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Abstract

This thesis reports on the perspectives and expmrgeof policymakers,
advocates, agency supervisors, and experts indlaeof gerontology, about the
development of Aging and Disability Resource Cen{&DRC) programs and Options
Counseling (OC). By examining the foundations updmich ADRCs and OC are built,
this study sought to inform future research abbatdffectiveness of existing practice,
increase understanding of best practices, andyclahether these emerging services are
accomplishing original goals.

ADRCs and OC intend to address long-term care $sand healthcare needs by
providing a single entry point to the social seevaystem. ADRCs offer information,
assistance, and OC to people of all ages, incoamelsdisabilities, and promote long-term
care options that honor independence and respetttdameeds and preferences of
individuals, their families, and caregivers. Tlaag the latest iteration of policymakers’
efforts to provide affordable home-and communitgdzhcare for older persons and their
caregivers.

A total of fifteen qualitative interviews were carded and analyzed using
grounded theory methods. Key persons intervieweldided experts in the area of aging,
aging policy, and aging. Participants were reedithrough referrals suggested by
Portland State University’s (PSU) Institute on AgyihOA) staff. In addition, several key
experts known to the researcher through affiliatiatin PSU’s IOA agreed to be

interviewed. Snowball sampling was then used ¢ati® additional key experts.



Interview participants were classified as advogatéate decision makers, policy
makers, or academicians. Advocates included rateomd state directors of agencies
that promote the development and management afteieservices to aging adults. State
decision makers included state directors, ADRCatiimes and supervisors, and program
analysts. Policy makers interviewed were natigmagram directors responsible for
shaping the future of developing programs to aséuEr adults. Academicians who
participated in the study have been instrumentdewveloping and researching practices
that promote well-being for the aging and the ag€dese key experts were selected
based on their knowledge and ability to inform skrengths, weakness, and development
of ADRCs and Options Counseling. Many have bestrumental in health and aging
policy and service development and research, asslgss insider knowledge not

available to the general public regarding attituales interests motivating the actors.

Findings indicate that ADRCs and OC are designeddnage within existing
social service systems. They can benefit someichails by providing more options and
support in accessing public and private servideeemains to be seen whether they have
the capacity to ameliorate some existing systeratiproblems. Findings highlight
program strengths and weaknesses, sustainabgilgss and policymakers, state decision

makers’, and providers’ commitment to sustaining®I» and OC.
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Chapter 1

Introduction

In the United States, older adults have been rezedras deserving of public
assistance, and social policies benefiting the dgee developed over time.
Increasingly, however, federal and state governsfate challenges in addressing the
long-term care needs of this rapidly increasingi@giopulation that totaled
approximately 40.4 million in 2010 and representsrane in every eight individuals
(AoA, 2011). The purpose of this research wasetscdbe the Aging and Disability
Resource Centers (ADRCs) program and a proceszidajptions Counseling that are
new approaches to long-term care policy. Thesgrpros are a collaborative effort of
the Administration on Aging (AoA) and the Centess Medicare & Medicaid Services
(CMS). ADRCs were designed to rebalance the long-teare system by redirecting
consumers away from institutional care to consudmten, home-and community-based
service systems (AoA, 2003).

Long-term care (LTC) refers to assistance proviolgt a sustained period of
time to people experiencing difficulty functionidge to a disability (Kane & Kane,
2003). Some LTC services include housing and home maintananutrition,
transportation, caregiving and respite, and finansecurity (Kemper, 2003). These
services are largely supportive, although mediag ¢s also included within LTC. They
are designed to assist individuals who have funatior cognitive impairments that limit
their ability to manage activities of daily livifgDLs), such as help with bathing,

mobility and toileting, and instrumental Activitie$ Daily Living (IADLs) such as meal



preparation, housekeeping, and medication managg@swald, et al., 2011). The
United States Administration on Aging (2010) docuied that persons reporting
problems with two or more ADLSs included 6% of th&feyears and older and 18.1% of
those 85 years and older. Of those 85 years atet,@19.8% have difficulty with IADLS,
especially self-care and mobility limitations (A0c2006). The studyAging into the 21st
Century concluded that the number of moderately or séyelisabled older persons will
increase sharply over the next 40 years, perhapsiab as 350% (AoA, 2008).

With population aging, more elders require a greabenber of LTC services, but
not all in need have the resources to either labhout or obtain services (Kane et al.,
2003). In addition, these individuals often do kiwbw where to turn, and many need
support in deciding about and managing a wide rafdg@me-and community-based
service (HCBS) options administered by complexaa®rvice systems that can be
confusing to navigate (ACL, 2012). Accessing theswices presents additional
challenges due to physiological changes commoihdiage, including mobility
limitations, cognitive changes, and greater neednfedical care (Oswald et al., 2011).
As a result, policymakers, state decision-makerd,rasearchers have examined the
critical nature of developing LTC policies that Mvatequately address elders’ increasing
functional needs and related health care costs fi€en2003).

Most LTC is provided to older adults and persoith @isabilities by families

(Connidis, 2010). For those who need formal L ha kck financial resources to pay



privately, nursing homes have been the primarycgoksponse. However, studies have
found multiple benefits in shifting the emphasinfrinstitutional to home-and
community-based care, including cost effectiverasbolder adults’ preferences to
remain at home (Lehning & Austin, 2010; O’Shauglsye2008; Oswald, Schilling,
Nygren, Fange, Sixsmith et al., 2007). Further Giastead decision gave a mandate to
states to shift the balance from institutional éonenunity-based options (ADA, 2012).
Many home-and community-based LTC programs, inagdiose offered through
public, not-for-profit, and for-profit agenciesgashaped by policies developed at the
federal, state, and local levels. These policieieweesated in response to the increasing
numbers and increased longevity of older adults)ynd whom wish to avoid nursing
home placement and instead, age at home. Thegssldealthcare costs, information
and access to HCBS, and issues related to chrarecneeds common to old age
(Lehning & Austin, 2010).

Older adults’ limited financial resources can makeght-after services
unaffordable. The median income of the 37.9 millp@rsons age 65 and above reporting
income in the U.S. in 2010 was $18,819. Older hemha median income of $25,704,
and older women had a median income of $15,072 (28A41). Many of these
individuals find it necessary to seek support fifeateral, state, and local social service

providers to obtain help with healthcare and HCB& allow them to age in place.



Aging and Disability Resource Center programs (ADRAd Options Counseling
(OC) programs intend to address LTC cost issuedaatihcare needs by providing a
single entry point to the social service systerhese programs offer information,
assistance, and OC to people of all ages, incoamelsglisabilities, and they propose to
promote a community-based environment that fostelspendence and respect for the
LTC needs and preferences of individuals, theirilies) and caregivers (ACL, 2012).
They are the latest iteration of policymakers’ gfdo provide affordable home-and
community-based care for older persons and the&gozers.

Options Counseling (OC) represents a new modelibligdy-funded long-term
planning support available in the United State€ i©a core service offered through
ADRCs and is intended to provide person-centengelactive, decision-support to older
adults and people with disabilities (known as comsts), their family members, and
significant others. With OC, these individuals aopported in their attempts to identify
and access appropriate LTC choices (AoA, 2010)tiodp Counselors are trained to
respond to consumers’ needs, preferences, valnesndividual circumstances (AoA,
2011).

Although ADRCs do not provide services, some coregnwvere able to obtain
them with the information and support they receifredh the program. In a study
conducted by Portland State University’s InstitoteAging for the state of Oregon, most

survey participants found the information and as¢hsey received to the social service



system through the ADRC somewhat helpful or velpfoe(81%, 2011-2012; 83%,
2012). Many agreed or strongly agreed the sesvacénformation they received would
allow them to live in the place they most desif@%3 2011-2012; 83%, 2012) (White &
Elliott, 2013; White, Elliott, Carder & Luhr, 2012)

ADRCs and OC address the need to reduce LTC spghgiproviding
information and easy access to what may appearisueners to be a daunting array of
social services (ACL, 2012). ADRCs and OC addsesse contemporary issues
regarding the relative roles of government, indisls$, and the private market in
responding to older and disabled persons’ needs (2012).

Research questions
e Which historical, economic, political, social, andividual factors have

influenced the development of ADRCs and OC?

e How do the various actors (Advocates, Policymakes System Decision

Makers) define the goals of OC?

e What are the economic, political, social, and imtlial advantages and

disadvantages of ADRC and OC programs?

e Which theoretical constructs clarify the reasondlie development of ADRCs

and OC?



Chapter 2
Literature Review

This study sought to answer questions regardinggethew programs’
effectiveness and sustainability, and to bettesrmfthe analysis and interpretation of
ADRCs and OC. In addition, the study sought tedeine whether the programs were
realizing intended goals and to increase knowlemgeerning what is needed to provide
best practice. Research conducted to accomplesethoals included a review of
literature tracing historical, political, and ecome trends, a review of theoretical
constructs in gerontology, and interviews with kafprmants. Reviewing current
research findings on policy successes and failarpsrson-centered care models and
examining attitudes regarding the use of publioueses to assist older adults
contributed to the existing literature and assigtetbnceptualizing standards and
practices more likely to serve consumers effecyiasld efficiently.

This literature review explored historical andipcal trends influencing the
transition from institutional long-term care to hefand community- based care using a
more person-centered approach in service deliveger-reviewed journal articles and
research findings and implications examined withim context of ADRCs and Options
Counseling standards and practices clarified tbgnams’ emergence and determined
factors contributing to the programs’ strengths wedknesses. Topics investigated

included social welfare policy and politics, persmmtered long-term care history,



demographic trends in aging, older adults’ needspaaferences, and the Aging
Networks including Area Agencies on Aging.

Reviewing different types of evidence can be comgletary (Charmaz, 2006),
and examining both qualitative and quantitativelighled studies can contribute to
answering questions more thoroughly and accuréteiint & Pillemer, 1984). To
ensure that data are not constrained by predetechanalytical categories (Patton, 2002,
p. 228) literature was examined before, during aftel the key expert interviews to
further refine inclusion and exclusion criteria.

Literature inclusion and exclusion

Criteria for inclusion and exclusion of literatwere based on articles that
informed the research questions and clarified ¢asons for the development and
implementation of ADRCs and OC. Some studies feach category were selected for
review. Key words used to locate relevant artighetude: Person-Centered Care;
Home-and Community-Based Care; Ageism; Age BiastuGaiChange; Cultural
Competence; Elders/Older Adults/Seniors Needs aef@ifences; Quality of Life;
Quality of life; Life Course and Aging; ADRCs; Optis Counseling; Aging Policy;
Funding, Healthcare, Aging, Aged; Long-term Cafée qualitative and quantitative
studies reviewed discussed: older adults’ needgeefdrences with regard to aging in
place and home-and community-based services; abitidgand affordability of

services; whether or not older adults are satisfigld services and the reasons for their



satisfaction or dissatisfaction; social servicevpters’ ability to provide necessary
services to older adults in the ways they prefer.

Key categories within the topics are representdtiertable below.

Table 1
Key Categories Within Topics
Individual Factors Economic Political and Aging and Long- Historical
Factors Institutional term Care Policy Factors
Factors
Diversity of older | Federal policy| Aging Network Retrenchment Social welfare
adults needs and shifts influence policy trends
preferences
Demographic Rise in Attitudes toward Reduction in Long-term care
considerations medical the aged expenditures for history
expenditures domestic social
for the elderly programs
Health needs Healthcare | Public anxiety over Social Person-centered
costs increasing aging | benevolence vs.| care evolution
population individual
responsibility
Healthcare needs HCBS costs Profit and not-fpr-Decentralization
profit group roles of program
& influence authority and
responsibility
Deregulation and
devolution of
federal authority

Using key words to locate literature and identifyegories within topics
guaranteed representation for each topic, enab&edesearcher to prune irrelevant
literature, and minimize researcher bias (LightiBeler, 1984). To further ensure that
current and emerging relevant literature would xem@ned, writings were reviewed on a

continual basis throughout the study.



As new topics emerged during interviews with kepexs, articles were
examined that addressed those topics in ordeatdycthe discussions and answer the
thesis questions more thoroughly and accuratelpeMsome interview participants
made reference to literature they wrote and stutlieg conducted, those references were
investigated to gain better understanding of tispwases to interview questions and for
relevance to the research topic.

Theoretical Constructs That Clarify the Reasons fothe Development of ADRC &
oC

Theoretical Approaches

Bengtson, Burgess, & Parrott (1997) stated thatiecal results in research
should be presented within the context of more g@mxplanations. Examining ADRCs
and OC within the framework of three theoreticatstoucts, life-course perspective,
social constructionist and political economy ofraigient credibility to the study.
Further, it ensures criteria used to determine qamgoutcomes were grounded, and
would provide a contribution to understanding ssst standards, best practices, and
policy.

Life-course perspective.The life-course perspective incorporates the effett
history, social structure, and individual meaniaggd attempts to explain aging
populations and individuals over time (Settersg995). The life-course perspective is

dynamic; rather than focusing on one segment olifinef an individual or cohort, it
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attempts to understand the life cycle in its etitieind allows for exploring deviations in
expected trajectories (Tinker et al., 2004).

Within the context of the life-course perspective concept of cumulative
advantage/disadvantage has theoretical and enmpgionaections as it relates to issues of
heterogeneity and inequality among the aged (Sétter2005). Cumulative
advantage/disadvantage can be defined as theahteraf forces that account for
individual variation in a given characteristic (e.money, health, or status) with the
passage of time, and exists independent of mé&dhhefer, 2003, p. 328). These
processes are responsible for increasing inequalitivariability with age, and they label
individuals. The labels, in turn, can influencevhgeople experience the world, their
ability to develop skills and opportunities, anteof affect future life opportunities
(Dannefer, 2003). The health-inequality relatiopsimong individuals late in life
provides an example. Low income minority peopkemhave poor access to a safe
environment, good quality food, and education.e®fthey work in low-paying jobs that
fail to offer health care benefits. As a resuilede people enter old age in poorer health
and with fewer resources than individuals who hexqgerienced greater economic,
educational, and social advantages (Geronimus,;Z08@ald, Wahl, Schilling, Nygren,
Fange, & Sixsmith, 2007). Dailey (2000) indicatbdt the more precarious financial
status of Baby Boom women is the result of persandleconomic factors that have

influenced the life course, including intermittevdrk-force participation due to
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childrearing, lower wages than men, and Social @gdoenefits that depend on spousal
income. These circumstances place a greater gageeaf old women in poverty.

According to Settersten (2005), comprehendinddhg-range effects of early life
experiences in old people’s present and futureslaued experiences is necessary for
understanding their needs and designing policyaetrthose needs. This approach can
increase societal understanding of each agingishgd as unique with diverse sets of
needs and experiences. Policymakers who undergtareffects of cumulative
advantage and disadvantage are more likely tofbetefe in developing programs that
address the heterogeneity of this population (&ée, 2005).

Options Counselors and service providers face ehgds when addressing
diverse qualities unique to the aging process dhage. The life-course perspective
provides a tool to better understand the cumuladweantages and disadvantages
influencing the diverse needs and preferencesdar@dults and their ability to obtain
services. Without this perspective, OCs risk mesfretation and use of prescribed
standards in suggesting service options.

Social constructionist theory. Bengtson, Burgess, & Parrott (1997) indicated
that social constructionist theory is useful beeatisan link individuals to social-
structural context, and because it focuses on stateting the ways in which social
definitions and social structures create beliefsualpeople or groups. These contexts, in

turn, define attitudes, form stereotypes, and tlipeticy decisions. Understanding how
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the social meaning of age directs feelings abauv#iue of providing for aging
individuals, ways in which those perceptions affgalicymakers’ decisions, and ways in
which services are developed and allocated caifycleow service needs unique to old
age are labeled.

Constructionist theory also emphasizes ways irckwvlocial reality and social
roles change over time and how they influencedlifeations (Dannefer and Perimutter,
1990; Kuipers & Bengtson, 1973). Connecting thdwmages in perception to attitudes
regarding the aging population and its needs amgwodevelopments in long-term care
programs can provide an additional dimension tdyaiveg the development of ADRCs
and Options Counseling. Examining these transtigithin the context of policy shifts
that favor decentralizing federal responsibility éervice provisioning to state
governments and individuals can illustrate who fienmost from the programs, and
how.

Political economy of aging perspectiveThe political economy of aging
perspective takes a structural and economic apprimaguestions of aging in guiding
understanding, prediction, and control of aginyises (Estes, 1979). This perspective
attempts to explain how the interaction of econoamd political forces determines how
social resources are allocated and how variatiotisd treatment and status of groups can
be understood by examining public policies, ecomam@nds, and social-structural

factors.
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According to Estes (1979), socioeconomic and igaliconstraints shape the
experience of aging and result in the loss of poagtonomy, and influence for older
persons. Life experiences are seen as patternadeyyclass, gender, race, and ethnicity.
These structural factors are often institutionaliaed reinforced by economic and public
policy, and affect experiences later in life. Accordiadgengston et al. (1997), such
social-structural contexts, constraints, and cocstin are responsible for the precarious
status and ageist treatment of the elderly in Acagrisociety.

Political and Economic Factors That Have Influencedhe Development of ADRCs
# 0 Long-term Care Resources, Funding, and Distribution The financing of LTC
services is fragmented and consists of a variefgdsdral, state, and local government,
and private-pay dollars. In 2009, Americans speng¢stimated $182 - $196 billion on
LTC services for the elderly (Lewin, 2010; AHRQ,13). This figure does not include
estimates for unpaid care worth approximately 33Hon (Arno, Levine & Memmott,
1999; Neal & Hammer, 2007).

Several factors contribute to the recent policygmence for HCBS instead of
institutional LTC, including limited funding for folic benefits such as Medicaid,
redistribution of responsibility to individuals fmance long-term care services, and
increased desire to honor diverse needs and pnefesdor older adults wishing to age in
place. According to Kane, Kane, & Ladd (1998), theted States has supported a long-

term care system dominated by the nursing home hnattefunding made available



14

through the Medicaid program. Kane and colleadgoesd government focus to be
shifting due to the growing aging population, cansu demand, and the high costs of
institutional care. They indicated that challengeist in achieving consensus on long-
term care goals, and that various interest groopadd arguments for or against
changing the system. For example, 67 percentisimyhomes are primarily for-profit
entities interested in filling beds (Niles-Yokum\&agner, 2011). Proponents of the
Aging Network, which is the largest provider of HEBor older adults and their
caregivers (AoA, 2013), wish to increase HCBS ugiggng Network programs
(Carbonelle & Polivka, 2008).

Medicare provides national health insurance fostnetder adults. This insurance
program pays 49 percent of medical care bills Bogte aged 65 and over, covering
physician services, medications, nursing faciljtretabilitation, home health and
hospice. Medicare does not pay for most long-tesine to assist people with support
services, including activities of daily living suels dressing and bathing (Medicare,
2013). Most Medicare beneficiaries use privatpptemental insurance to help cover
deductibles and fill the gaps in Medicare ben@MS, 2013; Stone & Benson, 2012).

Medicaid is the federally and state funded healluiance program for specific
categories of persons of all ages with low incomke meet income-eligibility
guidelines. Funding is a joint commitment betwdenfederal government and the

states. The federal government provides an opdaeefunding commitment and agrees
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to match, at varying rates, whatever states chtmospend (Thompson & Burke, 2008).
This public benefit costs the federal and stateeguwents over $300 billion per year and
provides health insurance to over fifty million lamcome people (CMS, 2013). In
addition, Medicaid provides supplemental insuraiec® million Medicare enrollees.
These individuals are labeled “dual-eligible.” Flual-eligible beneficiaries Medicare as
their primary source of health insurance while Madi provides supplemental coverage
for premiums and services not covered by Medicaterne & Benson, 2012). Medicaid
accounts for 49 percent of all LTC expenditure$.th@t, nursing home care accounts for
73 percent of total Medicaid spending on LTC fategly and disabled (Stone & Benson,
2012). Medicaid covers a large portion of LTC exghiures including doctor’s services
and prescription drugs, and provides additionaltheare and LTC beyond Medicare
(CMS, 2010; Thompson & Burke, 2008).

Cost increases in Medicare and Medicaid spendidglamalready inflated costs
of medical care in the United States (higher these in any other in advanced industrial
country) have expanded faster than the economyeSwedict that Medicare costs, if
not contained, will drain the country’s economisaerces (Morgan, 2010). As a result,
Medicare and Medicaid were targeted for reductiarspending (Stone & Benson,

2012).
When the President’s Commission on Fiscal Respiitgiteleased its report in

December 2010, it included proposed cuts in Medieaid Medicaid “despite, or perhaps
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because of the prospective entrance of tens ofomsllof baby boomers in these
programs” (Binstock, 2012, p.398). A few week®ptod this announcement, a private
commission consisting of former Congressional Budféice and the Office of
Management and Budget leaders released a replangdalr cost-sharing and premium
increases to be paid by Medicare recipients, atapaon the growth of federal Medicaid
expenditures. To further contain costs, in 2008tstates reduced some part of their
Medicaid programs (Binstock, 2012).

An important HCBS funding source, The Older Amang Act (OAA), subsidizes
Aging Network services to states. Some servicelsid® meal programs, home
modifications, help with ADLs and IADLs, transpditen, respite, and other community-
based services. Unlike Medicaid, all older adagied 60 and above are eligible for
benefits, regardless of means. OAA programs amarastered through State Units on
Aging (SUA) and Area Agencies on Aging (AAA), arieetprovisioning of services is
tailored to fit area needs. On average 30 peiesdch state’s SUA budget comes from
the OAA (Stone & Benson, 2012).

The Aging Network is extensive, community-based! sncludes 56 SUAS, 655
AAAs, non-profit in-home services providers andurdker and advocacy groups
(Carbonelle & Polivka, 2008; Niles-Yokum & Wagn2011). According to Kunkel &
Lackmeyer (2010), AAAs are diverse and flexiblehe$e strengths empower them to

provide a service system that is locally managedsgn-centered and coordinated,
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benefiting both public benefits-eligible individsadnd older adults with chronic long-
term functional limitations and disabilities whaearot eligible for public programs
(Doty, 2010). Many older adults rely on inforncare and Aging Network services to
supplement their LTC needs (Niles-Yokum & Wagné@1D).

The Aging Network’s strengths include the abilibydevelop and manage HCBS
in a person-centered way, which is responsivedergbeoples’ needs and preferences,
while existing on a limited budget. The Networleogtes at the local level to identify
person-centered resources and has been critisapiporting informal caregiver roles
(Carbonelle & Polivka, 2008). According to Carblbm@nd Polivka (2003), “the Aging
Services Network is poised to play a significanet@p. 1) in developing a more
flexible, balanced, person-directed LTC system.

Since the federal government has reduced fundingdoial services, increasing
responsibility for providing those services hasrbpkced on state and local government
agencies already experiencing economic difficultiégdson, 2010). As previously
mentioned, financial constraints are the resuthetlical care costs for Medicaid eligible
people (Silverstein, Angelelli, & Parrott, 2001).

Back in 1981, Estes and Lee predicted that statd-tdhanges, particularly
limitations to Medicaid expenditures, are likelyltave a profound effect on medical care
for the elderly. They anticipated that three shiffit federal policy would affect the

medical care of the elderly: “(1) A significant tedion in federal expenditures for
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domestic social programs; (2) decentralizationrofypam authority and responsibility to
states, particularly through block grants; (3) detation and greater emphasis on market
forces and competition to address the problem oficoing increases in the costs of
medical care” (Estes & Lee, 1981, p. 511). Theycgrated reductions in Medicaid
eligibility and in scope of benefits, and the immpkntation of prescribed standards set to
reduce hospital, nursing home, and physician rersgouent. These reductions, in turn,
would lead to a decrease in physicians willingréat Medicare recipients.

Estes’ and Lee’s predictions regarding Medicaipegxitures were accurate. In
1981, Congress adopted Section 1915 of the Soe@lry Act which granted a waiver
that would reduce long-term care costs. Issueithéyederal government, waivers
authorized states to expand Medicaid-funded healéhdelivery beyond institutional
settings to provide HCBS, including case managenmembemaker, home health,
personal care, adult day health, habitation, asgite care, and incorporate Medicaid
payment systems to include managed care (Thompdurke, 2008).

The 1915c waivers reduced Medicaid costs by allgwiate officials, with
federal approval, to limit provision of Medicaidmpved HCBS to specific geographic
areas rather than providing these services staggwglwas previously required by
Medicaid law, creating an unequal distribution @fgces. Although waivers provided
flexibility to increase the use of Medicaid fundsgrovide additional HCBS, they also

permitted states to limit, or cap, the number otipgants, and generate waiting lists for
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HCBS (Thompson & Burke, 2008). Additionally, statesre required to keep HCBS
waiver costs at or below the cost of services glediin institutional settings for a
comparable population. (Shirk, 2006).

With the proliferation of 1915c waivers that allstates to limit HCBS
geographically, cap enrollments, and create waltsig, states are no longer required to
subsidize Medicaid services for all eligible indiuals. Thompson and Burke (2008)
argued that this feature has eroded Medicaid entéht, since it limits the ability of
many eligible consumers to receive services. Thoeyted out that in the past, factors
such as difficulty accessing healthcare facilit@®yiders unwilling to take Medicaid
patients, and complex enrollment procedures creaimdblocks for enrollees. Waivers
were distinguished by “their endorsement of ratigras a policy principle rather than as
an undeclared subterranean outcome of the impletenirocess” (Thompson &
Burke, 2010, p. 23). ADRC and OC programs wilelikconfront wait-listed consumers,
who are hoping to find alternative service optianggeographic areas where limited
HCBS are further reduced.

Reduction in Medicaid services and increased Medipeemiums result in
increased costs and limited services for consulfférempson & Burke, 2010). In
offering easy, one-stop shop access to shrinkimgermostly services, ADRCs could be
confronted with the reality that consumers mightlable to afford to do more than

window shop. That is, they can see what is avis)diut be unable to afford the things
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that they require to remain healthy at home. Within this economic climate that
ADRCs and OC were conceived.

Aging Policy. According to Hacker (2004), economic, politicaldasocial
pressures have caused a reduction in social seriocdder adults and people with
disabilities. He believes that these reductionelseen achieved, in part, through
unpublicized political processes and strategiesgbbcymakers and other actors adopt
when attempting to transform policy regulationdie3e practices are significant, since
analyses of the consequences of social policyitrans often reveal only the more
visible politics of large-scale reform (Hacker, 200 One way this type of
transformation is achieved is through the procésstcenchment.

Pierson (1994) discussed retrenchment as spendiaghat move government
social welfare responsibility to a more residudéroln this process, government
decreases social expenditures and restructuresgonsgo place greater responsibility on
individuals or “enhances the probability such outes can occur in the future” (Pierson,
1994, p.1). In other words, retrenchment mearts ithan effort to reduce spending, a
government introduces deflationary fiscal measdessgned to reduce costs related to
and economic crisis. One way retrenchment is &eldiés by limiting funding for public
services. Although many public social programthmUnited States have resisted
retrenchment, they have failed to offer protecagainst several risks that individuals

and families confront (Hudson, 2010), such as reduecome and access to fewer



21

resources (Hacker, 2004). For example, some ppldigrams have been restructured to
restrict eligibility or reduce benefits. In thayate sector, retrenchment occurs when
employment-based benefits such as health insuraqoére higher co-pays and
deductibles (Harrington Meyer, 2010).

Hacker (2004) argued that some policies havedddrtmal reform, replacement
or revision of a policy but, more importantly, soes which have occurred with less
public awareness or significant alteration to puphblicy have had a greater impact. For
example, the privatization of social policies thave reduced retirement and healthcare
benefits coverage shift risk in the form of higkests and income challenges to families
and individuals, and away from social service pdevs and employers. Viewed from a
life-course perspective, the trajectories createthbse risks result in fewer resources
and increased social service needs for peopledgadthage, especially for those who are
poor.

Hacker (2004) found that decentralization, thesfatist tendency to redistribute
power and resources from central to state and pmagrnment, has also played a role in
the emergence of risk privatization. As a restlignges have taken place in formal
policies that require state and local governmettt winding shortfalls to shoulder
greater responsibility and risk for funding sogatvices. At the individual level,

reduced or eliminated retirement pensions and Ih@surance coverage have shifted
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financial responsibility for financing healthcarerm employers and government entities
onto individual and families (Harrington-Meyer, 201

Families struggle to pay for LTC. In 2010 nurshme costs averaged between
$72,000 to $79,000. Estimated median annual optoket expenditures on nursing
homecare is $12,680 and for HCBC, $6,648 (Stone=&sBn, 2012). Many older adults
needing support with ADLs and IADLs and who chotzsage in place use their own
resources to pay a portion of healthcare expeghssan Group, 2010).

This is the environment in which ADRCs and OC havelved. To understand
their relevance to the programs’ development, suedity, and overall success in
meeting individuals’ long-term care needs and redpbealthcare costs, the effects of
risk privatization and decentralization need teekamined and analyzed within the
context of social factor
Societal Factors That Have Influenced the Developméof ADRCs & OC

Person-Centered Care. Person-centered care has been adopted throughout
LTC, including nursing homes, assisted living, hdmealth, and, most recently, OC. The
emergence of person-centered care service modiestsea shift from regarding older
adults and people with disabilities as a groupaadcof guidance and protection to a
growing acknowledgement and respect for these itidals’ capabilities, autonomy, and
personal rights (Powers & Sowers, 2006). Thistshiattitude acknowledges that older

adults prefer making choices independently ratihan taccepting decisions made by
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family members and providers regarding their caeds. According to Mead and Bower
(2000), a person-centered approach to serviceatglfor older adults and people with
disabilities is increasingly regarded as essemtiaieeting the needs of this rapidly
growing and diverse population. Consequently Midials are regarded as “consumers”
rather than “patients” or “clients,” and provideliscuss service options in the context of
individual needs and preferences rather than offgorescribed solutions based on their
clinical expertise or social service protocol.

Language can vary among different person-direséedice models targeted to
different types of disabilities and age groups,thiese models appear to have similar
philosophies and service elements. Each providaage of flexible service options
permitting customers (or consumers) to exploradewariety of HBCS that they believe
will sustain or promote their preferences, healtid quality of life (Powers & Sowers,
2006).

Person-centered care concepts are permeatingalttasof health and long-term
care (Pioneer Network, 2013; White, Newton-Curtitybns, 2008). Carder (2004)
found that LTC providers believe that offering algersons choices increases their
independence, even those requiring a great dessidtance. Further, she found that
assisted living providers use consumer discoursedar to create a sense of autonomy
and might reduce the stigma of dependency whillepstividing assistance. The

philosophy of person direction recognizes the ciéyaé individuals to determine their
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needs, identify how those needs should be metpadtor the quality of services they
receive” (Law & Britten, 1995, p. 520). AccorditmgMead and Bower (2000), all
person-centered care includes six components:oerglthe disease and illness
experience; understanding the person’s individgdimding common ground regarding
management; incorporating both prevention and hgatimotion; enhancing the
provider-consumer relationship; and realizing peasdimitations such as the availability
of time and resources. Interpersonal aspectsrefar@ primary determinants of patient
satisfaction, and patients report valuing suchhattes as service providers’ respect and
empathy, being given sufficient information anddirbeing treated as individuals, being
involved in decision-making, and aspects of thatr@hship with the provider such as
mutual trust (Mead & Bower, 2000). These concegee clearly present in the
development of ADRCs generally and, more speclfical OC which offers decision
support that honors individuals’ needs and prefegen

Attitudes Toward Aging and Old Age. Kemper (2003) found that conflicting
societal attitudes toward the aged are manifeatlack of shared values concerning long-
term care funding and practice. He found that gi@wout entitlement programs, health
care, and other policies developed to assist elgarsdepending on individuals’ and
groups’ ages, interests, and attitudes. For exaraptae individuals are in favor of
increasing funding to provide necessary aging sesyiwhile others are resistant to

further straining already financially challengedhltle care and social service systems
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(Hacker, 2004). Some feel the costs are greaserttie benefits in allocating a large
portion of public funding for people they considebe continually declining in health,
arguing that that financial support is greatly rexbtbr other social programs (Connidis,
2010).

Discussions of the 76 million aging Baby Boométsmaddress the financial
burden of maintaining old-age policies and prograatiser than examining the lives of
all Americans as family policy issues needing broaderstanding and support
(Connidis, 2010; Shultz & Binstock, 2006). Somittmacknowledge that adequate
income allocated through social insurance progrsus as Social Security enables
aging individuals to avoid poverty and drain fami®sources. For example, Schultz and
Binstock have argued that, “the financial costaatfinvesting in old age are great for
families and societies” (Shultz & Binstock, 20062().

Addressing aging policy concerns is complex speeple define quality of life
according to personal experience and values aitddats about what constitutes need
(Kemper, 2003). According to Hudson (2010), theifierences make addressing aging
issues at a personal, societal, and political ldifétult. Additionally, personal fears
about aging and dying affect individuals’ and pphiakers’ willingness to focus on age-
related service needs and create long-term caiggsthat respond to those needs

(Binstock, 2010; Kemper, 2003).
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According to Connidis (2009), societal attitudesward aging can affect the way
in which individuals view the elderly, influencelmy decisions, and construct societal
norms regarding their value. For example, MyR&0(Q) discussed ways in which old
people are portrayed by some as draining the ecpnstnaining the health care system,
and threatening the future of the country. Redeaonducted by Carder (2002) found
that there is a tendency of assisted living propts® define people who require
medical care have personally failed in some wayd€a 2002). These attitudes are
especially prevalent among those who wish to deéa¢gthe welfare state. Miles
reported that socially constructed portrayals sagthese influence discussion about the
amount of responsibility individuals, families, agavernment should assume and the
expectations concerning the extent of care andstgpservices needed to maintain
quality of life for the aged.

Kemper (2003) argued that because the functiomatidtions due to chronic
health conditions associated with age are not diiaroalife threatening, providing
funding and implementing policy to support incresaselong-term care services are not
prioritized. He found that since many older adulith chronic iliness are able to manage
ADLs and IADLs and family members assume the rélenpaid caregivers, their needs
are sometimes not visible to policymakers.

Older adults are diverse, with greatly varying iéile and disabilities and

cultural, ethnic, class, and gender differencesriake prescribed solutions insufficient
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for meeting their varying needs and preferencesstBck, 2010). A wide range of
supports and policy solutions will be necessargrater to address the functional needs
and enhance the quality of life for all elders (@otk, 2010). For these reasons, older
adults can benefit from strong and stable politarglanizations that advocate for their
interests (Binstock & Quadagno, 2001) as they mearme-related disabilities, obtain
limited financial assistance for HCBC services, akive care from family members
who often have limited time and constrained resesirc

Individual Factors That Have Influenced the Developent of ADRCs & OC

Phelan (2004) found that most older adults hawadht about aging and about
aging successfully; her study of elders’ viewshaf importance of healthy aging that
found attributes regarded by older adults as ingmbrin achieving successful aging to
fall into several categories including physicahdtional, psychological, and social.
Further, she concluded that older adults’ viewagihg appear to be multidimensional,
emphasizing physical health, freedom from diseasd,active engagement with life
(Phelan, 2004).

A study conducted by Tinker, McCreadie, Stuchhefyner-Smith, Cowan, and
colleagues (2004), found that quality of life fader adults is directly linked to
remaining at home, and independence. Additionailyst elders prefer to age in place
and want their personal preferences and their tgbkelf-determination honored (Tinker

et al., 2004; Sherman & Dasher, 2005). Moreovettessten (2005) reported that
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honoring elders’ preference to remain safely at&amd in the community will
positively affect not only the elders themselvas, their family, and society as well.

Care at home is generally the goal for all butrtiest highly incapacitated elders
(Rowles & Chaudhury, 2005); thus, aging in plagaesents a critical consideration for
policymakers, service providers, and researchetsmihe aging network (Settersten,
2005). Quality care, however, is not availablaltpwith community-based systems
depending heavily on the availability of secureding and family caregivers (Tinker et
al., 2004).

The ability to perform ADLs, IADLs, and mobility $&s necessary for
independent living affects older adults’ abilitydge in place (Guralnik & Simonsick
1993; Kaplan, 2001). ADLs (bathing, dressing,dinilg, eating, moving around the
house) and IADLs (preparing meals, shopping, margagioney, using the telephone,
doing housework, getting around outside, takinginstbns) can be used as reference
points for ascertaining an elderly person’s phydigactioning (AOA 2002). These
factors and can provide guidelines for Options Gelors in addressing older persons’
LTC needs, and offering appropriate service options

Elderly living in rural areas face additional cleal§es, including lack of
transportation, geographic isolation, and limitealth and social services. According to
the National Advisory Committee on Rural Health &hdnan Services (NACRHHS)

(2011), rural elderly are more likely to have liatibns in ADLs and suffer from higher
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rates of chronic disease than non-rural elderlgsehndividuals are also more likely to
be poor, with 10.3 percent of the non-metro eldpdpulation living in poverty
compared to 8.7 percent of the metro elderly pamrigU.S. Department of Agriculture,
2011). Rural Medicare beneficiaries are mordyike report being in poor health (12
percent vs. 9 percent), make up approximately 28ep¢ of the Medicare population,
and 30 percent qualify for Medicaid as dual-eliggb{Medicare Payment Advisory
Commission, 2011).

The NACRHHS (2011) pointed out that ADRCs reqaineunderstanding of the
unique challenges faced by rural-dwelling olderlesdincluding coordinating access to
support programs that are more financially limitegk to higher costs of service to a
smaller population distributed over a large geoli@prea. This was the experience in
Oregon, as found in a recent study by White, Caialedt Elliott (2012) when ADRC and
OC providers noted that in rural areas, resourcagsimply not be available to people,
regardless of their ability to pay. Information aassistance workers noted that in some
counties there are fewer resources and thatmp®itant to ask which county a
consumer is calling from before offering servitlest are unavailable in that area
Similarly, State agency leaders reported a dedrserwices in Oregon’s many rural
communities, and a need to fill in gaps in servitesugh public and private
partnerships. Concerted efforts aimed at resouggeldpment and flexibility in ADRC

structure and staffing were found to be neededtormmodate different community
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needs (White, Carder & Elliott, 2012). Communityioers interviewed indicated that
the ability to provide services to individuals wiimited resources had not improved
with the implementation of the ADRC, and the apiti support aging rural residents
remained difficult (Elliott & White, 2012).

Family members face several challenges in caonghieir aging relatives.
Historically, women have assumed the role of unpaiichary care providers, and as
more women have entered the paid labor force,fmmddequate time to offer care has
become a major issue (Neal & Hammer, 2007). Hiftye percent of working age
women in the United States were employed in 2009erease from 43 percent in the
1960s (Bureau of Labor Statistics 2p1Neal and Hammer (2007) found that the stress
inherent in balancing work, family life, and canggg duties can affect working
caregivers’ physical and psychological well-being.

The supply of informal caregivers is affected lyrent transformations in family
networks. Since caregiving is often delivered with broad family network that
includes parents, children, grandchildren and sthesuseholds composed of divorced
and single parents may have decreased spousav@meht. With less support, greater
caregiver burden is placed on care providers (@Gbsn2010). As birth rates continue to
decrease, the supply of children available to é@raging family members becomes
more limited. Consequently, as the proportionldfto young grows, fewer family

members will be available to meet the increasinggiging needs of a growing number
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of old people with chronic care needs (Connidid®0 This can be problematic for
families who are already experiencing time andrfaia constraints.

Most HCBC services are not covered by conventibealth insurance, however,
and many low-income and impoverished individuald families cannot afford them
(Hacker, 2004; Myles, 2001; O’'Shaughnessy, 20083dicare offers acute care
coverage but does not provide HCBC services to theateeds of those aging and aged
individuals who wish to age in place (Kemper, 2008% caregiving needs for older
adults grow and caregiver availability is redudeel problem of finding and financing
care becomes increasingly more complex.

According to Brach & VanSwearingen (2002), womad eninority elders are the
most likely to be impaired and in need of long-terane assistance. They found these
individuals are also more likely to live in povertgce greater service needs due to
decrease in physical functioning, and have fewsoueces to access costly services.
These factors increase the possible loss of inadkgeniving status (Brach &
VanSwearingen, 2002; Kane et al., 2003).

ADRCs and OC programs are intended to go beyaditional information and
referral services to help consumers identify gaals learn about the range of public and
private sector resources available to meet the&ds@and preferences, and live

independently (AoA, 2011).
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Ways in which Various Actors (Advocates, Policymakes, and System Decision
Makers) Define the Goals of OC

OC and other home-and community-based, LTC prograralsiding those
offered through public, not-for-profit, and for-pitcagencies, are shaped by policies
developed at the federal, state, and local le¥RBcies and services that support
information and access to HCBS were created inorespto the increasing numbers and
increased longevity of older adults, and the faat bld people typically wish to avoid
nursing home placement and instead, age at honmmifige & Austin, 2010).
Policymakers, state decision-makers, and researahdicate that multiple benefits exist
in shifting the emphasis from institutional to heared community-based care (HCBC),
including cost effectiveness and older adults’ @refices to remain at home (Lehning &
Austin, 2010; O’'Shaughnessy, 2008; Oswald et 8D72 Surveys of older adults, even
those in substandard housing, reveal that more3f@grercent want to stay in their
homes for as long as possible (AARP, 2006), andrihiesing homes represent settings of
last resort for most older individuals (Vasunilashdteinman, Liebig, & Jon, 2012).

Six competency areas for OC have been identifieddd (2012) including:
determine the need for Options Counseling; assasdsn values, and preferences;
understand public and private sector resourcespdstrate respect for self-
determination; encourage a future orientation; fatldw-up all require a person-

centered approach. This is especially true foretlareas: assess needs, values, and
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preferences; demonstrate respect for self-detetiromand encourage a future
orientation. Arguably, the three remaining arelgtdrmine the need for OC; understand
public and private sector resources; and followalpd require a person-centered focus
to be applied effectively.

In Oregon, these six competency areas servedtastia®@ point for a systematic
job analysis, which was used to develop professistaadards for Options Counselors,
refine the OC training program, and design and aondn evaluation of the ADRC and
OC program. In 2010, Portland State Universityeneed a contract from the Oregon
Department of Human Services to conduct this systienjob analysis using subject
matter experts to identify core job tasks and daased job requirements (i.e., knowledge,
skills, abilities, and other traits) related to e competency areas (White, Foucek-
Tressider, Carder, Truxillo, Barios, & Jackson, 20Person-centered care concepts are
central to these standards. For example, in asgesseds, values, and preferences, the
Options Counselor identifies the consumer’s sitratind issues, preferences about
where to live, perspectives of needs and valugs| tf knowledge about options, and
functional limitations. Each competency is compl@kh numerous components, and
standards were constructed to support Options @banssin developing person-centered
support skills (White et al., 2012).

Since the aging experience is shaped by sociaéggrcultural meaning,

socioeconomic status, and social structure (Ro&l€naudhury, 2005; Schultz &
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Binstock, 2006; Setterstein, 2005), perhaps the components of Options Counseling
(ease of site accessibility, personalization, Keodge, empowerment, and guidance) will
minimize the effects of unequal resource distrifnuton older adults and people with
disabilities. Perhaps public policies, driven lopmomic factors and the positive aspects
of a neo-liberal climate that values independemckfeeedom of choice, can equalize and
reshape the experience of aging to ensure that oldee adults are able to maintain
health and quality of life (Schultz & Binstock, )0

At every level, challenges to develop cost-effextid C options for older adults
are evident (Carbonelle & Polivka, 2008). Aging @idability Resource Centers,
person-centered care models, and Options Counsaldress these challenges by
offering guidance to older adults and people wiaklilities in meeting service needs
while accounting for individual needs and prefeemcThis literature review has offered
a snapshot of the economic, political, social,vidiial, and historical trends in
gerontology and the theoretical constructs thdtllused to inform the analysis of
ADRCs and OC.

The concept model below was constructed duringadted the literature review,
and provides a visual representation of the inl@isnship of the historical, individual,
and political factors influencing ADRCs and OC, andicates the way in which these
components guided the study’s research. Origintily study intended to analyze and

interpret OC, without addressing ADRCs, and the tuatside of the circle read
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“Analysis and Interpretation of OC.” However, aftke literature review was

completed, it was evident that OC exists as a foretion of ADRCs, and must be
analyzed within the context of that program. Fenthore, the two programs were
conceived together, and the outcome of each dementte other. For instance, if a
consumer is in need of additional assistance diteussing service needs with an ADRC
information and referral worker, the consumer femed to an Options Counselor for

additional support. Thus, ADRC analysis and intetgdtion was necessary.



Figure 1: Concept Model
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Chapter 3

Methods

Aging and Disability Resource Centers and OptioosrGeling claim to
rebalance the long-term care system by providirsy eacess to HCBS, thereby reducing
preference for institutional care. In additiorg ffrograms claim to promote equality by
suggesting LTC service options to all people, rélgas of means. This study was
designed examine these claims by analyzing fathatshave influenced the programs’
development, and by determining whether the prograre in a position to accomplish
intended goals. Because ADRCs and OC are relgtingl programs, this research is
considered to be exploratory in nature. Developing using a study guide that
consisted of open-ended responses and probingyeallfiexibility to explore interview
participants’ perspectives regarding the naturdefprograms’ evolution and
implementation. Using grounded theory method albWexibility to code and recode to
unify participants’ ideas analytically, and to caed recode as new meaning and
insights emerged.

Data Collection

Primary data were collected using semi-standadgliredepth interviews

conducted either in person or over the telephdreephone interviews were conducted

with out-of-state participants and with some pgvtiats residing locally due to work and
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time constraints. Two state decision makers amdagademicians chose to participate in
face-to-face interviews. These were conducted &t iR% private office space. A total

of 15 interviews were completed. All were audioamled and transcribed.

Sample

Key persons interviewed were experts in the aresgofg, aging policy, and/or aging
services. These included advocates, system decisaders, policy makers, and
academicians.

Initially four participants in each category weoebie recruited through referrals
suggested by Portland State University’s (PSU)tlrtston Aging (IOA) staff. All were
experts in the areas of aging, aging policy, andging services. In addition, several key
experts known to the researcher through theinatifin with PSU’s I0A agreed to be
interviewed. These experts were selected baséldetrknowledge and ability to inform
the strengths, weakness, and development of ADRE©ptions Counseling. Many of
the experts interviewed have been instrumentakaith and aging policy and service
development and research and possess insider kahgevieot available to the general
public regarding attitudes and interests motivathmgactors. They brought years of
experience and insights about aging politics asdarch and therefore provided a unique
historical perspective in understanding factors ihi@uenced the development of

Options Counseling. Snowball sampling was theml isdocate additional key experts.
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With the help of one federal policymaker, the resleer was able to obtain interviews
with key experts involved in ADRC policy implemetiten.

With two exceptions, all key experts asked to paréite were interviewed. One
director in the area of elder advocacy who agreeahtinterview was contacted
numerous times but could not find the time to cotn@ne was contacted by email, and
several phone messages were left requesting anieve but calls and email were not
returned. However, interview participants holddahal roles as researcher/advocate or as
academician/advocate and two federal policymakergighed interviews that yielded rich
data to inform topics that the two unavailable vésrwould address. A fifth state
decision maker was recruited because, after comduatnumber of interviews, the
researcher found it necessary to add the perspatuitian additional state decision maker
with front line experience.

The table below provides a breakdown of the paricis’ roles in aging services
and their positions. Interviewees are identifietiydy their roles when they are quoted
in the findings section. Roles were attributeddamments rather than individuals’ names
or titles because while some participants werdnglto allow comments to be associated
with their names, others were not. To avoid caofuand to provide a consistent format,
roles were used for all participants. Further, tiithe participants asked that the
researcher use care when attributing their namesrtain responses and not others.

Roles were assigned to all participants since itldibdave been difficult to determine
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which responses to quote, which to avoid, and Vilsg care” meant. In addition,
providing roles rather than names when presenhiagdsults informed the data, provided

context, and identified how different roles areatetl to views about the topic.

Table 2. Interview participants

Sample (N=15)
Interviewer participant roles and titles
State (Oregon)
Federal policymakers decision makers Academicians Advocates
Centers for Medicare
and Medicaid Services| State Units on Aging Culture change
(CMS) Director (SUA) manager Researcher//academigian advocate
Federal ADRC Program Political Researcher// elde
director//evaluator Analyst scientist/academician advocate
Department of Huma Senior Vice
Deputy Assistant Services (DHS) President (SVP)
Secretary Program Analyst Director/academician analyst/advocate
Senior policy analyst-
Department of Health Area Agency on
and Human Services Aging (AAA)
(DHHS) program manager
County program
manager

Interview protocol

The interview guide included eight questions andlwa found in Appendix A.
Topics included those related directly to the redeareas, and to the concept model.
Probing beyond the prepared questions was donaitcagdetailed understanding of each

individual's experiences and expectations of theR&I3 and Options Counseling.
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Interview documentation

All interviews were audio recorded and then traibed by the researcher. The
time of the interview, date, and interviewee naneeendocumented, and notes were
taken. Recordings are stored on the interview8bS hard drive. Back-up copies are
stored on a flash drive in the interviewer’s offieghich is locked when unoccupied.

Analysis and Interpretation

Coding procedure. After transcription, each interview was re-read plated in
a Word document table for coding, where line-bylooding was conducted. The
interview text was deconstructed and classifiecet@al preliminary categories and
themes then moved to Excel for selective codinglyais, and final coding.

Qualitative data analysis using a constructivigtrapch in grounded theory
(comparative analysis- making comparisons betweds, dodes, and categories to
compare ideas and topics discussed among intepagticipants) (Charmaz, 2006)
tested emergent concepts. Cross-case analysisaie Ipatterns and themes common to
each topic was conducted throughout the processerg@ent factors were then
aggregated thematically by respondent and questi@xt, these themes were
incorporated into summaries where recurrent worelewkighlighted, counted, and
reorganized into categories and sub-categoriefiftrer analysis. Relationships among
categories were then analyzed, an outline prodwnstia first draft written. A detailed

outline of the coding procedure can be found in émpx B.
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Individual interviews were transcribed then codethg open coding. Text was
examined line by line, using the constant compaeadpproach, which involves making
comparisons during each stage of the analysis (@dgr2006). This approach was
employed during this study to provide systemagorithroughout the research process
and minimize bias effects (Patton, 2002).

Next, categories were developed, and the textsmaginized to ensure all data
informing the category were included. Quotable gaatere highlighted and organized
by category. Differences and similarities in vieveglings, and examples were noted,
and the most significant and recurring codes weghklighted.

Participants’ responses were organized by intergeestion and placed on
separate Excel sheets for final coding. Respdinseseach question were compared,
and relationships were established among concéjits.responses and outliers were
grouped. Then, responses were compared and groypstegory and summarized.
Repeated words, phrases, and themes were courtdentganized by category and sub-
category. Relationships among categories were ieghand outlined.

The first draft discussed patterns and connecfiomsd in interview participants’
responses to determine ways in which the data ea@reected, and the extent to which
responses answered the research questions. Thdraftavas then constructed. It
clarified central issues and concerns, opposingsji@areas of agreement and argument,

and generated and introduced contrasting theariggtease understanding of the topic.



43

Researcher bias.Use of data triangulation (Patton, 2002) (i.e.nvitav guides,
literature, policy papers) and theory triangulat{Patton, 2002) (i.e. life-course
perspective, political economy, social construagrminimized bias in the study, since
literature was drawn from several areas. In aoldjtihe study’s development was
monitored by thesis committee members who are &xpegerontological research.
Agreements and disagreements within the literatine examined so that divergent
findings and their implications would be understdbight & Pillemer, 1984).

Interviews

The interviews, conducted by the researcher, adddethe individual, economic,
political and institutional factors, and aging letgm care policy issues relevant to the
development of ADRCs and Options Counseling. Pmliollow-up questions yielded
further detailed information.

Analysis

During the initial analysis, related concepts dmehtes emerged across all eight
interview guide questions. As a result, it becar@eessary to group and analyze data
within the context of the four research questianddtermine relevant patterns and
connections, clarify central issues and concemmd,examine areas of agreement and
argument.

The results of the study are presented in four@es At the end of each

section, the results are summarized and comparee ftterature review to determine
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similar and dissimilar views. In the first sectjdhe analysis of participants’ responses
that address the research question about histogicahomic, political, social, and
individual factors that have influenced the devetept of OC is presented. Secotitk
analysis of participants’ responses to the reseguelstion about how the various actors
(advocates, policymakers, and system decision mpakefine the goals of Options
Counseling is presented, summarized, and compartbe titerature review. Third,
analysis of participants’ responses that addressetbearch question about which
theoretical constructs clarify the reasons fordaeelopment of OC is presented,
summarized, and compared to the literature revéswyere the first two questions. The
fourth and last question is presented in the dsouassection. This question addresses
the economic, political, social, and individual adtages and disadvantages of ADRCs

and OC.
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Chapter 4

Results

Factors That Have Influenced the Development of ADRs & OC

This section covers participants’ perceptiohthe evolution of ADRC and OC
programs from 2003 to present. Discussions inctbdeoolitical and economic
motivation for the partnership between AoA and Ctd®und the programs; ways in
which the Older Americans Act and the Centers fedMare and Medicaid Services’
intended goals in offering information and assiséato all older adults influenced ADRC
development; the shift in preference from instdonal to home-and community-based
services in long-term care; and the shift from disonary funding to national standards
program requirements.

Historical, Economic, and Political Factors.According to interview
participants, the ADRCs and OC were key componierttse federal effort to “rebalance
long-term support systems,” and create “an effetfimanaged, consumer-driven system
of long-term support.”

Three of the interview participants in this resbgproject were architects of the
2003 ADRC proposal and constructed the programdtionwide distribution. Although
the ADRC concept was originally formed as part wieTlll of the Older Americans Act

in 1987 (termed Aging Resource Centers for HelpCAIES), the one-stop shop model
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emerged in its current form with the 2003 and thiesequent 2010 and 2012 grant
announcements that provided the means to exparmurdlgeam. Interview participants’
responses regarding the history of ADRC developrfalow and provide a historical
context for federal policymakers’ motivation in ateag and promoting the program, state
decision-makers’ interest and attitudes towardptfogram’s implementation, and
academicians’ and advocates’ insights about theoresafor ADRC development.

Interview participants reported that the rapidlgremsing aging population and
long-term care service costs motivated the fedgraérnment to find ways to streamline
access to the social service system and to expgmottoinities for older adults to age in
place. All recognized that as older adults’ sexvieeds continue to increase, it is
necessary to reduce the cost of long-term careigedwvith public funds such as
Medicaid nursing home placement. “There is an undeent in the motivation for
ADRC development to slow the cost of publicly fudgeograms like Medicaid nursing
home placement,” a state decision maker reported.

An academician reported that national data confirat from an economic
standpoint it makes sense to assist aging indilsdudh functional limitations to remain
in the community for as long as possible. “Thipra@ach,” the person noted, “reduces
institutional long-term care costs.” According hetfederal policymaker:

This goal (in creating ADRCs) was to prevent pedpen entering nursing

homes prematurely... It was believed that if indiats could be diverted from
nursing homes for some time there is a dual beatfiteeting individuals’
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preference to age at home, and reduce the signifteest associated with
institutional long-term care.

A federal policymaker confirmed that the motivationcreate ADRCs was two pronged:
It's what people want and it is more cost effective study after study we found
the average costs in the community were less ligahv¥erage institutional cost
...On average, overall it's much more cost effectind it supports all of the
principles that everyone was in favor of — persahghity, person centered care,
person directedness, community participation.

Policymakers’ motivation in developing and expandig ADRCs. According
to a federal policymaker, both the AdministrationAging (AoA) and the Center for
Medicaid Services (CMS) recognized that informatma assistance programs were
insufficient to inform consumers of available pegldind private service options. As a
result, AoA and CMS forged a partnership to implatreemore centralized approach to
providing information and access to the long-teareqLTC) system.

Federal policymakers who were interviewed idertifiee partnership as the first
significant AoA and CMS program intervention inthiee. This is consistent with the
reasons cited in the literature review for the paogs’ creation (AoA, 2011). ADRCs
and OC programs developed as a result of this @atiip. The collaboration was
considered to be both politically and financialgnieficial, and presented an opportunity
to enhance nursing home diversion, coordinate @aderesources, and provide a place

for consumers to easily access to the social sesystem. According to an

academician:
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The [ADRC policy] agenda was essentially desigmeel¢vate and strengthen the
role of the Aging Network in long-term care, buildion [its] success over a 20
plus year period when it had played a leadersHgimmost states in creating
home-and community-based care systems. Our p@nepas that we needed to
build on that foundation and take the Aging Netwtarkhe next level in creating

a more fully coordinated long-term care system...tuds home-and community-
based systems and nursing home care together thedaging network apparatus,
both at the state and service delivery levels.

This partnership, he said, was considered essemtahieving a more prominent role for

the Aging Network in managing long-term care. Tét@tement is consistent with

literature discussed in the literature review rdgag the ability of the Aging Network to

manage a wide range of HCBS with limited fundin@if@®nelle & Polivka, 2008).

A federal policymaker added the following perspexct

The Assistant Secretary for Aging at AOA soughfioige a partnership with The
Centers for Medicare and Medicaid [recognizing] leed to engage the
Medicaid agency at all levels [federal, state, [pé@0A was to play a
meaningful role in long-term care.

The Role of the Older Americans Act in shaping ADRConcepts. Core

ADRC and OC functions include providing easy ac@ssinformation to the service

system (Ao0A, 2011). These functions first emergetthe mid-1960s, when information

and assistance and consumer counseling servicetifmradults were prioritized by the

federal government under the Older Americans A&A() according to atate decision

maker. These services, she said, have alway®exastcore functions under the OAA,

and the federal funding match has been integrAgiong Network functioning.
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Originally, she explained, the goal was to asdwhr adults of all income levels
in accessing public and private social servicesjrimiead the focus was placed on
serving only Medicaid eligible recipients. “So t®@-plus percent of the population that
will never need to access a public benefit hasad & good, robust system to engage with
in order to understand with a private paid dolhew to plan for their long-term services
and support needs,” she said.

Aging Network services are funded jointly with fealeand state dollars. State
interview participants all acknowledged that theAO#ever proposed to use federal
money to fully fund information and assistance, arpgected local engagement and local
support to sustain those services. As the oldeulptipn grew and service needs
increased, however, federal funding remained fliaicing increasingly greater
responsibility on states. A state decision malesicdbed the difficulties that resulted:

[The federal government intended] the program wded model of

incentivizing a local area to provide [a] servitéey still, | think, were remiss in

at least not keeping up with inflation. | meare tinding has fallen behind over

the years. [What they provide] is like a matchimgrg and they would provide a

dollar and the local community would provide a doknd together you would

have two dollars to fully fund the service. Nowpribvides a dollar and you need
about three dollars of local funding to provide Hesvice.

Yet, the federal government has been hesitanttease funding to OAA
programs. Thetate decision maker pointed out that the OAA m=id without

restrictions, and successful measurement outcoreasoarequired. As a result, Aging

Network services such as information and assistarameal programs provided to
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older adults through the Aging Network have notrbassessed to determine whether
they are cost effective and meet intended goalse ‘fime has passed to be able to secure
funding and commitment on the part of policymakeith anecdotal stories,” a state
decision maker warned. She believes that ADRCs baen embraced by federal
policymakers because the program is required tsuregerformance and outcomes.
Reexamining the Medicaid mindset.A federal policymaker emphasized that
Medicaid favored funding long-term care in insiibaial settings since nursing homes
provided a range of services and housing in a auewg accessible package. This
“Medicaid-only mindset” was fueled further since dlileaid is the largest healthcare
funder. He provided the following example:
... when a hospital discharge planner is... lookingaf@onvenient discharge
plan, or when a family is struggling with an elderother family member who
they've been trying to support in their own honstdmpting to] manage an array
of services...the nursing home has been a conveoienstop package where the
funding was available, the packaging was availghke convenience was there,
and so over time we ended up with most of the falke required high levels of
supportive care to be cared for in the nursing reome
Furthermore, if Medicaid recipients preferred tmegn at home, public benefits to assist
them were limited and difficult to find making iisitional placement more convenient,
especially during times of healthcare crisisfeleral policymaker provided the
following example:
If an individual went into a hospital, coming oata wheelchair, there was no

ability to get them back home because they wouddirseramp, plumbing cut out
for the sink, [and] a variety of other servicest tha program paid for.
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All interview participants recognized that for pate pay individuals who did not
qualify for public benefits, obtaining long-termreaservices was difficult. Families were
required to put complex service packages togetltbiout support, a federal policymaker
pointed out, and this process was time consumauyiring sophistication and extensive
family management.

Eventually, several interview participants saidyiding long-term care in
nursing homes created budget shortfalls at the stad federal levels and policymakers
were required to seek alternative methods of l@mgicare.

Home-and Community-Based Long-Term Care (HCBC) Expasion.

According to an advocate, since the 1980’'s HCBSegjon at the federal level has
included a one-stop shop concept for all stateshasdeen intended to incorporate aging
and disability service, communities, and resourddse Aging Network was in favor of
this coordination.

As the need for affordable HCBS became appareateitieral government
developed The Home-and Community-Based Waiver Brogn 1981. Aederal
policymaker reported that the waivers allowed st&vedivert Medicaid funds normally
used to provide institutional care to provide addi@l HCBS. According to a federal
policymaker, the program exhibited positive outcemtn the almost eighteen years that

it was administered, the older adult populatiolMisconsin, for example, increased by
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32 percent, but the census of Medicaid individualsursing homes decreased yearly.
By 1999 nursing home admissions were 19 percergfla@spite the population increase.
“The key factor was the greater availability of coomity opportunities through the
(waiver) program,” the federal policymaker maintdn He provided the following
example:
Neighbors that would volunteer to take the eldpdyson or disabled person who
was enrolled in the [waiver program] and take thierthe doctor, but they needed
gas money and Medicaid would not pay for gas mobetyit's much more cost
effective than to hire a personal care aid to takaeone to the appointment
where you're paying a salary to the aide as weltassportation expenses. We
could just pay the neighbor the gas money so thdta we did with Community
Options, and for the first time with the HCBS waikéedicaid legislation
Medicaid said, ‘Hey, that’s a good idea we’ll allstates to use Medicaid money
to do what Wisconsin and Oregon are doing right.how
He acknowledged that implementing the program “watruggle every step of
the way because it was a threat to the NH industide and other state decision makers
worked with these institutions, reassuring thent thair intention was to offer better
community choices, create an affordable long-tesne system, and not to drive the
[nursing home] industry into the ground. They pexbed gradually. Many nursing home
providers opposed the transition while others fadarsffering broader long-term care
choices.
As waiver programs implementation expanded to rstates, federal concerns

surfaced quickly. According tofaderal policymaker, The Office of Management and

Budget was very concerned about woodwork effetipa addressed earlier in the
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literature review (Silverstein & Parrott, 2001, Maial Alliance of Caregivers, 2011),
where more people will use HCBS if they are expdrated publicly funded since HCBS
are more attractive than institutional placementtst consumers, “so it was war for
most of the 1980s as parts of the federal goverhanahstates worked to show that
community care could be cost effective as well hatwpeople wanted.”

The advantages and disadvantages of waivers warasged in the literature
review and include concerns about the ability afest to limit provision of Medicaid
approved HCBS to specific areas, or to cap enraltraad generate waiting lists
(Thompson & Burke, 2008). Although these practivelp to increase HCBS options,
the number of eligible individuals receiving seesds decreased since states can cap
enrollment and generate waiting lists.

One-stop Shop Access to the Long-Term Care Systenfihe social service
system, interview participants agreed, has beefusomg and overwhelming for
consumers to navigate. Most believe ADRCs and Qiftead these issues by providing
easy access to the home-and community-based lomgetere (LTC) network. All but
two participants emphasized offering easy accagsmation and assistance, and
Options Counseling would enable consumers to presesources and postpone or avoid
spend-down to Medicaid and nursing home placemAritederal policymakediscussed

the need to increase awareness of available ssrvice
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It was believed in many circles that in some wéngsgrovision of HCBS was

almost accidental. If people happened to findadattut the availability of

services it was provided to them, but there dida&m to be any formal

significant, organized approach to (informing) plgpions and communities

(about) a full range of CBS and targeting counggedibout those services.

All interview participants further recognized thmegortance of providing easy
access to the service system through a single potrny for older adults of all income
levels and their caregivers. By locating lower costnmunity-based alternatives to
nursing homes, seven participants believed thdt poblic-benefit eligible and private-
pay consumers could preserve personal resourcesvaidicrises that result in the need
for institutional care. A state decision maker @onéd the benefit of early intervention
and provided the following example:

We have worked with clients that have experieneathgs. We know they have,

because we’ve moved people out of the nursingiti@sil There was one

individual that our options counselor worked witlat had very unique needs, and

facilities tend to add on different charges depegdin what the needs are. So this
person was paying even more than the standardi@qesy rate. An options
counselor worked with him and the family to setampin-home plan at private

pay and it was half what the person was payingemursing home.

As the need to provide streamlined access becazne ahterest in developing a
policy agenda for ADRCs heightened. Academiciamointed out, “One of the things
we found extremely appealing right off the bat mo#her state was that the ADRCs were

not just for poor, Medicaid elderly, but all eldednd their families.” He provided this

example:
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[The Federal Assistant Secretary for Aging] said.[thms city] half the families
end up tearing their hair out because they dordikkwhere to go. They keep
getting shuttled from one place to another. But Wes not happening in [another
state], so for private pay and people likely tgohbélicly supported, this was the
go to place and that’s precisely what we wanted.

A state decision maker found that although peoméhangry for information
about long-term care and are concerned about rieaghcare costs, many public
benefits-eligible consumers, private-pay consuneerd,their families are unaware of
available services that allow them to age at home&o participants described personal
experiences where they were asked for professamhate on these topics in social
situations. A state decision maker provided tHiedang example.

We have one employee that lives in a place whdrasta high concentration of

retired folks, and she used to say, “I can’'t goviatks at night because they all

come out and grab me and ask me questions.
A state decision maker experienced a similar sanat

| was at a wedding shower once and ended up talldtlgsomebody that | didn’t

know, and in the course of the conversation (wkgd®ach other what we did for

a career, and as soon as | said that | work fapseervices, that's the person |

talked to for the rest of the evening because...thene so desperate for

information on how to care for their older parenndahat has happened over
and over again. | talk to colleagues and (it's)game thing, so it's pretty well
known that our system has been confusing to navigat

According to a federal policymakgyeople attempting to gain information and
access to public benefits become overwhelmed Wwéldaunting array of long- term care
service options and service benefits. He felt ARARCs want to address this isSué.

federal policymaker confirmed that observation pral/ided the following statement:
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ADRCs were created to minimize consumer confusimualong-term care
services and supports, assist aging consumersairdamilies in navigating the
fragmented service system, make informed choicestadervices that honor
needs and preferences, and enable these indiviguatge in place.
A state decision maker had a similar response dagapADRC goals. She said,
“(ADRCs) offer a no wrong door, highly visible, ne$t front-end service with high
guality, professional guidance for individuals dfiacome levels needing to navigate the
numerous choices available for long-term serviggpsus.”

Another state decision maker provided a persoreingke of her difficulty in
finding services for an out-of-state aging relative

| was trying to access OAA services. It literalbpk me all afternoon. | started

thinking this was a hidden service because they'didally want people to

access it and... I've been here [at senior and digabervices] for seventeen
years; | even know the key words to search for.

State systems managers realized that the longdarenservice system was
confusing to consumers and, according to a feghedadymaker, decided to create an
entity whereby all admissions to any public progi@uld be accessed easily. As a
result, the “one-stop shop” model that was absem home-and community-based
services was developed. He described ADRC corgifuns as providing unbiased
information and access about both community andingthome options free of charge to

consumers and their families. This descriptiooassistent with the ADRC and OC

program literature (ACL, 2013).
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Motivation for CMS and AoA Partnership. Nine interview participants
reported that the need to reduce healthcare amstdder adults was heightened as the
country fell deeper into recession. As the fedgoalernment sought ways to decrease
expensive nursing home placement, the AoA propassaution to reduce LTC costs
and strengthen the Aging Network’s role in prov@liHCBS (AoA, 2003).

A federal policymaker stated that he and the Fedessiktant Secretary for
Aging at AOA recognizethat if the Aging Network were to play a meaningful
leadership role in the future of long-term care, khedicaid agency must be involved at
the federal, state, and local level, since thesgturtions provide the largest public
payment for long-term care. “Without them at bgsi can play a marginal role,” he
said. For this reason, the Federal Assistant 8egreought to form a partnership with
CMS/Medicaid. Together with a federal policymalsdre approached CMS hoping to
develop a partnership with CMS to fund HCBC sersice

Within the area of LTC these policymakers couldéehewncentrated on many
things, a federal policymaker pointed out. Thegsghto develop ADRCs since
discussions of the need to provide more efficiegeas to the service delivery system
surfaced repeatedly in public meetings and in “ggerious analysis of issues affecting
the elderly.” After examining some states that Hadeloped or started to develop one-

stop shop entry points to long-term care, they elibe Wisconsin model since it served
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not just Medicaid eligible individuals, but oldedts of all income levels, according to a
federal policymaker.

During that time, an architect of the Wisconsin ADRas managing the adult
care side of CMS. He was approached by the AssiStcretary for Aging andfaderal
policymakerand asked to partner with them in developing an A0Rlicy proposal.

The federal policymaker had participated in thel@von of the Wisconsin program’s
successes and readily agreed to collaborate. follbeving comment expresses the pride
and excitement a federal policymakiescribed the way in which the team was formed:

The lead person at CMS... and | were the key staff edoked this thing up, so

the two of us were equal in status within our orgations and formulated the

strategy that we then presented to our respectissds who then went to the

Secretary and moved it forward.

Together the partners educated CMS about the wdlte program. The AOA
understood and supported the one-stop shop conedpts CMS needed education and
encouragement from a federal policymatceprovide funding for the program he had so
successfully administered in another state. Herteg:

[The Assistant Secretary for Aging] went out anokied at the ADRC in

Milwaukee and she came back just very enthused stéfeed planning, and

frankly, | was trying to educate people at CMS, AOA people understood the

concepts better than | could get other folks h&e@eNS to understand, so | put up

5 million dollars and AoA matched it. AoA coordiedtthat new money in the
ADRCs, so the synergy was fantastic.
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A federal policymakewas the ADRC Program Evaluator at the time. He
identified an additional key person in the prograevolution who provided expert
advice and was instrumental in obtaining ADRC fugdin 2003. The additional key
person is an academicidme provided an additional perspective on natiorfaR&
development. He confirmed that the Assistant Saordor Aging at AoA asked for his
assistance in the program’s creation in July of20his academician rekindled the
original OAA agenda to “organize the front end'tleé long-term care system and
emphasized that the AOA/CMS partnership would sfiteen Aging Network HCB
services and build on previous successes throwgimplementation of ADRCs. He
visited Wisconsin to examine the state’s ADRC wiite Federal Assistant Secretary and
federal policymakeand provided the following insight:

We went [to the state] and ... were extremely imprddbat they had done this,

had organized both the front end of the systerakatreferral, assessment

process and the Family Care [HCBS for consumeisigiwincludes care
management organizations as well.

Upon their return to Washington, D.C., this teamaleped an ADRC grant
proposal based on the Wisconsin program, other woldng-term care, and discussions
with experts in the Aging Network. The academicidue federal policymakeand the
Assistant Secretary presented it to CMS. The teadithe good fortune of addressing

the federal policymaker directly. “The [federalipgmaker] who was one of the

architects of Family Care, was there, and so ipgtked up by CMS,” an academician
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explained. He indicated that the effort betweenSC&hd AoA represented a critically
important partnership, was the first major progiatarvention between the two
agencies, and “a really big deal.” As a resultestaeceived demonstration grants in
2003. “Forty plus states were in the demonstrgpioase with the AOA/CMS grant. And
that’s how it occurred,” he said.

The development of national performance standardsof ADRCs and OC. A
federal policymakewas a key figure in the program’s implementatibte maintained
that since he was in charge of performance measunieat the federal level, he brought
knowledge and resources to assist AOA in implemegrttigher performance
measurement standards. He discussed his assnaativpADRC policymakers and the
significance of his role and stated, “This [invaivent] represented an important step in
strengthening Aging Network funding, since the Alo#d lost favor with the Hill for not
proposing quality performance measurement for pnogt”

With a federal policymaker’s support in applyingaserement standards, the
Aging Network could demonstrate successful outcomeeive credit for
accomplishments, and procure ADRC funding. Yetpagdishing these goals proved
difficult for several reasons. Although the feddratiget processers were supportive of
the request for ADRC funding, policymakers wereited in their ability to increase
HCBS funding for older adults, since there were snasexpenditures for elderly LTC

services in the form of Medicaid and Medicare. Dhodget examiner questioned the
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ability of the Aging Network to divert funds in imitional LTC. A federal policymaker
paraphrased the federal budget examiner’s reatditins proposal:

Look, little AoA and your little Aging Network...anthey wouldn’t say this

disrespectfully, but the rationale behind it [is:\WMe respect what you have done.

We respect the performance you have been gettingfahis really small

network over the last X number of years. That’s ohthe reasons we have

increased your resources even this much, but wi delreve your Network has
the capacity to have this significant effect ecoruaty on Medicare and

Medicaid.’

He believed this absence of trust reflected thk & understanding of the Aging
Network’s prior experience administering Medicaitid_services, and of the potential
and the scope of the network to manage and to asherinhis large an investment. A
federal policymaker found the federal budget examsreaction to be reasonable. “To
be perfectly honest, it's hard to argue with adlbit,” he said.

The budget examiner then required the ADRCs to desitnate reduction in long-
term care costs for the program in order to obtacessary funds. The budget
examiner’s office informed Aging Network advocatkat it had increased discretionary
budgets to implement ADRCs and OC, but it was nbing to increase further unless
positive outcomes were demonstrated. They told ARC policymakers, “...we just
can't go all the way with you people until you peow will generate results.” This
attitude became problematic, since ADRCs and O@ wet fully implemented.

Therefore, random control trials to compare groamd determine which were successful

in preventing or delaying institutional use weré¢ possible to perform. “You didn’t have
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a situation where ADRCs through the federal prognaere implemented fully
anywhere,” a federal policymaker pointed out. lbeassed the roadblock this created:

You would have to have the two systems in placat @ minimum you would

have had to have a circumstance where ADRCs wéyeifiplemented in one

place, and then you could do a cross. You could domparison across areas,
but none of that was possible because the levetgiementation didn’t allow for
that.
Also, randomized control trials require time, anigé@eral policymaker suggested that
this type of research is more than is necessatlgtiermine ADRC and OC outcomes.
Yet, if ADRCs and Options Counselors hoped to obtlhée additional funding to expand
the programs, they would have to implement perforcesstandards developed by the
federal government.

ADRC and OC program expansion. Since the 2003funding announcement,
federal policymakers have refined ADRC program nesuents and now require OC
standards development. f@deral policymakeclarified the developmentQriginally,
with the 2003 announcement, he said, ADRC prognaecifcations addressed the
States’ Balancing Incentive Program which offerddeadicaid federal dollar match for
states creating more community-based, long-term @ptions for Medicaid eligible
individuals who wished to age in place.

In 2010, CMS/Medicaid expanded the criteria andoanmced that an ADRC, no

wrong door program could serve both Medicaid amitMedicaid individuals. For a

state to qualify for the federal match, a fedemigymakerexplained, it was required to
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commit to three structural changes: Create a stdég\single-entry point system;
standardize the state assessment process; andg@ptions Counseling.

To implement these changedederal policymakeexplained, CMS and AoA
developed ADRCs that serve both Medicaid and noditéed eligible individuals. He
said that the rationale for including all consumees to avoid the need for private-pay
individuals to spend down to Medicaid and requiencostly nursing home services.
As a result, all consumers could access long-tema services funded through the
Balance Incentive Program, and states could usgdeiedicaid funds to pay for the
ADRC and OC operational costs. According federal policymakera long-term
financing strategy was created and made availalddl states, whether or not they
received additional 2012 grant funding to expand=&I3 statewide. “That is the future,”
he emphasized.

The 2012 ADRC grant provided eight states with fogdo expand the program
statewide. As stated in the literature review,stade of Oregon was one of the eight
states to obtain a grant, receiving $2.3 millioermthree years (ACL, CMS, VHA, 2012).
A federal policymakequestioned whether the grant funds will be suffiti® actually
provide and expand ADRC services with this budds. expressed the following
concern:

Does anybody really think that 2.3 million dollagssenough for a state to take

ADRCs statewide? 2.3 million dollars in any stataot going to allow that state
to take ADRCs statewide. It's just not. Obvioygigople who work in
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government are very, very practical. ‘I'll take athver money | can get.” But |
don’t see those resources being adequate for atey st

A federal policymakeprovided this perspective on long-term care regaythe
preference to provide LTC in institutional settings

Forty-five years after Medicaid and Medicare, mafsbur rhetoric is framed in
terms of promoting independence, and freedom, anthwinity participation for
individuals; however, the actual public investmemse gone in the opposite
direction, with much more investment in providin@Q. in institutional settings,
rather than supporting people to live and parttepa their own communities
Summary. The findings indicate that originally, in 1965, tAging Network
intended to offer information and assistance faglkterm care services to all older adults
regardless of means. This goal was not prioritibesvever, and most Medicaid-eligible
older adults needing long-term care went to nurbmmes. Medicaid was well funded,
and nursing homes provided an easily accessibileststed, coordinated system where
services existed as a comprehensive package. ®tdericans Act funding for
information and assistance and HCBS was more ldniteth fragmented systems that
were confusing and difficult to access. Seven piadnts discussed the need to increase
information and access to the public and privatgiterm care system. All reported that
this need was a primary consideration in ADRC dewelent.
Of the 15 interview participants, nine discussqukeats relating to the Medicaid
mindset. All were in agreement that this prefeesfor institutional placement was

reexamined as the aging population, long-term cas¢s, and budget shortfalls increased.

Although six participants said that increasing HGBf8 limiting nursing home
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placement had a dual purpose of honoring oldertsicareferences to age at home, more
emphasis was placed on HBCS as a solution to rddageterm care costs for Medicaid
eligible individuals. Four participants discusslkee AOA and CMS partnership. Three
agreed that the two agencies joined forces to gtinen the Aging Network services and
reduce Medicaid healthcare costs by granting fuodsates to implement ADRCs. One,
the federal policymaker, said the federal goverrtrdehnot believe the Aging Network
had the capacity to manage HCBS for an increasingoer of aging individuals and
reduce enormous Medicaid budget shortfalls.

Although providing easier access to the socialisersystem in the form of a one-
stop shop, single entry point is presented asmagryi reason for ADRC and OC
implementation, it appears that the need to regubdic benefit program spending was
the primary impetus for the AOA/CMS partnershigaveloping the program and
making grants to fund its implementation..

Social Factors

Person-directed methods of service transform dinsumer’s identity from need
based to consumer based (Carder, 2004). Thioeemtvers the transition in LTC policy
from using prescribed methods of care to considandividual needs and preferences
when providing long-term healthcare solutions. cff=lly, | summarize the growth of
the culture change movement and person-centeregdeaxuity issues manifest in

resource availability and distribution; and waysMinich unequal distribution of
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resources affects long-term care options and thiyadf older adults to age within their
communities.

Culture change and Person-centered careAccording to aradvocate, Options
Counseling stems from a growing recognition ofrtked to honor individual preferences
in offering long-term care services to individualsn advocate reported that although
OC emerged from the disability and culture changeements, the practice has become
more pronounced and focused in the current form.

A state decision makeeported that OC emerged from the culture change
movement when providers recognized that individsatsuld be part of the decision
making process. State decision makerd two federal policymakers interviewed
confirmed that the culture change movement an@dheept of person directed-care
contributed to the implementation of programs saglOC that emphasize offering
services that honor individuals’ needs and prefaenAn advocate reported the
movement developed primarily because service werkemsumers, and family
members became aware of the need for change. dngadio her, economic
considerations were secondary concerns. “You getipa first, and then the organization
of it, and the “how to” comes next. (It) hasn’tyéimng to do, in my opinion, with
finances,” she stated.

Most state and federal decision maker participagtse that the baby boomer

cohort is more preference oriented than the Gregtr&ssion era cohort, and more
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assertive about defining individuals’ service reeedhis newer cohort of older adults,
participants noted, is somewhat more highly eduateh a greater capacity to absorb
information and make informed choices. As a regdtticipants reported that these
individuals demand more information regarding Idegn care for themselves and their
family members and are not willing to accept présat solutions.

Their determination with which the Baby Boom cohdetand long-term care
treatment methods that honor personal and familpbsgs’ needs and preferences has
directed trends toward service options that atertd to individual preferences. An
advocate pointed out that they are more willingéovery vocal about their preference.
According to her, providers have responded by b&wgmncreasingly aware that the
older adults are able, for the most part, to mbaké& bwn decisions and have responded
by offering elders greater choice in how care isvdeed. She indicated that even people
with cognitive impairment have potential to detemtheir needs and preferences either
alone or through a proxy.

An academician and two state decision maliagastified shifting social norms to
have further prompted the transition from presatibare methods to person-centered
care. These interview participants identified stalitrends such as the women’s
movement, the veteran’s movement, the disabiliiesement, and the self-help
movement as cultivating the growth of personal cé@nd person-centered planning. A

decision maker noted that since baby boomers are aszustomed to participating in
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care decisions, they choose to operate in partipensth providers and direct care
methods toward better treatment for themselvedamdy members.

Equity Issues and Resource Availability. ADRCs andOptions Counselors offer
service options that enable consumers to be ir@ooittheir care decisions and,
according to most interviewees, have been impontaalevating consumer awareness
about non-institutional LTC options. However, sedeuestioned the value of providing
older adults with information about options whedédrl and state funds for public
services are limited, some individuals are unablafford supports, or services are not
available. When options are neither availablegratible nor accessible within the
community, many believed that the significance &fRRCs’ streamlined access and OCs’
long-term care options, designed to assist oldeltadf all income levels, are
diminished.

For example, an advocate said that even if Wealprivate pay individuals are
more able to pay for services that honor needgeeférences, ADRCs support is
beneficial only if those services are availabléhi@ community. Concerning individuals
without financial means, participants noted thatdssing accessible options might
increase awareness of HCBfbit if those elders lack financial resources obtlhem, the
ability of ADRCs and Options Counselors to prevagrgnd down to Medicaid and

nursing home placement is reduced, and potentididetration and stress is increased.
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An academician cautioned that ADRCs could decimeslevance if resources are
not available, because “it will be the place toagal that's it.” He pointed to wait lists
for community-based waiver services in one stadé dhe in excess of 5,000 to 6,000 and
asserted:

The state will not make efforts to increase revepase for the foreseeable future,

and the state is undergoing a very, very slow recovAnd at the same time, the

population needing help is steadily growing, sd’sha recipe for growing
waitlists.

A state decision maker noted that ADRCs are notdaad to finance caregiving
or other services, and. according tiederal policymaker, “It [the ADRC program] is
inherently superior to narrowly defined counselapproaches that focus only on what’s
available by that particular provider.” Yet, if neoresources exist, there is a greater
possibility that providers can offer choices toiunduals of all income levels, an
advocate argued. Sheade the following observation‘in theory, Options Counseling
assists people with determining service needssandce options are available to those
who can afford them, but when personal and pubbkources are limited, the ability to
meet needs and preferences becomes more difstdtsaid.” She maintained that OC
can be successful if infrastructure is in place #ssists consumers in making good
choices and if Options Counselors are able to deltonsumer preferences into the

resource distribution process. A state decisiokaradded that a means to address

resource-poor rural areas needs to be includetbgram development.
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A state decision maker addressed an additiona iggat can influence the value
of ADRCs and Options Counselors to all older aduife found that distribution of
resources in different communities and the numbsewvice options available varies
depending on area. She indicated that in Oregastigg services are being evaluated to
determine ways to reduce costs, but in most placte state “there isn’t anything left to
cut, especially in the rural communities.”

Some states have been successful in matching ADIROE assistance with the
ability to deliver services. However, accordingattederal policymaker, a number of
those states have had to decrease funding fornesodue to the ongoing recession. An
advocate pointed out that in constrained economies fewer public resources are
available, particularly those used for home-and roomity-based options.

At the consumer level many older individuals’ retirent savings were lost when
the economy failed and, as a result, they musseetiieir retirement plans, an
academiciameported. He explained that most Baby Boomersiapeepared for their
future long-term care needs and will be unabldfré services to remain self-sufficient
and age in place.

Distributing community-based resources presentiglitianal concerns, since
service delivery is dependent on availability. tAte decision makggointed out that
even if the economy were strong, community resaunteural areas that assist older

adults to age in place would be lacking. “It'stjusally difficult,” she said, since
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community services have diminished, and waitintg fier programs that provide in-home
services free of charge or on a sliding scale deroadults who are not eligible for
Medicaid services are long. “Providers strugglérd ways to do less and maintain a
positive attitude about providing service,” thetstdecision maker pointed out.

An advocate reported that pressure is placed encgs with scarce resources to
assist consumers. #&deral policymakeaddressed the problem with the following
example:

We could go out and do comprehensive assessmepé&opfe’s needs and wants

and preferences, but then we would have to saygyQke know the 10 things

that you really need, and here are the three teatam actually pay for.” So OC

is necessary [but] needs to be aligned and matohéide ability to actually fulfill

chosen options.

An advocate responded that OC ability to identdynenunity supports and
prevent institutional use is contingent on whaiaps are available to allow “people of
like levels of disability to remain in the communit A federal policymakereported
that numerous factors contribute to issues surrogmesource availability. He noted,
“These problems cannot be remedied with a well-bpesl (ADRC) system that makes
it easy for individuals to learn about and accessices that meet needs and preferences
alone.”

Most participants realized that ADRCs’ and Opti@minselors’ value is

diminished in an environment where service choaredimited and unaffordable to
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many. An academiciaexpressed concern that many private pay consurraggte to
remain at home and maintain quality of life withpuiblic support. Astate decision
makerpointed out that as the elder population increasasy private payers are left out
of the social service net.

Both federal and state-level decision makers whrevinterviewed noted that
federal motivation to streamline access to servicesigh ADRCs and assisting
consumers with future orientation through OC i&did to the need to reduce spending
for public insurance programs. The federal poliakerindicated that states will use the
ADRC and OC programs to rebalance their long-tesine social service systems and
discussed the desired program outcomes. “Theiesys[will be] more person-centered,
more efficient, and more supportive of communitynlg. This rebalancing process is
advantageous for both public agencies wishingdace spending and for consumers
who wish to age in place.”

Summary. Four participants discussed culture change as partant transition
in long-term care delivery. Three discussed theenpoeference-oriented Baby Boom
cohort as an impetus for the shift in focus froregaribed methods of treatment in long-
term care to a more person-centered approachte€hinoted that person directed-care
contributed to the implementation of OC that emessoffering services that honor

individuals’ needs and preferences.
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Participants recognized that providing informatémd access to all people,
regardless of their means, does not necessarilg malasier for all to obtain resources.
Twelve of the fifteen participants addressed resoaffordability and resource
availability and agreed that ADRC and OC relevaeaiminished when recommended
services are unaffordable to the consumer or uteblaiin the community. Two federal
participants added that although resource disiohussues cannot be remedied with
ADRC and OC services, the program has value becaumeeases awareness of long-
term care options. One participant feared that SSRill decline in relevance if the
program is not tied to resource distribution. Eidiscussed the increasing number of
private-pay individuals with limited resources wér@ without a safety net and unable to
afford needed HCBS LTC services.

Individual Factors

This section covers the issue of responsibilityfémrding long-term care;
individuals’ ability to pay for desired long-ternare services; perceived need regarding
crisis and retaining resources; and the importafdamily ties in caring for aging loved
ones.

Responsibility. Some interview participants cautioned that reqgistates and
individuals to take a greater share of respongyai funding long-term care raises
concerns about equity and can highlight unequalidigion of wealth at the state and

local levels. According to an advocatgiestions about access, equity, and funding are
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raised when resource-rich states and countiesitumieyy with limited federal support are
more able to provide services to a larger numbeesitients than resource- poor
communities. A state decision malteund that weak economic factors highlight
inequity among states, counties, and individuaBnsumers are out of work, and the
tax base is further decreased. Counties are ptitggrto climb out of recession with
limited resources, (and) resource poor countiesciies must cut a great number of
services,” she said.

Further issues regarding unequal distribution sbueces were discussed within
the context of service cost to individuals. Selvstate and federal participants pointed
out that since state programs do not have a fedetdh for home-and community-based
services, there are tremendous variations in pnegraailability and affordability
nationally.

Several other factors regarding resource avaitghvere also addressed by
federal policymakers. An advocate suggested ttetoric surrounding meeting
individual needs and preferences might be “greatan the reality in implementation,”
since the more constrained the resources are, dhe difficult it becomes to meet
consumers’ needs and preferencedederal policymaker noted:

OC by itself, | would argue, is necessary and offigent. What is the point of

doing a better job helping people to understanat tpions about what is
possible without matching that counseling with wyat can deliver? Over time
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this issue is being addressed at the federal &wtlsome states have been
successful in matching ADRCs, OC, and services

He recognized, however, that offering one-stop pimgpaccess and information about
services is more difficult in times of recessiomen public and private resources are
more limited.
Interview participants discussed whether the bufeesponsibility for
financing long-term care services found through AI3Rand OC should be placed on
individuals, family members and caregivers, or omggnment agencies. An academician
indicated that privatization of public sector sees began in the 1980s with the election
of Ronald Reagan as president. During this decapprate-sector support from
government increase, as it reduced financial sugpopublic services. He provided the
following observation:
The Reagan [era began the] road to destructiopyblic programs and services].
What you had was a steady drum beat for almosea@sy and that has affected
[social service funding and distribution.] Privzaiion of the public sector,
beginning with Regan’s famous statement that thei@psector” is not the
solution, it's the problem”...That [received] corpteaupport because the
corporate sector has a number of opportunitiesutitrgrivatization to make a lot
of money in some areas of public policy...
A state decision maker questioned whether privatecpagumers would prefer to
deal with “bureaucratic complexities” in obtainingeans-tested services or to remain

independent, make independent choices, and fumdaiva care. “Perhaps most

individuals prefer to use their own resources,” shggested.
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A state decision maker pointed out, however, tbasamers must first perceive
they are able to afford the long-term care servibeg need before they choose to access
public resources or use personal funds. She hexslfthat some consumers are unwilling
to spend personal savings to fund needed servexsibe they lack understanding about
the importance of paying for services that endfdat to live at home safely before crisis
occurs. She provided the following example:

Consumers say, ‘That’s our rainy day fund,” and/tden’t recognize that this IS

their rainy day. They're fine with getting [sereg] if somebody else is going to

pay for it, but a lot of them hold out. They dorétognize that they really need
that care, and its preventative. They're not hgtlean over and clean their
bathtub, for instance, and do the heavy cleanirigeir house, and they could
maybe fall.

Some participants questioned the advantages ofdangveasier access to
resources through ADRCs and OC without funding tlagich questioned placing
financial responsibility on the ballooning poputetiof aging baby boomers who are
without means to pay. Aadvocate addressed this issue with the followingroent:

ADRCs have to operate in the reality of what isngoon, and you can talk about

all the wonderful things that they might be alield, and yes they might be able

to do them, and some can do it better than othrefsame have better
infrastructure. Some have better resources, lsujat to be understood within

the context of the larger [economic and politicadues.

An academician noted political concerns, surroundnegrapidly increasing

Medicaid costs, as one of the larger issues impg&DRCs’ success. He suggested that

controlling those costs as a federal governmentipyj since spending for these
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programs influences the amount of funding allocateother services such as
transportation, education, child welfare, and trentally ill. “These all are pressing
social policy issues as well,” he said, and ingidahat they diminish policymakers’
focus on aging issues and older adults. He de=sttifee political climate in the following
way:

In this political and budgetary environment, agamgl LTC policy is not a priority

issue for most people. There is an increasing faregervices of all types, and

funding to provide those services is limited. #'segative sum game, and it's
getting very nasty at the state level.

A federal policymakediscussed the limited ability of policymakers todu
HCBS for older adults when “there were such massxkgenditures for elderly LTC
services” (Medicare/Medicaid) as it was. Medicaodts and shortfalls in all public
benefits programs are enormous and represent lpofjcal issues, according to an
academician He argued that these issues present obstaclestiowad funding of
ADRCs and other HCBS programs, since public bemediquire huge funding increases
for continued sustainability. He described theaetghis has on government, families,
and individuals:

We have massive shortfalls in anything from So8turity financing, Medicare,

Medicaid. All these programs are running out ohleya We would have to

spend hundreds and hundreds of billions of dotaget these programs where

they need to be financially, so whether we want mot, more and more of the
burden is going to fall on individuals, and verwfboomers are financially
prepared. In twenty years from now, where the guwent says, ‘We don’t have

money to pay for any of this anymore,” and to hisnviduals find that they
don’t have money either can be very, very hard.
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He argued that the burden of responsibility forgkda@rm care costs will fall on
caregivers. Two federal policymakers, two acadeng; and a state decision maker
who were interviewed highlighted the importancéanal and informal caregiver roles
in helping older adults to age in place and redytimg-term care costs. An
academician provided the following example:

This is very established in the literature. Inestfields we have seen for every

dollar spent, you (save) 22% keeping people ohibofes and facilities. For

instance, Arno came up with a figure of $163 billeach year spent on informal
care. That has almost doubled. We also knowabt of care is provided
informally by friends, family, and neighbors, at'd unpaid.

A state decision makgointed out that when formal caregivers assist coess
with ADLs and IADLs within their homes, long-termare costs are reduced for both
individuals and service agencies. Informal caregi\further reduce government
expenditures for long-term care, since family meralodten pay to provide services for
loved ones out of pocket, and according to an aaleo@re increasingly required to
absorb costs of care for their frail elders. Stowided the following comment:

It's going to bounce back on the family, and altloése programs are already

predicated on family. They're not generous. Theyiot covering everything.

They're always predicated on having a family menthere.

An academician further contended that the majorityatiiag population has strong

family ties, but that a public policy incentiveistture has not been constructed to
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reinforce those bonds, since policies do not adetyuaddress caregivers and their
needs.

The guestion remains, then, that if families amatkd in their ability to provide
necessary levels of supports, or if services atavailable in their communities, how
beneficial will offering access and information b&? what value is streamlining access
to services that consumers are unable or unwitbrggy for?

Summary. Interview participants discussed equity issuesdhiae when
resources are unequally distributed. Two partiip@ndicated that variations in
affordability and availability highlight inequitynaong and within states and among
individuals. Five participants indicated that weslonomic factors increase these
variations, and seven believed that during timegoéssion ADRCs and Options
Counselors have more difficulty addressing consumeers. Six participants reported
that additional responsibility is being placed ndividuals and families to fund LTC
services. Seven highlighted that as public sersiggort declines, the financial burden
to pay for LTC HCBS is redistributed to individuasd families, and they are required to
absorb costs of care. Three participants repadhi@idoublic policy does not support
family ties, and seven questioned the sustainglufiprograms that link information,
access, and options but do not provide the meaoist&in them. Five interview

participants believed that scarce resources fddgter a climate of collaboration and
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partnership among state agencies, since each prastidiggles to do more with less and
desires to retain their own dwindling resources.
Ways In Which Various Actors Define the Goals of ADRCs & OC

Options Counseling competency standards are compléxnumerous
components designed to offer person-centered supkitls. For example, in assessing
needs, values, and preferences, the Options Caundehtifies the consumers’ situation
and issues, preferences about where to live, petrgps of needs and values, level of
knowledge about options, and functional limitatighite et al., 2012). Interview
participants discussed factors that contributéé¢osticcess and sustainability of the
practice.

Future orientation. Future orientation, specifically assisting conswsneith
planning for long-term care service needs, wasidensd by all interview participants to
be essential in delaying or preventing institutiarse, and most acknowledged that
providing information about available resourcedw@C is critical in assisting
consumers with future planning efforts.

According to a state decision maker, the publi¢esyds currently crisis
management oriented, not future oriented, and agingumers wishing to age in place
could do so for a longer period if they used HCB&/ises earlier, before crises occurred.
She reported that for consumer planning effortset@ffective in retaining personal

resources to age at home, older adults and theitiés must first be aware of a broad
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range of service options available in the commun#ystate decision maker discussed
the importance of OC services in facilitating thrscess:

Having a primary Options Counselor on staff whoamsthnds consumer needs

and fears regarding financing long-term care hpgsative impact on lives.

Consumers fear future crisis and are resistansitgupersonal resources. There’s

always this ‘What-if?’ in the backs of their mind...

A state decision maker maintained that consumersbtuisersonal savings to pay
for services such as paid caregiving can enabla tbeemain at home for as long as
possible. She provided this examplethink about elder care lawyers who assist
consumers in preserving resources, ways they pi@efgrend down to Medicaid, and
ways to remain at home as long as possible. [[Temesents what ADRCs are trying to
do,” she said

Offering information about future orientation cdacaenable older adults to
preserve resources, which is a core function of @Gtate decision maker provided the
following example:

...a resident [in a residential care facility] hadealth crisis that caused him to be

hospitalized. He was discharged to a skilled mgr§acility. He no longer

progressed enough to remain at the facility untieMedicare stay but thought
that was the only place he could stay. He endedsuy all of his assets to
privately pay for the nursing facility. Now he isa residential care facility with
the hope that he can get back to his house. Hgpod#tly, if he had good Options

Counseling after his skilled stay, even if he cattlhave gone back home he

could have gone to the less expensive resideraral facility rather than spending

those days at the nursing facility at four or fiuendred dollars a day and could
have preserved his nest egg or discussed evenaghens with his family.
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A federal policymakepointed out that without ADRCs and OC, the public
service system “will encounter people when theyehewxhausted resources, and
intervention to forestall Medicaid dependency gl too late.” According to him, federal
policymakers determined that access to a fragmesys@m and the need to reduce
healthcare costs were the most significant isscedféy older adults.

As federal grant funds to provide services becamee limited, some participants
reported that finding ways to assist consumersinguresources wisely is increasingly
important. Several discussed future orientatictmiwithe context of the federal
government’s concern about draining public resaiesel believed Options Counselors
can assist consumers in maintaining quality ofwfele delaying or avoiding the need to
use public services. federal policymakestressed the importance of counseling
consumers about planning for their futures sinderfal government funds are limited:

Previously, the federal government gave grantsaies to develop ADRC

programs. Now, the federal government is awaredisaretionary funding will

become scarcer. Helping people make informed ecsdefore they spend

down to Medicaid and before they reach a crisisrbguires them to go to a

nursing home will preserve resources for all parti€he ADRC is a preventative

strategy that enables people to make informed asiabout how to use
resources.

Decision Support. Three state decision makers, an advocate, ande\ardl
policymakers addressed the importance of OC’stmmpower individuals in

determining and achieving long-term care goalssiressed the significance of



83

considering consumer preferences over providectiine. A state decision maker
explained:

(In) Options Counseling, the decision support ig.két’s all about the individual

consumer and what they want. We had never beent@bke that with private-pay

individuals...to go (to a) home and spend an houworwith the consumer and
their family and talk about their specific needsd #imeir specific wants and
desires for long- term care.

Several federal policymakers discussed the impoetah building person
directed relationships with consumers. Both arf@dsolicymaker and an advocate
found this process provides more support to conssimio wish to age in place within
their communities, and others stressed the impogtanhperson directed support in
elevating consumer awareness about affordable miittitional LTC options. These
findings are consistent with literature review dissions of the importance of person-
centered care, and the evolution of culture chgRgevers et al., 2006).

Options Counselor Competency.The focus on person-centered care was
considered a key component of OC by all interviantipipants. According to an
advocateperson-centered care represents a difference liospiphy from previous forms
of service delivery by emphasizing the consumesgextive and by evaluating how
preferred options relate to individuals’ circumstas. A federal policymaker reported

that person-centered care approaches such as O@eeeefficient than previous

methods, more cost effective, and more supportivmmunity living.
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A federal policymakestressed the importance of building relationshigh w
consumers when evaluating needs and preferen¢espr8vided a personal example
where a hospital case manager made a recommentiatoove her parents to an
assisted living facility:

She [the case manager] said, ‘Don’t you want yauepts to be someplace you'll
feel certain they're secure and taken care ofsecto an exit from the turnpike,
and will be quick for you when you drive in?’ [litbher] ‘I think it's more
important to them that they be close to the chtinely’'ve gone to for 50 years
and that their friends can come and see themhd¥é to spend an extra 10
minutes on the highway when | come to visit, | dawonsider that a major
sacrifice.” The point is [this is] part of what yatant, | think, in an Options
Counselor. And this is why it is very hard - thikole other dimension to things.
| think it’s a little hard to get it from a strangd hings are misinterpreted. Like
in my mother’s case, | would tease her, and we w/talk about why she wanted
to go there (to a nursing home) and whether thatliterally what she
meant...What she was saying was, ‘| want to be takea of.” She was feeling
bad, and she wanted people to wait on her anduffofgt her, and | had to gently
remind her that was not what would happen in aingrisome.

Options Counselor attributes considered most wéé¢ua determining long-term
care options that honor consumers’ needs and prefes were knowledge and
understanding of long-term care service optionsiséieg consumers and family
members with future orientation, and creativityanating affordable services that honor
individuals’ needs and preferences.

State decision makers reported that Options Cdonss&nowledge of
community resources benefits both Medicaid-eligdotel private-pay individuals

searching for service options. This attribute, npasticipants believed, helps consumers
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to use their resources wisely to remain healthi@oae and delay or avoid more costly
institutional placement. According tdederal policymaker:

Options Counselors’ knowledge of the full rangdonig-term support service

options available through federal, state, and lpadlic and private resources has

brought greater discipline and organization toutikzation and provisioning of

HCBS.

Interview participants noted that offering morgamized, streamlined access to
the social service system and providing informabgran Options Counselor
knowledgeable about community resources can empolter adults to make informed
choices.

Creativity in locating services, state decisiorkara found, is a necessary
Options Counselor skill. One state decision makessed that in a constrained
economy creativity in locating services increases Optionsi@&®lors’ ability to find
resources that honor consumers’ needs and pretsrei8everal state decision-makers
indicated that Options Counselors who understaachéed to think outside the box in
finding community resources are most skillful inking consumers to services before
crisis occurs. An advocate suggested that in tbe ¢ diminishing public funds, an
Options Counselor's awareness not only of indivicheeds and preferences but also the
ability to link consumers to non-government researwill determine OC success.

State-level decision makers and two federal pal@kers consider Options

Counselors’ ability to honor individuals’ diverseads and preferences to require
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complex competencies, including observation, coatmunication, and interpersonal
skills. According to an advocat#rofessionals in the aging field should be ededat
and have greater skill in offering person-center@e options.” She and other state and
federal interview participants maintained that Ops Counselors require a complex set
of abilities to meet standards, including the &piio offer choices and to interpret
consumers’ desires based on awareness of cohfameti€es, cultural differences,
cognitive abilities, and language interpretatidn academician advised that Options
Counselors’ competencies are diverse and multiéacand asked the following
guestions:
How good is the information the people are giving?o How good is the advice
they're giving out? Do they know the resourcethmcommunity? Are they
making the right connections? Are they coordirgRinrAre they getting people
from nursing and social work and nutrition togetberbehalf of clients, or are
they unable to do that either out of ignoranceudras lack of resources?
Knowledge of community resources and interpretiogsumer needs and
preferences accurately can then facilitate impleatem of a wide range of public and
private service options, according tstate decision makerThey [Options Counselors]
provide a vehicle to better coordinate assessmsengice plans, and determine
eligibility,” she advised. Aederal policymaker reported that, “Eligibility @eminations
for people appropriate for public long-term soaeivice programs are streamlined.”

Participants were in disagreement about the niég@gsetting national standards

to ensure Options Counselors exhibit these siSlisne believed that standard
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requirements will ensure Options Counselors’ preficy, hold Counselors accountable
and make program outcomes easier to achieve aadsas$hey acknowledged that if
Options Counselors lack the capacity to interposiscamers’ desires and offer a wide
range of choices that maintain or increase quafitife, then the ability of the program
to be successful diminishes. Others, however,tfegrequiring Options Counselors to
follow a prescribed set of standards will limit ithebility to address regional needs and
issues unique to their population and area.

A federal policymaker described the pros and comsapdiring Options
Counselors to meet standards in the following way:

The downside of [not requiring standards] is that¢ are probably [Options

Counselors] out there that are not really cuttmgrmustard by any standard, so a

lack of national standards means you can have senyevery low performers.

The up side is the concept of tailoring the systehocal conditions and local

needs, since every state LTC system is differemt there’s so much

discretionary authority for Medicaid programs. laything you design has to
conform or relate the system it is trying to hetjuyto get into. So there would
have to be differences.

A state decision maker stressed the necessityoélards requirements. She
found that state goals of establishing criteride¢termine Options Counselor competency
to be a highlight of ADRC and OC development ingare “This topic should have been
included in the Oregon discussion earlier on,” singgested.

Knowledge, Skills, Abilities and Other Traits. Although ADRCs and Options

Counselors do not fund or distribute the HCBS tteepmmend, most interview
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participants found that the benefit of offeringarrhation about affordable service
options increased consumers’ ability to plan far fiture and to feel more in control of
their lives. Three state decision malaterviewed found that listening and offering
support “without judgment and preconceived notidmas merit. One state decision
maker observed,There’s a sense of personal dignity when you‘re édoknow what
you can and cannot do and then make the choigmtoself.”
An advocate stated that OC has been importamgptifing else, symbolic,” in
heightening awareness that other choices for leng-tare exist beyond nursing homes.
A federal policymaker believed that offering one-stbpp information and
access through ADRCs without actually providing rteans to obtain services is
equitable because it presents consumers of aliieagroups with a more convenient
way to acquire desired services. He stated:
It's generating public support and it's a publievsee, and that public service
pays off in terms of [offering support t] more cangers and families. [It's] more
cost effective and [with] consumer-preferred chejgeople understand that they
have more options than many of the more expens$igees that end up getting
advertised. In particular community services [hanazit], because people are
pretty well aware of the institutional options tlaa¢ available but they are much
less aware of the cost- effective community ses/exed supports that can be
available to help people stay in their own homes.
Program assessmentState decision makers, academicians and two federal

policymakers reported that assessing program owgsasncritical for ADRCs and OC to

receive ongoing federal fundingtate decision makers believe infrastructure atgwi
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states to collect and analyze data will assisnhishenstanding the ways in which service
outcomes impact consumer lives, direct healthgaeading, and reduce the number of
nursing home placements. A state decision makkcated that if providers invest in
assessing program adequacy and are able to detecomsumer satisfaction, the
programs will be considered successful by legistatmd policymakers, and funding is
more likely to continue. Another state decisiorkeraadded that if people remain at
home as long as possible, Medicaid costs will beced, since nursing homes are the
most costly LTC options. She believes a measuré beusnplemented to show a
decrease in the quantity of consumers utilizinglipuidssistance and Medicaid. Yet,
anotherstate decision maker suggested that if the dataatimin system is easily utilized
in the field, it will be possible to track OC comsers and Medicaid recipients to
determine their ability to avoid institutional ptanent. “If data indicate that Medicaid-
eligible individuals with limited resources are mainingquality of life at home after
having received OC, then the program can be coredd®iccessful,” she said. An
advocatgpointed out that another benefit of program assessmcludes holding
providers and contractors accountable for meetng&e standards and determining
whether outcomes meet intended goals.

Participants expressed concern that existing st@asurement systems are
weak. A state decision maker reportedt state data systems are not reliable, and that

the tracking of OC recipients to determine whethey have remained at home or are



90

relying on Medicaid will be a difficult and compléask. She expressed concern that at
this time OC recipients are few, and that in a comer satisfaction survey conducted by
Portland State University for the state of Orego2012, consumer self-report data
indicated that some consumers might be receivifignmation from multiple services and
providers; therefore, the data may not represeninipact of the ADRC and OC (White
et al., 2012).

State decision makers identified Area Agency om8diAAA) attitudes as
problematic when the agencies are required to dstraia successful program outcomes.
According to a state decision makarseasuring program outcomes were absent in the
past, and agencies were not required meet goalaa@melve outcomes to obtain
government funding. She found that many AAAs ir@am struggle with lack of
understanding about the ADRC concept and are clgdbbto meet evaluation and
performance measures.

Additional conflicts existed with federal policymeis who were not convinced
that HCBS programs were cost effectigefederal policymakediscussed the
apprehensions felt by the federal government reguitom the lack of state and local
accountability for programs they funded. He shat without assurance that they would
reduce institutionalization, HCBSs were consideoedgreat a financial risk. A federal
policymakeridentified a roadblock he and his colleagues enisrad as they sought

funding to develop ADRCs:



91

[We encountered difficulties] in the Office of Magement and Budget review...
They would cite former studies which had sugge#tatif you offer HCBS
[instead of nursing homes], the result wasn’tactfthe reduction in cost ... there
was an increase...They would talk about the ‘woodvesf&ct.” So we had a
very, very difficult time getting a strong commitmeo [fund ADRC programs].
They would say, ‘We know you guys want this; we kngu’re supportive of

this, but the evidence does not seem to supportgantention that it will
necessarily reduce [long-term care costs].” Thewld go back to saying that;
therefore, we cannot take this risk [to adequdiehg the programs].

An academician acknowledged that the programs’ aliditgchieve goals is
dependent on measuring and comparing outcomegsdamuae the number of people
remaining at home and the number of people setvedigh ADRCs and OC. He added,
however, that it is difficult to quantify the bertefof consumer-directed care:

| heard some great stories about how these Op@onsselors call around and

really dig to the bottom of the issue... Stuff liket is incredibly hard to

guantify. The benefit to [a consumer] staying anleds huge. How do you
guantify those social benefits? How much bettesb# is? How much better off
we are as a society?

An advocate felt that programs such as OC, whensopedirected care is
prioritized, have merit beyond cost benefits. ém éxperience, “Small efforts to honor
needs and preferences have positive outcomesms fgnysical and emotional
development.” She reported that she has seen #ispsets of care positively affect
clinical outcomes and increase older adults’ quaiitlife.

Outreach and marketing. Several state and federal participants found that

outreach and marketing to engage community pararelevate awareness of the

program is critical to OC success and sustaingbiltlevating awareness of OC to the
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community must be a “continuous and persistentireficcording to a state decision
maker, so that partner agencies remember to useCAg#Rvices, and consumers are
offered support before crisis occurs and care ngetsase. She has found most
community agencies to be receptive to working togein providing consumers with
more resource options, but that that partners teebd reminded that ADRCs and
Options Counselors exist.

A state decision maker emphasized the importanceashing and educating
older adults with diverse needs about availableues and their costs. She believes
that AAAs need to find ways to gain the attentiémlbconsumers and family members
before they reach crisis.

A federal policymaker emphasized the importancesaig both formal and
informal sources when assisting consumers in thegision-making process, since
informal caregivers often provide services to fgmilembers. She acknowledged the
importance of coordinating Options Counselors, fmfation and Assistance workers, and
community partners in supporting diverse needspmafitrences of individuals and
caregivers. She indicated that the importancestafidishing connections with consumers
and partner agencies cannot be overemphasized.

The need to increase sharing and collaboration gmtate agencies is considered
essential by state decision makers and some fepleliaymakers interviewed.

According to astate decision maker, agencies facing funding taftlcuts are required
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to partner during economically constrained timesettuce the duplication of services.
She emphasized that organizations struggling witidling, and must be creative in
finding meeting service needs in the current econofRor example, she emphasized that
AAAs and partner agencies such as Centers for kragnt Living all provide
information and assistance/referral, which is ontne ADRC components. Each partner
receives a funding and staffing allotment for thevice. She suggested:

If several groups in the same location perfornmailar task, it becomes more

efficient to coordinate rather than duplicate. “Ytalke a day or two, but you don’t
have to do it all, all three or four of you; thast total duplication of services.

Yet, AAAs are often resistant to sharing theiorgges. According to a state
decision maker, state agencies in Oregon have lregrccessful in creating regional
programs. She provided the following example:

It is rare that two counties agree to share or ¢oenfesources to provide better

quality services to more people.[They] are deteedito work independently of

other AAAs even though they are not able to mesestxpectations, and [they]
prefer to manage programs differently because tiagg different personalities

A state decision maker suggested this attitude @eatgfusion for consumers,
limits the ability to reduce spending, and makagfftcult to implement standards
statewide. She and other state decision makeressgd frustration that counties are
determined to work independently, even though Hreynot able to meet state

expectations. They indicated that convincing sémés to collaborate to support

ADRC development and accept the need for OC stdedard training has been difficult.
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A federal policymakeaddressed the confusion arising when AAAs function

without statewide standards with the following exden

This [state administrator] had checked the eldeatlor [for the city], called the
AAA, went to their website, and discovered that heve did they mention the
existence of in-home supportive services. He askadthey could be claiming
to run an eldercare locator if they don't tell plsogbout the existence of the
major public program...which is an entitlement, sgati qualify you are not
going to be on a waiting list; you are going to igeight away. So | called my
colleagues in AoA and said ‘Uh, does this strike gs strange?’ They explained
to me that the elder care locator, which | had iimed) was a nationally
standardized system, was not. They said, ‘Nojuss whatever advice and
referral the local AAAs give you. It's completalp to them what they want to
putinit.’ | said, “Doesn’t it strike you a liglodd that they aren’t mentioning the
big Medicaid program?” They said, ‘You have to ersdand that they're
grantees. We can't tell them what to do, and wetd¢ake their grant away if
they don’t do what we want them to do, either.’I$flmought, ‘No wonder they
say there’s so much variability in the quality bé tAAAS.’

An advocate suggested a solution to the problemksnpublic health services

together by imposing requirements on AAAs so thBRA service could be maximized

and costs reduced. A state decision maker recomh@aeihat since most AAAs are

structured differently, a variety of models shobé&lexamined to determine what aspects

are the most effective in accessing consumersjgirmyservices, and using funds

wisely.

Summary. Six interview participants discussed the imparéaaof providing

consumers with support in planning for their fususence the public system is currently

crisis management oriented, not future orienteldeyTindicated that it is important to

reach consumers before crisis so that they areeagfaavailable supports that can enable
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them to remain at home and preserve resourcest agticipants discussed the
importance of supporting consumers to use thegurees wisely, since federal grant
funds to provide services will become increasirgiyted. Six reported that Options
Counselors can use the decision support processpower consumers in maintaining
quality of life while delaying or avoiding the netxluse public services. They addressed
the importance of the Options Counselor’s rolenpewer individuals in determining
and achieving long-term care goals and stressesighédicance of considering consumer
preferences over provider direction. Eleven palrdget that policymakers and providers
were required to examine ways to address oldetsicd@rvice needs in a more person-
centered way when confronted with the more prefsxenmiented Baby Boom cohort.
Person-centered care was addressed as a key cemipdi©C by all interview
participants. Options Counselor attributes cormsidenost valuable in empowering older
adults to make informed choices, retain savingd,age in place were knowledge and
understanding of long-term care service optionsiséieg consumers and family
members with future orientation, and creativityanating affordable services that honor
individuals’ needs and preferences. Nine belibag national competency standards
will ensure Options Counselor proficiency, hold ©ps Counselors accountable, and
make program outcomes easier to achieve and asbleese participants reported that
assessment is critical if ADRCs and OC are to kecengoing federal funding and be a

federal and state priority. Sevesported that programs such as OC where person-
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directed care is prioritized have merit beyond testefits. Regarding outreach and
marketing, six participants addressed the impogari@ngaging partners to elevate
awareness of ADRC and OC programs and increasgesaptions.

Ways in which Theoretical Constructs Inform the Deelopment of ADRCs & OC

The strength of the three theoretical construidéscourse perspective, social
constructionsim, and political economy, became avidiuring the analysis. In ways
consistent with these constructs, interview pgréiots addressed topics including
consumer needs and preferences, family valuestabaititudes toward aging, and ways
in which aging policy issues are constructed asdlved.

Life course perspective

Recall that the life-course perspective consideedife cycle in its entirety
(Tinker et al, 2004) and explores the effects divitual circumstance, life trajectories,
socioeconomic status, and cohort on an individwsdisag process (Bengston et al., 1997,
Hoomyman and Kiyak, 2008; Connidis, 2010). Witthia context of the life-course
perspective, the concept of cumulative advantagedviantage was especially useful
when examining OC. Individual differences in whahealth, and status that accumulate
over time, contribute to individual differenceswealth, health, and status, explain much
of the heterogeneity and inequality among the gBathnefer, 2003; Settersten, 2005).

When a state decision maker described family supther effects of cumulative

advantage and disadvantage was apparent. Healtmhealthy family support affects
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an individual’s quality of life and quality of caover time. She argued that highly
functioning families who remain connected overltfeecourse can be more supportive

of older family members’ decision-making procesd are more able to assist in
obtaining services that respect needs and prefeserferagmented, conflicted families,
she implied, are more likely to dismiss older fanmiembers’ needs and project personal
interests regarding what is best for their familgmber. An advocate indicated that
family members often do not honor elders’ indep@&edehroughout the life course, and
that coaching and support is necessary. “[Thénenawareness or lack of appreciation
of independence throughout life, so you need taedatation going to expand awareness
in those areas,” she advised.

When family relationships are healthy, a statesiesimaker reported, families
“become creative in finding ways to meet servicedsg” and provide paid and volunteer
services for older family members in need of agaist. Another stated that people
become creative in finding ways to meet servicalagespecially if neighborhood and
family relations are functional.

Life circumstances that magnify the effects of clative advantage and
disadvantage can be further influenced by poliagysiens. Anacademician provided an
example. He reported that one popular solutiams$olving Social Security and
Medicare funding shortfalls is to increase therestient age. He pointed out that this

remedy is problematic, since socioeconomic facoedinked to longevity. Educated,
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affluent people possess more resources and tdive tonger, while most laborers’ life
expectancy is shorter, and a greater number oétinelsviduals do not reach retirement
age. If retirement age is increased, he explaiegdity issues are raised, since it is likely
that a greater number of lower-income individuails mot realize Social Security
benefits or will experience hardships while waitingthem. He summarized, “It's a
complicated picture, and raising the age is theufayolicy option. It may not be the
best policy option.”
A state decision makeliscussed the importance of assessing consumes.need
She stressed that developing state Options Cours@ctice standards and requiring
training enables providers to understand, acknaydednd honor individual
circumstances and differences resulting from aitife of experiences. She provided the
following example:
[OC] involves a person-centered assessment, gettingow ke person really
well, getting to know what their goals and values a/ho they've been in their
life, and what they want to do - if they want taystn their home, what kind of
natural support they have, who their family is, #meir own resources, what their
challenges and their barriers are to being abieséothose and to do those kinds of
things - and then help connect them with their ueses in the community that
will fit their unique situation and their resourges that they can stay in their
home as long as they're ableaiod as long as they want to
Most interview participants noted that a primanalgof OC is assisting

individuals to age in place. Howeveregleral policymaker argued that the emphasis on

nursing home diversion fails to acknowledge thahsdandividuals’ needs might be met
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better in an institutional setting and that langriaged to describe ADRC goals and
current policy trends favoring HCBS fail to recogmdiverse healthcare needs. Research
that supports this view, and is discussed in tieediure review, indicated that some
assisted living proponents define those in neadedical care to have failed in some

way and reinforces a gerontophobic view (Carde®220 The federal policymaker

advised:

| would personally not phrase the goal that wawould say that it would be to

help someone reach the best decision for them wejglll the factors. The way

[the goal is] stated sort of puts it like ‘at atists,” or that keeping someone out of

a nursing home or an institution is the be all and all of OC, right? Whereas

there are times when | think it's appropriate flr people to be in a nursing

home, and it may be the best thing for them.

In her research, this federal policymaker foundefiects of cumulative
advantage and disadvantage such as socioecona@tus,sducation, and income to be
important factors in determining care needs angimguchoices. She reported findings
from a study she conducted confirming that peoptle more financial resources have a

wider range of choices:

Avoiding nursing home placement is tied to undemitag options and having

more resources. This is a rational decision pc@Research participants in the

study] explored options that were less restrictiueselected housing based on

need, or availability, or preferred choice.

Another interview participant further questionbd ADRC goal to offer
information and counseling to all regardless of nsg@and then to provide the means to

access services. She doubted the appropriatehdss language, since the statement
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implied that services could be available and atibid to all individuals, when in reality,
some qualify for public programs, and others acgiired to finance recommended
services using personal resources. This statesteminaintained, raises concerns about
equity, since the ability to obtain services vadepending on individual and local
resources.

Individuals able to accumulate resources througtiailife course are in a better
position to address age-related functional limitagi and healthcare issues and maintain
or increase quality of life. ADRCs and Options @selors are challenged to provide the
means to access affordable services that meetdiduals’ needs and preferences when
societal conditions increase the ability of somelitain preferred services while limiting
the ability of others to do so, (Settersten, 20 indicated in the literature reviews.
The advocate provided an example of the way in whimequal distribution of resources
fosters inequity among states:

In constrained times, when budgets are being oatakservices are some of the
first to be cut. You start to see that this vaoatieads to tremendous inequity
across the country. Why should somebody in Miggssiot have access to the
same things that somebody in N.Y. has, for exampé&have to realize that this
decentralized approach, depending where we cothgsataises real questions
around equity and access...

She provided another example of the way in whicimdividual’s ability to accumulate
resources reflects inequality:

Private-pay people buy in the market. They loowla&t they want, what's best
for them, what's cheapest. But when you're in bljgly subsidized program,
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that's when it becomes more of a balance betwasdimidual choice and
preference and what can be made available and bowwldistribute resources in
constrained economies?

Evaluation of program outcomes are needed taméate whether providing a
one-stop shop to older adults of all income lei®klqually advantageous to all,
regardless of means. It can then be establishethehstandards that require Options
Counselors to support consumers in finding optitias respect cultural, socioeconomic,
and health differences is fostering or decreasieguality among the aged.

Social Constructionist Theory

Social constructionist theory explores ways in whmorms, prevailing attitudes,
and societal beliefs about aging emerge, and hogethattitudes and beliefs direct
feelings about providing for the aged. Perceptamsut aging, formed by those in
power, affect policy decisions and social servistrihution. Understanding the social
meaning of age can clarify how service needs uniquéd age are labeled and how
beliefs about responsibility for an increasing gguopulation are formed (Bengtson et
al., 1997; Powell, 2009), as indicated in literatteview articles. For example, popular
terms such as greedy geezers, and the aging tsuetheci socially constructed attitudes
that the growing aging population is destructivaiming resources, and harmful to other
cohorts. Yet, at different times, older adultsénéeen considered deserving poor or,

more recently, as greedy geezers. As noted ifitérature review, Hudson (2010) found
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the aged have been labeled as a unique, indulgetfibiary group, denying others in
need of their rightful share. In past decadegud#s toward aging and older adults were
more positive. For example, Social Security waatzd in the 1930’s, when many more
aging individuals lived in poverty and were consatketo be the deserving poor
(Binstock, 2010; Polivka & Estes, 2010). This@eiwas addressed in the literature
review. An academiciaexplained the influence of these beliefs:

What's happened with this demonization of the pubéctor is that the notion has

become prevalent that they [older adults] arelpst, and of low character. Why

would we help them? | come to that all the timeshélhat is a bad sign for
future policy years and for American civilizatioAgeism is in the culture.

This academician pointed out that contemporaryebehbout older adults that
suggest programs and policies supporting childrehgrandchildren are being robbed by
baby boomers’ entitlements are “more myth thantseal She contended that policies set
for the aged protect multiple generations, and blo#t young and old benefit. Framing
the financing of all programs so that people vieem as beneficial to all generations
rather than stealing from one to provide for anotberitical, she believed, in reducing
the potential for intergenerational conflict.

This interview participant discussed conflictingws in federal policy regarding
Medicaid and Social Security shortfalls. One s suggests adding a percentage to

the Social Security and Medicare payroll tax tgtaid over the lifetime. Another, he



103

said, expressed the attitude that elders shouleklaepersonally responsible for age-
related, end-of-life heath issues and should na&r#led to public support.

An academician confirmed that long-term healthchseussions for the aged in
the United States fail to recognize long-term c@@al insurance as a solution. He
indicated that disinterest reflects socially comstied beliefs about the importance of
independence, the conservative attitude that iddals should be responsible for aging
family members, and the conviction that governnstauld not be required to provide
supplemental support. He reported that attitudek as these are directing policy
choices at the federal level. He noted that corsgre government believes it should
provide a voucher and then not be involved in gtimg any additional support. He
pointed to a study examining why the increasing alearfor providing LTC care for
family members with chronic care needs has notrgéee more aggressive policy
intervention. The study participants, he saidienssked whether they had considered
insurance programs like Medicare for long-term cdbenerally, they responded that the
concept had not occurred to them, but that theywet opposed to it. An academician
went on to discuss the findings from that studihie context of social construction
theory:

[Due to] the construction of the problems in th&Jthe idea that you have a

Social Security program for LTC is just not on aogly's mind. So it’s really

very interesting how we construct social problemd, & turn, how we recognize
possible solutions.
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A state decision maker discussed the ways in whegjative attitudes toward
aging affect individuals. Society, she maintain@okssesses a “fatalistic” view of aging
that is difficult to overcome. As a result, thatstdecision maker noted, people avoid
planning ahead, accessing services early, and sgidgeincreasing age-related
healthcare needs. She suggested that educatinte @ema 40 and above about their
future LTC needs has the dual benefit of helpimgillamembers determine older
relatives’ needs and to plan for their own futueeds.

A state decision maker recognized that independenaghly valued in the
United States and that interdependence and depemdarothers are considered to be a
loss of freedom. This perception, she said, itucally determined. She added that
negative attitudes regarding loss of independeaasecconsumers to avoid future
orientation and addressing long-term care needsusechey equate those needs to loss
of freedom and nursing home placement.

If societal attitudes toward the aged are driveridyural beliefs about
independence and caring for family and reinforcegdlicymakers, then family
members of all socioeconomic statuses are readorsresponsible for aging relatives.
In this neoliberal climate, ignited during the Regaa, fueled by the Bush years, and
reinforced with the economic downturn and dire preohs of fiscal cliffs and financial
shortfalls, some believe this is what families dddae required to do. As an advocate

explained:
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It's still going to bounce back on the family, aadlof these programs are already
predicated on family. They're not generous. Theyiot covering everything.
It's always predicated on having a family memberéh This is just the reality

Political Economy

Political economy theory is concerned with explaghhow and why social
resources are unequally distributed (Bengtson.e1897), and this was discussed in the
literature review. A central focus of researchrsteng from the political economy
tradition describes ways in which public policieproduce existing forms of inequality
(Quadagno,2002), and how economic and bureauckdiatya promoting profit making
fosters elder dependency through control and Higion of resources such as medical
services (Estes, 1989).

A academician believed the conflict existing betwé®e federally and state-
funded Aging Network programs and profit-driven HSlDterested in expanding
HCBSs could influence the likelihood that ADRCs &@ will successfully evolve and
expand nationwide since they will have a greatpacsy to not only offer information
and access to services, but actually provide thEstes and Lee (1981) expressed similar
concerns and predicted a greater emphasis on nfarkes and competition to address
the problem of continuing increases in the costaedical care. Hacker (2004) reported

that risk-privatization of social policies have vedd benefits coverage and increased the
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risk faced by individuals. These conflicts and @enms were addressed by Estes, Lee,
and Hacker in this literature review.

Since ADRC:s are limited to offering information aactess to the service
system, linking consumers to a variety of not-foofj, for- profit, and volunteer
resources can enable them to obtain the serviegsed, but cannot actually provide
the services. The academician expressed cortatrwith their powerful National
lobby, HMOs could slowly dominate the HCBS indusand marginalize more
affordable Aging Network HCBS services. He maiméai:

The Aging Network is being squeezed [out]. | thihkre is a tremendous

political issue here in terms of who's in chargd arhat’'s going to happen to the

ADRC structure as HMOs move to control the entif€Lsystem.

Conservative government policymakers, he addegyatupiMOs and prefer to privatize
healthcare services. These powerful, profit-drisgstems, he stated, provide no
evidence that they are more capable than the Adetg/ork of coordinating long-term
care programs, yet the Medicaid and Medicare dffafeCMS are confident that HMOs
can produce better outcomes. He believes headtlooets will increase as for-profit
HMOs procure a greater share of the LTC HCBC sesvidHarrington-Meyer (2010,
p.23) presented two prevailing arguments regarguigic programs and market-based
programs with the following example:

Therefore, some contend that government fundedipsladdressing collective

needs place unrealistic financial burdens on gowent, consumers and
businesses. In contrast, those with a collectinesty stress that corporate and
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market-based programs place too much financiabrespility on people with
limited incomes.

An advocate questioned the ADRCs’ ability to evafuv@managed care
organizations play a progressively larger roleealthcare deliver. She asked:

What'’s going to happen in the next couple of yearstates get more aggressively
into turning over their programs to managed cand,v@hat is the role of the
ADRC as being a part of that?

An academician reasoned that, in this political aconomic climate,
privatization can be the preferred choice. He &ixjgld:

You've got these horrible projections about budigdtcits and fiscal cliffs, and
you know, the government’s going to go bankrupt.e. Medicaid money might
get not eliminated, but obviously the growth rataud go down. And states
simply don’t have any money, so what'’s the logké@u’ve got sort of a classic
formulation. You've got public and private senscand you've got formal and
informal services. In this environment, things goeng from public to private as
everybody tries to privatize one thing or another.

If HMOs prevail, the academician believes that theare insurance costs will
increase, but service quality will decline, and commity and family involvement in the
form of volunteerism and public services that suppdormal caregivers will decrease.
He provided the following example of the “disassaifects” a profit-driven system
produces:

Look at hospice care across the country. It wapradit until twelve or thirteen

years ago. Now two-thirds is run by corporatets#idriving up cost and

lowering quality of care providedFor-profit corporations have driven up cost

steadily for past ten years. They feel that the @rdy to get on top of it is to
become as prescriptive as they can, and it's chgrtge nature of the hospice
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experience, which is a huge loss. You cannot hdwaaane, efficient corporate-
operated healthcare system. It is absurd.

Providing added support for this view, a federdiqyonakersupported this
sentiment and offered a personal example of theimwashich prescribed care weakens
hospice care:

Each time the hospice people would come, they wsajdsomething like, ‘You
understand that we are from hospice and this miahyou have agreed (this is
not the way they said it but it sounded like tloighe hospice patient) you're
going to die, and we are not going do anythingap sou from dying, and you
will be dead in six months.” [The patient’s wifepuld take them aside and say,
‘Must you read that thing? Can you just accept flseknows who you are and
what hospice means? Do you have to constantlyesiiav his face?’ They [the
hospice workers] would say... ‘That this is our pgliour protocol. We need to
make absolutely sure that he is in agreement Wwigh' t Now, there is a tactful
ways of doing this, and then there’s clueless heytiook, paint-by-numbers ways
of doing it. A couple of times when they came [fagient] blew up at them and
told them to leave, so they didn’t even do whaythere there to do. Then, part
of [his wife’s] caregiver stress was she would htvget them to come back out
because the alternative was that he was going to gaospital and be stuck full
of tubes.

Political preference for HMOs can affect ADRC redage in offering HCBS
options. An academician emphasized that HMO expansto offering HCBS programs
currently managed through the Aging Network is ima@ot to acknowledge, since
powerful, profit-driven HMOs could become the frentner in HCBS service
provisioning, and could marginalize more cost &fi¢ Aging Network functions. This
participant felt that the Aging Network is pressiil®y a “Medicare/Medicaid

coordination obsession” from the Obama adminisirasind is affected by grants to states
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that support HMOs in coordinating Medicare and Maitl services. ADRCs, as part of
the Aging Network, struggle to grow in this climale contended. He warned, “That’s
the larger context in which the ADRCs exist and auolve in the years ahead, but there
needs to be much more attention to that largeupact

This issue was not addressed specifically by atiterview participants, but an
academician and two federal policymakers instrualentADRC implementation
emphasized that the relationship forged between Aed\CMS strengthened the Aging
Network by providing more options. Yetfederal policymakepointed ouinsufficient
funding to expand the programs statewide couldcaffestainability.

It will be important to evaluate ways in which pmylmakers’ decisions and their
outcomes strengthen or weaken ADRC program funstisimce continued funding can
be dependent on ADRCs ability to reduce long-teane costs and compete with for-
profit healthcare providers. Further, if certpublic policies have the potential to
recreate existing forms of inequality, as PolitiEabnomy theory suggests, it is
important to assess whether ADRCs and OC aretaloieercome the effects of
cumulative advantage and disadvantage by offeguit@ble access, or whether the
programs foster the inequity they hope to elimindtbus, establishing whether the
Aging Network has the ability to compete with HM(@s any private healthcare

provider) and offer a greater range of more affolel®dCBS to a larger, more diverse
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population can provide evidence of Aging Networesgths and reinforce emphasize
program legitimacy.

Summary. Three theoretical constructs increase understardfitige evolution
and practice of ADRCs and OC. First, equity issaresregarded from a life-course
perspective as OC standards and practices seekitess the effects of cumulative
advantage and disadvantage, including individwsadsial status, health, and individuals’
perception of needs and preferences. Second|] soadistructionist theory clarifies the
ways in which issues related to aging are perceswetisolutions addressed. For
instance, negative attitudes about the increassadjlicare costs can affect aging
individuals’ desire to plan for their futures aratiety’s willingness to provide adequate
public health benefits. Third, Political Econonmgory explains the possible conflict
between profit-driven healthcare providers and jgipfunded Aging Network HCBSs,
and the effects prescribed standards can haversarpeentered, decision-support
processes. Evaluating ADRCs and OC advantagedisadvantages from these three
constructs can inform the programs’ potential tetan and expand in offering long-term
care options that honor needs and preferencedit@ese population of both public-
benefits eligible and private-pay consumers

The revised concept model, represented below ctsftee way in which this
study evolved from the original design, and prosiddrame of reference for the

following discussion section. The original modepered the political, economic,
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social, and individual factors that have influetioe development of ADRCs and OC. In
the revised model, a section has been added exagriifiC policy, and the influence this
factor had on two agencies, the Aging Network, &hd Centers for Medicare and
Medicaid, and on this study. The revision furtBeamines the strength with which CMS
influenced LTC provisioning to favor institutiongllacement, and on placing Aging
Network service functions in a secondary positidhe revised model reflects the

importance of LTC in framing and guiding this study
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Chapter 5

Discussion

The Economic, Political, Social, and Individual Adwantages of the Model

In what ways will ADRCs and OC influence long-tecare and existing social
service functions? According to the candid comm@hione interview participant, the
life of a new policy is dependent on the motivatadrihose who design and implement it.
If they are interested in enmeshing and strengtigeaiprogram within a system to
improve that system, the program’s life is mostljkdependent on the power of those
who administer it. If the program was createdléva&te the policymaker to the next rung
on their career ladder, the program is more likelipe sidelined when its creator moves
on. Analysis indicates that policymakers who depetl ADRCs and OC are resolute in
their investment to address enormous long-term@asts and provisioning issues with
the expansion of these two programs.

ADRC and OC Evolution. The need to contain LTC costs has directed policy
efforts toward providing more affordable HCBS op8do older adults who are eligible
for Medicaid services. One attempt to accompls$ goal is through the expansion of
ADRCs and OC programs designed, in part, to regubdic benefits costs for LTC by
providing information and access to HCBS serviGégse programs have been

cultivated in the reality of massive budget shdidfen public insurance programs, rising
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healthcare costs, and a ballooning aging populatitmlimited budgets and increasing
healthcare needs. ADRCs and OC are evolvingtiyiifur states and territories that are
required to take greater financial responsibildy froviding services due to federal
spending reductions.

Financial Risk and Responsibility. As the federal government shifts financial
support toward HCBS and away from institutionakga&reater financial risk and
responsibility for obtaining services is shouldebgdstates, individuals, their families,
and care providers through various federal progrsuch as federal Medicaid waivers
(Estes & Lee, 1981p511; Shirk 2006, p10; Thompsddugke, 2008). Waivers result in
both benefits and costs to eligible individualhey offer more flexibility and options by
partially funding HCBS, but the new standards alkiates to cap Medicaid enrollment
(previous regulations did not allow this), and gete waiting lists. As waiting lists for
services grow due to waiver restrictions, some dieligible people without HCBS
could be more susceptible to decreased qualityeodhd healthcare decline, resulting in
costly hospital care, nursing home placement, ehdbilitation (Thompson & Burke,
2008). States can offer services with state, AjNegvork, and grant money, but this
patchwork of funding sources is inadequate to adpeovider staffing needs and
individual service needs (Stone & Benson, 2012)e federal policymaker’s comment

indicated that “government employees are very malcand will take what they can get”
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highlights the determination with which state enyples struggle to address aging
populating demands with insufficient resources.

Equity issues. At the individual level, with reliable infrastrugtiin place,
Options Counselors can help people make good ch@Btene & Benson, 2008), and this
study’s findings indicate that building preferena@s the resource distribution process
does broaden awareness of options. In realityelew choices are limited when
resources are not available or affordable to alf, ADRCs and OC are likely to foster
inequality in access to services since they fadddress unequal distribution of resources
and wealth. Hudson (1997) noted that moving away fmeans-tested eligibility
requirements in public programs does not resolsgeis concerning equity; it only
presents us with different equity considerationseteling how need is defined. Clearly,
concern for parity can be examined when considehiagADRCs provide “equal”
access, and OC offers options to honor “diverse&tsend preferences of all consumers
“regardless of means” (A0A, 2011). According totkai(1981) values implicit in social
policy include four components: equality, equitgequacy, and efficiency. Policymakers
usually judge the success of programs they crdatexhe or more of these values.
Furthermore, satisfaction with outcomes varies ddjpgy on the values held by the
analyst (Kutza, 1981).

In the case of ADRCs and OC, determination of auegatisfaction might be

like the blindfolded men who were asked to desdiiigeelephant. Each described the
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elephant differently (by the ear, by the trunk thg tail) depending on where they stood
and what they felt. From the policymakers’ perspecif the outcomes indicate that
programs provide easy access and offer personrednptions, perhaps they are
satisfied that all four values, including equitye @chieved. Yet, when agencies’ funding
is insufficient to add another employee to an ayedepleted staff roster, requiring
overworked employees to add OC duties raises isfumdequacy and efficiency in
meeting agency, staff, and consumer needs. Fudtadt could find such requirements
unfair and unrealistic, as some Information andigtaace/Referral workers and Options
Counselors during focus groups conducted for taee sif Oregon did (White, Elliott, &
Carder, 2012). Similarly, consumers who were &blagbtain services after accessing
the ADRC might think they have been treated in guitable way, whereas others who
did not receive desired supports might think theyeatreated unfairly. In a consumer
satisfaction survey, some consumers respondedcerttiments such as, “They should
listen better,” and “They should think about theolghperson and not put everyone in a
box.” These comments raise questions about tleepgon of ADRCs and Options
Counselors as providing equal, adequate treatriéhnit¢ et al., 2012).
The Administration on Aging and Center for Medicaid Partnership Considerations
The evolution of the joint AOA/CMS partnershipnstdered by some interview
participants to be the first of its kind, providas historical perspective of ways in which

the two agencies have influenced one another @edest the direction of LTC service
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delivery preferences. The Aging Network, someringvees reported, lost sight of its
original goal to provide all older adults with imfioation, referral, and access to HCBS
and shifted resources to address Medicaid-elignaleziduals’ needs. Medicaid was
appealing since it was more heavily funded than B@&ing Network programs, and
offered the more convenient, visible, one-stop s€te services provided in nursing
homes. The Medicaid mindset became more estadlisirce CMS funding was
directed toward institutional services rather thEZBS.

As discussed earlier, with fiscal healthcare snsiedictions looming, then
Secretary Carbonelle took her ADRC proposal tea@MS. The meeting between AoA
and CMS was well timed and fortuitous. One of ARRC architects for the Wisconsin
program had taken a federal position at CMS andeated for the program’s national
expansion. His superior, who was governor of Whsao during the ADRC Wisconsin
development, had taken the position as U.S. Segretdlealth and Human Services.
The program was ripe for development under the Bubhinistration. It was, according
to one interview participant, budget neutral (affgrinformation and access is cheaper
than offering services), and it had been proveretinice institutional costs (Mitchell,
Salmon, & Polivka 2003). In addition, it promotegrgon-centered care practices,
favorable to the Baby Boom “tsunami” and was cdesiswith the increasingly valued
Pioneer Network and Culture Change practices tajiage in residential LTC settings

(Binstock, 2010; Pioneer Network, 2013; Powers &8s, 2006).
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With the AOA/CMS partnership, the Aging Networkdnthe opportunity to take
greater responsibility for the provisioning of HCBB&d realize the original goal of
providing information, assistance, and access ¢@bkservices for all older adults. The
ADRC and OC programs provided the additional bemdfincreasing Network practices
that value person-centered approach to care. 8usrgiew participants questioned
whether the Aging Network can realize its goaldsuane a more central role in
providing LTC, however, or whether the agency wadhin be marginalized by more
heavily funded, structured healthcare systems.

The evolution and expansion of Managed Care Orgéinizs (MCOs) that
develop and manage a network of LTC services apdasts (WDHS, 2013) could
marginalize the Aging Network. ADRCs and OC coukbae made less relevant if they
are functioning outside of more heavily funded aobsidized programs. Although
MCOs provide both information and services, questiabout lower cost and quality of
care arise with managed care (Binstock, 2001; Ral& Zayac, 2008), and both ADRCs
and MCOs should be evaluated to determine thegitierand weaknesses of each in
providing good quality, person-centered, affordatalee.

The findings from this study indicate that contwekr the HCBS network will be
determined by who has a larger, more sustainablgirig source that drains dwindling
public resources the least. Although two federdicgmakers interviewed emphasized

the “dual benefits” of cost reduction and personteeed care with ADRCs and Options
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Counselors, the emphasis (within the contexts sgfoasibility, resource distribution,
quality of life, and quality of care) was most offglaced on the need to reduce costs and
avoid expensive “crisis” situations. Options Caelimgy standards and person-directed
care are significant but can be offered in a vardtsettings, not necessary through
ADRC:s.

The question remains whether the Aging Networkaatinue to manage
increasingly complex long-term care issues moreiefftly and effectively than other
public or private healthcare systems, as someeolitdrature (Carbonelle & Polivka,

2008) and some interview participants claim it c®erhaps political favoritism and
adequate resources are the determining factorsyimgency’s ability to assume the
leadership role providing HCBS. Yet, as CMS hassh leadership does not ensure
responsible money management, or the avoidandeasfdial crisis.

Local Government Issues

Independence is highly valued in this neolibeliahate that favors caring for
one’s self and ones’ own at both the individual pralider level (Estes, 1979; Harvey,
2007). Some interview participants reported thaga®fAgencies on Aging take pride in
their ability to tailor their functions and servicto local personalities and local needs and
wish to remain free of federal restrictions. Sinesources are unequally distributed
between and within states, as data from this situdigate, it makes sense to allow

flexibility to local agencies in meeting communitgeds. Requiring agencies to meet
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performance standards, however, can assist fed¢atd, and local government in
assessing whether outcomes have successfully addrpsogram goals. Furthermore, in
this climate where providers struggle to do mortéhwass, stubbornly independent AAAs
could benefit from partnering with other agenc®saordinate redundant programs and
reduce costs. As one interview participant poirttet] Information and
Referral/Assistance services are sometimes offeyddur different public agencies in
the same county.
ADRC and OC Language

The ADRC literature defines those in need of LT@/ees as “consumers”
offered a “one-stop shopping” experience that “ples the means” to “access”
programs of choice, thereby enabling those indiaislto avoid “crisis” and retain
“resources.” Further, ADRC and OC are availablaelt@onsumers, “regardless of
income” (A0A, 2003; CMS, 2013). This languageoguizes the difficulties and
confusion most people experience when looking éovises. It addresses the need for
information and access to long-term care for oltirlts and their families, services
formerly available only to public benefits-eligibpeople. Providing information about a
wider range of HCBS recognizes the needs of ind&disiat all income levels, but the
language also implies personal responsibility furthasing” resources.

Some with low-income are not eligible for publialedts but are incapable of

obtaining services without public support (O’'Shauggsy, 2008). Although some
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research suggests that most people benefit frommdpélveir needs and preferences
acknowledged (Pioneer Network, 2013; White et2(8), more study is needed to
determine whether equal access benefits all equaliy the effects of cumulative
advantage and disadvantage throughout the lifesegi@ettersten, 2005) make ADRC
programs and OC more beneficial to those who destalobtain desired services than
those who are able to obtain information alone.

ADRCs and OC language endorses equality by offesupport to all people
regardless of means and by employing person-cehpeeetices that honor diverse needs
and preferences. Questions are raised, basec dimdngs from this study, about the
programs’ capacity to confront the realities of qua resource distribution and service
needs that not all can afford to address and wh&b&Cs and OC programs reproduce
the existing forms of inequality they intend to ued.

ADRC and OC language has both positive and negatipications regarding
older adults’ capabilities, suggests feelings alppaviding for the aged, and reflects
prevailing attitudes about aging experience (Bidkst@010, Binstock & Quadango,
2001). The language implies older adults are ldepaf addressing their needs and are
entitled to a decision-support process that hotias preferences rather than requiring

prescribed care provider recommendations.
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The Social Construction of Crisis

Future orientation is a critical OC function thalgs older adults plan for their
future needs, retain their resources, and avoitiHoeeie “crises” such as falls that can
require expensive hospitalization and nursing hplaeement. Helping older adults to
remain healthy at home is a positive outcome afrubrientation efforts (White et al.,
2012), but constructing the potential need for bBighvels of care as crisis should be
reevaluated. Older adults’ functional limitaticdhgt can create the need for higher levels
of care are naturally occurring, age-related evirgsmight be more effectively
addressed as part of the aging process rathed#gfared as crisis that can “drain the
public coffers” (Binstock, 2012). Further, beligfisout what constitutes crisis are
subjective and determined by a variety of societfilences, including media coverage,
personal experience, and “anxieties generated dgigirons and possibilities” (Slovic,
Firschhoff & Lictenstein, 2002, p. 231). Perhamsfing the benefits of future
orientation as a process that can enhance a letéty of life for a longer period of
time, rather than planning to avoid the disastimrssequences of crisis related to aging,

could help to reduce negative perceptions aboutHueae needs and aging.
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Limitations

It was unlikely that available data would be ad®guo address all aspects of the
research questions, since ADRCs and OC modelseavly neveloped, and a limited
amount of literature exists on the emerging programd their outcomes. Examining
several divergent theories compensated somewlpabwde a more complete and
informed awareness from several perspectives. eTéiso exists a risk of applying data
from similar studies incorrectly (Patton, 2002)owever, guidance from gerontologists
and thesis committee members skilled in researehldement, data collection, and
analysis, provided assurance that relevant date lweated, interpreted, and applied

accurately.
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Chapter 6
Recommendations for Policy and Practice

This section presents several recommendatiorntfiéocontinued development
and practice of Aging and Disability Resource Cen{DRC) and Options Counseling
(OC). The first focuses on rebalancing the lonmgateare system, making it more
sustainable for HCBS in general, and ADRCs and ©Ogatrticular. A second
recommendation is to establish a sustainable, se@tbbased infrastructure to support
ADRC and OC expansion. This infrastructure willldwn an adequate funding stream
and is based on an assessment process that inclug®smer satisfaction with program
services, OC competency, and LTC cost savingsrdTimcreased advocacy and
outreach efforts are needed to engage consumerdiels and community partners.
Finally, suggestions are offered for an equitaldgidhal Healthcare program that is free
of selection bias, providing equal access to th€ ksystem, and affordable services to
all.
Rebalancing the Long-term Care System

ADRC policy language emphasizes the need to rebaldre LTC service system
by increasing access to home-and community-basetes (HCBS), and elevating
consumer awareness about a wide range of servimnepTo do so, the Aging Network
and CMS will need to consider creating a baland¢eden institutional placement and

aging at home with the use of HCBS. They must filgbways to increase Aging
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Network capacity to administer HCBS, thereby rebailag federal funding distribution.
The Department of Health and Human Services (DHH&]Js the Aging Network’s
HCBS programs. However, this funding is inadeqt@at@ddress older adults’ LTC
needs. DHHS should increase funding so that theg\yetwork can administer more
HCBS thereby enabling this program to share greatgronsibility with CMS in
providing LTC services. This will ensure a balabeéween Aging Network and CMS in
both funding and LTC provisioning.

For the federal government to provide the fundessary to sustain ADRCs and
OC, these programs will need to demonstrate cestgsby delaying or diverting
consumers from institutional settings. More reskeas needed to establish the specific
ADRC practices or characteristics that lead toréedsoutcomes, including reduced costs
and improved consumer satisfaction. Savings, tbempbe accomplished by requiring
the programs to meet national performance standaatifave been found to reduce
costs and promote consumer satisfaction. Howesgethis study has determined,
regional needs vary due to resource availabilibpypation, and geography. A public
policy package that includes core national starsjamth flexible provisions that address
state and regional differences, is needed.

Core standards should be based on 1). Programaghadiacross ADRCs to
determine which standards lead to desired outcoames?). To identify variations in

approach and organizational structures that eriDRCs and OC programs to achieve
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success. To determine flexible provisions, stdtashave implemented ADRC and OC
programs could conduct research to determine whichs are demonstrating positive
consumer satisfaction and cost-saving outcomegn,Tprogram factors could be
evaluated independently to determine which aspisteymine success. Determining
aspects of successful consumer, family, and caegegintcomes that demonstrate both
satisfaction and cost savings can sustain futurdifig for ADRCs and OC, provide
financial incentives for AAAs to accept nationalHpemance standards, determine areas
of cost saving regionally, and tailor standardareas based on regional need.
Infrastructure

In the current economic climate, federal and ggateernments, and individuals
face financial hardship in providing LTC for oldedults and people with disabilities.
The federal government faces fiscal crisis and mediice spending. State budgets are
constricted due to reduced federal spending andettent recession. Aging adults face
crisis due to increased healthcare costs, deptetedment savings, and the effects of
functional limitations that place them at-risk fojury and disease.

This study has addressed several economic isslagsd¢o the aging population.
Foremost among these issues is the need for matieesseand supports to ameliorate
age-related functional limitations. To delay oo@vnursing home placement, adequate
HCBS resources and supports that enable oldersadudtge in place need to be made

available. If CMS hopes to reduce the number oppeetransitioning to nursing homes,
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the agency must provide adequate funding for HCB&. example, federal waivers
could be more effective in meeting LTC demandbéfytwere to provide the same
entitlements to HCBS as nursing homes. In theairecu form, waivers have advantages.
Like OC, they offer options for services that emadlder people to remain at home.
Unlike OC, waivers link options with funds for sems to consumers who qualify based
on financial and medical criteria. However, as study’s literature review indicates, the
funding is insufficient, and waitlists for servicase long. The federal government, if it is
serious about reducing LTC institutional costs,uti@onsider revising this policy, and
those like it, to either increase funding or prevatiditional service options. If services
to support older persons safely at home are nolade or affordable, many individuals
will experience health crisis, costly hospital @aeent, rehabilitation services, and
nursing home placement. For the ADRC and OC tabéish a meaningful role in the
provision of HCBS, resources must be available lthitinformation, access, and a full
range of quality, affordable services.

It is important to reexamine expectations regayditverting more consumers
from nursing home placement in favor of long-teranecat home. Although nursing
homes are increasingly used for short-term, posteacare, a subset of adults with
critical healthcare needs might be best servedstitutional settings, especially if HCBS
options are unavailable in their community. Withoesources, and with caps on

entitlement spending, ADRC and OC programs desigmatcrease the likelihood that
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institutional care will be avoided or delayed are@st certain to fail in achieving this
goal. In fact, without a supportive infrastructtmeexpand the supply of HCBS to those
at greatest risk, these individuals might be betteved in nursing homes.

Options Counselors play a vital role in the futsuecess of ADRCs. One
important OC standard, assisting consumers in pigrefforts to avoid depleting
resources and delay or avoid costly hospital sesvamd nursing home placement is a
required competency component for OC. Yet, in ofdepeople to plan for their futures
with OC support, they must first be willing, andvbahe ability, to contact the ADRC to
be referred to OC assistance. This is the casgrifcaite pay and public benefits eligible
consumers alike. Thus, information about ADRCstrbesbroadly communicated to
families and consumers, including those who areyabexperiencing a health-related
crisis.

Further, in order to benefit from the decisionman process offered through OC,
services that have been determined to meet theiowrs needs and preferences must
be affordable and available. For the decision suggrocess to be effective, relevant,
and sustainable, it is necessary to ensure OpGonsselors are aware of community
resources, can guide consumers in determining tieeids and preferences, and offer

appropriate options.
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Advocacy and Outreach

Advocacy and outreach efforts should target conssinpeoviders, state
legislators, and federal policymakers. At the coner and provider level, Options
Counselor advocacy efforts should be increaseddwiging support to consumers
transitioning from hospital to home. Care transifi is an OC service that educates
hospitalized Medicaid and Medicare beneficiariesualisks associated with their
condition, informs those consumers and their fasiabout LTC options, and provides
assistance with obtaining HCBS. Expanding outresdfdrts to hospitals has several
benefits. Elevating consumer awareness about H&B3lecrease public benefits costs
by reducing expensive hospital readmissions andlangunnecessary nursing home
stays. In addition, providing more options incesathe likelihood that consumer needs
and preferences will be honored.

State legislative support is necessary to sustBIRCs and OC. One interview
participant in this study pointed out that withéedislative support at the state level,
programs “dry up and go away.” Therefore, stat@silen-makers have an important role
in sustaining ADRCs and OC by advocating for themrdy legislative sessions and by
providing proof of consumer satisfaction, posithaeasurement outcomes, and cost
savings.

Advocating for ADRC program expansion is also sseey at the federal level.

By partnering with CMS in developing ADRCs, the AgiNetwork hopes to increase its
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capacity to administer LTC services. Yet, the fatlgovernment lacks confidence in the
Aging Network’s ability to administer Medicare aktidicaid entitlements, divert people
from nursing homes, and provide affordable HCBS$henmassive scale needed to reduce
public benefits costs. One reason for this, asfederal policymaker who was
interviewed for this study emphasized, is thatfdueral government is unaware that
many AAAs already successfully administer Medicamditlements and HCBS.
Therefore, the AOA must continue efforts to inceeawareness of Aging Network
functions and advocate for additional funding sat the Aging Network has the capacity
to administer more LTC services.
National Healthcare

Although ADRCs intend to provide information anatess to all individuals
regardless of their means, the voluntary natutb@fprogram raises concerns about
selection bias and equity. As noted earlier, sordiduals are more capable than
others of contacting ADRCs to ask for help. Peeyte are more educated and who
have fewer healthcare limitations are more likelypoth seek and obtain support and
services. Further, some older adults who feardbgsdependence may be apprehensive
about informing providers of their functional lirmitons and increased need for support.
A mandatory public insurance program could moreaively address public and private

benefits issues including access, affordabilityl essource distribution issues. In
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addition, the stigma associated with needing puig@ithcare benefits could be reduced
with a program that offers not only options, butvgees to all regardless of means.
ADRCs and OC are important programs. They offesq@e-centered LTC
choices to all consumers, families, and caregivéisey have the potential to reduce
LTC costs to both individuals and government agebly providing access to a wide
range of HCBS. Following these recommendationsereure the sustainability and

expansion of ADRCs and OC.
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Chapter 7
Conclusion

This research has made two important contributio®sDRC and OC programs.
First, through interviews with key experts, thedstoffers a comprehensive
understanding of ADRC and OC programs. In gatigedizta from key informants in
several levels of government, and from academidiansvledgeable in aging policy and
practice, this study provides a multifaceted undeiding of ADRCs and OC. With this
broad perspective, policymakers, decision makers paoviders alike can more
effectively examine all aspects of the programs, @evelop solutions to enhance
programs strengths, and more effectively addresgram weaknesses.

In addition, this research provides a theoretiaahiework with which the
programs can be viewed and understood. Theodedthis research and offered
insight regarding the programs’ capacity to addoessplex issues, consumers’
diverse needs and preferences, the effects oftabattitudes on program functions, and
ways in which aging policy issues influence ADRG &1C policy development.
Further, examining data within theoretical condsiensures criteria used to determine
program outcomes are grounded and provides guidana@plementing successful

ADRC and OC standards, best practices, and policy.
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Final Thoughts

ADRCs and OC can benefit some individuals by primgidnore options and
support in accessing public and private serviceki{@\eét al., 2012). It remains to be
seen whether they have the capacity to improve ssting system-level problems,
however.

The programs’ strengths lay in their capacity teifpeely impact older adults’
ability to understand existing services and chag#ens that best fit their social and
financial circumstances. OC accounts for individiigersity and life-course events and
explores service options that honor older aduk€ds and preferences. Literature and
discussions with interview participants indicatatttat this point, the programs are
realizing their intended goals (AoA, 2013; Whiteakt 2012; Wisconsin Department of
Health Services, 2013). According to this studyiglings, the programs are limited by
their ability to satisfactorily address long-terare funding, resource distribution issues,
and federal motivation to reduce public benefitstedy placing greater responsibility for
those costs on state and local government, anddividuals. The program
sustainability depends on numerous factors inclyidmositive measurement outcomes, a
consistent funding source, increased consumerjgegwand community partner
engagement, and the ability of the Aging Networkn@intain a strong presence in the
provisioning of home-and community-based servic®¥ith these in place, ADRCs and

OC will emerge as a robust, sustainable systemewt@misumers can obtain information,
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access, and the services they need age in the nthahéest meets their needs and

preferences.
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Appendix A

Interview Guide

1.

From your perspective, why do you think ADRCs hbeen created? [PROBE:
political reasons, economic considerations, attituabout the increasing aging
population].

A major component of the ADRC is Options Counse(@€). What is your
understanding of the roles and functions of OptiGnsnseling? How does OC
differ from the way previous social support sensgstems are organized and
delivered? [PROBE: What do you think prompted thange? What is the
likelihood of success for OC? What are the chgks?]

Greater responsibility for financing delivery ofcsal services to seniors and
people with disabilities has been placed on statel@cal government. What do
you see as the advantages and disadvantages détaatralized approach to
service delivery? [PROBE: How has this decentealiapproach to providing
services affected the ability of agencies to adudties needs of the increasing
aging population?]

How do you think we will know if Options Counselimgsuccessful? [PROBE:
To find affordable services that enables individual age in place and maintain
their quality of life. Is OC a more effective forof service delivery? |

One goal of ADRCs and OC is to help people iderddgnmunity supports and
prevent institutional use. What do you think abiet ability of the program to
meet this goal in the current economic climate?@BE: Do ADRCs and OCs
address service gaps and stretch consumer respanceshrinking state
budgets?]

Are there roadblocks to success for ADRCs and O@Gatwo you think those
are? [PROBE: Ageism at the federal and societal]@efining individuals as
consumers].
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. What do you think these words mean: Options Cdingsgerson-centered care;

consumers? What about this new way of looking aviping services and those
receiving services?

. What do you think are the next steps in the dewetg of this service?
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Appendix B
Coding Procedure

1. Transcription- Individual interviews were trans&d then coded using focused
coding
a. Open coding: line by line
i. Text was examined using the constant comparatipeoaph
1. Quotable quotes were organized by category
ii. Developed categories were scrutinized to enslicatd
informing the category was included
iii. Differences in views, feelings, and examples werted
iv. The most significant and recurring codes were noted
2. Final Coding
a. Excel format
I. Participants responses were organized by intergigestion
il. Responses were compared and relationships estbkishong
concepts
iii. Like responses and outliers were grouped
Responses were compared and grouped category ammdasized
4. Repeated words, phrases and themes were countedeaigdd
a. Organized by category and sub-category
b. Relationships among categories were noted
c. An outline was created
5. Afirst draft was composed
a. Discussed patterns and connections found in irgerparticipants
responses to determine ways in which the dataneexied, and the extent
to which responses answer the research questions.
6. The final draft was constructed

a. Clarified central issues and concerns, opposingyj@areas of agreement
and argument

b. Generated and introduced contrasting theoriescrease understanding of
the topic

w
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