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The Long View of Long-Term Care: Our Personal Take on
Progress, Pitfalls, and Possibilities
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Over the last 40 years, we have, separately and
together, observed and contributed to the evolution

of long-term care (LTC) policies and programs in the
United States and around the world. We both graduated
(Bob in medicine and Rosalie in social work) in 1965
when the Great Society programs (e.g., Medicare,
Medicaid) were enacted. We watched (and abetted
and bemoaned) the LTC growth spree and roller coaster
ride, which has been exhilarating and daunting. To
our quest of improving LTC, we brought Bob’s perspec-
tive from geriatric medicine and health services research
and Rosalie’s from social work, bioethics, and the
humanities.

Along the way, organizations and government agen-
cies have changed their names. Terminology for provi-
ders and recipients of LTC varies regularly, and LTC is
now often dubbed long-term services and supports
(LTSS), but the core definition remains constant. LTC
(or LTSS) refers to personal care and related services for
people with functional limitations due to disease and
disability, including cognitive impairment. It is meant to
allow its users to function as meaningfully as their dis-
abilities allow in the most-integrated settings (formerly,
least-restrictive settings). LTC should be judged accord-
ing to psychological and social as well as physical and
functional outcomes that address quality of life (QOL)
and quality of care.

On many points, we two agree. Fundamentally, we
concur that LTC still needs improvement. Too much atten-
tion is placed on how to pay for LTC and too little on the
type of LTC really desired. Although it may seem contra-
dictory to labor for decades to improve a fundamentally

flawed LTC system (some would say “nonsystem”), we
agree that incremental improvements trump doing nothing
while awaiting the Godot of major reform. The bedrock
LTC occurs in people’s own homes, and although some
people at some time must relocate to group residential set-
tings to receive necessary help and maximize functioning,
we reject the goal of a one-way continuum of care; a
panoply of choices is needed to respond to varying priori-
ties of older adults.

Furthermore, we believe that the distinction between
institutional care and community care is anachronistic.
Paying (through insurance or private means) for services
only (leaving the room and board to be handled through
income, however subsidized) would level the playing
field.

We feel strongly that the voice of the end users of LTC
—whether called patients, recipients, beneficiaries, resi-
dents, clients, tenants, or consumers—needs to be heard.
Likewise, the public needs to speak out to demand better
LTC, and that contingent is not yet organized and activated.

Structured multidimensional assessment is a core LTC
building block but not an end in itself. Long ago, we saw
the fallacy of being “all assessed with no place to go.” We
agree that health care (primary, acute, rehabilitation) is
central, but the acute-care sector should not dominate life
choices, such as where to live. Better information is
needed to guide consumers and professionals in their deci-
sions. Such information needs to be accessible when
wanted with ample time to reflect on its implications, but
simply providing information may not suffice for older
people and their families in crisis; most will need direct
help in interpreting that information and taking next
steps.

Although case managers and care coordinators can be
a vital asset, case management efforts can become pater-
nalistic, unimaginative (with all plans looking the same),
front-loaded (emphasizing detailed initial assessment and
little coordinating activity at the front end), and overreach-
ing (where people live should not be a matter of healthcare
prescription). Yawning disconnects are apparent in the
transitions between health teams, disciplines, and care set-
tings. Capitated managed care did not and could not fix
that.
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We need a wide range of paid and unpaid workers to
produce LTC. We may have overprofessionalized aspects
of LTC that replace family care and undervalued the con-
ditions that make older people and their helpers like func-
tional families.

Finally, LTC is local; state and even substate programs
and policies are critical. They are the laboratories of inno-
vation.

SOCIAL AND POLICY BACKDROP FOR
EVOLUTION OF LTC

To link our work with the evolution of programs and
public policy, we created an idiosyncratic chronology of
LTC over the last 5 decades (Table 1). Our related work
began in 1970, when we joined the faculty at the
University of Utah, Rosalie at the School of Social Work

Table 1. Milestones in Long-Term Care (LTC) and Context for Our Work, 1965–2015

(Continued)
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and Bob at the Department of Family and Community
Medicine. There, Bob impulsively accepted the challenge
of designing and implementing a program to provide pri-
mary care to nursing home (NH) residents. Through a
randomized controlled trial in multiple NHs, Bob and
his colleagues showed how teamwork, attentive care,
and good record systems led to better outcomes at lower
costs.1

Bob parlayed that work into National Institutes of
Health and World Health Organization funding to study
LTC abroad and invited Rosalie to participate.2 Although
other countries managed LTC better, the disconnect
between the health side and the social side of LTC was
universal. Especially in the U.S. context, we recognized
that incentives must be aligned to prompt and reward
good LTC.3 At the same time, LTC and chronic disease
shared a challenge of demonstrating that good care makes
a difference. Because decline is the normal course for both,
the only way to detect the effects of good care is to con-
trast results from such care with what would otherwise be
expected. Figure 1 shows an approach that can be used to
contrast a client’s actual course with what would have
occurred without good care.

As Bob began developing assessment methods for NH
outcomes, Rosalie completed a PhD with a dissertation on
multidisciplinary team models (fueling her subsequent
interest in collaborative, consultative, and care coordina-
tion processes).4 Meanwhile, the 1970s saw efforts to find
alternatives to NH, which were proving expensive for
Medicaid budgets. Scandals about quality of care in “Med-
icaid mills” and unsavory real estate deals in the industry
prompted efforts to tighten NH regulations and seek alter-
natives. Between 1974 and 1977, Medicare demonstrations
tested the effects of adding adult day care or home care,
and in the late 1970s and early 1980s, various studies
examined the cost-effectiveness of adding case-managed
home- and community-based services (HCBS) to Medicaid
benefits. These efforts culminated in a major 10-state ran-
domized study beginning in 1980, the Long-Term Care
Channeling demonstration.5

Federal and state officials were concerned that new
HCBS benefits would add to overall LTC expenditures by
enlarging the pool of participants rather than encouraging
substitution of HCBS for NHs, the so-called “woodwork
effect.” Nonetheless, well before Channeling results were
in, the first Medicaid waivers for HCBS were authorized,
with the Oregon waiver beginning in 1982. States could
apply for waivers of Medicaid rules (including financial eli-
gibility, requirements to be state-wide, and covered ser-
vices) if they could demonstrate that changes were budget
neutral (that total Medicaid spending for community and
institutional care did not increase). In 1982, perspective
hospital payments according to diagnosis-related groups
(DRGs) were initiated, generating incentives for short hos-
pital stays and thereby creating a market for posthospital
Medicare services. In 1985, fully at-risk capitated managed
care programs were implemented.

Medicare health maintenance organizations (HMOs)
were expanded to combine acute care and LTC under

Figure 1. Demonstrating success by comparing actual and
expected trajectories of outcomes of interest.

NH = nursing home; HCBS = home- and community-based services; RLK = Robert L. Kane; RAK = Rosalie Kane; OBRA = Omnibus Budget and Recon-

ciliation Act; AOA = Administration on Aging; DRG = diagnosis-related group; HMO = health maintenance organization; TEFRA = Tax Equity & Fis-

cal Responsibility Act; PACE = a Program for All-Inclusive Care of the Elderly; ADA = Americans with Disability Act; QOL = quality of life; MDS =
Minimum Data Set; VA = Department of Veterans Affairs; NP = nurse practitioner.
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capitated payments: the social HMOs, which added mod-
est LTC benefits for qualified Medicare beneficiaries, and
the Program for All-Inclusive Care of the Elderly (PACE),
which combined Medicare and Medicaid capitations to
serve the group who were becoming known as “the dually
eligible.” The introduction of hospital prospective payment
(the DRG system) in 1983 spawned a post-acute care
industry. NH quality problems persisted despite increased
regulations. The Nursing Home Reform Act of 1987
adopted almost all the recommendations of an Institute of
Medicine Committee. (Rosalie was a member.)6

In 1979, David Solomon and John Beck (both on sab-
baticals and planning to establish the University of Califor-
nia at Los Angeles’ neophyte geriatrics program) joined us
at Rand to conduct geriatric manpower projects.7 As part
of that work, we critiqued assessment tools in multiple
domains,8 and Bob continued his work on testing how
outcomes across domains could be used in an outcomes-
based NH payment system.9 Bob also designed a random-
ized trial to evaluate the Geriatric Assessment Unit at the
Sepulveda Veterans Affairs hospital,10 conducted a ran-
domized trial of hospice,11 and began a series of evalua-
tions of nurse practitioners (NPs) working in NHs.12

Rosalie led a study of state NH quality improvement pro-
grams.13 Together, we studied LTC in Canada to explore
how well a universal (although heavily cost-shared) LTC
benefit and expansion of in-home services worked.14

We were recruited to Minnesota in 1985, where Bob
became the Dean of the School of Public Health and later
the Minnesota Chair in Long-Term Care and Aging, and
Rosalie held faculty positions in public health, social work,
and bioethics. Bob continued his NP work, including a
randomized trial,15,16 and launched a major study to trace
the outcomes of individuals receiving posthospital care
(postacute care),17 to which Rosalie appended a study of
family caregiving for a subgroup of individuals who left
hospitals after hip fracture or stroke.18 This resulted in
more-nuanced ways of defining concepts such as primary
caregiver.19 We wrote our first overview book on LTC.20

By now, the HCBS waiver programs in Oregon were
becoming established, and Rosalie became an “Oregon
groupie,” leading quasi-experimental studies to study out-
comes for people who met NH criteria but were served in
adult foster homes21 and assisted living apartments.22

Robert studied the implementation of the PACE demon-
stration,23–25 evaluated the Social HMO program,26 evalu-
ated EverCare (a capitated program for medical care in
NHs that made heavy use of NPs),27 and evaluated capi-
tated medical care programs in Minnesota and Wisconsin
that covered the so-called duals (persons eligible for both
Medicare and Medicaid).23,28

In the late 1980s, Rosalie created an Administration
on Aging–funded LTC center designed to promote HCBS
through education, technical assistance, short-term
research and development, and dissemination. The Min-
nesota LTC Decisions Resource Center (LDRC) focused
on case management and assessment; ethics in LTC; and
links between LTC, health care and rehabilitation, and
housing and social services. The LDRC conducted studies
of privacy and single room preferences,29 conducted a
study to test whether case managers’ assessment of values
and preferences would lead to more responsive care

plans,30 and studied the downward delegation of nursing
functions.31 With Arthur Caplan, then director of the
University of Minnesota’s Center for Biomedical Ethics,
she edited two books of ethics case commentary on NH
care and case-managed home care.32,33 The ethics work
crystallized for us that older people vary in their definition
of safety and that most of the LTC ethical dilemmas at the
individual or programmatic level concern the conundrum
of reconciling safety and autonomy. The LDRC also stud-
ied quality of home care34,35 and the nature and costs of
case management.36,37

By the 1990s, we were working closely with Richard
C. Ladd, who created the innovative Oregon HCBS pro-
grams. With him, we conducted studies of state efforts to
rebalance expenditures on HCBS with those for institu-
tional services.38,39 The three of us also led a series of fel-
lowships for state officials to support and encourage their
system rebalancing work. The 1991 landmark Americans
with Disability Act and the 1999 Supreme Court Olmstead
decision gave new impetus to the HCBS movement. Begin-
ning in 2001, the Centers for Medicare and Medicaid Ser-
vices (CMS) awarded states and other organizations with
Real Choice System Changes grants to encourage the
infrastructure needed to support HCBS by creating a
capacity for personal attendant services, developing NH
transition programs, establishing Aging and Disability
Resource Centers to provide better information for con-
sumers, and developing quality management in HCBS.
From 2003 to 2005, with CMS funding, we used mixed
methods to study the rebalancing experience in eight
states.40

We have consistently tried to advance quality. From
1998 to 2002, under a CMS contract, we developed and
tested measures of NHs residents’ QOL, collecting the
data directly from residents—even those with substantial
cognitive impairment.41 Rosalie and Lois Cutler developed
a website, NursingHomeRegsPlus, that displayed and per-
mitted comparison of state NH regulations and state and
federal regulations on numerous parameters, exposing
internal inconsistencies and ways that regulations could
support or hinder resident autonomy and QOL.42 At
about the same time, Rosalie and colleagues evaluated the
first Green House NH and studied small-house NHs in
general.43

Our collaboration with the Minnesota Department of
Human Services generated a systematic approach to LTC
decisions,44 a NH report card that included information
on quality of care and QOL based on a survey of NH resi-
dents, and an approach to using quality as a basis for NH
payment.45 In partnership with our local quality improve-
ment organization, we created training materials for the
NH Quality Assurance and Performance Improvement
(QAPI) program that the Affordable Care Act mandated
(but had not yet implemented). This experience renewed
our awareness of the difficulty of encouraging NH-grown
performance improvement to meet each home’s measured
needs within a highly regulated system. The interrelation-
ship of regulation and quality improvement is complex,
and balancing concerns about risk with efforts to promote
clients’ autonomy is challenging.

By the 21st century, our own aging and personal expe-
riences witnessing LTC in family and friends had influenced
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us. In 2005, Bob and his sister Joan C. West wrote a
cautionary tale based on the intractable services system
they confronted after their mother’s stroke.46 Bob became
involved in constituency-organizing activities and in 2011
wrote a trade book for family members facing LTC needs
of their family members.47

TAKING STOCK

We have witnessed substantial progress in LTC for older
people. The locus of LTC has moved from institutions to
HCBS. The NH is much less the touchstone; the desirabil-
ity of HCBS is widely acknowledged and incorporated into
Medicaid waiver programs. Federal programs actively
divert older adults from entering a NH and get them out
as quickly as possible, but despite this recalibration, the
NH industry remains dominant. Most older adults in NHs
still live in meager, often shared rooms, isolated from the
larger community. Furthermore, fragmentation and poor
communication persists in LTC, and many residents are
lost to appropriate follow-up in the transition between
care organizations.

Assisted living in various forms (e.g., apartment style,
small group homes) has displaced much of NH care for
privately paying clientele, and it has made inroads
into Medicaid. We see this shift as a major step forward,
but others see it as simply another variant of institutional
care.

LTC has become more person-centered and occasion-
ally even person-directed. The Nursing Home Pioneers,
formed in 1995, have pressed for culture change toward
empowered residents and frontline staff. The vital role of
family and friends as unpaid caregivers has also been rec-
ognized, with programmatic efforts to support such care-
givers (e.g., respite programs) and even to pay them. Most
states now have programs allowing market-rate payment
to family members (other than spouses or parents of chil-
dren with disabilities) for services to relatives with disabil-
ity, but the market rate is not adequate. The LTC labor
force, especially those providing HCBS, is still paid mini-
mum wage or little better.

Measures of NH quality have become more data dri-
ven with the implementation of the Minimum Data Set
and its quality indicators, but QOL remains largely
ignored, and although better information is available to
consumers, federally and in state projects, more progress is
needed, especially regarding HCBS.

As more people with greater levels of care needs and frag-
ile unstable health conditions receive HCBS, well-publicized
quality problems are emerging. Such problems echo NH con-
cerns of past generations, such as neglectful and predatory
practices of home health agencies (e.g., billing for services not
delivered) and unprepared and undersupervised attendants
providing care processes beyond their training and capability
(e.g., wound care, tracheotomy care). Some are calling for
regulations similar to those governing NHs or for rules
requiring assisted living and home care programs to discharge
those with severe needs. Meanwhile, the demonstration
projects to expand HCBS created a capacity for LTC leader-
ship in large numbers of states. States have become laborato-
ries for LTC because of Medicaid’s centrality in paying for
and shaping its delivery.

Finally, hospice care has expanded, as have criteria for
the Medicare hospice benefit. Although hospice has been
associated with using advance directives to encourage
older people to forgo care by overweighting the negative
aspects of disability, it has given way to a more-flexible
type of palliative care.

MOVING FORWARD: POSSIBILITIES AND
CHALLENGES

At its passage, the Medicaid program was totally unpre-
pared for a major investment in institutional LTC. From
its early struggles with life-safety codes pieced together
from early Hill-Burton hospital blueprints and the scandals
about grossly inadequate care, the regulatory burden has
become onerous. Unfortunately, veterans of initial efforts
to press for heavy regulation have become a force that
resists change; they are unwilling to yield an inch of the
beachhead stained with their blood. They continue to dis-
trust providers. Nevertheless, in many quarters, there is
growing appreciation that, at best, regulation can only
weed out poor performers but does little to raise overall
expectations. We need to reward as well as punish. Incen-
tive systems that emphasize higher pay for better quality
have long been advocated,3,45 with scant progress toward
implementation.

An important component of good LTC is primary
care, especially the competent management of multimor-
bidity. Much effort has gone into developing comprehen-
sive programs. Unfortunately, the evidence is not yet
strong.

Piecemeal solutions to the LTC challenge will not suf-
fice. We need to press for real change. The policy discus-
sions regarding LTC have been misdirected. We debate the
cost without ever considering the value. It is foolish to plot
how to buy something that no one wants, even at a dis-
count.

Unfortunately, there is little appetite for investing
heavily in improving LTC. A major impediment is the
prevalent belief that LTC is socially necessary but not
worth significant resources. The first step toward the
needed revolution is changing the public’s impression
about the value of LTC. Good LTC needs to be seen as
making a positive difference (even when that difference
involves simply slowing the rate of decline) before policy-
makers will invest. Changing the public image of LTC will
require a combination of evidence and rhetoric. The evi-
dence can come from data systems like the one shown in
Figure 1. The rhetoric needs to portray a goal for LTC
that allows frail older persons to age with dignity and
autonomy and the right to take informed risks. If hospice
care can be seen as a worthwhile social investment, so too
can LTC.

If we shift the discussion away from institutions and
service packages to the ends we want to achieve, we open
up many possibilities. As stated earlier, LTC is essentially
the combination of personal care, housing, and medical
care, especially chronic disease management. We can pack-
age these basics in many ways. The physical environment
can facilitate the services, which reinforces the overarching
philosophy about the central goals of care. Good care can
be delivered in a variety of livable environments. Some
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care may require a level of housing congregation for effi-
cient delivery, but that does not imply sharing rooms with
strangers. Medical and social components must be coordi-
nated from the same playbook.

A major challenge to LTC is finding people—paid and
unpaid—to provide it across the spectrum. Demography
indicates a dearth of people coming just behind the aging
baby boomers. At the time that geriatrics is most needed,
its supply is shrinking. Physicians and NPs are attracted to
the exciting, lucrative world of technological medicine.
Putting boots on the ground in LTC is equally needed and
challenging. One of the ugly truths about LTC is that it
depends on exploitation. Underpaid workers provide its
core services. LTC could not be sustained without the ded-
ication of unpaid family members who provide what is
euphemistically called informal care. Neither group is
likely ever to be paid enough to compensate them ade-
quately, but we can make their work more satisfying and
meaningful. Especially given the demographic shifts, we
must work to sustain informal caring and ensure a supply
of competent paid caregivers. One productive step is to
demonstrate the benefits that good care achieves, as
described above. Not only does such information provide
encouraging feedback to those on the frontlines, but it also
can serve as the basis for societal re-education about the
value of investing in good LTC.

As the two of us reach an age at which the chances of
our needing LTC are real, we selfishly hope that the work
we have done will make things better for all of us. We
have come a long way since the year of our graduation,
but the task remains unfinished.
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