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Preface

In 2013, Michael D. Hurd, the director of the RAND Center for the Study of Aging,
and his colleagues published landmark research in the New England Journal of Medi-
cine on the monetary costs of dementia in the United States.! They estimated that
dementia, with costs of $159 billion to $215 billion annually, takes a higher economic
toll on the nation than heart disease or cancer. Based on the significant implications
of this information, Michael D. Rich, president and chief executive officer of the
RAND Corporation, tasked a team of investigators to consider public policies that
improve long-term services and supports for persons with dementia and the family
and friends who provide care for them, often at the cost of the caregiver’s own health
status and financial assets. With the generous support of a gift from longtime RAND
benefactor Charles J. Zwick and RAND Health, this study builds on the work of
Hurd and others at RAND with nonpartisan, objective research to propose a blueprint
for policy options identified by a range of stakeholders. RAND then evaluated these
policy options on impact and feasibility metrics. This blueprint offers policy options to
help decisionmakers improve the delivery of long-term services and supports, to bolster
the workforce that provides those services and supports, and to outline financing solu-
tions, with a focus on the needs of persons with dementia and their caregivers. These
policy options serve as a foundation upon which to engage stakeholders in a larger
debate and to build consensus on a set of policy recommendations.

This report results from the RAND Corporation’s Investment in People and Ideas
program. Support for this program is provided, in part, by the generosity of RAND’s
donors and by the fees earned on client-funded research. The research presented herein
was conducted jointly by RAND Health and RAND Labor and Population, divi-
sions of the RAND Corporation. Profiles of RAND Health and RAND Labor and
Population, abstracts of their publications, and ordering information can be found at

http://www.rand.org/health and http://www.rand.org/labor.html.
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http://www.rand.org/labor.html




Abstract

In 2010, 15 percent of Americans older than age 70 had dementia, and the number of
new dementia cases among those 65 and older is expected to double by the year 2050.
As the baby boomer generation ages, many older adults will require dementia-related
long-term services and supports (LTSS). This blueprint is the only national document
to date that engages local, state, and national stakeholders to specifically focus on
policy options at the intersection of dementia and LTSS.

The authors undertook five major tasks that resulted in a prioritized list of policy

options and research directions to help decisionmakers improve the dementia LTSS
delivery system, workforce, and financing. These were to

1.

PENTEN

Identify weaknesses in the LTSS system that may be particularly severe for per-
sons with dementia.

Review national and state strategies addressing dementia or LTSS policy.
Identify policy options from the perspective of a diverse group of stakeholders.
Evaluate the policy options.

Prioritize policy options by impact and feasibility.

Stakeholders identified 38 policy options. RAND researchers independently eval-

uated these options against prespecified criteria, settling on 25 priority options. These
policy options can be summarized into five objectives for the dementia LTSS system:

1.

NI

Increase public awareness of dementia to reduce stigma and promote earlier
detection.

Improve access to and use of LTSS.

Promote high-quality, person- and caregiver-centered care.

Provide better support for family caregivers of people with dementia.

Reduce the burden of dementia LTSS costs on individuals and families.

This policy blueprint provides a foundation upon which to build consen-

sus among a larger set of stakeholders to set priorities and the sequencing of policy
recommendations.
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Summary

Dementia: A Looming Epidemic

Today, roughly 15 percent of Americans older than 70—an estimated 3.8 million
people—are living with dementia.! By 2050, an estimated 13.8 million Americans
age 65 and older will have Alzheimer’s disease,” the most common form of dementia.
Alzheimer’s disease is the sixth leading cause of death in the United States and the fifth
leading cause of death for those age 65 and older.’ It is the only cause of death among
the top ten in the United States for which there is no cure, no form of prevention, and
no means of slowing its progression.* This public health burden increases when one
considers the generally long duration of disability and dependence associated with the
disease that requires long-term services and supports (LTSS). The burden of disease for
Alzheimer’s disease, measured by disability-adjusted life years, has also risen more than
any other disease in the United States from 1990 to 2010.>¢

Alzheimer’s disease and related dementias are among the most costly of medi-
cal conditions. In 2013, a groundbreaking RAND study was the first to quantify the
annual economic costs solely attributable to dementia in the United States.' The study
estimated these costs at somewhere between $159 billion to $215 billion annually—
sums that are similar to or greater than the costs attributable to heart disease or cancer.
Moreover, these costs could more than double by 2040. The vast majority of costs
associated with dementia among those 70 or older are attributable to LTSS rather than
to medical services. Yet the LTSS system has typically not been well aligned with the
needs of persons with dementia.

This report focuses on the LTSS system and its intersection with dementia care.
Our purpose is to provide our recommendations for the highest-impact policy options.
We also categorize them by the stakeholder groups that would have primary responsi-
bility for implementing them to assist stakeholders in organizing a plan of action.

Xi
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The Current State of Dementia LTSS

Service Delivery

LTSS can be provided by formal providers or informal caregivers. Informal care, which
we refer to as family care, is unpaid care that is usually in the form of assistance from
a relative or friend. The vast majority of LTSS—for all conditions, not just dementia—
are provided by informal caregivers: as much as 80 percent, according to one estimate.’
Although timely and accurate detection and diagnosis of dementia do not always occur
within the scope of LTSS, they are critical for effective planning for dementia care
and ensuring the quality of dementia care. However, unofficial estimates peg the pro-
portion of those with dementia who are formally diagnosed at roughly half.*"'* Fur-
thermore, studies report that as few as half of those with dementia and their families
receive support or guidance about its prognosis,'”'* and services available to them, fol-
lowing a diagnosis.'> '

An important trend in the delivery of services by formal caregivers over the past
20 years has been a deliberate “rebalancing” of care away from such institutional set-
tings as nursing homes and toward home- and community-based settings. This shift is
reflected in the share of Medicaid spending for home- and community-based services
(HCBS), which doubled between 1995 and 2011 and is growing at a much faster rate
than spending on institutional services. However, it is uncertain how this trend specifi-
cally affects dementia care.

There are several critical gaps and challenges in LTSS service delivery. While the
current LTSS landscape for dementia varies from state to state—largely because of dif-
ferences in state Medicaid programs, which finance the majority of LTSS that are not
paid for out of pocket—some general themes emerge on a national level.

As suggested above, detection and diagnosis remain problematic, and the use of
biomarkers and other cognitive assessment tools, though showing signs of progress,
remains in flux. The high cost of care also continues to pose a challenge. Publicly
financed home- or community-based services provided by formal caregivers remain
inaccessible for middle-income families because of Medicaid eligibility requirements.
These middle-income families pay for these services out of pocket. The percentage of
middle-class families that are expected to spend down their assets to Medicaid eligibil-
ity levels is projected to increase in the future, given the demographic changes stem-
ming from the aging of the baby boomers and the dearth of family caregivers available
to care for them.'® Persons with dementia frequently experience transitions across the
stages of dementia, including obtaining the initial diagnosis, advanced planning for
financial concerns and health care considerations, driving cessation, managing behav-
ioral symptoms, reduced decisionmaking capacity, changes in care settings, and pre-
paring for the end of life. However, the settings and facilities that provide LTSS during
these transitions frequently operate in silos with no overlap in or coordination across
data systems.
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Workforce

The dementia workforce is composed of both paid providers and family caregivers.
More than 15 million Americans currently provide family care to family members
or friends with dementia.” These informal caregivers, often referred to as family care-
givers,” typically shoulder a heavy burden: nearly 40 percent reported quitting jobs
or reducing work hours to care for a family member with dementia.'® Many of these
caregivers also experience negative physical and mental health effects.’® Women in
particular are more likely than men to suffer negative employment and health con-
sequences.” Moreover, family caregivers frequently report that they are inadequately
educated about the trajectory of dementia and community resources after a dementia
diagnosis has been made.?*?'

Demographic trends suggest that the current heavy reliance on family caregiving
is unsustainable. As the median age of the U.S. population, including baby boomers,
trends upward, there will be a growing imbalance between the number of people need-
ing care and family caregivers available to deliver it. To illustrate, the AARP Public
Policy Institute estimates that the ratio of caregivers aged 45—64 to each person aged
80 and older who needs LTSS will decline from 7:1 in 2010 to less than 3:1 in 2050.'

With respect to formal care, the majority of those who provide LTSS are direct
care workers, including nursing aides, home health aides, and personal- or home-care
aides.” Inadequate training for dementia in the direct care workforce has been iden-
tified as a main contributor to poor quality of life, poor quality of care, abuse, and
neglect in nursing homes.*”** This workforce would benefit substantially from training
in how to manage behavioral symptoms related to dementia.

Initiatives under way to improve training in dementia and elder care are a first step
toward addressing this need.** » Another significant gap in the LTSS workforce stems
from the growing imbalance between the demand for—and supply of—qualified, paid
workers. This shortage results from high turnover and difficulty attracting qualified
workers. Shortfalls in this workforce are often filled via the “gray market,” meaning
that untrained, low-cost caregivers are hired, leaving older adults vulnerable to poor or
unregulated care. Compounding this problem: Certification requirements for parapro-
fessional caregivers are low to nonexistent in most states, and federal requirements are
minimal (less than two weeks of training).

Financing

The costs of long-term paid caregiving for persons with dementia are high, and they
increase sharply as cognitive impairment worsens. According to RAND estimates, the
expense for home care borne by families (valued in terms of the replacement cost if
such care was purchased in the home care market) accounts for approximately 50 per-
cent of the costs of dementia care.! Furthermore, this estimate excludes economic costs
associated with the caregiver’s emotional well-being, health status, work productivity,
foregone leisure activities, and increased risk of injury or death.
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With respect to paid LTSS, Medicaid is the largest payer. Medicaid can cover
nursing home care and paid care provided in the home or community, as well as assis-
tance with personal care. In contrast, Medicare finances only hospice costs and a por-
tion of short-stay, post-acute care for Medicare beneficiaries.”'* > * However, Medicaid
eligibility rules in many states require that individuals have assets no greater than
$2,000. This restriction results in significant gaps in risk protection from high LTSS
costs. People with adequate resources who plan early enough turn to private long-term
care (LTC) insurance or out-of-pocket resources for financing, while lower-income
individuals are covered through Medicaid, leaving the middle-income population at
greatest risk for significant and possibly catastrophic LTSS cost with no readily avail-
able resources to finance their long-term dementia care. Inadequate personal savings
for LTSS may increase the proportion of the population that risk impoverishing them-
selves and depending on Medicaid coverage. Programs to address this gap—such as
the LTC State Partnership Program, currently available in 31 states to promote the pur-
chase of private LTC coverage—did not increase the uptake of LTC coverage as much
as expected,®® and private insurance companies continue to struggle to get individuals
to buy private LTC policies. At the same time, the costs of LTC policies continue to
rise. In 2013, the federal Commission on Long-Term Care outlined several alternative
mechanisms to address financing for LTSS but failed to reach consensus about the best
financing approach. The Bipartisan Policy Center currently has an initiative to develop
a plan for a sustainable means of financing and delivering LTSS and will issue policy
recommendations in late 2014 for all LTSS, regardless of disease or condition.

Policy Options at the Intersection of LTSS and Dementia

Approach
We first reviewed four publicly available national plans and reports for strengthen-
ing LTSS and dementia care. All of these plans and reports have outlined strategies
either for dementia®®=' or for LTSS,** % but none have focused exclusively on their
interrelationship. In addition, many of the strategies apply a top-down approach in
which federal agencies are mainly held responsible for implementing the strategies. In
our approach, we identified options through engagement with a range of stakeholders
from federal, state, and local levels, including patients, the public, purchasers, formal
and family providers, public and private payers, policymakers, and researchers. This
approach is necessary to involve stakeholders in a continuous process to more effec-
tively move policy forward. The result was a list of 38 priority policy options grouped
into three categories: service delivery, workforce, and financing. This three-domain
framework is the same used by the Commission on Long-Term Care.

To qualitatively determine which of the 38 dementia LTSS policy options were
the most promising, we evaluated these 38 options against 14 impact, equity, and feasi-
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bility criteria and summarized their impact (high or low), their feasibility (high or low),
and the stakeholders responsible for or affected by the policy option.

Priority Policy Options

We recommend that the 25 highest-impact policy options (Table S.1) should be consid-
ered for implementation immediately. Although our evaluation resulted in 25 priority
policy options, many options cannot be pursued in isolation from others and must be
bundled to optimize successful implementation and maximum impact on access, qual-
ity, and utilization of LTSS. One exception in which options conflict with each other
and cannot be undertaken simultaneously is the two national LTSS financing system
options to either create a national, voluntary opt-out public-private partnership insur-
ance program or to adopt a national single-payer insurance system. In this case, both
options were deemed as having high impact on dementia LTSS, but more research is
needed to understand which of the two priority options is most feasible, for example,
from a political standpoint. The 25 high-impact policy options are organized into five
objectives:

* Increase public awareness of dementia to reduce stigma and promote earlier detec-
tion of signs and symptoms.

* Improve access to and utilization of LTSS for persons with dementia.

* Promote high-quality, person- and family caregiver—centered care.

* Provide better support for family caregivers of people with dementia.

* Reduce the burden of dementia LTSS costs on individuals and families.

Meeting each objective requires efforts across multiple sectors and by numer-
ous stakeholders. Thus, we determined the primary stakeholders responsible for imple-
menting these policy options. In addition, we used the same framework as the Com-
mission on Long-Term Care and indicated which of the three domains each of the
policy options falls under: service delivery, workforce, or financing.

Implementation of Policy Options

The stakeholders who are primarily responsible for carrying out the 25 priority policy
options are providers, payers, and policymakers. Nonetheless, it is important to engage
all stakeholders who play a supportive role or who would be affected by implementa-
tion. Patients and providers are among the stakeholders most likely to be affected by
new policy, and they should therefore be engaged even when not designated to imple-
ment a policy. Cross-sector leadership for implementation can occur through multi-
stakeholder conventions, multi-actor plans, and clear assignments of roles and respon-
sibilities for implementation that maximize efficiency to overcome the silos that public
and private payers; multiple government agencies; and multiple private, professional,
and civic actors sometimes operate within.
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Table S.1
25 High-Impact Policy Options for Dementia LTSS

Policy Option

Primary Stakeholders
Responsible

Domain

Objective 1: Increase public awareness of dementia to reduce stigma and promote earlier detection of

signs and symptoms.

Create specialized and targeted outreach and education Providers—formal SD
programs for the public, caregivers, professional services Policymakers—fed, st, loc
organizations, and persons with younger-onset dementia.
Encourage providers’ use of cognitive assessment tools for Providers—formal SD
early dementia detection and recognition. Policymakers—fed, st, loc
Principal investigators
Objective 2: Improve access to and utilization of LTSS for persons with dementia.
Establish new and expand existing home- and community- Providers—formal SD
based services (HCBS). Policymakers—fed, st
Integrate web- and other technology-based services into Providers—formal SD
dementia LTSS. Policymakers—fed, st
Product makers
Create new and improve existing incentives for the direct Providers—formal W
care workforce. Policymakers—fed, st, loc
Expand nurse delegation laws in all states. Policymakers—fed, st wW
Broaden Medicaid HCBS waiver programs, self-directed Payers—public F
services, and states’ infrastructures. Policymakers—fed, st
Include HCBS and managed care in state Medicaid plans. Payers—public F
Policymakers—st
Refine Medicare post-acute care and hospice benefits. Payers—public F
Policymakers—fed
Objective 3: Promote high-quality, person- and family caregiver-centered care.
Establish Centers of Excellence models for dementia Providers—formal SD
residential care through the end of life. Payers—public, private
Policymakers—fed
Minimize transitions and improve coordination of care across Providers—formal SD
providers, settings, and stages of dementia. Policymakers—fed, st
Expand financial incentives for bundled home, community, Providers—formal SD
and institutional services. Payers—public, private
Policymakers—fed, st
Establish cross-setting teams for persons with dementia, Providers—formal, family SD
focused on returning the person to the community. Payers—public, private
Policymakers—fed, st
Encourage the use of quality measurement to ensure Providers—formal SD

consistent use of assessment tools for persons with dementia
and their family caregivers.

Payers—public, private
Policymakers—fed, st
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Table S.1—continued

Primary Stakeholders

Policy Option Responsible Domain
Identify persons with dementia jointly with their family Providers—formal SD
caregivers during emergent, acute, and post-acute care. Product makers

Standardize complementary assessment tools for persons Providers—formal SD
with dementia and their family caregivers. Policymakers—fed, st

Principal investigators

Create new and disseminate existing dementia best practices Providers—formal W
and training programs for professional and paraprofessional  Policymakers—fed, st, loc
care workers.

Provide specialized geriatric training to direct care Providers—formal W
professionals while in school. Policymakers—fed, st, loc

Objective 4: Provide better support for family caregivers of people with dementia.

Provide dementia-specific training and information about Providers—formal W
resources to family caregivers and volunteer groups.

Offer business and individual tax incentives to promote Policymakers—fed, st, loc w
family caregiving.

Expand financial compensation programs to family Payers—public, private W
caregivers. Policymakers—fed, st
Expand family-friendly workplace policies. Purchasers W

Policymakers—fed, st, loc

Objective 5: Reduce the burden of dementia LTSS costs on individuals and families.

Link private LTC insurance to health insurance. Payers—public, private F
Create a national, voluntary opt-out LTC insurance program Payers—public, private F
through a public-private partnership. Policymakers—fed, st

Adopt a national single-payer LTC insurance system. Payers—public F

Policymakers—fed

NOTES: fed = federal, st = state, loc = local, SD = service delivery, W = workforce, and F = financing.
Family caregivers are defined broadly and include informal caregivers who are relatives, partners,
friends, or neighbors who have a significant relationship with, and who provide a broad range of
assistance for, an older adult or an adult with chronic or disabling conditions.” Principal investigators
include researchers and research funders.
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Although some of these options are rated high for potential impact, they may face
significant barriers to implementation. In some cases, the barriers are legal in nature.
Existing legislation may need to be modified or removed, or new legislation may be
needed to authorize the policy, as in the proposed expansion of HCBS programs. Bar-
riers may also be operational, as in the proposed links between LTC insurance and
health insurance products. Or barriers may be political, as in the expected opposi-
tion by some parties to a single-payer LTC insurance system or to a voluntary opt-out
public-private partnership insurance program. Barriers to implementation, however,
can change quickly, and every effort should be made to reduce or eliminate them.

Priority Research Directions

The primary objective of this report was to identify and evaluate policy options. As
a byproduct of our stakeholder discussions, five priorities for future research were
also identified. These research options represent stakeholders’” perceptions of the most
urgent research priorities and are only a subset of a longer list of research directions that
should be undertaken to support the implementation of policy options outlined in this
blueprint. Stakeholders suggested research investment in the following areas:

* applied research programs on the delivery of dementia LTSS

* costs and quality of dementia care provided through nurse delegation programs

e LTSS financing solutions for the federal government and persons with dementia

e impact of Medicare reforms on dementia care

* uptake of private LTC insurance and consumer understanding of Health Insur-
ance Portability and Accountability Act (HIPAA) tax incentives.

Comparison of the RAND Blueprint with Other Dementia or Long-Term Services
and Supports National Plans and Reports

Stakeholders identified ten policy options unique to our report that did not appear in
the National Plan or the three national reports. These ten unique policy options gener-
ally focused on topics that highlight challenges that may be exacerbated for dementia,
including its progressive nature, the presence of difficult-to-manage behavioral symp-
toms, the strong dependence on family caregivers for support, and the need for finan-
cial planning because of high LTSS costs. Our findings suggest that the 25 priority
policy options for dementia LTSS are in line with and further support the broader
LTSS recommendations made by the Commission on Long-Term Care.*> % Neverthe-
less, as the numbers of the U.S. older adult population and the numbers of those with
dementia swell, these ten unique policy options may also be important to turn to in
the near term.
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Conclusion: A Blueprint for LTSS Through the Lens of Dementia Care

This blueprint provides 25 priority policy options that address challenges with (1) stigma
and early detection of signs and symptoms of dementia that can affect downstream
access to care and quality of care; (2) inadequate access to—and measurement of—
quality LTSS; (3) fragmented delivery systems that may affect persons with dementia
more severely because of the heavy reliance on services both outside and inside the tra-
ditional health care system and on family caregivers; (4) insufficient resource-finding
infrastructure, employer programs, and financial resources to support family caregiv-
ers of people with dementia; and (5) insufhicient public and private options to help
individuals and their families deal with the potentially crushing costs associated with
dementia LTSS.

Dementia presents distinctive issues within the LTSS system because of its high
prevalence, progressive nature, effects on behavior and ability to self-manage care due
to impaired cognitive and decisionmaking capabilities, frequency of care transitions,
risk of elder abuse, high rate of comorbid health conditions, heavy reliance and result-
ing health impacts on caregivers, and higher costs associated with LTSS compared to
other chronic conditions in late life.

The strengths of our study include the engagement of interviewees representing
stakeholder perspectives from across the health care system, the evaluation of policy
options across 14 criteria, and the prioritization and comparison of policy options with
options recommended by other national efforts. More importantly, this is the only
evaluation that places a spotlight on policy options in LTSS for dementia specifically.
Despite these strengths, we note several limitations.

Future work should include convening a larger group of stakeholders to assign
low, moderate, or high strength-of-evidence metrics to each of the 14 impact, feasibil-
ity, and equity ratings and to build consensus on how best to select and carry out pri-
ority policy options. This larger sample of stakeholders should consider whether policy
options could have varied results depending on the types of dementia. Future research
should also undertake a stakeholder-engaged process to prioritize research needs, much
like those conducted previously for LTSS research.? The qualitative rating approach we
used should be supplemented by conducting systematic literature reviews of evidence-
based programs, analyses of each policy option’s cost-effectiveness, and analyses using
existing administrative and clinical data. These types of studies would facilitate a better
understanding of the strength of evidence for each rating and relative importance of
policies in terms of allocation of resources and urgency of implementation.

In the process of consensus-building, we recommend that dementia LTSS stake-
holders work together to develop metrics—key performance indicators of LTSS
system performance for persons affected by dementia—in order to monitor progres-
sive improvements on each of the five overarching objectives. Examples of metrics may
include
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* a target percentage of the estimated population with dementia that has received
a diagnosis

* atarget percentage of the Medicaid-eligible diagnosed population that has a qual-
ity care plan and is receiving desired HCBS

* cross-setting teams and person-centered care plans for a target percentage of per-
sons with diagnosed dementia

* dementia-specific training received by a target proportion of family caregivers
within a specific time frame following a diagnosis

* a target percentage reduction in median out-of-pocket dementia LTSS costs for
persons with dementia and their families.

Process metrics may also be measured, including the extent of communication
between stakeholders, the number of panel roundtable discussions that take place, the
amount of research funding allocated to determine data sources, the establishment of
monitoring plans for meeting metrics, and the adoption of responsibility for taking
action on metrics by stakeholders across multiple sectors.

In conclusion, it is our hope that this research will highlight the need for stake-
holders to focus on dementia LTSS policies and will serve as the foundation for a larger
group of stakeholders to build consensus around the dementia LTSS policy options
that should be pursued most urgently.
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CHAPTER ONE
Introduction

Statement of the Problem

Dementia is a debilitating and progressive condition that affects memory and cognitive
functioning, results in behavioral and psychiatric disorders, and leads to decline in the
ability to engage in activities of daily living and self-care.”” In 2010, 14.7 percent of per-
sons older than age 70 in the United States had dementia. With the expected doubling
of the number of Americans age 65 or older from 40 million in 2010 to more than 88
million in 2050, the annual number of new dementia cases is also expected to double
by 2050, barring any significant medical breakthroughs.*

Alzheimer’s disease, which accounts for 60 to 80 percent of dementia cases, is the
sixth leading cause of death in the United States overall and the fifth leading cause of
death for those age 65 and older.? Additionally, recent research suggests that deaths
attributable to Alzheimer’s disease might be underreported such that it could be the
third leading cause of death overall.’ It is the only cause of death among the top ten
in the United States without a way to prevent it, cure it, or even slow its progression.*
In addition to Alzheimer’s disease, some of the other common types of dementia and
conditions that cause dementia include

e vascular dementia

* Lewy body dementia

* frontotemporal dementia
* Huntington’s disease

e Parkinson’s disease

* traumatic brain injury.

In 2013, Michael Hurd and colleagues at RAND published a landmark study on
the monetary costs of dementia in the United States.! He and his colleagues estimated
that the condition, with costs of $159 billion to $215 billion annually, takes a similar
or greater economic toll on the nation than heart disease or cancer. The fiscal year 2014
bill summary of the Senate Committee on Appropriations noted that the total pay-
ments for health care, long-term services and supports (LTSS), and hospice for people
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with dementia are projected to increase from $203 billion in 2013 to $1.2 trillion in
2050. Costs for Medicare and Medicaid related to dementia are estimated to rise by
500 percent.

As the baby boomers age, the number of Americans who will need LTSS is
expected to double by 2050.%® 'This cohort is approaching the peak age of dementia
onset. With more single-parent and single-child households, the fact that caregiving is
most frequently provided by family caregivers raises the question of who will take care
of the growing number of older adults who may develop dementia. In addition, life
expectancies have increased so that it is possible for two generations within one family
to be living with dementia at the same time.

The current acute and LTSS system is fragmented and costly to federal and state
governments and to families who incur out-of-pocket costs not covered by public or
private insurance. It is clear that current policies must be adapted to support the pro-
jected increase in the number of persons with dementia who will need LTSS in the
coming decades.

Goals of the RAND Dementia LTSS Blueprint

Gaps in the LTSS system and dementia care overlap to a great extent. This blueprint
identifies policy options that could be undertaken to address challenges at the intersec-
tion of LTSS and dementia. It also identifies the stakeholders who could take the lead
on the implementation of these policy options. We interviewed a sample of stakehold-
ers representing the larger population of dementia LTSS stakeholders and asked them
two key questions:

1.  What problems or challenges do they face in the delivery of care, development
of policy, and research on LTSS for persons with dementia?
2. How can policy address those challenges?

We then outlined the policy options identified by stakeholders and evaluate those
options on impact and feasibility of implementation. These evaluations informed our
blueprint for the most impactful policy options for dementia LTSS stakeholders to
undertake in the near term.

Our analyses serve as a foundation upon which to engage stakeholders in a larger
debate and to conduct robust evaluations to build consensus on a set and sequencing
of policy recommendations to pursue. While our goal was to outline priority policy
options, individual policy options cannot be pursued in isolation from others. As such,
we note which policy options could be bundled to optimize successful implementation
and maximum impact on access, quality, and utilization of LTSS, even if a policy is not
a priority policy option identified in our evaluation.
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This blueprint is intended for use by policymakers, providers, researchers, advo-
cates, caregivers, and persons with dementia. We have organized the blueprint around
five main goals:

1. Identify gaps in dementia LTSS within three domains: service delivery, work-
force, and financing.

2. Review national plans and reports on dementia or LTSS policy.

3. Identify policy options to address gaps in the LTSS system for persons with
dementia, from the perspectives of a diverse array of stakeholders.

4. Conduct an independent evaluation of policy options.

5. Prioritize policy options by impact, feasibility, dementia stage, and stakeholder

group.

Although the policy options outlined in this blueprint may not have broad appli-
cation to other countries, a global agenda must be pursued, as the prevalence of demen-
tia globally is expected to triple between 2013 and 2050, while at the same time
developing countries will experience increasing rates of female participation in the
workforce, longer life expectancies, and diminishing family sizes, which may affect
the LTSS systems in these countries. These movements toward a global agenda include
efforts currently under way by the World Health Organization and the action steps fol-
lowing the U.K.-hosted Dementia Summit held in December 2013 to create a Global
Fund and an interparliamentary group to tackle dementia. Cross-national performance
assessments of dementia LTSS systems can also be developed that would measure sys-
tems’ performance against metrics.

Why Focus on the Intersection of Dementia LTSS?

The vast majority of costs—between 75 percent and 84 percent—associated with
dementia among those 70 and older are attributable to LTSS, rather than medical
services.! Moreover, there are significant additional costs attributable to increased use
of medical services by persons with dementia because of family caregivers’ potential
inability to manage behaviors, falls, and acute episodes related to comorbidities due
to reduced self-management capabilities for persons with dementia.** LTSS include
assistance with activities of daily living (e.g., bathing, dressing, eating, and walking),
instrumental activities of daily living (e.g., meal preparation, medication management,
transportation), and health maintenance for people with limitations because of physi-
cal, cognitive, chronic, or developmental conditions. Because the study by Hurd and
colleagues found that a high proportion of dementia costs are related to nursing home
care and formal and family home care, we contend that the most promising avenues



4 Improving Dementia Long-Term Care: A Policy Blueprint

for policy action with near-term benefits related to dementia involve focusing on the
intersection between dementia and LTSS.

The current LTSS landscape suggests that there is considerable room for improve-
ment in the system; more could be done to align the system with the needs of demen-
tia patients and caregivers. Below we discuss challenges that are especially relevant for
dementia care, as well as gaps in the current state of service delivery, workforce, and

financing for dementia LTSS.

Caregiving for Persons with Dementia Is Especially Challenging

LTSS can be provided through informal and formal means. Informal care, which we
refer to as family care, is defined as assistance from a relative, partner, friend, or neigh-
bor who has a significant relationship with, and who provides a broad range of assis-
tance for, an older adult or an adult with chronic or disabling conditions."” Formal care
is provided by paid caregivers.

The magnitude of the challenges associated with dementia LTSS is large if one
were to consider formal caregiving alone. Persons with dementia experience, on aver-
age, more care settings and more transitions between care settings than do older adults
with other chronic conditions.”" Regardless of health condition, these transitions, par-
ticularly those following hospital discharges, are periods of major risk of medical errors
and infections, stress, and agitation that can lead to future hospital readmissions and
delirium.*** Moreover, LTSS providers usually store data in systems that are not inte-
grated, which can contribute to fragmentation of care, lack of coordination between
services, and duplication of services.*!

Most diseases and conditions that cause dementia are progressive, and there are
currently no treatments to halt the progression of the condition or its symptoms. The
hallmark symptoms of dementia are impaired cognition and function. As such, per-
sons with dementia are less able to self-manage their typically multiple comorbidities.
Persons with dementia have a greater reliance on family caregivers, and for a longer
period of time, for assistance with activities of daily living when compared with older
adults receiving care for other diseases.~*® As one indicator of the greater need for
formal care among persons with dementia, 48.5 percent of nursing home residents and
30.1 percent of home health patients in 2012 had dementia.”

Over time, persons with dementia may experience further behavioral and func-
tional declines, fail to recognize loved ones, lower their social filters, and become ver-
bally and physically combative.”’ As a result, they may become more abusive and be
abused themselves, increase their isolation, and rely more heavily on their caregivers.
Recent research suggests that abuse is commonly experienced by people with demen-
tia,”® with approximately half of people with dementia having experienced some kind
of verbal, physical, or psychological abuse or neglect from their caregivers.” Moreover,
persons with dementia are thought to be at greater risk for abuse compared to older
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adults without dementia.”* This may be due to their cognitive impairment, loss of abil-
ity to communicate challenges, and increased dependence on their caregivers.

Persons with dementia assessed in primary care settings have 2.4 chronic medi-
cal conditions on average,”® and persons with dementia or cognitive impairment have
more serious comorbidity than those without cognitive impairment.“® Although there
is little evidence to suggest that the number of comorbid conditions is different for
persons with and without dementia,™ it is possible that the inability to self-manage for
comorbid conditions results in the higher costs observed for persons with dementia and
comorbid conditions compared to those without dementia with the same comorbid
conditions.’® This might also explain why community-dwelling elderly Medicare ben-
eficiaries with dementia were more likely than others to be hospitalized and visit the
emergency department in a given year, both overall and also for potentially avoidable
conditions.” LTSS needs for persons with dementia evolve toward ever-greater inten-
sity of care, and they typically experience more transitions in care than those without a
dementia diagnosis,” from family care settings to formal home- and community-based
services (HCBS) to institutional care, as well as from acute care to skilled nursing care
to institutional care or HCBS. Coexisting medical conditions influence where a person
with dementia is likely to receive the best care,’® the kinds of help he or she needs from
family and formal caregivers, the costs of care,’® and, therefore, the kinds of training
and support those caregivers need to provide high-quality care.

Vulnerable Populations Are at Risk for Dementia and Inadequate LTSS Coverage
Persons with a family history of dementia, racial/ethnic minorities, and individuals
with lower education and incomes are more likely to be diagnosed with dementia.””°
Lower-income individuals are also less likely to be able to pay for private long-term care
insurance or formal HCBS.

Individuals with Down syndrome represent another vulnerable population. Stud-
ies suggest that more than 75 percent of those with Down syndrome age 65 and older
have Alzheimer’s disease, which is nearly six times higher than the disease’s rate among
those age 65 and older who do not have Down syndrome.®® Individuals with Down
syndrome usually have formal LTSS coverage through Medicaid. However, any reli-
ance on parent caregivers becomes more challenging as individuals with Down syn-
drome and their parents age.

Individuals with younger-onset dementia (onset before age 65) may not receive
accurate diagnoses, are not covered by Medicare without an eligible disability, may
be at greater risk for early departure from the workforce, and are at risk for loss of
employer-sponsored health insurance. These patients may therefore be considered an
especially vulnerable population.

Persons with advanced dementia, greater severity and longer duration of symp-
toms, and lower responsiveness to interventions are also at risk for inadequate LTSS
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coverage. Measures of symptom heterogeneity and heterogeneity of treatment effects
might therefore also be considered important indicators of vulnerability.

The LTSS Delivery System Is Fragmented, and Quality of Care Is Variable

LTSS can be provided by formal providers or informal caregivers. Informal care, which
we refer to as family care, usually means unpaid assistance from a relative or friend.
The vast majority of LTSS—for all conditions, not just dementia—are provided by
informal caregivers: as much as 80 percent, according to one estimate.” Though detec-
tion and diagnosis do not always occur within the scope of LTSS, they are critical to
planning for dementia care, especially for those in the early stages of dementia. Yet,
although there is no figure for the proportion of those with dementia who are for-
mally diagnosed, informal calculations estimate the proportion at roughly half.®® 1
Furthermore, studies report that few individuals with a dementia diagnosis and their
families receive support or guidance about its prognosis,' * its trajectory, and com-
munity resources following a diagnosis.'*?* ¢' Although federal mandates exist for the
measurement of nursing home care, poor quality and weak federal oversight remain
major problems.

An important trend in the delivery of services by formal caregivers over the past
20 years has been a deliberate “rebalancing” of care away from such institutional set-
tings as nursing homes and toward HCBS. This shift is reflected in the share of Med-
icaid spending for HCBS, which doubled between 1995 and 2011" and is growing at a
much faster rate than spending on institutional services. However, it is uncertain how
this trend specifically affects dementia care because there are no measures for quality of
care, such as improvement in rates of post-diagnostic care, LTSS resource availability
and utilization, and care outcomes.

There are several critical gaps and challenges in LTSS service delivery. As noted,
detection and diagnosis remain problematic, and the use of biomarkers and other
assessment tools, though showing signs of progress, remains in flux. The high cost of
care also continues to pose a barrier to accessing the LTSS system. Formal home- or
community-based care and institutional care remain inaccessible for middle-income
families due either to Medicaid requirements, which restrict eligibility to those with
assets below $2,000, or to the high cost of private LTC insurance.'” Finally, system
fragmentation and a lack of coordinated care across settings pose challenges.** ¢ ¢
Research has shown that involving caregivers in care decisions and transitions is criti-
cal to promoting high-quality care and avoiding adverse events.®* However, this does
not occur systematically because primary care, ambulatory care, emergency care, acute
care, post-acute care, and community and institutional LTSS facilities and providers
typically operate in silos with no overlap in data systems.
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The Dementia LTSS Workforce Is Insufficiently Staffed, Trained, and Supported
Most of the burden of caring for people with dementia is shouldered by family and
friends. More than 15 million Americans currently provide family care to relatives or
friends with dementia.’ These family caregivers” typically shoulder a heavy burden:
Nearly 40 percent reported quitting jobs or reducing work hours to care for a family
member with dementia.”® Many of these caregivers also experience negative physi-
cal and mental health effects. Sixty-five percent of family caregivers are female,” and
female caregivers are more likely than male caregivers to suffer negative employment
and health consequences.” Family caregivers may also find themselves dealing with
a range of behavioral challenges that are more common to dementia than to other
chronic conditions in late life: wandering, incontinence, agitation, paranoia, repetitive
speech, sleeplessness, poor hygiene, outbursts and sexually inappropriate actions, hal-
lucinations, and shadowing or following others around.®

Caregivers who care for family members with dementia, on average, experience
more stress, give up their vacations or hobbies more often, have less time for other family
members, and report more work-related difficulties than those who care for persons with
other physical impairments.®”
sion,*” 7 higher rates of utilization of clinical and acute care services,’

They also experience higher rates of anxiety and depres-
! and, in some
cases, higher risk of mortality.”> "> Caregivers of family members with dementia spent
more hours per day providing care compared to caregivers of persons without demen-
tia, and even compared to persons with cognitive impairment that is not dementia.”” As
symptoms of dementia progress, the need for care and supports for caregivers may inten-
sify; persons with dementia generally receive more care from family members and other
unpaid caregivers as the condition progresses.” While interventions exist to help reduce
the negative aspects of dementia family caregiving, their effects on caregivers and the care
recipients are variable, and it is unclear whether there are any differences in the effects of
these interventions by clinical, racial/ethnic, and socioeconomic characteristics.>

With respect to formal care, about 70—80 percent of those who provide LTSS
are direct care workers,” including nursing aides, home health aides, and home- or
personal-care aides. This workforce benefits substantially from training in how to
manage behavioral symptoms related to dementia. Inadequate training for dementia
in the direct care workforce has been identified as a main contributor to poor quality
of care, abuse, and neglect in nursing homes.”® Another significant gap in the LTSS
workforce stems from the growing imbalance between the demand for—and supply
of—qualified paid workers.?*”” This shortage results from high turnover and difficulty
attracting qualified workers. Shortfalls in this workforce are often filled via the “gray
market,” meaning that untrained, low-cost caregivers are hired, leaving older adults
vulnerable to poor or unregulated quality of care.”®

Over the longer term, shortages in both the paid and unpaid workforces are
expected to worsen. Demographic trends suggest that the heavy reliance on family
caregiving in particular is unsustainable. As the median age of the U.S. population
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trends upward and family sizes shrink, there will be a growing imbalance between the
number of people needing care and those available to deliver it.'

LTSS Are Expensive, and Financing Mechanisms Are Inadequate for Many Families
The costs of long-term caregiving for persons with dementia are high, and they increase
sharply as cognitive impairment worsens. According to RAND estimates, the expense
for home care borne by families (valued in terms of the replacement cost if such care
was purchased in the home care market) accounts for approximately 50 percent of the
costs of dementia care.! Furthermore, this estimate excludes economic costs associated
with the caregiver’s emotional well-being, work productivity, foregone leisure activities,
and increased risk of death.

With respect to paid LTSS, Medicaid is the largest single payer.?>” Medicaid can
cover nursing home care and paid care provided in the home or community, as well
as assistance with personal care, for very—low-income segments of the population. By
contrast, Medicare finances only hospice costs and a portion of short-stay, post-acute
care for Medicare beneficiaries.” 2> %" The Alzheimer’s Association™®* has estimated that
the average per-person Medicaid spending for Medicare beneficiaries age 65 and older
with dementia is 19 times higher than the average per-person Medicaid spending for
comparable Medicare beneficiaries without dementia.

However, Medicaid eligibility rules in many states require that individuals have
assets no greater than $2,000, and this restriction results in significant gaps in financ-
ing. People with adequate resources who plan early enough turn to private LTC insur-
ance for financing, while lower-income individuals are covered through Medicaid,
leaving a vast middle-income population with no viable options for financing long-
term dementia care other than spending their savings. Given often inadequate levels of
retirement savings, this may result in widespread impoverishment in the coming years.
Programs to address this gap—such as the LTC State Partnership Program, currently
available in 31 states to promote the purchase of private LTC coverage—have not sub-
stantially increased the uptake of LTC coverage,”® and private insurance companies
continue to struggle to get individuals to buy private LTC policies. At the same time,
the costs of LTC policies continue to rise. In 2013, the federal Commission on Long-
Term Care outlined several steps to address financing for LTSS, but it failed to reach
consensus about the best financing approach. The Bipartisan Policy Center currently
has an initiative to recommend a sustainable means of financing and delivering LTSS,
and it will issue policy recommendations in late 2014.

RAND’s Blueprint Builds on Current U.S. Dementia or LTSS Strategies

National Dementia Plans

In response to aging trends in the United States, combined with the growing demen-
tia epidemic, the National Alzheimer’s Project Act (NAPA) was signed into law in
January 2011. NAPA called for a national plan for dementia, and in May 2012, the
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first National Plan to Address Alzheimer’s Disease (National Plan)® was published.
We reviewed this 2012 National Plan, the 2013 update to the 2012 National Plan,?
and the Alzheimer’s Foundation of America’s (AFA) 2012 Time to Build report.®' The
National Plan provides a solid strategy to address dementia care needs in the United
States. Although the plan has five goals, federal investment allocated within NAPA is
most heavily focused on improvement for prevention and treatment research rather
than on improvement in care and support. Improvements to the quality, access, avail-
ability, and affordability of LTSS are needed to address current and ongoing needs of
the 5.2 million Americans currently afflicted with Alzheimer’s disease, which account
for 60—80 percent of dementia cases, and 15 million family caregivers.” An overview
of the National Plan and a comparison of the National Plan and the AFA report are
presented in Appendix B (Tables B.2—B.6). The appendixes to this report are available
for PDF download at www.rand.org/t/RR597 under the download tab.

National LTSS Plans

In 2010, the federal government tried to boost long-term care for the aging with the
Community Living Assistance Services and Supports (CLASS) Act. The act proposed
a voluntary, opt-out long-term care insurance program. However, because the admin-
istration deemed it too difficult to implement and financially unsustainable, the pro-
vision was repealed as part of the American Taxpayer Relief Act.**=* Following the
dissolution of the CLASS Act, a bipartisan, 15-member federal Commission on Long-
Term Care outlined a plan for LTSS in September 2013, containing 28 specific recom-
mendations in the domains of service delivery, workforce, and financing.’” In addition,
an alternative report was issued by five members of the Commission on Long-Term
Care® regarding finance issues. A comparison of these LTSS reports is presented in
Appendix B (Tables B.7-B.9; the appendixes are available at www.rand.org/t/RR597
under the download tab).

State Dementia Plans

Although national plans and policies provide guidance and structure on how to improve
dementia LTSS, the implementation of such policies often occurs at the state or local
level. As of March 2014, 36 states have dementia plans, and 7 states are in the process
of developing plans.®® Most of the state plans outline goals and recommendations, and
many provide information about local resources. The Alzheimer’s Association reviewed
state dementia plans that were available in 2012 and provided a side-by-side com-
parison of state plans by domain.®” We summarize the 2012 Alzheimer’s Association
comparison of LTSS-related recommendations in Appendix B (Table B.10; the appen-
dixes are available at www.rand.org/t/RR597 under the download tab). Overall, state
dementia plans address the LTSS domains of public awareness, early detection and
diagnosis, care and case management, quality of care, health care system capacity,
training, workforce development, HCBS, long-term care, caregivers, research, brain
health, data collection, safety, legal issues, and state government structure. However,
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state dementia plans vary in the domains they cover and in the level of detail provided
within each domain. States also differ in their current stage of implementation, and
there is substantial variability in the capacity and quality for LTSS across states.®®

‘The majority of formal LTSS for low-income populations are paid for by Medic-
aid, and state Medicaid staff provide the front-line interaction with beneficiaries. State
insurance commissions regulate the private LTC insurance market, which is currently
the only LTC insurance option for individuals who are not eligible for Medicaid. States
with innovative dementia care programs and policies often provide evidence to support
the scaling-up of such programs to a national level. While states play an important role
in care innovation, clinical translation, and implementation of evidence-based research
programs for the service delivery, workforce, and financing of dementia LTSS, blue-
prints such as this document can serve as guidance for policymakers at various levels,
as well as functioning as a motivating force for federal dollars to be allocated to states
in order to build capacity to administer front-line LTSS to state residents. For example,
the Healthy Brain Initiative and its road map series have provided guidance on how
national and state partnerships along with local aging services can connect and col-
laborate in order to address cognitive health.®

RAND'’s Blueprint Focuses on U.S. Dementia LTSS

While there is overlap between current dementia plans and LTSS policy recommen-
dations, only the NAPA process emphasized the intersection between dementia and
LTSS. In our view, however, NAPA did not not adequately define a comprehensive,
multisector implementation pathway for its policy recommendations. The importance
of this intersection is apparent, given the growing dementia epidemic and the need for
focused policies and programs to address the LTSS issues for persons with dementia
and their caregivers and the high costs of dementia, particularly out-of-pocket LTSS
costs. To our knowledge, no national plan to date has focused on multisector strategies
specifically for dementia LTSS.

Most strategies to date outline policy recommendations for which mainly fed-
eral and sometimes state agencies are held responsible for implementing strategies. By
contrast, our goal was to create a blueprint that was driven not only by federal poli-
cymakers, but that also incorporates the priority challenges and policy options identi-
fied by state and local public and private stakeholders, including patients, providers,
purchasers, payers, policymakers, and researchers. This stakeholder-engaged approach
is also necessary to involve stakeholders in a continuous process to move policy for-
ward. Indeed, the World Health Organization’s strategy document Dementia: A Public
Health Priority® notes that involving stakeholders in a collaborative process to identify
issues that are important to them is key, stating, “sustained action and coordination
is required across multiple levels and with all stakeholders—at international, national,
regional and local levels.”
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Organization of the Report

This report contains three chapters. Chapter Two presents the dementia LTSS policy
options that we identified through our stakeholder engagement process, and our map-
ping of these policy options against existing action steps recommended by national
plans and reports on either dementia or LTSS. Chapter Three reports on RAND’s
evaluation of those policy options and prioritization of policy options by impact, fea-
sibility, stage of dementia, and stakeholder group. We conclude Chapter Three with
our recommendations for a blueprint to improve dementia LTSS in the United States.

A separate document titled Improving Dementia Long-Term Care: Appendixes (the
appendixes are available at www.rand.org/t/RR597 under the download tab) provides
a more detailed description of the current state of LTSS service delivery, workforce, and
financing; a summary of prior dementia or long-term care plans and reports; the land-
scape of current action steps in existing plans or reports on either LTSS or dementia;
detailed methods for the stakeholder-led identification of policy options; full descrip-
tions of the policy options; RAND’s evaluation of those policy options against 14 cri-
teria; and our organization of the policy options by stakeholder group and stages of
dementia.


http://www.rand.org/t/RR597




CHAPTER TWO

Stakeholder-Engaged Policy Identification

Overview

As described in the previous chapter, this blueprint is meant to jointly address long-
term care and dementia policy challenges and solutions. As such, a key goal was to
gather insight from individuals with a variety of perspectives about the challenges asso-
ciated with delivering LTSS for persons with dementia and to identify policy options
that could address those challenges.

In this chapter, we present the methods and results of RAND’s stakeholder-
engaged policy identification process. We first provide a brief overview of our stake-
holder identification and interview methods. The remaining sections present the
38 policy options that were identified by stakeholders during interviews, as well as a
brief comparison of the policy options with recommendations made in other reports.

Methods for Identifying and Evaluating Policy Options

We adopted a recently developed taxonomy known as the 7Ps framework® to iden-
tify 30 interviewees. (See Appendix C for more details; the appendixes are available at
www.rand.org/t/RR597 under the download tab.) Table 2.1 presents general descrip-
tions of the interviewees and the stakeholder categories they represented. In this report,
family caregivers are identified as patients when services are delivered to a family care-
giver. Alternatively, family caregivers are identified as providers when LTSS are deliv-
ered by a family caregiver.
We conducted structured interviews by telephone around two key questions:

1.  What problems or challenges do you face in the delivery of care, development
of policy, or research on LTSS for persons with dementia?
2. How can policy address the problems or challenges you identified?

Data from each interview were independently extracted by two research staff and adju-
dicated in conference. Initially, 184 policy options were identified. After assigning thematic
codes to each of the options,”" we combined and synthesized similar policy options by the-
matic code, until the smallest number of policy options was identified without altering the
meaning and intentions of the policy options. We arrived at a final list of 38 policy options.

13
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Table 2.1

Summary of Stakeholders Interviewed

Category Types N
Patients and public Patients, patient advocates, family caregivers 7
Providers Formal and family caregivers, LTSS providers 8
Purchasers Public and private employers 2
Payers Private insurers, Medicare, Medicaid 4
Policymakers Federal and state regulators, associations 5
Product makers Drug, device, and health information technology manufacturers 0
Principal investigators  Health and human services, aging, and dementia policy 4

researchers and research funders

TOTAL 30

We present these 38 stakeholder-identified policy options in their entirety. That
is, we report the options without applying any preconceived presumptions about the
existence or magnitude of the problems identified. We note that we reported the policy
options as stated by the stakeholders, and we did not confirm, via systematic reviews
of evidence-based practices or original data analyses, that the policy option that was
suggested as a solution to a challenge was in fact the correct solution. We present these
policy options to serve as the foundation for ongoing deliberations to assess the correct-
ness, relative importance, and timeliness of each challenge and policy option.

To evaluate the policy options, we applied 14 criteria, described in Table 2.2,
that were grouped into three domains: impact, equity, and feasibility. The methods
for selecting these evaluation criteria are provided in Appendix C (the appendixes are
available at www.rand.org/t/RR597 under the download tab). Two RAND reviewers
independently evaluated the 38 policy options by applying stoplight ratings for each
policy option against the 14 criteria. Stoplight ratings include a green indicator for
policy options that achieve their desired effect, yellow for options achieving a neutral
effect, red for options achieving an undesired effect, and gray for an undetermined
effect. Reviewers’ stoplight ratings were compared, and differences were adjudicated in
conference. Appendix C presents detailed methods for identifying and evaluating the
policy options.

Stakeholder-ldentified Policy Options

The 38 policy options identified by our stakeholders are presented in Tables 2.3,
2.4, and 2.5 and are grouped into the same three categories used by the Commis-
sion on Long-Term Care: service delivery, workforce, and financing.? In the descrip-
tion column, we indicate policy options that may be grouped together and those
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Table 2.2
RAND Evaluation Criteria
Dimension Criterion Description
Impact Access Awareness Patient and caregiver knowledge of needs and available
services
Availability Capacity of local services and resources
Utilization Use of services and resources
Quality Effectiveness Delivery of services that improve patient and caregiver
outcomes
Safety Avoidance of injuries
Coordination Care integration across dementia stages and settings
of care
Patient and Alignment with patient and caregiver choice,
caregiver preferences, and values
satisfaction
Equity Equity Equity Low variation in access and quality by sociodemographic
characteristics
Feasibility — Cost Efficiency Cost per unit of improvement
Financing Viability and sustainability of funding
Implementation Legal Feasibility under current laws or regulations or support
feasibility for new legislation or regulations
Political Support from stakeholder groups
feasibility
Operational  Ease of and capacity for implementation
feasibility
Time frame Speed of implementation

that may not be compatible with others. Appendix D (the appendixes are available at
www.rand.org/t/RR597 under the download tab) contains detailed descriptions of the
policy options, the rationale for each policy option based on the two key questions we
asked the stakeholders, and our evaluation of the policy options on the 14 criteria.
Each policy option has been assigned a number, which does not reflect priority
status. Rather, these numbers provide linkages across the report for easy identification.
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Table 2.3
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Stakeholder-Identified Policy Options for Dementia LTSS Service Delivery

Number

Policy Option

Description

Service Delivery

SD.1

SD.2

SD.3

SD.4

SD.5

SD.6

SD.7

SD.8

Minimize transitions and
improve coordination

of care across providers,
settings, and stages of
dementia.

Identify persons with
dementia jointly with
their family caregivers
during emergent, acute,
and post-acute care.

Use patient monitoring
technology to assist in
dementia LTSS.

Integrate web- and
other technology-based
services into dementia
LTSS.

Create specialized and
targeted outreach and
education programs for
the public, caregivers,
professional services
organizations, and
persons with younger-
onset dementia.

Standardize
complementary
assessment tools for
persons with dementia
and their family
caregivers.

Encourage the use of
quality measurement to
ensure consistent use
of assessment tools for
persons with dementia
and their family
caregivers.

Establish new and
expand existing home-
and community-based
services.

Establish standards for coordination of formal and family care,
settings, and workforce; use navigators as LTSS counselors
(navigators provide counsel on understanding a diagnosis, what
treatments are available, and finding and enrolling for services);
address access, quality, and outcomes challenges; have all facilities
assess cognitive function and allow the assessments to travel with
patients across care settings; change reimbursement to encourage
providers to work together on transitions; and establish
communications channels between care settings and providers.

Use patient identification bracelets in emergency, acute, and post-
acute care settings that identify the patient’s family caregiver.
Create a field in all electronic medical records and electronic
health records to identify a family caregiver.

Use technology to monitor persons with dementia to prevent
wandering or to alter care when health biomarkers (e.g., high
blood sugar) indicate a problem.

Expand telemedicine and online web resources to hard-to-

reach populations. Incorporate nurse consultations, medication
management (such as electronic pill boxes), imaging consults, and
other technology solutions.

Encourage public recognition of signs and symptoms and reduce
stigma associated with dementia through the use of specialized
outreach and education programs.

Refocus patient assessments on excellence while maintaining
minimum safety; standardize patient assessments across stages
of dementia, care settings, and states; link patient and caregiver
assessments together; and identify quality and health outcomes
standards for family caregivers. Involve the National Quality
Forum in the standardization of universal quality measures for
patients and caregivers. May be paired with SD.7.

Adopt quality measures that assess the use of complementary
assessment tools for the patient and caregiver pair. Administer
complementary assessment tools separately where appropriate.
Fund an Institute of Medicine report on family caregiving to
address adoption and diffusion challenges for a joint assessment
tool. May be paired with SD.6 and SD.11.

Establish new and expand existing HCBS that can support persons
with dementia in their homes. May be paired with F.8 and F.9.
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Number Policy Option Description

SD.9 Expand financial Expand incentives through managed care, accountable care
incentives for bundled organization networks for LTSS, shared savings from integrating
home, community, and  HCBS and LTSS, and bundled care management. Payment models
institutional services. should provide incentives to meet standards of excellence, not

just minimum safety expectations. Plan for adaptation and scaling
up of bundled payment operations (similar to those used by the
Program of All-Inclusive Care for the Elderly [PACE]) to focus on
LTSS options.

SD.10 Establish Centers of Reduce regulatory barriers to innovation and experimentation in
Excellence models for assisted living and nursing home care. Create plans to replicate,
dementia residential translate, and scale successful innovations. Revisit the impact
care through the end of the Olmstead Act (which requires that assisted living and
of life. nursing home residents live in minimally restrictive and maximally

integrated settings) on persons with dementia. Reassessing
these restrictions on dementia care units could facilitate housing
persons with dementia together to allow safe wandering in a
secure space.

SD.11 Encourage providers’ use Increase providers’ recognition of early signs of cognitive
of cognitive assessment impairment. Encourage utilization of an annual cognitive
tools for early dementia assessment as part of wellness visits for all Medicare beneficiaries.
detection and Establish provider incentives and education to increase use of
recognition. these tools. May be paired with SD.7.

SD.12 Increase funding for and Increase funding under the Older Americans Act for the National
expand the National Family Caregiver Support Program. Include nonspouse caregivers
Family Caregiver in the provision of nutrition services.

Support Program.

SD.13 Pass legislation and Expand the use of provider orders for life-sustaining treatments.
introduce interventions  Pass POLST legislation in states where it does not exist and
on Physician Orders introduce interventions where POLST programs exist to increase
for Life-Sustaining penetration in care settings. Make these orders durable across
Treatments (POLST). settings and states.

SD.14 Relax the six-month Allow patients and their caregivers to request and get hospice
prognosis requirement  care prior to a six-month prognosis. May be paired with F.10.
for hospice care.

SD.15 Establish cross-setting Shorten the duration of nursing home stays by establishing

teams for persons with
dementia, focused on
returning the person to
the community.

community-, residential-, and institution-based teams focused on
returning patients to community and home settings.

NOTE: For more detailed descriptions and additional information on each policy option, see Appendix D
(the appendixes are available at www.rand.org/t/RR597 under the download tab).
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Table 2.4

Stakeholder-Identified Policy Options for Dementia LTSS Workforce

Number Policy Option

Description

Workforce

Formal Caregivers

W1 Create new and
disseminate existing
dementia best practices
and training programs
for professional and
paraprofessional care
workers.

W.2 Provide specialized
geriatric training to
direct care professionals
while in school.

W.3 Require minimum
training and staffing
levels at nursing homes
and assisted living
facilities.

W.4 Create new and
improve existing
incentives for the direct
care workforce.

W.5 Expand nurse
delegation laws in all
states.

Improve dementia-specific training and education of current
formal caregivers on communication, care, and referrals. Provide
on-the-job training for professional and paraprofessional care
workers on how to communicate with, care for, and interact with
persons with dementia. Identify opportunities to link families of
persons with dementia with appropriate resources.

Require geriatric and behavior management training in medical
schools. Require dementia care and geriatrics training in all clinical
education. Create specialties within care sectors (e.g., certified
nursing assistant for dementia). Expand availability of dementia-
specific elective courses in medical and nursing schools.

Establish new education, training, and staffing requirements in
nursing homes and assisted living facilities. Establish minimum
education levels for nursing home and assisted living leaders.
Require a registered nurse on site at all times to manage nursing
staff, and require minimum training levels for nursing assistants.
Require an adequate number of staff per patient. Require
consistent staffing patterns. May be paired with W.4.

Encourage the expansion of the direct care workforce. Decrease
staff turnover by improving job satisfaction through higher salaries
and more paid time off. Enhance worker safety. Establish loan
repayment programs for education in specific subject areas, such as
geriatrics. May be paired with W.3.

Expand nurse delegation programs across states and increase the
number of procedures that may be delegated to caregivers who
are not nurses.

Family Caregivers

W.6 Expand financial
compensation programs
to family caregivers.

W.7 Provide dementia-
specific training
and information
about resources to
family caregivers and
volunteer groups.

W.8 Expand family-friendly
workplace policies.

Expand family caregiver compensation programs for lost wages
and caregiving work. Increase availability of compensation (e.g.,
through Medicaid programs) and expand to all states.

Disseminate educational materials on providing care, hands-on
training, and information about respite care, community services,
and other resources.

Expand family-friendly workplace policies nationwide. Offer
flexible work hours and paid time off for family caregiving. Expand
the Family and Medical Leave Act to cover paid time off and care
provided to parents, grandparents, siblings, and others. May be
paired with W.9 and W.10.
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Number Policy Option Description

W.9 Offer business and Include tax breaks for businesses with adult day care centers,
individual tax incentives flexible spending accounts, paid time off, flexible work hours, and
to provide family other programs targeting patients and their families with long-
caregiving. term care needs. May be paired with W.8.

W.10 Introduce navigators to Introduce employer-sponsored navigators to help employees enroll

provide information on
dementia medical care
and LTSS.

in and access medical care and long-term care, and receive support.
Alternatively, introduce this resource through a government
agency. May be paired with W.8.

NOTE: For more detailed descriptions and additional information on each policy option, see Appendix D
(the appendixes are available at www.rand.org/t/RR597 under the download tab).

Table 2.5

Stakeholder-ldentified Policy Options for Dementia LTSS Financing
Number Policy Option Description

Financing

LTSS Financing

F.1

F.2

F.3

F.4

F.5

Create a national,
voluntary opt-out LTC
insurance program
through a public-private
partnership.

Adopt a national single-
payer LTC insurance
system.

Reduce uncertainty in
expected returns for
private LTC insurance
companies.

Link private LTC
insurance to reverse
mortgage products,
other assets, and
disability or life
insurance products.

Link private LTC
insurance to health
insurance.

Create a national, voluntary opt-out LTC insurance program
financed through private insurance premiums. Establish
government-sponsored reinsurance for catastrophic loss. Use this
program to offer cash benefits. May not be compatible with F.2.

Finance a national single-payer LTC insurance program through
taxes. The LTSS benefit could be a basic package or comprehensive
coverage built into Medicare or a new program. While LTC
insurance coverage would be funded through the government,
services could be provided by private organizations and other
contractors. May not be compatible with F.1.

Encourage private LTC insurance companies to reenter the
market. Reduce uncertainty in expected returns for LTC insurance
companies by allowing premium increases or by restraining the
authority of state insurance commissioners to reject premium
increases. Establish a uniform approach to pricing of premiums
across all 50 states and territories. May be paired with F.11.

Increase public opportunities to consider and get information
about LTC insurance options by combining private LTC insurance
with other products, such as reverse mortgage products, other
assets, or life insurance.

Offer private opt-out LTC insurance by combining it with health
insurance. Offer this combination both in employer-sponsored
health plans and in plans available on health exchanges.
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Table 2.5—continued

Number Policy Option Description
F.6 Simplify private LTC Simplify LTC insurance products to promote consumer
insurance products. understanding, enable consumer choice, and reduce barriers to LTC
insurance uptake. Reduce barriers in the application process and
jargon in policies.
F.7 Adopt a capitated Shift the current fee-for-service LTSS system to capitated payment.

payment system for
LTSS.

Offer risk adjustments and establish quality benchmarks in
capitated payment systems.

Medicaid Improvement

F.8

F.9

Broaden Medicaid HCBS
waiver programs, self-
directed services, and
states’ infrastructures.

Include HCBS and
managed care in state
Medicaid plans.

Provide Medicaid benefits for short-term care in assisted living
facilities and nursing homes. Encourage the use of programs

that pay family members to care for individuals—e.g., cash

and counseling or consumer-directed programs. Invest in

state Medicaid infrastructures and staff to help people with
dementia and their families navigate the system. Invest in state
infrastructures and staff training to better support the expansion
of Medicaid HCBS waivers. May be paired with SD.8.

Eliminate the need to apply for waivers by incorporating HCBS and
managed care options into state Medicaid plans. May be paired
with SD.8.

Medicare Improvement

F.10

Refine Medicare post-
acute care and hospice
benefits.

Extend coverage for skilled nursing facility care to include patients
who have hospitalization and observation lasting three days. Allow
payments for adult day care instead of nursing home care. Extend
the definition of homebound to include persons with dementia,
and include dementia care as a skilled event in home health care.
Revise the six-month qualifying requirement for hospice care
applicable for persons with dementia. May be paired with SD.14.

Individual Planning and Savings

F.11

F.12

F.13

Promote private LTC
insurance through
education and
awareness campaigns.

Allow individuals to
make tax-advantaged
contributions for future
LTSS expenses.

Provide state tax
incentives to purchase
private LTC insurance.

Increase public awareness and demand for LTC insurance by
investing in education and awareness campaigns and by linking LTC
and retirement plans. May be paired with F.3.

Encourage individuals to plan early for future LTSS needs and
commit future wage increases to savings. Amend Internal Revenue
Service Section 529 to help families finance care through HCBS.
The Achieving a Better Life Experience Act (ABLE Act), a proposed
subsection to Section 529, allows individuals with disabilities,
including dementia, to make tax-deferred contributions that can
be used for LTSS delivered through HCBS. May be paired with F.13.

Expand availability of state tax credits or tax deductions to
subsidize individual purchase of private LTC insurance. May be
paired with F.12.

NOTE: For more detailed descriptions and additional information on each policy option, see Appendix D
(the appendixes are available at www.rand.org/t/RR597 under the download tab).
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Comparison of Policy Options to Recommendations in Other Reports

Table 2.6 presents a comparison of the 38 stakeholder-identified policy options to the
National Plan to Address Alzheimer’s Disease and published policy reports from the
Alzheimer’s Foundation of America and the Commission on Long-Term Care. Of the
38 policy options, 13 (34 percent) overlapped with at least two reports, although no
policy options were in agreement across all four reports. The overlapping policy options
in the service delivery domain were generally about care coordination, universal assess-
ment tools, expansion of HCBS availability, and establishing care models. Overlap-
ping policy options in the workforce domain were generally about specialized demen-
tia training, meaningful career paths for direct care workers, and training to family
caregivers. Overlapping policy options in the financing domain were about expanding
Medicaid HCBS waiver programs, broadening eligibility of Medicare post-acute care
benefits, and encouraging individual savings.

Ten policy options, identified in Table 2.6 with purple shading, were not included
in any of the four comparison plans or reports. This may be due to the fact that the
National Plan is focused primarily on activities led by federal agencies, and action
steps in the National Plan tend to be national in scope. By contrast, our approach
focused on stakeholder-identified policy options and considered national, subnational,
and community-based needs at the intersection of dementia and LTSS. Although these
ten options are not included in any national report, they may be aligned with policy
92-94 | ave
recommended tax incentives for individuals who purchase private LTC insurance,
which concurs with policy option F.13.

The service delivery options unique to our report reflect dementia’s progressive
nature, behavioral symptoms that may require more use of technologies that facilitate
monitoring and easier access to providers, the strong dependence of persons with demen-
tia on family caregivers, and emphasis on end-of-life care, given its late onset in life.

Workforce dementia LTSS options that were not highlighted in prior national
plans focus on increased financial compensation for all family caregivers and helping
family caregivers better understand and navigate LTSS.

The National Plan does not contain actions to improve LTSS financing, and the
Commission on Long-Term Care was not able to reach consensus on a broad financing
solution in the time frame allowed. In addition to dementia LTSS policy options for
broad financing solutions that are similar to approaches suggested by the commission,
we identified financing options that are complementary but smaller steps in address-
ing the financing of LTSS. In sum, stakeholders identified unique financing options
under a dementia LTSS lens that reflect the concerns about high costs associated with
dementia LTSS for federal and state governments and for persons with dementia and
their caregivers across all classes of wealth, as well as the need for financial planning
and potential linkages with Medicare.

options described in state-level plans. For example, some state dementia plans
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Table 2.6
Map of Policy Options to National Plans and Reports

Commission on Long-

Term Care
National AFA Alternative
Plan, Report, Report, Report,
Number Dementia LTSS Policy Option 201382 20123 201332 201333

Service Delivery

SD.1 Minimize transitions and improve
coordination of care across providers,
settings, and stages of dementia.

SD.2 Identify persons with dementia jointly with
their family caregivers during emergent,
acute, and post-acute care.

SD.3 Use patient monitoring technology to assist
in dementia LTSS.

SD.4 Integrate web- and other technology-based
services into dementia LTSS.

SD.5 Create specialized and targeted outreach
and education programs for the
public, caregivers, professional services
organizations, and persons with younger-
onset dementia.

SD.6 Standardize complementary assessment tools
for persons with dementia and their family
caregivers.

SD.7 Encourage the use of quality measurement

to ensure consistent use of assessment tools
for persons with dementia and their family

caregivers.
SD.8 Establish new and expand existing HCBS.
SD.9 Expand financial incentives for bundled

home, community, and institutional services.

SD.10 Establish Centers of Excellence models for
dementia residential care through the end
of life.

SD.11 Encourage providers’ use of cognitive

assessment tools for early dementia
detection and recognition.

SD.12 Increase funding for and expand the National
Family Caregiver Support Program.

SD.13 Pass legislation and introduce interventions
on POLST.
SD.14 Relax the six-month prognosis requirement

for hospice care.
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Commission on Long-

Term Care
National AFA Alternative
Plan, Report, Report, Report,

Number Dementia LTSS Policy Option 201382 20123 201332 201333
SD.15 Establish cross-setting teams for persons with

dementia, focused on returning the person

to the community.
Workforce

Formal Caregivers

W1 Create new and disseminate existing
dementia best practices and training
programs for professional and
paraprofessional care workers.

W.2 Provide specialized geriatric training to direct
care professionals while in school.

W.3 Require minimum training and staffing levels
at nursing homes and assisted living facilities.

w.4 Create new and improve existing incentives
for the direct care workforce.

W.5 Expand nurse delegation laws in all states.

Family Caregivers

W.6 Expand financial compensation to family
caregivers.

W.7 Provide dementia-specific training and
information about available resources to
family caregivers and volunteer groups.

W.8 Expand family-friendly workplace policies.

Ww.9 Offer business and individual tax incentives
to promote family caregiving.

W.10 Introduce navigators to provide information
on dementia medical care and LTSS.

Financing

LTSS Financing

F.1 Create a national, voluntary opt-out LTC
insurance program through a public-private
partnership.

F.2 Adopt a national single-payer LTC insurance

system.
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Table 2.6—continued

Commission on Long-

Term Care
National AFA Alternative
Plan, Report, Report, Report,
Number Dementia LTSS Policy Option 201382 201237 201332 201333

F.3 Reduce uncertainty in expected returns for
private LTC insurance companies.

F.4 Link private LTC insurance to reverse
mortgage products, other assets, and
disability or life insurance products.

F.5 Link private LTC insurance to health
insurance.

F.6 Simplify private LTC insurance products.

F.7 Adopt a capitated payment system for LTSS.

Medicaid Improvement

F.8 Broaden Medicaid HCBS waiver programs,
self-directed services, and states’
infrastructures.

F.9 Include HCBS and managed care in state

Medicaid plans.

Medicare Improvement

F.10 Refine Medicare post-acute care and hospice
benefits.

Individual Planning and Savings

F.11 Promote private LTC insurance through
education and awareness campaigns.

F.12 Allow individuals to make tax-advantaged
contributions for future LTSS expenses.

1 IR

F.13 Provide state tax incentives to purchase
private LTC insurance.

* A shaded box with a white asterisk represents an alternative approach in the report, not a
recommendation.

NOTE: Family caregivers are defined broadly and include informal caregivers who are relatives,
partners, friends, or neighbors who have a significant relationship with, and who provide a broad
range of assistance for, an older adult or an adult with chronic or disabling conditions."
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Research Directions

The primary objective of this report was to identify and evaluate policy options. As a
byproduct of our stakeholder discussions, five priorities for future research were also
identified (Table 2.7). These research options should be undertaken to support the
implementation of policy options outlined in this blueprint. There are many research
gaps that need to be explored at the intersection of dementia and LTSS, and these
research directions were identified by stakeholders as the most urgent research priori-
ties that should be addressed immediately in order to remove barriers to implementing
policy options. However, these research directions represent only a subset of the poten-
tially long list of many potential research priorities that could be identified in a more
systematic look at research gaps. These options should therefore be considered in light

of other potential research gaps and the availability of research funds.

Table 2.7
Research Directions

Research Direction

Description

Service Delivery

Invest in applied research
programs on service delivery.

Expand applied research grant programs to improve service delivery.
A person-centered outcomes research program is needed to identify
the right care for an individual patient at the right time.

Workforce

Invest in research on the costs,
and quality, of dementia

care provided through nurse
delegation.

Promote research on nurse delegation costs, effects on the gray
market (unscreened, unsupervised, and usually untrained workers),
and effects on the quality of care provided. Additional research may
involve quantifying the costs associated with the absence of new or
expanded nurse delegation programs, identifying how many family
caregivers cannot work outside the home because they cannot pay

a nurse to administer tasks, or understanding how costs borne by
family caregivers and the federal or state government may be reduced
through nurse delegation.

Financing

Invest in research on LTSS
financing solutions.

Invest in research on the
impact of Medicare reforms on
dementia care.

Invest in research on uptake
of private LTC insurance and
on consumer understanding
of Health Insurance Portability
and Accountability Act
(HIPAA) tax incentives.

Support research on financing solutions. Additional research may be
on LTSS costs, the distribution of costs (particularly the amount that is
borne by families), how families finance out-of-pocket spending, the
impact of changing demographics, and the projected need for LTSS in
the future.

Generate evidence on the impact of Medicare changes to eligibility
and qualifying events for post-acute care and hospice benefits. This
research direction would inform potential changes to Medicare, such
as those detailed in policy option F.10.

Build evidence on why LTC insurance uptake is low and why HIPAA
tax incentives are not optimally used. Research in these areas would
help policymakers design better LTC insurance plans and incentive
structures to promote the purchase of LTC insurance.
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Federal and state policymakers, as well as principal investigators, are the primary
stakeholders responsible for pursuing these research directions. Principal investigators
are researchers and research funders who set research and evaluation agendas. Further
efforts to set priorities for research directions should undertake a stakeholder-engaged
process to prioritize research needs, much like those conducted previously for long-
term care research topics.**

Summary

In this chapter, we presented the methods and results of RAND’s stakeholder-engaged
policy identification process. We interviewed 30 people representing a variety of stake-
holders at the intersection of dementia and LTSS. We asked stakeholders to iden-
tify challenges they face in providing care to persons with dementia and their family
caregivers and to describe policy options that could be undertaken to address those
challenges.

We presented 38 policy options related to service delivery, workforce policy, and
financing that were identified by our stakeholders. We also presented a comparison
of the policy options with the National Plan to Address Alzheimer’s Disease and three
reports on dementia care or LTSS. Of the 38 policy options, 13 (34 percent) over-
lapped with at least two reports, although none of the policy options overlapped with
all four reports on either dementia or LTSS, reflecting the unique nature of dementia
LTSS policy options.

Stakeholders identified ten policy options that did not appear in the four national
reports and that are unique to our report. These ten options generally focused on topics
that highlight challenges that may be exacerbated for dementia, including its progres-
sive condition; the presence of difficult-to-manage behavioral symptoms; the strong
dependence on family caregivers, who require better support; and higher LTSS costs
that emphasize the need for financial planning.

We briefly presented our methods for evaluating policy options identified by the
stakeholders against 14 evaluation criteria grouped into three domains. These domains
were (1) impact—the impact of each policy option on LTSS, (2) equity—the effects
of each policy option on equity among subgroups, and (3) feasibility—the feasibility
of implementing each policy option. The next and final chapter of the report presents
RAND’s summary of the evaluations that RAND conducted for each of the 38 policy
options, along with our blueprint for the highest-impact policy options that stakehold-
ers may consider to improve dementia LTSS.



CHAPTER THREE
RAND Policy Evaluation and Blueprint Recommendations

Overview

A simultaneous, comprehensive comparison of all 38 policy options on 14 evalua-
tion dimensions and seven stakeholder groups is extremely challenging. Nevertheless,
consideration of all of these options, evaluation dimensions, and stakeholder groups
is valuable. In this chapter, we synthesize the comprehensive evaluation presented in
Chapter Two in order to lay out a blueprint of priority policy options for stakeholders
to consider.

The chapter is organized in three sections. First, we evaluate the impact and imple-
mentation feasibility for each of the 38 policy options. More detailed summaries of all
38 policy options and our evaluation of them on all 14 impact and feasibility metrics
are provided in Appendix D (the appendixes are available at www.rand.org/t/RR597
under the download tab).

Second, we discuss the subset of 25 policy options with the highest impact. These
25 policy options represent RAND’s recommendations for the priority policy options
that should be pursued to improve dementia LTSS. Our recommendations should be
assessed by a larger group of stakeholders and experts—by different stakeholder groups
in public proceedings—to identify a shared path toward implementation of improve-
ments in LTSS for persons with dementia.

Third, we provide our recommendations for grouping these high-impact policy
options by the stakeholder groups that would have primary responsibility for imple-
menting them. The purpose of this section is to assist stakeholders and experts in orga-
nizing a plan of action.

Impact and Feasibility Ratings of Policy Options

To summarize each policy option’s impact and feasibility, we subjectively rated a
policy option “high impact” if impact stoplight ratings were more frequently green
than red (stoplight ratings are included in Appendix D; the appendixes are available
at www.rand.org/t/RR597 under the download tab). Similarly, we rated options “high
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feasibility” if feasibility ratings were more frequently green than red. To assess priorities
using this scheme, we did not incorporate information about equity, but we do recom-
mend that in future evaluations, stakeholders consider how a policy affects quality and
outcomes for different populations. As one component of impact or feasibility may be
more important than other metrics, we subjectively upweighted or downweighted cer-
tain metrics if research evidence suggested strong or more direct linkages between the
policy option and a metric.

Priority Policy Options for Dementia LTSS

We recommend that the 25 highest-impact policy options (Table 3.1) should be consid-
ered for implementation immediately. These high-impact options could be prioritized
over feasibility because barriers to implementation can sometimes change relatively
quickly as administrations and political environments change, and every effort should
be made to reduce or eliminate them. Although our evaluation resulted in 25 prior-
ity policy options, many options cannot be pursued in isolation from others and must
be bundled to optimize successful implementation and maximum impact on access,
quality, and utilization of LTSS. One exception in which options conflict with each
other and cannot be undertaken simultaneously is the two national LTSS financing
system options. These options outline either creation of a national, voluntary opt-out
LTC insurance public-private partnership program or adoption of a national single-
payer LTC insurance system. In this case, both options were deemed as having high
impact on dementia LTSS, but more research is needed to understand which of the two
priority options is most feasible, for example, from a political standpoint. The 25 high-
impact policy options are organized into five objectives:

Objective 1: Increase public awareness of dementia to reduce stigma and promote ear-
lier detection.

Objective 2: Improve access to and utilization of LTSS for persons with dementia.
Objective 3: Promote high-quality, person- and family caregiver—centered care.
Objective 4: Provide better support for family caregivers of people with dementia.
Objective 5: Reduce the burden of dementia LTSS costs on individuals and families.

Policy Options by Stakeholders and Stages of Dementia

Meeting each objective requires efforts across multiple sectors and by numerous stake-
holders. Thus, Table 3.1 also presents the stakeholder groups primarily responsible for
implementing the high-impact policy options.
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Table 3.1
25 High-Impact Policy Options for Dementia LTSS

Policy Option

Primary Stakeholders
Responsible

Domain

Objective 1: Increase public awareness of dementia to reduce stigma and promote earlier detection

of signs and symptoms.

Create specialized and targeted outreach and education Providers—formal SD

programs for the public, caregivers, professional services Policymakers—fed, st, loc

organizations, and persons with younger-onset dementia.

Encourage providers’ use of cognitive assessment tools for early Providers—formal SD

dementia detection and recognition. Policymakers—fed, st, loc
Principal investigators

Objective 2: Improve access to and utilization of LTSS for persons with dementia.

Establish new and expand existing HCBS. Providers—formal SD
Policymakers—fed, st

Integrate web- and other technology-based services into Providers—formal SD

dementia LTSS. Policymakers—fed, st
Product makers

Create new and improve existing incentives for the direct care Providers—formal w

workforce. Policymakers—fed, st, loc

Expand nurse delegation laws in all states. Policymakers—fed, st w

Broaden Medicaid HCBS waiver programs, self-directed services, Payers—public F

and states’ infrastructures. Policymakers—fed, st

Include HCBS and managed care in state Medicaid plans. Payers—public F
Policymakers—st

Refine Medicare post-acute care and hospice benefits. Payers—public F
Policymakers—fed

Objective 3: Promote high-quality, person- and family caregiver-centered care.

Establish Centers of Excellence models for dementia residential ~ Providers—formal SD

care through the end of life. Payers—public, private
Policymakers—fed

Minimize transitions and improve coordination of care across Providers—formal SD

providers, settings, and stages of dementia. Policymakers—fed, st

Expand financial incentives for bundled home, community, and  Providers—formal SD

institutional services. Payers—public, private
Policymakers—fed, st

Establish cross-setting teams for persons with dementia, Providers—formal, family SD

focused on returning the person to the community. Payers—public, private
Policymakers—fed, st

Encourage the use of quality measurement to ensure consistent Providers—formal SD

use of assessment tools for persons with dementia and their
family caregivers.

Payers—public, private
Policymakers—fed, st
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Table 3.1—continued

Primary Stakeholders

Policy Option Responsible Domain
Identify persons with dementia jointly with their family Providers—formal SD
caregivers during emergent, acute, and post-acute care. Product makers
Standardize complementary assessment tools for persons with ~ Providers—formal SD
dementia and their family caregivers. Policymakers—fed, st
Principal investigators
Create new and disseminate existing dementia best practices Providers—formal w
and training programs for professional and paraprofessional Policymakers—fed, st, loc
care workers.
Provide specialized geriatric training to direct care professionals Providers—formal w
while in school. Policymakers—fed, st, loc
Objective 4: Provide better support for family caregivers of people with dementia.
Provide dementia-specific training and information about Providers—formal w
resources to family caregivers and volunteer groups.
Offer business and individual tax incentives to promote family ~ Policymakers—fed, st, loc w
caregiving.
Expand financial compensation programs to family caregivers. Payers—public, private w
Policymakers—fed, st
Expand family-friendly workplace policies. Purchasers w
Policymakers—fed, st, loc
Objective 5: Reduce the burden of dementia LTSS costs on individuals and families.
Link private LTC insurance to health insurance. Payers—public, private F
Create a national, voluntary opt-out LTC insurance program Payers—public, private F
through a public-private partnership. Policymakers—fed, st
Adopt a national single-payer LTC insurance system. Payers—public F

Policymakers—fed

NOTES: fed = federal, st = state, loc = local, SD = service delivery, W = workforce, and F = financing.
Family caregivers are defined broadly and include informal caregivers who are relatives, partners,
friends, or neighbors who have a significant relationship with, and who provide a broad range of
assistance for, an older adult or an adult with chronic or disabling conditions.'” Principal investigators

include researchers and research funders.
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Tables D.7-D.9 in Appendix D (the appendixes are available at www.rand.org/t/
RR597 under the download tab) indicate the primary and secondary stakeholders
responsible, as well as the stakeholders affected, for all policy options. This assign-
ment may help stakeholders consider resource allocation and prioritization, as well as
partnerships to work hand in hand to implement policy options. The stakeholders are
grouped according to the 7Ps framework: patients and public, providers, purchasers,
payers, policymakers, product makers, and principal investigators (Table 2.1). Stake-
holders responsible for carrying out the 25 priority policy options were primarily pro-
viders, payers, and policymakers. Nonetheless, we indicate the importance of engaging
stakeholders who play a supportive role or who would be affected by implementation.
Patients and providers are among the stakeholders most likely to be affected by new
policy, and they should therefore be engaged even when not designated to implement
the policy.

On average, a person with Alzheimer’s disease will spend more years in the most
severe stage of the disease than in any other stage.”” Therefore, it is critical to con-
sider strategies by stage of dementia. We use the seven stages of dementia depicted
in Appendix Figure D.1 to present how the high-impact policy options align with
the stages of dementia in Appendix Table D.10 (the appendixes are available at
www.rand.org/t/RR597 under the download tab). Generally, the high-impact policy
options are relevant across the dementia continuum. Policy options that are most rel-
evant to the early stages of dementia are related to early diagnosis, providing dementia-
specific training providers, increasing access to HCBS, and assisting caregivers and
persons with dementia with financial planning. Throughout all stages of dementia, the
high-impact policy options focus on quality of care, minimizing transitions in care set-
tings, creating bundled services, and broadening Medicare benefits.

Summary

This blueprint, to our knowledge, is the first to outline stakeholder-based national
priority policy options for dementia LTSS. We recommend consideration of 25 high-
impact policy options that could be considered for immediate implementation. While
these 25 priority policy options may address multiple objectives, they can be broadly
summarized into five objectives that fill key gaps in the dementia LTSS system:
(1) increase public awareness of dementia to reduce stigma and promote earlier detec-
tion; (2) improve access to and utilization of LTSS for persons with dementia; (3) pro-
mote high-quality, person- and family caregiver—centered care; (4) provide better
support for family caregivers of people with dementia; and (5) reduce the burden of
dementia LTSS costs on individuals and families.

These broad objectives address challenges with (1) stigma and early detection of
signs and symptoms of dementia that can affect downstream access to and quality of
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care; (2) inadequate access to and measurement of quality LTSS; (3) fragmented deliv-
ery systems that may affect persons with dementia more severely because of the heavy
reliance on family caregivers and nonmedical LTSS providers; (4) an undertrained,
understaffed, and often inadequately compensated caregiving workforce; and (5) insuf-
ficient public and private options to help individuals and their families deal with the
costs associated with dementia LTSS. Although our evaluation resulted in recommen-
dations of these 25 policy options, many options cannot be pursued in isolation from
others and must be bundled to optimize implementation and impact on access, qual-
ity, and utilization of LTSS. One exception in which options conflict with each other
and cannot be undertaken simultaneously is the two national LTSS financing system
options. In this case, both options were deemed as having high impact on dementia
LTSS, but more research is needed to understand which of the two priority options is
most feasible, for example, from a political standpoint.

Comparison with Other Dementia or LTSS National Plans and Reports

Our stakeholder-engaged process for creating this blueprint resulted in 38 policy
options, 25 of which were rated high-impact. Of the 25, ten options do not appear in
other national strategies or plans that are focused individually on LTSS or dementia,
but not jointly on LTSS for persons with dementia. Four of the ten unique options
identified in this report were also rated among our 25 highest-impact options:

* Establish a joint team for persons with dementia, focused on returning the person
to the community.

* Expand financial compensation to family caregivers.

* Link private LTC insurance to health insurance.

* Include home- and community-based services and managed care in state Medicaid

plans.

These options are critical to consider in the near term as LTSS system gaps increasingly
influence the growing population of persons with dementia.

Strengths and Limitations
The strengths of our study include the engagement of interviewees representing stake-
holder perspectives across the health care system, the comparison of policy options
with options recommended by other national efforts, and the evaluation and priori-
tization of policy options. More importantly, this is the only evaluation that places a
spotlight on stakeholder-generated policy options in LTSS for dementia specifically.
Despite these strengths, we note several limitations.

First, as with many qualitative research studies that interview a selected group
of key informants, our research may lack representativeness within the stakeholder
groups. The 38 policy options identified through our stakeholder-engagement pro-
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cess are not an exhaustive list, and the policy options may differ from those identified
through different strategies, such as systematic reviews, or through wider sampling
strategies that might have improved the representativeness of stakeholder groups.

Second, we applied qualitative stoplight ratings to evaluate the 38 options on
their impact, feasibility, and equity, but these evaluations were not informed by empiri-
cal evidence in every case.

Third, we assessed feasibility of each policy option at one point in time. Feasibil-
ity metrics, such as political feasibility, can change in this rapidly evolving field, and
policy options that seem infeasible during one period may change with new adminis-
trations or cultural shifts.

Finally, all causes of dementia were generally treated as a homogeneous group in
this report. However, the policy options may not apply uniformly to dementias with
different etiologies (such as younger-onset dementia), which may affect individuals
who are still employed, who may be cared for by younger family caregivers, or who
have a longer stage for LTSS planning.

Future Steps

These limitations should be addressed in future work in which a larger group of stake-
holders is convened to assign strength of evidence metrics to the qualitative impact, fea-
sibility, and equity ratings and reaches a consensus on how best to select and carry out
priority policy options. This larger sample of stakeholders may also consider whether
policy options may have varied results depending on the types of dementia. Finally,
gaps in the qualitative rating approach we used can be filled by conducting system-
atic literature reviews of evidence-based programs, cost-effectiveness analyses of each
policy option, and analyses using existing administrative and clinical data. These types
of studies would facilitate a better understanding of the strength of evidence for each
rating.

In the process of consensus-building, we recommend that dementia LTSS stake-
holders work together to develop metrics or key performance indicators of LTSS system
performance for persons affected by dementia in order to monitor progressive improve-
ments on each of the five overarching objectives. Examples of metrics may include

* a target percentage of the estimated population with dementia that has received
a diagnosis

* atarget percentage of the Medicaid-eligible diagnosed population that has a qual-
ity care plan and is receiving desired HCBS

* cross-setting teams and person-centered care plans for a target percentage of per-
sons with diagnosed dementia

* dementia-specific training received by a target proportion of family caregivers
within a specific time frame following a diagnosis
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* a target percentage reduction in median out-of-pocket dementia LTSS costs for
persons with dementia and their families.

Process metrics may also be measured, including the extent of communication
between stakeholders, the number of panel roundtable discussions that take place, the
amount of research funding allocated to determine data sources, the establishment of
monitoring plans for meeting metrics, and the adoption of responsibility for taking
action on metrics by stakeholders across multiple sectors.

In conclusion, it is our hope that this research will highlight the need for stake-
holders to focus on dementia LTSS policies and will serve as the foundation for a larger
group of stakeholders to build consensus around the dementia LTSS policy options
that should be pursued most urgently.
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In 2010, 15 percent of Americans older than age 70 had dementia, and the number of new
dementia cases among those 65 and older is expected to double by the year 2050. As the
baby boomer generation ages, many older adults will require dementia-related long-term
services and supports (LTSS). This blueprint is the only national document to date that engages
local, state, and national stakeholders to specifically focus on policy options at the intersec-
tion of dementia and LTSS.

The authors undertook five major tasks that resulted in a prioritized list of policy options and
research directions to help decisionmakers improve the dementia LTSS delivery system, work-
force, and financing. These were to (1) identify weaknesses in the LTSS system that may be
particularly severe for persons with dementia; (2) review national and state strategies address-
ing dementia or LTSS policy; (3) identify policy options from the perspective of a diverse
group of stakeholders; (4) evaluate the policy options; and (5) prioritize policy options by
impact and feasibility.

Stakeholders identified 38 policy options. RAND researchers independently evaluated these
options against prespecified criteria, seftling on 25 priority options. These policy options can
be summarized into five objectives for the dementia LTSS system: (1) increase public aware-
ness of dementia to reduce stigma and promote earlier detection; (2) improve access to

and use of LTSS; (3) promote high-quality, person- and caregiver-centered care; (4) provide
better support for family caregivers of people with dementia; and (5) reduce the burden

of dementia LTSS costs on individuals and families.

This policy blueprint provides a foundation upon which to build consensus among a larger
set of stakeholders to set priorities and the sequencing of policy recommendations.
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