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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 Medicine on the 
monetary costs of dementia in the United States (Hurd et al., 2013). He and his colleagues 
estimated that the condition, 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 those 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 funds from RAND Health, this study 
builds on the work of Hurd and others at RAND with nonpartisan, objective research to propose 
policy options identified by a range of stakeholders. RAND then evaluated these policy options 
on impact and feasibility metrics.  

This document provides supplementary material to the blueprint report for readers who 
wish to attain more details about our review of national plans and reports on either dementia or 
long-term services and supports, the stakeholder interview methods and our qualitative analyses 
of those data, the full descriptions of the 38 stakeholder-identified policy options, and RAND’s 
independent evaluation of policy options which yielded the 25 high-impact policy options.  

The research presented herein was conducted jointly by RAND Health and RAND Labor 
and Population, divisions 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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Abstract 

This document provides supporting material for the RAND report Improving Dementia 
Long-Term Care: A Policy Blueprint.  

Appendix A provides a summary of the current state of long-term services and supports 
(LTSS) across three domains: service delivery, workforce, and financing. Organizing policy 
options around these three domains mirrors the framework used in the 2013 Commission on 
Long-Term Care report. Appendix A also highlights gaps in the current LTSS system that may 
be especially relevant for dementia.  

Appendix B includes summaries of four prior national plans and reports that discuss 
policies or action steps for dementia or LTSS. The authors also identify where the four plans and 
reports overlap with each other.   

Appendix C describes the detailed methods used in the stakeholder-engaged approach to 
identify policy options and the systematic approach to evaluate the options. 

Appendix D shares detailed results of stakeholder-engaged policy identification and 
systematic evaluation of the policy options. This section includes a detailed description of every 
policy option and a detailed evaluation of each option against 14 criteria. It also presents policy 
options by stage of dementia and identifies stakeholders who are responsible for or affected by 
implementation of the options. 
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Appendix A. The State of Dementia Long-Term Services and 
Supports  

The State of Dementia LTSS: Service Delivery 

Long-term services and supports (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 neighbor who has a significant relationship with, and who provides a broad 
range of assistance for, an older adult or an adult with chronic or disabling conditions (Feinberg 
et al., 2011). In fact, the vast majority of care–up to 80 percent—provided in the community is 
through family caregivers (Harris-Kojetin et al., 2013).  

Formal care is provided by paid caregivers. Estimated annual costs for LTSS provided by 
paid, regulated providers in the United States range from $210.9 billion (O’Shaughnessy, 2013) 
to $306 billion (Colello et al., 2012; Genworth Financial, 2012; MetLife Mature Market Institute, 
2012), depending on the type of providers, population, and service. Below we describe some 
general topics on the current state of delivering dementia LTSS. 

Detection and Diagnosis  

Although detection and diagnosis of dementia do not always occur in LTSS settings, 
detection and diagnosis do influence how care is received in LTSS settings. The National Plan to 
Address Alzheimer’s Disease (U.S. Department of Health and Human Services, 2013) calls for a 
timely and accurate diagnosis of dementia. Specifically, it notes that “[T]imely diagnosis gives 
people with the condition and their families time to plan and prepare for the future, leading to 
more positive outcomes for both.” Obtaining an accurate diagnosis and one that distinguishes 
what type of dementia a person has (e.g., Lewy Body, vascular, Parkinson’s, Alzheimer’s) is 
critical for identifying treatment plans. Yet, more than 80 percent of individuals with self-
reported cognitive decline have not talked about it with a health care provider (Alzheimer's 
Association, 2013b). Although there is no figure for the proportion of people with dementia that 
have a formal diagnosis, it is often estimated that only about half of all people with dementia 
have a formal diagnosis (Boustani et al., 2003; U.K. Department of Health, 2013; World Health 
Organization, 2012), and there is a wide range (sensitivity = 0.26 to 0.69) in primary care 
providers’ ability to correctly diagnose dementia when standardized diagnostic assessments are 
used (Bradford et al., 2009). Further, although a valid diagnosis can often be made, studies report 
that as few as half of persons with dementia and their families receive counseling, support, or 
information about next steps following a diagnosis (Chodosh et al., 2007). This kind of support is 
especially important for persons in the early stages of dementia, who will experience better 
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outcomes when they are involved in planning and receive appropriate services (Banerjee et al., 
2007). 

A large body of basic, clinical, and translational research has attempted to apply various 
demographic, genetic, biologic, cognitive, and environmental markers to improve the detection 
of dementia. However, there is disagreement about whether screening (e.g., in primary care 
settings) is useful even if screening tests have reasonable accuracy for mild to moderate dementia 
(Boustani et al., 2003) because of reported stigma associated with a dementia diagnosis (Iliffe, 
Manthorpea, and Edenb, 2003) and the current lack of effective treatments to cure or delay the 
onset or progression of dementia. As summarized in a recent Ware Invitational Summit (Naylor 
et al., 2012), new diagnostic criteria proposed by three workgroups convened by the National 
Institute on Aging in partnership with the Alzheimer’s Association (Albert et al., 2011; Jack, Jr., 
et al., 2011; McKhann et al., 2011; Sperling et al., 2011), as well as by an International Working 
Group (Dubois et al., 2010), recognized the value of incorporating biomarkers of Alzheimer’s 
disease and neurodegeneration in research studies. However, the consensus of the Ware 
Invitational Summit concluded that they have not been sufficiently standardized or validated for 
use in clinical care. The latest draft U.S. Preventive Services Task Force (USPSTF) 
recommendation statement from December 2013 also concluded that there is not sufficient 
evidence on the benefits and harms of cognitive impairment screening (U.S. Preventive Services 
Task Force, 2014).  

LTSS Settings 

LTSS can be administered in the home, adult day care services centers, assisted living 
and similar residential care facilities, home health agencies, nursing homes (also referred to as 
skilled nursing facilities), assisted living facilities, and hospices. These settings are described in 
detail on Medicare’s website (Medicare.gov, 2014a). 

Rebalancing LTSS to Home and Community-Based Settings 

An estimated 60 to 70 percent of persons with dementia live in the community, compared 
with 98 percent of older adults without dementia (Alzheimer’s Association, 2014a; MetLife 
Mature Market Institute, 2012). This observation is highly relevant because over the last 20 
years, significant progress has been made by the Centers for Medicare & Medicaid Services 
(CMS) to “rebalance” the LTSS system to ensure that individuals can receive LTSS services in 
home- and community-based settings whenever that setting is appropriate. This rebalancing 
effort has resulted in shifting care away from institutions (such as nursing homes), and into 
home- and community-based services (HCBS) such that the share of Medicaid LTSS-related 
expenditures on HCBS has doubled between 1995 and 2011 and has grown at a much faster rate 
than spending on institutional LTSS (Commission on Long-Term Care, 2013; Colello, 2013). 
Yet, it is unclear how much the rebalancing trend to HCBS directly affects the outcomes of 
LTSS delivered to persons with dementia.  
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In 2012, the Minnesota Evidence-based Practice Center published a systematic review of 
studies that compared HCBS with nursing homes and other institutional settings (Wysocki et al., 
2012). They found that the comparison of outcome trajectories of HCBS recipients to those of 
assisted living and nursing home residents was subject to a high risk of selection bias and other 
types of biases. Thus, they found insufficient evidence for any differences in physical function, 
mental health, quality of life, social function, satisfaction, outcomes related to family caregivers, 
death, place of death, use of acute care services, and harms between persons receiving HCBS 
versus institutional care. 

HCBS are provided using waivers that permit a state to waive certain Medicaid 
requirements to provide an array of HCBS that promote community living for Medicaid 
beneficiaries and, therefore, avoid institutionalization. There are over 300 HCBS waivers 
provided through Medicaid to rebalance care to home- and community-based settings. Medicaid 
1915(c) waivers are the dominant waiver form. However, some states have long waitlists for 
individuals to use the waivers. Waiver programs also differ substantially by state, depending on 
the specific needs of the target population, the resources available to a state, service delivery 
system structure, state goals and objectives, and other factors (Centers for Medicare & Medicaid 
Services, 2014a). For example, 11 percent of Medicaid funding goes to HCBS in Iowa, but 
approximately 68 percent goes to HCBS in New Mexico. 

In addition to waiver programs, other programs have sought to help states expand HCBS. 
Other examples of state expansion activities included offering HCBS through the Section 1915(i) 
HCBS state plan option and the Section 1915(k) Community First Choice option. The 
Community First Choice Option, for instance, provides states that choose to participate with 
increased assistance (e.g., a six-percentage-point increase in federal Medicaid matching funds) 
for providing community-based attendant services and supports to beneficiaries who would 
otherwise be confined to a nursing home or other institution. We discuss two additional 
programs in detail below: Money Follows the Person and the Balancing Incentives Program.  

Money Follows the Person (MFP) started through Section 6071 of the Deficit Reduction 
Act of 2005 and Section 2403 of the Affordable Care Act of 2010. MFP is a transition program, 
designed to reduce reliance on institutional care and to rebalance the LTSS system. As of June 
2014, 44 states and the District of Columbia have the MFP program. The Balancing Incentives 
Program was introduced in Section 10202 of the Affordable Care Act of 2010 and gives states an 
enhanced federal match (typically an additional 2 percent) when they spend 25 to 50 percent of 
total Medicaid medical assistance expenditures on non-institution-based LTSS. Three billion 
dollars in federal funds were made available to increase the match rate for state spending on 
HCBS LTSS to states. This federal match enhancement must be reinvested into the LTSS system 
and support three structural changes: a core standardized assessment process for eligibility and 
needs, no wrong-door/single entry point for consumers to apply for LTSS services, and conflict-
free case management from someone without a financial stake in care decisions. Twenty states 
currently have approved balancing incentives programs.  
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An evaluation of MFP indicated that by 2010, the share of LTSS expenditures 
attributable to HCBS was higher than it would have been if MFP had not been implemented. 
However, subgroups analyses revealed that transitions to HCBS for the elderly were far weaker 
than for younger or intellectually disabled populations using MFP (Irvin et al., 2013). Further, it 
is unknown what transition rates are to HCBS for persons with dementia, or whether state 
spending on HCBS matches the current and future projections of dementia rates and need for 
HCBS. Because the Balancing Incentives Program is new, evidence from the program is limited. 
However, a recent study that examined 15 years of LTSS expenditure data found that gradual 
rebalancing by diverting people from nursing home care may save about 15 percent in per capita 
LTSS spending over ten years (Kaye, 2012). 

Quality of Care 

There are currently no gold standard measures of quality of care for dementia. The 
National Quality Forum is convening a committee to identify and analyze measurement gaps in 
dementia care and recommend priorities for future performance measures to assess quality of 
care for dementia. The quality of care and the measurement of quality of care received is often 
dependent on setting, and the majority of dementia care provided in the home and community 
setting is provided by family caregivers. However, the quality of family care is difficult to 
measure. Given this lack of information on the quality of family care, the following section is 
focused on the quality of LTSS in institutional settings. 

Quality of Institution-Based Dementia LTSS 

Three-quarters of persons with Alzheimer’s disease, the most common form of dementia, 
are expected to be admitted to a nursing home by age 80, compared with only 4 percent of the 
general population (Arrighi et al., 2010). In addition, an estimated two-thirds of individuals 
dying of dementia do so in nursing homes, compared with 28 percent of people dying from all 
other conditions (Mitchell et al., 2005). Because nearly half of nursing home residents and 30 
percent of assisted living facility residents in 2012 had dementia (Harris-Kojetin et al., 2013), 
nursing home and assisted living facility quality of care is especially relevant for persons with 
dementia. 

Generally, care for residents with dementia in LTC facilities includes two broad 
categories: (1) aspects of activities of daily living and (2) psychiatric and behavioral symptoms. 
One literature review on interventions to improve quality of care for residents with dementia 
(Tilly and Reed, 2004) found that most studies addressed interventions designed to treat various 
forms of agitation and aggression. The review also suggested that trained staff who receive 
supervision designed to improve their communication and interactions with residents can help 
them improve residents’ behaviors. Conversely, there is a dearth of studies addressing 
interventions related to activities of daily living, such as eating, drinking, pain management, and 
communication with residents who have dementia, because the literature on interventions in 
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nursing homes rarely analyzed data specifically for individuals with a dementia diagnosis or by 
type and severity of dementia.  

The Nursing Home Reform Act (part of the Omnibus Budget Reconciliation Act of 1987) 
ensured residents’ right to receive quality care that would result in their maintenance of quality 
of life. As a result of this act, the Minimum Data Set measures the quality of nursing home care 
in every nursing home in the United States as a condition of participating in Medicaid and 
Medicare. Medicare Nursing Home Compare was established in 1999 by CMS to measure the 
past performance of every Medicare- and Medicaid-certified nursing home in the country 
(Medicare.gov, 2014a). In 2002, CMS began a national Nursing Home Quality Initiative 
(CMS.gov, 2014d), which is a tool that provides consumer and provider information regarding 
the quality of care in nursing homes. The Five Star Quality Rating System was added in 2008 to 
help consumers, their families, and caregivers compare nursing homes more easily on health 
inspection, staffing, and quality measure ratings (CMS.gov, 2014a).  

Minimum Data Set assessments are completed for all residents in certified nursing 
homes, regardless of source of payment for the individual resident. These assessments are 
required for residents on admission to the nursing facility, periodically, and on discharge. All 
assessments are completed within specific guidelines and time frames and capture facilities’ 
characteristics (location, size, ownership) (CMS.gov, 2014c). Research on the initial 
implementation of the Minimum Data Set assessment processes shows that it has substantially 
increased the quality of care, and decreased the average number of deficiencies per facility over 
time (Rahman and Applebaum, 2009). However, weak federal oversight of assessments and 
variability by states in regulation and investment in survey processes remain major problems 
(Mukamel et al., 2012; Walshe and Harrington, 2002). The timing of Minimum Data Set surveys 
is predictable, so responses may be biased toward higher quality measurement, and there is a 
lack of resources for adequate complaint investigations. There is also high turnover among 
surveyors, and they are reluctant to issue deficiency citations (Office of Inspector General, 
2003).  

Efforts to transform nursing homes’ culture of care delivery to more home-like 
environments include changing both specific components of care and comprehensive change 
across entire organizations. Models of culture change include the Wellspring Model’s learning 
collaborative approach, the Eden Alternative Model’s human habitat and architectural changes, 
and Green House Model’s elder-centered care in small homes (Zimmerman, Shier, and Saliba, 
2014). 

Over the past decade, there has been a rise in dementia special care units (SCUs), 
specialized units within nursing homes that provide specialized social and prosthetic physical 
environments for residents with dementia (Reimer et al., 2004). A recent study by Cadigan and 
colleagues (2012) found that residents with advanced dementia in SCUs were more likely to 
have some, but not all, markers of better-quality end-of-life care. For instance, SCU residents 
were more likely to receive treatment for dyspnea, had fewer hospitalizations, were less likely to 
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be tube fed, and were more likely to have a do-not-hospitalize order, compared with non-SCU 
residents. However, non-SCU residents were more likely to be treated for pain, had fewer 
pressure ulcers, and had less frequent use of antipsychotic drugs than SCU residents. Proxy 
respondents for SCU residents reported greater satisfaction with care than proxy respondents of 
non-SCU residents with dementia. 

State Variations in Quality of LTSS  

The quality of LTSS that are reimbursed by Medicaid varies from state to state, largely 
because of differences in state Medicaid programs, which finance the majority of LTSS that are 
not paid for out of pocket. In 2011 and recently in 2014, AARP, the Commonwealth Fund, and 
the SCAN Foundation created a state LTSS scorecard that rates each state on the five dimensions 
of affordability and access, choice of setting and provider, quality of life and quality of care, 
support for family caregivers, and effective transitions (Reinhard et al., 2014). States are rated on 
26 indicators within each of the dimensions. The authors of the report found that LTSS costs are 
unaffordable for typical individuals, and although home health care services (i.e., HCBS) are less 
expensive than nursing homes, both are still unaffordable, given median income levels. The 
authors concluded that there is wide variation in LTSS performance across states, as measured 
by the 26 indicators within the five aforementioned dimensions. Lessons can be learned from the 
LTSS scorecard’s leading states, such as Minnesota, which has effective public awareness about 
HCBS and coordinated transitions between care settings. Nonetheless, the report noted that all 
states have room to improve on LTSS system performance. For instance, the 2014 report found 
that in the top five states, an average of 9 percent of nursing home residents with moderate to 
severe dementia experienced a potentially burdensome transition at end of life. In contrast, an 
average of 35 percent experienced a transition in the bottom five states. Additional policies and 
programs are needed to improve on the fragmented LTSS system in order to increase access to 
affordable, high-quality LTSS options by people with dementia and families. 

Care Transitions and Integrated Care 

One of the most challenging aspects of care for older adults is the fragmentation of the 
care system, lack of coordination, and duplication of services associated with transitions in care 
settings (Hagglund and Scandurra, 2007; Alexander, Madsen, and Wakefield, 2010; Georgiou et 
al., 2013). Hospital discharges in particular can be an instigating factor for events like 
medication errors or delirium for persons with dementia (Finn et al., 2006; Koponen et al., 1989). 
Important transitions across the stages of dementia can include obtaining the initial diagnosis of 
dementia, advanced planning for financial concerns and health care considerations, driving 
cessation, managing behavioral symptoms, changes in settings, and preparing for end of life. 
However, the facilities that provide LTSS during these transitions frequently operate in silos with 
no overlap in data systems (Rose and Lopez, 2012).  
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Program for All-Inclusive Care for the Elderly (PACE) is one integrated care program 
that became a national program in 1994. As of June 2014, 104 PACE programs were operational 
in 31 states (National PACE Association, 2014), and among the 29 programs that started before 
2000, approximately 50 percent of PACE participants had dementia (Temkin-Greener, Bajorska, 
and Mukamel, 2008). PACE is a voluntary Medicaid and Medicare integration program for dual-
eligible beneficiaries with LTSS needs who receive services in adult day care health centers. 
Under PACE, an interdisciplinary team of physicians, nurses, physical therapists, social workers, 
and other professionals provide all needed health, medical, and social services, primarily in adult 
day care settings, with in-home and referral services based on beneficiary needs. The goal is to 
provide seamless coordinated care to certain low-income individuals age 55 and older who 
would otherwise require nursing home care. Evaluations of the PACE demonstration program 
found that enrollment was associated with higher patient satisfaction, improved health status and 
physical functioning, an increased number of days in the community, improved quality of life, 
and lower mortality (Chatterji et al., 1998; Mehdizadeh et al., 2012). 

The State of Dementia LTSS: Workforce 

Family Caregivers 

More than 15 million Americans currently provide family caregiving to persons with 
dementia (Alzheimer's Association, 2013c). The vast majority, about 80 percent, of care 
provided to persons with dementia in the home and community setting is provided by family 
caregivers (Institute of Medicine, 2008). Yet, family caregivers frequently report that they are 
inadequately educated about the trajectory of dementia and community resources available to 
them, both at the time of a dementia diagnosis and one year later (Gibson and Anderson, 2011; 
Laakkonen et al., 2008). 

Family caregiving comes with significant costs for the caregivers themselves. Seventy-
five percent of family caregivers to persons with dementia are employed while providing care 
(National Alliance for Caregiving and AARP, 2009). Family caregivers may be forced to 
sacrifice their own jobs to provide care to persons with dementia, and they often suffer negative 
health consequences (Feinberg et al., 2011). Nearly 40 percent of caregivers reported quitting 
jobs or reducing work hours to care for someone age 50 or older in 2007 (Feinberg et al., 2011). 
Women are particularly vulnerable and are more likely than men to alter work arrangements and 
leave a job to provide care to older family members (Family Caregiver Alliance National Center 
on Caregiving, 2014; Bouldin and Andresen, 2014).  

The current family caregiving situation in the United States is unsustainable. Recent 
demographic trends, including the aging of baby boomers, more single households (Federal 
Interagency Forum on Aging-Related Statistics, 2012), smaller family sizes, increasing 
employment rates among women, and delayed marriage (Vespa, Lewis, and Kreider, 2013), 
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suggest a growing imbalance between the number of individuals needing care and those 
available to provide it. While the population of adults age 65 and older in the United States is 
projected to increase 101 percent between 2000 and 2030, the number of family members 
available to provide care for those older adults is expected to grow by just 25 percent (Mack and 
Thompson, 2001). The caregiver support ratio, or the ratio of potential caregivers in the 
population to potential care recipients (based on age), was more than seven caregivers for each 
older adult in their 80s in 2010 (Redfoot, Feinberg, and Houser, 2013). The aging of the 
population is expected to bring this ratio closer to 3:1 by 2050. In addition, with more people 
living to older ages but no cure for dementia in sight, it is increasingly likely that some families 
may include two generations of persons with dementia concurrently requiring care. All of these 
factors coupled together will reduce the traditional pool of caregivers and increase the demand 
for formal LTSS services (Hagen, 2013). This is not only a U.S. issue; it is a global one, as 
developing countries experience increasing rates of female participation in the workforce, longer 
life expectancies, and diminishing family sizes.  

Formal Caregivers 

Because people with dementia have complex medical and LTSS needs due to comorbid 
conditions and the extent of functional disabilities, they benefit from receiving care from 
professionals with specialized training in geriatrics (Brody and Galvin, 2013). However, less 
than 1 percent of registered nurses, physician assistants, and pharmacists identify themselves as 
specializing in geriatrics (Institute of Medicine, 2008).  

Direct care workers provide an estimated 70 to 80 percent of the paid, hands-on LTSS in 
the United States (Paraprofessional Healthcare Institute, 2013). This workforce benefits from 
specialized training in managing behavioral symptoms specific to dementia. In a study by Menne 
and colleagues (2007), both the initial training and the continuing education of direct care 
workers across multiple settings were reported as inadequate, and dementia was identified as one 
area where knowledge and skills needed further development. In fact, poor training has been 
identified as one of the factors that contributes to occurrences of neglect and abuse in nursing 
homes, especially for persons with behavioral difficulties associated with dementia (Hawes, 
2002; Panel to Review Risk and Prevalence of Elder Abuse and Neglect, 2002). Yet, dementia-
specific training is not universal across settings or across providers in the LTSS system.  

The demand for LTSS far exceeds the supply of qualified, paid workers, and the result is 
a severe workforce shortage of professionals and paraprofessionals to manage, supervise, and 
provide LTSS in the United States. In fact, Harrington (2001) suggests that two fundamental 
problems with the quality of nursing home care are inadequate staffing and a poor ratio of 
licensed nursing staff to certified nurse assistants. The workforce shortage is a result of high 
turnover, large numbers of vacancies, and difficulty attracting and retaining well-trained staff, 
which affects the quality and accessibility of well-trained employees (Long-Term Care 
Commission, 2013; Stone, 2008).  
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Gaps in LTSS are sometimes filled via the “gray market.” This market refers to 
untrained, low-cost caregivers, often found through word-of-mouth referrals with no background 
checks, leaving older adults particularly vulnerable to poor or unregulated quality of care. 
Certification requirements for paraprofessional workers across LTSS settings are generally low 
or nonexistent. Federal law requires nursing assistants and certified home health aides to have 
less than two weeks of training, although many states have additional requirements. Federal law 
does not require any training for home attendants (also called personal care workers), who help 
with basic activities of daily living and do not perform the health care functions of home health 
aides, and state requirements vary widely (Institute for the Future of Aging Services, 2007). 
Shortages in both the paid and unpaid workforce are expected to worsen with time, making the 
future of formal caregiver availability particularly dire. 

The State of Dementia LTSS: Financing 
The quantity of and economic costs associated with family caregiving for persons with 

dementia are substantial and increase sharply as cognitive impairment worsens (Langa et al., 
2001). The value of in-home assistance provided by family caregivers in terms of the 
replacement cost (e.g., if an equivalent service was purchased in the market through a home 
health agency) amounted to 50 percent of the total costs associated with dementia (Hurd et al., 
2013). Moreover, these costs do not include difficult-to-estimate economic costs associated with 
caregivers’ emotional health, the effects of caregiving on work productivity and leisure activities, 
or potential increased mortality (Langa et al., 2001; Schulz R, 1995; Schulz R, 1999).   

Public Programs 

Medicare finances hospice costs, and a major portion of the costs for short-stay, post-
acute care in nursing homes for Medicare beneficiaries (Federal Interagency Forum on Aging-
Related Statistics, 2012; SCAN Foundation, 2013; Harris-Kojetin et al., 2013). In contrast, 
Medicaid is a joint federal and state government program that helps people with low income and 
assets pay for medical and LTSS care. Medicaid covers nursing home care and paid care 
provided in the home or community, such as visiting nurses and assistance with personal care. 
Thus, when it comes to formal LTSS, Medicaid is the largest single payer (O’Shaughnessy, 
2013). Because of Medicaid eligibility rules for many states that require no more than $2,000 in 
assets (a limit that has not changed since 1998), many who need LTSS experience gaps in the 
financing of care. As a result, private LTC insurance is typically purchased by individuals with 
greater income and wealth, and low-income individuals are covered through Medicaid. This 
leaves the vast middle class undercovered by social or private insurance programs, and many of 
the out-of-pocket costs for LTSS are borne by family caregivers. 
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Private LTC Insurance 

The LTC State Partnership Program was developed in the 1980s to improve access to 
affordable, private LTC insurance policies and to encourage more middle-income Americans to 
buy such policies. Through the Partnership Program, 41 states and the District of Columbia 
currently promote the purchase of private LTC insurance by offering consumer access to 
Medicaid under special eligibility rules if they need additional LTC coverage beyond what the 
private policies provide (American Association for Long-Term Care Insurance, 2014). These 
plans can include a special “asset disregard” feature that allows one to keep assets like personal 
savings above the usual $2,000 Medicaid limit. Medicaid, in turn, benefits by having individuals 
take fiscal responsibility for the initial phase of their LTSS through the use of private insurance. 
However, some suggest that the uptake of private LTC insurance with the Partnership Programs 
was smaller than expected (Alper, 2006). In the meantime, private insurance companies have 
struggled to get individuals to buy private LTC policies, especially given a continuing need to 
increase premiums to ensure the profitability of their products. Research has indicated that 
private LTC insurance enables claimants to access desired LTSS, such as choosing alternatives 
to nursing home care (Doty et al., 2010). However, the proportion of people who have private 
LTC insurance is low; approximately 5 percent of adults age 44 or older and 12 percent of those 
65 or older have private LTC insurance (Wiener, 2013). In 2010, annual sales of individual 
policies were 65 percent lower than in 2000 (Cohen, 2012), and since 2002, the number of 
insurers in this market has plummeted from 102 to roughly a dozen remaining companies 
(Cohen, Kaur, and Narnell, 2013). The costs of LTC policies continue to rise, and policies are 
becoming harder to find. The low uptake of policies is due to a number of reasons, including 
perception of high costs of insurance policies and lack of awareness and preparation for LTSS 
costs. According to data from the RAND American Life Panel, 29 percent of adults above the 
age of 50 incorrectly believe that Medicare covers LTSS (Brown, Goda, and McGarry, 2011). By 
the time many older adults are aware of the need for LTC insurance coverage, it may be too late; 
the average underwriting rejection rate is 44 percent for individuals over 80 years of age 
(LifePlans, 2010).  

The Health Insurance Portability and Accountability Act of 1996 (HIPAA) provides tax 
incentives to purchase private LTC insurance. Although research has shown that the tax 
incentive in HIPAA increased the take-up rate of private LTC insurance by 3.3 percentage 
points, or 25 percent, among those who are eligible, tax incentives alone are unlikely to expand 
the market substantially (Courtemanche and He, 2009). 

Moving Toward a National LTC Financing Solution 

In 2010, the federal government tried to boost LTSS for the aging with the Community 
Living Assistance Services and Supports (CLASS) Act, a provision of the Patient Protection and 
Affordable Care Act that was long championed by the late Sen. Ted Kennedy. This act proposed 



11 
 

a self-funded, voluntary, opt-out LTC insurance program. In 2011, the Obama administration 
dropped the provision, deeming it too difficult to implement and financially unsustainable 
(Kenen, 2011) because of adverse selection. As part of a deal on the 2013 “fiscal cliff,” the 
provision was repealed by the American Taxpayer Relief Act (Sebelius, 2011; U.S. Department 
of Health and Human Services, 2011; California Health Advocates, 2013). 

Following the dissolution of the CLASS Act, a bipartisan, 15-member federal LTC 
commission outlined a plan for U.S. LTSS in September 2013 (Commission on Long-Term Care, 
2013). Despite its many recommendations, the commission failed to reach an agreement 
regarding the financing of LTSS. The commissioners instead proposed three different 
approaches: (1) private options, (2) a comprehensive Medicare benefit for LTSS, and (3) a basic 
LTSS benefit within Medicare or a new public program (Commission on Long-Term Care, 
2013). To move forward, they recommended the creation of a national advisory committee and a 
convening of 2015 White House Conference on Aging in coordination with the National 
Disability Council to focus on LTSS.  
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Appendix B. Finding Common Ground: Strategies on Dementia or 
Long-Term Services and Supports 

Overview of Strategic Plans on Dementia or LTSS 

In response to aging trends in the United States, combined with the growing dementia 
epidemic, state-level documents have articulated dementia strategy or action plans as far back as 
1984. The first national plan for dementia in the United States was released in 2012. In addition, 
service delivery issues, workforce issues, and rising costs of LTSS have spurred policy 
recommendations to address LTSS. While there is some overlap between current dementia plans 
and LTSS policy recommendations, none have specifically focused on and emphasized the 
intersection between dementia and LTSS. The importance of this intersection is apparent given 
the growing dementia epidemic and the need for focused policies and programs to address LTSS 
issues for persons with dementia and their caregivers and the high costs of dementia, particularly 
out-of-pocket LTSS costs.  

In this chapter, we review and compare existing dementia plans and reports in order to 
characterize the current landscape of dementia or LTSS policies and identify gaps in policy and 
programs. We examine whether common ground exists between dementia and LTSS plans 
because agreement on strategies may affect stakeholders who work with persons with dementia 
within the LTSS system. The lack of overlap may also suggest where gaps that may be especially 
relevant for dementia exist in the LTSS system. The specific goals of our review are to  

1. Highlight the intersection between dementia and LTSS-related policies by reviewing key 
reports that detail recommendations for either dementia or LTSS-related policies. 

2. Discuss gaps in the reports. 
3. Compare overlap in the recommendations.  

This review draws from written reports available in the public domain. The scope of our 
review includes four main documents (Table B.1). Two reports focus on Alzheimer’s disease and 
related dementias: the National Plan to Address Alzheimer’s Disease (U.S. Department of Health 
and Human Services, 2014b) (and the associated 2013 Update to the National Plan to Address 
Alzheimer’s Disease [U.S. Department of Health and Human Services, 2013]) and the 
Alzheimer’s Foundation of America’s Time to Build report (Hall and Sokol, 2012). In these 
reports, the term Alzheimer’s disease is used to represent Alzheimer’s disease and related 
dementias. 

We also review two reports that focus on LTSS: the report issued by the Commission on 
Long-Term Care and the alternative report released by five members of the commission (Care 
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Commission on Long-Term Care, 2013). We also briefly review state plans on dementia 
(Alzheimer's Association, undated). 

Table B.1. National Plans and Reports on LTSS or Dementia 

Plan or Report Organization Year Description 

National Plan to Address 
Alzheimer’s Disease 

U.S. Department 
of Health & 
Human Services 

May 2012,  
updated 
May 2013  

First U.S. national dementia plan. 
Addresses prevention and treatment, 
care quality and efficiency, expanded 
supports, public awareness and 
engagement, and data to track progress. 
Updated annually based on 
recommendations from an advisory 
council. 

Time to Build: Action Steps 
and Recommendations to 
Update the National Plan to 
Address Alzheimer’s Disease 

Alzheimer’s 
Foundation of 
America (AFA) 

December 
2012 

Identifies gaps in the National Plan. 
Provides additional recommendations to 
the five goals in the National Plan. 

Commission on Long-Term 
Care: Report to the Congress 

U.S. Senate 
Commission on 
Long-Term Care 

September 
2013 

Recommendations for LTSS service 
delivery, workforce, and financing by a 
bipartisan, congressionally appointed 
commission. 

A Comprehensive Approach 
to Long-Term Services and 
Supports 

U.S. Senate 
Commission on 
Long-Term Care 
dissenting 
members 

September 
2013 

Alternative report containing 
recommendations for a comprehensive 
plan to address LTSS, authored by five 
members of the Commission on Long-
Term Care. 

 

National Plan to Address Alzheimer’s Disease 

Building off the Alzheimer’s Study Group’s report in 2009 (Alzheimer’s Study Group, 
undated), the National Alzheimer’s Project Act (NAPA) was signed into law in January 2011. 
NAPA mandated the first National Plan to Address Alzheimer’s Disease (U.S. Department of 
Health and Human Services, 2014b) in the United States, which was released in May 2012. We 
refer to this document and effort as the “National Plan,” which is updated annually. The 2013 
Update (U.S. Department of Health and Human Services, 2013) has been published and contains 
the 2012 actions, as well as new actions.  

Goals 

The National Plan contains five goals: 

1. Prevent and effectively treat Alzheimer’s disease by 2025. 
2. Enhance care quality and efficiency. 
3. Expand supports for people with Alzheimer’s disease and their families. 
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4. Enhance public awareness and engagement. 
5. Improve data to track progress.  

 
Multiple strategies are presented to accomplish each goal, and the document offers a total 

of 93 actions (Tables B.2 and B.3). The plan also includes implementation milestones describing 
the method of action, lead agency and partners responsible, and intended completion date. An 
Advisory Council on Alzheimer’s Research, Care, and Services provides overarching guidance 
on the effectiveness of government programs, comments on the National Plan, and evaluation of 
the implementation of recommendations in the annual updates. This Advisory Council consists 
of at least 22 federal and nonfederal members, with three subcommittees on Research, Clinical 
Care, and LTSS. The 2013 Update to the National Plan documents progress toward the 
completion of some actions and the addition of new actions within the five overarching goals of 
the 2012 Plan. LTSS-related strategies include education and support for people with dementia 
and their caregivers (strategy 2.C), exploring the effectiveness of new care models (strategy 2.E), 
care coordination and integration of health care and LTSS (strategy 2.G), access to LTSS 
(strategy 2.H), enabling family caregivers (strategy 3.B), and assisting families with care 
planning (strategy 3.C). (See Table B.2 for the complete list of strategies.) 

Alzheimer’s Foundation of America’s “Time to Build” Report 

The Alzheimer’s Foundation of America (AFA) is an advocacy organization focused on 
care for people with dementia and their caregivers. AFA published a report that provided 
recommendations for dementia policy: Time to Build: Action Steps and Recommendations to 
Update the ‘National Plan to Address Alzheimer’s Disease’ (Hall and Sokol, 2012). This report, 
released in December 2012, examines gaps in the 2012 National Plan and contains a series of 
recommendations for the 2013 Update of the National Plan. The AFA report calls for additional 
recommendations to all five goals of the National Plan and includes strategies to build a 
workforce to provide high-quality care, identify high-quality dementia care guidelines and 
measures, explore effectiveness of new models of care for people with Alzheimer’s disease, and 
enable family caregivers to continue to provide care. Although federal agencies are responsible 
for and leading the National Plan actions, the AFA report includes recommendations that may be 
addressed at various levels by federal, regional, state, and local stakeholders. 

Commission on Long-Term Care Reports 

In September 2013, the bipartisan Commission on Long-Term Care published a final 
report containing 28 specific recommendations in the domains of service delivery, workforce, 
and financing (Commission on Long-Term Care, 2013). The service delivery recommendations 
addressed the rebalancing of LTSS between institutional and home- and community-based care 
settings, person- and family-centered integrated medical care and LTSS, uniform assessments for 
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LTSS needs, consumer access and assistance, and payment reform. The workforce domain 
included recommendations for family caregivers, paid workforce, and direct care workforce. 
Within the financing domain, the commission offered recommendations involving regulations 
for the private LTC insurance market to fill the gap in LTSS financing, improvements to 
Medicaid and Medicare, and individual savings. While bipartisan support was achieved for the 
service delivery, workforce, and aforementioned financing recommendations, the commission 
stopped short of naming recommendations for a broad LTSS financing solution. The commission 
agreed that an element of public financing is needed but disagreed on the extent to which a social 
LTSS insurance system would be publicly financed. Rather, both public and private insurance 
solutions were included as alternative approaches. Although there was dissent, the commission 
felt that an agreement was within reach, and the Bipartisan Policy Center is currently 
undertaking the task of modeling alternative financing approaches.  

As a comprehensive financing solution could not be agreed upon, five dissenting 
members of the 15-member commission published A Comprehensive Approach to Long-Term 
Services and Supports as an alternative report, with recommendations focused on broader 
financing solutions, strengthening the LTSS workforce and family caregivers, strengthening 
Medicare and Medicaid, and LTSS access for people with disabilities (Commission on Long-
Term Care, 2013). The alternative report includes recommendations for a social insurance 
system to finance LTSS, as either a comprehensive benefit in Medicare or a more limited benefit 
within Medicare or a new program, and indicates that the form of the insurance does not 
eliminate private insurance as part of a public-private partnership.  

Overlap and Gaps of Existing National Dementia or LTSS Strategies 

In order to compare the recommended actions, we mapped the actions and 
recommendations from the National Plan and the AFA report. Tables B.4, B.5, and B.6 are 
summary tables mapping the AFA recommendations to the National Plan actions contained in 
the 2013 Update that are related to goal 2 (“enhance care quality and efficiency”), goal 3 
(“expand supports for people with Alzheimer’s disease and their families”), and goal 4 (“enhance 
public awareness and engagement”). As noted above, because the AFA report’s goal was to 
address perceived gaps in the National Plan, there is little overlap. Many of the AFA 
recommendations call for more specialized or tailored components to National Plan activities or 
specific targets or funding.  

While the National Plan is a positive step in addressing dementia prevention and the 
continuum of care, there are a few key gaps. The first gap, which has been noted by others 
(Friedman and Lyketsos, 2012), is the disproportionately higher allocation of federal funding to 
research on biomedical approaches for prevention and treatment of dementia and relatively less 
resources for research and testing of nonpharmacological approaches to LTSS. President Obama 
signed NAPA with a historic $156 million investment over two fiscal years to tackle dementia. 
However, the majority ($130 million) was allocated to goal 1: prevent and effectively treat 
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Alzheimer’s disease and related dementias by 2025. While goal 1 is important and the ultimate 
key to curbing costs of dementia, goals 2 and 3, the care and support goals, comprise only $16.5 
of the $156 million. To address the acute problems faced by persons currently afflicted with 
dementia, including 5.2 million Americans with Alzheimer’s disease, which accounts for 60 to 
80 percent of dementia cases (Alzheimer's Association, 2013a), improvements and sufficient 
funding of care and support are needed. The second gap is that the National Plan focuses 
primarily on actions that can be taken by federal agencies and partners. Less attention is given to 
policy options and activities that may be undertaken by other stakeholder groups. Last, the 
National Plan does not address financing of dementia care. 

Tables B.7, B.8, and B.9 map the recommendations from the commission’s final report 
and the alternative report. The broad financing recommendations on LTSS benefits through 
social insurance were included in the final report as alternative approaches but were 
recommendations in the alternative report. In addition to recommending two of the alternative 
approaches in the first report, the alternative report also put forth additional recommendations on 
Medicaid buy-in programs and Medicaid rebalancing to HCBS. Both reports included 
recommendations for changing the Medicare three-day hospital stay requirement for nursing 
home coverage and expanding the Medicare “homebound” requirement to qualify for home 
health benefits. Furthermore, the alternative report recommends changes to how hospital days are 
counted to determine Medicare nursing home coverage eligibility, as well as other Medicare 
payments and coverage issues. Both reports addressed access to tax-preferred savings accounts 
to assist individuals in saving for LTSS. 

A wide range of actions and policy recommendations are provided across these four plans 
and reports. A few key areas emerge, however, across the domains. 

In the domain of service delivery, key areas are  
• increased education and support of people with dementia and their families 
• development and spread of dementia care guidelines and measures 
• introduction of new models of care 
• adoption of uniform assessment of LTSS needs 
• promotion of care integration and coordination and rebalancing of care to home and 

community-based settings.  

Within the workforce domain, key areas are  
• increased education, training, and incentives for formal caregivers 
• development of meaningful career ladders for direct care workers  
• expansion of family caregiver interventions and education 
• inclusion of family caregivers in assessment and care plans  
• adoption of caregiver-friendly workplace policies.  

Within financing, key areas are  
• adoption of a broad LTSS insurance system 
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• reform of regulations for the private LTC insurance market 
• improvements to Medicare and Medicaid 
• promotion of individual savings for LTSS.  

However, not all of these actions have been explicitly recommended for dementia LTSS 
or evaluated to determine their priority level for addressing challenges specific to dementia 
LTSS. 

 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. 
High-level national policies often need to be interpreted and adapted by states in order to 
implement them in local contexts. Many states have also issued dementia plans. States have 
convened task forces on dementia since 1984 (Office of Technology Assessment, 1990), but 
most state dementia plans have been published more recently. As of March 2014, 36 states have 
dementia plans, and 7 states are in the process of developing plans (Alzheimer's Association, 
2014). For example, Georgia is currently developing a dementia plan (Georgia Department of 
Human Services, 2014). Several other states have aging plans in place. The Alzheimer’s 
Association reviewed state dementia plans that were available in 2012 and provided a side-by-
side comparison of state plans by domain (Alzheimer's Association, undated). We summarize the 
2012 Alzheimer’s Association comparison of LTSS-related recommendations in Table B.10. 
Overall, state dementia plans address the domains of public awareness, early detection and 
diagnosis, care and case management, quality of care, health care system capacity, training, 
workforce development, HCBS, LTSS, caregivers, research, brain health, data collection, safety, 
legal issues, and state government structure. Yet, there is variation across the state dementia 
plans in the domains covered by each and in the level of detail provided within each domain. 
Most of the state plans outline goals and recommendations, and many provide information about 
local resources. A few state dementia plans include indicators to track progress. States differ in 
their current stage of implementation, and there is also substantial variability in the capacity for 
LTSS across states (Reinhard et al., 2011; 2014). 

As the majority of formal LTSS are paid for by Medicaid, state Medicaid administrative 
staff provides the front-line interaction with beneficiaries. In addition, state insurance 
commissions regulate the private LTC insurance market, which are 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 important roles in care innovation; clinical 
translation of evidence-based research programs; and implementation of policies for the service 
delivery, workforce, and financing of dementia LTSS, national blueprints such as this document 
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can serve 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. 

Summary 
In this appendix, we highlighted dementia- and LTSS-related policies in key plans and 

reports. We also discussed general gaps and overlap in the recommendations. The National Plan 
to Address Alzheimer’s Disease provides a solid strategy to address dementia care needs in the 
United States. Although the National Plan has five goals, federal investment is heavily focused 
on the prevention and treatment research goals. To address current and ongoing needs of people 
with dementia and their families, improvements to the quality, access, availability, and 
affordability of LTSS are needed. To our knowledge, no national plan to date has focused on 
strategies specifically for dementia LTSS.  

LTSS financing solutions have been widely debated, but consensus has yet to be reached. 
LTSS financing is not addressed in the National Plan, and the short timeframe given to the 
Commission on Long-Term Care limited the scope of and consensus on the financing 
recommendations. Given the growing need for a broad LTSS financing solution with the aging 
population and high costs of LTSS for people with dementia, financing policy alternatives need 
to be analyzed and implemented. In addition, the recommendations from the Commission on 
Long-Term Care are relevant but not specific to the needs of people with dementia and their 
families.  
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Table B.2. National Plan to Address Alzheimer’s Disease: Goals and Strategies 

Goal Strategy 

1 
Prevent and 
effectively treat AD 
by 2025 

1.A Identify research priorities and milestones 

1.B Expand research aimed at preventing and treating AD 

1.C Accelerate efforts to identify early and presymptomatic 
stages of AD 

1.D Coordinate research with international public and private 
entities 

1.E Facilitate translation of findings into medical practice and 
public health programs 

2 
Enhance care 
quality and 
efficiency 

2.A Build a workforce with the skills to provide high-quality care 
2.B Ensure timely and accurate diagnosis 

2.C Educate and support people with AD and their families 
upon diagnosis 

2.D Identify high-quality dementia care guidelines and 
measures across care settings 

2.E Explore the effectiveness of new models of care for people 
with AD 

2.F Ensure that people with AD experience safe and effective 
transitions between care settings and systems 

2.G Advance coordinated and integrated health and long-term 
services and supports for individuals living with AD 

2.H Improve care for populations disproportionally affected by 
AD and for populations facing care challenges 

3 
Expand supports 
for people with AD 
and their families 

3.A Ensure receipt of culturally sensitive education, training, 
and support materials 

3.B Enable family caregivers to continue to provide care while 
maintaining their own health and well-being 

3.C Assist families in planning for future care needs 

3.D Maintain the dignity, safety, and rights of people with AD 

3.E Assess and address the housing needs of people with AD 

4 
Enhance public 
awareness and 
engagement 

4.A Educate the public about AD 

4.B 
Work with state, tribal, and local governments to improve 
coordination and identify model initiatives to advance AD 
awareness and readiness across the government 

4.C Coordinate U.S. efforts with those of the global community 

5 Improve data to 
track progress 

5.A Enhance the federal government's ability to track progress 

5.B Monitor progress on the national plan 

NOTE: AD = Alzheimer’s disease. 
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Table B.3. National Plan to Address Alzheimer’s Disease: Actions and Activities 

Action 
 

Activities Lead Agency 
1.A.1 Regularly convene an AD 

research summit to update 
priorities 

First summit in May 2012, report available 
online. Convene second summit in 2015. 

NIH/NIA 

1.A.2 Solicit public and private input on 
AD research priorities 

RFI inviting public & private input on funded 
research addressing AD & related dementias. 

NIH/NIA 

1.A.3 Regularly update the National Plan 
and refine Goal 1 strategies and 
action items based on feedback 
and input 

Update Goal 1 elements of the National Plan to 
reflect new insights & inputs from the 
community. 

HHS/ASPE 

1.A.4 Convene a scientific workshop on 
other dementias in 2013 

Hold a workshop to solicit input on special 
research priorities & timelines for addressing 
related dementias. 

NIH/NIHDS 

1.A.5 Update research priorities and 
milestones 

Update research priorities & milestones. HHS/ASPE 

1.A.6 Create a timeline for achieving 
Goal 1 

Create & update timeline document. NIH/NIA 

1.B.1 Expand research to identify the 
molecular and cellular 
mechanisms underlying AD, and 
translate this information into 
potential targets for intervention 

Develop an integrated interdisciplinary basic 
science research agenda to enable the 
identification & selection of therapeutic targets. 

NIH/NIA 

1.B.2 Expand genetic epidemiologic 
research to identify risk and 
protective factors for AD 

Conduct whole genome sequencing to identify 
areas of genetic variation that correspond to 
risk factors of AD. 

NIH/NIA 

1.B.3 Increase enrollment in clinical 
trials and other clinical research 
through community, national, and 
international outreach 

Identify approaches & coordination points for 
these efforts; develop an action plan that 
incorporates these ideas; collaborate to 
increase awareness among health & social 
service providers 

NIH/NIA, 
ACL, CDC, 
VA 

1.B.4 Monitor and identify strategies to 
increase enrollment of racial and 
ethnic minorities in AD studies 

Track enrollment in NIH AD studies; identify & 
implement next steps for engaging & enhancing 
research participation by racial & ethnic 
minorities; raise awareness of need for 
participation 

NIH/NIA 

1.B.5 Conduct clinical trials on the most 
promising pharmacologic 
interventions 

Identify partnerships with private sector 
participants to voluntarily share information 
about new & ongoing clinical trials and 
partnerships to better coordinate federal & 
private sector review of the status & progress of 
the trials & emerging opportunities; review the 
status & progress of clinical trials annually. 

NIH/NIA 

1.B.6 Continue clinical trials on the most 
promising lifestyle interventions 

Conduct annual reviews of the status & 
progress of clinical trials. 

NIH/NIA 

1.C.1 Identify imaging and biomarkers to 
monitor disease progression 

Conduct annual reviews of public-private AD 
Neuroimaging Initiative (ADNI) to identify & 
monitor disease progression. 

NIH/NIA 

1.C.2 Maximize collaboration among 
federal agencies and with the 
private sector 

Identify additional partnership opportunities with 
the private sector & facilitate collaborative 
efforts to enhance identification of risk factors & 
early biomarkers. 

NIH/NIA 
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Action 
 

Activities Lead Agency 
1.D.1 Inventory AD research 

investments 
Compile portfolios of domestic & international 
funders of ADRD research & make the 
information available to public through 
searchable online database. 

NIH/NIA 

1.D.2 Expand international outreach to 
enhance collaboration 

Invite international colleagues to meet & 
discuss ADRD research priorities & 
collaboration through regular meetings in 
person & via teleconference. 
Host a funders meeting at the Alzheimer's 
Association International Conference (July 
2012) 

NIH/NIA 

1.E.1 Identify ways to compress the time 
between target identification and 
release of pharmacological 
treatments 

Examine current average time & identify places 
where the timelines could be shortened. 
Convene a group of representatives from FDA, 
ASPE, NIH. 

ASPE, NIH 

1.E.2 Leverage public and private 
collaborations to facilitate 
dissemination, translation, and 
implementation of research 
findings 

Disseminate research findings through various 
media & in partnership with organizations, 
particularly those involving interventions in 
treatment & care. 

NIH/NIA 

1.E.3 Educate the public about the latest 
research findings 

Prepare & disseminate regular reports on 
ADRD research findings. 

NIH/NIA 

1.E.4 Issue guidance about drugs for 
early stage AD 

Issue recommendations about standards for 
evaluating the effectiveness of treatments for 
early stage AD. 

FDA 

1.E.5 Expand and disseminate research 
on co-occurring conditions and 
dementias 

Literature review to be disseminated through 
CDC’s public health network, ACL/AoA’s Aging 
Network, & the NIA research network. 

CDC 

2.A.1 Educate health care providers Educate providers through HRSA's GECs about 
how to: (1) work with people with the disease & 
their families, (2) link people to support services 
in the community and identify signs of caregiver 
burden & depression, and (3) detect cognitive 
impairment & assess/diagnose AD. 

HRSA 

2.A.2 Encourage providers to pursue 
careers in geriatric specialties 

Educate providers about opportunities through: 
(1) the Comprehensive Geriatric Education 
Program, (2) the Geriatric Academic Career 
Awards Program, and (3) training projects that 
provide fellowships for individuals studying to 
be geriatricians, geriatric dentists, or geriatric 
psychiatrists. 

HRSA 

2.A.3 Collect and disseminate dementia-
specific guidelines and curricula 
for all provider groups across the 
care spectrum 

Convene meeting with public & private partners. 
Develop voluntary dementia-specific guidelines 
& curricula. Develop website with appropriate 
links and contact information. 

HRSA 

2.A.4 Strengthen the direct care 
workforce 

Release training for the nursing home direct 
care workforce through a series of videos. 

CMS 

2.A.5 Strengthen state aging and public 
health workforces 

A series of four webinar-based trainings will be 
provided to AAA/ADRC staff to increase their 
knowledge about AD and issues to consider in 
assessing the needs of the individual with 
cognitive impairment and their caregivers to 
facilitate access to long-term services and 
supports. 

HRSA 

2.A.6 Support state and local 
Alzheimer's strategies 

Share best practices with states. ACL/AoA 

2.A.7 Develop and disseminate a unified 
primary care AD curriculum 

Develop a voluntary curriculum for primary care 
practitioners. 

HRSA 
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Action 
 

Activities Lead Agency 
2.A.8 Ensure aging network providers 

have access to research-based 
up-to-date information on AD 

Webinars with representatives from the aging 
network, ADCs, the NIA ADEAR, the National 
Alzheimer’s Call Center & Elder Locator, 
Alzheimers.gov, & other federal partners to 
ensure that aging & public health workforces 
receive recent, updated, & culturally competent 
information. 

ACL/AoA, 
NIA/NIH 

2.A.9 Engage the public health 
workforce on brain health 

Release The Healthy Brain Initiative: The Public 
Health Road Map for State & National 
Partnerships, 2013–2018. 

CDC 

2.A.10 Educate providers about federal 
programs to address AD 

Hold a series of webinars to teach Geriatrics 
Program grantees about existing federal 
programs & opportunities to partner & 
collaborate with grantees in other federal 
agencies. 

HRSA 

2.A.11 Strengthen the ability of primary 
care teams in Indian Country to 
meet the needs of people with 
dementia and their caregivers 

Incorporate training for AD into the online 
continuing education curriculum for 
IHS/Tribal/Urban program nursing. 

IHS 

2.B.1 Link the public to diagnostic and 
clinical management services 

Educate the public & providers about the latest 
evidence on the signs, symptoms, & current 
methods of diagnosing AD. Connect families & 
people with symptoms of AD with AD-capable 
resources, including diagnostic services through 
NIH-funded ADCs. Convene representatives 
from National Alzheimer's Call Center, ADEAR, 
& Aging Network to establish inventory of 
resources available to the public. Host at least 1 
conference call or webinar for the Aging 
Network to learn about ADCs. 

ACL, NIH/NIA 

2.B.2 Identify and disseminate 
appropriate assessment tools 

Identify a variety of appropriate assessment 
tools that can be used in a variety of outpatient 
settings, including the Medicare Annual 
Wellness Visit, to assess cognition. Complete 
the development of the "toolbox" of cognitive 
assessment tools. Disseminate recommended 
tools to practitioners. Survey providers who 
have used the toolbox. 

CMS, 
NIH/NIA 

2.C.1 Educate physicians and other 
health care providers about 
accessing long-term services and 
supports 

Increase knowledge of available resources 
among doctors, nurses, & hospitals. 

CMS 

2.C.2 Enhance assistance for people 
with AD and their caregivers to 
prepare for care needs 

HHS will strengthen the ability of existing long-
term services & supports systems, including the 
Aging Network, to increase awareness of 
available family caregiver assessment tools, 
resource materials from across the government, 
& support programs designed to educate 
caregivers & persons with the disease & 
support programs designed to educate 
caregivers & persons with the disease. 

ACL/AoA 

2.C.3 Connect American Indian and 
Alaska Natives to AD resources 

Add link to the National Plan & to 
Alzheimers.gov to the IHS Elder Care Website. 

IHS 

2.D.1 Explore dementia care guidelines 
and measures 

Review OAA Title II-E services to identify 
potential improvements in serving people with 
dementia; convene meetings with public & 
private organizations to discuss dementia care 
practices; identify 3–5 measures within the first 
year; submit measures & guidelines to National 
Quality Forum. 

CMS 
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Action 
 

Activities Lead Agency 
2.D.2 Identify and review measures of 

high-quality dementia care 
Develop conceptual framework for 
measurement of dementia care quality & 
identify concepts that can be translated into 
performance measures. 

CMS 

2.D.3 Convene an expert panel on 
advanced dementia 

Convene panel & report on discussion. HHS/ASPE 

2.E.1 Evaluate the effectiveness of 
relevant Innovation Center models 
for people with AD 

Examine changes in care quality & care 
coordination among people with AD. 

CMS/ 
Innovation 
Center 

2.E.2 Evaluate the effectiveness of the 
"Independence at Home 
Demonstration" 

Examine whether health & functional status 
outcomes are improved among people with AD 
in this demonstration. 

CMS/ 
Innovation 
Center 

2.E.3 Share results and lessons learned 
about new models in the Veterans 
Health Administration system with 
federal partners 

Share summary report of completed non-
institutional long-term care pilot programs with 
dementia components. 

VA 

2.F.1 Identify and disseminate models of 
hospital safety for people with AD 

Perform subgroup analysis of Innovation Center 
models. 

CMS/ 
Innovation 
Center 

2.F.2 Implement and evaluate new care 
models to support effective care 
transitions for people with AD 

Evaluate Community-Based Care Transition 
Program demonstration programs. 

CMS 

2.F.3 Enhance understanding of 
avoidable hospitalizations and 
emergency department use 
among people with AD 

Release report. ASPE 

2.F.4 Identify and disseminate 
information on interventions to 
reduce preventable 
hospitalizations 

Review of interventions that are effective in 
decreasing preventable hospitalizations & 
release report. 

CDC 

2.G.1 Review evidence on care 
coordination models for people 
with AD 

Convene meeting to review existing research 
on care coordination models; ask work groups 
to define the health & psychosocial outcomes 
on which the interventions will be evaluated. 

ASPE 

2.G.2 Implement and evaluate care 
coordination models 

Implement & evaluate care coordination 
models. 

CMS 

2.G.3 Evaluate evidence on care 
integration 

Issue report on findings. ASPE 

2.H.1 Create a taskforce to improve care 
for these specific populations 

Convene a taskforce; develop a strategic plan 
with action steps. 

ASPE, 
ACL/AIDD 

2.H.2 Identify steps to ensure access to 
long-term services and supports 
for younger people with AD 

Coordinate activities to identify barriers to these 
supports & make recommendations to the 
Advisory Council & HHS on ways to address 
these barriers. 

ACL 

3.A.1 Identify culturally sensitive 
materials and training 

Survey individuals who use AD resources to 
assess whether they are culturally-appropriate. 

ACL 

3.A.2 Distribute materials to caregivers Establish a strategy with federal agencies & 
state & local networks to distribute training & 
education materials; distribute training 
materials. 

ACL 

3.A.3 Utilize health information 
technology for caregivers and 
persons with AD 

Convene meeting with stakeholder groups to 
identify priority actions; publish report on 
findings. 

AHRQ 
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Action 
 

Activities Lead Agency 
3.B.1 Identify unmet service needs Release report summarizing analysis of NHATS 

data. 
ASPE 

3.B.2 Identify and disseminate best 
practices for caregiver assessment 
and referral through the long-term 
services and supports system 

AoA will explore a public-private partnership to 
identify best practices in caregiver assessment 
& referral. This effort will examine caregiver 
assessment tools used in states. 
 
A 50-state survey of caregiver assessment in 
the Medicaid “Home and Community-Based 
Services Waiver Programs” is also now 
available. 

ACL/AoA 

3.B.3 Review the state of the art of 
evidence-based interventions that 
can be delivered by community-
based organizations 

Identify measures used to evaluate the 
evidence-based interventions. 

ACL/AoA 

3.B.4 Develop and disseminate 
evidence-based interventions for 
people with AD and their 
caregivers 

Identify specific evidence-based interventions 
that can be developed into training materials or 
new programs; develop training materials 
and/or design intervention programs based on 
NIH/NIA research. 

NIA/NIH 

3.B.5 Provide effective caregiver 
interventions through AD-capable 
systems 

Work with states to identify caregiver 
interventions for dissemination. 

ACL/AoA 

3.B.6 Share lessons learned through 
U.S. Department of Veterans 
Affairs caregiver support strategies 
with federal partners 

Two informational meetings. VA 

3.B.7 Support caregivers in crisis and 
emergency situations 

Webinars with representatives from the aging 
network, ADCs, & other federal partners. 

ACL/AoA 

3.B.8 Provide education about respite 
care for caregivers of people with 
AD 

Develop & disseminate information on respite 
care for individuals with dementia. 

ACL 

3.B.9 Collaborate to share information 
on long-term services and 
supports with Tribal providers 

Hold webinar series on interventions to support 
improved quality of care for persons with 
dementia & support for family caregivers & 
highlight programs for people with ADRD & their 
caregivers in annual conference on Tribal aging 
programs. 

ACL/AoA 

3.B.10 Share information on caregiver 
support services between the 
Aging Network and U.S. 
Department of Veterans Affairs 

Webinars & trainings. ACL/AoA 

3.B.11 Pilot evidence-based interventions 
for caregivers in Indian Country 

Pilot the REACH-VA Family Caregiver 
intervention in a small number of Tribes. 

IHS 

3.C.1 Examine awareness of long-term 
care needs and barriers to 
planning for these needs 

Finalize LTC Awareness Survey; conduct 
survey; analyze results; release final report. 

ASPE 

3.C.2 Expand long-term care awareness 
efforts 

Develop campaign materials. Select states. 
Implement campaign. 

ACL 

3.D.1 Educate legal professionals about 
working with people with AD 

Develop training materials. Conduct training 
webinars. Provide summary reports of the 
training webinars. 

ACL/AoA 

3.D.2 Monitor, report, and reduce 
inappropriate use of antipsychotics 
in nursing homes 

Safe Use Initiative. CMS 

3.D.3 Enhance training to address the 
needs of individuals living in long-
term care settings 

Updated trainings for long-term care 
ombudsmen. 

ACL/AoA 
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Action 
 

Activities Lead Agency 
3.D.4 Incorporate elder abuse 

awareness into aging network 
activities 

Eldercare Locator & other aging network & 
prevention programs providers to recognize 
warning signs of abuse. 

ACL/AoA 

3.D.5 Translate and disseminate 
information on abuse of people 
with dementia 

Create & disseminate research briefs, 
factsheets & webinars. 

ACL/AoA 

3.D.6 Improve the ability of legal 
services to address the needs of 
people with AD 

Award demonstration grants. ACL/AoA 

3.D.7 Improve the ability of AD 
information and referral systems to 
identify abuse or neglect 

Refine protocols to train call-takers on 
identifying abuse, neglect, & exploitation among 
people with AD. 

ACL/AoA 

3.D.8 Educate fiduciaries about 
managing the finances of people 
with AD 

Release lay fiduciary guide. CFPB 

3.E.1 Explore affordable housing models Examine housing sites that link health & long-
term services & supports. Link HUD & HHS 
data to understand the older adult population in 
HUD housing. 

ASPE, HUD 

3.E.2 Examine patterns of housing and 
services 

Study where people with AD live & availability of 
services in those settings. 

ASPE, NCHS 

4.A.1 Design and conduct a national 
education and outreach initiative 

Design a national education & outreach 
initiative & implement with states, local 
governments, & NGOs. 

ACL 

4.A.2 Enhance public outreach about AD Update www.eldercare.gov & ADEAR 
site/publications & disseminate information 
through social media. 

ACL, NIH/NIA 

4.B.1 Convene leaders from state, 
Tribal, and local governments 

Convene to identify steps for raising AD 
awareness & readiness. Develop an agenda for 
supporting these efforts. 

IEA 

4.B.2 Continue to convene federal 
partners 

Convene to share research findings, innovative 
or best practices, & information about new or 
upcoming initiatives. 

ASPE 

4.B.3 Build upon lessons learned to 
improve the dementia-capability of 
state and local service systems 

Expand Dementia Capability Toolkit to include 
educational materials on identifying persons 
with cognitive impairment, direct links to tools, & 
examples of best practices in other states. 

ACL/AoA 

4.B.4 Get Tribal input on AD Convene Tribal leaders. IHS 
4.C.1 Work with global partners to 

enhance collaboration 
Convene global partners. ASPE 

5.A.1 Identify major policy research 
needs 

Convene federal partners to identify current & 
future policy & research questions. Identify gaps 
in data. 

ASPE 

5.A.2 Identify needed changes or 
additions to data 

Work with federal partners & researchers. ASPE 

5.A.3 Make needed improvements to 
data 

Develop questions to be fielded for data 
collection. Add to surveys. 

ASPE 

5.A.4 Summarize data on cognitive 
impairment across states 

Report on 2012 BRFSS data on cognitive 
decline. 

CDC 

5.A.5 Develop and disseminate 
measures of awareness of AD 

Release report on validated survey questions. CDC 

5.B.1 Designate responsibility for action 
implementation 

Designate office. ASPE 

5.B.2 Track National Plan progress Track progress on the plan, & incorporate 
measures into other efforts to monitor 
population health, such as Healthy People 
2020. 

ASPE 

5.B.3 Update the National Plan annually Release updated National Plan. ASPE 

http://www.eldercare.gov
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NOTES: ACL = Administration for Community Living; AD = Alzheimer’s disease; ADRD = Alzheimer’s disease and 
related dementias; AHRQ = Agency for Healthcare Research & Quality; AIDD = Administration on Intellectual and 
Developmental Disabilities; AoA = Administration on Aging; ASPE = Assistant Secretary for Planning and Evaluation; 
CDC = Centers for Disease Control and Prevention; CFPB = Consumer Financial Protection Bureau; CMS = Centers 
for Medicare & Medicaid Services; FDA = U.S. Food and Drug Administration; HHS = U.S. Department of Health and 
Human Services; HRSA = Health Resources and Services Administration; HUD = U.S. Department of Housing and 
Urban Development; IEA = Office of Intergovernmental and External Affairs; IHS = Indian Health Service; NCHS = 
National Center for Health Statistics; NIA = National Institute on Aging; NIH = National Institutes of Health; VA = U.S. 
Department of Veterans Affairs.  
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Table B.4. National Plan and AFA Report Comparison—Service Delivery1 

Action National 
Plan, 2013 

AFA Report, 
2012 

Link the public to diagnostic and clinical management services. ü  
Identify and disseminate appropriate assessment tools. ü  
Expand memory screening efforts by utilizing federal and state health facilities as 
screening sites, and promotion of screenings through outreach by CMS to its public 
health partners.  ü 

Replace older memory assessment tools and tests used by CMS with new models that 
are more efficient, more directive, and developed with modern test theory. Develop 
objective self-assessment tools and new technologies like smartphone applications that 
track assessments and communicate this data to health professionals. 

 ü 

Provide families and individuals with the APOE gene access to genetic counseling 
through federal health programs.  ü 

Provide a new benefit for Medicare beneficiaries for diagnostic and care planning 
services, with coordinated care and access to long-term care support services, 
specifically for Alzheimer’s disease and related dementias.  ü 

Enhance assistance for people with AD and their caregivers to prepare for care needs. ü  
Connect American Indian and Alaska Natives to AD resources. ü  
Explore dementia care guidelines and measures. ü  
Identify and review measures of high-quality dementia care. ü  
Develop high-quality care measures that are culturally competent and tailored to each 
stage of the disease and each type of care setting.  ü 

Convene an expert panel on advanced dementia. ü  
Evaluate the effectiveness of relevant Innovation Center models for people with AD. ü  
Evaluate the effectiveness of the "Independence at Home Demonstration." ü  
Share results and lessons learned about new models in the Veterans Health 
Administration system with federal partners. ü  
Specify a target number of demonstration projects for CMMI to implement new care 
models for Alzheimer’s disease over the next five years.  ü 

Identify and disseminate models of hospital safety for people with AD. ü  
Implement and evaluate new care models to support effective care transitions for people 
with AD. ü  
Enhance understanding of avoidable hospitalizations and emergency department use 
among people with AD. ü  

                                                
1 The 2013 Update to the National Plan contains the 2012 actions as well as new actions. The AFA report provides 
recommendations for the update to the 2012 National Plan to Address Alzheimer’s Disease. The lack of overlap 
between the National Plan and the AFA is because (1) the AFA did not repeat any policy options that were already 
included in the 2012 plan, and (2) the 2013 Update did not explicitly include many of the AFA recommendations. 
The AFA recommendations were more specific than the National Plan actions and may fall under some of the broad 
National Plan actions. 
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Action National 
Plan, 2013 

AFA Report, 
2012 

Identify and disseminate information on interventions to reduce preventable 
hospitalizations. ü  
Adopt best practices and guidelines for hospital recognition of special needs of 
individuals with Alzheimer's disease in all emergency rooms in hospitals in the United 
States.  ü 

Establish regional Memory Evaluation and Treatment Centers through public-private 
partnerships.  ü 

Review evidence on care coordination models for people with AD. ü  
Implement and evaluate care coordination models. ü  
Evaluate evidence on care integration. ü  
Create a taskforce to improve care for these specific populations. ü  
Identify steps to ensure access to long-term services and supports for younger people 
with AD. ü  
Make federal programs associated with Alzheimer’s disease treatment, care, and 
support available to all persons with Alzheimer’s disease, regardless of age.  ü 

Identify culturally sensitive materials and training. ü  
Utilize health information technology for caregivers and persons with AD. ü  
Identify unmet service needs. ü  
Identify and disseminate best practices for caregiver assessment and referral through 
the long-term services and supports system. ü  
Review the state of the art of evidence-based interventions that can be delivered by 
community-based organizations. ü  
Develop and disseminate evidence-based interventions for people with AD and their 
caregivers. ü  
Examine awareness of long-term care needs and barriers to planning for these needs. ü  
Expand long-term care awareness efforts. ü  
Provide specialized training to professionals whose clients have dementia or a loved one 
with dementia.  ü 

Educate legal professionals about working with people with AD. ü  
Improve the ability of legal services to address the needs of people with AD. ü  
Educate fiduciaries about managing the finances of people with AD. ü ü 

Monitor, report, and reduce inappropriate use of antipsychotics in nursing homes. ü  
Enhance training to address the needs of individuals living in long-term care settings. ü  
Incorporate elder abuse awareness into aging network activities. ü  
Translate and disseminate information on abuse of people with dementia. ü  
Improve the ability of AD information and referral systems to identify abuse or neglect. ü  
Increase oversight of all institutional facilities (not just nursing homes) that use 
antipsychotic medications to control behavioral symptoms in people with dementia.  ü 

Explore affordable housing models. ü  
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Action National 
Plan, 2013 

AFA Report, 
2012 

Examine patterns of housing and services. ü  
Design and conduct a national education and outreach initiative ü  
Enhance public outreach about Alzheimer’s disease ü  
Convene leaders from state, Tribal, and local governments ü  
Continue to convene federal partners ü  
Build upon lessons learned to improve the dementia-capability of state and local service 
systems ü  

Get Tribal input on Alzheimer’s disease ü  
Work with global partners to enhance collaboration ü  

NOTE: AD = Alzheimer’s disease. 
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Table B.5. National Plan and AFA Report Comparison—Workforce2  

Action National 
Plan, 2013 

AFA Report, 
2012 

Formal Caregivers 
  

Educate health care providers. ü  
Encourage providers to pursue careers in geriatric specialties. ü  
Make student loans for training in geriatrics and gerontology eligible for federal loan 
forgiveness and offering other incentives, like tax deductions or credits, to boost 
enrollment in these medical disciplines.  ü 

Collect and disseminate dementia-specific guidelines and curricula for all provider 
groups across the care spectrum. ü  

Develop and disseminate a unified primary care AD curriculum. ü  
Urge CMS to require geriatric competencies and dementia training for primary care 
clinicians and staff to improve detection, treatment, and care for people with 
Alzheimer’s disease.  ü 

Strengthen the direct care workforce. ü  
Require certified nursing aides and home care aides and their supervisors to take at 
least 120 hours of training (up from the current federal minimum of 75 hours), 
including explicit geriatric care and gerontological content; and creating minimum 
training standards/competencies for non-clinical direct-care workers in order to help 
ensure fewer complications, more positive outcomes, and cost savings through less 
hospitalizations. 

 ü 

Fund nursing home staff training related to behavioral interventions, including 
recreational arts therapies as an alternative to antipsychotic treatments and 
enforcing CMS requirements that safeguard the use of antipsychotics for persons 
with Alzheimer’s disease and other related dementias. 

 ü 

Ensure aging network providers have access to research-based up-to-date 
information on AD. ü  

Educate providers about federal programs to address AD. ü  
Educate physicians and other health care providers about accessing long-term 
services and supports. ü  

More adequately reimburse health care professionals under federal health 
programs for services such as longitudinal evaluations and management services, 
acute and chronic psychiatric management, evaluation of cognitive functioning, and 
caregiver education and counseling. 

 ü 

Strengthen state aging and public health workforces. ü  
Support state and local Alzheimer's strategies. ü  
Engage the public health workforce on brain health. ü  

                                                
2 The 2013 Update to the National Plan contains the 2012 actions as well as new actions. The AFA report provides 
recommendations for the update to the 2012 National Plan to Address Alzheimer’s Disease. The lack of overlap 
between the National Plan and the AFA is because (1) the AFA did not repeat any policy options that were already 
included in the 2012 plan, and (2) the 2013 Update did not explicitly include many of the AFA recommendations. 
The AFA recommendations were more specific than the National Plan actions and may fall under some of the broad 
National Plan actions. 
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Action National 
Plan, 2013 

AFA Report, 
2012 

Strengthen the ability of primary care teams in Indian Country to meet the needs of 
people with dementia and their caregivers. ü  

Establishing a government-funded, 24-hour call center specifically for dementia 
health care professionals.  ü 

Family Caregivers 
  

Distribute materials to caregivers. ü  
Provide effective caregiver interventions through AD-capable systems. ü  
Share lessons learned through U.S. Department of Veterans Affairs caregiver 
support strategies with federal partners. ü  

Support caregivers in crisis and emergency situations. ü  
Provide education about respite care for caregivers of people with AD. ü  
Collaborate to share information on long-term services and supports with Tribal 
providers. ü  

Share information on caregiver support services between the Aging Network and 
U.S. Department of Veterans Affairs. ü  

Pilot evidence-based interventions for caregivers in Indian Country. ü  
Encourage CMS and AoA to develop new ideas for supporting younger family 
members such as teens and young adults who are taking on caregiving 
responsibilities.   ü 

Expand and promote the Resources for Enhancing Alzheimer’s Caregiver Health 
(REACH) program systemwide for Medicare and Medicaid beneficiaries through 
CMS’ CMMI.  ü 

Establish standards for crisis call centers that provide counseling services to people 
with Alzheimer’s disease and their caregivers. Adopt transparent training 
requirements for crisis call centers that serve individuals with Alzheimer’s disease 
and their caregivers. Utilize existing resources that when coupled with the AoA’s 
National Call Center can expand the reach of these support services and increase 
the number of individuals with dementia and caregivers who receive assistance. 

 ü 

Expand and adequately fund the Older Americans Act, Lifespan Respite Care Act, 
National Family Caregivers Support Program, and Missing Alzheimer's Disease 
Patient Alert Program.  ü 

Provide federal tax credits to family members who are primary caregivers for a 
loved one, and income tax deductions for out-of-pocket costs used for reasonable 
and necessary long-term care services, including premiums paid for long-term care 
insurance. 

 ü 

Further expand publicly funded “participant-directed” (aka “consumer-directed,” 
“cash and counseling,” “self-directed care”) programs that allow participants to hire 
family members—including spouses, adult children, and even teens—as paid 
caregivers. 

 ü 

Adopt family-friendly workplace policies with federal incentives to carry them out, 
such as flextime, work-at-home options, job-sharing, counseling, dependent care 
accounts, information and referral to community services, and employer-paid 
services of a care manager. 

 ü 
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Table B.6. National Plan and AFA Report Comparison—Financing3 

Action National 
Plan, 2013 

AFA Report, 
2012 

LTSS Financing   
Resurrect provisions of the Community Living Assistance Services and Supports 
(CLASS) program.  ü 

Require the federal government to compile basic, reliable statistics on the scope of 
Alzheimer’s disease, including patient and caregiver demographics, economic 
impact, and cost of services.  ü 

Medicare and Medicaid Improvement   
Make adult day services a mandatory benefit under Medicaid. 

 ü 

Expand access to home- and community-based care services under both Medicare 
and Medicaid to allow individuals with Alzheimer’s disease to stay in the home 
setting as long as possible.  ü 

Design a special benefit for Medicare beneficiaries with Alzheimer’s disease that 
combines care management with access to home care services, and measure the 
costs/utilization of services to Medicare.  ü 

Develop a specialized palliative care program under Medicare and Medicaid for 
persons with Alzheimer’s disease and related dementias.  ü 

Individual Savings   
Institute appropriate incentives that will encourage consumers to purchase long-
term care protection. The government can adopt tax credits or premium support 
models for those persons below a certain age who purchase long-term care 
insurance. 

 ü 

 
  

                                                
3 The 2013 Update to the National Plan contains the 2012 actions as well as new actions. The AFA report provides 
recommendations for the update to the 2012 National Plan to Address Alzheimer’s Disease. The lack of overlap 
between the National Plan and the AFA is because (1) the AFA did not repeat any policy options that were already 
included in the 2012 plan, and (2) the 2013 Update did not explicitly include many of the AFA recommendations. 
The AFA recommendations were more specific than the National Plan actions and may fall under some of the broad 
National Plan actions. 
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Table B.7. Commission on Long-Term Care Reports—Service Delivery4 

Recommendation 

Commission on Long-Term 
Care, 2013 

Report Alternative 
Report 

Promote services for persons with functional limitations in the least restrictive 
setting appropriate to their needs—building a system, including Medicaid, with 
options for people who would prefer to live in the community. 

ü  

Establish a single point of contact for LTSS on the care team. ü  
Align incentives to improve the integration of LTSS with health care services in a 
person- and family-centered approach. ü  

Use technology more effectively to mobilize and integrate community resources 
and to share information among providers, individuals, and family caregivers 
across settings of care. 

ü  

Create livable communities building on models that can improve access to 
services and health care–LTSS coordination. ü  

Completion of a simpler and more usable standard assessment mechanism 
across care settings (acute, post-acute, and LTSS). ü  

Expand the “No Wrong Door” approach to provide enhanced options counseling 
for individuals to navigate LTSS, and provide the support needed to make this 
approach effective nationally. 

ü   

Provide information and assistance to consumers and family caregivers in 
advance of transition from one setting to the next (for example, acute care 
persons with dementia at admission, not just at discharge). 

ü  

Improve access to information technology that can improve consumer and 
caregiver access to information. ü  

Improve focus on quality across settings of LTSS—with particular attention to 
HCBS. ü  

Advocate for new models of public payment that pay for post-acute and long-term 
services and supports on the basis of the service rather than the setting. ü  

Maintain and strengthen a person- and family-centered LTSS system with both the 
person with cognitive or functional limitations and the family caregiver (spouse or 
partner, child or grandchild, parent, sibling, or other unpaid assistant) as a focus 
for services and supports. Include family caregivers and their needs in 
assessment and care planning processes. 

ü ü 

Include family caregivers in the records of persons with dementia and as a 
member of the care team. ü ü 

                                                
4 For overlapping recommendations between the report and alternative report, the wording from the Commission on 
Long-Term Care’s report is displayed. Overlaps in this table indicate a subjective assessment of the similarity 
between recommendations and the corresponding detailed recommendations (not shown). 
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Table B.8. Commission on Long-Term Care Reports—Workforce5 

Recommendation 

Commission on Long-Term 
Care, 2013 

Report Alternative 
Report 

Formal Caregivers   
Revise scope of practice to broaden opportunities for professional and direct care 
workers with demonstrated competency. ü  

Recommend that the federal government work with states to enable national 
criminal background checks for all members of the LTSS workforce. ü  

Create meaningful career ladders and lattices for direct care workers that result in 
access to career advancement opportunities and improved compensation. ü ü 

Integrate direct care workers into care teams. ü  
Recommend that the appropriate federal agency collect detailed data on the LTSS 
workforce. ü ü 

Encourage states to improve standards and establish a certification process for 
home-care workers. ü  

Set federal guidelines that require all states to license and certify home care 
agencies. Licensing and certification requirements will include routine monitoring 
and requirements for agencies to submit detailed cost reports to maintain that 
certification (including detailed employee and revenue information). 

 ü 

Establish federal requirements for competency and training standards for personal 
and home-care aides, and reimburse training costs for all direct care workers, 
update payment rates to provide for adequate wages across settings, and collect 
comprehensive workforce data. These requirements would build on efforts to 
identify core competencies, skills, and knowledge to provide high quality, person-
centered care. Under certain circumstances, personal and home care workers 
would be permitted to opt out of the training requirement. 

 ü 

Establish minimum percentages of service rates directed to direct-care labor costs 
(wages).  ü 

Create a national program to attract individuals to direct care jobs. 
 ü 

Require detailed workforce plans for federally funded LTSS programs. 
 ü 

Family Caregivers   
Ensure that family caregivers have access to relevant information through 
technology. ü ü 

Encourage caregiver interventions, including respite options, and integration with 
volunteer efforts. ü  

 
  

                                                
5 For overlapping recommendations between the report and alternative report, the wording from the Commission on 
Long-Term Care’s report is displayed. Overlaps in this table indicate a subjective assessment of the similarity 
between recommendations and the corresponding detailed recommendations (not shown). 
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Table B.9. Commission on Long-Term Care Reports—Financing6 

Recommendation 

Commission on Long-Term 
Care, 2013 

Report Alternative 
Report 

LTSS Financing   
Strengthen LTSS financing through private options for financial protection. ü*  
Strengthen LTSS financing through social insurance—create a comprehensive 
Medicare Benefit for LTSS. ü* ü 

Strengthen LTSS financing through social insurance—create a basic LTSS benefit 
within Medicare or a new public program. ü* ü 

To support supplementary or gap filling, new regulations are needed for the private 
long-term care insurance market to, at a minimum: 
- Standardize and limit the types of policies insurers can offer, as in the Medigap 
market, in order to facilitate comparison and competition. 
- Create an electronic market and provide information and direct assistance to 
consumers in order to facilitate comparison shopping and educated choices. 
- Create effective consumer protections to ensure that people receive fair value and 
promised benefits. 
- Create easily accessible, meaningful appeals to those who are denied coverage 
or other rights afforded by their social or private insurance. 

ü  

Medicaid Improvement   
Create a demonstration project to provide workers with disability coverage for the 
LTSS they need to remain employed. ü  

Assist the states to achieve greater uniformity of eligibility and benefits in State 
Medicaid Buy-In programs for LTSS for workers with significant disabilities. ü  

Create a national Medicaid buy-in program (MBI) for workers significant disabilities 
whose incomes are below 250 percent of the federal poverty level who are likely to 
continue their attachment to Medicaid because their earnings remain low or their 
work is sporadic or inconsistent. 

 ü 

Require coverage of HCBS in Medicaid and raise asset standards for community 
residents and spouses, addressing what is commonly referred to in the disability 
rights advocacy community as the “institutional bias.”  ü 

Rebalance Medicaid financing to support community living. 
 ü 

Gradually increase the federal share of Medicaid financing for long-term services 
and supports, thereby reducing burdens on the states.  ü 

Broaden access to LTSS in the community by expanding the existing infrastructure 
of one-stop shopping and worker registries for people not eligible for Medicaid; fully 
fund and implement these programs at a national level.  ü 

Medicare Improvement   
Eliminate the three-day hospital stay requirement for skilled nursing facility 
coverage. ü ü 

                                                
6 For overlapping recommendations between the report and alternative report, the wording from the Commission on 
Long-Term Care’s report is displayed. Overlaps in this table indicate a subjective assessment of the similarity 
between recommendations and the corresponding detailed recommendations (not shown). 
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Recommendation 

Commission on Long-Term 
Care, 2013 

Report Alternative 
Report 

Reconsider the requirement for receiving home health services under Medicare that 
the individual be “homebound.” ü ü 

Eliminate hospital “observation status,” or, at a minimum, count all days spent in the 
hospital as “inpatient” for purposes of qualifying for Medicare coverage for 
subsequent medically necessary skilled nursing facility stays.  ü 

Eliminate annual caps on physical, speech, and occupational therapy services so 
people with LTSS needs can receive the therapy services they need in the 
community throughout the year.  ü 

Ensure that the Jimmo v. Sebelius settlement is effectively implemented, to 
eliminate the “improvement standard” requirement for determining Medicare 
coverage, and ensuring coverage is available for skilled services to maintain an 
individual’s condition or slow deterioration. 

 ü 

Individual Savings   
Allow individuals and families with significant disabilities to access the educational 
savings program to assist in saving for a current or future LTSS need. ü ü 

NOTE: * Asterisked items are an alternative approach, not a recommendation. 
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Table B.10. LTSS Domains Included in State Dementia Plans as of 2013 
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Arkansas                 

California                 

Colorado                 

Idaho                 

Illinois                 

Indiana                 

Iowa                 

Kentucky                 

Louisiana                 

Maine                 

Maryland                 

Massachusetts                 

Michigan                 

Minnesota                 

Mississippi                 

Missouri                 

Nevada                 

New York                 

North Dakota                 

Oklahoma                 

Oregon                 

South Carolina                 

Tennessee                 

Texas                 

Utah                 

Vermont                 

Virginia                 

West Virginia                 
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Appendix C. Methods for Stakeholder-Engaged Policy 
Identification and RAND Evaluation 

Overview 

As described in the report, this blueprint is meant to address a gap by considering both 
LTSS and dementia policy challenges together. As such, a key goal was to gather insight from 
individuals with a variety of perspectives about the challenges associated with delivering LTSS 
for persons with dementia and to identify policy options that could address those challenges. 
Better stakeholder engagement in LTSS and social policy development can help to align policy 
with the needs of decisionmakers, including persons with dementia, clinicians, employers, 
insurers, and others. Advocates for patient-centered outcomes research have been especially 
strong proponents of this recommendation (McClellan et al., 2009; Roehr, 2010). 

Our objectives were to identify interviewees who, together, represented a wide range of 
stakeholder perspectives on dementia LTSS challenges and potential policy responses. After 
identifying these challenges and policy options, our objectives in this task were to conduct 
qualitative data analyses to 

1. Synthesize stakeholders’ views into a digestible number of policy options. 
2. Compare the options against existing recommendations put forth by dementia- or 

LTSS-related strategy documents. 
3. Evaluate the options against a set of criteria that we developed.  

Stakeholder Interviewee Identification and Recruitment 
To guide our stakeholder-engagement efforts, we adopted a recently developed taxonomy 

known as the 7Ps Framework (Concannon et al., 2012), a device to assist researchers and health 
planners in the identification of stakeholders who represent multiple perspectives on health care 
research and policy. We adapted this framework for use in social services policy. The framework 
identifies seven key groups to consider for engagement in research and policy development 
(Table C.1).  

Table C.1. The 7Ps Framework 

Category Description 

Patients and the public Current and potential consumers of dementia LTSS public health services 
and policy interventions; their caregivers and families; and patient and 
consumer advocacy organizations 
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Category Description 

Providers Individuals (e.g., nurses, physicians, case managers, family caregivers, 
and other providers of care and support services) and organizations (e.g., 
hospitals, clinics, community health centers, community-based 
organizations, residential facilities, and nursing homes) that provide LTSS 
to persons with dementia 

Purchasers Entities responsible for underwriting the costs of LTSS (e.g., public and 
private employers) 

Payers Individuals or entities responsible for the reimbursement of LTSS (e.g., 
private insurers, Medicare, and Medicaid). 

Policymakers Federal and state regulators, professional associations, and other 
policymaking entities 

Product makers Drug, device, and health information technology manufacturers 

Principal investigators Health and human services, aging, and dementia policy researchers and 
research funders 

NOTE: Examples of entities provided may fall into one or more category. 

 
The 7Ps framework is a guide but not a strict formula for decisions about whom to 

engage; all groups may not have a stake in every question. Any stakeholder may be responsible 
for or have an interest in several types of decisions, and therefore the categories are not meant to 
be strictly exclusive of each other. For example, some purchasers are also payers, and some 
payers provide care. Stakeholders may have an interest individually or as representatives of an 
organization. Patients and their advocates may also be providers or employers with policymaking 
responsibilities. Family caregivers may be both patients and providers; they are patients if they 
are consumers of services targeted to caregivers of persons with dementia and are providers 
when they provide care to spouses, partners, parents, or friends with dementia. 

Figure C.1 presents a flowchart describing the identification, recruitment, and response 
rate of stakeholders. We began by identifying a comprehensive list of 146 prospective candidates 
for invitations to participate in the stakeholder interviews. This list represented key stakeholders 
in the dementia or LTSS communities, including patient and caregiver advocacy groups, policy 
development and trade organizations, private LTC insurance companies, local care providers, 
Medicaid staff, and individuals and organizations that have participated in recent national and 
state plans. Our goal was to conduct 20–30 interviews with a reasonable distribution across the 
7Ps categories. To ensure that we met that goal after refusal and nonresponse, we initially 
identified 40 stakeholders for recruitment from the list of 146.  
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Figure C.1. Flowchart of Response Rate 

 
 
We assessed the list for balance across the 7Ps, choosing to include at least double the 

number of individuals from patient and provider groups, respectively, as we did from any other 
group. This choice was made to ensure that we had considered the widest range of views from 
stakeholders who would be most affected by LTSS policy. We identified advocacy organizations 
representing patients in local communities and nationally. We identified advocates for caregivers 
locally and nationally. We sought to interview at least one public and one private employer. We 
selected family and formal providers delivering a range of care services in the home, community 
settings, assisted living, nursing, and post-acute care. We desired to have local and national 
providers from a range of professions, including health care administration, nutrition, nursing, 
social work, medicine, and case management. Our goal was to identify three types of payers: 
Medicare, Medicaid, and a private insurer. We set out to interview one clinical researcher; one 
health services researcher; and one policy researcher with experience in LTSS or specialized 
expertise in dementia, or both.  

After reassessing the list for balance, we identified 47 individuals as our recruitment 
pool. Invitations were sent individually in tailored emails that included background on the 
RAND Corporation and this report as an internally funded project of RAND, information about 
the purpose of the policy report, a rationale for speaking to the invitee, and information about the 
content of the interview. Invitations were followed up three times if necessary. Of the 47 
invitations sent, 17 resulted in refusals or nonresponse, resulting in a total of 30 interviews 
conducted. 
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Stakeholder-Engaged Policy Identification 
Table 2.1 in the main report (available at http://www.rand.org/pubs/research_reports/ 

RR597.html) presents a summary of the 30 individuals we interviewed, including the stakeholder 
categories they represented and general descriptions of how they fit into the category. In the 
“patients and the public” category, we spoke to seven individuals who were advocates for family 
caregivers and persons with dementia, representing advocacy organizations at local, state, and 
national levels. We spoke to a range of providers, including formal and family caregivers 
representing home care, community services, assisted living, nursing care, post-acute care, and 
nutritional supports. In the purchasers category, we spoke to one private and one public 
employer, focusing on employer-sponsored programs that are designed to support caregivers in 
remaining employed and persons with dementia in at-home care. We interviewed one private 
LTC insurance expert. In the policymaker category, we interviewed government officials at the 
federal and state levels and those representing private associations that are oriented toward 
policy development. Given the focus in this study on LTSS, we did not interview drug and 
device manufacturers, typically included in the product maker category for other research. 
Finally, we spoke to four principal investigators representing clinical, health services, aging, and 
dementia policy research. 

We drafted a discussion guide with the objective of conducting structured interviews. The 
initial guide was a comprehensive list of questions with skip patterns and optional probes and 
follow-ups. After conducting three interviews, we revised the guide to include 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?  
 
Following question one was a series of reminders to probe the stakeholder on dimensions 

of access to care, quality of care, health outcomes, and cross-cutting themes. Following question 
two, the interviewer was instructed to probe each of the challenges identified in response to the 
first question. 

We conducted 45-minute interviews by telephone with an interviewer and a note taker. 
Notes were immediately reviewed after the call and stored electronically on a secure server until 
all interviews were completed. All protocols for recruitment, interviews, data analyses, and data 
protection were approved by RAND’s Institutional Review Board. 

Data Extraction and Synthesis 

Data from each interview were independently extracted by two research staff and then 
adjudicated in conference. The goal of this extraction process was to obtain near verbatim 
descriptions of challenges and their related policy options. Initially, we compiled a list of over 

http://www.rand.org/pubs/research_reports/RR597.html
http://www.rand.org/pubs/research_reports/RR597.html
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200 policy options identified through this process. We organized policy responses into three 
categories: service delivery, workforce, and financing. This framework was used by the 
Commission on Long-Term Care’s report (Commission on Long-Term Care, 2013), and we 
chose to adopt it because the categories each address the key challenges faced by persons with 
dementia who need LTSS and their caregivers. In keeping with thematic analyses methods for 
qualitative data analyses (Braun and Clarke, 2006), we identified themes by assigning flag codes 
to each of the policy options into similar subgroupings. For instance, many stakeholders 
identified a need for expanded outreach and education efforts about dementia signs and 
symptoms. Within this category, stakeholders mentioned different populations that needed 
outreach and education; we grouped all of these proposals into a common policy option, to 
expand outreach and education to the public and special populations. Thirty-eight distinct policy 
options were each identified by at least two stakeholders.  

In Appendix D, 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 did not confirm, via systematic reviews of 
evidence-based practices or original data analyses, that each policy option suggested as a 
solution was in fact the optimal solution. We present these policy options to serve as the 
foundation for ongoing deliberations to assess the correctness, relative importance, and 
timeliness of each challenge and policy option. 

RAND Policy Evaluation 

Selection of Evaluation Criteria 

To evaluate the 38 options, we developed a comprehensive set of evaluation criteria. We 
began this process by scanning health assessment, health planning, and policy development 
frameworks from several sources: the Assessment Protocol for Excellence in Public Health 
(APEX-PH), the National Association of City and County Health Officials (NACCHO) 
Mobilizing for Action through Planning and Partnerships (MAPP), the Agency for Healthcare 
Quality and Research (AHRQ) evaluation criteria for topic identification and future research 
needs prioritization in the Effective Health Care (EHC) Program, and frameworks used in past 
RAND policy evaluation efforts (Eibner, 2009). After reviewing these models, we settled on 14 
evaluation criteria grouped into three domains: Impact, Equity, and Feasibility. The 14 
evaluation criteria and descriptions are presented in Table 2.2 in the main report (available at 
http://www.rand.org/pubs/research_reports/RR597.html). Each of the policy options was 
accompanied by a written explanation and rationale for the policy option to facilitate our 
evaluation in the specific context discussed by the stakeholders. 

http://www.rand.org/pubs/research_reports/RR597.html
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Stoplight Evaluation Ratings  

Two reviewers then independently evaluated the 38 policy options by applying stoplight 
ratings for 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 options achieving an undetermined effect on the 
criterion of interest.  

For example, the expansion of HCBS has the potential to improve the availability and 
utilization of home-based services and was therefore rated green on these criteria. However, on 
its own, this policy option would have little impact on patient awareness of these or other 
services and so was rated neutral (yellow) on awareness. HCBS programs support persons with 
dementia in their communities and homes where the majority of persons needing LTSS prefer to 
receive care (Fox-Grage and Walls, 2013; Wysocki et al., 2012); therefore, they should have a 
desired effect (green) on patient and caregiver satisfaction. Because it encompasses a key 
medical home principle of better integration and coordination of care (Stange et al., 2010; 
Jackson et al., 2013), the coordination of care is coded positive (green). 

Its anticipated impacts on effectiveness, safety, and efficiency of care are undetermined 
(gray), as this is an area that currently lacks robust research evidence in either direction. These 
programs would introduce new costs to state and federal budgets, and therefore both the 
financing and operational feasibility of such a plan were rated as undesirable (red). Political 
support is fairly strong across a variety of stakeholders (green). These programs would require 
legislative changes to the HCBS program but would not require the elimination of legal barriers 
(yellow).  

The reviewers’ independent stoplight ratings were compared and differences were 
adjudicated in conference. Discrepancies in the stoplight ratings were attributable to variation in 
our reviewers’ initial interpretations of how to apply the evaluation criteria. As a result, we 
refined the guidelines for evaluation criteria.  

In the conference review, we evaluated each of the policy options for their effects on 
LTSS with respect to access, quality, and equity. In other words, we were interested in whether 
the policy option would bring about desired, neutral, or undesired effects on access to and quality 
of LTSS services rather than of the policy option per se. For instance, on the access and quality 
metrics, we assessed the impact of the policy option for its effects on access and quality of 
LTSS. For the equity measure, a green rating on a policy option would indicate less disparity in 
the access and quality of care; a yellow rating would mean that equity was unchanged; and a red 
rating would indicate more disparities in the access to and quality of LTSS. In the case of 
programs or policies that target individuals with certain sociodemographic or clinical 
characteristics, the resulting effects for the entire population may be higher variation in access or 
quality. However, in these cases we made the assumption that targeting these populations was an 
improvement over baseline inequalities in access and quality for these targeted populations, and 
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therefore equity was rated green. On measures of feasibility, we assessed the policy option 
directly. For instance, we assessed the policy option for its efficiency and cost, as well as for its 
legal, political, and operational feasibility.  

After all 14 evaluation criteria were applied to each of the 38 policy options, we 
subjectively summarized each policy option’s impact and feasibility. In general, a policy option’s 
overall impact was determined to be “high” if impact stoplight ratings were more frequently 
green than yellow. Similarly, we generally rated options as having “high feasibility” if feasibility 
ratings were more frequently green than red. As one component of impact or feasibility may be 
more important than other metrics, we subjectively upweighted or downweighted certain metrics 
if research evidence suggested strong or more direct linkages between the policy option and a 
metric. To assess priorities using this scheme, we did not incorporate information about equity, 
but we do recommend that in future evaluations, stakeholders consider how a policy affects 
quality and outcomes for different populations. All options determined to have high impact, 
regardless of high or low feasibility, were included in the 25 high-impact policy options outlined 
in the main report (available at http://www.rand.org/pubs/research_reports/RR597.html). 

A detailed write-up of the rationale, description, ratings, and stakeholders responsible and 
affected are presented with the full stoplight ratings tables in Appendix D.  

http://www.rand.org/pubs/research_reports/RR597.html
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Appendix D. RAND Evaluation of Stakeholder-Identified Policy 
Options 

Policy Options and Rating Summaries  

Below we describe each of the 38 policy options identified by stakeholders. These 
options are clustered by three domains: service delivery, workforce, and financing. The rationale 
and description for each option is based primarily on the responses of the stakeholders we 
interviewed. The ratings and stakeholders responsible and affected were assigned by our RAND 
study team. The written descriptions of ratings correspond to stoplight ratings in Tables D.1–D.3. 
For brevity, references to the “patients” stakeholder group in the policy options below include 
patients and the public who represent the current and potential consumers of LTSS, public 
health, and policy interventions. 
More detailed methods for our evaluation approach are described in Appendix C.  
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Service Delivery Policy Options 

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

Rationale Persons with dementia may be especially susceptible to negative health outcomes 
as a result of poorly coordinated care transitions (Gozalo P, 2011; Noel, 2012) 
because they may be less able to understand the benefits and risks of care 
transitions. Negative outcomes may include rapid declines in ADLs and IADLs, 
symptoms of delirium, and escalation of behavioral problems. Transitions from 
home to residential settings, from home or residential settings to acute settings, 
from acute to rehabilitation settings, and from acute or rehabilitation settings back 
to home or residential settings should be minimized. When transitions are 
necessary, they should be coordinated carefully to avoid these negative outcomes.  

Description To minimize care transitions and improve care coordination across settings and 
stages of dementia, stakeholders recommended establishing standards for 
initiating care transitions; establishing standards for coordination of formal and 
family care, settings, and workforce; using navigators; addressing access, quality, 
and outcomes challenges; having all facilities assess cognitive function and 
having the assessments travel with people with dementia across care settings; 
changing reimbursement to encourage providers to minimize transitions and work 
together with other providers when they are necessary; establishing 
communications channels between care settings and providers; and include family 
caregivers in clinical and LTSS care plans. 

Ratings Improved coordination across care transitions has the potential for desirable 
effects on most aspects of access and quality of care. The legal and political 
feasibility of the option are positive insofar that no legislation would need to be 
created or removed, and few or no stakeholders are likely to oppose the policy 
option. However, this option is easier described than accomplished; the costs, 
operational barriers, and long time frame for implementation across all stages of 
dementia and all settings make this challenging to implement. The summary 
rating for this policy option is high on impact and low on feasibility.  

Stakeholders Formal providers and federal and state policymakers have primary responsibility 
for implementing this option, assisted by purchasers, public and private payers, 
family providers, and principal investigators. Persons with dementia and both 
formal and family providers would be affected by implementation. 
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SD.2: Identify persons with dementia jointly with their family caregivers during emergent, 
acute, and post-acute care. 

Rationale While patient decisionmaking may be managed solely or primarily by the person 
with dementia in the early stages, individuals in later stages of dementia need the 
support of caregivers to make informed decisions. Without identification of 
caregivers, proxy engagement with providers is not possible (American Medical 
Directors Association, 2010). Stakeholders that we interviewed recommended 
taking measures to identify persons with dementia jointly with their family 
caregivers, especially during a transition to acute and post-acute settings where 
care providers may not know the person with dementia, her or his family, or 
another family caregiver. 

Description Emergency, acute, and post-acute care setting providers could use patient ID 
bracelets to identify both the person with dementia and his or her family caregiver 
jointly. Providers in these and other settings could also adopt a field in all 
electronic medical records and electronic health records to identify a family 
caregiver. 

Ratings This policy option can improve persons with dementia and caregiver access by 
increasing caregiver awareness of care and treatment options. It can improve 
quality across the board by ensuring adequate caregiver support in decisions 
regarding the person with dementia. If implemented widely, it should not change 
equity in access to or quality of LTSS. Because of its relatively low cost, low 
legal barriers, and potentially high impact on quality, this policy option should 
have a positive impact on efficiency and be relatively easy to implement. The 
summary rating for this policy option is high on impact and high on feasibility. 

Stakeholders Formal providers and product makers (primarily technology firms) have primary 
responsibility for implementing the option, assisted by public and private payers 
and federal, state, and local policymakers. Patients and both family and formal 
providers would be affected by implementation. 
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SD.3: Use patient monitoring technology to assist in dementia LTSS. 

Rationale Persons with dementia are prone to wandering and are often unable to tell 
caregivers when they do not feel well (Alzheimer’s Association, 2014b). 

Description Providers could implement monitoring technology to prevent resident wandering 
or to alter care when health biomarkers (e.g., high blood sugar) indicate a 
problem. 

Ratings Monitoring devices would be unlikely to improve or worsen access to care, 
coordination of care, or equity. Effectiveness of care and safety of the care 
environment could be improved. Assuming that a person with dementia and his or 
her caregiver have made the choice to use monitoring technology and that 
adequate consent procedures are in place, patient and caregiver satisfaction are 
rated positive. The devices have the potential to be efficient and should be 
operationally simple to implement. Potential legal and political opposition could 
delay implementation. The summary rating for this policy option is low on impact 
and low on feasibility. 

Stakeholders Formal providers, federal and state policymakers, and product makers have 
primary responsibility for implementing this policy option, assisted by 
purchasers, public and private payers, and principal investigators. Persons with 
dementia would be affected by implementation. 
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SD.4: Integrate web- and other technology-based services into dementia LTSS. 

Rationale Rural, hard to reach, underserved persons with dementia may be unable or 
unwilling to leave their homes or travel great distances to receive medical care. 

Description Providers could implement remote web- and other technology-based services to 
care for hard-to-reach populations. This technology could help to deliver nurse 
consultations, medication management (such as electronic pill boxes), imaging 
consults, and other technology solutions. 

Ratings Telemedicine has the potential to improve access to care for persons with 
dementia where options are limited or unavailable. Telemedicine has the potential 
to improve efficiency and should face no serious legal barriers nor require new 
legislation authorizing the policy. Differential regional and population gains 
could reduce disparities. Effectiveness and safety are rated positive. Other quality 
of care dimensions (e.g., coordination of care and patient and caregiver 
satisfaction) and most of the implementation dimensions are likely neutral. The 
summary rating for this policy option is high on impact and high on feasibility. 

Stakeholders Formal providers, federal and state policymakers, and product makers have 
primary responsibility for implementing this policy option, assisted by 
purchasers, public and private payers, and principal investigators. Patients and 
both formal and family providers would be affected by implementation. 
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SD.5: Create specialized and targeted outreach and education programs for the public, 
caregivers, professional services organizations, and persons with younger-onset 
dementia. 

Rationale Stigma associated with dementia continues to be a barrier to access and equity for 
select populations (Liu et al., 2008). The purpose of this policy option is to 
increase early recognition of signs and symptoms, reduce stigma, increase access 
to and utilization of care, and prevent abuse. 

Description Program and policy leaders could encourage public recognition of signs and 
symptoms through the use of specialized outreach and education programs. 
Efforts like this can help to reduce stigma associated with dementia. 

Ratings Outreach and education aimed at the public and special populations have the 
potential to improve awareness and use of LTSS to reduce stigma and thereby 
improve patient satisfaction and safety. By targeting underserved groups, they 
have the potential to improve equity. Outreach and education face few obstacles 
to implementation. The summary rating for this policy option is high on impact 
and high on feasibility. 

Stakeholders Formal providers and federal, state, and local policymakers have primary 
responsibility for implementing this policy option, assisted by purchasers, public 
and private payers, and principal investigators. Patients and both family and 
formal providers would be affected by implementation. 
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SD.6: Standardize complementary assessment tools for persons with dementia and their 
family caregivers. 

Rationale Many existing assessment tools for persons with dementia are focused on meeting 
minimum safety standards and not on achieving excellence (National Council of 
Certified Dementia Practitioners, 2014). 

Description Provider organizations, program leaders, policymakers, and evaluators can 
refocus patient assessments on excellence while maintaining minimum safety. 
These efforts should include standardized patient assessment across stages of 
dementia, care settings, and jurisdictions. They should also 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 people with dementia and caregivers. This 
option may be paired with SD.7. 

Ratings Improving, standardizing, and linking patient and caregiver assessment tools are 
unlikely to change access to care but have the potential to improve quality and 
outcomes. There are no legal barriers, nor is any authorization needed to develop 
such tools. The cost, political, and operational feasibility are moderately 
challenging. The summary rating for this policy option is high on impact and high 
on feasibility. 

Stakeholders Formal providers, federal and state policymakers, and principal investigators have 
primary responsibility for implementing this policy option, assisted by purchasers 
and public and private payers. Patients and family providers would be affected by 
implementation. 
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SD.7: Encourage the use of quality measurement to ensure consistent use of 
assessment tools for persons with dementia and their family caregivers. 

Rationale Some dementia care quality standards exist, such as the Physician Consortium for 
Performance Improvement (PCPI) process measures for dementia performance 
measurement, which include a measure on caregiver education and support 
(American Academy of Neurology, 2011); the Assessing Care of Vulnerable 
Elders (ACOVE) quality indicators developed by RAND, which include a 
dementia measure on caregiver support and patient safety (American Academy of 
Neurology, 2011); and a new measurement tool for dementia management 
developed by an interdisciplinary Dementia Measures Work Group (Odenheimer 
et al., 2014). However, even if high-quality, linked patient and caregiver 
assessment tools exist, the next challenge is to accomplish widespread 
implementation of the tools by practitioners, healthcare systems, and insurers. 
Family caregiver assessments need to occur early and often, as caregivers are not 
always aware of their own needs. As one stakeholder stated: “Caregivers are 
caregivers long before they recognize it.” 

Description Providers and program leaders could adopt quality measures that assess the use of 
complementary assessment tools for the person with dementia and the caregiver. 
They should administer complementary assessment tools separately where 
appropriate. Policymakers should consider funding an Institute of Medicine report 
on family caregiving to address adoption and diffusion challenges for a joint 
assessment tool. This option may be paired with SD.6 and SD.11. 

Ratings Adoption of joint, standardized patient and caregiver assessment tools is unlikely 
to change access to care but has the potential to improve quality and outcomes. 
Implementation may be difficult. There are no legal barriers, nor is any 
authorization needed to develop such tools. The cost, political feasibility, and 
operational feasibility are challenging. Many providers may think that their 
existing tools are sufficient, and some states would have to authorize changes to 
institutional care monitoring plans. The summary rating for this policy option is 
high on impact and low on feasibility. 

Stakeholders Formal providers, public and private payers, and federal and state policymakers 
have primary responsibility for implementing this policy option, assisted by 
purchasers and principal investigators. Patients and both formal and family 
providers would be affected by implementation. 
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SD.8: Establish new and expand existing HCBS. 

Rationale Approximately 80 percent of contemporary home-based care is provided by 
family caregivers (Harris-Kojetin et al., 2013), which we define broadly as any 
relative, partner, friend, or neighbor who has a significant relationship with, and 
who provides a broad range of assistance for, an older adult or an adult with 
chronic or disabling conditions (Feinberg et al., 2011). As the population ages in 
the coming decades, the number of persons needing dementia care is expected to 
grow as the availability of family caregivers is expected to shrink relative to the 
size of the aged population. 

Description Policymakers should consider expanding the availability and types of HCBS that 
can support persons with dementia in their homes. This option may be paired with 
F.8 and F.9. 

Ratings This policy option has the potential to improve the availability and utilization of 
HCBS but would have little impact on awareness of these or other services. 
Because HCBS programs support persons with dementia in their communities 
and homes, this option should have a positive effect on patient and caregiver 
satisfaction. Because it encompasses medical home concepts, it would also likely 
have a desired positive effect on coordination of care. Its anticipated impacts on 
effectiveness, safety, and efficiency of care are undetermined. The policy option 
would likely help to reduce racial, ethnic, and socioeconomic disparities and 
therefore would have positive effects on equity. These programs would introduce 
new costs as home care moves from family to formal, and therefore both the 
financing and operational feasibility of such a plan are a challenge. Political 
support is fairly strong across a variety of stakeholders. These programs would 
require legislative changes to the HCBS program but would not require the 
elimination of legal barriers. The summary rating for this policy option is high on 
impact and low on feasibility. 

Stakeholders Formal providers and federal and state policymakers have primary responsibility 
for implementing this option, assisted by purchasers, public and private payers, 
and principal investigators. Patients would primarily be affected by 
implementation. 
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SD.9: Expand financial incentives for bundled home, community, and institutional 
services. 

Rationale HCBS are constrained by low levels of reimbursement but can be an important 
type of care in the spectrum of services needed by persons with dementia, their 
caregivers, and families. Bundling institutional and HCBS reimbursements would 
help to expand HCBS to bring it in line with its value relative to institutional care. 
Potential savings from HCBS investments could rebound to reduce downstream 
Medicare expenditures. 

Description Policymakers and payers could expand incentives through managed care, 
accountable care organization networks for LTSS, shared savings from 
integrating HCBS and LTSS, and bundled care management. Payment models 
should provide incentives to meet standards of excellence, not just minimum 
safety expectations. Policymakers should also consider planning for adaptation 
and scale-up of Program of All-Inclusive Care–like (PACE-like) bundled 
payment operations. Planning for scale-up of these initiatives may also include 
modifications to eligibility for PACE-like interventions. 

Ratings This policy option has the potential to improve the availability and use of HCBS. 
It may also improve quality by increasing the efficiency, safety, and coordination 
of LTSS. Effects on equity are undetermined. Waivers or authorizations may be 
needed to clear some legal barriers. Operational and timeline barriers could be 
significant, but there are many examples of new bundled payments being made 
available. The summary rating for this policy option is high on impact and low on 
feasibility. 

Stakeholders Formal providers, public and private payers, and federal and state policymakers 
have primary responsibility for implementing this policy option, assisted by 
purchasers and principal investigators. Patients, formal and family providers, and 
public and private payers would be affected by implementation. 
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SD.10: Establish Centers of Excellence models for dementia residential care through the 
end of life. 

Rationale Residential communities and nursing homes that are designed to meet the needs 
of a general aging population may not be serving persons with dementia very 
well. Persons with dementia frequently suffer faster declines in cognitive and 
health outcomes after transitions across institutional settings (Alzheimer's 
Association, 2013c). 

Description Policymakers should consider reducing regulatory barriers to innovation and 
experimentation in assisted living and nursing home care. This would involve 
creating a plan to replicate, translate, and scale successful innovations. One such 
regulatory revision to consider involves the Olmstead Act; housing persons with 
dementia together in dementia special care units may allow for persons with 
dementia to wander safely in a secure space. One caveat is that research shows 
conflicting evidence for a variety of care model impacts on quality of life, 
behavioral indicators, and mood (Abrahamson et al., 2013; Abrahamson et al., 
2012; Nazir et al., 2011; Lai et al., 2009). 

Ratings This policy option has the potential to improve quality of care and therefore 
increase uptake and utilization of services. There are serious barriers to 
implementation, including removing or amending Olmstead Act restrictions on 
specialized units in assisted living and nursing homes. Tight restrictions on 
medical care provided in assisted living and barriers to aging-in-place models that 
could help stabilize persons with dementia over longer periods of time would 
have to be addressed. The summary rating for this policy option is high on impact 
and low on feasibility. 

Stakeholders Formal providers, public and private payers, and federal policymakers have 
primary responsibility for implementing this policy option, assisted by purchasers 
and principal investigators. Patients and formal providers would be affected by 
implementation. 
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SD.11: Encourage providers’ use of cognitive assessment tools for early dementia 
detection and recognition. 

Rationale There is a low level of awareness in the public and among many providers of the 
signs and symptoms of dementia. Yet, improving the rates of accurate and timely 
detection and diagnosis may be a quantitative metric that can inform 
policymakers of the need for LTSS and how to allocate resources for better care 
and prevention efforts. In addition, as a few stakeholders noted, there is a 
widespread perception that “there is nothing to do” for persons with dementia, but 
stakeholders suggested that perception is wrong. By increasing early recognition, 
persons with dementia might be able to better plan for their LTSS needs and to be 
referred more quickly to evidence-based interventions for care of persons with 
dementia (Maslow, 2012). Medicare covers an annual wellness visit that includes 
a short cognitive assessment. Utilization of this benefit is perceived to be low by 
stakeholders that we interviewed, and it is uncertain exactly how the requirement 
to detect potential cognitive impairment is being carried out by physicians (U.S. 
Department of Health and Human Services, 2014a). There may be competing 
demands during the annual wellness visits because they consist of several 
components (Medicare.gov, 2014b; Centers for Medicare & Medicaid Services, 
2014c), and the cognitive assessment may be skipped in lieu of addressing other 
types of preventive and physical health. 

Description This option would increase the recognition in care settings of early signs of 
cognitive impairment (National Institute on Aging, 2014). One stakeholder we 
interviewed suggested encouraging the utilization of an annual cognitive 
assessment as part of wellness visits for all Medicare beneficiaries. Provider 
incentives and education should also be established to increase use of these tools. 
This option may be paired with SD.7. 

Ratings Earlier detection of signs and symptoms could vastly improve patients’ and 
caregivers’ awareness and use of evidence-based interventions. The policy would 
not dramatically change quality of care in most instances, except that patient and 
caregiver satisfaction and equity among populations could move in any direction. 
It is also uncertain whether efficiency of care would improve or worsen. There 
are few barriers to implementation, including no legal barriers and no need for 
authorizing legislation, though operational feasibility would be challenging, as it 
would require changing clinicians’ behaviors to use assessment tools during what 
is already a short wellness visit. The summary rating for this policy option is high 
on impact and high on feasibility. 
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SD.11: Encourage providers’ use of cognitive assessment tools for early dementia 
detection and recognition. 

Stakeholders Formal providers; federal, state, and local policymakers; and principal 
investigators have primary responsibility for implementing this policy option, 
assisted by purchasers and payers. Patients and both formal and family providers 
would be affected by implementation. 
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SD.12: Increase funding for and expand the National Family Caregiver Support Program. 

Rationale Persons with dementia may receive care from family and friends who may not be 
co-residents or spouses. Allowing a nonspouse caregiver to receive help with 
food and nutrition may enable persons with dementia to stay at home longer. 

Description Policymakers should consider increasing funding under the Older Americans Act 
(OAA) for the National Family Caregiver Support Program. This may include 
expanding services to nonspouse caregivers in the provision of services, such as 
to siblings, extended kin, or non-kin friends (e.g., Nutrition Services OAA Title 
IIIC). 

Ratings This policy option could have positive effects on the availability and use of 
nutrition services. It could also improve patient and caregiver satisfaction and 
reduce disparities by assisting lower-income households, but the volume of 
uptake is not expected to be large. The effort would require enabling legislation 
or executive action but would not face major political, operational, or timeline 
barriers to implementation. The summary rating for this policy option is low on 
impact and high on feasibility. 

Stakeholders Federal policymakers have primary responsibility for implementing this policy 
option, assisted by product makers (food manufacturing and distribution) and 
formal and family providers. Patients and family providers would be affected by 
implementation. 
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SD.13: Pass legislation and introduce interventions on Physician Orders for Life-
Sustaining Treatments (POLST). 

Rationale End-of-life directives are crucial for ensuring that the wishes of persons with 
dementia are met even when they are no longer able to communicate their desires. 
It is particularly relevant to this population, as recent research indicates that 
people with dementia with advance directives, such as living wills, receive less 
aggressive end-of-life care than those without advanced directives, while there are 
no differences between people without dementia or with mild impairment 
(Nicholas et al., 2014). Yet, persons with dementia who establish Physician 
Orders for Life-Sustaining Treatments (POLST), one such end-of-life directive, 
are not fully protected when transitioning to a new institutional setting or across 
state lines. More than 26 states have a POLST program of some sort, but there is 
only partial penetration of the intervention, except in Oregon and Washington. 
Interventions are needed apply POLST universally in venues where it is legal and 
to promulgate it in venues where it does not yet exist. 

Description Policymakers, provider organizations, providers, and payers should consider 
expanding the use of provider orders for life-sustaining treatments. Policymakers 
should consider passing POLST legislation in states where it does not exist, and 
providers should consider introducing interventions to increase penetration in care 
settings where POLST programs exist. All parties should consider making these 
orders durable across settings and jurisdictions. 

Ratings This policy option has the potential to improve patient and caregiver satisfaction 
by respecting autonomy and control over end of life in every setting of care. 
Durable directives would by their nature improve coordination and could be cost-
saving if people with dementia do not have to implement new directives with 
every provider. Other quality and access dimensions are not expected to change 
substantially. Legal and time frame barriers are likely to be high. The summary 
rating for this policy option is low on impact and low on feasibility. 

Stakeholders Federal and state policymakers have primary responsibility for implementing this 
policy option, assisted by formal providers, purchasers, and public and private 
payers. Patients and both formal and family providers would be affected by 
implementation. 
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SD.14: Relax the six-month prognosis requirement for hospice care. 

Rationale The lifetime course of dementia symptoms can be characterized by long periods 
of stability punctuated by steep declines and occasional recovery. The average 
length of stay for hospice beneficiaries with dementia has increased over time, 
and the per-person hospice care payments across all beneficiaries with dementia 
were ten times as great as average per-person hospice payments for other 
Medicare beneficiaries (CMS.gov, 2014b; Bynum, 2011).  
At the same time, the ability of physicians to predict six-month mortality is 
constrained by great variation in decline and recovery (Mitchell et al., 2004; 
Sachs, Shega, and Cox-Hayley, 2004). 

Description Persons with dementia and their caregivers should be allowed to request and get 
hospice care prior to a six-month prognosis. 

Ratings This option would improve availability and utilization of hospice and potentially 
improve patient satisfaction, but uptake would not likely be very high. Its 
effectiveness and efficiency are uncertain. There are many legal, political, 
operational, and timeline barriers to implementation. The summary rating for this 
policy option is low on impact and low on feasibility. 

Stakeholders Public and private payers and federal policymakers have primary responsibility 
for implementing this policy option, assisted by formal providers, purchasers, and 
principal investigators. Patients, family providers, and public and private payers 
would be affected by implementation. 
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SD.15: Establish cross-setting teams for persons with dementia, focused on returning 
the person to the community. 

Rationale Persons with dementia often need nursing homes on a short-term basis but may 
use them longer than necessary. The reasons for this challenge may be many: 
Nursing homes have a financial incentive to keep persons with dementia in their 
facilities; caregivers may not know how to arrange home-based care; or HCBS 
may not be adequately available. 

Description Policymakers, providers, and community advocates should work together to 
shorten the duration of nursing home stays by establishing community-, 
residential-, and institution-based teams focused on returning persons with 
dementia to community and home settings. 

Ratings This option would improve availability to and use of nursing home services and 
potentially improve patient satisfaction. Its impact on effectiveness, safety, 
coordination, and efficiency are uncertain. There are many financing, legal, 
political, operational, and timeline barriers to implementation. The summary 
rating for this policy option is high on impact and low on feasibility. 

Stakeholders Formal and family providers, public and private payers, and federal and state 
policymakers have primary responsibility for implementing this policy option, 
assisted by purchasers. Patients and family providers would be affected by 
implementation. 
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Workforce Policy Options 

W.1: Create new and disseminate existing dementia best practices and training programs 
for professional and paraprofessional care workers.  

Rationale LTSS professionals and paraprofessionals often have inadequate training for 
managing and communicating persons with dementia and their families. 
Stakeholders also indicated that professionals (e.g., primary care physicians) may 
need to be better connected to the service network to help identify both waiver-
based and out-of-pocket HCBS. Certification requirements for paraprofessional 
workers are generally low or nonexistent.  
Federal law does not require any training for home attendants (also called 
personal care workers), who help with basic activities of daily living and do not 
perform the health care functions that home health aides provide. State 
requirements vary widely (Institute for the Future of Aging Services, 2007). 
Shortages in both the paid and unpaid workforce are expected to worsen with 
time, making the future of caregiver availability particularly dire. More programs 
are needed to establish best practices and create training programs to provide 
dementia-specific training to LTSS workers. 

Description This policy option would create and disseminate best practices and training 
programs and provide on-the-job training for professional and paraprofessional 
care workers on how to care for, communicate with, and interact with persons 
with dementia and identify triggers to link families of persons with dementia with 
appropriate resources. 

Ratings On-the-job training will enhance the skills of the current care and medical 
workforce. This is not expected to change awareness and utilization but would 
improve availability of care by increasing the LTSS workforce and expanding the 
skills of potential caregivers. All quality measures should be improved as well, 
including effectiveness, safety, caregiver/patient satisfaction, and care 
coordination. This policy would not directly affect equity. Financing of training 
could be moderate to high, depending on the extent of training, but there should 
be positive net gains in terms of efficiency. The legal framework currently exists, 
and we do not expect political or operational impediments, so implementation 
scores are positive—with the exception of time frame, which is neutral, as these 
programs will take time to go into effect. Overall, impact of this option is high 
and feasibility is high. 
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W.1: Create new and disseminate existing dementia best practices and training programs 
for professional and paraprofessional care workers.  

Stakeholders Formal providers and federal, state, and local policymakers have primary 
responsibility for implementing this policy option, assisted by purchasers, public 
and private payers, and principal investigators. Patients, family providers, and 
formal providers would be affected by implementation. 
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W.2: Provide specialized geriatric training to direct care professionals while in school. 

Rationale As the population ages, doctors, nurses, and other care professionals will start 
seeing more elderly individuals. Yet, it has been estimated that the United States 
has approximately half the number of certified geriatricians needed (Eldercare 
Workforce Alliance, 2012). Many health care professionals are not currently 
equipped to handle elderly adults and their ailments, especially older adults with 
dementia and related disorders. One solution is to require students in health 
professional programs, such as nursing programs, medical school, and related 
medical training programs, to take mandatory training focused specifically on 
geriatric care. 

Description This policy option focuses on changes in training in professional programs, such 
as medical school or registered nurse training. One stakeholder noted that when it 
comes to changes in curriculum, we “need to start with medical schools.” The 
focus is on requiring geriatric and behavior management training in medical 
schools and mandatory programs on dementia care and geriatrics for all 
providers. It is also to create specialties within care sectors (e.g., certified nursing 
assistant for dementia). More moderate versions of this policy option may be even 
more feasible. For instance, instead of making programs mandatory, as was 
suggested, offering more dementia-specific elective courses in medical or nursing 
schools would have fewer barriers to implementation. 

Ratings Geriatric and dementia-specific training in professional schools will enhance the 
skills of the current medical workforce. This is not expected to change awareness 
and utilization but would improve availability of care by increasing the LTSS 
workforce and expanding the skills of potential caregivers. All quality measures 
should be improved as well, including effectiveness, safety, caregiver and patient 
satisfaction, and care coordination. This policy would not directly affect equity. 
Financing of training could be moderate to high, depending on the extent of 
training; how these costs play out for efficiency is not well-known and requires 
further evidence. Though the legal framework is already there, there may not be a 
wholehearted political embrace, and there may be some operational difficulty, 
particularly as these programs may compete with other special programs and an 
already hefty medical school curriculum. These categories were therefore coded 
neutral. Because designing new curricula may take time, time frame is rated red. 
Overall, impact of this option is high, and feasibility is low. 

Stakeholders Formal providers and federal, state, and local policymakers have primary 
responsibility for implementing this policy option, assisted by principal 
investigators. Patients and formal providers would be affected by implementation. 
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W.3: Require minimum training and staffing levels at nursing homes and assisted living 
facilities. 

Rationale Staffing levels, staff training, and staff assignments are related to the quality of 
life of people in nursing facilities (Spilsbury et al., 2011). Nursing home and 
assisted living staff frequently do not have adequate time or training to provide 
the level of care that persons with dementia require. Even directors of nursing 
may be inadequately trained to lead a nursing home and implement effective 
dementia care practices. One solution is to establish minimum training standards 
and increase staffing in nursing homes and assisted living facilities. 

Description This option relates specifically to establishing new education, training, and 
staffing requirements in nursing homes and assisted living facilities. The goal is 
to establish requirements within nursing home settings that lead to better trained 
and more capable staff. For this option, staffing and training go hand in hand; as 
one stakeholder stated, “compounding [a lack of current information and training] 
with insufficient staffing leads to providing only basic custodial level of care.” 
This option specifically involves establishing minimum education levels for 
nursing home and assisted living leaders, so they have the capability to stay 
current with new practices and to translate new practices into action, and training 
(e.g., require all directors of nursing to have a RN, keep an RN on site at all times 
to provide guidance, and have minimum training levels for nursing assistants). 
Another requirement would be to have an adequate number of staff per patient 
and consistent assignments for staff, so that current staff would have more time 
for each patient, as well as time to stay current on their training. This option could 
also be bundled with loan repayment or other policies geared toward increasing 
the nursing population. 
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W.3: Require minimum training and staffing levels at nursing homes and assisted living 
facilities. 

Ratings Improving the credentials of nursing home staff and having minimum educational 
requirements should be neutral on awareness and utilization. The effect on 
availability is unknown, as this may reduce available staff by removing the less-
trained workforce, or it may be neutral if the current workforce simply obtains 
more training and higher credentials. Safety and coordination of care would be 
positively affected by such a policy. The effect on patient/caregiver satisfaction is 
unknown, as it depends on whether patient and caregiver notice or care that their 
care worker is a registered nurse. For equity, results are unknown. If this option 
results in a shortage of nursing home care workers, waitlists may be longer and it 
might have negative effects on the Medicaid population, but this is an empirical 
question that requires more evidence. Financing costs should be neutral—it 
mainly requires additional training for current workers and a possible reduction in 
hiring in the future if better-trained staff become more expensive to hire, but the 
efficiency of this policy is an open question. Legal and operational feasibility are 
neutral. Political feasibility is strongly negative, as nursing homes would be 
expected to be opposed to such a policy. Due to the political feasibility, the time 
frame is long-term. There are also many unknown ratings that should be 
addressed with research before this policy can be implemented. Possible equity 
and workforce shortage concerns in particular need be addressed and quantified. 
Overall, impact of this option is low, and feasibility is low. 

Stakeholders Formal providers and federal, state, and local policymakers have primary 
responsibility for implementing this policy option, assisted by public and private 
payers and principal investigators. Patients and formal providers would be 
affected by implementation. 
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W.4: Create new and improve existing incentives for the direct care workforce. 

Rationale The aging of the U.S. population (Federal Interagency Forum on Aging-Related 
Statistics, 2012) will bring with it increased demands for direct care workers 
specializing in the care needs of older adults. However, demand for direct care 
workers already far exceeds supply, and shortages in the direct care workforce are 
only expected to increase with time. In addition, turnover in the direct care 
profession is high, and solutions are needed to keep experienced care workers in 
their jobs. Incentives to enter the workforce and improvements in care jobs were 
suggested solutions to increasing and strengthening to direct care workforce. 
Other ways to improve retention of LTC workers is by creating and strengthen a 
career ladder with possibilities of promotion and pay increases and to enhance 
worker safety. Home health care workers, in particular, have an increased 
incidence of injury compared with other health care and human services workers 
(Myers et al., 1994; Ono et al., 1995), especially musculoskeletal injuries caused 
by overexertion, awkward postures adopted during patient care, and lifting and 
shifting patients (Galinsky, Waters, and Malit, 2001). 

Description One policy option that came up several times in different forms was to create new 
and improve existing incentives for the direct care workforce, including trained 
professionals and home aides. The idea is to (1) expand the direct care 
workforce—by drawing in more people—and (2) keep the current workforce 
satisfied with their jobs by decreasing turnover. Specific policy solutions could be 
to establish loan repayment programs for schooling in specific subject areas, such 
as geriatrics; improve salaries; and increase paid time off. 



68 
 

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

Rating This policy solution should improve availability to care by increasing the volume 
of caregivers, but it would be more neutral in terms of awareness and utilization. 
Effectiveness and safety would be improved by keeping experienced caregivers in 
these positions. Patient/caregiver satisfaction should be relatively neutral. When it 
comes to care coordination, integration of care across stages and settings, it is a 
little less clear what the effect would be. An increase in the volume of caregivers 
could help coordination or might not make any difference. Equity is coded as 
neutral because increasing the volume of workers is not the main issue for 
equity—to make it green would involve changes in paying for care and costs of 
care. Financing is red because this will require financial incentives to enter and 
stay in the workforce, including keeping wages high. Cost efficiency is neutral 
because, although financing this may be high overall, the costs per unit of 
improvement should be relatively more neutral. Implementation should be fairly 
simple to implement operationally, and legal and political feasibility should be 
relatively neutral, but we are talking about a longer time horizon until workers 
can take advantage of loans, and the pay for providing LTSS can be increased to 
make it into a viable and appealing profession. Overall, impact of this option is 
high, and feasibility is low. 

Stakeholders Formal providers and federal, state, and local policymakers have primary 
responsibility for implementing this policy option, assisted by purchasers and 
principal investigators. Patients and formal providers would be affected by 
implementation. 
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W.5: Expand nurse delegation laws in all states. 

Rationale Currently, many medical procedures may be performed only by nurses or their 
clinical supervisors. According to the 2011 Long-Term Care Scorecard, only five 
of the 47 states studied allow nurse delegation for all 16 health maintenance tasks 
investigated in the report, including administration of various types of 
medications, ventilator care, tube feedings, and other kinds of help that many 
people with chronic, stable conditions able to live in home- and community-based 
settings. Four states did not allow nurse delegation for any of the tasks examined 
in the report (Reinhard et al., 2011; 2014). This requirement may prompt some 
families to seek care from less costly but untrained and unlicensed workers in the 
“gray market.” Nurse delegation is a policy solution that could provide training 
and supervision to workers in the gray market. Nurse delegation also establishes a 
wider and lower-cost workforce. 

Description This policy option opens up new workforce possibilities for home care provided 
to persons with dementia. This proposal would increase the number of tasks that 
can be delegated and extend nurse delegation to all states in order to improve 
capacity for nurses to shift tasks to personal care and home care workers 
(Reinhard et al., 2011; 2014). This option also helps address the concern that the 
projected increase in persons with dementia will not be met with a matched 
increase in trained medical professionals capable of providing the care needs of 
this group. 
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W.5: Expand nurse delegation laws in all states. 

Ratings Increasing nurse delegation in essence increases the amount and type of care 
duties that uncertified home caregivers can provide. This should increase access 
to care, specifically the availability of care and utilization. This policy should 
have a neutral effect on patient and caregiver awareness of their care needs and of 
services to address them. Effectiveness and safety may remain neutral, but there 
is also a chance that they will be negative if unlicensed or lower-qualified 
individuals perform medical procedures previously only provided by trained and 
certified professionals. Patient/caregiver satisfaction, coordination and care, and 
equity should all be unaffected by such a policy, at least in terms of direct effects. 
As these caregivers are already assisting patients in their homes, financing costs 
would be reduced by broadening the type of workers who can safely perform 
these tasks, allowing family caregivers who provide these tasks to go back to 
work, and allowing less costly staff to administer tasks that normally require an 
RN (Reinhard et al., 2011; 2014). Efficiency would be high (due to the low 
costs). Legal feasibility should be neutral. Political feasibility may be 
multifaceted because nursing associations may perceive these programs as taking 
away from their market and could vehemently oppose this policy option. On the 
other hand, the lack of nurse delegation programs may be contributing to a 
growing gray market because of the limited supply of nurses. Thus, political 
feasibility was coded neutral. Overall, impact of this option is high, and feasibility 
is high. 

Stakeholders Federal and state policymakers have primary responsibility for implementing this 
policy option, assisted by formal providers, purchasers, public and private payers, 
and principal investigators. Patients and formal providers would be affected by 
implementation. 
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W.6: Expand financial compensation to family caregivers. 

Rationale Shortages in the paid LTSS workforce may force family members or close friends 
to undertake care of a loved one. In fact, more than 15 million Americans provide 
such unpaid care to persons with dementia in 2012 (Alzheimer's Association, 
2013a). These individuals frequently sacrifice their own jobs to provide help and 
care, by leaving jobs or reducing work hours (Feinberg et al., 2011). One solution 
is to compensate unpaid caregivers for care work. This policy compensates family 
members who are already providing care and also expands the direct care 
workforce by making caregiving for family and friends into a viable option for 
individuals who otherwise would not be able to afford to cut back on work hours. 

Description This policy option involves specifically targeting family caregivers who adopt 
caregiving responsibilities for loved ones. This option is to compensate family 
caregivers for lost wages and caregiving work. Some states already have 
programs for older adults with dementia (or their representatives) with limited 
assets to pay a person of their choosing, including family members, for in-home 
services. Such programs are often referred to as “participant-directed services” or 
“cash and counseling.” While some persons with dementia may already have 
access to these programs, they are not available in all states and are restricted to 
persons with limited assets (primarily those on Medicaid). This solution seeks to 
expand access to such programs to subsets of the population who do not have 
access and increase awareness of existing compensation programs among those 
who are already eligible. 
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W.6: Expand financial compensation to family caregivers. 

Ratings This policy option would expand compensation programs and improve awareness 
among caregivers who are eligible. This should have positive effects on 
availability of LTSS, as family caregivers who could not afford to provide care 
may now be able to do so. It would be neutral on awareness and utilization. The 
safety outcomes of persons with dementia treated by the family care workforce 
are difficult to evaluate because there is little oversight of the family care 
workforce. Compensation of family caregivers may increase the family care 
workforce or may encourage a shift from formal to family caregivers, and it is 
unknown what this effect will be for care. Patient/caregiver satisfaction will be 
increased, as persons with dementia want to remain in their homes, and caregivers 
themselves will likely react positively to compensation if they chose to be the 
primary caregiver. This should have a positive impact on equity as well. 
Financing will be costly, and efficiency is unknown. Legal and political 
feasibility should be relatively neutral, but, operationally, this may be difficult to 
implement because policies to provide monetary incentives to provide family care 
should be coupled with training and oversight of the family care workforce. In 
addition, Medicaid already has a structure by which to pay for services and goods 
that best meet personal care needs (e.g., provided by family caregivers) through 
the Cash and Counseling Program, but for individuals who are not in the 
Medicaid system, it may be more difficult to implement a program of payment. 
Due to this barrier, time frame is neutral. Overall, impact of this option is high, 
and feasibility is low. 

Stakeholders Public and private payers and federal and state policymakers have primary 
responsibility for implementing this policy option, assisted by purchasers and 
principal investigators. Patients and family providers would be affected by 
implementation. 
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W.7: Provide dementia-specific training and information about resources to family 
caregivers and volunteer groups.  

Rationale Unpaid family caregivers typically receive little if any training on how to care for 
persons with dementia. It may also be the case that caregivers may be unaware of 
available resources that may help make caregiving easier and more manageable, 
such as respite care and community-based services. Connecting caregivers to 
these resources can have important consequences. Interventions aimed at 
providing education, skill-training, support, and counseling to family caregivers, 
for instance, have been successful at deferring nursing home placement for 
persons with dementia and decreasing depression and distress among their 
caregivers (Mittelman and Bartels, 2014; Hepburn et al., 2007; Belle et al., 2006). 
Finally, stakeholders also suggested that additional training and information be 
provided to volunteer groups with access to persons with dementia and their 
family caregivers, so that they may be better informed about the needs of persons 
with dementia. 

Description This policy is designed to provide needed education, information, and resources 
to family caregivers and volunteer organizations that provide LTSS to persons 
with dementia. Resources would include educational materials for providing care, 
hands-on training, and information about formal LTSS resources available to 
family caregivers (e.g., respite care, community services).   

Rating This policy will provide training and information to family and other unpaid 
caregivers, thus improving their awareness of LTSS resources and access to 
skilled caregivers. This should increase utilization of care resources as well. More 
training and awareness of caregiver resources is expected to have a positive 
impact on all quality of care measures. Equity should be improved by providing 
those who rely on family for care (and may not have the financial means for paid 
help) with necessary resources and training to provide better care to persons with 
dementia and respite to family caregivers. Financing costs should be low, and 
efficiency is positive. Feasibility is positive, as this should not be difficult to 
implement, so the time frame is positive. Overall, impact of this option is high, 
and feasibility is high. 

Stakeholders Formal providers have primary responsibility for implementing this policy option, 
assisted by local and state policymakers. Patients and family providers would be 
affected by implementation. 

  



74 
 

W.8: Expand family-friendly workplace policies. 

Rationale Family members who care for loved ones requiring LTSS are often forced to put 
their jobs at risk. Many family members are therefore unable to provide care 
altogether or are forced to reduce work hours or leave jobs altogether (Feinberg et 
al., 2011) to provide care to family members. One stakeholder put this concern 
well: “We need a balance between company productivity and the human side of 
enabling people to care for loved ones.” Most workplace policies instituted to 
balance work and family are focused on giving parents time to bond with a child, 
but as the workplace and family caregiving needs change, it is important to assess 
workers’ needs for caring for older family members. While some policies are 
already in place, current Family and Medical Leave Act (FMLA) policies are far 
from universal. They only cover some workers in some kinds of companies (i.e., 
those with at least 50 workers within a 75-mile radius), and even those workers 
who are covered only have the right to unpaid leave. In addition, some covered 
workers cannot use the FMLA because the relationship of the person they care for 
(e.g., a grandparent) may not be covered under the current law (Feinberg, 2013). 
One suggestion is to expand FMLA to cover more workers and also to extend the 
policy to include paid leave.   

Description This policy option suggests an expansion of family-friendly workplace policies to 
the national level. Such policies could include increased availability of flexible 
work hours, paid time off, and an expansion of family friendly workplace policies 
more generally. In addition, FMLA should be expanded to include parents, 
grandparents, siblings, and other relationships. Policies such as these would 
provide family members caring for persons with dementia with the time to give 
care without putting their own jobs at risk. One concern that came up in the 
interviews, however, was that mandated paid time off may not be feasible for 
smaller companies. Policies that increase the supply of family caregivers should 
be coupled with training and oversight of the family care workforce.   
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W.8: Expand family-friendly workplace policies. 

Ratings This policy will not change awareness of care but will have positive effects on 
availability of family caregivers and utilization of care help. Once again, 
effectiveness is unknown. It depends on what the alternative would be. If these 
same caregivers would provide help in any event, but now they are not losing 
their jobs to do so, effectiveness of care would remain the same and be neutral. If 
help would have been provided through formal care services instead, it is unclear 
whether formal caregivers or family caregivers are the more effective caregivers. 
Effectiveness is therefore coded gray (unknown). Safety should not be affected. 
Patient/caregiver satisfaction would be positive with the availability of family to 
provide care without the stress of risk to their jobs. Coordination of care would 
not be affected. Equity should be positive, as caregivers in lower-paid manual 
labor or service professions may not have the flexibility to care for loved ones. 
Costs to business would be high, as they may need to hire temporary workers to 
fill in for workers taking leave. Efficiency would be neutral because the extent of 
the benefits is not clear and the financing costs associated with this policy option 
are quite high. Political feasibility is coded red, as large businesses are expected 
to oppose this policy. In terms of operational feasibility and time frame, these 
should be relatively neutral. Overall, impact of this option is high, and feasibility 
is low. 

Stakeholders Purchasers and federal, state, and local policymakers have primary responsibility 
for implementing this policy option. Patients, family providers, and purchasers 
would be affected by implementation. 
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W.9: Offer business and individual tax incentives to promote family caregiving. 

Rationale Family caregiving can be costly and difficult to juggle with work responsibilities. 
One solution was to provide tax incentives in the workplace that would promote 
family caregiving. Such tax incentives might target the workplace in particular—
by providing incentives to establish adult day care centers on the premises or 
other tax incentives to promote savings accounts and health accounts, which may 
be used to cover help for family members requiring LTSS. 

Description Another policy option relating to the workplace was one that focused specifically 
on tax incentives to promote family caregiving. Such incentives could include tax 
breaks for businesses with adult day care centers, flexible spending accounts, or 
other tax incentives specifically targeting patients and their families with LTSS 
needs.   

Ratings This policy will provide tax incentives to businesses to provide adult day care on 
site and to individual workers who are also caregivers. As with workforce option 
W.8 described above, this too will not change awareness of care but will have 
positive effects on availability of family caregivers and utilization of care help. 
Once again, effectiveness is unknown and depends on what the alternative would 
be had these programs not been in place. Safety should not be affected. 
Patient/caregiver satisfaction would be positive, with the expected increase in 
availability of family to provide care without the stress of risk to their jobs. 
Coordination of care would not be affected. Equity should be positive, as the 
caregivers in jobs that offer the fewest opportunities to care for a loved one will 
probably be the ones with the most to gain if this becomes a workplace-wide 
policy. Costs to government would be high, as would costs to businesses that may 
need to hire temporary workers to fill these spots. The high costs make efficiency 
of costs unknown. Efficiency depends on how widely these benefits will be used 
and the extent to which they affect care outcomes, which is unknown. Legal, 
political, and operational feasibility are all yellow—as this policy is specific to 
tax incentives—so business owners may be neutral regarding policy, and 
implementation should be relatively simple, as the framework is already there. 
This makes the time frame for implementing the policy relatively short. Overall, 
impact of this option is high, and feasibility is high. 

Stakeholders Federal, state, and local policymakers have primary responsibility for 
implementing this policy option, assisted by formal providers, purchasers, public 
and private payers, and principal investigators. Patients and family providers 
would be affected by implementation. 
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W.10: Introduce navigators to provide information on dementia medical care and LTSS. 

Rationale For many persons who have been newly diagnosed with dementia and their 
caregivers, finding relevant information on medical treatments and care facilities 
can be daunting. One workplace-based solution is for employers to provide 
navigators to help employees understand diagnoses, treatments available, and care 
options if they or a loved one develop dementia. This option could be provided in 
the workplace as part of the benefits system managed by human resources. 
Indeed, third-party navigators are already available in some large companies, but 
they are far from universal. As such, it may be beneficial for this option to be 
made available by a government agency or through another setting other than 
private businesses. 

Description This option would introduce employee-sponsored third-party navigators to help 
employees with medical care, LTSS, and other related information and support 
for themselves or their families. 

Ratings Third-party navigators can help persons with dementia and caregivers in the 
workplace with awareness and medical information that may improve utilization. 
Availability of care would be unaffected. Care quality depends on the quality of 
the information provided by the third-party navigators, which needs to be 
investigated. Effectiveness may be positive or negative depending on the 
information provided and is therefore coded unknown. Safety should be relatively 
neutral. Patient/caregiver satisfaction would be high, but care coordination is 
expected to be adversely affected by adding an additional “middleman,” and one 
who might not have full information. Equity should not be affected. Financing 
this option is extremely costly to big business, which would need to have an 
outside company on retainer, and the efficiency of the costs is not clear. Legally 
there are no obvious barriers, but there will definitely be opposition by large 
businesses, and it may be much too expensive for small businesses to implement. 
One stakeholder suggested that this option would be a “bigger drain for small 
companies.” Therefore, political feasibility, operational feasibility, and time 
frame are coded red. Overall, impact of this option is low, and feasibility is low. 

Stakeholders Formal providers, purchasers, and public and private payers have primary 
responsibility for implementing this policy option, assisted by state and local 
policymakers and principal investigators. Patients, family providers, and 
purchasers would be affected by implementation. 
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Financing Policy Options 

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

Rationale A broad LTC insurance solution is needed to address high out-of-pocket costs for 
LTSS and the high proportion of older adults afflicted with dementia. A public-
private partnership for LTC insurance would build upon the structure of the 
private health insurance system, while having a public wraparound of secondary 
insurance. Insurance provided by the private LTC insurance industry allows for 
market competition and consumer choice. Opt-out, rather than opt-in, programs 
tend to have greater uptake, which in turn may encourage more private insurers to 
enter the LTC insurance market. A large insurance pool would limit exposure to 
the insurers and also improve efficiency by reducing overhead and underwriting 
risk. A cash benefits option would allow the money to follow the person, which is 
particularly important to providing financial assistance for LTSS that are aligned 
with needs and preferences. 

Description To address the broad LTSS financing problem, stakeholders that we interviewed 
suggested a national, voluntary opt-out LTC insurance program financed through 
premiums. The program would be a public-private partnership with LTC 
insurance provided by private insurers and secondary insurance provided by the 
government for catastrophic loss. The program may offer cash benefits to assist 
people in the early stages of dementia. This option may not be compatible with 
F.2. 

Ratings Availability and utilization of services are expected to increase with a national 
program. The effect on patient/caregiver satisfaction is unknown. Equity would 
improve, given that all citizens and legal residents would be enrolled unless they 
chose to disenroll in the program. The effect on financing is negative because this 
program would require substantial implementation costs and the government 
serves as the secondary insurer. While there are no legal impediments, legal 
feasibility has a neutral effect because a new program would need to be created. 
Political feasibility is low because there are likely stakeholders opposing this 
option due to concerns about the fiscal solvency of the program; in addition, 
ideology drives much of the debate between private and public insurance 
solutions. Operational feasibility and time frame have negative effects, given the 
national scope of implementation and the need to coordinate between multiple 
entities within the partnership. Overall, impact of this option is high, and 
feasibility is low. 
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F.1: Create a national, voluntary opt-out LTC insurance program through a public-private 
partnership. 

Stakeholders Policymakers and payers have primary responsibility for implementing this policy 
option, assisted by purchasers and principal investigators. Federal policymakers 
would be responsible for the overall program and guidance to state policymakers, 
who would be responsible for implementation within state insurance laws. Both 
private and public payers would be involved. Patients, the public, purchasers, and 
public payers would be affected by implementation. 
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F.2: Adopt a national single-payer LTC insurance system. 

Rationale A broad LTC insurance solution is needed to address high out-of-pocket costs for 
LTSS and the high proportion of the elderly population afflicted with dementia. 
Family caregivers provide a substantial portion of LTSS until formal care is 
necessary. Formal care, whether through HCBS or institution-based care, is 
expensive. A public LTC insurance system would provide LTSS benefits for all 
citizens in order to address these high costs. 

Description A government program would be publicly financed through taxes and provide 
LTSS coverage for all citizens. The LTSS benefit could be a basic package or a 
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. This option may not be 
compatible with F.1. 

Ratings Availability and utilization of services are expected to increase with a national 
program. The effect on patient/caregiver satisfaction is unknown. Equity would 
improve, given that all citizens and legal residents would have LTC insurance 
coverage. Given the experience of single-payer systems in other countries, the 
efficiency of providing coverage is expected to be high. While there are no legal 
impediments, legal feasibility has a neutral effect because a new program would 
need to be created. Political feasibility is low because there are likely stakeholders 
opposing this option due to concerns about the fiscal solvency of the program; in 
addition, ideology drives much of the debate between private and public 
insurance solutions. Operational feasibility and time frame have negative effects, 
given the national scope of implementation and the need to coordinate between 
multiple entities within the partnership. Overall, impact of this option is high, and 
feasibility is low. 

Stakeholders Federal policymakers and public payers have primary responsibility for 
implementing this policy option. Patients, the public, and public payers would be 
affected by implementation. 
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F.3: Reduce uncertainty in expected returns for private LTC insurance companies. 

Rationale With the increasing aging population and the large share of out-of-pocket costs 
for LTSS, there is a critical need for a broad LTC insurance solution, especially 
since a large proportion of older adults are afflicted with dementia. Many LTC 
insurance companies have exited the private market in the past decade. In the 
early 2000s, there were over 100 companies offering LTC insurance products, but 
now only about a dozen remain in the market. A central reason for the large-scale 
market exit is lack of profitability. 

Description One way to encourage private LTC insurance companies to reenter is to allow 
premium increases. There would be less uncertainty in expected returns for LTC 
companies if state insurance commissioners could not reject premium increases. 
A second, complementary strategy would be to establish a uniform approach to 
premium pricing across all 50 states and territories. This rate regulatory relief 
could reduce administrative costs, reduce concerns from insurers about their 
ability to get rate increases, and help insurers to manage their risk. This option 
may be paired with F.11. 

Ratings Encouraging private LTC insurance companies to reenter the market would be a 
positive effect on access, as more people may be able to utilize LTSS if they have 
coverage. Increased insurance coverage would have neutral direct effects on the 
majority of the access and quality dimensions. However, there may be a negative 
effect on patient and family satisfaction if premiums are subject to change and 
patients have to worry about paying their premiums in order to be guaranteed 
their coverage. Equity also may decrease, since this is a private insurance option 
and those who can afford it may get coverage but supply of private LTC 
insurance would not help those who cannot afford it, leading to more disparity by 
income. In terms of cost, the effect on efficiency is indeterminate because it is 
unknown how insurers would respond and at what rate they would reenter the 
market. Legal and political feasibility are expected to be low, and implementation 
may take a long time. Overall, impact is low, and feasibility is low. 

Stakeholders Federal and state policymakers have primary responsibility for implementing this 
policy option. Patients and private payers would be affected by implementation. 
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F.4: Link private LTC insurance to reverse mortgage products, other assets, and 
disability or life insurance products. 

Rationale Individuals often do not plan for LTSS costs, partly because many believe that 
LTSS benefits are provided through Medicare (Brown, Goda and McGarry, 
2011). Combination products may increase awareness and uptake of LTC 
insurance. 

Description Private LTC insurance would be combined with other products, such as reverse 
mortgage products, other assets, or life insurance. By linking LTC insurance to 
other products and assets, individuals might have more opportunities to consider 
and get information about LTC insurance options. 

Ratings The linkage of LTC insurance to other products will likely have little effect on the 
access and quality dimensions. It is unclear if this option would be able to 
increase utilization of services. Equity may decrease since only individuals who 
are in the position to use existing assets would benefit. Legal feasibility is high, 
but operational feasibility is low because the combined products and their 
actuarial pricing would need to be developed. Overall, impact is low, and 
feasibility is low. 

Stakeholders Private payers have primary responsibility for implementing this policy option, 
assisted by state and federal policymakers. Patients would be affected by 
implementation. 
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F.5: Link private LTC insurance to health insurance. 

Rationale Only 12 percent of those 65 or older have private LTC insurance (Wiener, 2013). 
The attachment of private LTC benefits to health insurance would substantially 
increase LTC insurance coverage, given the individual mandate of the Patient 
Protection and Affordable Care Act. 

Description Private LTC insurance would be offered as an opt-out option linked to health 
insurance, with both employer-sponsored health plans and plans available on 
health exchanges. A combined premium would cover an individual for traditional 
health care benefits and LTC benefits. 

Ratings Awareness, availability, and utilization are expected to increase with private LTC 
insurance linked to health insurance because of the individual mandate on health 
insurance. Linkage with health insurance may also improve coordination of 
LTSS. The effect of patient satisfaction depends on the benefit designs and 
premiums, and the efficiency would depend on the uptake, which is unknown. 
Financing has a negative effect because additional costs would be needed to 
develop and administer the private LTC insurance. Political feasibility is low 
because employers may oppose this option because they may need to bear more 
costs; in addition, the current political environment has been occupied with 
increasing health insurance coverage, and policymakers may not want to extend 
their efforts to private LTC insurance at this time. The operational feasibility is 
low, and the time horizon is long because benefit design is needed. Overall, 
impact is high, and feasibility is low. 

Stakeholders Private and public payers have primary responsibility for implementing this 
policy option, assisted by purchasers and federal and state policymakers. Patients, 
the public, purchasers, and payers would be affected by implementation. 
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F.6: Simplify private LTC insurance products. 

Rationale Simplified LTC insurance packages may help improve public understanding of 
LTC insurance products. Improved understanding of available insurance options 
and benefits, as well as the high potential costs of out-of-pocket spending, may 
help increase uptake of LTC insurance. 

Description Private LTC insurance products would be simplified to help promote consumer 
understanding, enable consumer choice, and reduce barriers to LTC insurance 
sales. This option may involve changes to the application process and reducing 
jargon used in policies. 

Ratings Utilization of formal LTSS and patient/caregiver satisfaction is expected to 
increase, although access to care may not be directly affected, because products 
may still be expensive to purchase. This option has no known legal barriers and a 
short time horizon but potentially faces obstacles to financial feasibility. Overall, 
the impact is low, and the feasibility is high. 

Stakeholders Private payers have primary responsibility for implementing this policy option, 
assisted by state policymakers and purchasers. Patients and private payers would 
be affected by implementation. 
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F.7: Adopt a capitated payment system for LTSS. 

Rationale Capitation gives providers incentive to manage care and care transitions to reduce 
the need for future services, since they are paid a fixed amount per patient rather 
than for each service. Quality standards would be needed to prevent adverse 
effects on quality of care if appropriate and necessary services are foregone by 
providers. Capitated payments may be more beneficial for persons with dementia, 
compared with older adults without dementia who have other chronic health 
condition. This is because persons with dementia are more likely to have co-
morbid conditions (Lyketsos, 2005) and therefore are more likely to be 
hospitalized and have longer hospital stays than those without dementia (Bynum, 
2009). These factors make care expensive for persons with dementia (Brauner, 
Muir, and Sachs, 2000), and, as one stakeholder noted: “patients who need 
managed care the most are the last to remain stuck in fee-for-service. . . . their 
needs are so great and are being so poorly met in a fragmented fee-for-service 
system.” 

Description This policy option would shift the current fee-for-service system to a capitated 
payment system for LTSS. In fee-for-service payment systems, providers are paid 
for each service and have incentive to provide more services than may be 
necessary. In capitated payment systems, providers are paid a fixed amount for 
each person for a period of time. Providers in a capitated payment system are 
incentivized to keep costs low. One positive effect is that providers may manage 
the care of the patient in order keep patients in good health, and care coordination 
may be improved. However, a potential negative effect is that providers may 
avoid high-cost patients and appropriate services may be under-provisioned. 
Thus, risk adjustments to provider payments and quality benchmarks may be 
needed. 

Ratings Managed care with capitated systems are expected to improve coordination of 
care (Grabowski, 2006). However, the effects on utilization and satisfaction of 
care are unclear, as one recent study showed no differences in comfort and family 
satisfaction with managed care in nursing home residents with advanced dementia 
(Goldfeld et al., 2013). Efficiency and financing are expected to be positively 
affected if capitation can facilitate the delivery of appropriate, coordinated care 
(Goldfeld et al., 2013). Political and operational feasibility are low because LTSS 
providers encompass a broad range of practitioners who may oppose this option. 
A large change to a payment system is likely to have a long time frame. Overall, 
the impact is low, and the feasibility is low. 
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F.7: Adopt a capitated payment system for LTSS. 

Stakeholders Public and private payers and policymakers at all levels have primary 
responsibility for implementing this policy option, assisted by formal providers. 
Patients and both formal and family providers would be affected by 
implementation. 
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F.8: Broaden Medicaid HCBS waiver programs, self-directed services, and states’ 
infrastructures. 

Rationale Medicaid HCBS waivers differ by state, and there are often long waiting lists. 
Broadening Medicaid waiver programs would give beneficiaries more options 
that would likely cost less than nursing home placement. Access to short-term 
care benefits would give persons with dementia and caregivers more resources to 
help keep persons with dementia in the home as long as possible if that is their 
preferred care setting. Participant-directed services, such as cash and counseling 
programs, allow persons with dementia to have autonomy in their LTSS and can 
provide some monetary support for family caregivers. Although federal matching 
for state Medicaid programs is at least 50 percent, another challenge for states is 
that federal matching for administrative staff may be less than 50 percent. Thus, 
states may prioritize program spending rather than investing in administrative 
staff in order to maximize federal matching funds. Knowledgeable staff at the 
state level can help facilitate the utilization of HCBS waivers, which can in turn 
provide cost savings to Medicaid since it keeps people out of institutions longer. 

Description (1) Expand Medicaid reimbursements for short-term care in assisted living 
facilities and nursing homes; (2) encourage the use of programs that pay family 
members to care for individuals—e.g., cash and counseling or participant-directed 
programs; and (3) invest in state infrastructure and staff training to better support 
the expansion of Medicaid HCBS waivers. This policy option may be paired with 
SD.8. 

Ratings Availability and utilization of services are expected to increase if there is more 
demand for HCBS services. Patient/caregiver satisfaction is positive because of 
an increase in care settings options and more flexible benefits. The efficiency of 
this option is high because HCBS are generally lower-cost compared to 
institutionalized care, particularly nursing home care. Financing is negatively 
impacted because Medicaid expansion costs would need to be covered. Given the 
fiscal need and the current political and implementation struggles with Medicaid 
expansion with the ACA, political feasibility is expected to be low. At the same 
time, political feasibility may be changing, as there have been recent efforts to 
rebalance LTSS to allow for more choices of HCBS options (National Long-Term 
Care Ombudsman Resource Center, 2014). Overall, this option has high impact 
and high feasibility. 
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F.8: Broaden Medicaid HCBS waiver programs, self-directed services, and states’ 
infrastructures. 

Stakeholders Public payers and policymakers have primary responsibility for implementing this 
policy option, assisted by formal providers and principal investigators. 
Policymakers at the federal and state levels may implement the different 
components of this policy option. Patients, formal and family providers, and 
public payers would be affected by implementation. 
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F.9: Include HCBS and managed care in state Medicaid plans. 

Rationale Although all states provide LTSS through HCBS, states must seek permission to 
waive statute to provide LTSS through HCBS instead of institutional care. HCBS 
services are primarily provided through Medicaid 1915c waivers, which are 
renewed on a different schedule than managed care programs provided through 
1915b waivers. Staff members administering waiver programs are challenged by 
the waiver application process, long waiting times for approval, staggered 
renewal periods between managed care waivers and HCBS waivers, and different 
CMS staff handling the waiver types. 

Description This policy option would incorporate HCBS options into state Medicaid plans and 
eliminate the need for the waiver system for HCBS and managed care. If HCBS 
options are included in a state plan, states would no longer need to go through the 
process of applying for waivers and sometimes waiting years for approval. 

Ratings Availability and utilization of services are expected to increase if HCBS are more 
accessible. Increased use of managed care programs would increase care 
coordination. Patient/caregiver satisfaction is positive because the number of 
options for care settings and managed care would increase, and waiting lists for 
waiver programs would no longer exist. The efficiency of this option is high 
because HCBS and managed care are generally lower-cost compared to 
institutionalized care, particularly nursing homes, and fee-for-service programs. 
Financing is negatively impacted because states would no longer be able to set 
limits since the service would be included in the state plan; waiver programs 
allowed states to cap the budget for the program (hence, the long waiting lists) 
and control the spending. Given the increased fiscal exposure to state Medicaid 
programs, political feasibility is low. Overall, this option has high impact and low 
feasibility. 

Stakeholders State policymakers and public payers have primary responsibility for 
implementing this policy option, assisted by formal providers. Patients, formal 
and family providers, and public payers would be affected by implementation. 
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F.10: Refine Medicare post-acute care and hospice benefits. 

Rationale Medicare post-acute and hospice benefits are limited, and persons with dementia 
would benefit from the expansion of eligibility requirements. Nursing home 
coverage applies when patients are hospitalized for at least three days. However, 
patients who are under observation are not considered hospitalized (Centers for 
Medicare & Medicaid Services, 2014b) so that individuals without a need for an 
acute inpatient hospital stay up to three days can qualify for nursing home 
coverage if the observational period does not count as hospitalized days. For 
beneficiaries who prefer to go home rather than to a nursing home but need some 
skilled care, adult day care is an alternative that could provide some services at a 
lower cost in place of a nursing home. For home health benefits, expansion of 
eligibility to consider persons with dementia as homebound would allow persons 
with dementia to have access to in-home care to help them remain at home 
longer. Last, expansion of eligibility of hospice benefits to include dementia as a 
qualifying event would give persons with dementia more options for palliative 
care. The refinement of Medicare benefits would require national coverage 
determination to establish whether Medicare will pay for the service and should 
be bundled with policy option F.13. This option may also be paired with SD.14. 

Description This policy option could have multiple components, such as (1) extending 
coverage for nursing home care to include patients who have hospitalization and 
observation lasting three days; (2) allowing payments for adult day care instead of 
a nursing home; (3) for home health eligibility, extending the definition of 
homebound to include persons with dementia, and include dementia care as a 
skilled event; and (4) revising the six-month qualifying requirement for hospice 
care applicable for persons with dementia. 
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F.10: Refine Medicare post-acute care and hospice benefits. 

Ratings Availability and utilization of services would increase with expanded Medicare 
benefits. Safety and patient/caregiver satisfaction would also increase with more 
access to post-acute care. Equity is positively affected since all beneficiaries 
would have access to these benefits. Efficiency is expected to increase because 
these services are believed to be necessary to maintain the health and comfort of 
patients. Financing is negatively impacted since the option involves additional 
costs to Medicare; however, some Medicare costs would be offset by savings to 
Medicaid and out-of-pocket spending for potential future LTSS, such as 
institutionalized care. Evidence is still needed to show that these changes would 
have positive impact. A cost study would need to be undertaken to clarify 
implications of this policy option on costs to Medicare. Given the fiscal need and 
expected shifts in who bears the costs, political feasibility may be low, as payers 
noted in the interviews that more research is required to support this policy 
option. Overall, impact is high, and feasibility is low. 

Stakeholders Federal policymakers and public payers have primary responsibility for 
implementing this policy option, assisted by formal providers and principal 
investigators. Patients and public payers are the stakeholders that would be 
affected by implementation. 
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F.11: Promote private LTC insurance through education and awareness campaigns. 

Rationale Medicare does not provide LTSS benefits, and it has been estimated that 70 
percent of 65-year-olds will need LTSS in their lifetimes, and 20 percent of 65-
year-olds will need it for more than five years (LongTermCare.gov, 2014). 
However, only 12 percent of people aged 65 and older and 5 percent of those 44 
and older have private LTC insurance (Wiener, 2013). 

Description This policy options aims to increase public awareness and demand for LTC 
insurance—e.g., as part of retirement plans. Improving public awareness about 
LTSS costs and insurance options may increase demand for LTC insurance. With 
the growing elderly population and high proportion of persons with dementia, 
there is an increasing need for access to LTSS. This option may be paired with 
F.3. 

Ratings Education and awareness campaigns for private LTC insurance are expected to 
increase awareness and utilization of services. The effect on quality and equity is 
neutral. Efficiency effects are indeterminate, but financing needs would be 
minimal. Legal and operational feasibility are high, and campaigns could be 
rolled out in a short time frame. Overall, impact is low, and feasibility is high. 

Stakeholders Private payers and policymakers have primary responsibility for implementing 
this policy option, assisted by purchasers and formal providers. Policymakers at 
the federal, state, and local levels may be involved in implementation. Patients 
would be affected by implementation. 
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F.12: Allow individuals to make tax-advantaged contributions for future LTSS expenses. 

Rationale Many individuals with dementia and their family members are unprepared for 
their LTSS needs and make decisions about their care plan as crises occur, which 
often leads to suboptimal decisions (Hurd et al., 2013). Early planning can help 
families make informed decisions about their care plans and prepare for LTSS 
costs. Family members often wait until crises to make decisions. Tax-advantaged 
savings plans are one way to encourage families to set aside funds for future 
needs. IRS section 529 allows individuals to make tax-advantaged contributions 
for higher education expenses. 

Description Tax-advantaged contributions can encourage early planning for future LTSS 
needs to prepare individuals and their families. This may be achieved by 
amending IRS section 529 to help families finance care through HCBS. The 
ABLE Act proposes a subsection to 529 to allow individuals with disabilities, 
including dementia, to make tax-deferred contributions that can be used for LTSS 
delivered through HCBS (Achieving a Better Life Experience Act of 2013, 2013). 

Ratings Awareness and utilization of services are expected to increase with increased 
knowledge and savings for LTSS. The effect on quality and equity is neutral. 
Efficiency effects are indeterminate and would depend on the response to early 
planning and saving efforts. Financing for public awareness efforts to encourage 
early planning and saving for LTSS could be controlled and capped, but there 
may be some loss in tax revenues; understanding this trade-off requires further 
research. The expansion of 529 plans to HCBS would require changes to the IRS 
tax code. Operational feasibility is high, and changes could be made in a short 
time frame. Overall, impact is low, and feasibility is high. 

Stakeholders Policymakers at the federal, state, and local levels have primary responsibility for 
implementing this policy option, assisted by formal providers, purchasers, and 
payers. Patients would be affected by implementation. 
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F.13: Provide state tax incentives for purchase of private LTC insurance. 

Rationale The proportion of people who have private LTC insurance is low; approximately 
5 percent of adults age 44 or older and 12 percent of those 65 or older have 
private LTC insurance (Wiener, 2013). The establishment of incentives to 
purchase LTC insurance is important, given the increasing need for access to 
LTSS by the aging population with high incidence of dementia. 

Description This policy option involves the expansion of available state tax credits or tax 
deductions to subsidize the individual purchase of LTC insurance. Stakeholders 
suggested this option in order to provide some incentive for individuals to 
purchase LTC insurance. This option would likely involve efforts to increase 
awareness about LTC insurance and the availability of tax incentives. 

Ratings Utilization of services and patient/caregiver satisfaction is expected to increase 
with tax incentives that encourage private LTC insurance coverage. The effect on 
equity is negative because tax breaks usually require itemized deductions, and 
that may not be a viable option for individuals for whom the standard deduction is 
greater than itemized deductions. The effect on efficiency is low, as the available 
state tax incentives have contributed little to uptake of private LTC insurance 
(Stevenson, Frank, and Tau, 2009). Financing is negatively affected because tax 
revenues are expected to decrease (Courtemanche and He, 2009). However, 
political feasibility is rated as high, given that more than half of all states offer tax 
credits or deductions for the purchase of private LTC insurance (Stevenson, 
Frank, and Tau, 2009), and states such as Kentucky, South Carolina, and 
Tennessee have recommended such incentives in state dementia plans (Office on 
Alzheimer’s Disease and Related Disorders and Kentucky Alzheimer’s Disease 
and Related Disorders Advisory Council, 2008; Alzheimer's Disease Task Force 
Members, 2009; Purple Ribbon Task Force, 2009). Overall, impact is low, and 
feasibility is high. 

Stakeholders State policymakers have primary responsibility for implementing this policy 
option, assisted by private payers. Patients would be affected by implementation. 
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Stoplight Matrixes: RAND Evaluation of Policy Options 
Tables D.1, D.2, and D.3 present the adjudicated evaluations by two researchers of the 38 

policy options against 14 evaluation 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 options achieving an undetermined effect on 
the criterion of interest. Appendix C contains more details on the methods for selecting and 
applying the evaluation criteria.  
 
Key to Stoplight Matrixes in Tables D.1, D.2, and D.3 

Indicator Definition 
  Desired effect 

  Null effect 

  Undesired effect 

  Unknown effect 
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Table D.1. Evaluation of Service Delivery Policy Options 

   IMPACT  FEASIBILITY 

   ACCESS QUALITY  COST IMPLEMENTATION 
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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 Physician 
Orders for Life-Sustaining 
Treatments (POLST) 

                            

SD.14 Relax the six-month prognosis 
requirement for hospice care 

                            

SD.15 

Establish cross-setting teams 
for persons with dementia, 
focused on returning the 
person to the community 
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Table D.2. Evaluation of Workforce Policy Options 

   IMPACT  FEASIBILITY 
   ACCESS QUALITY  COST IMPLEMENTATION 
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 Formal Caregivers 

W.1 

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 
resources to family caregivers 
and volunteer groups 

                            

W.8 Expand family-friendly 
workplace policies 

                            

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

                            

W.10 

Introduce navigators to 
provide information on 
dementia medical care and 
LTSS 
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Table D.3. Evaluation of Financing Policy Options 

   IMPACT  FEASIBILITY 
   ACCESS QUALITY  COST IMPLEMENTATION 
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 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 

                            

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 

                      red     

 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 

  
                          

F.13 
Provide state tax incentives for 
purchase of private LTC 
insurance 
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Policy Options by Impact and Feasibility Ratings  
In Appendix Tables D.4, D.5, and D.6, we present the impact and feasibility ratings of all 

38 proposed policy options. Each table presents policy options within one of the domains; 
service delivery (15 policy options), workforce (10 policy options), and financing (13 policy 
options). Each policy option has retained its identifying number (e.g., SD.7) so that the reader 
can refer to the descriptions of the policy options in Chapter Two in the main report (available at 
http://www.rand.org/pubs/research_reports/RR597.html) and throughout Appendix D.  

 We recommend that high-impact policies (those highlighted in green), regardless of 
feasibility, could be considered for implementation immediately or in the near term. Low-impact 
policy options (highlighted in orange) can be implemented over the medium to long term. 
However, the relative timing of implementation for each of the 25 priority policy options must be 
determined with future studies that examine the cost-benefit of implementing each policy option, 
including the relative impact of and magnitude of the problem that it addresses versus the cost 
and feasibility of implementation. Further refinement of priorities therefore requires quantitative 
studies. 

We distinguish between higher and lower feasibility using our qualitative evaluation 
ratings on two cost (efficiency and financing) and four implementation (legal, political, and 
operational feasibility and time frame) metrics. In some cases, options had low feasibility 
because they face barriers that are legal in nature. Barriers may be legal, insofar that legislation 
may need to be modified, removed, or newly created to authorize the policy, as in the proposed 
expansion of HCBS programs. Barriers may also be operational, as in the proposed links 
between private LTC insurance and health insurance products. Barriers may also be political, as 
in the expected opposition by some parties to single-payer LTC insurance. Barriers to 
implementation, however, can change relatively quickly, as administrations and political 
environments change, and every effort should be made to reduce or eliminate them.  

 
 

 

http://www.rand.org/pubs/research_reports/RR597.html
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Table D.4. Impact and Feasibility of Service Delivery Policy Options 
  FEASIBILITY 

  High Low 

IM
PA

C
T 

H
ig

h 

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

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

SD.4 Integrate web- and other technology-based 
services into dementia LTSS SD.7 

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

SD.5 

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

SD.8 Establish new and expand existing HCBS 

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

SD.9 Expand financial incentives for bundled home, 
community, and institutional services 

SD.11 
Encourage providers’ use of cognitive 
assessment tools for early dementia 
detection and recognition 

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

  SD.15 
Establish cross-setting teams for persons with 
dementia, focused on returning the person to the 
community 

Lo
w

 

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

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

  SD.13 
Pass legislation and introduce interventions on 
Physician Orders for Life-Sustaining Treatments 
(POLST) 

  SD.14 Relax the six-month prognosis requirement for 
hospice care 

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 (Feinberg et al., 2011). 
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Table D.5. Impact and Feasibility of Workforce Policy Options 

 

  FEASIBILITY 

  High Low 

IM
PA

C
T 

H
ig

h 

W.1 

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.5 Expand nurse delegation to all states. W.4 Create new and improve existing incentives for 
the direct care workforce 

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

W.6 Expand financial compensation to family 
caregivers 

W.9 Offer business and individual tax incentives to 
promote family caregiving W.8 Expand family-friendly workplace policies 

Lo
w

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

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

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 (Feinberg et al., 2011). 
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Table D.6. Impact and Feasibility of Financing Policy Options 
  FEASIBILITY 

  High Low 

IM
PA

C
T 

H
ig

h 

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

F.1 Create a national, voluntary LTC insurance 
public-private program 

  F.2 Adopt a national single-payer LTC insurance 
system 

  F.5 Link private LTC insurance to health insurance 

  F.9 Include HCBS and managed care in state 
Medicaid plans 

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

Lo
w

  

F.6 Simplify private LTC insurance products F.3 Reduce uncertainty in expected returns for 
private LTC insurance companies 

F.11 Promote private LTC insurance through 
education and awareness campaigns F.4 

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

F.12 Allow individuals to make tax-advantaged 
contributions for future LTSS expenses F.7 Adopt a capitated payment system for LTSS 

F.13 Provide state tax incentives to purchase 
private LTC insurance   
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Policy Options by Stakeholder Groups 
Tables D.7, D.8, and D.9 contain heat maps that show the primary and secondary 

stakeholders who are responsible for implementing the policy option. Stakeholders affected are 
noted by an asterisk (*). These tables indicate who should be engaged in future efforts to come to 
consensus about which priority policy options should be pursued. 
 
Key to Stakeholder Maps in Tables D.7, D.8, and D.9 

 Primary stakeholders responsible 

 Secondary stakeholders responsible 

* Affected stakeholders 
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Table D.7. Stakeholders for Service Delivery Policy Options 

  Relevant Stakeholders 
 

Policy Option 
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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 Physician 
Orders for Life-Sustaining Treatments (POLST)  * *      

SD.14 Relax the six-month prognosis requirement for hospice care  * *  *    

SD.15 Establish cross-setting teams for persons with dementia, 
focused on returning the person to the community  *  *      

 
  



105 
 

Table D.8. Stakeholders for Workforce Policy Options 

  Relevant Stakeholders 
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W.1 
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  *  *      

W.6 Expand financial compensation 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  *  * *     

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

W.10 Introduce navigators to provide information on dementia 
medical care and LTSS  *  * *     
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Table D.9. Stakeholders for Financing Policy Options 

  Relevant Stakeholders 

 

Policy Option 
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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  *    *    

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  *  *      

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

F.9 Include HCBS and managed care in state Medicaid plans  *  *  *    

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

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

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

F.13 Provide state tax incentives for purchase of private LTC 
insurance  *       
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High-Impact Policy Options by Stages of Dementia and the Continuum of 
Care

Figure D.1 presents a diagram of seven stages of dementia identified by the Alzheimer’s 
Association. These seven stages are specific to Alzheimer’s disease, but we extend them more 
broadly to progressive dementia types similar to Alzheimer’s disease. We use this information to 
show the continuum of care experienced over the stages of dementia. Table D.10 shows how 
high-impact policy options align with these seven stages of dementia to inform how the timing of 
specific policy options may be more critical in some stages than in others.  

 Figure D.1. Stages of Dementia and Continuum of Care 
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Table D.10. High-Impact Policy Options Across the Stages of Dementia 

Number Policy Option Stage of Dementia 
1 2 3 4 5 6 7 

 High Impact, High Feasibility        

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

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.11 Encourage providers’ use of cognitive assessment tools for early 
detection and recognition        

W.1 Create new and disseminate existing dementia best practices and 
training programs for professional and paraprofessional care workers        

W.5 Expand nurse delegation in all states        

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

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

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

 High Impact, Low Feasibility        

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

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.15 Establish cross-setting teams for persons with dementia, focused on 
returning the person to the community        

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

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

W.6 Expand financial compensation to family caregivers        

W.8 Expand family-friendly workplace policies        

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        

F.5 Link private LTC insurance to health insurance        

F.9 Include HCBS and managed care in state Medicaid plans        

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