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I. INTRODUCTION

"All the money my parents saved over their lifetimes andplanned to
pass onto their children and grandchildrenwas spent in two years on
nursing home care. The day my motherpassed was the day she became
Medicaideligible."
-

Frank Petruzzi, Youngstown, Ohio

(retired attorney)
Financing for long-term care in America has been described as the greatest
gap in retirement planning.' The population growth trajectory shows a large
and increasing need for accessible long-term care options as the cost of care
continues to climb. 2 Aging in place is gaining primacy as a path forward,
enabling older adults to remain in their home as they age; this practice can
contain costs associated with long-term care, and it is responsive to popular
preferences of adults aged sixty-five and over.3 However, there is still much
to learn about how to manage aging in place to provide the greatest benefit
to this population.
* Tara Sklar, Professor of Health Law, University of Arizona James E. Rogers College of
Law and Rachel Zuraw, Lecturer, University of California, Berkeley, School of Law.
Special thanks to Elise Phalen for her excellent research assistance. We appreciate the
helpful comments and suggestions from Barbara Atwood, Jordan Neyland, Christopher
Robertson, Nadia Sawicki, Roy Spece, Sidney Watson, participants at Loyola University of
Chicago School of Law, 2018 Beazley Symposium on Health Care Law and Policy, the 2019
Association of American Law Schools, Law, Medicine, and Health Care Works in Progress
Session for New Law and Medicine Scholars, and the 2019 Arizona Law Scholarly
Workshop.
1.
Richard L. Kaplan, Retirement Planning's Greatest Gap: FundingLong-Term Care, 11
LEWIS & CLARK L. REv. 407, 450 (2007).
2.
Carli Friedman et. al., Aging in Place:A NationalAnalysis ofHome- and CommunityBased Medicaid Servicesfor Older Adults, J. DISABILITY POL'Y STUD. 245, 245 (2018).
3. Id. at 249, 254; The Value ofAging in Place, USC LEONARD DAVIS,

https://gerontology.usc.edu/resources/articles/the-value-of-aging-in-place/ (last visited Apr.
2,2019).
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Medicaid has been and will continue to be one of the most significant
drivers of this trend.' The Centers for Medicaid and Medicare (CMS)
proudly notes that, as of 2015, home and community-based services (HCBS)
accounted for fifty-five percent of all Medicaid long-term support and
services spending at $87 billion.5 HCBS support people in completing the
tasks of daily life, including personal care for bathing and eating, and provide
basic health services. 6 Until recently, the benefits of the move toward aging
in place were phrased mostly in terms of the economic impact with lower
per-person costs than institutional care.' Now, though, better health
outcomes and the pro-social benefits of aging in place are gaining recognition
as compelling reasons to expand HCBS programs." For example, Medicaid
and Medicare managed care plans are actively incorporating some HCBS'
practices to address nonmedical factors that influence health and well-being
such as assistance with household chores, housing stability, food security,
and routine screening for domestic abuse. 9
Unfortunately, unmet needs for older adults - including cases of abuse,
neglect, and financial exploitation - can be less visible in a domestic setting
than in an institution.' 0 This article was born out of the basic intuition that if
there is a movement away from institutional care in nursing homes and a
movement towards older adults successfully aging in place, then HCBS
ought to be provided in a manner that benefits and protects this vulnerable
population. Medicaid HCBS Waivers under Section 1915(c) of the Social
Security Act (HCBS Waivers) allow states to use Medicaid funding to pay
for certain categories of HCBS." This flexibility means that different states
4.
Nancy A. Miller, Medicaid 2176 Home and Community-Based Care Waivers: The First
Ten Years, 11 HEALTH AFFAIRS 162, 162-63 (1992).
5.
Steve Eiken et al., MedicaidExpendituresfor Long-Term Services and Supports (LTSS)
in FY 2015, CTRS. FOR MEDICARE & MEDICAID SERVS. 1, 8 (2017).

6.

Home- and Community-Based Services, CTRS. FOR MEDICARE & MEDICAID SERVS.,

https://www.cms.gov/Outreach-and-Education/American-Indian-AlaskaNative/AIAN/LTSS-TA-Center/info/hcbs.html (last updated Dec. 5, 2017).
7. Miller, supra note 4; Drew Altman & Dennis F. Beatrice, Perspectives on the Medicaid
Program,HEALTH CARE FIN. REv. 2, 2-5 (1990); Friedman, supra note 2, at 254.

8. See generally Charlene Harrington et. al., Key Issues in Long-Term Services and
Supports Quality, HENRY J. KAISER FAM. FOUND. (Oct. 27, 2017),
http://files.kff.org/attachment/Issue-Brief-Key-Issues-in-Long-Term-Services-and-SupportsQuality.
9. David Machledt, Addressing the Social DeterminantsofHealth Through Medicaid
Managed Care, THE COMMONWEALTH FUND (Nov. 29, 2017),

https://www.commonwealthfund.org/publications/issue-briefs/2017/nov/addressing-socialdeterminants-health-through-medicaid-managed.
10. NATIONAL RESEARCH COUNCIL, ELDER MISTREATMENT: ABUSE, NEGLECT AND
EXPLOITATION IN AN AGING AMERICA 92, 360 (Richard J. Bonnie & Robert B. Wallace eds.,
2003).
11. Home & Community-BasedServices 1915(c), MEDICAID.GOV,
https://www.medicaid.gov/medicaid/hcbs/authorities/1915-c/index.html (last visited Apr. 2,
2019) [hereinafter 1915(c)].
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are able to take their own innovative approaches to supporting older
Americans as they age in their homes, which consequently could provide an
ideal source of data to compare different strategies.1 2 In particular, this
article seeks to review whether and how HCBS Waivers incorporate
oversight programs aimed to curtail elder abuse.13
To examine these waivers for their inclusion of safeguards against elder
abuse, the authors of this article conducted a study that surveyed all HCBS
Waivers. Specifically, they reviewed HCBS Waivers across the country
from 1981 (with the passage of Section 1915(c)) to 2018 to identify the state
waivers that solely apply to a population of individuals aged sixty-five and
over. The authors excluded HCBS Waivers that included eligibility for
disabilities across a larger age range to focus on aging in place and long-term
care. They analyzed these HCBS Waivers for beneficiary protections that
could address common risks associated with elder abuse when care is
received outside of an institutional facility, such as increased social isolation,
inadequate support for caregivers, and limited third party oversight. '4
The results demonstrated that even this narrow subset of HCBS Waivers
reveals enormous disparities in oversight and structure from state to state.' 5
It reasonably follows that a comparison of states' programs could help states
to avoid repeating one another's mistakes or inefficiencies, but little data is
available to compare HCBS Waivers' efficacy. Unfortunately, Section
1915(c) does not currently require that states provide any data on the efficacy
of their HCBS Waivers.1 6 To illustrate why this is an ethical failure of the
system that ought to be remedied, the authors turned to the Learning Health
Care System (LHCS) model, which was popularized by the Institute of
Medicine and adopted by CMS."
In their analysis, the authors consider how features of existing HCBS
Waivers align with limited state resources and shortages in the caregiver
workforce. They also discuss advances in technology for monitoring health
and well-being outside of an institutional setting that could lead to more
transparent and cost-effective care. States with HCBS Waivers, and now
managed care plans under Medicaid and Medicare, that adopt HCBS'
12. Id.
13. See generally Sidney M. Stahl, Building Consensus on Research Prioritiesin Elder
Mistreatment, U.S. DEP'T JUST., 2-3 (July 6, 2015),

https://www.justice.gov/file/852846/download.
14. JosephW. Barber, The Kids Aren't All Right: The Failureof ChildAbuse Statutes as a
Modelfor Elder Abuse Statutes, 16 ELDER L. J. 107, 113-16 (2008).
15. Allen J. LeBlanc, M. Christine Tonner, & Charlene Harrington, Medicaid 1915(c)
Home and Community-Based Services Waivers Across the States, 22 HEALTH CARE FIN.
REV. 159, 171 (2000).
16. Social Security Act, 42 U.S.C.S. § 1396n (2018).
17. Health CarePayment LearningandAction Network, CTRS. FOR MEDICARE & MEDICAID
SERVS., https://innovation.cms.gov/initiatives/health-care-payment-learning-and-actionnetwork/ (last updated Sept. 5, 2017).
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principles will likely continue to make changes to support individuals
remaining in their homes and communities as they age. The potential costsavings from aging in place, as an alternative to institutional care, could be
invested in these safeguards to potentially reduce incidence of elder abuse,
and thereby increase access to safe, competent, and appropriately resourced
long-term care.
The article proceeds as follows. Section II provides a brief history of the
development of HCBS Waivers as they exist today. Section III reviews the
LHCS model and proposes it as the ethical framework in which to consider
aging in place policies for providing long-term care. Section IV describes
the authors' empirical legal research methodology approach that was used to
collect and conduct qualitative analysis of HCBS Waivers that specifically
apply to older adults. Section V reports the results in three primary waiver
themes: caregiver selection, quality assurance, and handling of complaints.
Section VI discusses these results, along with related practical considerations
in costs and technology advancements, and proposes a path forward under
the LHCS model: namely, that there is an onus on states to collect and share
information regarding their successes and failures under the HCBS Waiver
system. Section VI also addresses how some states' programs may already
be taken as models of innovation in addressing workforce shortages,
incorporation of technology, and comprehensive care management. Section
VII concludes.
II. EVOLUTION OF MEDICAID HCBS WAIVERS

The federal government has steadily encouraged states to use Medicaid to
cover the provision of care in the home going back to 1968, when Congress
made home health services mandatory - requiring states to cover home health
care for adults eligible for Medicaid nursing home care."' Gradually, home
health expanded into broader HCBS, which include medical and social
support.1 9 The central idea was to provide comprehensive care in the
community and home to reduce reliance on institutional care. 20 These
legislative efforts culminated in 1981 with the passage of Section 1915(c)
HCBS Waivers: these allow states to use Medicaid funds to pay for services
18.

Sidney D. Watson, From Almshouses to Nursing Homes and Community Care: Lessons

from Medicaid'sHistory, 26 GA. ST. U. L. REv., 937, 961 (2010); see Social Security
Amendments of 1967, Pub. L. No. 90-248, § 224, 81 Stat. 821, 902 (1968) ("[F]or the
inclusion of home health services for any individual who, under the [s]tate plan, is entitled to
skilled nursing home services.").
19.

See Watson, supra note 18, at 962. (explaining that in the mid-70s, personal care was

added as an option that states could provide to Medicaid recipients where they could receive
assistance with Activities of Daily Living (ADL) and Instrumental Activities of Daily Living
(IADL), including bathing, eating, toileting, transportation, medication and money
management).
20. Watson supra note 18, at 950.
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to support a person aging in place, rather than institutionalized in a nursing
home or hospital, as long as the HCBS are less expensive than institutional
care.21

Throughout the last three decades following the passage of 1915(c), there
has been a series of legislative efforts at the federal level to encoura e states
to redirect their Medicaid funding from nursing home care to HCBS. These
efforts mainly focused on expanding financial eligibility so that older adults
would not be forced to spend all of their assets in institutional care to qualify
for HCBS, and aimed to improve the integration and delivery of care in the
community. 23 The expansion also espoused a holistic view of health that
supported patient autonomy via a higher degree of individual choice for selfdirection of personal care. 2 4 This patient-centered direction was partially
born out of Section 1115 demonstration and evaluation programs conducted
in the 1990s. 2 5 These programs concluded that Medicaid beneficiaries who
received care in the home "experienced higher levels of satisfaction, had

21. See generally Omnibus Budget Reconciliation Act of 1981, Pub. L. No. 97-35,
§ 1915(c), 95 Stat. 357, 546-47 (1981) (Congress added § 1915(c) to the Social Security Act

for the Medicaid Program in 1981, establishing the home-and community-based services
waiver program, the Omnibus Reconciliation Act of 1981; this authorized state plans to pay
for services, other than room and board, provided in the home or community pursuant to a
written plan of care).
22. Cynthia Shirk, Re-Balancing Long-Term Care: The Role of the Medicaid HCBS Waiver
Program,NAT'L HEALTH POL'Y F. 1, 6, 7, 19 (2006).
23. See generallyMedicare Catastrophic Coverage Act of 1988, Pub. L. No. 100-360, 102

Stat. 683, 683 (1988) (this public law created the Medicare Catastrophic Coverage Act of
1988 where financial eligibility rules were expanded for institutionalized persons to allow a
spouse who remained in the community to retain more income and resources, rather than use
almost all of their income to support care in the institution and also gave states the option to
extend these financial rules to spouses of individuals receiving HCBS. In 1993, Congress
amended Section 1905 of the Social Security Act to remove the requirement for physician
authorization and nurse supervision for personal care services, also giving states explicit
authority to provide personal care services outside the home); see also Deficit Reduction Act
(DRA) of 2005, Pub. L. No. 109-171, 120 Stat. 4, 121-30 (2006) (Congress authorized more

options to encourage states to offer Medicaid HCBS by removing the requirement that
HCBS be limited to those requiring an institutional level of care. § 6086 (amended by the
Patient Protection and Affordable Care Act, Pub. L. No. 111-148, §§ 2402(b)-2402(f), 124
Stat. 119). The DRA also allows for self-direction of personal assistance, which enables
Medicaid recipients to hire their own assistants with an individual budget provided pursuant
to a written plan of care. § 6087. The ability to tie individual funds for HCBS was also
further enhanced under the DRA, which authorized states to give the option for "Money
Follows the Person" for Medicaid matching funds for up to one-year following care from an
institution to the home and community).
24. Shirk, supra note 22, at 21.
25. Five Key Questions and Answers About Section 1115 MedicaidDemonstration
Waivers, HENRY J. KAISERFAM. FouND. (June 30, 2011), https://www.kff.org/health-

reform/issue-brief/five-key-questions-and-answers-about-section/.
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fewer unmet needs... and maximized the efficient use of community services
and supports." 26
Today, HCBS Waivers are the largest payor of community-based longterm services and support (LTSS) under Medicaid, which increased from
eighteen percent in 1995 to over half (fifty-five percent) in 2015.27 Notably,
there was a recent seven percent increase from 2012 to 2015.28 Overall,
national statistics for HCBS have risen substantially over this time period,
but the gap among the states has widened when comparing the amount some
states invest in HCBS compared to others. 29 These differences have
implications for the level of care provided, how many Medicaid-eligible
beneficiaries are able to receive HCBS, and oversight of services.
It is notable that the 1981 Omnibus Act focused heavily on cutting
expenses in Medicare and Medicaid, including slashing reimbursement rates
for hospitalization and home health care under Medicare. 30 Previous
"freedom of choice" provisions were also attenuated to cut costs and
generally address state budget concerns. 3 1 In one article from 1990, the
Human Services Commissioner and Associate Commissioner of New Jersey
argued that the incorporation of HCBS Waivers was part of a pivot for the
Medicaid program from being "large agencies that simply paid bills" to "a
mechanism to try to improve the health care system for their clients . .
[when] many Medicaid programs became laboratories for change."

32

It is

reasonably clear, though, that the incorporation of HCBS Waivers into
Medicaid was motivated primarily by cost-saving considerations rather than
by a drive to provide more convenient solutions for dependent patients. As
previously discussed, this is beginning to change, with new emphasis on
protecting the autonomy and interests of older adults.3 3
States have flexibility in how they tailor their HCBS Waivers and what
services they choose to pay for, from respite care to supportive services such

26. Medicaid Program; Community First Choice Option, 76 Fed. Reg. 10,736, 10,738
(proposed Feb. 25, 2011) (to be codified at 42 C.F.R. § 441).
27. Eiken, supra note 5, at 8-10. (demonstrating that, by comparison, institutional service
expenditures have remained consistent over the same period and are currently less than
community-based care at $71.5 billion in 2015).
28. Eiken, supra note 5, at 8.
29. Eiken, supra note 5, at 11.
30. See generally John A. Svahn, Omnibus ReconciliationAct of 1981: Legislative History
and Summary of OASDI and Medicare Provisions, 44 Soc. SECURITY BULL. 3 (Oct. 1981)
(noting that the provisions adopted by the House included many that limited reimbursement
and cut expenses in Medicaid and Medicare).
3 1. Id. at 4; see also David A. Crozier, State Rate Setting: A Status Report, 1 HEALTH
AFFAIRS 66, 69-70 (1982) (noting that the act allowed states to restrict the health providers
through which recipients receive services, allowing states as "prudent buyers" to contract
with specific low-cost provider groups).
32. Altman& Beatrice, supra note 7, at 2-3.
33. Stahl, supra note 13, at 3.
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as transportation and emergency alert systems that do not fit within other
Medicaid categories. 34 Importantly, HCBS Waivers also allow states to offer
different groups different sets of services, to offer services only in certain
geographic locations of the state, and to design specialized programs to meet
particular needs of specific groups, such as narrowing the eligibility category
to only adults aged sixty-five and over.3 5 The focus and flexibility of HCBS
Waivers to support aging in place for older adults provide "laboratories for
change" where states can modify their waivers every five years for
continuous improvement.36
This growing evidence base from HCBS Waivers is coming at a critical
time with the 2018 expansion of twelve Medicare Advantage insurers
offering 160 plans in twenty states that include HCBS' features to support
aging in place.37 Additionally, in May 2016, CMS finalized regulations for
Medicaid managed care that the U.S. Department of Health and Human
Services (HHS) has promoted as a way to provide HCBS for individuals with
functional limitations to continue living at home. 38 The evolution of HCBS
Waivers over the past three decades presents a novel way to better understand
effective and safe practices for long-term care, including the ability to
address risks associated with elder abuse when care is received in the home.
At present, states vary widely in how they spot, report, and prevent elder
abuse with little research to date comparing their efficacy.39 Overall, elder
abuse is widely underreported. 40 Financial exploitation of older adults is on
the rise, and it is estimated that only one in fourteen cases of elder abuse
come to the attention of authorities; the perpetrators are most likely to be
adult children or spouses who often live with the older adult victim. 4 ' At the

34.
35.
36.
37.
U.S.

Watson, supra note 18, at 963.
Watson, supra note 18, at 963-64.
Altman & Beatrice, supra note 7, at 3.
Ricardo Alonso-Zaldivar, Medicare ExpandsAccess to In-Home Supportfor Seniors,
NEWS (Nov. 9, 2018), https://www.usnews.com/news/healthiest-

communities/articles/20 18-11 -09/medicare-expands-access-to-in-home-support-for-seniors.
38. See 42 C.F.R. § 438.6(b) (2017) (allowing states to create incentive arrangements with
health plans to invest in efforts to meet nonmedical needs, such as improved routine
screenings for environmental hazards in the home).
39. Stahl, supra note 13, at 3.
40. ACSH Staff, Elder Abuse, A Serious and UnderreportedConcern, AM. COUNCIL ON
Sci. & HEALTH (Dec. 28, 2015), https://www.acsh.org/news/2015/12/28/elder-abuse-aserious-and-underreported-concern; see also Stahl, supranote 13 (surveying knowledge

gaps in the field of reporting and preventing elder abuse).
41.

NAT'L CTR. ON ELDER ABUSE, ELDER ABUSE AND ITS IMPACT: WHAT YOU MUST KNow

(2015) http://eldermistreatment.usc.edu/wp-content/uploads/2016/10/Elder-Abuse-and-ItsImpact-What-You-Must-Know-2013.pdf; see also Statistics/Data,NAT'L CTR. ON ELDER

ABUSE, https://ncea.acl.gov/About-Us/What-We-Do/Research/Statistics-and-Data.aspx (last
visited Apr. 2, 2019) (noting that the "New York State Elder Abuse Prevalence Study found
that for every case known to programs and agencies, 24 were unknown."); see also LIFESPAN
OF GREATER ROCHESTER, INC. ET AL., UNDER THE RADAR: NEW YORK STATE ELDER ABUSE
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same time, federal action is increasingly directed toward elder abuse
prevention, specifically with the passage of the Elder Abuse Prevention and
Prosecution Act 2017, which is estimated to dedicate $21 million over the
years 2018 through 2022 for states to improve training and data collection to
combat elder abuse.42 The shift away from institutional care across the states
under HCBS Waivers combined with current federal investment in
prevention suggests that risk of elder abuse with aging in place is an area ripe
for further study.
III. ETHICAL FRAMEWORK AND CONSIDERATIONS FOR AGING IN PLACE

POLICIES

If we accept that cost containment is no longer the sole reason for
promoting aging in place, then another primary reason is to promote justice
in health care. There is widespread agreement in the literature that, where
possible, barriers to access should be removed to minimize disparities in
protection for purveyors of health care. 43 At its core, this is precisely what
Medicaid was designed to do.
It is tempting to view aging in place through traditional ethical models,
and simply discuss whether programs promote autonomy or maximize the
benefit to society. However, that is insufficient for an examination of
government-supported HCBS Waivers. It would be too easy to miss the
forest for the trees by focusing on the individual experiences of Medicaid
beneficiaries, or vice versa if government cost considerations are taken into
account. One must also consider that the approval and management of an
HCBS Waiver is intrinsically community-based, 4 and, therefore, desirably
mutable from one state to another. Accordingly, the authors posit that HCBS
Waivers should be viewed as a type of LHCS and interrogated using the
ethical framework proposed by a team of bioethicists, which takes into

PREVALENCE STUDY 2, 7(2011),

https://ocfs.ny.gov/main/reports/Under

0

20the%/`20Radar

0

2005%/`2012%/`20110%`20final%`/20r

eport.pdf (reporting that "...the results of the self-reported study indicated that financial
exploitation was the most prevalent form of mistreatment reported by respondents as having
taken place in the year preceding the survey").
42.

CONG. BUDGET OFF., S. 178 ELDER ABUSE PREVENTION AND PROSECUTION ACT (2017),

https://www.cbo.gov/sites/default/files/1 15th-congress-2017-2018/costestimate/s 178.pdf.
43. See generally Catherine Dower et al., ItIs Time To Restructure Health Professions
Scope-Of-PracticeRegulations To Remove BarriersTo Care, 32 HEALTH AFF. 1971 (2013)

(describing reforms that are needed to strengthen health professions regulation); see also
generally Tanjala S. Purnell et al., Achieving Health Equity: Closing The Gaps In Health
CareDisparities,Interventions, And Research, 35 HEALTH AFF. 1410 (2016) (describing the

gaps in healthcare access due to racial and economic disparities).
44. See generallyWatson, supra note 18 (discussing Medicaid's history and how it works
in the healthcare system).
45. 1915(c), supra note 11.
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account the practical complexity of a health care system or payor that is both
collecting data and facilitating care. 4 6
The National Academy of Medicine defines an LHCS as a system in which
"science, informatics, incentives, and culture are aligned for continuous
improvement and innovation, with best practices seamlessly embedded in the
delivery process and new knowledge captured as an integral by-product of
the delivery experience." 47 Essentially, an LHCS simultaneously provides
(or pays for) care, collects data on the outcomes of that care, and uses that
data to improve provision of care. In their proposed ethical model for an
LHCS, Ruth Faden and her coauthors pointed out that "securing just health
care requires a constantly updated body of evidence about the effectiveness
and value of health care interventions and of alternative ways to deliver and
finance health care."
Given Medicaid's impact on the manner of providing care for elderly
individuals across the United States, as outlined in Section II, it is evident
that Medicaid affects how care is provided. Currently, states operating under
HCBS Waivers neither collect data in a systematic way nor use that data to
improve outcomes of care, 49 which is a critical shortcoming. Faden and her
colleagues have proposed a framework of seven ethical obligations that are
useful to explain why CMS has a responsibility to impose data-collection and
improvement requirements on states operating HCBS Waivers. 0 The first
46. See generallyRuth Faden et al., An Ethics Frameworkfor a LearningHealth Care
System: A Departurefrom TraditionalResearch Ethics and Clinical Ethics, 43 HASTINGS

CTR. REP. S16 (2013) (describing an LHCS as setting "a moral priority on learning," which
"includes a specific, novel obligation on health professionals and health care institutions to
be active contributors to learning in health care," and that there is "an obligation to address
problems of unjust inequalities in health care").
47. The LearningHealth System Series, NAT'L AcAD. MED., https://nam.edu/wpcontent/uploads/20 15/07/LearningHealthSystem 28ju ll5.pdf (last visited Apr. 2, 2019).
48. Fadenet al., supra note 46, at S17.
49. See generallyBalancing Incentive Program, Summary ofStates' Tools to Collect Data,
CTRs. FOR MEDICARE & MEDICAID SERVS. (Mar. 2015),

https://www.medicaid.gov/medicaid/1tss/downloads/balancing/data-collection-statesummary.pdf (describing the measures that different states use to collect data on HCBS
waivers: Louisiana uses CMS 372 Form Reports to demonstrate that HCBS Waiver
programs are cost effective and cost neutral, to report state expenditures, and provide
pertinent information in order to assess program status; Maryland uses CMS 372 Form
Reports to demonstrate that HCBS Waivers are cost neutral; Maine uses National Medicaid
HCBS Data which has expenditures by service category; Ohio uses National Medicaid
HCBS data; and Texas uses HCBS Waiver Study Survey).
50. See Faden et al., supra note 46, at S19 ("[The seven ethical obligations include:] 1) to
respect the rights and dignity of patients; 2) to respect the clinical judgment of clinicians; 3)
to provide optimal care to each patient; 4) to avoid imposing nonclinical risks and burdens
on patients; 5) to reduce health inequalities among populations; 6) to conduct responsible
activities that foster learning from clinical care and clinical information; and 7) to contribute
to the common purpose of improving the quality and value of clinical care and health care
systems.").
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four obligations - to "respect the rights and dignity of patients," "respect
clinical judgments," "provide optimal clinical care to each patient," and
"avoid imposing nonclinical risks and burdens on patients" - appear in some
form in most formulations of health care ethics, whether focusing on research
or clinical care. 5
These four obligations are applicable to any actor in the health care arena
(including payors) and can be satisfied in various ways by both individuals
and systems. With respect to set-up of an HCBS Waiver, a state payor might
meet these obligations by, for example: (1) giving individuals the option of
aging in place, (2) ensuring that a written plan of care is being followed, (3)
monitoring caregivers and ensuring that they are properly equipped and
capable of providing necessary care, and (4) assessing and minimizing the
barriers to access in the program.
The final three obligations outlined by Faden et. al. are unique to an
LHCS, and provide the best arguments for regarding Medicaid as such.
These obligations are to "address health inequalities," "conduct continuous
learning activities that improve the quality of clinical care and health care
systems," and "contribute to the common purpose of improving the quality
and value of clinical care and health care systems. "52
The first of these imposes negative and positive obligations. Specifically,
an LHCS must both avoid imposing any requirements that would exacerbate
health care inequalities, and meet an "affirmative obligation to direct learning
activities toward aggressive efforts to reduce or eliminate unfair or
unacceptable inequalities in the evidence base... with which health care is
delivered." 53 Considering that Medicaid was established as a way to provide
access to health care for low-income and disadvantaged people, this
obligation perfectly grafts on to the program's mission.
The final two obligations are no less applicable to Medicaid, though they
are not as woven into its core mission.55 By stating that an LHCS must
"conduct continuous learning activities that improve the quality of clinical
care and health care systems," Faden and her colleagues intend to "make[]
contribution to learning morally obligatory." 5 6 While physicians are
historically subject to continuing education requirements to ensure that they
51. Fadenet al., supra note 46, at S19.
52. Fadenet al., supra note 46, at S18.
53. Fadenet al., supra note 46, at S22.
54. ProgramHistory, CTRS. FOR MEDICARE & MEDICAID SERVS.,

https://www.medicaid.gov/about-us/program-history/index.html (last visited Apr. 2, 2019).
55. Judith Solomon & Jessica Schubel, Medicaid Waivers Should FurtherProgram
Objectives, Not impose Barriers to Coverage and Care, CTR. ON BUDGET & POL'Y
PRIORITIES (Aug. 29, 2017), https://www.cbpp.org/sites/default/files/atoms/files/8-28-

17health.pdf ("Medicaid's core mission is to provide comprehensive health coverage to lowincome people so that they can get the services they need."); see also Faden et al., supra note
46, at S19.
56. Faden et al., supranote 46, at S22.
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are able to provide care consistent with current standards, institutions have
However, such a
not previously been held to such an obligation.
requirement is necessary to avoid the moral absurdity of - in the present case
- allowing an elderly Medicaid beneficiary to be safer from abuse in one state
rather than another.58 Notably, we are not quarreling with the principles of
federalism: states may, and often ought to, differ in their systems and manner
of providing protections for their citizens.
But in the current system of
HCBS Waivers, one state might try a monitoring program, see it fail, and
never alert its fellow states to reduce the possibility of them making the same
mistake. 6 0 Faden and her colleagues compellingly state that a just system
cannot allow such a disjunct.61
Finally, the framework requires that an LHCS "contribute to the common
purpose of improving the quality and value of clinical care and health care
systems." 62 This is an obligation drawn from our common purpose as
participants in the system, and falls largely on its beneficiaries: it is an
obligation to participate in learning activities when possible, rather than
acting as a free rider.63 This obligation also makes clear that sharing
information and improving provision of health care is an obligation that
extends to every corner of the system, whether state, federal, or local.64
While this is a radical call for change, it would not be without precedent
for states to be required to learn from past mistakes and seek to base future
improvements on data.65 Waivers granted under Section 1115 allow states
to use Medicaid funds in an "experimental, pilot, or demonstration project"
if that project meets guidelines designed to ensure that it is cost-neutral and
57. Faden et al., supra note 46, at S22.
58. Watson, supra note 18, at 963-64 (describing how the 1915(c) HCB waivers allow
states flexibility in types of services provided to certain populations).
59. See e.g. Watson, supra note 18, at 963-64 (describing how the 1915(c) HCB Waivers
allow states the flexibility to develop different Medicaid services); see also Norman McL.
Rogers, The PoliticalPrinciplesofFederalism, 1 CAN. J. ECON. & POL. Sci. 337, 337 (Aug.
1935) (quoting Lord Bryce's analogy that state governments are a set of small buildings
standing on the same ground yet distinct from each other).
60. CTRS. FOR MEDICARE & MEDICAID SERVS., MODIFICATIONS TO QUALITY MEASURES AND
REPORTING IN §1915(C) HOME AND CMTY-BASED WAIVERS, 4 (Mar. 12, 2014),
https://www.medicaid.gov/medicaid-chip-program-information/bytopics/waivers/downloads/3 -cmcs-quality-memo-narrative.pdf (explaining that states are
only required to report actives in the instance of substantiated abuse, neglect or exploitation).
61. Faden et al., supra note 46, at S22 (proposing that the health care profession learning
morally obligatory should extend to institutions, payers, and purchasers of health care).
62. Fadenet al., supra note 46, at S18.
63. Fadenet al., supra note 46, at S23-S24.
64. Faden et al., supra note 46, at S24.
65. Robin Rudowitz, Samantha Artiga & MaryBeth Musumeci, The ACA and Recent
Section 115 Medicaid DemonstrationWaivers, KAISER FAM. FOUND. (Feb. 2014),
https://kaiserfamilyfoundation.files.wordpress.com/2014/02/8551-the-aca-and-recentsection-1 115-medicaid-demonstration-waivers.pdf.
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meets the objectives of the Medicaid program.6 6 The Affordable Care Act
imposed extensive new requirements for transparency and public input for
Section 1115 waivers; among other requirements, states must have a publicly
approved evaluation strategy and publish the results of this evaluation.67 This
structure results in a system that must gather and learn from data, all while it
provides care - essentially an LHCS.68 Indeed, this has already contributed
to the evolution of HCBS Waivers; the latest extension of HCBS to
individuals who do not require an institutional level of care is based on data
from a Section 1115 demonstration waiver.69
IV. DATA AND METHODS
The aim of this study was to identify and describe current state practices
to promote aging in place policies, including efforts to mitigate risks
associated with elder abuse. The authors implemented an empirical legal
research method approach, designed for legal data, to conduct a national
survey and qualitative analysis of the HCBS Waivers. Specifically, this
study follows the Tremper, et al., four-stage data collection and analysis
method to 1) gather, 2) organize, 3) interpret, and 4) apply. 70 The data
collection, coding, and analysis was also informed by the obligations set forth
in the LHCS framework. 7
A. Setting: Gatheringand Organizing a Study Sample
The authors applied standardized data collection tools and processes to
gather information on states with current HCBS Waivers. They conducted
searches for HCBS Waivers in all fifty U.S. states and the District of
Columbia (D.C) and used validated checklists to guide the search of online
data sources. The online searches focused on the collection of officially
approved waivers, the HCBS Waiver applications, along with any related

66. 42 U.S.C. § 1315 (2014).
67. The New Review andApproval ProcessRule for Section 1115 Medicaid and CHIP
Demonstration Waivers, KAISER FAM. FOUND., (Mar. 2012), https://kff.org/health-

reform/fact-sheet/the-new-review-and-approval-process-rule/ [hereinafter Section 1115
Waivers].
68. Id. at 5; see also Wayne A. Psek, et al., Operationalizingthe LearningHealth Care
System in an IntegratedDelivery System, 3 EGEMS 1, 1 (2015) (describing the LHCS model

as an integration of clinical operations,
research, and patient engagement to continuously generate, utilize, and disseminate
generalizable knowledge in the service of improved quality, value, and innovation).
69. Medicaid Program; Self-Directed Personal Assistance Services Program State Plan
Option (Cash and Counseling), 73 Fed. Reg. 57,854, 57,855 (proposed Oct. 3, 2008) (to be

codified at 42 C.F.R. § 441).
70. Charles Tremper, et al., MeasuringLaw for EvaluationResearch, 34 EVALUATION REV.
242, 252-256 (2010).
71. Psek, et al., supra note 68, at 1.
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guidance documents. The data sources included government websites (i.e.,
Centers for Medicare and Medicaid Services, Health and Human Services,
and state-specific agencies in public health and social services), legal
research databases (Westlaw and LexisNexis), and search engines (i.e.,
Google). A research assistant was hired to conduct the initial search and
document findings. The following categories of information were collected
for all approved waivers across the country: name of waiver, initial year of
implementation, eligibility criteria, and waiver status to determine if the
waiver has been renewed and is still current.
The authors then applied the study's inclusion criteria, which limited
eligibility to current HCBS Waivers that solely apply to older adults, aged
sixty-five and over. Both investigators conducted a quality review of the data
to validate that all states and D.C. had been accurately surveyed and the final
sample only included HCBS Waivers that met the inclusion criteria. The
authors then created a web-based database and coding framework to organize
data from the sample into general categories that included protections for
older adults receiving care at home.
The three categories that emerged included requirements related to
caregivers, quality assurance oversight, and the complaints process for
Medicaid beneficiaries or others to report elder abuse.7 2 These categories
were informed by previous research, which prioritized these as areas
associated with elder abuse, and these categories are also the focus of most
states' elder abuse laws and are identified in the HCBS Waivers.7 3 Each
category was further divided into two to three sub-issues. 74

72. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
73. See Barber, supra note 14, at 112 (explaining that caregiver abuse and self-neglect
account for approximately 80 percent of elder abuse reports); See also ILL. OFF. ST. LONGTERM CARE OMBUDSMAN PROGRAM, EXPANDING THE OMBUDSMAN PROGRAM INTO HOME

AND MANAGED CARE: RECOMMENDATIONS FROM STAKEHOLDERS, 14 (2014),

https://www2.illinois.gov/aging/ProtectionAdvocacy/Documents/LTC_0mb_2014Stakehold
ersReport.pdf (discussing some of the difficulties in providing oversight from a third party,
such as an Ombudsman, when care for an older adult is delivered in the home and
community) [hereinafter Expanding the Ombudsman Program];see also NAT'L CTR. ON
ELDER ABUSE, https://ncea.acl.gov. (NCEA is a national resource center dedicated to the
prevention of elder mistreatment and has numerous publications and other resources
detailing the high-risk areas associated with elder abuse).
74. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
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Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS
Waivers
Caregiver

*
*
*

Background
checks
Qualifications
Eligibility for
relatives

Quality Assurance

*

*

*

Monitoring,
including frequency
and method
Required to look for
signs of elder abuse
Mandatory reporters

Complaints and
Investigations
*
*

Access to
report
Investigation
response

Given the study's aim to describe current practices under the HCBS
Waivers to include safeguards for the delivery of safe and competent longterm care, the sub-issues attempt to identify these practices and state
variations. Beginning with the first category, caregivers, the first two subissues included background screening requirements and minimum
qualifications that must be met for eligibility.75 The third sub-issue for
caregivers regarding eligibility for relatives is a contentious topic. 76 Family
members, defined as "legally liable relatives," cannot receive Medicaid
reimbursement unless states decide otherwise.77 However, states can remove
or restrict this prohibition under the HCBS Waiver system. 78
Under the second category, quality assurance, we created the sub-issue
'monitoring' to show the frequency and method HCBS Waivers employed to
provide oversight.0 The second sub-issue identified whether the waivers
explicitly required case managers to look for signs of elder abuse and the
third sub-issue focused on mandatory reporters of elder abuse. 0 In addition
to examining the HCBS Waivers, the authors reviewed the states' mandatory
reporting statutes under this third sub-issue. Most states have mandatory
reporting laws, which designate and require professionals ranging from
health professionals, law enforcement, clergy, etc., to report elder abuse."'
This sub-issue explored connections between the state's waiver and state
laws that seek to address elder abuse, such as whether case managers
overseeing Medicaid beneficiaries' care are also mandatory reporters.

75. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
76. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
77. 42 C.F.R. § 441.450(c) (2008); See also 42 U.S.C.S. § 1396n(k)(1)/(A) (2008).
78. 42 U.S.C.S. § 1396n(a) (2008).
79. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
80. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
81. Barber, supra note 14, at 118.
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The third and final category includes complaints and investigations. 8 2 The
first sub-issue is accessibility to report a complaint; this could range from the
care received under the waiver to greater concerns about potential elder
maltreatment occurring in the home.83 This sub-issue was included to
identify what options are available for Medicaid beneficiaries to have a voice
in their care plans and to reach out to a third-party for assistance if they feel
they are in an unsafe environment. The second sub-issue is the investigation
response attempt to track the process after a complaint is filed, such as
whether there is accountability from a lead agency, if there is a specified
response time, and how a complaint is investigated.8 4
B. Analysis: InterpretationandApplication
The creation of the web-based database enabled the authors to document
findings, conduct queries (per state, per a combination of states, or looking
at the entire sample), and compare variations under each of the three
categories and eight sub-issues. The authors conducted qualitative thematic
analysis on each of the state HCBS Waivers in the study's sample, which
applied a coding framework from the three categories and their respective
sub-issues to identify patterns among sources. 5 The coding process
illustrated a wide-range of how each waiver in the sample addressed risk
factors associated with elder abuse. The authors noted areas where there
were consistencies across states, variations, and gaps in information.
The authors applied the LHCS ethical framework throughout the coding
process. 8 6 The LHCS obligations informed the categories, their sub-issues,
and the method of interpreting and applying results after the coding process
was complete. The key findings described in the next section reflect the
larger goal of building a reliable evidence base to shed light on approaches
that state policy makers can use to continuously improve aging in place
policies, and to further inform a national policy for safe long-term care
options.
V.

RESULTS

The survey of all HCBS Waivers across the country revealed that the vast
majority, forty-four states and D.C., have implemented this type of waiver

82. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
83. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
84. See Table 1: Categories and Sub-Issues Applied to State Medicaid HCBS Waivers.
GREG S. GUEST, ET AL., APPLIED THEMATIC ANALYSIS, 3, 15 (2012).
86. Stephanie R. Morain & Nancy E. Kass, Ethics IssuesArising in the Transitionto
LearningHealth Care Systems: Resultsfrom Interviews with Leadersfrom 25 Health
Systems, 4 EGEMS 1, 2-3 (2016).
85.
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(see Figure 1).7 Most states have waivers that apply to a population of adults
aged sixty-five and over, but they include additional eligible categories,
namely those with a disability across a much broader age range." The final
sample of states with HCBS Waivers that met the inclusion criteria included
a group of seven states with active waivers that exclusively focused on adults
aged sixty-five and over.
The study's sample of seven states includes: Minnesota, Connecticut,
Kansas, Iowa, California, Nevada, and Utah. Together, the Waivers cover a
thirty-six-year period, beginning in 1982 with Minnesota and most recently
with, Utah, which implemented its Waiver in 1992.89 All seven states in the
sample consecutively renewed their Waivers every five years after
implementation up to the date of this article's publication, 2019.90 The
sample represents a diverse slice of the country in terms of geographic
location, political leanings, demographics, and the percentage of older adults
represented in state population.

87. See supra Figure 1: Derivation of Study Sample of State Medicaid HCB S Waivers,
1982-2018. Only six states have not implemented a Medicaid HCBS Waiver, including:
Arizona, Hawaii, New Jersey, New Mexico, Tennessee, and Vermont. There are seven
states that did not renew their Waivers and, consequently, the Waivers expired, including
Alaska, Arkansas, Florida, Kentucky, New York, Oregon, and Texas. Additionally, we
found four states with Waivers that targeted older adults and, if there are disabilities present,
eligibility varied from aged sixty and over: Massachusetts, Missouri, Ohio, and
Pennsylvania. Given this study's focus on aging in place policies for individuals aged sixtyfive and over, we did not include these four states in this sample since their waivers applied
to disabilities and other differences. However, these state waivers offer additional
approaches for future research.
88.

1915(c) Waivers by State, CTRS. FOR MEDICARE & MEDICAID SERVS.,

https://www.cms.gov/Outreach-and-Education/American-Indian-AlaskaNative/AIAN/LTSS-TA-Center/info/1915-c-waivers-by-state.htmil (last modified May 3,
2016).
89. Id.
90. Id.
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Figure 1: Derivation of Study Sample of State Medicaid HCBS
Waivers, 1982-2018.

Figure 2: Current Medicaid HCBS Waivers Solely for Older Adults

Table 2, located at the end of this article, depicts the sample state's HCBS
Waiver in terms of the safeguards that they have applied to risks associated
with elder abuse. The states are ordered by the initial year of Waiver
implementation. The individual practices and variations reflect a wide-range
across the three categories and eight sub-issues. For example, the majority
of the Waivers addressed caregiver requirements in terms of screenings and
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qualifications, but at varying levels. The Waivers varied, or did not include,
accessibility and responsiveness of the complaints and investigations
process.
A. Caregivers
There were three sub-issues coded under the caregiver category, including
screening requirements, minimum qualifications, and eligibility for relatives
to be reimbursed under the Waiver as caregivers or personal care assistants.
The authors initially explored the Waivers for training and supervision
requirements, but these were rarely included. 93 The Waivers offer notable
variations within the sub-issues with some consistencies. 94 For example,
most Waivers require a background check, require that the caregiver be aged
eighteen years or older, and allow relatives who are not the spouse or
guardian to be eligible for reimbursement.95
Screening requirements varied from none specified, as in California and
Nevada, 9 6 to those which require all caregivers be screened against an abuse
registry that includes individuals determined to have committed
maltreatment through vulnerable adult investigations, as in Minnesota and
Connecticut. 97 The Kansas Waiver requires a full background check and, if
91. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
92. Id
93. See 42 C.F.R. § 440.180(b)(9) (2006). (Connecticut HCBS Waiver is an example of a

waiver including caregiver training and counseling. Connecticut's waiver provides these
services exclusively for unpaid caregivers. Training includes instruction to deliver the
Medicaid recipient's care plan, on how to use equipment specified in the care plan, and
counseling is aimed at assisting the unpaid giver in meeting the needs of the recipient).
94. 1915(c) Waivers by State, supra note 88.
95. Quality of Care Home and Community-BasedServices (HCBS) Waivers,
MEDICAID.GOV, https://www.medicaid.gov/medicaid/quality-of-care/improvement-

initiatives/hcbs/index.html (last visited Apr. 2, 2019).
96. See CaliforniaApplicationfor a §1915(c) Home and Community-Based Services
Waiver, AGING. CA. Gov,
0
201915(c)%/`20HCBS%/`2
https://www.aging.ca.gov/Docs/MSSP/Letter/Application%/`20for
OWaiver/ 0 20CA 0141 RO5_02 20-%20Jul%2001,%202016.pdf, (last visited Apr. 2, 2019)
[hereinafter Cal. Waiver]; See also Nevada Applicationfor a §l915 (c) Home and
Community-Based Services Waiver,

http://dhcfp.nv.gov/uploadedFiles/dhcfpnvgov/content/Pgms/Grants/Application%/`20for%/`20
1915(c)%2OWaiver%20for 0 o20lndividuals%/`20with%/`2OPhysical%/`2ODisabilites.pdf (last
visited Apr. 2, 2019) [hereinafter Nev. Waiver].
97. See MinnesotaApplicationfor a fl915(c) Home and Community-Based Services
Waiver, MN.Gov, (Nov. 2014), https://mn.gov/dhs/assets/EW-1915C-Waiver-Application2018_tcml053-326264.pdf (last visited Apr. 2, 2019) [hereinafter Minn. Waiver]; see also
ConnecticutApplicationfor a §l915(c) Home and Community-Based Services Waiver,
CT.GOV (Oct. 1, 2018), https://portal.ct.gov/-/media/Departments-and-Agencies/DSS/Health-

and-Home-Care/Medicaid-Waiver-Applications/COMP-Renewal-10-1-2018.pdf?1a=en

(last

visited Apr. 2, 2019) [hereinafter Conn. Waiver].
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there were questionable findings, then a subsequent investigation could take
place under the authority of the Kansas Department of Aging and
Disability.98 Most Waivers reflect a similar approach to Kansas with a
background check requirement and follow-up only if deemed necessary. 99
Qualifications to be a caregiver had some striking variations, from none
specified, as in Kansas, to extremely specific qualifications in Utah and
Connecticut.0 oo In Utah, literacy was explicitly required;' 0 whereas, most of
the other waivers generally require that the caregiver be able to fulfill the
care plan.10 2 Utah also requires a social security number, which is not
specified in the other state Waivers. 103 Likewise, Connecticut had an
additional qualification regarding the care plan which requires the caregiver
to have experience with cognitive behavioral interventions. 0 4 In contrast,
Minnesota was more general and only requires experience in delivering
personal care. 05 While these requirements are separate from those of quality
assurance, covered below, it is clear that they could greatly affect the care
provided.
Eligibility for relatives varied from a strict prohibition, to allowing
relatives as long as they are not a spouse or guardian, to allowing spouses
and guardians if they are qualified and/or supervised.1 0 6 Frequently, adult

98. See KansasApplicationfor a §l915(c) Home and Community-Based Services Waiver,
https://www.kdads.ks.gov/docs/default-source/CSP/HCBS/CMS/final-waivers-forposting/application-for-1915(c)-hcbs-waiver_-ks-4164-r)5-01 --- mar-01-2016traum.pdf?sfvrsn=7d4e3aee_0 (last visited Apr. 2, 2019) [hereinafter Kan. Waiver]; See also
HCBS ProviderBackground Check Policy, KAN. DEP'T FOR AGING & DISABILITY SERVS.,
http://kslegislature.org/li_2016/b2015_16/coiniittees/cttejt robertgbob bethelljoint co
mniittee_ 1/documents/testimony/20150821_03.pdf (last revised Jun. 30, 2015).
99. See IllinoisApplicationfor a fl915(c) Home and Community-Based Services Waiver,
ILLINOIS.GOV (Jul. 1, 2018),
https://www.illinois.gov/hfs/SiteCollectionDocuments/PWD_03302018.pdf (last visited
Apr. 2, 2019) [hereinafter Illinois Waiver].
100. Kan. Waiver, supra note 98; see also Conn. Waiver, supranote 97; see also Utah
Caregiver Support Program, UTAH ADMIN. CODE, r. R510-401-6 (7)(c) (2018).
101. Utah Applicationfor §l915 (c) Home and Community-Based Services Waiver,
HEALTH.UTAH.Gov, http://health.utah.gov/ltc/AG/UT.0247.RO5.01-7.1.2015.html (last
visited Apr. 2, 2019) [hereinafter Utah Waiver].
102. See Cal. Waiver, supra note 96.
103. Utah Waiver, supra note 101.
104. Conn. Waiver, supranote 97; see also Kathy Kellett et al., Aging and Disability
Resource Center Older Adult BehavioralHealth Asset Mapping Study, U. CONN. HEALTH
CTR. ON AGING, Statewide Survey Results (Sep. 2015),
https://www.ct.gov/agingservices/lib/agingservices/behavioralhealthmapping/statewidesurve
yresults.pdf.
105. See Minn. Waiver, supra note 97.
106. See Conn. Waiver, supra note 97; see also ConnecticutHome CareProgramfor Elders
(CHCPE), CT.GOV, https://portal.ct.gov/DSS/Health-And-Home-Care/Connecticut-HomeCare-Program-for-Elders/Connecticut-Home-Care-Program-for-Elders-CHCPE (last visited
Mar. 30, 2019) [hereinafter CHCPE].
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children were specified as relatives that would be allowed to receive
reimbursement under the Waiver as caregivers. 0 7 Connecticut was the least
flexible waiver in our sample with a strict prohibition, except in rare
instances.io Conversely, Minnesota allows all relatives as caregivers, if
appropriately qualified.1 09
B. QualityAssurance

-

Quality assurance offered some of the greatest variations of monitoring
frequency and method between the Waivers. Some state Waivers were
explicit with their requirements, such as Nevada's Waiver, which had the
highest level of oversight with a minimum of monthly contact, four onsite
visits annually, and an annual survey with the beneficiaries about their
satisfaction with the care provided. 0 None of the other Waivers in the
study's sample require an annual survey that had to be conducted in the
beneficiary's home."' By contrast, Iowa does not explicitly require onsite
visits and does not define how often contact is required.11 2 Uniquely,
California's Waiver offers a hybrid approach with four onsite visits required
in the initial year, but one onsite visit annually thereafter. 113
Quality assurance differed in terms of what forms of elder abuse the states
focused on preventing. Representative types include financial abuse, social
isolation, or, more generally, an unsafe environment. For example, Kansas
specifically requires onsite visits by a financial service provider and their
Waiver includes a focus on financial abuse prevention." 4 The Kansas elder
abuse mandatory reporter statute also identifies an employee of a financial
institution as a mandatory reporter."1 5 Concerns regarding social isolation
intentionally limiting an older adult's communication - are included in the

107.
108.
also
109.

See Minn. Waiver, supra note 97.
Connecticut Home-Program for the Elderly, CoNN. GEN. STAT. ANN. § 17b-342; see
Conn. Waiver, supra note 97.
Minn. Waiver, supra note 97.
110. Nev. Waiver, supra note 96.
111. Cal. Waiver, supra note 96; See also Conn. Waiver, supra note 97; see also Minn.
Waiver, supra note 97.
112. Iowa Applicationfor a § 1915(c) Home and Community-BasedServices Waiver,
DHS.IowA.Gov,

https://dhs.iowa.gov/sites/default/files/Application_1915(c)

HCBS BrainlnjuryWaiver_%

201A.0299.RO4.02_06012017_asof06082017.pdf?030220190440 (last visited Apr. 2,
2019).
113. Cal. Waiver, supra note 96.
114. Reporting Abuse, Neglect or Exploitation of Certain Adults, KAN. STAT. ANN. § 39-

1431(a) (2018) (providing for the full list of mandatory reporters, which also includes health
professionals, legal representative, and law enforcement).
115. Id.
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Nevada Waiver as a sign of elder abuse;ll 6 whereas, the California waiver
just generally refers to an "unsafe environment," which is open to
interpretation." 7 Connecticut's waiver offers another variation by describing
"deliberate diversion of medications" as a sign of elder abuse."1 8
While the authors do not know why the Waiver states developed such
disparate lenses on monitoring of elder abuse, it is important to consider how
these different focuses could affect which services the quality assurance
overseers are able to provide. Most of the state HCBS Waivers focus on
abuse, neglect, and exploitation as signs of elder abuse, and include reporting
requirements to the relevant state agency if mandatory reporters witness these
activities. 119 But an increase in cooperation and disclosure between states, as
proposed in the following section, could help states determine which of the
aforementioned emphases on types of elder abuse is most successful at
protecting vulnerable seniors.
C. Complaints and Investigations

The authors coded the HCBS Waivers and related state elder abuse laws
for two sub-issues under complaints and investigations. Many of the states
in this study's sample offer an accessible phone number specifically for
reporting elder maltreatment in the home, and, in some cases, this number is
available toll-free 24/7.120 Variations were observed in California, which
offers a complaint reporting system that varied by county,121 and Utah, where
online reporting is an option.1 22
All states designate a lead agency to investigate reported complaints, but
the response time and scope of an investigation is generally not specified.0
Most states also maintain an elder abuse registry to track individuals found
116. See NEV. REV. STAT. ANN. § 200.5092 (West 2009); see also NEV. REV. STAT. ANN. §
200.5091 (West 2009) .; see also NEV. WAIVER, supra note 96, at 100.
117. See Cal. Waiver, supra note 111, at 114.
118. See Conn. Wavier, supra note 104.
119. See Cal. Waiver, supra note 111, at 114 (stating that care managers for the program are
mandatory reports and must immediately report suspected abuse); see also Conn. Waiver,
supra note 104, at 155 (stating that a verbal report must be made immediately to the
appropriate agency and a subsequent written report by the individual witnessing the
abuse/neglect incident); see also IHCBS, supra note 111 (stating that all waiver service

providers are required to document major and minor incidents and make the incident reports
and related documentation available to DHS upon request).
120. Social Work Services, CT Gov, https://portal.ct.gov/DSS/Social-Work-Services/SocialWork-Services/Related-Resources (last visited Apr. 2, 2019).
121. ADULT PROTECTIVE SERVS. (APS) CTY. CONTACT INFO., CAL. DEP'T. OF Soc. SERVS.,

http://www.cdss.ca.gov/inforesources/County-APS-Offices (last visited Mar. 29, 2019).
122. UTAH ADULT PROTECTIVE SERVS. (APS) AND ELDER ABUSE HOTLINE, NAT'L CTR. ON

CAREGIVING (2019), https://daas.utah.gov/adult-protective-services/ (last visited Mar. 29,
2019).

123. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
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to have committed elder maltreatment, but the Waivers vary in whether this
registry is utilized as part of the screening process for caregiver eligibility.E
VI. DISCUSSION

The motivations for undertaking this project were twofold: the population
of those over age sixty-five is growing exponentially,1 2 5 and there has been a
substantial increase in the availability of resources to age in place. New
initiatives are being pushed by federal and state governments, along with
private industry, via managed care plans, to make aging in place realistic for
a wider swathe of older adults than ever before.1 2 6 The HCBS Waivers that
solely target older adults offer a needed evidence base to inform these new
initiatives as they show different approaches to the same issue: how to care
for older Americans so that they can successfully age in their homes,
including how to oversee programs aimed to curtail the risks associated with
elder abuse.
In the previous section, the authors reviewed variances among states in the
categories of caregiver selection, quality assurance, and the complaints
process. This section examines these variations and considers them in the
context of limited state resources, workforce shortages, and technology
advances. The authors also propose viewing the HCBS Waivers as an LHCS,
as they have the potential for continuous improvement and innovation as both
a collector of data and facilitator of care.
A. LHCS Model
First and foremost, the HCBS Waiver system is not currently regarded as
an LHCS. However, that does not mean that it is not one - it simply fails to
operate at its full potential. As previously discussed, Medicaid is inarguably
in the business of furnishing health care, as it is the largest source of public
health insurance in the United States and the provider of more than half of
long-term care services.1 27 Also, inarguably, CMS collects data on that
health care, given that the HCBS Waiver renewal period occurs every five
years.1 2 8 States in the research sample have continued to renew their Waivers

124. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
125. See Mark Mather, Linda A. Jacobsen, & Kelvin M. Pollard, PopulationBulletin: Aging
In The United States, 70 POPULATION REFERENCE BUREAU, no. 2,, Dec. 2015, at 2-3
(predicting that the number of Americans aged 65 and older will more than double by 2060,
until they represent nearly one-quarter of the U.S. population).
126. See generallyMIA OBERLINK, CMTY. INNOVATIONS FOR AGING IN PLACE (CIAIP) FINAL
REPORT, CIAIP (2014) (discussing a variety of aging in place initiatives around the country).
127. See generallyEiken, supra note 5.
128. FinalRule Medicaid HCBS, CTRS. FOR MEDICARE & MEDICAID SERVS. 6 (Jan. 16,
2014), https://www.medicaid.gov/medicaid/hcbs/downloads/final-rule-slides-0 12920 14.pdf.
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cycle after cycle since 1982.129 The only thing that CMS is not doing for
HCBS Waivers is providing a mechanism for that data to be disclosed and
used - which CMS does for Section 1115 demonstration waivers.1 30
This is where the moral onus comes into play for states operating HCBS
Waivers to act as an LHCS. It is presently difficult to find data on each state's
programs and quantifiably determine the effectiveness of their programs.
This lack of data will inevitably result in states repeating one another's
missteps, assuming they have not already. Even though the structure of
Medicaid rightfully encourages states to act independently of one another to
provide care tailored for their beneficiaries' needs,131 it is a serious
misapprehension of the principle of federalism underlying Medicaid to say
that they should operate blindly as to other state programs.
If CMS required states to publish and share their data, it would allow states
to truly act as "laboratories for change" and improve conditions for
seniors.132 Guidance documents promulgated by HHS could serve to
coordinate these efforts. Meeting their ethical obligation to "conduct
continuous learning activities that improve the quality and value of clinical
care and health care systems" would require them to review what other states
are doing and consider its implementation for their own populations.1 3 3
B. Laboratoriesof Change and the Path Forward
States have extraordinary flexibility with HCBS Waivers in the way they
address issues related to elder abuse, and in how they offer appropriately
resourced long-term care.1 34 In the sample data, there were dramatic
differences in how states structured caregiver selection, quality assurance,
and their complaints processes. 135 The findings identified several areas in
which there are significant possibilities for cross-border learning and
cooperation between states.

129. See 1915(c) Waivers by State, supra note 88.
130. See Section 1115 Waivers, supra note 67, at 5 (providing that states must have an

evaluation process in place that is publicly available and include detailed annual reports and
data on quality and satisfaction).
131. See generally Isabel Friedenzohn, States'Experience with Benefit Design, 4 ST.
COVERAGE INITIATIVES no. 4 (2003) (describing efforts by Medicaid agencies in Oregon,

Utah, and Washington to tailor their packages to the
needs of specific populations).
132. See Altman & Beatrice, supra note 7, at 2-3.
133. Faden et al., supranote 46, at S18.
134. Watson, supra note 18, at 963.

135. See generallyTable 2: Study Sample of State Medicaid HCBS Waivers for Individuals
Aged 65 and Over, 1982-2018.
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1. Limited State Resources and Workforce Shortages
Overall, HCBS have risen substantially over this thirty-year period
compared to institutional long-term care expenditures with an average of
three percent increases annually since 1993.136 However, the gap across the
states remains, with some states investing much more in HCBS compared to
others.1 3 7 For example, Mississippi is at the bottom of the range of states
with HCBS Waivers with thirty-one percent spent on HCBS.1 38
Additionally, the majority of Mississippi's Medicaid LTSS expenditures is
spent on institutional care.1 3 9 In contrast, Oregon is at the highest end - with
eighty-two percent for HCBS for LTS S.' 40
As of 2014, twenty-four states and D.C. spent more on HCBS than LTSS,
including six of the seven states in this study's sample.1 4 ' These differences
in HCBS expenditures have implications for investment in both the delivery
of care provided in the home, and oversight of services. Demonstrations of
this occur under the HCBS Waivers where states can further invest in HCBS
for LTSS by determining higher enrollment caps, whether to maintain
waiting lists, or offer certain services on a statewide basis or by region. 142
While states have the discretion to decide the level of resources they want to
dedicate to HSBC for LTSS, there are clear indications of rising interest in
Medicaid beneficiaries to age in place. 143 The Kaiser Family Foundation
reported waiting lists for HCBS Waiver programs as high as approximately
424,000 for those with intellectual and/or developmental disabilities and
25,347 for the older adult population.144
Even considering the limited number of slots available through which
individuals receive HCBS care under the waivers, there are too few
community caregivers to meet the demand for community-based services.i1s
Again, there are a variety of approaches to figuring out how to expand the
pool of caregivers while still protecting seniors - some of which are better
conceived than others. Some of the waivers attempt to address this delicate
136. Eiken, supra note 5, at 10.
137. Eiken, supra note 5, at 11.
138. Id.
139. Id. at Table C.
140. Eiken, supra note 5, at 11.
141. Id. at 11 (showing that Minnesota has the highest expenditure towards HCBS LTSS at
77 percent, with the next six states consisting of: Iowa at 52 percent, Connecticut, Idaho, and
Utah at 51 percent, Kansas at 49 percent. California was excluded from this report due to a
difference in reporting structure).
142. See, e.g., Watson, supra note 18, at 966 (describing how states can offer a full panoply
of HCB Waiver services without having to go through the waiver process).
143. Oberlink, supra note 126, at 2-3.
144. Waiting Lists for Medicaid 1915(c) Home and Community-Based Waivers, KAISER

FAM. FouND. (2016), https://www.kff.org/health-reform/state-indicator/waiting-lists-forhcbs-waivers/ [hereinafter Waiting Lists for Medicaid] (last visited Apr. 2, 2019).
145. See Watson, supra note 18, at 968.
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'

balance by requiring only basic background screening checks and
qualifications for caregivers; 146 this approach makes sure to not create an
undue burden, given states' small budgets and lack of available personnel.
Most HCBS Waivers only limit the caregiver pool by requiring that they be
over eighteen and able to fulfill a care plan,1 4 7 though Utah explicitly requires
a Social Security Number, thereby preventing undocumented persons from
serving as caregivers.'1 The reasoning for that restriction is unclear. Only
two states in our sample, Minnesota and Connecticut, require the caregivers
to also be screened against a vulnerable abuse database.1 49 This struck the
authors as the most likely screening measure to be relevant in this area.
Interestingly, these two states have the longest continuously running Waivers
at 1982 and 1987, respectively. 50 The higher level of caregiver screening
they impose may be a result of the infrastructure they have built up over the
decades. For example, both states generate reports from their elder abuse
registries as additional screening for potential caregivers.' 5
HCBS Waivers also address the contentious issue of prior limitations on
reimbursement to caregivers for caring for relatives. Medicaid's general
prohibition of the practice reflects historic concerns of fraud and abuse.1 52
However, there is substantial support for removing this prohibition, as it
seems to conflict with the purpose of using self-directed care as a tool to
empower Medicaid beneficiaries to manage their care plan.1 5 3 In fact, the
prohibition limits options for families struggling to provide long-term care
for older family members. 5 4 Interestingly, the states with longest running
HCBS Waivers, Minnesota and Connecticut, fall on opposite sides on this
issue.iss

146. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

147. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

148. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

149. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

150. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

151. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
152. Expanding the Ombudsman Program,supra note 73, at 12.
153. Bridget Haeg, The Future of Caringfor Elders in Their Homes: An Alternative to
Nursing Homes, 9 NAT'L ACAD. ELDER L. ATT'Ys J. 237, 242-43 (2013) (examining the

policy reasons behind the Medicaid prohibition of family caregivers in personal care
services, such as fraud and abuse, and offering solutions to combat these fears).
154. Id. at 246.

155. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
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Minnesota is the most lenient is this area, allowing reimbursement for all
relatives if they are qualified; whereas Connecticut rarely allows any
exceptions.156 Utah offers a middle-ground approach by requiring that
relatives receiving reimbursement for care provided be subject to
supervision. 5 7 Again, these differing approaches illustrate the difficult
balance of aiming to protect older adults from potential financial exploitation
while being responsive to workforce shortages and an older adult's
preferences. This is why the authors recommend adherence to the LHCS
model, which would inherently require that states provide data to educate
peer states on abuse prevention success.
2. Incorporation of Technology
Lawyers and social scientists are not the only ones paying attention to the
aging population, as there is a growing sector of the tech industry devoted to
creating devices and resources to facilitate aging in place. Groups like Aging
2.0 are bringing together technologists and entrepreneurs to create devices
that aid seniors,15 s and there is an extraordinarily competitive market for
startups providing in-home care for seniors. 159
Wearable technology and at-home testing kits already give us greater
access to information that was once exclusive to hospital-based tests. 6 0
Examples of this technology include monitors for heart rate, activity levels,
and sleep patterns, which could all be added to routine screening for overall
health and well-being.161 Future wearables may include the ability to monitor
dehydration levels and other wellness indicators. If states use HCBS Waivers
to explore making this technology accessible to low-income elderly
populations, such an experiment could have national implications for more
transparent and cost-effective oversight for HCBS.1 6 2

156. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

157. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
158. About Aging 2.0, AGING 2.0, https://www.aging2.com (last visited Mar. 27, 2019).
159. See, e.g., Zara Stone, The Top Seven Startupsfor Souped-Up Senior Care, FORBES
(Dec. 13, 2017), https://www.forbes.com/sites/zarastone/20 17/12/13/the-top-seven-startups-

for-souped-up-senior-care/#4142f2b3376c (noting that thousands of startup businesses are
working on a wide range of opportunities in aging).
160. See e.g. 5 Health Benefits of Wearable Tech, WELBI, https://www.welbi.co/single-

post/5-health-benefits-of-wearable-tech (last visited Apr. 2, 2019) (discussing the different
wearable tech benefits).
161. Id.
162. See generally Caroline C. Saunders, BalancingInnovation andRegulation: Why the
FDA ShouldAdoptA More Dynamic Risk-Based System for Wearables, 58 JURIMETRICS 83

(2017) (discussing how scientists are developing ways to use these devices to alert users to
health problems).

https://lawecommons.luc.edu/annals/vol28/iss2/6

26

Sklar and Zuraw: Preparing to Age in Place: The Role of Medicaid Waivers in Elder

2019

Preparing to Age in Place

221

3. Comprehensive Care Management
California's Waiver includes innovative ways to provide quality assurance
oversight through comprehensive care management.1 6 3 Namely, the hybrid
approach of more frequent onsite visits with flexibility to reduce visits as the
Medicaid beneficiary settles into the program is unique among all the state
HCBS Waivers.1 6 4 California's Waiver also specifically provides additional
services to some of their more vulnerable beneficiaries, including
Communication Services that cover translation and interpretive services for
non-English speaking older adults.1 6 5 Their incorporation of social services
- including friendly visits, social reassurance, individual or group counseling
and money management - are excellent and relatively low-cost resources to
ensure that HCBS Waiver beneficiaries do not slip through the cracks.1 66
Finally, the continued external monitoring provided by a designated team
rather than solely a case manager seems to provide safeguards to protect
against some of the risks associated with elder abuse.
Increased state adoption of this sort of enhanced monitoring would also
assist in cost savings. The HHS Office of Inspector General (OIG) released
a report on Medicaid personal care services, and "found significant and
persistent compliance, payment, and fraud vulnerabilities that demonstrate
the need for CMS to take a more active role with States to combat these
issues."l67
Among other recommendations, the OIG emphasized
qualification and monitoring of caregivers as one of the leading risk factors
for fraudulent billing. 168
Nevada's HCBS Waiver is unique in that it mandates an annual survey
with Medicaid beneficiaries about their satisfaction with the level of care
provided. 6 9 This requirement is an example of how the HCBS Waivers
could act as LHCS where routine data is collected and, hopefully,
incorporated and responded to in a way that improves the overall level of
care for that individual and others year after year.

163. Cal. Waiver, supra note 96, at 8.

164. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
165. Cal. Waiver, supra note 96, at 60.
166. Cal. Waiver, supra note 96, at 70, 71.
167. U.S. DEP'THEALTH & HUm. SERVS. OFF. INSPECTOR GEN., OIG 12-12-01, PERSONAL
CARE SERVICES: TRENDS, VULNERABILITIES, AND RECOMMENDATIONS FOR IMPROVEMENT

(2012) at i.

168. Id. at ii. (stating that "[t]he most commonly reported schemes involve conspiracies
between PCS attendants and Medicaid beneficiaries to submit claims for services that either
were never provided or were not allowed under program rules.").
169. Letter from Marta E. Stagliano, Compliance Chief, Nev. Div. of Health Care Fin, and
Policy, to Custodians of Medicaid Servs. Manual (Jul. 19, 2013),
http://dhcfp.nv.gov/uploadedFiles/dhcfpnvgov/content/Public/AdminSupport/MeetingArchiv
e/PublicHearings/2013/MSMPH071913_Ch
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The complaints and investigations process identified as the third category
in this study is an important complement to quality assurance. The invisible
nature of receiving care in the home, coupled with the inconsistency in how
frequently care is monitored between HCBS Waivers, suggests a strong need
for Medicaid recipients to have an accessible and responsive complaint
system. The mandatory reporter state laws,1 7 0 along with the requirements
in the HCBS Waivers for case managers to look for signs of elder abuse,1 7 1
are safeguards states can adopt to both raise awareness about the types of
abuses that can occur and obligations to report.
VII. CONCLUSION

Long-term care options are limited, but this may be rapidly changing as
HCBS Waivers for older adults continue to outpace expenditures on
institutional care. The recent expansion of managed care under Medicaid and
Medicare to cover nonmedical services associated with long-term care may
lead to more older adults opting to stay in their homes as they age.1 7 2 The
previous options of spending all of one's assets in institutional care to qualify
for HCBS, just to be put on a restricted eligibility waitlist is outdated and no
longer necessary.173
Policymakers have the opportunity to make a meaningful difference in
addressing disparities between how older Americans will be able to access
resources and gain protection for safer long-term care. To do so with
minimal missteps, they need good data, which is why CMS ought to treat the
HCBS Waiver system as an LHCS and require that states collect data in a
manner akin to Section 1115 demonstration waivers. Alternatively, to relieve
the burden on states, HHS could promulgate case studies and guidance
documents based on successful programs in individual states, which would
ultimately allow other states to follow in their footsteps.
At present, we are failing one of our most vulnerable populations by
continuing to take a siloed and scattershot approach to long-term care. The
cost-saving benefits of moving towards aging in place for the growing
number of Americans in need of long-term care could be invested in the
safeguards we identified from the HCBS Waivers. Given that all states face
common challenges from an aging populations desirous of aging in place,
and considering that the states with HCBS Waivers already collect and

170. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

171. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.

172. See Machledt, supra note 9, at 2 (stating that "[M]edicaid HCBS programs allow states
to provide community -based supports for beneficiaries with functional limitations, allowing
these individuals to continue living at home and staying engaged with their communities.").
173. Waiting Lists for Medicaid, supra note 144.
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document data on their processes in some form,' 74 a basis for change exists.
If CMS and state HCBS Waiver participants bring ethics and the welfare of
their vulnerable populations to the forefront, the resulting cooperation would
improve aging in place for all - whether viewed as cost savings or as a service
to citizens.

174. See Table 2: Study Sample of State Medicaid HCBS Waivers for Individuals Aged 65
and Over, 1982-2018.
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Table 2: Study Sample of State Medicaid HCBS Waivers for
Individuals Aged 65 and Over, 1982-2018
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