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On October 5, 2020, the Urban Institute hosted some of the nation’s leading long-term
care experts for a roundtable to explore reforms in how the United States cares for
older adults in the wake of the COVID-19 pandemic. Participants highlighted several

key areas for reform and identified potential improvements in the system.

Context

The COVID-19 pandemic has exposed and amplified the structural weaknesses of the US system of
care for older adults living with physical and cognitive limitations. The COVID Tracking Project at the
Atlantic estimates that as of February 18, 2021, more than 170,600 residents of long-term care
facilities had died from COVID-19, representing about 35 percent of all COVID-19-related deaths in
the United States while making up less than 1 percent of the population.! Evidence suggests that some
states underestimated COVID-19-related nursing home deaths.? The Centers for Disease Control and
Prevention (CDC) estimates that adults age 65 and older living in all settings accounted for about 80
percent of the nation’s COVID-19-related deaths while making up only about 14 percent of COVID-
19 cases.’

On October 5, 2020, the Urban Institute brought together 31 experts in long-term care, including
researchers, policy analysts, and participants representing senior living communities, family caregivers,
direct care workers, and managed care plans. The roundtable was supported by a generous grant from
The John A. Hartford Foundation. Participants are listed at the end of this brief.*

The roundtable began with a brief discussion of what we know about COVID-19 and nursing
homes from the rapidly growing empirical literature. Participants discussed how COVID-19 presents a
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perfect storm for long-term care facilities and people who need long-term services and supports, or
LTSS (Ouslander and Grabowski 2020). Because the virus is airborne, asymptomatic people often
spread it, its features were poorly understood at the outset, and infection control practices were
inadequate in many facilities even before the pandemic; challenges were enormous.

Researchers are still exploring why some facilities are more likely than others to have outbreaks.
Early studies highlight the prevalence of the virus in the community as a key factor in facility outbreaks
(Abrams et al. 2020; Gorges and Konetzka 2020, 2021; Rowan et al. 2020; White et al. 2020). Several
studies also highlighted facility size, with larger facilities more likely to have outbreaks (Abrams et al.
2020; Spurlock et al. 2020; White et al. 2020; Zimmerman et al. 2021). Some research points to the
potential importance of off-site treatment, such as cancer care and dialysis, where patients could have
contracted the virus (Rowan et al. 2020). Residents in nursing homes with higher shares of Black
residents and other residents of color are especially suspectable to both illness and death (Abrams et
al. 2020; Chidambaram, Neuman, and Garfield 2020; Gorges and Konetzka 2021; Konetzka 2020; Li,
Cen, et al. 2020; Li, Temkin Greener, et al. 2020; Spurlock et al. 2020). Research has also documented
increased depression among residents due to isolation (Rowan et al. 2020). On an individual basis
among people living in nursing homes diagnosed with COVID-19, age, sex and level of physical and
cognitive impairment are all associated with mortality (Panagiotou et al. 2021).

One participant noted that we can expect more deaths among LTSS beneficiaries given that the
underlying challenges have not been resolved. As Konetzka and Gorges (2021) note in a recently
released article, “Despite best practices having emerged, these practices are either not being fully
implemented or are inadequate to control the virus.” Other participants noted that in many European
countries, nursing home residents also account for a large share of COVID-19 deaths, so the
challenges are not unique to the United States (Comas-Herrera et al. 2020).

Issues ldentified

With their wide range of perspectives, the roundtable participants identified several issues that should
be addressed in any reform of the nation’s system of delivering LTSS.

Most importantly, they broadly agreed that reform is necessary and urgent, especially considering
the serious impact of the COVID-19 pandemic on frail older adults. The pandemic has highlighted the
need for a better system of caring for those with chronic conditions and functional and/or cognitive
limitations. Several participants argued for the importance of leveraging this unique moment to
advocate for fundamental reforms.

The attendees agreed that reforms should focus on several domains:
=  Redesigning Medicaid
=  Creating a strong foundation for home- and community-based services (HCBS)

® Integrating medical care and LTSS
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= Enhancing pay, benefits, and training for direct-care workers

= Focusing on the quality of life for frail older adults and younger people with severe disabilities,
not just medical treatment or service delivery

= Reimagining nursing homes
= Supporting adults with disabilities along the full continuum of care
= Recognizing profound disparities in need for and access to high-quality care

® Improving data collection

It also is important to note that, although the roundtable focused on delivery issues, participants
broadly agreed that fundamental reforms could not occur without major changes in LTSS financing. As
one participant said, “the chewing-gum-and-duct-tape approach we have for financing is not working
for us.” Changes are needed in both the amount of funding available for LTSS and in the way funding
is allocated. The group generally agreed that many of the failures of the existing system are due to the
misdirected incentives created by Medicare and Medicaid. Several called for more neutral payment
approaches among care settings, and many called for greater federal support for Medicaid LTSS.

Below are brief summaries of the issues raised by the participants in each of these domains.

Medicaid

Participants generally agreed that Medicaid LTSS should be better funded and shift its focus from
nursing home care to HCBS. Currently, nursing homes are the default settings for Medicaid LTSS, and
they are the only settings where Medicaid pays for room and board. The mix of HCBS and nursing
homes varies significantly across states. Although every state provides HCBS, those programs often
are underfunded, making it difficult for those living at home with physical or functional limitations to
obtain sufficient assistance. Even before the pandemic, the lack of adequate HCBS funding resulted in
inadequate services. For example, 41 states have waiting lists for HCBS (Musumeci, Chidambaram, and
Watts 2019).

Although the participants felt that HCBS should become the default option for Medicaid LTSS,
opinions differed on whether and how this could be achieved. Several cautioned against using
Medicaid as the tool to address the broad spectrum of social supports that beneficiaries often require.
For example, some suggested that housing subsidies should be provided through state and local
housing agencies rather than through Medicaid. One participant said, “Medicaid is not the chassis [on
which] to build everything.”

At the same time, participants recognized the practical delivery and financial challenges that result
when government provides a wide range of social supports through siloed departments and agencies,
all with their own rules and budgets. Some felt that state and local governments must develop a more
holistic cross-agency focus on meeting the needs of older adults. They noted California is attempting
to create such a model by developing a Master Plan for Aging.”
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The roundtable also questioned whether Medicaid should be providing LTSS at all. Many participants
felt government-funded LTSS should be addressed at the federal level through Medicare. But others felt
this step is politically unrealistic, especially given Medicare’s budgetary problems, and said policymakers
should focus on improving and sufficiently funding Medicaid LTSS. Many participants pointed to low
Medicaid payment rates as a root cause of challenges in maintaining a safe environment for people using
LTSS. Many participants also highlighted the importance of increasing the federal government’s share of
Medicaid costs given state budget pressures. Others pointed out that Medicaid eligibility standards did
not adequately account for geographic variation in living and care costs.

States that rebalance are not always innovative.

—Roundtable participant

The Need for a Strong HCBS Foundation

Participants felt that HCBS could not fully succeed without a robust care infrastructure. That
foundation may include family caregiver training and pay. Participants in the roundtable noted the
extraordinary contributions of family caregivers to HCBS and how the pandemic stretched many to
the breaking point. As one participant said, “the pandemic has afforded us the ability to focus on the
role of family caregivers. If not for the unsung heroes, imagine how bad the situation would be.”

The pandemic has increased burdens on family caregivers. Women'’s labor force participation has
plummeted for many reasons, including the need to increase care for adults with disabilities as well as
children, who often have been unable to attend in-person school. Without respite support, family
caregivers often must choose between taking time to shop for food and other necessities and staying
home to care for loved ones. These challenges have been especially severe during the pandemic, when
shopping itself carries risks and there have been shortages of goods that family caregivers need (e.g.,
personal protective equipment, incontinence supplies, and bleach wipes). Participants noted that it is
critical to view people with LTSS needs in their family contexts.

The pandemic has afforded us the ability to focus on the role of family caregivers. If not for
the unsung heroes, imagine how bad the situation would be.

—Roundtable participant
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A strong HCBS foundation may also include qualified and well-paid home care workers and
personal care aides, reliable nutrition and transportation services, and enhanced telehealth. Several
participants highlighted the importance of greater programmatic flexibility in Medicaid. The group also
broadly endorsed enhanced options for housing with services, including models where low-income
senior housing is combined with social supports and preventive nursing care. According to one
participant, “states that rebalance are not always innovative.” As noted, states have had only limited
success building out the necessary infrastructure to make HCBS truly successful.

Participants also discussed the importance of taking a functional approach to improve quality of
life for people with LTSS needs in the community. Interdisciplinary teams could play a critical role.
Several participants noted how relatively small changes in the home can make a big difference in a
person’s ability to safely age in place. In one model, the Community Aging in Place—Advancing Better
Living for Elders (CAPABLE) program,® a nurse, occupational therapist, and person skilled at home
repairs and modifications work together to improve safety, motivation, and function; reduce
depression; and increase independence by evaluating and modifying the home environment. Programs
of All-Inclusive Care for the Elderly (PACE),” jointly funded by Medicare and Medicaid, similarly rely on
interdisciplinary teams to improve the well-being of participants.

Integrating Medical Care with LTSS

This concept was widely supported by participants, though many different models are possible. Many
at the roundtable believe that functional and physical limitations should be considered public health
issues and thus fully integrated into the nation’s public health system. However, some worry that such
a model risks medicalizing supports and services.

Several participants suggested that integrated care for older adults should include benefits such as
wellness care, behavioral health care, and case management.

Others focused on the value of expanding supports and services through Medicare managed care,
including Medicare Advantage (MA) plans and Special Needs Plans (SNPs). For the past two years, MA
plans have gradually been adding supportive services—such as home-delivered meals, transportation,
and adult day services—for members with chronic conditions (ATl Advisory 2021; Long-Term Quality
Alliance and ATI Advisory 2021). While transformation has been accelerating, uptake among plans
remains limited. Some at the roundtable suggested payment and other regulatory reforms to
accelerate adoption of these benefits by MA plans. For example, where individual MA plans do not
have the necessary critical mass of members to provide services, multiple plans could pool resources.

While offering supports and services through MA plans is a relatively new concept, most states
have transferred their Medicaid LTSS programs to managed-care plans. These initiatives have had
some success integrating medical care with supports and services, but several roundtable participants
said they still have not achieved their full promise. According to one participant, “Plans have done an
OK job but they are not transformational. They are not stimulating innovation.”
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We can'’t solve the challenges of long-term care unless we address this workforce problem.

—Roundtable participant

Workforce

Nearly all participants agreed that few reforms would be achievable without improving pay and
working conditions for direct care workers. The pandemic has highlighted already-severe
shortcomings, including chronically low wages, poor training, few opportunities for advancement, and
lack of paid sick leave and other benefits. According to one participant, “We can’t solve the challenges
of long-term care unless we address this workforce problem.”

Participants noted that many nursing home COVID-19 outbreaks may have been caused by aides,
often asymptomatic, bringing the virus into facilities. Underpaid aides frequently work multiple jobs
(Van Houtven, DePasquale, and Coe 2020), which increases their chances of infection and the
likelihood they will expose others to the virus. The ongoing lack of personal protective equipment and
rapid and accurate testing resulted in asymptomatic aides spreading disease in facilities where they
work. With no paid sick leave, some aides worked even when they were ill, further spreading the virus.

The long-term care industry faced a growing shortage of direct-care workers even before the
pandemic (SteelFisher et al. 2021). That labor shortage has now become more severe despite
temporary wage increases being offered by some facilities and home care agencies. A major challenge,
according to some participants, is that increasing wages and benefits will put growing pressure on
already-strained Medicaid budgets, with no obvious source of additional funding.

We must first address the profound ageism and devaluation of our elders.

—Roundtable participant

Quality of Life

Many participants said that a lesson of the COVID-19 pandemic has been the lack of focus on quality
of life for frail older adults. This has been highlighted by decisions to bar family access to residents of
long-term care facilities to prevent COVID-19 outbreaks. Several attendees reported that the
regulatory focus on infection control, with only limited awareness of the risks of social isolation, may
be leading to high levels of physical and cognitive decline among residents.
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Participants were interested in seeing better data on the degree to which social isolation has led to
excess morbidity and mortality in senior living facilities. Others felt the unwillingness of government to
respond to this issue was a result of ageism. And others felt the situation highlighted the need for
more social workers in care facilities.

Reimagining Nursing Homes

Some participants felt that nursing homes are obsolete and that postacute care and long-term care can
be better provided in other settings. Others felt that nursing homes would continue to play a role.
However, they felt the current nursing home model is likely to undergo substantial change as a result
of the pandemic.

One issue the roundtable identified is that large facilities carry high levels of risk, but efficiencies
of scale are not apparent. A system where long-stay residents and postacute patients share facilities is
a function of the payment system that overpays for Medicare postacute care and underpays for
Medicaid long-stay services. Housing these two groups together makes little clinical sense and
increases the risk of disease transmission. Further, when postacute business declines (as it did during
the pandemic), nursing home finances may become unsustainable.

One participant noted that assisted living has attracted many residents who can be cared for
relatively easily, leaving nursing homes to care for those with the highest and costliest level of need
with insufficient reimbursement. COVID-19 outbreaks in long-term care facilities, combined with
lockdowns that have separated residents from their families for more than nine months, have also
reduced consumer demand for nursing home care.®

Even as demand falls, costs are rising: labor costs are increasing, and facilities will require
significant recapitalization to upgrade internal space for better infection control.

Participants suggested several solutions. Most agreed that many older adults with LTSS needs
could remain at home for a longer period with enhanced HCBS. For those who require facility-based
care, alternatives include expanding Green House and similar small-home models that are designed for
8 to 10 residents and use creative new staffing designs. Early evidence suggests that these models had
far fewer COVID-19 cases and fatalities than other facilities (Zimmerman et al. 2021).

For those who require postacute skilled nursing care, one model could be a return to hospital-
based extended care units. Another participant suggested that nursing homes focus on shorter but
more intensive post-acute care, similar to what is now provided by hospital medical-surgical units.
Under this model, stays would average two to five days, rather than one to two weeks.

Continuum of Care

Many participants noted that frail older adults often move along a continuum as their care needs
change. As a result, the participants suggested several alternatives, including housing with services, an
option that can prevent acute clinical episodes and help residents maintain a stable quality of life. At
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the same time, some group-home models can provide care for older adults with early-stage physical or
cognitive limitations in a timely, comfortable, and cost-effective way.

Several participants stressed the importance of focusing these housing models on social supports
rather than a medical model of care. Some participants suggested converting hotels and shuttered
nursing homes into such environments.

However, advocates for all these reforms acknowledged that most changes in housing for frail
seniors would require fundamental changes in payment models to attract investors who largely have
avoided these innovative models so far. These might include enhanced housing subsidies for low-
income older adults.

Reducing Disparities in Need for and Access to High-Quality Care

A cross-cutting theme in the discussion was the critical role that racial inequities play in many of the
LTSS inadequacies. A majority of direct care staff are Black people, Hispanic people, and immigrants of
color (Campbell 2020). Many have been exposed to coronavirus disproportionately at home and work,
and more than 1,000 direct care workers have died from the disease.

Among care recipients, research has found significantly higher COVID-19 prevalence and
mortality in nursing homes that serve Black and brown communities (Abrams et al. 2020;
Chidambaram, Neuman, and Garfield 2020, Konetzka 2020; Li, Cen, et al. 2020; Li, Temkin Greener, et
al. 2020; Spurlock et al. 2020). This may be correlated with higher levels of infection in those
communities (Gorges and Konetzka 2021; Khazanchi, Evans, and Marcelin 2020). In Khazanchi, Evans,
and Marcelin’s (2020) words, “studies suggest that fundamental causes of COVID-19 inequity include
systemically racist policies, such as historic racial segregation and their inextricable downstream
effects on the differential quality and distribution of housing, transportation, economic opportunity,
education, food, air quality, health care, and beyond.” For example, one roundtable participant
mentioned in some communities of color, transportation is inadequate and some key services are
limited or not available.

Data Collection

Many participants raised the need for improved and more timely LTSS data. Some examples include
data on Medicaid waiting lists, the effects of COVID-19 on frail older adults outside of nursing homes,
the effects of social isolation on older adults, whether enhanced LTSS reduces medical costs, and the
benefits of alternative care settings.

Conclusion

The COVID-19 pandemic has amplified and highlighted the deep existing flaws in the long-term care
system in the US. It has had devastating effects on people needing and providing LTSS, especially in
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long-term care facilities. Residents and direct care workers have faced high rates of infection and death.
Residents also have suffered from isolation due to long-term separation from their families and friends.

The effects of the pandemic should spur policymakers and providers to address long-standing
problems in the way we care for people with disabilities. Participants in our roundtable highlighted the
need to rethink many aspects of the current system, including the Medicaid program, nursing homes,
and job conditions for direct-care workers. Change must aim to improve the quality of life of frail of
older adults and younger people with severe disabilities. It must do so along the full continuum of care
and recognize important disparities in access to high-quality care.

Appendix: Roundtable Participants

Gretchen Alkema, PhD, Vice President of Policy and Communication, SCAN Foundation

Donna Benton, PhD, Research Associate Professor and Director of Family Caregiver Support
Center, University of Southern California Leonard Davis School of Gerontology

Stuart Butler, PhD, Senior Fellow, Economic Studies, Brookings Institution

Marc Cohen, PhD, Clinical Professor, Department of Gerontology, University of
Massachusetts Boston, Codirector, Leading Age LTSS Center

Robert Espinoza, MPA, Vice President of Policy, PHI
Melissa Favreault, PhD, Senior Fellow, Urban Institute
Lynn Friss Feinberg, MSW, Senior Strategic Policy Advisor, AARP

Wendy Fox-Grage, MS, MPA, Project Director, Chronic and Vulnerable Populations team,
National Academy for State Health Policy

Terry Fulmer, PhD, RN, FAAN, President, The John A. Hartford Foundation
Howard Gleckman, Senior Fellow, Tax Policy Center, Urban Institute

Joseph Gaugler, PhD, Professor and Robert L. Kane Endowed Chair in Long-Term Care and
Aging, University of Minnesota

Mary Kashack, Executive Director, Long-Term Quality Alliance
Ruth Katz, MEd, Senior Vice President of Public Policy/Advocacy, Leading Age

Gavin Kennedy, MS, Associate Deputy Assistant Secretary for Behavioral Health, Disability,
and Aging Policy, Office of the Assistant Secretary for Planning and Evaluation, DHHS

Leslie Kernisan, MD, MPH, Founder and Primary Author BetterHealthWhileAging.net, Clinical
Instructor, University of California San Francisco

Robert Kramer, MDiv, Founder and Fellow, Nexus Insights
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= R. Tamara Konetzka, PhD, Louis Block Professor of Public Health Sciences and the College,
University of Chicago

= Jennifer Kowalski, MS, Vice President, Public Policy Institute, Anthem, Inc.

= William Marton, PhD, Director, Division of Disability and Aging Policy, Office of the Assistant
Secretary for Planning and Evaluation, DHHS

=  Anne Montgomery, MS, Director, Eldercare Improvement, Altarum
=  Susan Ryan, MA, Senior Director, Green House Project

=  Daniel Reingold, MSW, JD, President and CEO, Riverspring Health (Hebrew Home at
Riverdale)

= Julie Robison, PhD, Professor, Health Center on Aging, University of Connecticut

=  Emily Rosenoff, MPA, Director, Division of Long-Term Services and Supports Policy, Office of
the Assistant Secretary for Planning and Evaluation, DHHS

=  Lois Simon, MPH, Executive Vice President, Policy and Programs, Seniorlink

=  Brenda Spillman, PhD, Senior Fellow, Urban Institute

= David Stevenson, PhD, Professor of Health Policy, Vanderbilt University School of Medicine
= Nora Super, MPA, Senior Director, Center for the Future of Aging, Milken Institute

=  Sarah Szanton, PhD, MSN, RN, Endowed Professor for Health Equity and Social Justice,
Director, Center for Innovative Care in Aging, Johns Hopkins University

=  Anne Tumlinson, MA, Founder and CEO, ATI Advisory/Daughterhood

=  Courtney Van Houtven, PhD, Professor, Department of Population Health Science, Duke
University School of Medicine

Notes

1 “The Long-Term Care COVID Tracker,” The COVID Tracking Project, accessed February 22, 2021.
https://covidtracking.com/nursing-homes-long-term-care-facilities.

See “N.Y. Severely Undercounted Virus Deaths in Nursing Homes, Report Says,” January 28, 2021,
https://www.nytimes.com/2021/01/28/nyregion/nursing-home-deaths-cuomo.html.

3 “Demographic Trends of COVID-19 Cases and Deaths in the US Reported to CDC,” CDC COVID data tracker,
accessed February 22, 2021, https://covid.cdc.gov/covid-data-tracker/#demographics.

4 The meeting was conducted under Chatham House rules to promote openness, so we report comments
without attribution.

5 “Master Plan for Aging,” California Health & Human Services Agency, accessed February 9, 2021,
https://www.chhs.ca.gov/home/master-plan-for-aging/.

6 See “Community Aging in Place—Advancing Better Living for Elders (CAPABLE),” Johns Hopkins School of
Nursing, accessed February 9, 2021, https://nursing.jhu.edu/faculty_research/research/projects/capable/.

10 REFORMING LONG-TERM CARE WITH LESSONS FROM THE COVID-19 PANDEMIC


https://covidtracking.com/nursing-homes-long-term-care-facilities
https://www.nytimes.com/2021/01/28/nyregion/nursing-home-deaths-cuomo.html
https://covid.cdc.gov/covid-data-tracker/#demographics
https://www.chhs.ca.gov/home/master-plan-for-aging/
https://nursing.jhu.edu/faculty_research/research/projects/capable/

7 See the “List of State Websites for Additional State Information on PACE” file hosted at “Programs of All-
Inclusive Care for the Elderly for States,” Medicaid.gov, accessed February 9, 2021,
https://www.medicaid.gov/medicaid/long-term-services-supports/pace/programs-of-all-inclusive-care-for-
elderly-for-states/index.html.

8 Anna Wilde Mathews and Tom McGinty, “Covid Spurs Families to Shun Nursing Homes, a Shift That Appears
Long Lasting,” Wall Street Journal, December 2, 2020.
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