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ABSTRACT ARTICLE HISTORY
Older adults residing in long-term care facilities are especially Received 16 April 2020
vulnerable for severe illness or death from COVID-19. To con-  Accepted 30 April 2020
tain the transmission of the virus in long-term care facilities, KEYWORDS

fede'ral' health ofﬂqals have |ssueq strict visitation gu@ellnes, Long-term care; nursing
restricting most visits between residents and all visitors, includ-  homes; COVID-19; family;

ing family members. Yet, many older adults rely on family care family caregivers
for social support and to maintain their health, well-being, and
safety in long-term care facilities, and therefore need to stay
connected to their families. The federal government, state and
local leaders, and long-term care facilities should take further
actions to enable the relationship between residents of long-
term care facilities and families during the COVID-19 pandemic.

In describing the COVID-19 pandemic, Andrew Cuomo, Governor of
New York, said the “coronavirus in a nursing home can be like fire through
dry grass” (Harris et al., 2020). In the United States, more than 2 million
Americans reside in long-term care facilities like nursing homes and assisted
living residences (Kaiser Family Foundation, 2017; Ungar & Hancock, 2020).
Nearly half (48%) of nursing home residents are living with Alzheimer’s or
other dementias, and among older adults in residential care settings, includ-
ing assisted living facilities, 42% have some form of dementia (Alzheimer’s
Association, 2020).

Family and other unpaid caregivers - including relatives, partners, friends,
and neighbors — are the most important source of emotional and practical
support for older adults with chronic, disabling, or serious health conditions
(National Academies of Sciences, Engineering and Medicine, 2016; Reinhard
et al., 2019). This perspective thus highlights the reliance of long-term care
facilities on family support and the importance of the family caregiver role
with the COVID-19 pandemic. It argues that family caregivers can serve as
crucial and trusted partners in the nation’s strategy to curb the spread of the
COVID-19 virus, and help the people they care for to cope with the stress
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and anxiety of this unprecedented situation (Centers for Disease Control and
Prevention, 2020). Proactive solutions for maintaining the family caregiver
role during the COVID-19 pandemic are proposed.

Residents of long-term care facilities rely on family support

Across the nation, family caregivers are often the critical factor that enables
older adults and people with disabilities who need long-term services and
supports (LTSS) - also known as long-term care - to live at home and in the
community (Hado & Komisar, 2019). As an older adult’s care coordinator
and primary advocate, family caregivers oftentimes become the “eyes and
ears” for the concerns and safety of the care recipient with complex care
needs, including when their care recipient resides in a long-term care facility
like a nursing home or assisted living facility. They help navigate the health
and LTSS systems, facilitating communication with providers and discussing
issues that require shared decision making (Sarkar & Bates, 2014; Wollff,
2012). They also commonly serve as surrogate decision-makers when the care
recipient loses the capacity to make important decisions (National Academies
of Sciences, Engineering and Medicine, 2016). Because of their crucial sup-
port role, family caregivers are in a unique position to better understand,
articulate and support the emotional, social, and health needs of the care
recipient (Reinhard et al., 2019). Across all ethnic groups, family care is the
most preferred and trusted source of assistance for individuals who need help
with activities of daily living (Whitlatch & Feinberg, 2007).

Family caregiver role grows with COVID-19

As the COVID-19 virus spreads across the country, residents of long-term
care facilities are among the populations hardest hit by virus-related deaths
(Barnett & Grabowski, 2020). To slow the spread of COVID-19 to vulnerable
older adults in long-term care facilities, the federal Centers for Medicare &
Medicaid Services (CMS), which regulates most skilled nursing homes, has
issued strict guidelines on visitation to nursing homes (Centers for Medicare
& Medicaid Services, 2020a). Most assisted living facilities, although not
regulated by the federal government, are also limiting or halting visitors to
their facilities.

Even if physical visits are not possible, the guidelines should not inhibit
relationships and connections between residents and their family members
and close friends, which are crucial to one’s well-being - both physical
and emotional. Family caregivers of nursing home residents, and those
living in assisted living facilities, should monitor the health, well-being,
and safety of their family members in long-term care facilities as closely as
possible.
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Despite the unique challenges that protecting vulnerable older adults from
the coronavirus presents, the current surge in COVID-19-related deaths in
long-term care facilities makes meaningful human and family connections all
the more important. Residents and family members should be able to com-
municate and visit virtually, especially during times of stress — such as this
one. The health impacts of social isolation are real and very serious (National
Academies of Sciences, Engineering and Medicine, 2020; Tan, 2020).

Proactive solutions to meet the challenge

Enabling the relationship between the family and residents of long-term
care facilities is especially challenging at this time, and necessitates action in
multiple areas, including strengthening communication channels, activat-
ing family councils, and mobilizing gerontological social work students. At
the same time, family caregivers must look out for their own safety and
health.

Strengthening nursing home-family caregiver communication channels

In the updated guidelines, CMS is encouraging nursing homes to keep
residents’ loved ones informed about their care. CMS should strengthen
this measure by requiring nursing homes to do so. It is vitally important to
ensure timely communication with family caregivers, especially in light of the
recent CMS recommendations on transferring or discharging residents
between facilities based on COVID-19 status (Centers for Medicare &
Medicaid Services, 2020b). Long-term care facilities should, to the fullest
extent possible, inform family of any requirements and procedures for
placement in alternative facilities. One way that facilities can achieve this is
by assigning staff members as primary contacts for families (e.g., the desig-
nated family caregiver or representative) to facilitate regular communications
with staff by telephone, e-mail or video. Facilities should also promote ways
for family caregivers to stay in touch with residents — through, for example,
regular phone calls and “virtual visitation” (e.g., Face Time, Skype, Zoom).
This should include facilitating conversations with residents and their family
caregivers about treatment options and putting advance care plans in place
(Lynn, 2020).

State and local leaders can also play an important role. They should
encourage specific communication workarounds for residents and families
as they put in place visitation limitations. These might include processes for
staff to facilitate phone calls, making video-enabled devices available to
facilities, and requiring more frequent facility communication with families.
A state’s long-term care ombudsman may be able to help facilitate this effort
(The National Consumer Voice for Quality Long-Term Care, 2016).
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Activating family councils

Federal regulations give family caregivers of nursing home residents the right
to be part of a family council and meet together on-site in the nursing home
to advocate for residents and partner with staff to improve quality of care
(The National Consumer Voice for Quality Long-Term Care, 2020). During
the COVID-19 pandemic, facilities should facilitate alternative means of
communication for family councils (using e-mail, Skype, or “phone trees”)
to exchange information and for family members to support one another and
stay informed.

Mobilizing students and trainees

Because family visits are an essential method for monitoring quality of care, and
because workforce shortages also pose key challenges for long-term care facilities
now and in the foreseeable future (Gardner et al., 2020), a range of strategies will
be needed by facilities to ensure that regular communication is provided to the
family caregivers of residents. One potential strategy is to mobilize students and
trainees such as gerontological social work students — also known as geriatric
social work - to assist staff in long-term care facilities to maintain communica-
tion and provide social support. These students are trained in skills to promote
active listening, communication, empathy, and critical thinking, among others.
These and other students and trainees in the health professions could be
assigned to call family caregivers of residents on a regular basis to keep them
apprised of their family member’s situation and infection control procedures in
the facilities, and to lend support to these caregiving families.

Although beyond the scope of this article, other steps are urgently needed
now to reduce the risks to older adults in long-term care facilities posed by
the adverse consequences of COVID-19 for staff. These steps include uni-
versal testing of residents and staff, ensuring personal protective equipment
for staff and residents, and providing paid sick leave as an employment
benefit (Gardner et al., 2020; Glynn, 2020; Harris et al., 2020).

Family caregivers must maintain personal safety and take care of their
health

During COVID-19, it is also critical that family caregivers manage their own
health, stress, and well-being. It is especially important to address the feeling
of helplessness and heightened anxiety about a care recipient living in a long-
term care facility that is restricting the access of residents’ families and
friends to protect them from the spread of this disease. Joining online
caregiver support groups can help foster the sharing of information, advice
and encouragement.
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Conclusion

The health, well-being, and safety of residents of long-term care facilities
remains a top concern for families across the country, particularly during the
COVID-19 pandemic. For many vulnerable older adults residing in nursing
homes or assisted living facilities, family and friend involvement and con-
nectivity are crucial factors that enable them to reside in a facility setting.
Accordingly, the federal government, states, and long-term care facilities
should ensure continuous and meaningful family engagement, communica-
tion, and inclusion in all settings of care, particularly in long-term care
facilities.

Key Points

e Older adults in long-term care facilities are at greater risk for severe
illness or death from COVID-19.

e Family caregivers are the most trusted allies and care coordinators for
residents of long-term care facilities.

e Recent federal guidelines restricts family visitation in nursing homes,
leading to greater isolation among residents.

e Lack of physical visitation should not inhibit ongoing family commu-
nication and engagement especially during the COVID-19 crisis.

e Federal government, state and local leaders, and long-term care facilities
can take specific actions to enable meaningful communication between
residents of long-term care facilities and families.

Disclosure statement

This article is based on a blog published by the AARP Public Policy Institute on April 7, 2020.
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