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Abstract

The coronavirus disease 2019 (COVID-19) pandemic presents unique challenges to those who work with the seriously ill population, including

both health care providers and the family caregivers providing unpaid care. We rely on this lay workforce as health care routinely transitions

care to the home, and now more than ever, we are depending on them in the current pandemic. As palliative care and other health care

providers become overwhelmed with patients critically ill with COVID-19, and routine care becomes delayed, we have a charge to recognize and

work with family caregivers. Our commentary provides rationale for the need to focus on family caregivers and key considerations for how to

include them in pandemic clinical decision making. J Pain Symptom Manage 2020;60:e66ee69. � 2020 American Academy of Hospice

and Palliative Medicine. Published by Elsevier Inc. All rights reserved.

Key Words

Family caregivers, COVID-19, pandemic, palliative and supportive care
Introduction
The rapid pace of development during the corona-

virus disease 2019 (COVID-19) pandemic presents
unique challenges to palliative care and other clini-
cians who work with the seriously ill, including our
largest hidden palliative care workforce: the millions
of family caregivers across the world. We have relied
on this lay workforce as our global population ages
with serious illness and as complex care continues to
transition to the home.1,2 The professional health
care workforce is quickly becoming consumed with
the deluge of inpatients critically ill with COVID-19.
Hence, we are depending on family caregivers now
more than ever, as their usual lifelines of medical
care and support have been altered or put on hold.
Family caregivers continue to deliver complex care
to individuals with serious illnesses, including
advanced cancer, heart failure, and lung disease,
who also happen to be the very individuals most at
risk of dying from COVID-19. Social isolation
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measures to stem virus transmission, such as shelter-
in-place orders and family visitation restrictions,
present wholly new and stressful potentially traumatic
situations for caregivers. Our current palliative care
workforce capacity is strained, and yet it must set the
tone for family centered practice. As crisis standards
and protocols are redeveloped and refined during
this pandemic, we must consider how decisions will
affect not only the care family caregivers are able to
provide but also the health and well-being of care-
givers themselves.
Three major stressors encapsulate the new chal-

lenges COVID-19 has imposed on serious illness family
caregivers. The first is the unintended consequences
of social distancing, which although necessary for miti-
gating this crisis, can increase the isolation, loneliness,
and linked adverse health consequences3 already
experienced by many caregivers and their care recipi-
ents. Caregivers already struggle to ask for help and
may be even more reluctant now given the fears and
anticipatory guilt of having outsiders, who could
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transmit virus, come into their homes. Although tele-
health expansion is providing a much needed solu-
tion, well-documented disparities in broadband
access and digital literacy among large subpopulations
of family caregivers, particularly those older and in ru-
ral areas, persist.4 Caregivers and their care recipients
with limited technological capacity may experience
gaps in critical health care services during the coming
months that greatly limits access to quality care.

Second, caregivers will face new economic stressors
because of COVID-19. Approximately 61% of care-
givers in the U.S. already report some level of financial
strain because of employment loss and out-of-pocket
medical expenses.1 COVID-19 will likely further inten-
sify this strain as many working caregivers are at risk of
unemployment and by consequence their health in-
surance coverage, which may also support their care
recipient. Many family caregivers have jobs that are
not amenable to working remotely and may need to
keep working outside the home and risk exposing
their households to virus. Some family caregivers
may be sandwiched by having to take on additional
childcare and home-schooling responsibilities because
of school closures in addition to trying to fulfill work
and caregiving responsibilities at home.

Finally, caregivers are now needing to balance an
unprecedented landscape of decision making for their
care recipients with maintaining current public health
safety practice. Formerly routine health care options
(e.g., primary care and laboratory visits, follow-up visits
for disease surveillance, home health assistance) will
be far less available in the months ahead. The need
for routine visits may be questioned by patients, care-
givers, and providers alike on grounds of safety, ur-
gency, and goals of care. The impact of caregiving
stress on caregiver mental and physical health is
already considered an urgent public health issue.2

With COVID-19, caregivers face a new set of difficult
health care decisions that will likely intensify distress-
ing rumination about whether they are making the
right or best decisions for their care recipients.
How to Best Support Family Caregivers During
COVID-19

Both palliative and hospice care have always been
patient-centered and family centered in practice, lead-
ing the way for fellow health care professionals on how
to best support families in times of crisis. As crisis stan-
dards and protocols are continually refined, we urge
palliative and hospice care clinicians, administrators,
and leaders to continue to champion support for
serious ill family caregivers (and, by extension,
patients). Priorities for providing support to families
that reinforce current practices under these extreme
conditions should include the following:

1. Consider family caregivers in all discussions of
personal protective equipment (PPE). First
and foremost, family caregivers are essential
frontline health care workers who are providing
daily hands-on care for the most at-risk popula-
tions to COVID-19, without direct supervision,
support staff, or formal training in COVID-19
safety precautions. Many provide direct per-
sonal care to COVID-19 vulnerable or infected
patients. Caregivers managing severe pain and
breathlessness in the home or caregivers who
are themselves older with higher mortality risk
because of comorbidities should be considered
for distributions of PPE. Health care systems
should provide guidance about the use and effi-
cacy of homemade masks and other PPE5 for
families to promote Centers for Disease Control
and Prevention-recommended guidance and to
avoid sending mixed messages to families from
different members of the health care team. Cli-
nicians should convey balanced messages about
PPE to caregivers: that use alone does not pre-
vent infection and that proper removal and
disposal procedures are critical.

2. Implement simple risk assessment questions or
checklists to assess caregiver capacity for serious
illness care in the home, both before and after
COVID-19 symptom onset of either the patient,
caregiver, or both. Although there are no vali-
dated measures or screening tools for assessing
caregiver capacity during a pandemic, the Cen-
ters for Disease Control and Prevention main-
tains interim guidance for providing home
care to guide clinicians.6 In addition, candidate
measures to assess caregiver readiness, burden,
and distress, such as the Zarit Burden Care-
giving Screening Interview7 and the CancerSup-
portSource�-Caregiver Distress Screening
Instrument,8 are two options.

3. Develop telehealth capacity to assess and treat
patients and include caregivers in these encoun-
ters.9 Recognize that not all will have video ac-
cess, and simpler telephone approaches may
be necessary for many individuals. Be aware
that caregivers may no longer be able to physi-
cally be in same space as their care recipients
to assess symptoms and help with communica-
tion. If three-way virtual encounters (clinician,
patient, and caregiver; all in separate physical
places) are possible in these situations, they
should be explored. Telehealth can enable
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patient symptom monitoring and can also be a
valuable way to communicate with and guide
family caregivers.

4. Encourage families as early as possible to have
difficult but necessary conversations with loved
ones about their wishes for care if they become
critically ill. Share with specialty colleagues man-
aging COVID-19 patients on the frontlines that
challenging decisions are inevitable in this crisis
but will be less traumatic if families prepare
ahead of time. Palliative care has led the way
on this front. Both VitalTalk and the Center to
Advance Palliative Care have published guide-
lines for communicating with families during
COVID-19.10,11

5. Remind caregivers of the extraordinary circum-
stances brought on by this pandemic, thank
them for everything they are doing, reassure
them that they are doing everything they can,
and encourage them to leverage their social net-
works in whatever way that is helpful and safe.
Urge caregivers to lean on other family mem-
bers and where possible, remind individuals to
check in on older and vulnerable friends daily.
Inform caregivers that usual sources of support
(e.g., home care) may be strained and unable to
provide normal services. Emphasis should be
placed on what can be done, not just on what
cannot, to encourage feelings of empowerment
and activation for caregivers and their loved
ones during this crisis.12

6. Familiarize and check in weekly on guidance
from major caregiving organizations on
COVID-19 resources. The Center to Advance
Palliative Care has detailed response resources
for palliative care clinicians during COVID-
19,11 and caregiving advocacy organizations,
including the Family Caregiver Alliance13 and
National Alliance for Caregiving,14 are
continuing to compile COVID-19 specific guid-
ance for caregivers from reputable organiza-
tions. Clinicians can use these sites as referral
points for caregivers when appropriate. Local
community organizations are also engaging
vulnerable patients and their caregivers with re-
sources, such as meal delivery, resource naviga-
tion, and social support calls.
Conclusion
Clinical practice guidelines for palliative and hos-

pice care direct us to advocate for patients with serious
illness and their families.15 The unprecedented
growth in numbers and needs of older adults with
serious illness has already necessitated widespread
changes in the health care system to support care-
giving families. The COVID-19 pandemic brings to
light how reliant we are on families to support each
other during illness. The multitasking, uncertainty,
and strain that many feel now are emblematic of the
pre-existing situation that many caregivers have faced
for years. As we share in the public health urgency
to contain COVID-19 and care for the most vulnerable
at-risk populations, we must not forget the frontline
family caregivers. The care of the seriously ill depends
on them, at times of crisis like now, and always.
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