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Palliative care in COVID-19

Daisy J.A. Janssen®®

Purpose of review

The purpose of this paper is (1) to provide insight in the palliative care needs of patients with COVID-19;
(2) to highlight the challenges of COVID-19 for palliative care; and (3) to highlight developments in

COVID-19 palliative care.

Recent findings

Patients with serious COVID-19 have palliative care needs in all domains: physical, psychological, social
and spiritual. COVID-19 palliative care is confronted with many challenges, including: the uncertain
prognosis, resource limitations, challenges regarding advance care planning, lack of guidance, limited
multidisciplinary collaboration, need for remote communication, restrictions in family visits, and burden for
clinicians. Palliative care responded with many developments: development of services; integration of
palliative care with other services; tools to support advance care planning, (remote) communication with
patients and families, or spiritual care; and care for team members.

Summary

Palliative care has an important role in this pandemic. Palliative care rapidly developed services and
opportunities were found to support patients, families and clinicians. Further developments are warranted to
face future demands of a pandemic, including integrated palliative care and education in palliative care
skills across all specialties. Intervention studies are needed to enable evidence-based recommendations for

palliative care in COVID-19.
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INTRODUCTION

Since the start of the COVID-19 pandemic, millions
of people worldwide have died because of COVID-19
and despite all efforts and milliards of vaccine doses
administered, this number still rises every day [1].
The need for palliative care is already increasing
worldwide due to the ageing population and
increases in the prevalence of noncommunicable
diseases. Progress has been made, especially in
high-income countries, to meet the palliative care
needs of patients with cancer and other (chronic)
noncommunicable and life-limiting diseases [2].
However, the recent COVID-19 pandemic resulted
in many people with an acute infectious illness
being in need for palliative care. Mortality is highest
among male patients, people of old age and people
with chronic or malignant diseases [3,4]. Most peo-
ple die because of respiratory failure, myocardial
damage or failure [5]. In a German study, 19% of
all hospitalized patients with COVID-19 died [4],
however many patients die at home, in long-term
care facilities or in hospices [6%]. Dr Tedros Adha-
nom Ghebreyesus, Director General of the World
Health Organization stated that: ‘The COVID-19
pandemic has highlighted the importance of
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palliative care in all healthcare systems. The need
for relief from severe suffering, the difficult decision
making, and complicated grief brought on by the
pandemic are exactly the types of problems that
palliative care was designed to help address.’[2]
Therefore, the aims of the present review are: (1)
to provide insight in the palliative care needs of
patients with COVID-19; (2) to highlight the chal-
lenges of COVID-19 for palliative care; (3) to high-
light developments in COVID-19 palliative care. For
the current review, Pubmed was searched in
June 2021 for all studies regarding palliative care
in COVID-19.
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KEY POINTS

e Patients with serious COVID-19 and their families have
needs in all domains of palliative care: physical,
psychological, social and spiritual.

e COVID-19 palliative care is confronted with
many challenges.

e COVID-19 palliative care has developed rapidly to
support patients, their families and
healthcare providers.

e Integrated palliative care and education across all
specialties in primary palliative care skills are needed
to face future demands.

e Intervention studies are needed to enable evidence-
based recommendations for providing optimal palliative

care in COVID-19.

PALLIATIVE CARE NEEDS OF PATIENTS
WITH COVID-19

Patients with serious COVID-19 and their families
have needs in all domains of palliative care: physi-
cal, psychological, social and spiritual (Fig. 1).
Indeed, multiple symptoms are present in hospital-
ized patients dying from COVID-19. Breathlessness
is one of the most prevalent symptoms, but other
frequently seen symptoms include cough, fever,
drowsiness, pain and delirium [7""]. We still have
to learn about palliative treatment of symptoms in
patients with COVID-19, but current data suggest
that regular used palliative drugs such as opioids and

midazolam are in most patients effective for sooth-
ing symptoms [7""]. Frequently present psychologi-
cal symptoms include anxiety and agitation
[5,77%,8,9%]. Families are often confronted with sig-
nificant burden, which they have to face in times of
social isolation, sometimes being ill themselves or
having more than one ill or even deceased family
member. They may suffer from feelings of guilt over
the possible transmission of COVID-19 [9%]. Spiri-
tual needs are present, both among patients and
their loved ones. In fact, the COVID-19 pandemic
has resulted in fundamental uncertainty in commu-
nities, patients, and families, including existential
views of life and death [10]. Previous authors have
stated that: ‘spiritual care is not a luxury, it is a necessity
for any system that claims to care for people’ [117].

The often uncertain prognosis requires timely
advance care planning, including discussing goals
of care, willingness to undergo life-sustaining treat-
ments and end-of-life wishes [9%]. Indeed, the
‘COVID-19: guidance on palliative care from a Euro-
pean Respiratory Society (ERS) international task
force’ recommended that advance care planning
should be routinely done or reviewed by clinicians
with patients and their loved ones at diagnosis of
serious COVID-19, but also at the discharge of
recovered patients. They acknowledged that life-
sustaining treatment preferences might have
changed after such a life event as a hospital admis-
sion because of COVID-19. Moreover, preferences
regarding life-sustaining treatments in case of
COVID-19 might be different than preferences in
other circumstances [127].

Needs of patients and family

ePhysical symptoms

ePsychological symptoms

eSocial needs

eSpiritual needs

*Timely advance care planning

eLoved ones at risk for complicated grief and
post-traumatic stress disorder

Challenges for palliative care

eUncertain prognosis and sometimes sudden
and unexpected deterioration

eResource limitations: skilled clinicians,
supplies, discharge options

eAdvance care planning: lack of knowledge,
uncertainty, time constraints, fear of
patients and families

elack of (evidence-based) guidelines

Difficult multidisciplinary collaboration

eCommunication with patients and families
hampered by isolation, social distancing and
personal protection equipment

eRestrictions in family visits

ePeople dying alone

eBurden for healthcare professionals

Developments in palliative care

eDevelopment of palliative care services for
patients with COVID-19

eIntegration of palliative care with intensive
care and emergency care

eAdvance care planning facilitated by:
awareness about need within healthcare
and society; training and experience;
technology; collaboration between teams
and services

*Tools to improve communication while
wearing personal protection equipment

eRecommendations and tools to optimize
remote communication with family

*Qrganization of safe family visits

eCreative modes of education

eQOrganization of care for team members to
cope with experiences

FIGURE 1. COVID-19 palliative care needs, challenges and developments.
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Family members of deceased patients with
COVID-19 are at risk for complicated grief and even
posttraumatic stress disorder, for example, because
of being unable to prepare for the often unexpected
death, multiple losses in one family, insufficient
social support because of social isolation and being
able to follow traditional grieving rituals [13"%,14].
Supporting families before and after the death of a
patient can positively influence bereavement out-
comes [14].

So, the need for palliative care addressing physi-
cal, psychological, social and existential needs in
people with serious COVID-19 is paramount. The
above mentioned ERS taskforce, therefore, recom-
mended that healthcare professionals trained in
palliative care should be available to all patients
with ‘serious COVID-19’ (defined as COVID-19 that
carries a high risk of mortality, negatively impacts
quality of life and daily function, and/or is burden-
some in symptom, treatment or caregiver stress)
with persistent symptoms and concerns despite
optimal disease treatment, irrespective of whether
people remain in the hospital or at home [12"].

PALLIATIVE CARE CHALLENGES

The crisis situation around COVID-19 resulted in
many challenges for palliative care (Fig. 1), several of
which are discussed below.

First, patients with COVID-19 may deteriorate
quickly, which makes it difficult to introduce palli-
ative care in a timely way. Clinicians working in
community care often saw patients die within days
of becoming ill, especially frail elderly [6"]. Other
patients, even with comorbidities, were living much
longer than expected [15]. Triage tools are only able
to predict adverse outcomes for individuals with
COVID-19 to a limited extent [16].

Second, clinicians are facing resource limita-
tions, including the limited availability of palliative
care specialists. Indeed, healthcare resources are
under pressure in trying to cope with many acutely
ill people. Naturally, the first efforts in this pan-
demic were focused on critical care. Nevertheless,
the need for involving palliative care quickly
became clear [17], resulting in high demands on
palliative care providers. Indeed, palliative care
clinicians reported both stress as well as exhaustion
[18]. Home care services were struggling with short-
ages of resources and supplies, including access to
medication and medical equipment [19]. Some-
times discharge options for COVID-19 patients were
limited, preventing patients from dying in their
preferred place [20]. Although the media mainly
paid attention to critical care for patients with
COVID-19 [21], the provision of end-of-life care in

1751-4258 Copyright © 2021 Wolters Kluwer Health, Inc. All rights reserved.

the community also significantly increased, partic-
ularly for older people [6"]. Community nurses pro-
vision of advance care planning, anticipatory
prescribing of medication, symptom management,
bereavement support, death verification and sup-
port to family and carers increased [6"].

Third, advance care planning and decision-mak-
ing were further challenged by both the lack of
knowledge, and the huge amount of uncertainty,
regarding the clinical course and prognosis of
COVID-19 as well as time constraints. Because of
these time constraints, clinicians found they had to
rush their advance care planning conversations [20].
Healthcare providers observed that media coverage
increased fear among patients and families that
clinical decisions were made in the context of lim-
ited resources [20].

Fourth, healthcare professionals reported a lack
of guidance in palliative care for patients with
COVID-19 [22]. Although first consensus-based rec-
ommendations for palliative care have been pub-
lished, evidence-based recommendations are now
needed [12%,23].

Fifth, multidisciplinary collaboration is a cor-
nerstone of palliative care, but was defied during
this pandemic as well. For example, community
nursing staff in the UK felt abandoned and vulner-
able and found that, whereas their visits to patients
had increased, family physicians and specialist
palliative care services decreased their home visits
[67]. Also, bereaved family members sometimes
reported the lack of visits by family physicians,
whereas other family members greatly appreciated
their family physician [24]. Other community
clinicians valued working together with specialist
palliative care services [67].

Sixth, communication with patients and their
loved ones is an essential part of palliative care.
Indeed, compassionate communication is vital for
multidimensional needs assessment and to elicit
expectations, goals and wvalues. In COVID-19,
because of isolation and social distancing, often
remote communication with family members is
needed [25]. The lack of in-person communication
led to uncertainty about levels of care and distress
among family members. Communication was not
always clear enough concerning the imminent
death: families experienced less time to say goodbye
to their loved ones and lacked emotional support for
themselves [24]. Remote communication is more
challenging for people with low literacy or limited
digital literacy skills, and for people with visual or
hearing impairment [26]. Some family members
even experienced the death of their loved ones as
traumatic [24]. In-person communication usually
required personal protection equipment, which also
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challenges interaction [25]. Clinicians felt that they
lacked the usual tools for communication, such as
being able to read nonverbal cues, use nonverbal
communication skills to show empathy and build a
trusted relationship before having these difficult
conversations [20]. Remote consultations with
patients also increased in community end-of-life
care and healthcare professionals were frustrated
by the limitations they experienced. Some profes-
sionals experienced remote consultations as a source
of confusion and distress for patients and even
reported that these consultations could cause huge
emotional trauma to families [6"].

Seventh, family visits are restricted with some
families being advised not to touch or even to be in
the same room as their loved one [27]. Bereaved
family members reported distress, anxiety, guiltand
sadness because of these restrictions [24]. In a qual-
itative study, palliative care physicians explained
that family was allowed to be with an actively dying
patient but, as predicting death is so challenging in
COVID-19, in several instances family were unable
to attend as the patient died before staff had
expected [18]. Data from the national Swedish Reg-
ister of Palliative Care showed that someone was
present in 59% of the expected deaths from COVID-
19 in hospital or nursing homes, but in only 17% of
the patients a relative had been present during
dying [28].

Finally, COVID-19 resulted in considerable bur-
den for many healthcare professionals, including in
palliative care. Clinicians found witnessing the suf-
fering of families and patients dying alone as one of
the hardest things [18]. Also seeing so many patients
dying and managing anxiety around infection con-
trol negatively influenced the well-being of health-
care professionals. Healthcare professionals became
ill themselves or felt being accused of bringing the
virus to others [6%]. Some healthcare professionals
chose to isolate themselves from their social support
systems to limit the risk of exposure their families or
friends to the virus [13™]. Public ignorance of pre-
ventive measures was another source of distress [29].

DEVELOPMENTS IN COVID-19 PALLIATIVE
CARE

Although facing these challenges, palliative care ser-
vices worldwide rapidly developed their services and
sought opportunities to support patients, their fami-
lies and healthcare providers (Fig. 1). In Boston, for
example, a hospital-based palliative care unit was
rapidly developed to support interdisciplinary end-
of-life care and support family, whereas allowing
other staff members to focus on patients in need of
life-sustaining treatments [15]. The paramount need
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of palliative care also facilitated the integration of
palliative care with intensive care and emergency
care, and appreciation for palliative care services [18].

The pandemic also facilitated advance care plan-
ning [21]. Suddenly, awareness about the need for
advance care planning increased within both
healthcare and society, facilitating these conversa-
tions [18,21]. Palliative care services increased their
provision of advance care planning as well as pro-
viding advice to others on how to conduct advance
care planning [20]. Advance care planning was made
part of regular clinical care at referral to palliative
care services as well as a standard topic during
multidisciplinary meetings. Technology was used
to facilitate recording of COVID-19 specific advance
care planning discussions [20]. This also showed the
need for training clinicians across all specialties in
primary palliative care skills, such as communica-
tion and advance care planning [18]. For example,
tamily physicians and practice nurses further devel-
oped their role in advance care planning. They
encouraged their patients to think about advance
care planning, provided information that became
easier as knowledge concerning COVID-19 increased,
and provided advice concerning advance care plan-
ning, including in patients they would have not
identified before as being in need of advance care
planning [21]. Tools are now available to support
clinicians with limited experience in palliative care
in performing advance care planning conversations,
such as the GOOD framework which consists of four
steps: Goals (determine goals and values); Options
(determine and describe options); Opinions (elicit
patient preferences regarding options, communicate
clinician perspective and arrive at shared decision);
and Documentation (document outcome of deci-
sion-making and reasoning behind decisions) [30].
Collaboration between teams and services further
facilitated advance care planning.

Tools were developed for healthcare professio-
nals to improve communication whilst wearing per-
sonal protection equipment, such as flashcards [31].
Teams also found ways to communicate with fami-
lies in the absence of in person visits, like daily
updates after rounds, support calls by social workers
or chaplains, and video visits to update family and
help the family see the patient [15]. Key elements of
remote communication skills have been published
and include appropriate set-up and conduct of the
meeting (for example, a quiet environment, main-
taining eye contact), preparing the participants for
this way of communication, avoiding prolonged
silence as well as overtalking, responding to emo-
tions and closing the visit [32]. A guide for compas-
sionate phone communication with loved ones was
developed to facilitate daily phone updates [33™].
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Bereaved family reported how helpful these regular
proactive phone calls are [24]. Moreover, they
reported that despite all challenges their loved
one received compassionate care and died in the
right place [24]. Later on, teams developed a proto-
col to allow safe visits of family members, whereas at
the same time providing support to these family
members [15]. Teams were creative in offering edu-
cation in palliative care, such as educational videos,
individual education, and bedside mentoring [15].

Guidance has also been offered to clinicians to
offer spiritual care. To facilitate clinicians to become a
‘spiritual care generalist’, COVID-19 related questions
were added to the FICA tool. The FICA tool consists of
four model components (Faith, Importance or Influ-
ence, Community, Address), each with related assess-
ment questions to facilitate talking about spiritual
needs. It can be used in any setting [11"].

Finally, recommendations were provided to
enhance self-care for healthcare providers, such
as: being able to take breaks and disconnect from
COVID-19; prepare and inform; adequate supervi-
sion and peer support [13*"]. Teams were organizing
taking care of their team members. They for example
arranged scheduling time to reflect and debrief,
virtual meditation sessions, or virtual group reflec-
tions led by a psychologist [15].

CONCLUSION

Palliative care has an important role in this pan-
demic and is facing great demands. Palliative care
services worldwide have rapidly developed their
services in response and found opportunities to
support patients, their families and healthcare pro-
viders, for example by integration of palliative care
with other departments or services, and the develop-
ments of tools and education for nonpalliative care
clinicians. Increased multidisciplinary collabora-
tion, integrated palliative care and education across
all specialties in primary palliative care skills are
needed to be able to face future demands of such
a pandemic [18]. Finally, intervention studies are
needed to enable evidence-based recommendations
for providing optimal palliative care in COVID-19.
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