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What you need to know

® Many patients with severe covid-19 experience
distressing symptoms, including breathlessness and
agitation. Palliation of suffering is an important part
of care irrespective of prognosis

Patients with severe covid-19 may deteriorate rapidly.
It is therefore useful to have a strategy in place for
managing deterioration and potential death (forthose
not suitable for escalation to intensive care), which
runs alongside the acute medical management plan

® C(learand timely communication with the patient (if
they are able) and their carers is essential. Conveying
hope that treatments will help needs to be sensitively
balanced with explicit acknowledgement that patients
are sick enough to die

“To cure sometimes, to relieve often, and to comfort
always.”

variously attributed to William Osler, Edward Trudeau, and
Hippocrates

On 12 March 2020 covid-19 was declared a pandemic
by the World Health Organisation. Approximately
one in five people with covid-19 aged over 8o require
hospitalisation.” An observational study of 20 133
people with covid-19 requiring hospitalisation in the
UK found that 26% died, 41% were discharged alive,
while 34% remained inpatients at the time of
reporting.? The case fatality rate varies worldwide,
with the risk of death higher among people who are
older, male, multimorbid, of black, Asian, and
minority ethnicity, and from areas of higher
deprivation.? >

Palliative care is commonly misunderstood as only
being relevant for people who are dying. However,
the relief of suffering, through provision of holistic
and compassionate care, is an essential component
of care for all patients with life threatening illness.
This article outlines the palliative approach to the
management of patients with severe covid-19 in
hospital and community settings, focusing on the
management of distressing symptoms, planning
ahead, communicating with patients and their
families, and grief and bereavement. The clinical
triage of critically ill patients with severe covid-19 (to
determine those most likely to benefit from escalation
to high dependency or intensive care) is outside of
the scope of this article.

Symptoms in patients with severe covid-19

Symptoms can escalate rapidly among patients with
severe covid-19. An early case series from Wuhan in
China of hospital presentations found that the median
time from first symptom to breathlessness was five
days, and to acute respiratory distress syndrome
(ARDS) was eight days.® A report of 6801 patients
who died with covid-19 in Italy found that the median
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time from onset of symptoms to hospitalisation was
five days, and from onset of symptoms to death was
nine days.’ Therefore, an anticipatory approach to
symptom management for people with severe
covid-19 is key.®

Among decedents and survivors with covid-19,
breathlessness, cough, and fatigue are the most
common symptoms.® A case series of 101 patients
with severe covid-19 who were referred to three
hospital palliative care teams in London, UK, found
breathlessness and agitation were the most common
symptoms, alongside drowsiness and delirium.'®

How can breathlessness in severe covid-19
be managed?

Opioids

The mainstay of pharmacological management of
severe breathlessness is opioids, with morphine being
the opioid of choice in the absence of renal
impairment.'* *? Opioids should be considered in
patients who are severely breathless at rest or on
minimal exertion. If the patient is able to take oral
medication, immediate release oral morphine can be
used (such as 2.5 mg every 4 hours). If the patient is
unable to swallow or is drowsy or unconscious
morphine can be given parenterally to relieve
breathlessness. If the patient remains breathless
despite the use of opioids, involvement of a palliative
care team should be considered.

The use of continuous parenteral infusions can be
useful to ensure a consistent background dose of
opioid and enable titration according to symptom
severity. An early case series of 101 hospitalised
patients with covid-19 who were referred to palliative
care found that opioids were usually effective for
palliation of breathlessness, with a median dose of
10 mg (range 5-30 mg) subcutaneous morphine over
24 hours.'® A retrospective audit of 36 hospitalised
patients with covid-19 who died outside critical care
found that 26 of them had a subcutaneous infusion
at the time of death, and the total mean opioid dose
(subcutaneous morphine equivalent) during the final
24 hours was 16 mg."3

In people with severe covid-19, who may deteriorate
rapidly, there should be a low threshold for the use
of parenteral infusions so that patients do not die
before their symptoms can be controlled. Continuous
parenteral infusions have the advantage of reducing
the requirement for frequent “as needed” doses. Some
symptomatic patients with severe breathlessness will
still require “as needed” doses, and these should
remain available to the patient to support symptom
management. Use of an alternative opioid, such as
fentanyl or alfentanil, should be considered in people
with significant renal impairment, taking care to
achieve equianalgesic starting doses.
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Non-pharmacological management of breathlessness includes staff
having a calm and reassuring manner and using cool wipes on the
face, ensuring these are safely disposed of after each use. The use
of a handheld fan is not recommended in covid-19 because of the
theoretical risk of increasing droplet spread. While use of the prone
position can improve mortality among people with severe covid-19
related ARDS, 4 there are no published data on the effectiveness of
proning for palliation. In one study of patients with covid-19 and
hypoxaemic respiratory failure who were managed outside of
intensive care, 63% were able to tolerate proning for more than
three hours, although the benefit was unclear.’ Patients who are
able to adopt the prone position themselves should be encouraged
to try it for relief of breathlessness.

What about oxygen therapy?

Oxygen therapy may help relieve breathlessness in severe
hypoxaemia, and many patients with severe covid-19 in hospital
will be prescribed oxygen. A recent rapid review found no evidence
to support the use of oxygen for breathlessness among people with
covid-19 in the absence of hypoxaemia.'® For patients dying from
covid-19, the priority is to treat the symptom of breathlessness rather
than oxygen saturation levels. The simplest way to assess for severity
of breathlessness is to ask the patient if they are feeling breathless
while at rest and observe for signs of increased work of breathing
(inability to complete sentences, use of accessory muscles, and
raised respiratory rate). It should be noted that some patients with
hypoxaemia have minimal breathlessness. In dying patients, if
symptoms are well managed, oxygen therapy may be titrated down
while carefully monitoring symptoms. There should be an
individualised approach, and some patients who are hypoxic may
gain symptomatic benefit from oxygen therapy. If so, nasal cannulae
may be more comfortable than a face mask. For people dying while
still receiving non-invasive ventilation support, specialist advice
should be sought.

How can agitation and anxiety be managed in severe
covid-19?

Agitation and anxiety are common among people with severe
covid-19 and are managed with a combination of pharmacological
and non-pharmacological treatments. For people with severe
agitation, especially those who may be approaching the end of life,
benzodiazepines can be given, alone or in combination with opioids
if needed.'” As with opioids, titration of the dose of benzodiazepine
may be needed to achieve good symptom relief. If there is an element
of delirium (such as disorientation to time, place, or person)
contributing to agitation or anxiety, an antipsychotic such as
haloperidol may be needed instead of or in addition to
benzodiazepines.

Patients with severe covid-19 may experience anxiety and agitation
due to a combination of physically distressing symptoms, isolation
and separation from loved ones, and the challenges of being cared
for by professionals dressed in personal protective equipment (PPE).
Distress may be compounded by anxiety concerning the diagnosis
and fear that they may die. It is important to acknowledge and
address these factors individually. Innovations to alleviate distress
include the use of video calls with families, and healthcare
professionals writing their own names or pinning photos of their
faces onto their PPE to humanise themselves when interacting with
patients.'® If a patient with severe covid-19 expresses a fear of dying:
(a) reassure them that they are receiving treatments that aim to
support their bodies to recover from the effects of the virus, but be
honest that there is still a worry they are very unwell and could die;
(b) reassure them that treatments are available to ensure that they

are comfortable; and (c) ask them what is important to them right
now and if there is anyone they would like you to speak to about
their situation.

Specific factors to consider in community settings

For patients who prefer to be cared for in a community setting (in
their own home or a care home) rather than be admitted to hospital,
practical challenges include access to PPE and oxygen, and the
availability of trained healthcare professionals to administer
medication parenterally if needed. In the UK, guidance is available
to support community services'® and carers®° of patients with
covid-19.

For patients who are unable to take medication orally, parenteral
medication is usually administered by community nursing staff. In
circumstances where professionals are not available, family
members may be trained to administer medicines. While still
uncommon in the UK, this is common practice in other settings,
such as in rural Australia.?

Preparing an urgent care plan in case of deterioration
and death

Covid-19 can progress rapidly, and severely affected patients are
likely to lose their capacity to make decisions. The rapidity with
which patients can deteriorate means that for many it is appropriate
to have a holistic “urgent care plan” in place in the event of acute
deterioration. This should run alongside the acute medical
management plan and encompass anticipatory medication for
symptom management as well as recognition of the patient’s wishes
and preferences (see box 1).?> To make a plan consistent with a
patient’s wishes, it is crucial to have a discussion with them as early
as possible, even as early as when they first present to hospital or
are seen in the community setting with likely covid-19. If the patient
no longer has capacity to make their thoughts and wishes known,
healthcare professionals should explore previously expressed
preferences from those who know them well, to inform decision
making in their best interests.

Box 1: Key areas to explore when developing holistic urgent care plans
for patients at risk of severe covid-19

® Find out if the patient has ever expressed or formally documented
preferences for managing a life threatening condition. This includes
whether they have legally appointed a surrogate decision-maker or
created a legally binding document specifying treatment preferences
(such as an advance decision to refuse treatment)

® Explain the medical treatment escalation plan, including whether

cardiopulmonary resuscitation, respiratory support, and other organ

support in intensive care are medically appropriate

Explain that, alongside the treatment escalation plan, there will be a

planin place for symptom management to ensure the patient’s comfort

whatever the outcome may be

® Ask: “Knowing what you know now of your situation, is there anything
else important to you at this time?”

® Ask: “Who should we contactin the event thatyou are unwell?” Ensure
that their contact details are recorded clearly

What is the best way to communicate with patients and
families?

It is important to communicate with patients and relatives using
clear language and in a timely manner, if needed several times a

day, taking into account the urgency of conveying important updates
if the patient is deteriorating.
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Communication is more challenging during the covid-19 pandemic
as health professionals will be speaking to patients under PPE,
which muffles voices and obscures non-verbal cues; this can be
compounded if patients are supported by loud equipment such as
a continuous positive airway pressure machines or high flow oxygen.
Difficulty communicating can become more pronounced with
patients who are delirious or who have hearing or sight impairment.

Communication with relatives during the covid-19 pandemic is
likely to be by phone or video call. Emerging evidence supports use
of video consultations with patients and family members as an
effective, accessible, and acceptable method of communication.?425
Communicating via video can enhance the “therapeutic presence”
of the healthcare professional compared with a phone call.2®

Communication is also challenging for people with covid-19 because
the outcome is uncertain. Rapid deterioration for some patients
means that health professionals may not have time to form a
relationship with the patient and their families before conveying
bad news. Balancing hopes and fears requires a combination of
honesty and compassion. Hope-worry statements, which balance
hope that the patient will recover with expression of worry that they
may not, can be useful (box 2). The phrase “sick enough to die” has
been suggested as a way of conveying the possibility that a patient
may deteriorate and die while acknowledging uncertainty.” Honest
conversations delivered well provide patients and families with the
choice to use that information, should they wish, to organise what
is important in their lives and to perhaps say what they need to say
in the event that they do not recover.

Box 2: Phrases that might be helpful when communicating with patients
with severe covid-19 and their families and friends

® Hope-worry statements—“We are doing all we can. We hope you/your
relative will start to respond, but | am worried you/they may continue
to deteriorate in spite of our best medical treatments.”

® Sick enough to die—“I’m afraid there has been a sudden/ongoing
deterioration, and you are/your relative is now sick enough to die.”

® Advance care planning—*“We are hoping for the best, but it would be
wise to start planning for the worst. Knowing the full picture now,
what is important to you/your loved ones at this time?”

® Comfort and reassurance—“We are doing all we can, and, whichever
path this takes, we will do our best to ensure you are/your relative is
comfortable.”

® Supportive or empathic statements—*“I’m so sorry that we’re talking
about your loved one by phone and not face-to-face.” “This must be
such a difficult thing to hear by phone.” “We are constantly checking
your loved one, and we will ensure they get what they need.”

Resources for patients and carers to help them understand what to
expect when they have severe covid-19 may be useful (for example,
the European Lung Foundation has produced information leaflets
for patients admitted to hospital with covid-19 (https://www.euro-
peanlung.org/en/news-and-events/news/covid-19-factsheets)).

Grief and bereavement

Grief is a natural human emotion in response to significant loss.
Deaths due to covid-19 may be associated with risk factors that can
lead to poor bereavement outcomes among relatives and distress
in frontline staff.?® During the covid-19 pandemic grief may be
significantly affected by other losses due to social distancing
restrictions, such as not being with a loved one as they are dying,
not being able to attend a funeral, and not being able to seek comfort
in the arms of wider friends and family while grieving.?® Additional
risk factors for poor bereavement outcomes and complicated grief
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in covid-19 include severe breathlessness, patient isolation, and
disruption to the relative’s social support networks.3° Ways to
mitigate these include:

e Proactive, sensitive, and regular communication with carers
alongside accurate information provision

e Enabling relatives to say goodbye in person where possible and
supporting virtual communication

e Provision of excellent palliation of symptoms
e Provision of emotional and spiritual support before death

e Signposting to bereavement support services and encouraging
relatives to access these in a timely fashion.

Looking after yourself and each other at work

The pandemic has been challenging for individuals and
communities all over the world.

It is entirely normal for healthcare professionals to have an
emotional reaction to their experiences at work, especially when
there has been an increase in deaths in their clinical areas, and this
may lead to anxiety for themselves and their colleagues. It is
important to acknowledge these feelings and encourage colleagues
to do the same. People may find applying strategies that have been
effective in the past to cope with challenging times to be helpful;
some will wish to seek additional help and guidance, which is
available from a range of resources, including employers and
primary care, chaplaincy and faith groups, and palliative care.

Additional education resources

® Association for Palliative Medicine, UK. COVID-19 and palliative, end
of life and bereavement care in secondary care. https://apmon-
line.org/wp-content/uploads/2020/04/COVID-19-and-Palliative-End-
of-Life-and-Bereavement-Care-20-April-2020-2.pdf

National Institute for Health and Care Excellence. COVID-19 rapid
guideline: managing symptoms (including at the end of life) in the
community (NICE guideline NG163). 2020.
https://www.nice.org.uk/guidance/ng163

E-Learning for Healthcare. Coronavirus (COVID-19) resources.
https://portal.e-Ifh.org.uk/Catalogue/Index?Hierar-
chyld=0_45016&programmeld=45016

- Includes resources for staff working in acute hospital setting,
critical care and primary care and community settings

Cicely Saunders Institute, King’s College London. COVID-19 resources.
https://www.kcl.ac.uk/cicelysaunders/resources/links

Information resources for patients

European Lung Foundation. COVID-19 hospital factsheets: Factsheets
for people hospitalised with COVID-19 and family/friends.
https://www.europeanlung.org/en/news-and-events/news/covid-
19-factsheets

British Psychological Society. Coping with death and grief during
Covid-19. https://www.bps.org.uk/coronavirus-resources/public/cop-
ing-death-and-grief

British Psychological Society. Talking to children about coronavirus.
https://www.bps.org.uk/coronavirus-resources/public/talking-chil-
dren-about-coronavirus

Hospice UK. Caring for your dying relative at home with COVID-19.
https://www.hospiceuk.org/docs/default-source/echo/covid-19-
echo/covid-19_care-at-home_guide_final.pdf?sfvrsn=4
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® Helix Centre. Coronavirus worst case scenario planning. Educational
video series: 6. How to have the conversation about the worst case
[with your patient]. https://conversation.helixcentre.com/

- One of a series of six videos by Justin Avery, GP and specialist in
palliative care

Sources and selection criteria

We searched PubMed using terms “palliative” and “COVID” to identify
published data on palliative care for people with severe covid-19, and
used our clinical experience of looking after people with severe covid-19
to supplement this.

How patients were involved in the creation of this article

The article was reviewed by members of the Patient and Public
Involvement group at the Cicely Saunders Institute of Palliative Care,
Policy and Rehabilitation, London. Changes were made on this feedback,
in particular to the urgent care plan and communication sections.
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