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Abstract

Background: During infectious epidemics, healthcare workers are required to deliver traditional care while facing new pressures.
Time and resource restrictions, a focus on saving lives and new safety measures can lead to traditional aspects of care delivery being
neglected.

Aim: Identify barriers to delivering end-of-life care, describe attempts to deliver care during the COVID-19 pandemic, and understand
the impact this had on staff.

Design: A rapid appraisal was conducted incorporating a rapid review of policies from the United Kingdom, semi-structured
telephone interviews with healthcare workers, and a review of mass print media news stories and social media posts describing
healthcare worker’s experiences of delivering care during the pandemic. Data were coded and analysed using framework
analysis.

Setting/Participants: From a larger ongoing study, 22 interviews which mentioned death or caring for patients at end-of-life, eight
government and National Health Service policies affecting end-of-life care delivery, eight international news media stories and 3440
publicly available social media posts were identified. The social media analysis centred around 274 original tweets with the highest
reach, engagement and relevance. Incorporating multiple workstreams provided a broad perspective of end-of-life care during the
COVID-19 pandemic in the United Kingdom.

Results: Three themes were developed: (1) restrictions to traditional care, (2) striving for new forms of care and (3) establishing
identity and resilience.

Conclusions: The COVID-19 pandemic prohibited the delivery of traditional care as practical barriers restricted human connections.
Staff prioritised communication and comfort orientated tasks to re-establish compassion at end-of-life and displayed resilience by
adjusting their goals.
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What is already known about the topic?

In emergency medical situations the delivery of traditional care can be disrupted by work pressures and infection pre-
vention measures.

With the death toll rising worldwide, we do not know what impact the COVID-19 outbreak is having on the delivery of
end-of-life care.

What this paper adds?

We added to the knowledge base of end-of-life care delivery during infectious epidemics by highlighting how increased
work pressure, changing policy, reduced patient interaction and use of PPE make delivering end-of-life care challenging
for healthcare workers.

We have shown that healthcare workers struggled to connect with patients due to increased work pressures and limited
opportunities for human interaction.

We now understand how changes to end-of-life care impact healthcare workers and how they respond by attempting to
reintroduce human connection and compassion at the end-of-life.

Implications for practice, theory or policy

Designated teams and processes for communication should be established early as addressing patient loneliness and
isolation was a priority for staff.
Policies on care delivery in epidemic circumstances should support healthcare workers forming human connections with
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patients and retain the fundamentals of palliative care.

Introduction

A main tenet of palliative care is providing a ‘good death’
for patients. This is enabled by appropriate symptom
management, discussions with patients about their
wishes, and the provision of emotional and spiritual sup-
port.! This holistic approach to care requires healthcare
workers to interact and connect with their patients, how-
ever when staff and resources are stretched by epidemics,
building connection with patients can be neglected.?

During the SARS-CoV-1 outbreak in Singapore, infec-
tion prevention measures such as personal protective
equipment and patient isolation created feelings of dis-
connect between healthcare workers, patients and their
families.3 Reduced staff and resources led to similar con-
sequences during the Ebola outbreak in West Africa.*>
Traditional care delivery can also be impacted when a
focus on saving the greatest number overshadows the
management of those at the end-of-life.®

Healthcare workers can be empowered by delivering
care which enhance patient wellbeing while also provid-
ing clinical treatment,” but they risk moral distress, unre-
solved grief and burnout when compassion and human
connections are absent.?

As COVID-19 spread, healthcare systems worldwide
were forced to adapt.? Patient visiting restrictions were
implemented to avoid further infection,113 however
these policies often led to distraught family members and
instances of staff comforting patients in their final
moments.14-16 Attempts to mitigate these effects were
made through the introduction of video communication

to enable goodbyes, however reports suggest these new
approaches cannot always be achieved and may be too
distressing for families.17.18

The need for empathetic human interaction between
healthcare workers and patients remains essential during
pandemics.?® As the number of deaths continues to rise,
we need to explore healthcare workers’ experiences to
understand how they respond to challenges and work to
maintain quality end-of-life care during the COVID-19
pandemic.

Methods

Research questions

(1) How do healthcare workers’ perceive end-of-life
care during the COVID-19 pandemic? and what
barriers do healthcare workers face in delivering
end-of-life care?

(2) In which ways do healthcare workers attempt to
deliver quality care and provide a good death in
emergency circumstances?

(3) How do changes in the provision of traditional
end-of-life care affect staff?

Design: Data were collected as part of a wider rapid
appraisal of healthcare delivery during the COVID-19 pan-
demic.2° A rapid appraisal is a qualitative approach which
uses iterative data collection and analysis, to triangulate
multiple data sources to understand a situation.?!
Telephone interviews, a UK policy review, and an analysis of
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social and mass media (outlined in Table 1), were con-
ducted simultaneously and the data collectively analysed to
understand the perspectives and experiences of healthcare
workers in the UK. These multiple forms of data collection
allow us to consider; how policy influences healthcare
workers’ experience of care delivery, how policy changes
and additional pressures affect healthcare workers’
thoughts/emotions and whether our findings are reflective
of the wider national and international perspective.

Setting: The study began during wave 1 of the pan-
demic in the UK, where access to NHS sites and staff was
limited. Due to the high level of activity in large teaching
hospitals, three were targeted for initial recruitment.
Recruitment also included healthcare workers from other
settings who were redeployed to large teaching hospitals
during the first wave of the pandemic. This data are
reported in separate analyses, as we analysed the early
data with the aim of reporting findings in a timely
mannetr.

Population: This analysis focuses on data relating to
care at end of life, which includes caring for patients who
are dying and their families, and work related to planning/
preparing for death. For the purpose of this analysis, a
healthcare worker was defined as any clinical member of
staff who delivered this form of care during the COVID-19
pandemic.

Sampling: Staff were purposively sampled to achieve
broad coverage of professional roles and levels of experi-
ence (sampling strategy outlined in Supplemental
Appendix S1). The sample included staff who were work-
ing within their usual role and those who had been rede-
ployed. At the time of analysis, 100 interviews had been
conducted with healthcare workers from a range of speci-
alities. Members of the research team indicated which
interviews addressed the topic of caring for patients at
end of life or managing practical and emotional issues
relating death, as this was not experienced by all partici-
pants. These transcripts were read by LM to determine
whether the content related to end-of-life care and would
therefore be relevant for inclusion. This process was cross-
checked by members of the research team. All interviews
identified as containing content relating to end-of-life
care at the time of analysis were included. This formed a
sample of 22 interviews. An additional six interviews were
conducted with palliative care professionals to gain spe-
cialist knowledge and to compare the experiences of dif-
ferent professional roles.

Recruitment: Clinical leads approached staff to inform
them of the study and gather verbal consent to be con-
tacted by the research team. Researchers contacted par-
ticipants through email and provided the participant
information sheet. Informed written consent was given by
participants via email and this was confirmed verbally
before the interview. Participants had the ability to

withdraw consent at any time. The researcher then
arranged a telephone interview at a convenient time via
email.

Data collection

Telephone interviews. In-depth telephone interviews
were carried out with healthcare workers from four UK
hospitals between 19 March 2020 and 1 July 2020. Inter-
views were conducted by researchers from the Rapid
Research and Appraisal Lab. Interviewers included PhD
and Masters students, post-doctoral researchers, univer-
sity lecturers and senior research fellows. The semi-struc-
tured topic guide (Supplemental Appendix S1) focused on
staff experiences and their perceptions of COVID-19 and
healthcare delivery. Questions addressing palliative and
end-of-life care were added part-way through the inter-
view process to explore this topic in greater depth. By
conducting analysis concurrently to data collection, it
became apparent that experiences of delivering care at
end of life were of great importance to staff as it was fre-
quently discussed unprompted in interviews. Addition-
ally, with the growing number of deaths, the research
team acknowledged the benefit of exploring staff experi-
ences and forms of care delivery relating to end of life at
this time. Interviews were audio recorded and transcribed
verbatim, with key comments documented in notes.

UK policy review. A rapid review of UK policies relating to
healthcare delivery during the COVID-19 pandemic was
conducted. Following a framework for rapid evidence syn-
thesis,?2 policies were gathered using a search strategy
(Supplemental Appendix S2) on multiple databases and
websites of health bodies. Policies were screened and
included if they were (1) published between 1 December
2019 and 1 July 2020, (2) aimed at healthcare delivery, (3)
related to COVID-19 and (4) impacted end-of-life care
(e.g. specifically mentions care at end of life or palliative
care, or a general policy which would impact all forms of
care delivery such as PPE). The identified policies were
cross checked within the research team.

Mass and social media analysis. A LexisNexis database
search (see Supplemental Appendix S2) and a hand search
of relevant newspapers and magazines were conducted
for articles published between 1 November 2019 and 8
June 2020. Article titles, then full texts were screened.
Articles relating to healthcare workers experiences of
delivering care at end of life were selected and key infor-
mation extracted.

Social media data were gathered using keyword
searches (see Supplemental Appendix S2) on Twitter,
Reddit, Facebook (public groups), Instagram (public
accounts) and YouTube from 1 December 2019 to 31 May
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Table 1. Rapid qualitative appraisal design.2°

Data source

Method of data collection

Sample

Method of data analysis

Policy review

Media analysis

Healthcare
worker
interviews

Policies were selected from
legislation.gov.uk, gov.uk,
NHS England, NHS Scotland
and Public Health England

databases and health bodies.

Mass media: review of
newspaper articles obtained
from LexisNexis and a hand
search.

Social media: data were
selected using the software
Meltwater and sorted into
pre-established categories.

In-depth, semi-structured
telephone interviews with
a purposive sample of staff
from four UK hospitals.

From a total sample of 62, policies
published between 1 December 2019
and 1 July 2020, 8 would impact the
delivery of end-of-life care so were
included in analysis.

Eight international newspaper articles,
published between 1 November

2019 and 8 June 2020, contained
content relating to healthcare workers
experiences of end-of-life care and
death during COVID-19.

3440 social media posts related to end-
of-life care and death were gathered
from Twitter between 1 December 2019
and 31 May 2020. The conversation
centered around 274 original tweets.
From the wider study sample of 100
interviews, 22 contained content related
to end-of-life care or death and were
included in analysis. Six additional
interviews were conducted with
palliative specialists from the same sites

Data were extracted into
excel and cross-checked by a

second researcher who created

a conceptual framework to
categorise the policies.

Data extracted onto a Research

Electronic Data Capture
(REDCap) form and analysed
using framework analysis

Researchers coded selected
posts independently.

Rapid assessment procedure
sheets were used to synthesise
findings on an ongoing basis
and aid familiarisation.
Selected transcripts analysed
using framework analysis.

to provide specialist knowledge.

2020. Posts were coded into pre-defined categories and
duplicates removed.

Data Analysis: A realist ontological and a critical-realist
epistemological position was taken as healthcare workers
described their reality, yet these experiences are shaped
by their position within it.22 Framework analysis was con-
ducted following the methodology of Gale et al.?* Rapid
Assessment Procedure sheets?® were used for familiarisa-
tion, then a secondary analysis was conducted on the
interviews transcripts which mentioned care at end of life.
A sample of five interviews were coded, and the codes
grouped to form a coding frame which was applied to the
remaining transcripts. After coding, the data was entered
into a framework analysis matrix. Each data source (inter-
view, news article, or policy) was entered into a separate
row and referred to as a ‘case’.?* When reading down the
columns, all cases within the same code could be com-
pared to identify patterns. New columns were added to
the matrix when new ideas were developed. Triangulation
occurred as the separate data sources were compared
and the similarities identified. Codes and the correspond-
ing data were grouped together to produced overarching
themes. Themes were discussed by the research team
(LM, AD, CB and CV) and altered until it was agreed they
reflected the core components of the dataset (Figure 1).
Member checking processes were implemented where
emerging findings were shared with study participants.
Semantic discourse and topic analysis were used to under-
stand the most frequently used and weighted keywords or

viral hashtags, and to prioritise themes of discussion and
clusters of topics, focusing on the UK.

Ethical Issues: Ethical approval was granted by the
Health Research Authority in the UK (IRAS: 282069; Date:
2 April 2020) and by the hospitals where the study took
place. All researchers received NHS Digital and Health
Education England training on data security awareness.
Interviews were conducted via telephone and were
recorded with participants’ consent. Recordings were
transcribed verbatim with personal identifiers removed
and stored on a secure server. Data analysis included
generic categories (e.g. general role instead of job title)
which avoided participants being identified through inter-
view quotes.

Results

Twenty-eight interviews with healthcare workers were
included in analysis (Table 2). Four UK policies related
directly to end-of-life care were identified,2>2¢ and an
additional four policies were included which impacted
care delivery.2?>-32 The media search identified eight inter-
national news articles33%0 and 3440 English language
tweets, with the social media conversation focused on
274 original tweets. Three overarching themes were
developed: (1) restriction to traditional care, (2) striving
for new forms of care and (3) establishing identity and
resilience. Additional data extracts are presented in
Supplemental Appendix S3.
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Data Collection

UK policy
review

Mass & social
media analysis

Telephone
interviews

N

/

Framework Analysis

Theme 1: Restrictions

Theme 2: Striving for

Theme 3: Establishing identity

to traditional care new forms of care & resilience
Communication Developing
IrI\(creased Absent h;i,lman for patients Pers?nal acts Cha_l(ljlengtes to | Lew roles &
work pressures | connections & family of care identity resilience

Figure 1. Analysis process with theme and sub-theme structure.

Table 2. Interview participant characteristics.

39.23 years (7.67)
Unknown =2

Age: mean (SD)

Gender: female n (%) 22 (78.57)
Time qualified: mean (SD) 13.90 years (8.94)
Time qualified: range 1-37 years

Unknown =2
Sector (%)

Secondary and tertiary care 27 (96.43)
Community services 1(3.57)
Speciality
Anaesthesia* 8
Palliative care** 6
Intensive care 4
Infectious diseases and respiratory 3
Accident and emergency 2
Oncology 2
Admissions 1
Paediatrics 1
Elderly medicine 1
Professional role
Dietician 1
Pharmacist 1
Nurse 14
Registrar 2
Consultant 8
Trainee 1
Unknown 1
Redeployed: n (%) 11 (39.29)

*Across different specialities; four in theatre/surgery, two in acute
medicine, two in intensive care.

**Ppalliative specialists included a hospital consultant, a community
consultant, senior registrar, clinical nurse specialist, nurse team lead
and a member of the educating team.

Theme 1: Restrictions to traditional care

Healthcare workers held strong beliefs about what con-
stitutes quality end-of-life care and a good death. The

introduction of policies which restricted visitors until
imminent death,?”:31 placed patients in single rooms?>2°
or called for staff and family to wear PPE,25-27:2%-31 meant
that traditional care ideals could not be met. Staff per-
ceptions of end of life became widely negative; ‘This is
horrible, it’s away from the family, the family cannot hug
them, cannot be with them’ (Anaesthetist, Intensive
Care Unit (ICU)). Dying alone was an unacceptable out-
come reflected in policy, social and mass media
posts.?>33735 The principles of dignified and holistic care
were emphasised in policy?>?7.2832 yet changes in care
delivery led some staff to feel they were ‘not providing
the best possible care’ (Consultant, Paediatrics) to
patients.3?

Increased work pressures. Dramatic increases in work-
load were caused by rising patient numbers, reduced staff
and additional work managing new settings or redeployed
staff. These pressures stopped the delivery of ideal care
because ‘it physically wasn’t possible to talk to the rela-
tives and provide them reassurance and comfort, and yet
that’s all you really want to do, but it was either a choice
of talking to them or answering the alarm’ (Nurse, Critical
Care). Mirrored in both interviews and mass media
reports,3* the increased workload led staff to prioritise
clinical care tasks over family support and make difficult
decisions between monitoring patients or comforting
those at end of life.

Absent human connections. A palliative clinician described
how by building a relationship they would ‘begin under-
standing what their needs are, what their wishes are and
you can put a plan in place to meet them’ (Consultant,
Palliative Care). During the pandemic however interac-
tion was limited as patients deteriorated rapidly and
were often sedated, which made forming connections
difficult. Healthcare workers perceived care as ‘sort of
functional’ (Consultant, Diagnostics and Treatment Unit)
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due to the lack of interaction. Aspects of care, like emo-
tional support, then became ‘a struggle .. .because
somehow you feel distanced’ (Sister, Accident and Emer-
gency (A and E)). Staff felt ‘the normal closeness and
kindness is diluted’ (Sister, A and E) by personal protec-
tive equipment as small talk, smiles and physical touch
were blocked. Their ability to connect with patients was
also impacted by visiting restrictions, as staff previously
learnt about their patients by witnessing family visits and
hearing their views.

Theme 2: Striving for new forms of care

Communication for patients and family. COVID-19 was
perceived as a ‘lonely disease’ (Anaesthetist, ICU) so
healthcare workers prioritised communication. Family
updates were initially difficult to arrange but staff ‘found
their feet’ (Nurse, Infectious Diseases) when systems
were put in place, such as the introduction of family liai-
son teams. Policies encouraged connecting patients with
family through phone and video calls.?>27 Mass media sto-
ries and Tweets described how technology was used to
enable goodbyes.343? Facilitating these calls became a pri-
ority for many healthcare workers as ‘there are still peo-
ple who can’t have the visitors side of things and that
communication is kind of second’ (Consultant, Elderly
Medicine). These calls compensated for the visiting
restrictions and helped healthcare workers see their
patients as individuals again. Frustration arose when calls
were not consistently prioritised and patients missed out
on saying goodbye: ‘we could have got him on a phone
when he was able to talk, but as it was it was too late’
(Consultant, Elderly Medicine). Lack of clarity around who
was responsible for facilitating these calls may have con-
tributed to these delays.

Personal acts of care. Healthcare workers wanted to
address patient distress by offering ‘whatever human
comforts you can provide’ (Anaesthetist, Acute Care).
They performed personal acts of compassion such as
greeting the patient from outside the room so ‘they can
just see you briefly’ (Nurse, Palliative Care) before don-
ning the mask, or trying to ‘touch them and say “its ok”
even if they are sedated’ (Nurse, ICU). Others described
efforts to talk with patients and ‘make them laugh or
smile’ (Nurse, Infection Control). To minimise family dis-
tress nurses tried to ‘make sure the patient looks nicer’
(Nurse, ICU) before videocalls. Healthcare workers also
took on the role of comforting patients at end of life when
family could not be present. This was perceived as vitally
important with actions taken to ensure they ‘never
allowed anyone to die alone. . . we were always in there
with them’ (Nurse, Infection Control). Media reports mir-
rored these stories describing how staff held hands with
scared patients in place of their family.34-37

Theme 3: Establishing identity and resilience

Challenges to identity. Healthcare workers had a strong
sense of professional identity and struggled when care
did not align with their perceptions of success and stand-
ards of care. Staff in intensive care described how they
‘can feel defeated when everything you’ve done doesn’t
work and the patient continues to get sicker’ (Anaesthe-
tist, ICU). Nurses struggled with the changes to care deliv-
ery ‘as a gut feeling, as a nurse, you didn’t feel it was right
what you were doing’ (Nurse, Palliative Care). Palliative
specialists who would do anything to enable a good death
and perceived themselves as ‘rule breakers’ (Nurse, Palli-
ative Care) were now required to enforce policies which
contradicted their care beliefs. Also reflected in news arti-
cles were feelings of helplessness3840 from the ‘unpredict-
able’ (Nurse, Infectious Diseases) nature of the iliness and
working outside their ‘comfort zone’ (Sister, A and E).
Staff from all specialities were distressed witnessing how
traditional end-of-life care was ‘just taken away from the
patients as well and the relative’ (Nurse, ICU). In news
reports healthcare workers described seeing patients die
without their family as ‘killing all of us inside’3? and the
end of life was labelled as ‘inhumane’ on social media.

Developing new roles and resilience. Some healthcare
workers found satisfaction in striving to provide compas-
sionate care. A consultant described collaborating with the
Hatzalah (a Jewish emergency medical service) to meet a
family’s wishes for a patient to die at home. Despite not
succeeding the consultant found the work ‘very satisfying’
(Senior Registrar, Palliative Care) as the family was grateful
for their effort. Prioritising tasks which were meaningful to
patients and their families helped staff accept difficult situ-
ations as ‘what ended up being a comfort for me was that
actually they [the family] were okay with that’ (Nurse, Pal-
liative Care). Redeployed staff who lacked specialist skills
‘took ownership’ (Nurse, ICU) of care tasks such as comfort,
mouth care, patient appearance and video calls.3436:37.39 On
social media, healthcare workers shared learning resources
to improve end-of-life care delivery nation-wide. Some staff
began to see themselves as an ‘extended family member’
(Nurse, Infection Control) and would advocate for patients
in place of their family. They were motivated to provide
care as ‘if this was my mum, what would | want them to
do. . .we are going to look after them like they are our own’
(Nurse, Infection Control). Adjusting their role and striving
to deliver new forms of care appeared to empower staff
and offset some of the distress they faced.

Discussion

Main findings

During the COVID-19 outbreak, policies and infection pre-
vention measures limited healthcare workers’ ability to
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provide traditional end-of-life care. Reduced opportunity
for interaction made it difficult to connect with patients,
and staff felt pressure to prioritise clinical tasks. To address
this loss of connection, healthcare workers focused on
improving communication for patients and family. They
also demonstrated personal acts of care by engaging in
small talk, offering reassuring touch and improving patient
appearance. Most importantly, staff comforted patients at
end of life when family could not be present. Ensuring no
one died alone was perceived as the duty of healthcare
workers and an essential part of a good death. The
changes in care appeared to affect healthcare workers’
sense of identity as it contradicted their beliefs around
quality care. Despite initial difficulties, staff adjusted their
goals to focus on tasks considered most important to
patients and their families, potentially developing staff
resilience. While the loss of traditional elements of care
were distressing for staff, actively engaging in new forms
of human connection and care could be empowering.

Strength and weaknesses

To our knowledge, this is the first qualitative study to
explore how healthcare workers have responded to
changes in end-of-life care during the COVID-19 pan-
demic. This work contributes to the literature on care
delivery in pandemic circumstances. The prospective
study design helped increase the validity of the findings,
as compassion at end of life was raised unprompted by
healthcare workers in a large sample of interviews and
was a highly discussed topic in the mass and social media
analysis. The design also allowed for healthcare workers’
experiences to be captured during the first wave of the
pandemic in the UK and contribute to future response
efforts.

A potential weakness is the transferability of the find-
ings. Our sample contained a greater proportion of nurses
which may have influenced the findings. It is likely how-
ever that nurses dealt with the greatest proportion of end-
of-life care involving direct patient contact, as palliative
care doctors took on the advisory role. Including nurse’s
experiences was essential. Most of our participants were
from large, London-based hospitals as the research team
had greater access and support recruiting at these sites. As
data collection occurred during wave 1 of the pandemic,
access to NHS sites and staff was restricted. Additionally
ethnicity data was not routinely collected at the beginning
of the study. The experiences and perceptions of health-
care workers of all ethnicities and across the UK may not
have been captured in our data. For example, the availabil-
ity of PPE was not an issue for our participants, however,
reports of limited resources were made elsewhere in the
UK.4=%4 To capture a wider range of experiences, we
included descriptions from UK and international media
and cross-UK social media accounts to verify our findings.
Lastly, the use of telephone interviews raises a potential

bias, as interviewers may have missed non-verbal cues or
felt less able to explore sensitive topics. However, given
the circumstances, telephone interviews remained an
appropriate method for capturing rich descriptions of
healthcare workers’ experiences.

What this study adds

In previous emergency situations, traditional care has
been restricted by infection prevention measures,
increased workload, and limited resources.2® We have
shown that during the COVID-19 outbreak in the UK,
healthcare workers faced similar difficulties which led to
drastic changes in care provision. While these changes
were difficult for patients and families, the impact on
healthcare workers had not been previously explored.

Healthcare worker’s felt that patient care was impacted
by their inability to form relationships with patients.
Patients were less able to communicate their needs and
healthcare workers struggled to relieve their suffering.
This in turn risked destabilising their professional identity
and caused distress. Warnings of compassion fatigue and
burnout are frequent in pandemic situations, as health-
care workers can adopt the trauma and stress of those
they care for.#>% Research suggests that witnessing
patient suffering and feeling unable to prevent it can have
lasting psychological effects.*” Stories of healthcare work-
ers’ frustration and grief at care delivery have been
reported worldwide throughout the pandemic.* Our par-
ticipants indicated that caring for patients at the end of
life in place of their families took an emotional toll.

However, our study also suggests that healthcare work-
ers were empowered by engaging in new forms of care.
Human and empathetic interactions have been encour-
aged as a way to alleviate patient distress in pandemics.
Davies and Hayes!® recommend engaging with patients
through general ‘chit-chat’ and using non-verbal methods
such as ‘thumbs up’ gestures and touch (when safe).
These human elements were personally instigated by
healthcare workers to re-establish human connection and
improve the quality of care. Healthcare workers indicated
that engaging in these individual behaviours and feeling
supported by official processes, helped improve feelings
of self-efficacy and appeared to enable them to develop
resilience.

While UK policies stated that holistic and compassion-
ate end-of-life care was a priority, the guidance did not
address how healthcare workers should establish mean-
ingful connections with patients. Policy provided sub-
stantial guidance on managing the symptoms of COVID-19
and palliative care staff noted that this was not difficult.
However while the practical aspects of care remained
manageable for staff, the holistic components were lack-
ing. Recommendations should be made on how to over-
come infection prevention barriers, such as safely
showing your face prior to donning PPE, engaging in
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conversation and using physical touch when appropriate.
Renzi et al.*8 emphasised the importance of small com-
passionate gestures to patients isolated by COVID-19,
such as offering reassurance to patients or providing time
and listening.

UK guidance encouraged the use of technology to
connect patients and their families*? yet staff frequently
reported difficulties facilitating these calls due to a lack
of clarity in responsibility, technical issues and varying
priority between individuals and wards. Updating and
supporting families over the phone was also a challenge.
In future outbreaks, teams responsible for facilitating
daily communication between patients and families
should be established early. Redeployed staff who lack
specialist skills could take ownership of this and may
build resilience by developing a clear role and support-
ing tasks valued by patients. Designated teams such as
family liaison officers have been used to provide daily
compassionate updates to family, removing the burden
from ward staff and ensuring that human care is not
neglected.>°

Future research should explore patient and family
experiences of care during the COVID-19 pandemic.
Healthcare workers in our study were distressed by the
quality of care delivered and worried about the impact it
was having on patients. Understanding their experiences
will ensure that future guidance can focus on encouraging
the most effective and beneficial elements of care to con-
tinue. The use of validated scales to assess aspects of self-
efficacy and staff distress may be beneficial. Additionally,
investigation into the impact on compassion in care may
also be warranted.

Acknowledgements

The work was conducted as part of the Rapid Research
Evaluation and Appraisal Lab (RREAL) at University College
London. We would like to acknowledge the support provided by
Kirsi Sumray, Georgina Singleton, Aron Syversen, Elysse Bautista
Gonzalez, Harrison Fillmore Anna Badley and Lily Jay Andrews.

Authorship

CVP designed the study; FR, SM, SV and HR contributed to the
media analysis; LM, KH, AD, CVP, LMa, SLJ and CB contributed to
the telephone interviews; SLJ and LMa contributed to the policy
review; LM led the drafting of the manuscript but all authors
contributed to the writing and approved the final version prior
to submission.

Data management and sharing

All data relevant to the study are included in the article or
uploaded as supplementary information.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) disclosed receipt of the following financial support
for the research, authorship, and/or publication of this article:
LM’s post was supported by the Economic and Social Research
Council and Marie Curie Cancer Care [grant number: ES/
P000592/1].

Research ethics and patient consent

Full ethical approval was granted by the Health Research
Authority (HRA) in the UK (IRAS: 282069) and the R&D offices of
the hospitals where the study took place. Written consent was
requested from all study participants.

ORCID iDs

Lucy Mitchinson https://orcid.org/0000-0003-3648-2913

Sasha Lewis-Jackson https://orcid.org/0000-0001-6141-9399

Supplemental material

Supplemental material for this article is available online.

References

1. World Health Organisation. WHO definition of palliative
care, https://www.who.int/cancer/palliative/definition/
en/ (2021, accessed 5 September 2020).

2. Pattison N. End-of-life decisions and care in the midst of
a global coronavirus (COVID-19) pandemic. Intensive Crit
Care Nurs 2020; 58: 102862.

3. LeonglY, Lee AO, Ng TW, et al. The challenge of providing
holistic care in a viral epidemic: opportunities for palliative
care. Palliat Med 2004; 18(1): 12—-18.

4. Battista MC, Loignon C, Benhadj L, et al. Priorities, barri-
ers, and facilitators towards international guidelines for
the delivery of supportive clinical care during an Ebola out-
break: a cross-sectional survey. Viruses 2019; 11(2): 194.

5. Fowler RA, Fletcher T, Fischer WA, et al. Caring for critically
ill patients with Ebola virus disease. Perspectives from West
Africa. Am J Respir Crit Care Med 2014; 190(7): 733-737.

6. Arya A, Buchman S, Gagnon B, et al. Pandemic palliative
care: beyond ventilators and saving lives. CMAJ 2020;
192(15): E400-E404.

7. Mills J. Mindfulness, self-compassion and compassion
science in mental health nursing: commentary on Ruiz-
Fernandez et al. (2019). Mindfulness therapies on health
professionals. Int J Ment Health Nurs 2019; 29(3): 531-532.

8. Wallace CL, Wladkowski SP, Gibson A, et al. Grief during
the COVID-19 pandemic: considerations for palliative care
providers. J Pain Symptom Manage 2020; 60(1): e70—e76.

9. Vergano M, Bertolini G, Giannini A, et al. Clinical ethics rec-
ommendations for the allocation of intensive care treat-
ments in exceptional, resource-limited circumstances: the
Italian perspective during the COVID-19 epidemic. Crit Care
2020; 24(165): 3

10. Zhang Y. Strengthening the power of nurses in combating
COVID-19. J Nurs Manag Epub ahead of print 7 April 2020.
DOI: 10.1111/jonm.13023.

11. McElvaney OJ, McEvoy NL, McElvaney OF, et al. Charac-
terization of the inflammatory response to severe COVID-19
iliness. Am J Respir Crit Care Med 2020; 202(6): 812—-821.


https://orcid.org/0000-0003-3648-2913
https://orcid.org/0000-0001-6141-9399
https://www.who.int/cancer/palliative/definition/en/
https://www.who.int/cancer/palliative/definition/en/

860 Palliative Medicine 35(5)
12. Liu YA, Hsu YC, Lin MH, et al. Hospital visiting policies in 27. NHS England. Clinical guide for the management of pal-
the time of coronavirus disease 2019: a nationwide website liative care in hospital during the coronavirus pandemic:
survey in Taiwan. J Chin Med Assoc 2020; 83(6): 566—570. Keeping the care in healthcare - version 2 [internet]. NHS

13. Public Health Agency of Canada. Infection prevention England, https://www.nice.org.uk/Media/Default/About/
and control for COVID-19: interim guidance for long term COVID-19/Specialty-guides/palliative-care-in-hospital-spe-
care homes, https://www.canada.ca/en/public-health/ cialty-guide.pdf (2020, accessed 23 September 2020).
services/diseases/2019-novel-coronavirus-infection/ 28. NHSEngland. Clinical guidelines for children and young people
prevent-control-covid-19-long-term-care-homes.html#a5 with palliative care needs in all care settings during the COVID
(2020, accessed 8 October 2020). 19 pandemic [internet]. NHS England, https://www.england.

14. Wakam GK, Montgomery JR, Biesterveld BE, et al. Not nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/08/
dying alone—modern compassionate care in the Covid-19 C0249_Clinical_guidelines_for_children_and_young_
pandemic. N Engl J Med 2020; 382(24): e88. people_with_palliative_care_needs_amended_12_

15. Hafner K. ‘A heart-wrenching thing’: hospital bans on visits August_2020.pdf (2020, accessed 23 September 2020).
devastate families, https://www.nytimes.com/2020/03/29/ 29. Department of Health and Social Care. COVID-19: infection
health/coronavirus-hospital-visit-ban.html (2020, accessed prevention and control guidance [internet]. Government of
22 September 2020). the United Kingdom, https://www.gov.uk/government/pub-

16. Roberts C. Palliative care during the covid-19 pandemic: lications/wuhan-novel-coronavirus-infection-prevention-
reflections from a junior doctor. BMJ Opin. Weblog. and-control#history (2020, accessed 23 September 2020).
[Online], https://blogs.bmj.com/bmj/2020/08/07/pallia- 30. Department of Health and Social Care. COVID-19: Personal
tive-care-during-the-covid-19-pandemic-reflections-from- Protective Equipment (PPE) Plan [internet]. Government
a-junior-doctor/ (2020, accessed 23 September 2020). of the United Kingdom, https://www.gov.uk/government/

17. Ripoll S, Moores K and Tulloch O. Key considerations: dying, publications/coronavirus-covid-19-personal-protective-
bereavement and mortuary and funerary practices in the equipment-ppe-plan/covid-19-personal-protective-equip-
context of COVID-19. Report, SSHAP, April 2020. ment-ppe-plan (2020, accessed 23 September 2020).

18. Fusi-Schmidhauser T, Preston NJ, Keller N, et al. 31. Department of Health and Social Care. Face masks and
Conservative management of Covid-19 patients—emer- coverings to be worn by all NHS hospital staff and visitors
gency palliative care in action. J Pain Symptom Manage [press release], https://www.gov.uk/government/news/
2020; 60(1): e27—e30. face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-

19. Davies A and Hayes J. Palliative care in the context of a staff-and-visitors#:~:text=others%20from%20coronavirus-
pandemic: similar but different. Clin Med 2020; 20(3): ,Face%20masks%20and%20coverings%20t0%20be%20
274-277. worn%20by%20all%20NHS,face%20coverings%20at%20

20. Vindrola-Padros C, Chisnall G, Cooper S, et al. Carrying all%20times (2020, accessed 23 September 2020).
out rapid qualitative research during a pandemic: emerg- 32. Department of Health and Social Care. What the coro-
ing lessons from COVID-19. Qual Health Res 2020; 30(14): navirus bill will do [internet]. Government of the United
2192-2204. Kingdom, https://www.gov.uk/government/publications/

21. Beebe J. Basic concepts and techniques of rapid appraisal. coronavirus-bill-what-it-will-do/what-the-coronavirus-bill-
Hum Organ 1995; 54(1): 42-51. will-do (2020, accessed 23 September 2020).

22. Tricco AC, Langlois E and Straus SE. Rapid reviews to 33. Associated Press. ‘We are collapsing’: coronavirus pum-
strengthen health policy and systems: a practical guide. mels medics in Spain and ltaly; Protective equipment and
Geneva: World Health Organization, 2017. tests have been in severely short supply for weeks. Tampa

23. Fletcher AJ. Applying critical realism in qualitative research: Bay Times, 25 March 2020.
methodology meets method. Int J Soc Res Methodol 2017; 34. McCaffrey J. We try to save every we ensure they’re not
20(2): 181-194. patient. If we can’t in pain & not alone; CORONAVIRUS

24. Gale NK, Heath G, Cameron E, et al. Using the framework CRISIS: NHS’ INTENSIVE CARE HEROESC4 documentary
method for the analysis of qualitative data in multi-dis- shows dedication and agony of staff at virus sharp end.
ciplinary health research. BMC Med Res Method 2013; Daily Mirror, 6 May 2020, pp.8-9.

13(1): 117. 35. Thompson J. The Covid-19 pandemic is showing just how

25. NHS England. Clinical guide for supporting compassion- much our NHS is truly valued’; the Mail launches campaign
ate visiting arrangements for those receiving care at the to support NHS staff on the frontline. Hull Daily Mail, 5 May
end of life [internet]. NHS England, https://www.eolc. 2020, pp.4-5.
co.uk/uploads/C0393-Clinical-guide-for-supporting- 36. Macnamara F. Bradford junior doctor on the frontline car-
compassionate-visiting-arrangements-for-those-receiving- ing for dying Covid-19 patients. Bradford Telegraph and
care-at-the-end-of-life-13-May-2020.pdf (2020, accessed Argus, 18 May 2020.

23 September 2020). 37. Kenealy E. It can be tough. . .but I’'m glad I’'m there to bring

26. NHS Scotland. End of life care guidance when a person is comfort to patients who don’t have any relatives; Student
imminently dying from COVID-19 lung disease [internet]. nurses tell what it’s like to be on the virus frontline. Paisley
NHS Scotland, https://www.palliativecareguidelines.scot. Daily Express, 18 May 2020, p.9.
nhs.uk/guidelines/symptom-control/end-of-life-care- 38. Richardson J. NHS FEELING FAB ‘We wash our hands 100

guidance-when-a-person-is-imminently-dying-from-covid-
19-lung-disease.aspx (2020, accessed 23 September 2020).

times a day - so these beauty treats make us feel that peo-
ple care’, The Sun, 17 May 2020.


https://www.canada.ca/en/public-health/services/diseases/2019-novel-coronavirus-infection/prevent-control-covid-19-long-term-care-homes.html#a5
https://www.canada.ca/en/public-health/services/diseases/2019-novel-coronavirus-infection/prevent-control-covid-19-long-term-care-homes.html#a5
https://www.canada.ca/en/public-health/services/diseases/2019-novel-coronavirus-infection/prevent-control-covid-19-long-term-care-homes.html#a5
https://www.nytimes.com/2020/03/29/health/coronavirus-hospital-visit-ban.html
https://www.nytimes.com/2020/03/29/health/coronavirus-hospital-visit-ban.html
https://www.palliativecareguidelines.scot.nhs.uk/guidelines/symptom-control/end-of-life-care-guidance-when-a-person-is-imminently-dying-from-covid-19-lung-disease.aspx
https://www.palliativecareguidelines.scot.nhs.uk/guidelines/symptom-control/end-of-life-care-guidance-when-a-person-is-imminently-dying-from-covid-19-lung-disease.aspx
https://www.palliativecareguidelines.scot.nhs.uk/guidelines/symptom-control/end-of-life-care-guidance-when-a-person-is-imminently-dying-from-covid-19-lung-disease.aspx
https://www.palliativecareguidelines.scot.nhs.uk/guidelines/symptom-control/end-of-life-care-guidance-when-a-person-is-imminently-dying-from-covid-19-lung-disease.aspx
https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/08/C0249_Clinical_guidelines_for_children_and_young_people_with_palliative_care_needs_amended_12_August_2020.pdf
https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/08/C0249_Clinical_guidelines_for_children_and_young_people_with_palliative_care_needs_amended_12_August_2020.pdf
https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/08/C0249_Clinical_guidelines_for_children_and_young_people_with_palliative_care_needs_amended_12_August_2020.pdf
https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/08/C0249_Clinical_guidelines_for_children_and_young_people_with_palliative_care_needs_amended_12_August_2020.pdf
https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/08/C0249_Clinical_guidelines_for_children_and_young_people_with_palliative_care_needs_amended_12_August_2020.pdf
https://www.gov.uk/government/publications/wuhan-novel-coronavirus-infection-prevention-and-control#history
https://www.gov.uk/government/publications/wuhan-novel-coronavirus-infection-prevention-and-control#history
https://www.gov.uk/government/publications/wuhan-novel-coronavirus-infection-prevention-and-control#history
https://www.gov.uk/government/publications/coronavirus-covid-19-personal-protective-equipment-ppe-plan/covid-19-personal-protective-equipment-ppe-plan
https://www.gov.uk/government/publications/coronavirus-covid-19-personal-protective-equipment-ppe-plan/covid-19-personal-protective-equipment-ppe-plan
https://www.gov.uk/government/publications/coronavirus-covid-19-personal-protective-equipment-ppe-plan/covid-19-personal-protective-equipment-ppe-plan
https://www.gov.uk/government/publications/coronavirus-covid-19-personal-protective-equipment-ppe-plan/covid-19-personal-protective-equipment-ppe-plan
https://www.gov.uk/government/news/face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-staff-and-visitors#:~:text=others%20from%20coronavirus-,Face%20masks%20and%20coverings%20to%20be%20worn%20by%20all%20NHS,face%20coverings%20at%20all%20times
https://www.gov.uk/government/news/face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-staff-and-visitors#:~:text=others%20from%20coronavirus-,Face%20masks%20and%20coverings%20to%20be%20worn%20by%20all%20NHS,face%20coverings%20at%20all%20times
https://www.gov.uk/government/news/face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-staff-and-visitors#:~:text=others%20from%20coronavirus-,Face%20masks%20and%20coverings%20to%20be%20worn%20by%20all%20NHS,face%20coverings%20at%20all%20times
https://www.gov.uk/government/news/face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-staff-and-visitors#:~:text=others%20from%20coronavirus-,Face%20masks%20and%20coverings%20to%20be%20worn%20by%20all%20NHS,face%20coverings%20at%20all%20times
https://www.gov.uk/government/news/face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-staff-and-visitors#:~:text=others%20from%20coronavirus-,Face%20masks%20and%20coverings%20to%20be%20worn%20by%20all%20NHS,face%20coverings%20at%20all%20times
https://www.gov.uk/government/news/face-masks-and-coverings-to-be-worn-by-all-nhs-hospital-staff-and-visitors#:~:text=others%20from%20coronavirus-,Face%20masks%20and%20coverings%20to%20be%20worn%20by%20all%20NHS,face%20coverings%20at%20all%20times
https://www.gov.uk/government/publications/coronavirus-bill-what-it-will-do/what-the-coronavirus-bill-will-do
https://www.gov.uk/government/publications/coronavirus-bill-what-it-will-do/what-the-coronavirus-bill-will-do
https://www.gov.uk/government/publications/coronavirus-bill-what-it-will-do/what-the-coronavirus-bill-will-do

Mitchinson et al.

861

39.

40.

41.

42.

43.

Campbell D. One doctor’s story: ‘we don’t have the masks,
goggles - or the staff’; A senior consultant at a leading
hospital for respiratory conditions such as pneumonia
and cystic fibrosis talks to the Observer. The Observer, 15
March 2020.

Fang F. Exclusive Wuhan diary they told us it wasn’t conta-
gious; Trapped in the city at the centre of the coronavirus
outbreak, the writer Fang Fang began an influential blog
about the reality of Wuhan'’s predicament. In this extract,
she describes her anger over attempts to put a positive
spin on the authorities’ failure to contain the crisis. The
Sunday Times, 17 May 2020, p.21.

BBC News. Sue Ryder hospice charity ‘will run out of PPE
within days’, https://www.bbc.co.uk/news/uk-england-suf-
folk-52331034 (2020, accessed 6 September 2020).

British Medical Association. Doctors still without adequate
supplies of PPE, major BMA survey finds, https://www.
bma.org.uk/bma-media-centre/doctors-still-without-
adequate-supplies-of-ppe-major-bma-survey-finds (2020,
accessed 6 September 2020).

Chaillet M and Sullivan D. 3 ways rural hospitals can secure
PPE amid the nationwide shortage, https://www.advisory.
com/daily-briefing/2020/05/19/rural-hospitals-ppe (2020,
accessed 6 September 2020).

44.

45.

46.

47.

48.

49.

50.

BBC News. Birmingham care staff face running out of PPE
‘in two weeks’, https://www.bbc.co.uk/news/uk-england-
birmingham-52311539 (2020, accessed 6 September 2020).
Alharbi J, Jackson D and Usher K. The potential for COVID-
19 to contribute to compassion fatigue in critical care
nurses. J Clin Nurs 2020; 29(15-16): 2762-2764.

Nouvet E, Sivaram M, Bezanson K, et al. Palliative care
in humanitarian crises: a review of the literature. J Int
Humanit Action 2018; 3(1): 5.

Alharbi J, Jackson D and Usher K. Compassion fatigue in
critical care nurses. An integrative review of the literature.
Saudi Med J 2019; 40(11): 1087-1097.

Renzi S, Fallanca F, Zangrillo A, et al. Caring with compas-
sion during COVID-19. Palliat Support Care 2020; 18(4):
403-404.

Phua J, Weng L, Ling L, et al. Intensive care management of
coronavirus disease 2019 (COVID-19): challenges and rec-
ommendations. Lancet Respir Med 2020; 8: 506-517.
Royal Papworth Hospital NHS. Family liaison team pro-
vides valuable service to patients and their families dur-
ing COVID-19, https://royalpapworth.nhs.uk/our-hospital/
latest-news/family-liaison-team-provides-valuable-service-
patients-and-their-families-during-covid-19 (2020, accessed
6 September 2020).


https://www.bbc.co.uk/news/uk-england-suffolk-52331034
https://www.bbc.co.uk/news/uk-england-suffolk-52331034
https://www.bma.org.uk/bma-media-centre/doctors-still-without-adequate-supplies-of-ppe-major-bma-survey-finds
https://www.bma.org.uk/bma-media-centre/doctors-still-without-adequate-supplies-of-ppe-major-bma-survey-finds
https://www.bma.org.uk/bma-media-centre/doctors-still-without-adequate-supplies-of-ppe-major-bma-survey-finds
https://www.advisory.com/daily-briefing/2020/05/19/rural-hospitals-ppe
https://www.advisory.com/daily-briefing/2020/05/19/rural-hospitals-ppe
https://www.bbc.co.uk/news/uk-england-birmingham-52311539
https://www.bbc.co.uk/news/uk-england-birmingham-52311539
https://royalpapworth.nhs.uk/our-hospital/latest-news/family-liaison-team-provides-valuable-service-patients-and-their-families-during-covid-19
https://royalpapworth.nhs.uk/our-hospital/latest-news/family-liaison-team-provides-valuable-service-patients-and-their-families-during-covid-19
https://royalpapworth.nhs.uk/our-hospital/latest-news/family-liaison-team-provides-valuable-service-patients-and-their-families-during-covid-19

