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Abstract

Background. Disease outbreaks and disasters can result in excess deaths and severe
disruption of usual end-of-life care processes. We aimed to: i) synthesise evidence
describing the experiences of health and social care staff providing end-of-life care during a
disease outbreak or humanitarian disaster, ii) understand the impact on their mental health
and wellbeing and, iii) identify means of support.

Methods. A systematic review with meta-synthesis was conducted including studies of
health and social care staff providing end-of-life care during disease outbreaks (Ebola,
COVID-19, SARs, MERs) or humanitarian disasters (2001-2020). MEDLINE (Ovid), Embase,
Psycinfo, Web of Science, and grey literature databases were searched systematically, with
forward and backward citation searching of included studies. Any research study designs, in
any care settings, were included. Study quality was assessed using an appraisal tool relevant
to each study design. Qualitative meta-synthesis was used to analyse the findings, which
were then reported narratively. PROSPERO registration: CRD42020181444.

Results. Nineteen studies were included, including 10 Ebola studies and two COVID-19
studies. The analysis generated two superordinate themes: individual experience and
organisational responsibilities. Individual experience comprised four themes: dignity in
death, positive experiences, negative experience and support for staff. Organisational
responsibilities comprised four themes: preparation, adaption, resources, and Personal
Protective Equipment (PPE).

Discussion. No studies quantitively measured the impact of providing end-of-life care on
staff mental health and wellbeing, however qualitative studies described experiences in

varied settings. Serious disease outbreaks and disasters can expose care staff to abnormally



high levels of mortality and suffering. Health and social care systems need to proactively
prepare for future events and enable peer support mechanisms that may help mitigate

experiences of psychological distress in humanitarian crises.

Keywords: End-of-life care, health care staff, social care staff, wellbeing, humanitarian

disaster, pandemic, mental health, COVID-19.



1.1 Introduction

By March 2021, over 123 million cases of COVID-19 were recorded globally, with over 2,700,000
confirmed deaths. The outbreak exposed health and social care staff to chronic stress,
uncertainty, and trauma (Greenberg et al., 2020). Many staff were redeployed to work in
intensive and emergency care, increasing risk to themselves alongside limited preparation and
rapidly changing protocols and polices (Dunn et al., 2020). Palliative and hospice care resources
were in strained as the demand for end-of-life care increased, as did the demand for resources,
including medicines, ventilators and end-of-life care trained staff (Arya et al., 2020; Kates et al.,

2021).

Providing compassionate, person-centred, high-quality end-of-life care is a priority for
healthcare staff. While health and social care staff will have had experience of end-of-life care
and death, the intensity, frequency and the circumstances of COVID-19 deaths, often without
families and with staff wearing full Personal Protective Equipment (PPE) was a likely source of
distress and trauma (Pattison, 2020). Staff without specialist training or experience in
emergency departments, intensive care or palliative and end-of-life care may have been more
vulnerable to the traumatic exposure. During COVID-19 staff were repeatedly exposed to
challenging circumstances in delivering end-of-life care including the practicalities of rapidly
upskilling non-specialists, discussing end-of-life care with relatives remotely, limiting the
number of visitors and patients dying alone (Tavabie and Ball, 2020). Many healthcare services
across the world were faced with unprecedented resource and staffing shortages, limited

access to essential testing and surveillance monitoring of outbreaks, distressing decisions, and



adaptions to end-of-life care processes in the face of COVID-19 (Berte, 2020; Kates et al., 2021).
Staff working directly with COVID-19 patients and involved in diagnosis, treatment and care
were at greater risk of symptoms of depression, anxiety, insomnia and distress (Lai et al., 2020).
Many staff also experienced symptoms of burnout (Gemine et al., 2021; Tan et al., 2020) and
have reported devastating impact of COVID-19 and social distancing on staff, patients and their

families (Kates et al., 2021).

All healthcare settings have been impacted by COVID-19, but care homes, residential homes
and nursing homes have seen the greatest increase in number of deaths and an estimated 40%
of deaths have occurred in care homes internationally (Comas-Herrera et al., 2020). Staff who
work in care homes have had a greater than usual exposure to death and dying and
experienced an increased level of responsibility around end-of-life care, undertaking work that
would usually be carried out by trained specialists (Martinsson et al., 2021). The work has been
emotionally demanding and emerging evidence from COVID-19 suggests that care home staff

have not had access to adequate support or training (Spacey et al., 2021).

Across settings, increased pressure has also enveloped managers and leaders, as they faced
pandemic pressures, uncertainty, rapidly changing policies and staff occupational fatigue and
burnout (Whelehan et al., 2021). Effective leadership is central to supporting staff morale,
managing workforce challenges, high stress and uncertain circumstances (Harrington, 2021).
During COVID-19, given the emotional demands that faced staff, including compassionate

leadership styles may have helped support staff mental wellbeing (Vogel and Flint, 2021; West



and Chowla, 2017). More broadly, organisational culture was also forced to shift to be rapidly
adaptable to change and collaboratively learning from other industries and humanitarian crises
literature and expertise (Whelehan et al., 2021). Management and leadership approaches and
organisational culture are important to the success and cohesion of health and social care

teams, particularly during periods of increased pressure.

Literature exists that describes the experience of healthcare staff working in disease outbreaks
and humanitarian disasters where they were exposed to high numbers of deaths. Research
from the SARS outbreak (2003) found that healthcare staff were at risk of burnout,
psychological distress and post-traumatic stress disorder (Maunder et al., 2006). Staff also
reported how infectious disease control procedures (e.g., PPE, isolation) disrupted
connectedness to patients and their families, alongside uncertainty in prognosis and preparing
patients and families for end-of-life care (Leong et al., 2004). In previous Ebola outbreaks there
have been significant healthcare staff infections and Ebola deaths disproportionately impacted
staff (Evans et al., 2015; McDiarmid and Crestani, 2019; World Health Organization (WHO),
2015). Staff in Ebola outbreaks have also reported stigmatisation, isolation, fear, stress and
trauma from experiencing colleagues die (Hewlett and Hewlett, 2005a; Raven et al., 2018).
Moreover, relief workers deployed to humanitarian crises (including healthcare staff) are
exposed to personal trauma and experience secondary trauma through witnessing the trauma
of communities or colleagues, with Post Traumatic Stress Disorder (PTSD) estimates of 8% - 43%

(Connorton et al., 2012).



Previous pandemic literature and emerging COVID-19 evidence indicates the potential and
substantial mental health and wellbeing impact of the pandemic on health and social care staff.
The specific challenges, sensitive and emotive nature of end-of-life care during these
circumstances may additionally compound or increase the impact on staff. Synthesising
previous and emerging studies could enhance our understanding of how providing end-of-life
care may impact the mental health and wellbeing of staff, across health and social care settings.
Additionally, it could improve understanding of the effectiveness of organisational and
individual strategies to ameliorate those impacts on staff, managers and leaders and across
organisations, in high pressure, under-resourced, and uncertain periods such as pandemic

disease outbreaks or humanitarian disasters.

This review aimed to understand the impact of providing end-of-life care during a disease
outbreak or humanitarian disaster on the mental health and wellbeing of health and social care
staff, and to identify recommendations from staff for support, including practical and

psychological supports.

1.2 Methods

The method followed six stages: defining the research question (as described in the study aims)
and inclusion criteria, study selection, quality appraisal, extraction and presentation of data,
analysis of the data and presentation of the synthesis (Lachal et al., 2017). The published
protocol is available on PROSPERO (Registration ID: CRD42020181444). The review is reported

following PRISMA guidelines (Moher et al., 2009).



1.2.1 Search strategy and inclusion criteria

MEDLINE (Ovid), Embase, Psychinfo and, Web of Science were searched for studies related to
Ebola, COVID-19, SARs, MERs or humanitarian disasters, end-of-life care, health and social care
staff, and mental health and wellbeing. In this review, we define end-of-life care using the
National Institutes of Health definition:
“Care given to people who are near the end of life and have stopped treatment to cure
or control their disease. End-of-life care includes physical, emotional, social, and
spiritual support for patients and their families. The goal of end-of-life care is to control
pain and other symptoms so the patient can be as comfortable as possible. End-of-life
care may include palliative care, supportive care, and hospice care.” (National Cancer

Institute and National Institutes of Health, 2021)

The search strategy is provided in Supplemental File. We completed grey literature searches in
the Cochrane COVID-19 Study Register, PaLCHASE (Palliative Care in Humanitarian Aid
Situations and Emergencies Network), Social Care Online and Lit-COVID. Forward and backward
citation searching was completed on all included studies using Scopus (Relevo and Balshem,

2011).

We included studies of health and social care staff, disease outbreaks or humanitarian
disasters, and end-of-life care using any study design (systematic reviews, RCT, Clinically

Controlled Trial, feasibility, pilot, observational studies and, qualitative studies). Editorials,



general discussion papers, commentaries, letters, book chapters, single case studies and case
series, and non-English language studies were excluded. Search dates were restricted to
January 2001 — July 2020 to include recent outbreaks (e.g., 2003 SARS, 2012 MERS, and 2014-
2016 Ebola outbreak) and disasters (including the September 11th, 2001, terrorist attack). Two
reviewer’s dual-screened all identified titles and abstracts; BP screened all full-text papers,
second reviewers screened 30% of full-texts and all excluded full-text articles. Conflicts were

resolved by KS.

1.2.2 Quality assessment

The Johanna Briggs Institute Critical Appraisal Tool for Qualitative Studies (Lockwood et al.,
2015) was used to appraise the qualitative studies. The AACODS checklist (authority, accuracy,
coverage, objectivity, date, significance) was used to appraise grey literature (Tyndall, 2010).
The good practice in the conduct and reporting of survey research guidelines were used to
appraise survey studies (Kelley et al., 2003). The Johanna Briggs Institute Critical Appraisal Tool
for Systematic Reviews was used to appraise reviews (The Johanna Briggs Institute, 2017). The
quality of included studies is presented to provide a view of the integrity of the included

studies. Based on the quality appraisal, no study was excluded.

1.2.3 Data analysis

We used qualitative meta-synthesis methods to analyse and synthesise the studies identified in

this systematic review (Lachal et al., 2017). The analysis involved careful reading of the included



papers by the reviewers. BP extracted the study characteristics and data related to the three a
priori aims into a predetermined data extraction form: outbreak or disaster context, workforce,
setting, experience of providing end-of-life care, impact (using validated measures or
gualitatively described) on staff mental health and wellbeing, and staff-identified supports onto
a proforma. AZ checked the data extraction for accuracy and completeness. Thematic analysis
was used to inductively develop themes from the extracted data related to the review’s aims
from each paper (Thomas & Harden, 2008). Emerging themes were compared across papers
and reviewed and re-reviewed by the research team. The developed themes were inductively
translated into a framework of two superordinate themes. Finally, the synthesis was expressed

as an interpretation of the superordinate themes and sub-themes into a model.

1.3 Results

1.3.1 Study characteristics

We screened 4,892 titles and abstracts, assessed 316 full texts for eligibility and included 19
studies (Figure 1). Of the 19 included studies, 10 were studies of the Ebola outbreak (Andertun
et al., 2017; Gershon et al., 2016; Hewlett and Hewlett, 2005b; Langston et al., 2016; Locsin et
al., 2009; Locsin and Matua, 2002; McCormack and Bamforth, 2019; Nouvet et al., 2018; Raven
et al., 2018; Rubin et al., 2016), two were COVID-19 studies (Costantini et al., 2020; Gilissen et
al., 2020), one was a SARs study (Leong et al., 2004), three were humanitarian disaster studies
(Hunt, 2008; Matzo et al., 2009; Schneider et al., 2018), and three were studies of multiple
disease outbreaks (Englert et al., 2019; Etkind et al., 2020; Jaakkimainen et al., 2014) including a

rapid review of palliative care during pandemics (Etkind et al., 2020) (Table 1).



1.3.2 Quality appraisal

Generally, the risk of bias for the qualitative studies was low, however, studies rarely reported
their philosophical perspective, located the researcher culturally or theoretically and the
influence of the researcher was not addressed. In the included grey literature, reporting of
coverage, objectivity, and accuracy of the study was missing in Langston and colleagues’
abstract (Langston et al., 2016). There was a risk of bias associated with Etkind and colleagues
(Etkind et al., 2020) review as they did not include quality appraisal or assess the likelihood of

publication bias of the included studies (Table 2).

*INSERT FIGURE 1: PRISMA FLOW DIAGRAM ABOUT HERE: *

*INSERT TABLE 1 STUDY CHARACTERISTICS ABOUT HERE*

*INSERT TABLE 2 QUALITY APPRAISAL ABOUT HERE*

1.3.3 Results: thematic synthesis

Two superordinate themes were generated from the thematic analysis: individual experience
and organisational responsibilities. Individual experience comprised four sub-themes: dignity in
death, positive experiences, negative experiences and support for staff. Organisational
responsibilities comprised of four sub-themes: adaption, preparation, resources, and PPE (Table

3 and quotes from themes in Supplemental File).



1.3.3.1 Individual experience

Individual experience consisted of four sub-themes that reflected the experience of healthcare
staff providing end-of-life care during a pandemic or humanitarian disaster, the staff perception

of the patient experience in these circumstances, and mechanisms to enable and support staff.

No studies quantitatively measured staff mental health and wellbeing, but there were
qualitative descriptions of the negative and positive impact that providing end-of-life care had

on staff.

1.3.3.1.1 Dignity in death

Staff were exposed to high levels of mortality and described patients experiencing undignified
deaths and dying alone or with staff in full PPE (Andertun et al., 2017; Costantini et al., 2020;
Gershon et al., 2016; Locsin and Matua, 2002; Rubin et al., 2016). Staff reported scrambling for
time to share with dying persons to try and ensure they were not alone in their last moments

(McCormack and Bamforth, 2019, Gershon et al., 2016), as described:

“It’s one thing to die alone, and then it’s another thing to die in an environment where
it’s hot and dark, and there's plastic tarps and chlorine smell, and you’re on a cot as

people come in wearing these big suits and leaving. And to die that way after suffering
for days by yourself... | remember that very vividly.” (US Health Care Worker, voluntary

deployment in West Africa Ebola outbreak, Gershon et al., 2016)



During Ebola outbreaks, staff reported the constant reminder and exposure to death and
suffering (Andertun et al., 2017). In a COVID-19 staff survey, staff reported difficulty of
maintaining the humanity of palliative care and that, in some circumstances, COVID-19 patients
were dying in ICU without palliative care (Costantini et al., 2020). Healthcare staff were likely to
be the last person to speak with the patient before they died, therefore delivering
compassionate care and being there for them was very important to the staff (Locsin et al.,
2009; McCormack and Bamforth, 2019). In the SARs outbreak staff described a sense of
powerlessness, hopelessness, and frustration when faced with dying patients and families who
were not able to pay their last respects (Leong et al., 2004). During disease outbreaks, usual
end-of-life care processes were disturbed (Andertun et al., 2017; Gershon et al., 2016) and
usual cultural practices related to health and the role of the community and family in dying
matters were also affected (Hunt, 2008). An understanding of local beliefs around bereavement
processes was considered essential to developing care that resonated with local communities

(Hewlett and Hewlett, 2005b, Nouvet et al., 2018).

1.3.3.1.2 Negative experiences

Fear was a predominant emotional response reported when working in the Ebola and COVID-19
outbreak (Andertun et al., 2017; Costantini et al., 2020; Hewlett and Hewlett, 2005b; Locsin and
Matua, 2002; McCormack and Bamforth, 2019). Fear was associated with the psychological

threat of infection of themselves or the potential of infecting others at home or in their

10



communities (McCormack and Bamforth, 2019). There was also a reported sense of fear of
relatives or colleagues dying of Ebola virus disease (Locsin and Matua, 2002). Staff in the Ebola
outbreaks experienced stigmatisation from their relatives and communities (Englert et al.,
2019; Hewlett and Hewlett, 2005a), as described:
“I had this whole questioning of myself and my role in humanitarian response...and then
just the stigmatization following all of it... You know | kind of came to the fact that all of
this is dirty, and humanitarian response is going to have some of its dirtiness. Nothing is
as altruistic, clean and fair as you think it is. Everything is complicated and not everybody
is in it for the purpose of helping each other out.” (Healthcare volunteer, West Africa,

2014-2015 Ebola outbreak, Gershon et al., 2016)

1.3.3.1.3 Positive experiences (motivations)

Healthcare staff were dedicated to their patients (Locsin et al., 2009, Hewlett and Hewlett,
2005b; McCormack and Bamforth, 2019). Staff described positive motivation to help and a
sense of satisfaction in their work (Rubin et al., 2016). Several positive experiences resulting
from working during the Ebola outbreak were reported, including motivation, job satisfaction,
camaraderie, pride, privilege, respect and admiration (Andertun et al., 2017; Englert et al.,
2019; Langston et al., 2016; McCormack and Bamforth, 2019; Rubin et al., 2016). This is
exemplified by one health worker after working in an Ebola outbreak:

“I think, professionally it would be the highlight of my working career, | do not think |

would ever do anything as—as difficult, yet rewarding . . . it was unlike any other

11



environment . . . it tested your—your skills, your resilience... your adaptability . . . the
impact of what you were doing was quite apparent, and . . . it does feel like | did
something good.” (International Red Cross/Red Crescent health worker, 2014 Ebola

Outbreak, McCormack & Bamforth, 2019)

1.3.3.1.4 Support for staff

Team and peer support were important and support from managers or leaders helped staff feel
more confident (Raven et al., 2018). Staff used social media groups, religious practice and
contact with family as key supports (Rubin et al., 2016). Being able to communicate with their
relatives helped to ease their own and others’ fears (Andertun et al., 2017; Rubin et al., 2016).
Support to help staff transition back into their usual working roles after a period of deployment
was identified as important (Gershon et al., 2016). As described:

“Sometimes all you need is a phone-call home to make you feel better” (UK Public Health

or Non-Governmental Organisation Staff member deployed in West Africa 2014 Ebola

outbreak, Rubin et al., 2016)

1.3.3.2 Organisational responsibilities

Four themes comprised the superordinate theme of organisational responsibilities to enable
staff to provide end-of-life care and support their mental health and wellbeing during a

pandemic disease outbreak or humanitarian disaster.

12



1.3.3.2.1 Preparation

Preparatory training for staff and community health education were crucial. Training enabled
healthcare staff to understand pandemic disease care, triage and PPE protocols, and overcome
fear (Raven et al., 2018, Rubin et al., 2016). During outbreaks, training was desired for
education on viruses, containment procedures and techniques (Englert et al., 2019; Hewlett
and Hewlett, 2005a). Cultural competency training was important prior to deployment (for
international staff) (Gershon et al., 2016; Schneider et al., 2018). In humanitarian emergency
assistance, key training was requested about the means and indications for palliative care in
these contexts, including pain control guidelines (Schneider et al., 2018).

“I would have liked to know the indications for palliative care in this context, to have an

idea about the availability of means and possibilities, also at the referral centre. Which

indications in the context where | am sent to, are clearly palliative?” (Expatriate

humanitarian health worker, Paediatrician in Niger, Schneider et al., 2018)

Many national staff working in the Ebola outbreak were less experienced in using pain relief
(Nouvet et al., 2018; Schneider et al., 2018). In healthcare settings the inclusion of skills training
for non-specialist staff in communication, bereavement and psychological support were
identified as important in national and local pandemic planning where many casualties are

anticipated (Etkind et al., 2020; Matzo et al., 2009).

In addition to education for staff, health education for local communities about viruses and

disease containment strategies was helpful and supported staff in managing their roles and

13



community cohesion (Englert et al., 2019; Matzo et al., 2009). Community health education
about the virus helped to build trust in healthcare staff and the disease containment

procedures (Englert et al., 2019).

1.3.3.2.2 Adaption

Adapting and adhering to policies, protocols and guidelines and flexibility among health
systems to adapt and redeploy resources to where there is greatest demand, was important in
disease outbreaks and disaster planning (Costantini et al., 2020; Etkind et al., 2020; Locsin et al.,
2009; Matzo et al., 2009). At the start of COVID-19 outbreak in March 2020, guidance for end-
of-life care was missing, causing distressing circumstances:
“Guidance on care for people dying from COVID-19 is missing”, while one physician
noted “People with this infection are dying in ICU very badly, without any kind of
palliative care support”. (Physician in Hospice Care Setting, Italy, COVID-19. Constantini

etal., 2020).

To meet the demands of the Ebola and COVID-19 outbreaks, continuous reflection and
conscientious practice of PPE use, working as a team and guideline adherence was required
(Etkind et al., 2020; Locsin et al., 2009). During COVID-19 and SARs outbreaks, visitor policies,
procedures for care and visitation after death policies were adjusted (Costantini et al., 2020;
Etkind et al., 2020; Leong et al., 2004), and hospices banned or limited visitor numbers
(Costantini et al., 2020). During COVID-19, some hospices also provided daily telephone support

for families (Etkind et al., 2020). One study reviewed palliative care guidelines in nursing homes

14



considering COVID-19 and identified that although they had been adapted, many lacked

essential aspects of palliative care (Gilissen et al., 2020).

1.3.3.2.3 Resources

Limited equipment, supplies and resources affected the ability to provide end-of-life care
(Gershon et al., 2016; Jaakkimainen et al., 2014; Schneider et al., 2018). Staff witnessed patient
suffering due to drug (pain medication) and resource shortages (Gershon et al., 2016).
International staff working in humanitarian emergency assistance described frustration at
knowing how to reduce patient pain and suffering but not having the resources available to do
so (Schneider et al., 2018). At the start of the Ebola outbreak, staff reported a lack of necessary
equipment, supplies, laboratories, and PPE, and poor infection control practices (Raven et al.,
2018).

“You need to have the necessary equipment to fight. What has been the problem is that

even when there is this readiness of facing this battle, we have not been given the proper

equipment to fight. (Health Worker, Sierra Leone, Ebola Outbreak 2013-2015, Raven et

al., 2018)

Access to medical supplies, medications, equipment, laboratories, space and, supplies of
trusted PPE was identified as essential for management of events where there were expected

to be many casualties (e.g., terrorist attacks, pandemic disease outbreaks) (Andertun et al.,

15



2017; Englert et al., 2019; Etkind et al., 2020; Gershon et al., 2016; Hewlett and Hewlett, 20053;

Matzo et al., 2009; Raven et al., 2018; Rubin et al., 2016).

1.33.24 PPE

As well as being identified as an essential resource, PPE enabled staff to create meaningful
connection with patients who were dying. PPE provided a necessary protective barrier that
enabled staff to provide care to patients and wearing PPE, alongside strict disease containment
protocols, helped staff feel safe and protected (Andertun et al., 2017, Leong et al., 2004).
However, PPE created distance between the staff and dying patients, making staff
unrecognisable, and restricted the means of communication; eye contact and gestures became
central to communication (Andertun et al., 2017; Leong et al., 2004). As described by one
healthcare worker, PPE was a necessary protective barrier:

“Maybe the suit gave you limitations but maybe it protected you and your heart and

your head a little bit from all of that suffering.” (International Red Cross/Red Crescent

health worker, 2014 Ebola outbreak, McKormack et al., 2019).

*INSERT TABLE 3 RESULTS THEMES ABOUT HERE*

1.3.3.3 Model of the impact of providing end-of-life care during a pandemic disease outbreak or

humanitarian disaster

16



The two superordinate themes of individual experience and organisational responsibilities and
their comprising themes formed a model presented in Figure Two. The model encompasses
individual experience and organisational responsibilities in terms of barriers and enablers to
providing end-of-life care in challenging circumstances of uncertainty, such as those of a

pandemic disease outbreak.

The staff experience of fear, stigma and isolation were barriers to providing end-of-life care and
were associated with high levels of uncertainty around the disease, with negative impacts on
staff (Andertun et al., 2017; Costantini et al., 2020; Englert et al., 2019; Hewlett and Hewlett,
2005b; Locsin, 2002; McCormack and Bamforth, 2019). There were several organisational
responsibilities that enabled staff and reduced the sense of uncertainty, including access to
resources such as pain relief, PPE, and other essential equipment, adapting by changing
policies, protocols and guidelines, and providing preparatory training and health education
(Englert et al., 2019; Hewlett and Hewlett, 2005b; Gershon et al., 2016; Schneider et al., 2018).
Despite the high levels of uncertainty around the events, staff were motivated, and they
experienced support from their team, people in leadership roles, and communication with their

relatives helped (Andertun et al., 2017; Raven et al., 2018; Rubin et al., 2016).

The model depicts the dual opposing consequences of PPE being a barrier in positively
protecting staff whilst negatively creating a sense of distance from patients. PPE was both a
barrier and enabler to creating meaningful connections between staff and their patients in

disease outbreaks. In times of uncertainty PPE helped staff to feel safe. Whilst PPE was an

17



essential physical barrier between the staff and patients, it also enabled them to provide care

with a sense of security (Andertun et al., 2017; Leong et al., 2004).

*INSERT FIGURE 2 MODEL ABOUT HERE *

1.4 Discussion

This review of 19 studies identified two superordinate themes that contributed to the
understanding of the impact of providing end-of-life care during a pandemic or humanitarian
disaster on the mental health and wellbeing of health and social care staff: individual
experience and organisational responsibilities. During pandemics or humanitarian disasters,
there were intense and individualised experiences of the event. These included the perception
of the patient experience and the challenging circumstances in which staff strove to provide
compassionate and dignified end-of-life care. Staff experienced fear and stigma and were
exposed to high levels of mortality. Patients, their families, and staff were affected by severely
disrupted end-of-life experiences and processes. Social support for staff from relatives and

colleagues helped them feel supported and motivated.

Organisational responsibilities that enabled and supported staff in their roles included
preparation and adaption of procedures, policies and resources, training, and health education.
The review highlights adequate PPE as a crucial resource in reducing fear and enabling
connection to the patient, supporting end-of-life processes, and provision of compassionate

end-of-life care.
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Access to and use of PPE was integral for the safety and wellbeing of healthcare staff providing
end-of-life care and for the patient and family experience of care. As in previous outbreaks,
there were critical shortages of PPE supplies for staff working at the forefront of the COVID-19
outbreak (Igbal and Chaudhuri, 2020; Ranney et al., 2020; Royal College of Nursing, 2020;
Zhang et al., 2020). PPE was a necessity for staff to reduce the sense of fear from infection and
enabling compassionate end-of-life care for patients, although PPE did act as a barrier to usual

demonstrations of compassion.

None of the studies eligible for inclusion quantitively measured mental health and wellbeing of
health and social care staff providing end-of-life care. However, particularly during COVID-19,
staff mental health was highlighted internationally. Several studies reported that staff
experienced posttraumatic stress, psychological distress, sleep disturbances, symptoms of
anxiety, depression, and burnout (Kisely et al., 2020; Pappa et al., 2020; Zhang et al., 2020).
However, as in our review, staff in the COVID-19 pandemic also reported experiences of a
shared sense of duty, motivation, team camaraderie, and the prospect of posttraumatic growth
(Greenberg et al., 2020). Studies emerging from COVID-19 also identify staff motivation and
determination to provide dignified deaths to patients, including communicating with patients
using gestures or touch (when safe), using technology to connect patients with relatives, and
striving to ensure no one died alone (Franchini et al., 2021; Mitchinson et al., 2021). The long-
term repercussions of COVID-19 on staff mental health in the context of pressurised health

systems is not yet known. Future studies need to understand both the barriers and enablers to
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mental health and wellbeing of all staff across healthcare contexts to prepare for future events,

in addition to objectively measuring mental health and wellbeing impacts.

In the UK, around 30% of COVID-19 deaths have occurred in care homes (Office for National
Statistics, 2020). However, we found limited evidence from hospice, residential care or nursing
care homes in this review, with one study in a hospice setting (Costantini et al., 2020; Etkind et
al., 2020) and two based in nursing homes (Etkind et al., 2020; Gilissen et al., 2020). The lack of
evidence may occur due to the unprecedented nature of pandemic outbreaks affecting these
settings. However, these populations are often living with physical and mental comorbidities
and may be at greater risk of harm or mortality in instances of a disease outbreak or
humanitarian disaster (Matzo et al., 2009). Health and social care systems have been severely
affected by austerity measures, widening inequity in health and access to services (Marmot et
al., 2020). Staff have been confronted with underfunded, under-resourced and understaffed
working environments, and COVID-19 emphasised disparities in provision of health and social
care. People living in care, nursing or residential homes were deeply affected by policies and
decisions throughout COVID-19 regarding testing and hospital discharge. Both health and social
care staff require and deserve equal opportunity for support, preparation, and training
provided by their organisations. Future studies should seek to determine the experiences of
social care staff and end-of-life care during COVID-19 and identify appropriate support and

preparation mechanisms.
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Our review findings are largely based on previous events or outbreaks in varied health systems.
However, our findings clearly resonate with the experience of staff throughout the global
COVID-19 outbreak, reporting that factors associated with higher levels of burnout in staff are
modifiable, including training and PPE (Gemine et al., 2021; Tan et al., 2020). COVID-19 studies
also suggest the impact of re-deployment on staff burnout (Denning et al., 2021; Gemine et al.,
2021; Tan et al., 2020). Some healthcare staff included in studies in our review were voluntarily
re-deployed and the challenges of providing usual approaches to care in different contexts and
working in high-risk areas were identified. Many healthcare staff were redeployed during
COVID-19, including into high-risk areas (Dunn et al., 2020; Ezzat et al., 2021). Healthcare
systems across the world were pushed and strained; supporting staff during and after an
outbreak was essential. Future practice planning should consider what has been learned from
previous outbreaks and what can be learned from COVID-19 to ensure that support is

appropriate, timely and accessible, for all.

The onus of maintaining staff mental health and wellbeing lies not with the individual, rather, a
whole system approach is needed. Our review identified several individual and organisational
areas of need to enable staff, to support their mental health and wellbeing and to facilitate
delivery of quality end-of-life care for patients and their families. Many health care staff
demonstrated commitment and tenacity in the face of COVID-19. New teams were brought
together, staff were redeployed into different roles, facing new experiences and challenges. As
we found in our review, COVID-19 highlighted the importance of peer and team support

(Maben and Bridges, 2020). Schwartz Rounds have been used for some time in non-pandemic
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conditions in the UK and Ireland as a regular space for reflective practice into the emotional
impact of their roles and for reflection on ethical challenges (Flanagan et al., 2020). In periods
of crisis usual Schwartz Round approaches are not possible as staff need time for reflective
practice between the event(s) and sharing their story (Rose et al., 2002). However, Schwartz
Round approaches were adapted for COVID-19, with core features used in “Team Time”, virtual
formats, with smaller and existing teams, with careful selection of stories by experienced
facilitators (Groves, 2020). Adapted approaches to support staff require evaluation of effects,

feasibility, acceptability and relevant context-specific factors.

In response to the increased numbers of healthcare staff involved in end-of-life care during
COVID-19, useful resources have been developed to support staff with less experience in these
caring roles and under uncertain circumstances of COVID-19. The Royal College of Nursing, for
example, have created a module including essential information on end-of-life care and
additional information on individual staff self-care and wellbeing support (Royal College of
Nursing, 2021). This includes key priorities of end-of-life care, including recognising patients in
end-of-life care phase, communicating with key people, involving the dying person and their
relatives in end-of-life care, and support for the patient, their relatives, and for staff. Integrating
staff wellbeing into information provision about end-of-life care processes helps to recognise
the impact that this may have on staff, enabling them to seek support for themselves.
Although, it is also important to ensure that staff feel supported within their teams and by their

organisation.
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In the context of high levels of burnout and stress in pandemic disease healthcare settings,
effective leadership and a recognition of the human and relational role of managers are key
(Gibiino et al., 2020) In line with our findings, previous literature suggests this ought to include
developing a sense of belonging and value for staff, working collaboratively within teams,
recognising progress and celebrating moments of success, using technology to facilitate
communication (e.g., when staff isolated from their relatives to reduce risk of infection)
(Gibiino et al., 2020). Moreover, a manager can embody the value of maintaining time for self-
care and supporting their wellbeing, in doing so this is both supportive for the manager and can
set a precedent for staff (Gibiino et al., 2020; Markey et al., 2021). These principles are

important for managers during and in the recovery period of COVID-19.

Emergency preparedness policies should include minimum standards of support available for
staff exposed to traumatic circumstances, including pandemic disease outbreaks, humanitarian
disasters, and terrorist attacks. Research with humanitarian aid workers identified that
perceived organisational support and supervision and support within a team may alleviate the
experience of anxiety, depression, and distress (Aldamman et al., 2019; Lopes Cardozo et al.,
2012). Previous studies suggested psychosocial training in the workplace to educate staff
around mental health, to reduce stigma, and enabling staff to develop supportive peer
networks (Brooks et al., 2019). Research should evaluate the effectiveness of approaches
organisations take to support staff, such as through adapting policies and enabling peer support
during COVID-19 to develop the evidence base to inform emergency preparedness

interventions and policies for the future.
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1.4.1 Limitations

There are notable limitations to our review. Firstly, due to the currency of the COVID-19
pandemic, the findings of our review were necessarily largely based on previous pandemics of
disease outbreaks and events. The impact of COVID-19 is emerging and there will be further
opportunities to understand the experience of, and impacts on, staff in this pandemic.
Secondly, we did not specifically define mental health and wellbeing but included studies based
on their use of validated mental health and wellbeing measures and there were no studies that
guantitively measured the mental health or wellbeing impact on staff who were providing end-
of-life care during a pandemic or humanitarian disaster. Further, we applied our personal
interpretation of the qualitative studies referring to staff experiences, to deduct the
experiences relevant to staff mental wellbeing. Future research is required to understand the
impact on mental health outcomes, including post-traumatic stress and post-traumatic growth,
and occupational outcomes such as staff retention and job satisfaction. Mental health, physical
health, and wellbeing protective factors should also be identified so that these can be rapidly
deployed in the event of a pandemic or humanitarian disaster. Thirdly, although a wide range of
databases and grey literature sources were searched, we did not include non-English language
studies and thus it is possible that some studies, including emerging COVID-19 studies, may

have been missed.

1.4.2 Conclusion
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When health systems are put under pressure, health and social care staff are at the forefront in
responding to the challenge. In pandemic disease outbreaks or disasters, end-of-life care
processes are disrupted for staff, patients and their families. When staff are supported,
resourced and trained for these events, they feel prepared, motivated and enabled to continue
to deliver quality, compassionate care. Individual, team and system-level supports are required
in order to ensure staff feel supported and are prepared to enable compassion and dignity for

patients, when end-of-life processes are disrupted.
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Research Highlights

Pandemics expose health and social care staff to challenging circumstances.

Prior pandemic studies help understand how providing end-of-life care impacts staff
mental health.

The onus of mental health and wellbeing lies beyond the individual responsibility.
Evidence from COVID-19 and previous outbreaks can prepare organisations and equip
staff for future events.

Healthcare systems should enable peer support to mitigate experiences of psychological

distress.
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Table 1 End-of-Life Care during disease outbreaks or humanitarian disasters Systematic Review study characteristics (k=19)

Author (date)

Disease outbreak /
humanitarian disaster

Country of outbreak /

disaster

Study Design

Staff population

Setting

Andertun et al
(2018)

Costantini et al
(2020)*

Englert et al
(2019)

Etkind et al
(2020)*

Gershon et al
(2016)
Gillissen et al
(2020)
Hewlett &
Hewlett (2005)

Hunt (2008)

Jaakkimainen et
al (2014)
Langston et al
(2016)

Leong et al
(2004)

Locsin et al
(2002)

Locsin et al
(2009)

Ebola (2014-2015)

Covid-19

Ebola, Marburg (multiple
outbreaks from 2001-2017
Covid-19, Ebola, SARs,
Influenza - studies from year
2004-2020

Ebola

Covid-19

Ebola (1995, 2000-2001,
2003)

Humanitarian aid work in
post-conflict zones

SARS (2003), HIN1 (2009)
Ebola

SARs

Ebola (2001)

Ebola (2001)

Sierra Leone

Italy

Uganda

Studies included West
Africa, Taiwan, Italy, U.S,
Hong Kong and Singapore

West Africa

International

Democratic Republic of
Congo (1995), Uganda
(2000-2001) and Republic

of Congo (2003)

Africa, Asia, Central
America and Eastern

Europe
Canada

Liberia

Singapore

Uganda

Uganda

Qualitative narrative and focus
group interviews (k=9)

Cross-sectional telephone survey
(k =16 hospices)
Qualitative interview (k =41)

Rapid Review and narrative
synthesis (k =10 studies)

Qualitative interviews (k =16)

Directed documentary and
content analysis (k =21)
Qualitative interviews and focus
groups (k =10)

Qualitative interviews (k =10)

Quantitative survey (k =183)

Mixed methods, qualitative and
quantitative survey
Qualitative interviews (k =8)

Qualitative written (k =7)
narratives

Qualitative written narratives (k
=15)

Norwegian nurses and
physician deployed to Sierra
Leone

Hospice staff

Healthcare workers

Hospice and palliative care
staff

Healthcare volunteers from
U.S.

Nursing home staff

Nurses and healthcare
workers

Nurses, physical therapist,
physician and social workers
GPs and Family Physicians
Healthcare workers
Palliative care workers

Nurses

Nurses

Ebola Treatment
Centre

Hospice

Hospital

Hospice and palliative

care settings

Ebola Treatment Unit

Nursing home

Not reported

Various settings

Community

Hospital

Hospitals

Hospital

Hospital



Matzo et al
(2009)

McCormack et
al (2019)

Nouvet et al
(2018)
Raven et al
(2018)

Rubin et al
(2016)
Schneider et al
(2018)

Mass casualty events

Ebola (2014)

Ebola (2014-2016)

Ebola (2004)

Ebola (2014-2015)

Humanitarian emergency

assistance

Not applicable

Sierra Leone

New Guinea

Sierra Leone

West Africa

Cameroon, Central
African Republic,

Democratic Republic of

the Congo,

Irag, Lebanon, Myanmar,

Niger, South Sudan,
Tanzania

Qualitative interviews as part of
a wider guideline development
process

Qualitative interviews (k =5)

Qualitative interviews (k =10)

Qualitative interviews (k =25)

Qualitative interviews (k =51)

Qualitative interviews (k =15)

Palliative care experts

Red Cross Healthcare
delegates — nurses and body
handlers

Nurse, physicians

National and international
healthcare workers

UK Medical and laboratory
staff

Expatriate humanitarian
health workers - returning
from clinical assignment with
Médecins sans Frontieres
(MSF).

Various

Not reported

Ebola Treatment
Centres

Ebola Treatment
Centres, district and
community hospitals
Not reported

District hospital, HIV
clinic, mobile clinics,
primary health care,
referral

hospital, refugee
camp

Langston et al (2016) and Matzo et al (2009) did not report the number of participants included in their studies.
*Etkind et al (2020) is also a review and includes the study by Costantini et al (2020).




Table 2 Quality appraisal of included studies

The Johanna Briggs Institute Critical Appraisal Tool for Systematic Reviews (The Johanna Briggs Institute, 2017).

Author (date) Clear review Inclusion Search Adequate Criteria for Critical Data Appropriat Publication Policy and New
question criteria strategy sources appraising appraisal extraction e methods bias practice research
searched studies to combine assessed
studies

Etkind et al (2020) v

v v v v v v v
The Johanna Briggs Institute Critical Appraisal Tool for Qualitative Studies (Lockwood et al., 2015)
Author (date) Philosophical Research Data Data analysis Interpretatio Locating Influence of / Participant Ethics Conclusions

perspective question and collection n the on researcher  voice
objective researcher

Gillissen et al (2020) v v 4 v 4 v v
Constantini et al - v v - v E - - -
(2020)
Rubin et al (2016) - v v
Leong et al (2016) v v
McCormack et al v v v v v v v v
(2019)
Englert et al (2019) v v 4 v v v v
Gershon et al (2016) - v v v v
Matzo et al (2009) 4 - v
Raven et al (2018) 4 - - v v v
Schneider et al - 4 4 v v v
(2018)
Locsin et al (2009) v v v 4 v v
Locsin et al (2002) v v v v v v v v
Hunt (2008) 4 v v v v v v
Hewlett & Hewlett v v v v v R - v _
(2005)
Andertun et al v v v v v v - v
(2017)
The AACODS checklist (authority, accuracy, coverage, objectivity, date, significance) (Tyndall, 2010).
Author (date) Authority Accuracy Coverage  Obijectivity Date Significance
Langston et al (2018) 4 v v

Nouvet et al (2018) v v v - v v



The good practice in the conduct and reporting of survey research guidelines (Kelley et al., 2003).

Author (date) Purpose and Background and  Methods Sampling Data analysis Results Interpretatio Conclusions
aim context n

Jaakimaainen et al v v v v v v v v

(2014)

Quality appraisal of included studies, using study design relevant tools.
v’ = meets the criteria (yes), XI = does not meet the criteria (no), - = unclear




Table 3 Superordinate themes and themes identified in each study

Subordinate
themes
Higher order
themes

Author(s) date
Andertun et al
(2017)
Costantini

et al (2020)
Englert et al
(2019)

Etkind et al
(2020)
Gershon et al
(2016)
Hewlett &
Hewlett
(2005)

Hunt (2008)

Jaakkimainen
et al (2014)
Langston et al
(2016)

Leong et al
(2004)

Locsin et al
(2002)

Locsin et al
(2009)

Matzo et al
(2009)
McCormack et
al (2019)
Nouvet et al
(2018)

Raven et al
(2018)

Rubin et al
(2016)
Schneider et
al (2018)
Gilissen et al
(2020)

Organisational responsibilities

Adaption
n
v v
v
v
v v
v v
v
v
v
v
v
v v
v v
v
v v
v

Preparatio

PPE

Dignity
in death

AN N N SR

<

Individual experience

Positive
experience
s

v

Negative
experienc
es

SN N N

Suppor
t for
staff



searching: 4,359

Records identified through database

Additional records identified through
other sources: 1,514

Identification

— y

Records after duplicates removed: 4,371

y

Screening

Records screened: 4,371

A 4

Eligibility

Full-text articles assessed
for eligibility: 316

\ 4

Records excluded: 4,055

\ 4

Included

Studies included in
thematic synthesis: 19

Fig. 1. Flow of reports and studies into the synthesis.

A 4

Full-text articles excluded: 297

Reasons for exclusion:
Not end-of-life care: 141
Not original research study
design: 82
Not health and social care
staff: 29
Ongoing study: 18
Not disease outbreak or
humanitarian disaster: 16
Not English language: 6
Not validated measure of
mental health: 5




MEGATIVE EXPERIEMCES
Fear
Stigma
Isolation

DIGHITY IN DEATH
Canstant reminder of death
Undignified death
Disruption to end-of-life care processes

SUPPORT FOR
POSITIVE STAFF
EXPERIEMNCES | Camaraderie
Motivation Teamwork
Sanse of duty Contact
Bride with their
family

PREPARATION ADAPTION
Health gdiucntinn F’m::j:".:i'—'li
. Training policies.
E'”E'E“r'.iﬁi' guidelines
Skill mix of staff
Flexibility

Coordination

Organisational Resarwr communication
FesparEiBitag Medicines
Equipment
Etaff

Fig. 2. Individual experiences and organisational responsibilities in terms of barriers and enablers to providing end-of-life care in circumstances of uncertainty.



Highlights
Pandemics expose health and social care staff to challenging circumstances.
Prior studies indicate how providing end-of-life care impacts staff mental health.
Staff faced fear and stigma but were motivated to provide dignified deaths.
Organisations must prepare, adapt, and resource staff for future events.

Enabling peer support may help to mitigate experiences of psychological distress.



