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Abstract
Background:

The Covid-19 pandemic resulted in the development of numerous
recommendations for practice and policy for specialist palliative care
provided by hospices in United Kingdom (UK), as hospices were
significantly affected by the pandemic and protections put in place.

The aim of this review is to identify and synthesise recommendations
or implications for policy and practice that have been generated for
adult hospice specialist palliative care during the first 24 months of
the Covid-19 pandemic.

Methods:

AMED, BNI, CINAHL, EMBASE, EMCARE, HMIC, Medline, PsycINFO,
PubMed databases were searched for peer-reviewed papers, as well
as hand searchers for grey literature. Literature relating to hospices
and Covid-19 in the UK were included and a thematic synthesis of
recommendations for hospice policy and practice was undertaken.
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Results:

858 articles were identified with 12 meeting the inclusion criteria.
Fifty-eight recommendations or implications were identified: 31 for
policy, 27 for practice, and 10 covering both. Recommendations were
organised under ten themes. There were several recommendations
seeking to secure hospice resources to mitigate the short-term impact
of the pandemic, as well as those focused on longer-term implications
such as core funding. The impact of the pandemic on the quality of
hospice care was the focus for numerous recommendations around
improving integration of hospice care in the community, provision of
bereavement support and better use of Advance Care Plans (ACP).
However, there were significant gaps related to carer visitation in
hospices, inequities of palliative care, or hospice-at-home services.

Conclusion:

The Covid-19 pandemic and protections exposed several ongoing
policy and practice needs, especially around hospice resources, while
generating novel issues for hospices to address. Significant policy
gaps remain to be addressed to mitigate the impact of the pandemic
on the quality of hospice specialist palliative care.

Plain language summary

Hospices in the UK faced many challenges during the first two-years
of the Covid-19 pandemic. In this time several research studies and
reviews took place that provided hospices with recommendations for
how to adapt their policies and clinical practices. In this review we
identified 12 documents that contained 58 recommendations for
hospices’ policy and practice.

We grouped these recommendations together under ten key themes.
We found that there were several recommendations aiming to secure
hospice resources to mitigate the short and longer-term impacts upon
hospice funding. The impact of the pandemic on the quality of hospice
care was the focus for numerous recommendations around improving
integration of hospice care in the community, provision of
bereavement support and better use of Advance Care Plans (ACP).
However, there were significant gaps related to carer visitation in
hospices, inequities of palliative care, or hospice-at-home services.
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Plain language summary

Hospices in the UK faced many challenges during the first two-
years of the Covid-19 pandemic. In this time several research
studies and reviews took place that provided hospices with
recommendations for how to adapt their policies and clini-
cal practices. In this review we identified 12 documents that
contained 58 recommendations for hospices’ policy and
practice.

We grouped these recommendations together under ten key
themes. We found that there were several recommendations
aiming to secure hospice resources to mitigate the short and
longer-term impacts upon hospice funding. The impact of
the pandemic on the quality of hospice care was the focus for
numerous recommendations around improving integration of
hospice care in the community, provision of bereavement sup-
port and better use of Advance Care Plans (ACP). However,
there were significant gaps related to carer visitation in hospices,
inequities of palliative care, or hospice-at-home services.

Background

In March 2020, healthcare services in the UK experienced
an unprecedented upheaval in how they were expected to
operate with the implementation of a nationwide lockdown
along with other health and social protections (Coronavirus Act,
2020). Healthcare guidance, practices, and routines that had
been established over the preceding decades were brought into
question in light of this new strategic and operational context
(Atkinson et al., 2020). Moreover, this pandemic context
necessitated quick implementation of new ways of working
(Dunleavy et al., 2021).

Situated within this wider healthcare upheaval of policy and
practice were hospices. Although grouped under one descrip-
tion, hospices are a diverse body of healthcare organisations.
Most are independent charities (n=192; Hospice UK, 2021),
so stand apart from the UK’s National Health Service (NHS),
with government funding averaging 32% (range 20-50%) of
expenditure (Hospice UK, 2021). However, similar to the
NHS, most hospices are committed to providing free-at-the-
point-of-use care and support. Their services are aimed at peo-
ple with life-limiting or terminal conditions and those that
care for them — such as friends and family — and who have com-
plex palliative care needs (Clark, 2014a). The range of serv-
ices each hospice provides will differ, but can include in-patient
care, day, drop-in, or wellbeing services, specialist out-patient
clinics, home visits and bereavement support. Hospices can
be consultant or nurse led, and usually provide some com-
bination of multi-disciplinary support from occupational
therapists, physiotherapists, psychologists, social workers,
spiritual support (NCPC er al., 2015).

The people who attend and use hospice services are likely to
have conditions that make them some of the most at risk from a
Covid-19 infection leading to death (Treskova-Schwarzbach
et al., 2021), as well as it severely affecting the quality of
their life. Hospice care is predicated on valuing the life a per-
son has left and ensuring they receive holistic (physical,
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emotional, social and spiritual) support (Clark, 2014b). The cir-
culation of Covid-19 and the pandemic protections presented
a double bind for hospices, as they sought ways to maintain
their ‘gold-standards’ of care (Calanzani er al, 2013), while
also fearful that the provision of that support might rise the
risks of transmitting Covid-19. This conundrum was multi-
plied by the range of services that hospices seek to provide as
part of their holistic offering, as well as the numerous locales in
which that support can be provided.

Hospices therefore needed to rapidly modify, transform and
even invent new services to support people with life-limiting
conditions and those that care for them. During the first two
years of the pandemic, a number of research studies explored
aspects of how the pandemic affected the care of people with
life-limiting conditions, leading to a range of implications and
recommendations for policy and practice. However, there has
been no attempt to collate or synthesise this growing body of
recommendations nor establish what areas remain in need of
intervention.

This scope of this review was developed as part of a wider
research study that sought to explore the impact of Covid-19
pandemic on hospices for an adult population, with the aim
of producing recommendations for policy and practice. This
review was developed so that such recommendations could be
contextualised with the rapidly evolving policy landscape.

Aim

The aim of this review was to identify and synthesise recom-
mendations and implications for policy and practice that have
been generated for adult hospice specialist palliative care
during the first 24 months of the Covid-19 pandemic.

Methods

Design

We undertook a systematic integrated review, an approach
that allows for summarising and synthesising qualitative find-
ings (Seers, 2012). The review is reported in line with relevant
items on the Preferred Reporting Items for Systematic Reviews
and Meta-Analyses (PRISMA) checklist (Page er al, 2021)
(MacArtney, 2022).

Search strategy

In March 2022 we searched the existing literature, using
“((hospice care OR end of life care OR terminal care) AND
(COVID-19 OR coronavirus)).ti,ab” in the following databases:
AMED, BNI, CINAHL, EMBASE, EMCARE, HMIC, Medline,
PsycINFO, PubMed. Grey literature was also searched for any
charity or other healthcare sector reports eligible for inclu-
sion, along with reference sections for any included articles
were screened for potential studies to be included.

Inclusion and exclusion criteria

A set of inclusion and exclusion criteria were developed prior
to the searches, which limited the eligible papers to those
reporting on the impact of the Covid-19 pandemic on hospice
services in the UK (Table 1).
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Table 1. Inclusion and exclusion criteria.

Inclusion

Studies exploring the impact or effects of the pandemic on adult

hospice specialist palliative care in the UK

Studies published in English

Studies published between 1 March 2020 and 28 February 2022.

Screening and data extraction

Duplicates were removed and titles and an initial sift of
abstracts was undertaken to check for eligibility by SLD.
The title and abstracts of the remaining articles were then
read and considered for inclusion by SLD, with any queries
discussed with JM. A sub-set of articles were also checked
by JM to ensure accuracy. Relevant data, including any rec-
ommendations or implications for policy or practice, were
extracted by SLD into the Data Extraction Table (Table 2),
and checked by HW. The information extracted from each
article was: author(s) year of publication; methods and par-
ticipants; recommendations or implications for policy or
clinical practice (Table 2).

Data synthesis

As the implications and recommendations for policy and prac-
tice would be descriptive, a thematic summary and synthe-
sis was undertaken (Seers, 2012). This involved collating
the identified recommendations under nine anticipatory themes,
taken from a collaborative stakeholder knowledge synthe-
sis (MacArtney er al., 2021). For some themes there were
several recommendations and so sub-themes were identi-
fied. SLD led the synthesis of the recommendations, present-
ing initial drafts to all the co-authors for discussion. SLD and
JM led the writing-up of findings, with input from
co-authors.

Results

Eligible literature

A PRISMA diagram of the screening process is provided
(Figure 1). The initial search produced 1,605 results, reduced
to 858 identified once duplicates were removed, which
were screened to identify 104 results. Titles, abstracts and,
where necessary, full papers were then checked in detail for
eligibility. In total, 12 outputs were included (Table 2), with 8
articles included (Bradshaw er al., 2021; Hanna et al., 2021;
Mayland et al., 2021; Mitchell et al., 2021; Nestor et al., 2021;
Oluyase et al., 2021; Pearce et al., 2021; Walshe et al., 2021)
(Table 2: 4, 6, 7, 8, 9, 10, 11, 12). Three further articles were
found via citation searching (Bayly et al., 2022; Dunleavy et al.,
2021; Selman et al., 2020) (Table 2: 2, 3, 5). Following a search
of grey evidence, one third sector report was also identified
(Marie Curie, 2021) (Table 2: 1).

Exclusion

Did not include hospices in their sample.

Studies reporting wholly outside of the UK
healthcare context

Studies not related to the Covid-19 pandemic

Participants identified as children or <18 years old

Characteristics of included articles

One of the articles was a rapid evidence review (including sys-
tematic reviews and research studies, 5), nine of the studies
were based on survey or online survey approaches (2, 3, 4, 6,
8,9, 10, 11, 12), and the other an interview study (7). The sec-
tor report (1) incorporated evidence utilising all these approaches,
as well as secondary analysis of research and publicly
available data. The papers recommendations and implica-
tions were grouped into three sub-literatures: first those
that seek to provide snapshots and overviews of impact of
Covid-19 pandemic on hospices (1, 2, 3, 6, 9, 12); second, stud-
ies that explore healthcare professionals providing end-of-life
care during the first waves of the pandemic (7, 8, 11); and,
third, studies of professionals providing bereavement care and
relatives’ experiences (4, 10).

Sub-literature one: Snapshots and overviews of impact of
Covid-19 pandemic on hospices. Five of the articles report find-
ings from the CovPall study (2, 3, 6, 9, 12), as does the third
sector report (1). The CovPall study presents findings from
458 services operating in the UK, Europe and the rest of the
World (without further country details) and was based on an
online survey methodology. Three of the five articles include
findings from all of the 458 palliative care services (3, 6, 12).
The other two articles reported the findings from the 61 reha-
bilitation leads for specialist palliative care services across
hospice, hospital, or community settings (2), and the 277 UK
services, of which 168 included hospice services (9). The lat-
ter included medical directors/lead medical clinician respond-
ents (n=97, 35.4% of sample), nurse directors/lead nurse
clinicians (n =69, 25.2% of sample) or other (n=108, 39.4% of
sample).

In the UK arm of the CovPall study over half of the serv-
ices (59.2%) provided care across 2+ settings; 48.7% hospi-
tal palliative care teams, 60.6% in-patient palliative care units
and 57.8% home palliative care teams (n=277) (3, 9). Over
half (54.6%) of the organisations were charitable organisa-
tions and 39.3% were public organisations (n=262). This is
a particular contrast to the other data e.g. for Europe, the fig-
ure for charitable organisations is half that of the UK’s, at
27.1%, and similarly in Europe 60% of responses were from
public-based organisations (n=85).
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Figure 1. PRISMA flow diagram.

The Marie Curie Better End of Life report (1) draws on
patient and carer perspectives (one member of the PPI refer-
ence group for the report and three carers), published litera-
ture, secondary analysis of research data and publicly available
data — including the CovPall findings — to provide qualita-
tive and quantitative perspectives in order to recommend
improvements for end-of-life care.

Sub-literature two: Healthcare professionals providing end-
of-life care during the first waves of the pandemic. The rapid
evidence review synthesises evidence on what enables or hin-
ders people in the community to make or update Advance Care
Plans (ACP) in the context of Covid-19 and how staff work-
ing in health and social care can best support this process.
The review included 21 research studies and 10 systematic
reviews, plus 12 guidelines related to ACP in the UK during
Covid-19 (5). The studies and reviews included findings from
the range of stakeholders including palliative healthcare pro-
fessionals (GPs, nurses, hospice and care staff), patients, and
their families. The studies provide findings on ACP deci-
sion aids and interventions, communication in the context of
ACP, and nurse-led post-discharge ACP.

The study by Mitchell er al. (2021) (11) looked at the views of
GPs and community nurses providing end-of-life care, and was
another web-based, UK-wide questionnaire survey circulated
via professional general practice and community nursing net-
works during September and October 2020. In total, there were
559 respondents (387 community nurses, 156 GPs, and 16
unspecified roles) from all regions of the UK.

(n=6) Non-hospice (n = 1)

Out of search timeframe (n = 1)

The only interview study in this review explored health and
social care professionals’ experiences of providing end of life
care during the Covid-19 pandemic (7). It included a range
of professionals (n = 16), including registered nurses (n = 5);
team leaders (nurse) (n = 1); clinical nurse specialists (n = 3);
consultant clinicians (n = 2); junior doctors (n = 2); chaplain
(n = 1); social worker (n = 1); and healthcare assistant (n = 1).
The study aim was to help inform current/future clinical prac-
tice and policy, and participants had been recruited during
the first pandemic wave, March-June 2020. The data was col-
lected via telephone or video calls due to the nature of the
pandemic restrictions on face-to-face interaction.

The study by Nestor er al. (2021) (8) aimed to describe the
magnitude and variety of ways in which the Covid-19 pan-
demic affected the personal, social and professional lives of
healthcare workers in a fully-integrated palliative and eld-
erly care service. The study was survey based utilising an ano-
nymised standardised questionnaire. In total, there were 250
respondents (69.8%), and nurses and healthcare assistants
comprised the majority of respondents (n=150, 60%). The other
staff groups were proportionately represented including ‘medi-
cal’ staff (n=15, 6%), administration staff (n=20, 8%), allied
health professionals (n=17, 6.8%), and -catering, household
and maintenance staff (n=33, 13.2%), other (n=15, 6%).

Sub-literature three: Professionals’ and relatives’ experiences
of bereavement. One study investigated the experiences and
views of practitioners in the UK and Ireland concerning changes
in bereavement care during the Covid-19 pandemic, and
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thus linked to hospice care at the end of life in the respect of
bereavement (4). This study was based on an online survey, and
included a broad range of healthcare professionals (n=805):
nurses (n=176, 22%), palliative care specialist nurses (n=103,
13%), community nurses (n=51, 6%), other nurses (n=22,
3%), bereavement counsellors, support workers or volunteers
(n=173, 21%), chaplains (n=115, 14%), doctors (n=98, 12%),
palliative care doctors (n=65, 8%), general practitioners (n=28,
3%), other doctors (n=5, less than 1%), those working in
health and social care management (n=54, 7%), social workers
or social care workers (n=52, 6%), allied health profession-
als (n=35, 4%), psychologists, psychotherapists and counsellors
(n=30, 4%), bereavement service manager or coordinator (n=29,
4%), administration (n=27, 3%) and funeral directors/celebrants
(n=19, 2%).

A second study explored bereaved relatives’ experiences of
the care and family support provided during the last days of
life (10). Participants were individuals (=18 years) who had
experienced the death of a relative/friend (all care settings)
within the UK during the Covid-19 pandemic. The study,
based on an online survey, included 278 respondents, and most
(n=216, 78%) were female. The survey was a national, open
online survey disseminated via social media, public and profes-
sional networks during June—September 2020, thus incorporating
the first six months of the pandemic period.

Categorisation of themes and thematic synthesis
Fifty-eight recommendations or implications were identi-
fied, extracted and indexed (Table 2). The recommendations
were then sub-categorised by SLD as applicable to either Policy
(n=31) or Clinical (n=27) recommendations, or both (n=10)
(Table 3). RD reviewed recommendations for Policy, and SM
and CM reviewed those for Clinical. Policy was defined as “Pol-
icy, guidelines, or requirements that should be implemented
through the executive”. Clinical included, “regulations which
are or should be implemented through actions or decisions
by health bodies, organisations or regulators or that can be
implemented for better practice at individual clinical or serv-
ice level”. This categorisation helped to identify the focus of
recommendations and implications for practice, as well as
areas where there were few or no implications reported. How-
ever, many recommendations were either so broadly designed
or cross-cutting to be categorised across both. When summa-
rising and synthesising the recommendations and implications
we have sought to highlight, where possible, for whom or
what level of health service delivery the recommendation may
apply to. Recommendations are referred to in the Findings
and Discussion as “Rx”.

Hospices: An overlooked service

There were nine policy recommendations or implications
seeking recognition of hospice palliative care services (Rs 2,
3, 4,5, 6, 36, 37, 38, 43, 52). This included the need to recog-
nise the “front-line” (R2) and “crucial” (Rs 37, 38) role all pal-
liative care services played in a range of locations — hospice,
care homes, hospital, primary care, community and people’s
homes — during the pandemic (Rs 4, 6, 38, 52). It was
recommended that ways be found to hear the voices of pal-
liative care patients, carers and professionals — all of whom had
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been found to feel largely overlooked by the NHS during the
Covid-19 pandemic (R36). As well as reporting on find-
ings from those affected, two papers suggested recognition
could be evidenced via better funding and integration of pal-
liative care services both into the health service more generally
and specifically during the pandemic (R37, 38, 52), with one
highlighting the need for better workforce planning and man-
agement, so that patients and their families can be better sup-
ported (R38). It was also noted that recognition of palliative
care staff could be demonstrated through better access to PPE,
education, clear communication strategies between managers
and staff, accurate and reliable information, and new ways of
communication with family members and colleagues (R43).

Impact on resources. There were six recommendations or impli-
cations related to the need for palliative care services to be
resourced appropriately (Rs 1, 3, 13, 15, 37, 43). It was stated
that, “societal preferences and expectations for dying, death
and bereavement have been permanently changed” by the pan-
demic and that the health and social care system will need
to respond accordingly — both during the pandemic and after
(R3: pS5). Three recommendations specified the types of
resources which are crucial for palliative care to work more
effectively during a pandemic, including equipment, medicines,
effective communication, access to PPE, adequate staff edu-
cation and training, and ensuring staff had protected time for
updates and inter-service communication (Rs 37, 43, 47). An
increased palliative care workforce was also recommended
as crucial to improving future palliative care delivery (Rs
37, 39), with training in palliative care recommended for all
clinicians (R39).

There were two recommendations that were concerned with
hospice palliative care’s wider funding structures. It was rec-
ognised that specialist palliative care services had been flex-
ible and had adapted to the exceptional circumstance of the
pandemic with low-cost solutions (3). However, there were two
recommendations that the sector is funded more effectively
in the future to provide better palliative and end-of-life care
(Rs 13,37)

Volunteer role. Two recommendations focused on the volun-
teer workforce, so crucial to the running of many hospices, but
who were not often seen as a staffing priority during the pan-
demic. It was recommended that more flexible arrangements
could be made that would help protect volunteers during a
pandemic and so enable them to volunteer (R57). It was also
suggested that hospices diversify the demographic base of
volunteers, so it is less dependent upon those that might be
vulnerable to Covid-19 (R58).

Visitation. There was only one paper that focused on hospice
visiting (7), which urged hospices to be clearer about when
relatives can visit a dying family member during a pandemic
and that this communication should take place in the weeks
and days, rather than hours, before death (R41). To help
facilitate this, it was recommended that clinicians use question
prompt lists, as well as ensure communication with the family
is properly documented, especially at times of restricted visiting
(R40).

Page 11 of 25



23 Last updated: 12 MAR 2024

AMRC Open Research 2022, 4

suolIepUAWIWOI3 [BIIul]D)

SaWOY 2JBD Ul pUe WOy 1. ‘2Jed 3| Jo pua pue aAneljjed jo
slapinoad Juesodw AjBuisealoul se pasiubodal aq 03 pasu SIAIS aJed Alewlld ‘9
:S92IABS 3402 Aipwilid 104

Aj@1e1udoidde payioddns pue aled oy
Jo pua pue aaieljed jo siapiroid Jueniodw se pasiubodal aq Isnw sawoy aled
Sauioy 2402 10f uojIUbOI2Y

payioddns pue aied a1 Jo pua pue aaijeljjed
10 sJapirodd 1ueniodwi se pasiubodal 9g ISNU SIaJed pue siaquiaw Ajiwe 'g

Diwapued 61-aIA0D 241 bulinp swiaisAs yijeay [euoieu Aq

paJoub 134 sjeuoissajold aied aanel|ied ‘suepiuld bupioddns Jayio ‘siaied/saljiwe;
J19Y3 ‘swoidwiAs a19Aas yum asoyl ‘syuaned bulkp buioddns Ajpaioe a11dsaq ‘9g
(SUDIUID pUD SJ8.403) ‘spusind 404

sanbes||0d pue siaquisw

Ajlwe) Yim UONeDIUNWWIOD JO SUBSW SAIIRAOUUL JO UONDNPOIIU] ‘UoieIusw|dwl
pue JuawdolaAsp [030304d Ul JUSWSA|OAUL 1S ‘UONeWIOLUI JUSISISUOD pue
91eJnd28 'sa1691e41S UOIBIIUNWWOD JBad !|] JO 9sn Jaiealb o1 bupdepe yim
1oddns buipnpul ‘uonednps ‘3dd aieridoidde 03 ssadde se yons saaneniul Aq ajes
wayy buidaay pue yels jje bundoddns jo adueyniodwi ayy asiubodsi 03 pasN "€t
Hois 4o

"2Je2 SIY1 JO AUBAIISP 9Y1 Ul S9IAISS 3Jedyieay Alewud Jo ajod

[ED1JD 3Y3 PUB ALUNWILIOD SY3 Ul 18D 3)I|-JO-puUd 10} PIaU PISeaIdUul PauleIsns ay}
951UD0JDJ 01 SIDUOISSILILIOD pUe SJyewWAdI|od 10} Paau aleIpawwWl Ue S| 313y 'ZS
Sa2IMBS Ayunwiwiod aanolpd Jof uoniuboday

'sawoy s,a(doad ui ai1ed buipinosd
3501 pue sa21nJas pabeuew Alieyd Jo) ased ayy Ajuejnaiued si siy] ‘paiesbaiul pue
pasiubodal Ja139q aq 3snw soiwapued bunp aled aAieljjed Jo 3|0 |ePNId 3y '8E

‘pauoddns ua11aq aq

ued saljiue) pue syualied 1eyy os Juawabeuew pue Hujuueld ad1opiom parosdwl
Yum quawabeuew asessip UoIdajul 0ul buipnpul ‘pajelbaiul pue pasiubodal
197190 94 1SNW 3|04 [e1dNJD Jiay] "asuodsal diwspued ay3 01 A|jn} 9INgLIIU0d

0} JJe1s alenbape pue ‘saupipawl ‘Juawdinba pasu SadIAISS 218D dAIel|[ed L€

A|Buipiodde puodsal 3snu WaisAs aed [eDos pue yijesy ay3 pue pabueyd
Apuauewad aney bulAp pue yieap Joj uojedadxe pue saoualasald |e12120S°E

pasiubodal ag 1snw

9|0J S| pue 61 QIAOD Bulnp aj0J aull-luody e pake|d aAeY SIDIAISS 24D dAREled 7
RERIVENEY ie]] ole leX] ERITNEYN
uonzIuboday P3300}43A0 ue :s331dsoH

suopepuawwodas Aijod sawiay L

‘saway3 pajedidijue ojul sUCIEPUIWILIOIB JO Uolesiiobale) ¢ ajqel

Page 12 of 25



23 Last updated: 12 MAR 2024

AMRC Open Research 2022, 4

"90e|duoWWod SS3| SI SIY} aJaym BuIas awoy a.4ed 3yl uiyim Ajjeidadss ‘diwapued e bunp
pasiiold 9 01 SpasU SiaqusW AjlLie) pue sjeuolssalold aied [ep0os pue yijesy ussmiaq
UOEDIUNWIWOD SA[BWIOUI ‘AW Jo) aWwi} paidalold Buligeus pue buiuiesd yjeis bulpinoid /i

suepulp Jo buuien
2y} Jo Jed 2102 e 3q 03 S||IS 9ARel||ed J0) PISU B pUB 32I0PIOM S 9SBIDUl 0} PaU JUabiNn ay3
‘aJed anieljjed Jo uonelbaiul paywi| 3yl Uo ybI| pays sey Yaieasal siyl ‘6 L-dIAOD PUokag ‘6€

‘panioddns Ja13aq ag ued saljiue) pue syuaied Jeyy

0s quswabeuew pue bujuue|d a10pp10m parosdw Yim ‘Quswisbeuew asess|p UoRdaul 0lul
Buipnpul ‘paiebaiul pue pasiubodsi J913aq 8 ISNW 3|0d [ePNID J1I3Y | "asuodsal djwapued ay3
03 Ajjn} 9INgLIIU0D 01 JJelS d3enbape pue ‘saupipawl Juawdinba pasu SDIAISS 318D dAlel|[ed “LE

'3sn 921n0saJ buisiwndo pue 1ioys Jo uonedidnp Buisiwiuiw Ag ‘uoieaouul

pJemio} AP pue aoudl|isad [euonesiuebio pjing 01 Juawdojaaap aujapinb pue ‘ssjjod
‘Buulely 03 UoIIe|aJ Ul [BIIUSSSS S| UO[EIOCE||0d J31ealb ‘1oddns [epueul) 03 uopippe Ul '€

suoljepuswiwiodaJ |esiul|d

‘61-AIAOD 03 3|geJaujnA 3SOW 3q 03 PaJapIsuod ag Aew oym asoy3
woly Aeme aseq 12a1un|oA ay3 bujuspim 03 usAIb 8¢ 01 SPasU UOIIRISPISUOD '8

‘2482 bupuoddns )0l e aney 03 wiayl buljgeus (RS
1S|Iym ‘sia3unjon 10a30.d 1eyy padojanap aq 03 paau sueld Juswkojdap 9|qixal4 LS

‘payoddns Jsnaq aq
wej pue syualied Jeyy os ‘quawabeuew pue bujuueld adJopiom pasoidwl
yum quawabeuew asessip Uoidaul 03Ul buipnpdul ‘patelbaiul pue pasiubodal

131190 90 IsNW 3|0J [epNJd Jidy | “dsuodsad djwapued ayy 01 ANy 31nqgLiauod
01 Jje1s a1enbape pue ‘saupipaw quawdinba pasu S2IAISS 3Jed dAlel|ed “LE
bujpun4y a2upui

suepulp jo Buluien ayy jo 1ed 8103 e 3q 03 S||4S
aA11el|jed o) paaU B puB d2J0PIOM S) 3SEaJDU| 03 Paau Juabin sy 'aJed aAl
10 uonelbanul AW By Uo 1YbI| pays sey yaJeasal siyl ‘6 L-aIA0D Puoisg ‘6

‘payioddns Jsanaq aq
wey pue syuaiied Jeyy os ‘quawasbeuew pue buluue|d adioppiom pasosduwl
yam ‘quawsbeuew aseasip uondajul ojul buipnpul ‘paiesbaiul pue pasiubodal

191390 39 Isnw 3|0 [e1anud Jiay | -asuodsad djwapued ayj 03 Ajjny 83ngLi3uod
01 Jje1s a1enbape pue ‘saunipaw Juawdinba pasu S2IAISS 218D dAlel||ed “/LE

3210510/

suepiulp jo buluien ayy jo 1ed 8103 e 3q 03 S||S
1eljjed Joj pa3uU e pue 321010M S)| 3SeaJdUl 03 Pasu JUsbIN aY3 ‘a1ed aAl
10 uonesbanul paWi| By Uo 1Ybi| pays sey yaJeasal siyl ‘6 L-aIA0D Puoisg ‘6€

bujuiniy

sanHea||0d pue sIaquIsW

AjIUIB) Y1IM UOIIeDIUNWILIOD JO SUBSW SAIIAOUU JO UO[INPOIIUL ‘Uoieuswa)dul
pue Juawdo|aAsp [020104d Ul JUSWSA|OAUI JJEIS ‘UOIBLIIOLU JUISISUOD pue
91eJnd2e ‘sa1ba31e.IS UoIedIUNWWOD Jedp ‘| J0 asn Jaiealb o) bundepe yum
1oddns Bulpnjpul ‘uopedNpa ‘3dd a1eridoidde 03 SSe2de Se yaNns saAien|ul Aq ajes
wayy buidasy pue jeis jje bupioddns jo adueniodwi ayy asiubodsl 01 pasN ‘et

‘payioddns Jsnaq aq
wey pue syuaiied jeyy os ‘quawabeuew pue butuueld adioppiom pasosduwl
Ynm quawabeuew asessip uoidaul 03ul buipnppul ‘patelbaiul pue pasiubodal

193199 24 1snuW 9]0 [e1dnJd Jiay ] "asuodsal diwapued ay3 03 A|jn} 93ngLu0d
01 Jje1s a1enbape pue ‘ssupipaw Juswdinbs pssu sa2IAISS a1ed aAlel|led “LE

'3sn 924n0saJ bujsiwndo pue 1oys
10 uonedidnp Buisiwiuiw Ag ‘UoEAOUUL PIEMIO) SALIP PUB SDUBI|IS3J [euoiesiueblo
p|iNg 03 |eIIURSS S| Uolleioqe||0d Jalealb ‘Loddns [epueur) 0 UoRIppPe Ul ‘€|

Aj@endoidde padinosal
90 ISNW SHN 2Y3 JO apISING pUe UIYIIM S9DIAISS 21ed dAizel|jed 3sijenads: |

S22.1N0SaY

suoljepuswwiodal hu__On_

SJ1991UNJOA }JO SS07

Buipuny
pue sa3unosaa uo 1edwj

saway L

Page 13 of 25



23 Last updated: 12 MAR 2024

AMRC Open Research 2022, 4

JUBWISABRIRQ pue Yieap BulAp uo uonew.lojul apn|dUl ISNW SWaISAs eleq’g

("92e|duowiLod SS3| S SIYY aJaym HBuIes swoy a1ed ay3 ulyim Ajjerdadss diwapued e buunp
pasniond 30 01 SpasU SIagquaW Aliule) pue S|euoissajoid a1ed [e1D0s pue yijeay usamiaq
UOIIEDIUNWWOD SAIPWIOJU ‘AW o) awi} pa1dajoid bujjgqeus pue buiuiely yeis buipinod */1)

A P12113SaJ JO Sawl) Je Juawabebua Ajiwe) aApewlojul ajowoid
djay pjnod uonedunwiwod Ajjwey Ajlep bupueyd pue sisi| iddwodd uonsanb se yans sjoo) "ot

suolIepUAWIWIOIB [edIul|D)

JUBWRAB3IQ puUe Yieap BulAp uo uonewloul apn|aul ISNW SwaisAs eleq'g

‘suleay Juswbeuy 03 [eualod

9y sey S$32IAIDS d11Dads Jo S9|0J a3 03 bunejas 2suepinb Jusuind A[9An949
150U 24ed SIY3 JaAIRp 03 Alessadau ade yeyl sdiysuoie|ad weal Aeurdipsipninu
ay3 1oddns pue uo sndoj ade|d 1sNW S|pPoW IS pue duepinb Ad1jod +S

'S92IAJRS 948D aAel|ed 1sI[BDadS pue ‘SasINU AUNWIWOD 'Sd9 Usamiaq saydeoidde
pajelbaiul Ainuy ybnoayy sdiysuone|a paisnJi piingaJ 03 pasu e pue Aunuiuwod
9U] Ul 9JBD 341|-J0-PUS Ul PIAJOAUI SWIESY U9MIS] 109UU0DSIp e 159bbns sbulpulq "€

suepjuld jo bujuiedy ayl jo 1ed 310 e 9q 03 S||MS
aA1el|[ed o) Pa9U B PUE 92J0pJ0M S) 95eJDUI 01 Paau Juabin sy ‘a1ed aanel|jed
40 uonelbayul paiwl| ay3 uo 1ybi| pays sey ysJeasal siyy ‘6 1L-aIAQD pPuoksg ‘6€

'sawoy sajdoad ul aied buipinold
950Y3 pue sadIAJRs pabeuew Alieyd Joy ased ayi Ajiejndied si siy | -palelbajul pue
pasiubodal Ja319q aq 3snw soiwapued bupnp aied aAjel|jed jo 3|oJ [epnJId 3y '€

uonen|eAs Jayny spasu
SISl 8y bunp apew sabueyd Aue jo AJljigeuleIsns pue sSsusAilaya ayl L

'3sn 924nosa. buisiwndo pue 1oya

40 uoned|dnp buisiwiuiuw Ag ‘UolIEAOUUI PJEMIOY SALIP PUEB 22U3||ISaJ [euonesiueblo
p|iNg 03 |BIIUSSS S| Uoneloge||0d J33ealb ‘uoddns [epuUeUL O} UORIPPE UT €|

2402 aAipld fo uonpibajup

'S92IAISS 218D 3Ailel|[ed Uj UoiIe)|IqeyaJ 03 SSadde
3|geynba aiow pue yoeal papusixa 1oddns 01 spew a.Je SUOIIePUIWIWISY | |
S3IINIBS UONDIJIGDYIY

siseq A3o1id 10 32BJ3-1Se) B UO SIDIAIDS PUB SIJauaq JUBAS|a] || SSa22e

03 WaY3 SaIIUS 1ey3 SSau||l [eujwal pasoubelp e arey oym ajdoad Joj 1odssed
SDBJI-)SE} B 92NPOJIUI O SIRLIOYINE [BIO] UIIM HIOM PINOYS JUBWUISA0H NN 3YL'0L
SIS PUD SIHfUAG 03 SSa2Y

"y1eap 210Jaq (S)INoY Uey Jayied skep pue syaam

Ul pa329dxa S| Y1eap Usaym paiel|ide) ag pjnoys 12e3uod Siy3 eyl UonepuawLodal
Je3)d e yim djwspued e bunnp sbupias j[euonniiasul ul Jagquiaw Ajiwe) Bulkp e 3sia
ued SaAIIe|R) Uaym Alnuapl 01 paJdinbal si adueulaAob pue sauepinb ul Aep ‘L

suopepusawwodas L1jod

aJeoyyjeay aaneijjed
jowal pue jenbiqg

awoy je 3adidsoH

Aunwwod ayy
ul aJed adidsoy pajesbajul
SpJemo) :aJed Jo sade|d

aJed jo sajydeshoah
pue saiydeisbowaq

aJes aaidsoy jo

sjusawabuesse
IA 03 sabuey)

sawayL

Page 14 of 25



23 Last updated: 12 MAR 2024

AMRC Open Research 2022, 4

‘spaau juaped buibueyd 01 1depe Appinb pue asiubodal

ued 1eyy buppiomwea) aapioddns Ajjleninw pue ‘aAileloqe||od ‘@A bunowolid apisbuole
passaJppe aq 03 Spaau ‘sesinu Aunwwod Joj Ajjenadss 1oedw jeuoiows uediubis syl 9g
‘uopuaIe salinbal osje Jaligap pue ‘saniuniioddo bujuien ‘sdiysuoneal

wiea1 ybnoaya ‘aed siyl 4o uoisiroid Yl Ui PaAjoAUl S[enplAipul o) 1oddns Bulinsug g
Jauueuwl

AjpWwi e Ul pa12NPUOd 3q 01 SUSIA [BULL 3|gRUS 01 ‘SIY1 INOCR SaANR[R. YliM AISauoy el 01 JUSpLU0od
|934 pue bulAp asiubodal ued Jjels aled [e120S pue Yieay 1ey) [enuasss si il diwspued e buung 8t
‘S|euolssajold

2JeD [B1D0S pue yijeay Joj 1oddns [eaibojoydAsd 03 ssaade Huiobuo Se |jam Se ‘Uonda|yal pue aJed
-4|9s @10Wo.d 03 sweal aiedyijeay ulynm 1oddns pue diysispes| 3|giSiA 10} pasu e S| Jay] Zh
‘sajiwey buiaalub Jo spasu abeuew o) paddinbaun 934

oym 9soya Jo} Buiuiely Juswaealag abeinodus pue Jieis uo sabusjieyd syl buibpamousdy |z

(ApNIS-9583) BUISG-[[9M I35

‘sjeuoissajo.d

3Jed |e|pos pue yijeay Ag (paumo ueyl Jayied) paioddns pue dijgnd ay3 Ag UsALIp 4DV bupjew
‘94D 21Ny J19y3 bupusnjul pue BuspISUOd Ul PRISaJ31Ul SUOAUE I0) [BWIOU PUE SUIINOJ

Se 4DV Saweuyas eyy buibessaw yijeay dljgnd Jua3sisuod pue pajeulplood bupnpoiurze

‘Slaquuiawl Ajiwiey
119y pue (quswiiedw) aAubod yaim asoy3 buipniaul) SIUSPISaJ Yiim SUORESISAUOD 4Dy bulobuo
Buiney pue sbupias awoy buisinu ul 4Dy punoJe sssuusdo Jo ain3nd e a3eARnd o3 buidisH 62

'S92UN0S3. 4DV [BNSIA-OIpNe pue paseq-gam ‘Usniium aieridoidde oy bunsod-ubis gz

's92Jnosau aledyyjeay bujuonel 03 paiefal si 4DV ¥y b2 ‘suondadiadsiw
pue sieay bujjjadsip pue 4y jo sniess [eba| pue sassadoid ay3 3noge dijgnd sy bulwiour vz
dDV Inoqo Juawabobua djgnd

"WaY] Pasu OYM aS0Y1 01 3|qISSade
9.8 YdIym spJodal Juaned ul papiodas Apduwold pue Ajjnj aJe suoissnasip 4Dy buunsu3os

‘saulepInb axnoed 1s3q
uo buimelp ‘a1eridoidde pue papaau a43Ym SUOISSNISIP 4DV 40} SUOIRINSUOD 10wl buisn'gz
Abojouyda; (pubip fo asn Janag

‘'SaAlPSWaY) syuaped Jo sanoud pue sanjea ayl sAkeme s uoissnasip Aue o3 jujod bupiels

3y yoiym ur buiuueld aued adueape yuiyi-a4 01 Auniioddo ue papiroid sey 61-AQIAOD T

'SIY3 UO BUISNI0) INOYIM ‘UO[IBIUSWNIOP

dDV 219|dwod 01 Aunioddo ay3 buipnpu ‘srerudoidde Ji ‘pue [enpiaipul a4l 01 4DV bundepy/z
‘SuoIsPap bunising

pue SUOISSS [BJaASS J9A0 dDY Buissnosip sl paseasoul 1e asoyl pue ajdoad Jspjo buowe
AjueinonJed ‘Ajuea syuapisal pue syualied Buouie suoiesIaAu0d dJy 40} sanjuniioddo bupeas) sz
‘Buisies ssausleme pue uoIedNPa d1jgnd pue ‘sWs1sAS P40l [EDIPSW J[U0III3|D

JO UOJIBUIPJI00) J3333q ‘2JED [PIDOS puUe Yyijeay ul buiom asoys oy bujulely :Ao1jod auedyijeay Aq
pauuldiapun ‘papasu ale sa31ba1elis PaIdauU0dIaIU] ‘'SNOBURINWIS JUSWISSAUI SIY) SPISPUO|Y €7
doV a104ba3ul pup 1oddns 03 Aoj0d pub 22uppPING

dDV 40[ 592.1n0S3Y

SuolIepPUAWIWIOIA [Bd1ul]D)

‘S9)IUNWWOd pabejueapesip 1uoddns 01 paubissp ale pue ‘Sjewlo) Uim

SE [[9M Se [BNSIA-0IpNe 3SN ‘9SJAIP aJe S32JN0SalJ 1yl [BRUSSSS S| 3] Dlwapued ayy
Bupinp uopesUNWWOd pue a.Jed 01 saydeosdde [ea16ojouyda JO aSN paseadul 3yl
Buissauley ‘axeidn pue ssauaieme asealdul pue PIYs Siy3 91e3|1dey 03 SIIIN0SI
dDV Jo} [eriod gam Buidey-d1jgnd pue ‘paleulp.do-0d Ajjeuoneu 1sngod e bupesiy e

‘S|euolssajold aled |eos pue yieay Aq (paumo

uey) Jayied) parioddns pue dijgnd aya Aq UsAP 4DV Bupjew ‘aJed aininy J1ayl
Bupuanpul pue BusPISUOD Ul P1SaIa1Ul SUOAUE J0) [eUIIOU PUB 3UINOJ SE dDY
sawleJyad 1eyy buibessaw yijeay djjgnd 3u3SIsuod pue pajeulplood bupnpoulze

'S92IN0S3
2.1e2y3|eay bujuones 03 paiejad sl 4oV 1eyy “ba ‘suondadtadsiw pue sieay bujadsip
pue 4oy Jo snieis [eba) pue sessadoid ay3 noge dignd ayy bujwliou] vz

doV 1noqp wawabpbua dgnd

"pJ0d3J [eDIpaW
11343 01 SYul| Yaiym ueld a1ed adueApe ue 21ea1d pinod dijgnd ay3 o Siagquual
UDIYM U] 4DV 40} WISAS paseq-gam patelbajul ue ojul yd1easal buisniiond ‘g
‘SaiuNWWwod pabejueApesip 1oddns 03 paubisap e pue ‘Sieulo) Usnlim

Se [|9M SE [BNSIA-0IpNe 9SN ‘9SJSAIP aJe S92N0Sal 1yl [BRUSSSS S| 1] Diwapued ayy
Bupnp uoesuNWWod pue aJed 03 saydeodde [21H0j0UYIDI JO 3SN PaseaIdUl By}
Buissauley ‘ayeidn pue ssauaieme 3sealdul pue JIYs SiYy3 91e3|1dey 03 S92IN0SDI
dDv 1o} [eniod gam Buidey-d1ignd pue ‘paleulp.o-0d Ajjeuoneu 1sngod e bupesiy e

‘Buisiel ssausieme pue uoieINPa

11|gnd pue ‘Swa1sAs P10l [edIPall JIUOJIDD JO UOIRUIPIO0D I19113] ‘918D [eDos
pue yyeay ul bupiom asoyy Joy bujuiely :Ao1j0d auedyyeay Aq pauuidispun
‘PapaaU aJe S31H31eJ1S PRIDBUUOIIBIUI ‘SNOBURYNWIS JUBWISIAUI SIU3 3pIsBUOY €7
Abojouyday jpubip fo asn 421339

'SIY} spJlemoy Bupjiom uj Japisuod 03 3ybno siaxew
Ao1jod pue 'saainuss ‘sjeuoissajold yijeay ey suonsanb Aoy [B4aASS aie 313y 9

EEANESWENESIETEL|
40 sanoud pue sanjea syl skeme s| uoissnasip Aue 01 Juiod Buiieis ays yaiym
ul bujuueld aued adueApe yulyi-a4 03 Auniioddo ue papiaoid sey 61-AQIAOD i

‘uopen|eAs pue bupoluow ‘uoneuswa|dwi si ple pue
dDV 1oddns 03 A1j0d aAIsuaya1dwod e sey yN ay3 ul Anunod yaes buunsul ¢

"SUBIIUI U0 SN0} SaulapInb 4Dy 3sow 1ussaid 1y diwapued ayi bunnp yoeas
WINWIXew aAeY pue 9|geuleIsns ‘aAI1da)le aJe SUOIUSAIDIUL DY 2JNSUD 03 (WSISAS
Japinoad ‘leuosiadiaiul ‘lenpiAipul) duanjjul Jo s|aAd| ajdiinw bunable] T
‘Buisiel ssauaieme pue uoiesNpa

21|gnd pue SWSISAS PI10Ja] [BIpall J]UOJII9[o JO UORBUIPI00) J9113q ‘2Jed [epos
pue yyeay ui bupiom asoyy Joy bujuresy :Ao1jod auedyyeay Aq pauuidispun
‘papaau aJe S31H631e11S PRIDSUUOIIBIU ‘SNOBULINWIS JUSWISIAUI SIY1 dpIsBuoy €7
dDV a104bajur pup 1ioddns 03 Ao5j0d pup a2uppIND

‘Ajedauab a1ow a1ed aupnol

Ul puB SaABM dlwapued JUS.INJ3. 4O 21NINy JO PESYP 4031D3S YI[eay 2y SSOIe a1ed
pJepuejs Jo 1led e se pas||ewJou pue padinosal aq ued bujuueid a1ed adueape
Aijenb-ybiy moy Japisuod Apuabin 03 pasu siaxewAd|jod pue sispinold ‘Gt

'S92UN0S3
Bupsixa uo bulp|ing 4oy 1oddns 03 swiaisAs pajelbajul pue sa24n0sal buldey
-21|gnd ‘paseg-a2uapIA Ul JUBWIISIAUL [EUOIIBU PUBLIWIOIA. 9M (dDY) Puluueld a.1e)
9DUPAPY 03 SSII2€ U SafI[enbaul 9anpaJ 01 pue ‘6 |-QIAQD 4O IX23U0D 3Y3 U['ZZ

dDV 40) $331n0S3Yy

(ApMIs 5585) BUUUR[d 918 SoUBAPY

suojzepuawwodas Adijod

>40M J0U
p1p 3eys sabueyp ‘paxyiom
1eY3 S321A43s 03 sabuey)

sawayL

Page 15 of 25



23 Last updated: 12 MAR 2024

AMRC Open Research 2022, 4

‘saljiuey buinab Jo spasu abeuew 01 paddinbaun
|99} OyMm 3soyy 1o} bululesd Jariq abeanodua pue yeis uo sabuajjeyd ay3 buibpamoudy Lz

‘Buuiesy jeuoissajold
3Jedy)jeay 4230 pue ‘Buisinu ‘[esipawl 0ul paielbaiul aq 03 a1ed JuaWsAealaq Ul bujules|' 0z

‘poddns Jsyiiny aunbaus ybiw oym asoyy 3sodubis
pue Ajnuapl djay 03 UOREDIUNUIWOD 01Ul SPIdU S3l|ILLIE) PRARID] JO JUBWSSaSSe bunelbajurel

'S2UO pano| BUIAp yim aq 03 saljiwiey 1oy Skem puly ‘9|qissod a1aymglL

"92UBINSSPal 9AI3D3J pue suonsanb yse 03 sapunioddo aney
Sal|ILIB) 3INSUS 0} 13)ye pue Yieap e 03 Jolid Saljiule) Yiim Uoiedlunwuwod Jejnbal ajqeus /|

||e 104 9|qISSIIE SIIINIDS
Bupiew pue porad siyy bunp psaealaqg asoyl bunioddns 01 yoeoldde aaipeoud e dojpasgg|

'2Je2 JUSWAR3IS( JO [9pOW 3|qeuleIsns e abeinodua pue ‘Syiomisu [euofieu pue jeuolbal
‘|e20] U2aMI9Q UOIIBUIPIO0D 3[CRUS 01 S9DIAJSS JUBWBAR3IC BUNSIXS 10} S321N0SaJ panoldwrg |

suollepudaWIW0d34 [ed1ul|D

218D JUSWAAR3IR] JO

|opoW 3|geureIsns e abeinodus pue 'syIoMIBU [euofieu pue [euoibal |edo) usamiaq
UONRUIPJIO0D 3|eUS 01 SSDIAISS 1UBWARSI3G BUNSIXS 10) S324N0Sal parcsdul] G|,
S3IINIBS JUBUWIBADAIA] O] S32IN0SY

(leuoneu ‘jeuoibal ‘|eI0]) SIDIAISS JUBUISARIS] JO UOIIRUIPI00D)
‘||e 104 9|qISSaIIE SIDIAIRS Puplew pue
poriad siyy bunp paseasaq asoyl bupdoddns 03 yoeoudde aandeoud e dojeasg 9|

"2 JUSWaARRI3( JO

|2poW 3|geureIsns e 2HeiN0dUS pue ‘SYI0MIBU [eUORU pue [eUOIB3l ‘|ed0] U3aMISq
UONBUIPJIO0D 9]geUS 0 SIS JUBWBARSIR] BUINSIXS 10} S924N0SaJ pancsdw G|
papasu Apuabin s| S2IAISS JUBWIBARRIS] JO UOoISIA0Id paseasdu] '/

SAIINIIS WWAWADAI]G J0f 240ddns

suolzepuawwodas fdijod

uoddns
JuawWanealaq uo pedwy

saway L

Page 16 of 25



Impact upon the quality of hospice care

Demographies and geographies of care. There were two rec-
ommendations that focused on better access to services. The
first recommends the government should introduce a fast-track
passport for people who are diagnosed as terminally ill, ena-
bling them to access all relevant benefits and services on a
priority basis (10). The second focused on hospice-based
rehabilitation services, but is generalisable to all hospice care,
and recommended more equitable access to palliative care
(rehabilitation) services (11).

Integration of palliative care. There were six recommendations
on the need for increased integration of palliative care (Rs 13,
14, 38, 39, 53, 54). Two papers found that hospices — particularly
charity funded — and specialist palliative care in the commu-
nity were not always well integrated with primary care, commu-
nity nurses, or the national health system in general (6, 11). It
was argued that there is an urgent need to recognise the need for
palliative care in pandemics, increase numbers of the special-
ist palliative care workforce, and ensure palliative care skills
are part of the training of general clinicians (Rs 38, 39, 53).
The focus of some guidance on the specific roles of particular
services was seen to contribute to the fragmentation of serv-
ices and it was recommended that greater emphasis be placed
on multidisciplinary teams and (re)building trust between
services (Rs 53, 54). It was recommended that greater col-
laboration across national and international settings should
take place to optimise resource use and avoid duplication of
effort, while maintaining high standards of care, particularly in
relation to training, policy and guidelines development
(R13). Importantly, it was recognised that the effectiveness
and sustainability of any changes made during the pandemic
(and afterward) will need evaluating (R14).

Hospice at home. There were no recommendations that spe-
cifically addressed the provision of ‘hospice at home’, although
several discussed elsewhere (such as those on ACP e.g.
Rs 22-30; digital technology e.g. R33; and resources and fund-
ing e.g. Rs 1, 13, 37, 39; and training e.g. R47 and others) are
relevant to developing a ‘hospice at home’ service during the
pandemic.

Digital and remote palliative healthcare. Digital technologies
to facilitate remote palliative care were expected to be an impor-
tant part of hospices’ pandemic response (MacArtney er al.,
2021). However, there were only two recommendations that
directly addressed this issue. The first, the Better End of Life
report by Marie Curie (1), recommended that data systems must
include information on dying, death and bereavement (RS).
The second was focused on the facilitation of better Advance
Care Planning (ACP, discussed in detail below), and recom-
mended that a “robust, nationally co-ordinated, and public-fac-
ing web portal for ACP resources” be developed to help improve
communication both during the pandemic and after (R33).

Changes to services that worked, changes that did not work. It
was expected that there would be case-studies, specific moments
or issues during the pandemic that may provide learning
opportunities (MacArtney er al., 2021). For this review, two
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sets of recommendations were evident, one relating to Advance
(or ‘Anticipatory’, in Scotland) Care Planning (ACP), and the
other concerned hospice and specialist palliative care staff
wellbeing.

Two sources were identified that specifically addressed the use
of ACP in the pandemic: a rapid review (5); and the national
CovPall survey of SPC clinicians, which included a large
proportion of hospice staff (9). From these we identified 16
recommendations for ACP, which we organised under four
sub-themes.

Both the review and survey highlighted the need for national ini-
tiatives to fund ACP resources, integrate systems, and reduce
inequalities of access to ACP within palliative care contexts
and across all healthcare services (Rs 22, 45). It was recog-
nised that the pandemic brought an opportunity to develop
guidance and policy to support and integrate ACP across
the UK (Rs 23, 34, 35). This included refreshing understand-
ings of ACP as starting with the patient’s values and pri-
orities, be undertaken early and often, and that processes
should be adapted to individual needs (Rs 25, 27, 44). Better
implementation of ACP will involve training at multiple lev-
els (e.g. health professionals, interpersonal, service provid-
ers, system, and/or policy makers), across all sites of healthcare,
including care homes, with “key questions” being identi-
fied for each level to reflect upon (Rs 25, 31, 46). To support
integration of ACP, several ways to make better use of digital
technology were identified, including use it for remote con-
sultations (R28), recording of conversations in patients’ elec-
tronic notes (R30), coordination of IT systems so medical
records and ACP can be shared across healthcare services (R23);
a public-facing web portal of ACP resources (Rs 33, 35); and
use of multiple digital media to further public engagement with
ACP, particularly with disadvantaged communities (Rs 26, 33).
A consistent public engagement strategy was also identified
as necessary to create a sense of openness, public owner-
ship, normalise planning, and dispel fears of ACP, especially in
care home settings (R24, 29, 32).

The impact of the pandemic on hospices was also recog-
nised to effect staff wellbeing, as well as the services they pro-
vide. Recommendations focused on what employers, managers
and colleagues can do for each other to promote self-care, pro-
vide psychological and emotional support, develop and main-
tain relationships, find time to debrief and reflect, access
training to assist in managing own and families’ bereavement
and grief, and to support staff during periods of rapid service
change and uncertainty (Rs 21, 42, 48, 55, 56).

Impact on bereavement support. Seven recommenda-
tions focused on bereavement services drawing urgency from
the need to increase the provision of bereavement services
due to the pandemic (R7). This involves improving resources
for existing bereavement services (R15), and ensuring
coordination between local, regional and national bereave-
ment services and networks to provide training to all healthcare
staff, so that they proactively work together and communicate
with families — before and after a death — to ensure that those
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who may need specialist bereavement support are identified
and referred (Rs 16, 17, 18, 19, 20, 21).

Discussion

The Covid-19 pandemic and protections has highlighted sev-
eral ongoing policy and practice needs, especially around
hospice resources, as well as generating new issues for
hospices to address. We found that significant policy gaps
remain to be addressed to mitigate the impact of the pan-
demic on the quality of hospice specialist palliative care. Given
the unique context of Covid-19, the public health protections
put in place and the timeframe of the review, it was unsur-
prising to see that there were numerous recommendations
addressing the impact of the pandemic and protections upon
hospice resources. These recommendations addressed sig-
nificant issues for maintaining hospice services including
finances, clinical and physical infrastructure (access to build-
ings, equipment, medicines, PPE etc), and staff workforce,
training and wellbeing. That these were brought into such con-
siderable question highlights how, in this context, hospices’
independent charitable status became doubly problematic: first,
underscoring the degrees of operational and financial separa-
tion from mainstream state-funded provision that hospices
in the UK experience (1); and, second, the precarious nature
of the charitable funding model of healthcare (Hospice UK,
2017).

The recommendations addressing the impact of the pandemic
on the quality of hospice care were largely focused on three
themes. First, the pandemic and protections highlighted a
long-standing drive for hospice-based specialist palliative care
to be better integrated with other services in the community,
including primary care (Gomez-Batiste et al, 2017; WHO,
2018). Second, the role that hospices could take in leading
and providing bereavement support was another prominent
theme, with several recommendations intersecting calls for bet-
ter integration and increased resources. Third, were the recom-
mendations focused on how best to implement Advance Care
Plans (ACP) in the pandemic context (5, 9).

Limitations of the review

The review included studies that merged hospice data and evi-
dence with wider palliative care service discussions, which
meant that some recommendations were generalised from
non-hospice palliative care settings to the hospice context.
Where the papers reviewed made it possible, we have sought
to highlight this generalisation in our synthesis preferring to
include potentially useful, applicable recommendations than
exclude them for any perceived ambiguity of origin or poten-
tial application. Ten papers provided recommendations build-
ing on primary research, but only two (7, 10) did not draw on
staff survey data. There is therefore a significant lack of lived
experiences, especially of patients, but of those that care for
them, and hospice staff; key perspectives that are needed to
develop a contextual richness to recommendations to help
improve policy and practice.

The review has identified recommendations for practice and
policy from papers published in the first 24 months of the
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pandemic. However, given the time lapse between data collec-
tion and publication, the recommendations are largely based on
evidence collected in the first 12 months. Although the recom-
mendations were generated during the pandemic, many are likely
to remain relevant beyond this period e.g. recommendations
relating to ACP (Rs 22, 23, 25, 27, 31, 34, 44, 46); digital health-
care (Rs 8, 23), and bereavement services (Rs 7, 15-21). How-
ever, some recommendations were specific to the needs of
services during ‘lockdowns’ and during periods when higher
levels of prevention and protection measures were in place
e.g. around pandemic related need for increased resources (Rs
36, 37, 38); or visiting (R41). Several recommendations that
looked to longer term implications can be seen to frame the
pandemic as highlighting or exacerbating pre-existing issues
and so were an opportunity to restate demands, such as for
more secure funding (Rs 1, 13) and integrating palliative
care more widely across healthcare services (Rs 13, 39).

We have not evaluated the quality of the studies that the rec-
ommendations came from or provided an evaluation of indi-
vidual recommendations. Nor have we been able to conduct an
ethnicity impact assessment of policy recommendations (Bajwah
et al., 2021). Our aim was to summarise and synthesise the
multiple recommendations produced by numerous investiga-
tions and reports during the pandemic. As one study noted,
further research and evaluation will be needed to gauge
whether a recommendation can be (or has been) successfully
implemented (Dunleavy et al., 2021).

Implications for future research and policy

We structured our analysis around the themes identified as
important by of academic experts, clinical stakeholders, and
PPI representatives as part of a collaborative stakeholder
knowledge synthesis (MacArtney er al., 2021). However, this
review has also shown that there were relatively few recom-
mendations addressing several key areas previously found to
be important for adapting hospice services to the pandemic or
post-pandemic future. For example, while there was much
discussion in social and traditional media of the difficul-
ties of visiting relatives in health and social institutions (Joint
Committee on Human Rights, 2021), only one study had pro-
vided recommendations relating to the specific visiting issues
faced by hospices (7). Similarly, there was only one recom-
mendation (R22) that sought to attend to the inequitable impact
of the pandemic upon hospice service users, and this was spe-
cifically related to accessing ACP. There were no recommen-
dations that considered the impact of the pandemic on differ-
ent demographic groups or how the recommendations may
affect those groups differently and equitably. Lastly, there were
a lack of recommendations addressing the rapidly growing need
for hospice-at-home; something that needs to be addressed
as more people are expected to request to have their final
weeks at home (Bone ef al., 2018; Rees-Roberts et al., 2019).

Conclusion

The impact of the pandemic and protections further exposed
or accelerated many issues known about in hospice services
pre-pandemic. While many recommendations for policy
and practice echo these pre-existing needs and requests,
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several pandemic specific recommendations were identified,
although these were often more limited in scope due to the
novelty of the Covid-19 situation. What this review has shown
is that there even after two years of action, research and
review, there are significant gaps in knowing what needs to be
done or changed to address the impact of Covid-19 upon key
areas of hospice services and provision of care. As Covid-
19 continues to circulate in the wider population the needs of
patients, carers and staff will change and with it most, if not all,
previous recommendations may need adapting and refinement
over time.

Registration and protocol
A protocol was prepared but not registered.
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for hospices in the United Kingdom. The literature drawn on was published during the first two
years of the covid19 pandemic. The rationale for this is clearly laid out, as providers of palliative
care within the hospice sector were impacted by the demands for care resulting from the
pandemic and also by the restrictions imposed and the need to identify different ways of working.
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practice and policy. The authors have presented these separately and as encapsulated within 10
themes. They are presented in list form as well as described. Some of the themes and
recommendations are, inevitably, specific to the endeavour to provide a service during a
pandemic, but there are others, such as sources of funding within the hospice sector, that are an
ongoing issue.

This is a useful piece of work, pulling together published work and demonstrating what has been
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summarise and synthesis the literature.

I did want to know more about the extent to which there contradictions/conflicting views across
the included policies? Did this appear to be region based/service based?

I wondered about the inclusion of qualitative study. Does it fit with the remit of this paper around
synthesising recommendations and implications for policy and practice. Might want one line
around why it does.

The inclusion of the theme around changes specifically identifying what did not work could have
been addressed more directly. What exactly did not work? This would be important to clarify
before suggesting what could be improved.
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equity in these policies. A sense of the geographic spread of the policies.

Thank you for highlighting this issue. We checked the recommendations again for mentions
of equity or inequitable access and noted one (R22) should have been included in
“Demographies and geographies of care”. We have amended the paragraph as follows, also
including a sentence to highlight earlier the paucity of recommendations on equity of
access and to note the lack of geographic consideration in policy recommendations, “There
were three recommendations that focused on better access to services. The first
recommends the government should introduce a fast-track passport for people who are
diagnosed as terminally ill, enabling them to access all relevant benefits and services on a
priority basis (R10). The second sought to reduce inequalities in accessing Advanced Care
Planning (ACP), recommending investment in resources and systems to support delivery of
ACP (R22). The third focused on hospice-based rehabilitation services, but is generalisable to
all hospice care, and recommended more equitable access to palliative care (rehabilitation)
services (R11). The latter two were the only recommendations to specifically address the
equitable provision of services. No recommendations addressed the varying palliative needs
associated with different geographic locations (e.g. urban, suburban or rural).” To reflect
this change to the Results, we amended the discussion to change “different” to “specific”,
“There were no recommendations that considered the impact of the pandemic on specific
demographic groups or how the recommendations may affect those groups differently and
equitably.

I did want to know more about the extent to which there contradictions/conflicting views across
the included policies? Did this appear to be region based/service based?

Thank you for raising this interesting line of enquiry. We agree that further comparison and
evaluation would be helpful. However, developing the framework through or against which
policy recommendations could be compared was beyond the scope and timeframe of this
review.

I'wondered about the inclusion of qualitative study. Does it fit with the remit of this paper around
synthesising recommendations and implications for policy and practice. Might want one line
around why it does.

We have provided some emphasis as to why we included this qualitative paper on p24, sub-
section “Sub-literature two: Healthcare professionals providing end-of-life care during the
first waves of the pandemic”:

“The paper was included in this review, as the study aim was to help inform current/future
clinical practice and policy, and participants had been recruited during the first pandemic
wave, March-June 2020.”

The inclusion of the theme around changes specifically identifying what did not work could have
been addressed more directly. What exactly did not work? This would be important to clarify
before suggesting what could be improved.

We agree that reflecting on what did not work will be necessary to developing better
recommendations in the future. Perhaps due to the positive and interventionist nature of
policy recommendations, none were framed deontologically i.e. “we recommend that you
do not do X". Again, it was beyond the scope of this review to explore in detail the basis for a
recommendation. But future reviews may want to evaluate the findings behind the
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recommendations to elucidate the rationale around why they are framed as they are,
including identifying and failed or partial policy successes

Competing Interests: No competing interests were disclosed.

Page 25 of 25



