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ABSTRACT

The ‘Lancet Commission on the Value
of Death’ proposes radical change and
challenges the very core of hospice
service provision. Without action,
inequalities in access to hospice care

will continue to be amplified. The
COVID-19 pandemic brought increased
needs and demands in the community
setting but also provided opportunities
for new palliative partnerships and ways
of working. Returning to the status

quo should not be an option. Rather
moving towards a shared vision and
purpose, which has the person and their
community network at its centre, enables
hospices to have a pivotal role and bring
about more equitable palliative care.

The recent ‘Lancet Commission on
the Value of Death’ draws on lessons
from around the world to propose
radical changes to help us ‘reimagine
how death and dying could be’.!
Globally, the COVID-19 pandemic
has challenged the very core of how
institutional hospice care should be
provided. Additionally, it has raised
specific challenges for countries
such as the UK, where hospices are
often small-scale charities,
providing inpatient care as well as
community-based services.” In this
editorial, we will outline factors
that influenced the evolving changes
and argue that:
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1. Without action, the recognised in-
equalities in access to hospice care
will continue to be amplified.

2. The increased palliative care needs
and demands within the communi-
ty setting provide an opportunity
for new partnerships and ways of
working to be cemented, particular-
ly with primary care.

3. The knowledge, skills and leader-
ship from hospice institutions will
have a pivotal role in influencing
and integrating future care.

Globally, it is estimated that only
14% of people in need of pallia-
tive care can access services.” The
COVID-19 pandemic has been
described as a ‘perfect storm’,
exposing marked health inequalities
related to socioeconomic depriva-
tion, poor housing and low income.*
This is a pressing issue across all
aspects of health and social care,
including for palliative and end-
of-life care provided by hospices.
Inequitable access to hospice care is
a long-standing concern: those with
a non-cancer diagnosis, living in a
rural or more socioeconomically
deprived area, identified as having
an ethnic minority background
or aged over 85 vyears are less
likely to receive care from hospice
services.” ¢ Criticism about the
provision of a high-quality service
for the privileged few, should chal-
lenge us to consider the potential of
institutional hospice care to address
inequalities in the future. Indeed,
without meaningful self-reflection
and subsequent action, the risk of
returning to the status quo is very
real.

Since the start of the COVID-19
pandemic, patterns of mortality
in places such the UK and Canada
have undergone huge shifts.”
While the number of deaths occur-
ring within in-patient hospice
services in England, Wales and

Northern Ireland reduced by 15%,
deaths at home showed a sustained
and continued increase of 419%.°
Internationally, specialist palliative
care services reported the need to
shift their focus to provide more
care in the community.®* Commu-
nity healthcare services have played
a critical role in responding to the
increased need and complexity of
end-of-life care within both home
and care home settings. This has not
been without significant emotional
impact and has compounded the
workload pressure for doctors and
nurses working within the commu-
nity.'” The increased number of
deaths occurring in the community,
compared with inpatient hospice
services, has also shifted the burden
of care for families. Pre-pandemic,
this was already a recognised issue
within specific healthcare systems
(eg, USA) where hospice care at
home is financially driven and
support for caregivers is limited."!

These factors should help us
refocus on the future direction of
hospice care. The issues relating to
adequate funding and resourcing
of hospice care remain funda-
mentally important. For example,
with the proposed Health and
Social Care Bill in the UK, public
campaigns have seized the opportu-
nity to advocate for all those who
are dying in England to be able to
access the care they want and need.
To ensure more equitable care is
realised across the country, there
is a call for it to be a legal duty to
ensure the appropriate focus and
resources are directed. This line of
thinking is important but this action
alone will not tackle the issue of
providing long-term sustainable
models of care to address unmet
needs and ongoing inequalities in
care provision. Hospice care will
continue to be a finite resource.
There is, however, an impetus and
a recognised moral duty to broaden
the reach and increase the numbers
of patients which hospices serve as
well as contributing to the overall
provision of seamless, person-
centred care.
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The pandemic provided opportu-
nities for initiatives that had previ-
ously been discussed to become
reality. Within certain areas of
the UK, hospices and community
colleagues were able to be brought
together with central contact points
and a more integrated approach
to working."® Reports showed
different  services amalgamated
to form multiprofessional teams
providing both personal care
and specialist community care.’
Increased application of tech-
nology was used to facilitate multi-
disciplinary team meetings with a
broader membership or to provide
daily staff updates. Internationally,
initiatives such as Project ECHO'
enabled shared learning and facili-
tated the transfer of knowledge and
skills to the wider workforce." '
The Lancet Commission challenges
us to go further—hospices, as part
of specialist palliative care services,
need to advocate for building
community capacity in its broadest
sense, sharing knowledge and skills,
and bringing networks together.'

Time is of the essence. Within the
UK, for example, there are ongoing
changes to the structures within
their national health system. Inte-
grated care systems (ICSs), part-
nerships bringing together those
who prioritise and fund care, with
local councils and providers of care
services across specific geograph-
ical locations, are set to become
statutory in 2022. Regionally, stra-
tegic networks representing Palli-
ative and End-of-life Care have
a key role in collectively guiding
and supporting ICSs in the integra-
tion and improvement of patient
care, advocating for ‘joined up’
approaches.

In view of evolving changes,
we would advocate the following
recommendations:

1. Leadership: There needs to be a
move away from seeing ‘hospice
care’ as that solely provided with-
in a structure of a building or in-
stitution and more focus given to
outreach and engagement within
communities. Hospices’ specialist
skills remain of vital importance,

but they need to use their standing
to lead and influence policy-makers
and create an environment for com-
munity partnership.

2. Encouraging new approaches to
hospice care: new ways of working
should be encouraged to both gen-
erate novel initiatives and facilitate
the sharing of positive outcomes.
This includes valuing informal dia-
logue with a range of partners and
stakeholders, as well as experiment-
ing with innovative approaches to
service provision. Support from ro-
bust research is needed and should
not only value the generalisability
of findings but provide evidence
about how community care and in-
stitutional hospices can better work
together in their specific locales and
circumstances.

3. Engagement of patients, public and
civic society: the patient voice is in-
tegral to guide the potential code-
sign of services and how they are
organised and provided. Hospices
need to open-up conversations with
the public so they can directly influ-
ence how hospice care is provided
in their community; how hospice
care is connected across much wider
health and social care systems; and,
how hospice care can better engage
in meaningful partnerships across
societies.

SUMMARY

The COVID-19 pandemic has
exacerbated many pre-existing
healthcare inequities but has also
accelerated many long-awaited and
much needed changes to enable the
provision of more palliative care
within the community setting. It is
now time for institutions and facil-
ities which provide hospice care
to reflect on how those inequities
grew around them, despite their
better efforts. Hospices can use
their social and moral standing to
instigate a shift in the discussion
about how ‘good’ deaths can be
accessible to all in their commu-
nities. Additionally, hospices can
recognise the role that they play
in amplifying the voice of their
community to others. Moving
towards a shared vision and
purpose, which has the person and
their community network at its
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centre, can help bring about more
equitable palliative care.
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