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Palliative care is essential for people with an advanced life-limiting illness. Most palliative care is delivered by
healthcare professionals who do not specialise in palliative care (‘non-specialists’). Multidisciplinary specialist
palliative care services manage more complex problems, providing more comprehensive support when needed.

Both ‘non-specialist’ and specialist palliative care improve patient and family outcomes and reduce formal health-
care costs. However, there are inconsistencies in the delivery of, and access to, ‘non-specialist’ and specialist
palliative care. These inconsistencies and inequities lead to unrecognised and unmet palliative care needs. There

is also inconsistent referral to specialist palliative care services.
Unless there are greater resources and training, these issues will be exacerbated by an increasing need for pallia-
tive care with changing population demographics.

Palliative care is delivered by a range of professionals: i) some ‘non-
specialists’ in palliative care (eg primary/community care professionals,
and also secondary care professionals specialised in other areas) and
ii) specialists in palliative care (ie multiprofessionals working predom-
inately in palliative care). Both ‘non-specialist’ and specialist palliative
care improve patient and family outcomes, and reduce formal healthcare
costs.'® ‘Non-specialist’ palliative care is the first line of holistic care
(including pain/symptom/psycho/social/spiritual assessment and man-
agement), identification of the last year/months/weeks/days of life, ad-
vance care planning and identification of specialist palliative care need
and referral. It should be the business of almost all health and care pro-
fessionals. However, there are currently often unrecognised and unmet
palliative care needs, due to inconsistencies in ‘non-specialist’ pallia-
tive care resource, expertise, delivery and referral to specialist palliative
care.* There are also inconsistencies in specialist palliative care resource
and delivery.

It is predicted that palliative care demand will increase by up to
47% (from 2014 to 2040) due to 25% more annual deaths (England
and Wales), with more deaths at older ages and from chronic disease
and dementia.® Healthcare systems must respond to and adapt to meet
age-related multimorbidity increase in palliative care needs, developing
robust non-specialist and specialist palliative care infrastructure to en-
sure high-quality care and support for those with advanced life-limiting
illness.>® With more people dying at home and the policy ambition to
pivot care to community from hospital, palliative care is paramount.’
Enough appropriately skilled staff to support community-based pallia-

tive and end-of-life care, as well as health and care system infrastructure,
are needed to meet current and evolving demand.’

The role of non-specialist palliative care and where does
specialist palliative care fit in?

Non-specialist and specialist palliative care are both characterised
by the holistic care of individuals, which aims to improve quality of
life by addressing physical, psychosocial and emotional needs.'® Non-
specialist palliative care is mostly delivered by primary and community
care providers (eg GPs and community/district nurses) and family and
informal carers in home and community settings, and also by a range
of hospital healthcare professionals specialised in other areas.'®-!! Spe-
cialist palliative care providers tend to manage more complex problems
and provide more targeted and comprehensive support when needed.?
In view of individualised and variable needs of people with advanced or
life-limiting illness, it is necessary to identify those with more complex
needs for referral to specialist palliative care.!'?

Both non-specialist and specialist palliative care have been shown to
improve outcomes for patients and their families, reduce costs, and en-
hance end-of-life care experiences.! > However, the way in which care is
delivered varies greatly; from the professionals involved (non-specialist
or specialist palliative care or both), to the setting where the care is de-
livered, and the mode of delivery (eg in-person/telehealth).® There re-
mains limited understanding of which models and components of care
work best and for whom, and under which circumstances.3-1315 A re-
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cent systematic review on palliative and end-of-life care for adults living
at home found that evidence largely supports in-home palliative care,
including both non-specialist palliative care and integrated care with
specialist palliative care.?

Using a novel methodology to convert outcomes into minimally clin-
ically important difference (MID) units and number needed to treat
(NNT), a recent meta-analysis and meta-regression pooled 20 years of
robust evidence for specialist palliative care across outcomes for quality
of life and emotional wellbeing.'® Specialist palliative care, provided in
addition to usual care, demonstrates significant clinically important im-
provements to both quality of life and emotional wellbeing, with mod-
erate to substantial effect (ie a standardised mean difference (minimally
clinically important difference) of 0.4 for quality of life), regardless of
the underlying illness.'® The NNT is similar to, or better than, many
other well-accepted interventions, such as cardiac rehabilitation.'®

The importance of timing specialist palliative care

Specialist palliative care has optimal benefit when care is received at
least 3 months before death, although there is benefit with less.!® How-
ever, referrals to specialist palliative care currently occur within weeks
of death, too late for maximal benefit.'®>17 A UK retrospective cohort
study reported the median time from referral to hospice-based inpatient
or community specialist palliative care and death was on average 48
days,'” and even less (27 days) for those with non-cancer conditions.!”
Referral time for people with dementia or stroke to specialist palliative
care was a median of 9 days before they died.!” Increasing age and
being male were also significant predictors of late referral.!” Reduced
access by non-cancer diagnosis, older age and lower socioeconomic sta-
tus were evident in an England/Wales bereavement survey for specialist
palliative care received at home, care home or hospital.'®

As well as the need for ‘timely’ (ie based on need, and likely notably
earlier than at present) specialist palliative care, there remain challenges
with how ‘timely’ is defined and identifying appropriate triggers for re-
ferral (ie criteria and screening).* Patients receiving ‘earlier’ specialist
palliative care show an improvement in a range of outcomes, includ-
ing better physical symptom control, improved mood, better quality of
life and longer survival.!®-2° ‘Early’ palliative care led to decreased de-
pression, less chemotherapy at the end of life, and increased social sup-
port.'?>2! To provide ‘timely’ and ‘early’ specialist palliative care for all
patients with advanced illness will need redirection of resources.*

What are the challenges?

Most palliative care is delivered by primary and community care
providers, as well as hospital healthcare professionals, for whom pal-
liative care is just one aspect of the care that they provide.?24 Their
role includes identifying those who are dying, providing first-line symp-
tom management, and enabling access of additional services, such as
specialist palliative care, where needed.?® Barriers include limited time
to deliver care, large workload, staff shortages, poor knowledge of pol-
icy developments in palliative care (eg Gold Standards Framework) and
lack of palliative care skills.?>>4 Specialist palliative care addresses the
most complex cases, reduces hospital admissions and bed days in hos-
pital.>-2° However, its ability to do this is also reducing, as much of
the funding (about two-thirds) for specialist palliative care comes from
charitable funding; third sector providers are experiencing severe finan-
cial and workforce challenges — and subsequently having to reduce the
number of people seen.?’

This raises a question around who care then falls to. Family and
friends play an important role in supporting those with advanced and
life-limiting illness. The costs of care provided by family and friends, in-
cluding personal care (eg washing or dressing) and other help (eg providing
transport or doing laundry), would mean an estimated national replace-
ment cost of £28.7 billion (England).!! This echoes the challenges with
accessing timely specialist palliative care, where those with non-cancer
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causes of death and increasing age were associated with increased costs
among other factors (eg those in more deprived areas).!! Multiple bar-
riers to ‘timely’ palliative care include a lack of awareness of symptoms
or needs, inconsistent referral thresholds, stigma surrounding palliative
care and limited resources.*

What are the solutions?

To be most effective, specialist palliative care services need to be
multidisciplinary and integrated across different healthcare settings,
delivering multiple components (ie symptom control, psycho-social-
spiritual care and advance care planning).'® Both non-specialist and spe-
cialist palliative care need to be sufficiently resourced to enable timely
and effective intervention (especially as this is a statutory requirement)
and to relieve hospital pressures.®>16,2527

It requires timely referral to ensure benefits are achieved.'®'7 For
this to occur, there needs to be better identification of people with
difficult-to-manage palliative care needs, consistent referral criteria,
and education and support for the whole workforce who deliver non-
specialist palliative care to be able to achieve this.*-® Policy and com-
missioning should drive a needs-based referral at least 3-6 months be-
fore death as the optimal standard of care.'®

Summary/conclusions

It is counterproductive to leave palliative care and specialist pallia-
tive care under-resourced, as it risks ill-equipped and ineffective services
that do not deliver for people or the NHS.!©-26:27 This is especially im-
portant for community-based palliative care services, if the high levels of
unplanned hospital admissions near end-of-life care are to be reduced,?®
and the proposed pivot from acute care to community-based care is to
be achieved.
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