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This editorial highlights the rationale for primary care
delivering palliative care (Box I) (1): palliative care can
reach all those in need if integrated in primary care services;
primary care can identify people much earlier in the course
of the illness than specialist palliative care so can prevent
as well as limit suffering; and primary care can provide
palliative care more cost-effectively in primary care than in
other settings. Moreover, recent studies also suggest that
palliative care can prevent many planned and unscheduled
episodes of high-cost low-impact treatment if it is integrated
in routine primary care services at diagnosis of a serious
illness. It can also decrease catastrophic costs for patients in
specially low-income settings.

Box 1 Definition of primary palliative care

Primary palliative care is palliative care practiced by primary
health care workers, who are the principal providers of integrated
health care for people in local communities throughout their life.
It includes early identification and triggering of palliative care
as part of integrated and holistic chronic disease management,
collaborating with specialist palliative care services where they
exist, and strengthening underlying professional capabilities in
primary care (1)

The overall value and rationale for developing
palliative care in primary care and important
policy developments

Yearly, around 60 million people experience serious health-
related suffering (SHS) (2). Suffering is health-related when
it cannot be relieved without professional intervention
and when it compromises physical, social, spiritual, and/
or emotional functioning (2). Projections indicate that this
trend will continue to 2060—affecting largely low- and
middle-income countries (LMICs), especially due to cancer,
cerebrovascular disease, lunge disease, and dementia (3).
The groundbreaking resolution on palliative care
“Strengthening of palliative care as a component
of comprehensive care throughout the life course”
(WHAG67.19) was unanimously approved by all member
states at the World Health Assembly in 2014 (4); it
emphasizes the urgent need to include palliation across the
continuum of care, especially at the primary care level (4).
In 2018, the Member States reaffirmed their commitment
to strengthening primary health care and explicitly included
palliative care (5). In 2019, the political declaration on
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Universal Health Coverage (UHC) recognized palliative
care as an integral part of the health service (6), which means
without palliative care there is no UHC. Palliative care
became part of Essential Universal Coverage Packages (7).
Palliative care is not a luxury or a privilege, but it is a basic
right for all—as stated by the Human Rights Council (8)—
and an ethical duty for health care systems (4).

Palliative Care has developed and grown in most
countries as a specialty, although there are some notable
exceptions such as Panama, but there will never be enough
specialist palliative care for all, and in fact it is not needed (9).
Specialist professionals are necessary for complex situations
and support, but generalists can ably cope with 75% of
patients, and are moreover able to intervene earlier in the
illness trajectory (9). Most health-related suffering can be
prevented and relieved by primary health care workers,
who are the principal providers of integrated health care for
people in local communities throughout their life especially
in LMICs (2).

Primary palliative care starts with the key first step
of early identification of people in need and triggering
integrated and holistic chronic disease management,
collaborating with specialist palliative care services where
they exist, and strengthening underlying professional
capabilities and compassionate care in primary care (1).
To do this, they need training in how to deliver palliative
care in the community and to have access to inexpensive,
safe and effective essential medicines and equipment (2).
Knowledge on communications skills, self-care, and
symptom control are resources for dealing with patients
with serious diagnoses, reducing their stress and improving
the quality of care. Families and local communities provide
most care for people with palliative care need (10). Primary
health care workers provide care for the whole family and
are often leaders in these communities and together with
them can provide compassionate care. Primary care is aptly
placed to provide palliative care because most patients who
could benefit of palliative care reside at home and cannot
easily travel beyond their communities, and most people
also prefer to die there with an adequate care (11).

However, global provision of primary palliative care
remains underdeveloped (12). The access to essential
medicines for palliative care and pain medicines, especially
opioids, is a major barrier. The Special Session of the
United Nation General Assemble (UNGASS) suggest
specific recommendation for countries for the improvement
of the access of opioid analgesic for medical proposal (13).
The Lancet Commission on Pain and Palliative Care
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have costed an affordable essential package of palliative
care medication and equipment which should be available
in primary care. However, lack of understanding about
palliative care among national policymakers, health
professionals and in the community is another important
barrier to the development and use of palliative care. This
reflects a lack of alignment between the needs, demands and
the national structures of the health and social care systems,
staff education and training.

Value of primary palliative care to health
systems, patients and to public health

Evidence increasingly shows micro and macroeconomic
benefits of the integration of palliative care in improving
quality and sometimes even length of life while decreasing
costs (14). During the last year of life due to medical costs,
hospitalization and admissions to intense care units as well
sometimes futile treatments, high costs are generated for
the health care system (15-18), but also for the patients and
their family (19).

Literature reviews have demonstrated the cost-
effectiveness of palliative care (20,21). By integrating
palliative care, the health care services can profit by
reducing overcrowding services and the cost for the health
care system, especially in low-resource settings (22). Cost
savings are due to reducing repeat hospital admission
through improved pain and symptom control as well as
reduction of aggressive and futile treatments. Out-of-
pocket cost at the end of life represents an important source
of health expenditures and impoverishment, especially in
LMICs (23) due to direct and indirect costs. This can lead
to a medical poverty trap (Figure 1), which obviates the
Sustainable Development Goals (SDG) to reduce poverty
and prevent financial hardship.

If patients and carers receive adequate care at home,
most prefer to live and die there, which may reduce their
financial distress (24,25). The improvement of quality
of life and symptom control patients experience there
increases functionality and mobility and enable patients
and caregivers to return to social activities, participating
in family, social, and community life and even to return
to work. The financial protection and better caregiver
and family quality of life may have positive effects on the
experiences and in family members’ physical, emotional, and
mental well-being (26). Also the access to grief support may
promote resilience and well-being during bereavement (27).

The introduction of palliative care has shown reduction
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Figure 1 Medical poverty trap.

in poverty through reducing households’ expenditure on
medical care, assisting patients and their family members
to receive government benefits, and enabling some family
members and patients to work again (28). Specifically in a
low-income country as Malawi, a prospective cohort study
of patients with advanced cancer found that ‘catastrophic
costs’, defined as 20% or more of total household income,
sale of assets and loans taken out (dissaving) were common,
and that palliative care provision significantly reduced
dissaving (26).

However, palliative care service provision requires
investment to set up and maintain, including staff,
education, and medication as described in the Essential
Package for Palliative Care (2,7). Calculations of the
costs of expanding the package of palliative care services
are published (2). But the investment will be more than
returned, as a study demonstrated in Kenya that for every
US dollars (USD) 10 spent on palliative care, the benefits
are USD 27 (29). Primary health care can operationalize a
public health approach to end-of-life care and improve the
allocation and rational use of resources, in order to be used
with a greater effect (30).

The assessment of the economic value of
palliative care in primary care, the difficulties
entailed and what may be needed to
overcome these challenges and effect service
developments

A recent international narrative review of 43 reviews about
the evidence of the economic value of end-of-life and
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palliative care interventions assessed the evidence across
various settings (31). It found that most evidence on cost-
effectiveness relates to home-based settings and that it
offers substantial savings to the health systems by reducing
aggressive medicalization at the end of life and improved
patient and caregiver outcomes. The evidence across other
settings was inconsistent. Interventions in primary care
such as advance care planning, and day-care tended to
occur earlier in the course of the illness, thus information
on timing in relation to death would be useful to more fully
understand resource implications. This review also called for
quasi-experimental designs as randomized controlled trial are
rarely feasible in this area. The MORECare Statement on
good research practice generated by a synthesis of transparent
expert consultations and systematic reviews in increasingly
cited concerning palliative care intervention (32). On the
clinical side, it is important to study if generalists can deliver
interventions as well as specialists. This is important as
most studies of integrating palliative care with oncology (14)
or other medical specialities such as cardiology have been
with specialist palliative care. A recent study integrating
oncology with primary care through routinizing advance
care planning shows that such interventions are feasible and
acceptable with patients (33).

May and Cassel have described various limitations to
studies assessing individual outcomes as palliative care
is such a complex intervention (34). To combat this,
researchers in Scotland (including S.A.M.) adopted a
public health or “whole-systems” approach to understand
the wider context. They conducted a retrospective cohort
analysis of five national datasets with application of standard
UK costings of people who died in Scotland in 2016 (35).
This allowed the researchers to identify and cost the
continuous unscheduled care pathways as patients passed
from telephone advice, to primary care contacts, ambulance
service, emergency departments, and some were admitted.
One outstanding finding was that the cost of providing
services in the community was estimated as 3.9% of total
costs, despite handling most of the service provision
(Figure 2). Patients with organ failure contacted the
ambulance service more frequently than those with
cancer or frailty. A parallel qualitative study revealed
that many patients with heart failure who were admitted
would have preferred an assessment at home rather
than having to attend an emergency department. But
interviews with service providers revealed that primary
care was not adequately resourced to enable timely review
in the community, so sometimes an ambulance was sent
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Services used in their last year of life by the
56,407 people who died in Scotland in 2016

Hospital admission
£150.0 M

PCOOH

Ambulance service A&E 245 M

£22.3 M

£102M [NAS 24

Figure 2 Total National Health service costs for unscheduled
(emergency and urgent) care in Scotland for all people who died in
2016 (35). A&E, accident and emergency department; M, million;
PCOOH, Primary Care Out of Hours; NHS 24, telephone advice.

unnecessarily, and the patient was usually admitted. This
suggests that a small shift in resources from hospital to
primary care would be high value to patients and carers
and cost-effective (36). Thus, having qualitative as well
as quantitate data allowed a better understanding and
evidence-based recommendations.

This mixed-methods study using a systems-based
approach to describe and evaluate holistic care illustrates
the values of this approach rather than simply looking at
one of two outcome indicators from one setting (36). The
study innovatively identified how patients with palliative
care needs, even when they had not been recognized as such
clinically interacted and used unscheduled care. Thus, it
identified unmet needs in patients with progressive serious
diseases within their last year of life, and how health services
dealt with these as they progressed through their last year
of life.

Despite this being a systems-based study, it did not
include social care data or data from planned hospital
admissions, aspects which should be explored in future
studies. Noticeably, the only big data source that included
an indicator for palliative care provision was unscheduled
primary care data. Routine collection of palliative care
indicators in all community and hospital services needs to be
introduced to allow more effective studies to be undertaken.

Finally, early recruitment of people to “palliative care”
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studies is difficult due to clinician gate-keeping. We have
found in Scotland that it is helpful to label the studies
detailing what the intervention is doing e.g., “anticipatory
care planning”, rather than “palliative care” which is a term
that is sadly still stigmatized by patients and carers, and this
has helped with identification and recruitment of patients.
This reflects the vocabulary that family physicians are
actually using in their daily practice and found acceptable
with patients.

Call for action and steps to develop high-impact
low-cost evidence-based palliative care for all in
primary care

We have an ethical and moral duty to respond to the
suffering of millions of people who could benefit from
palliative care. Policies are in place internationally and we
already know how to alleviate much suffering due to all
serious diseases. But implementation is still patchy (37).
About 14% of people who need it currently receive
palliative care (38), which leaves around 50 million living
and dying with unrelieved suffering, the majority, but by
no means all of them in LMICs. This neglect of access to
palliative care and pain relief constitutes cruel, inhuman
treatment and punishment (39).

Countries should review the evidence supporting micro-
and macro-economic benefits of palliative care approach
in primary care and take the steps to guarantee access to
all components in the Essential Package for Palliative Care
to everyone and everywhere in the country. These steps
include advocacy for national policies, strengthening of
palliative care integration in the national health care system,
education for providers and accessible and affordable
medications in every country. This would result in cost
savings to households and the health system, and reduce
inequalities and improve the quality of care.

A Toolkit, generated by international leaders from many
countries, for the development of palliative care in primary
care is available in several language (12,40). This could be
used to help drive appropriate policy, educational, service
development, and medication availability developments
in different regions and countries. Also, the Supportive &
Palliative Care Indicator Tool (SPICT®) including a version
specially designed for low-income settings (SPICT-LIS) is
a screening tool for nurses and doctors to identify people
for early palliative care. SPICT has been culturally adapted,
validated, and translated into 14 different languages to
address the common barrier to early identification (41).
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It can help clinicians to trigger holistic care (42) and have
conversations with patients and start anticipatory and
advance care planning. Indeed advance care planning
is an intervention where there is increasing evidence of
economic value to the care system (15). Such plans must
be communicated with all involved in unscheduled and
emergency care which can prevent avoidable admissions
(35,43). There are various cultural, religious, and social
factors what should be considered to ensure these
conversations are helpful for patients, as well as enough
time to start and continue the dialogue (43). We need to
work together towards the integration of palliative care into
primary health care, enabling everybody to access adequate
care when and where they need it across all ages (including
children).

At the same time, innovative studies must be undertaken
in multiple contexts to ensure evidence-based interventions
fit with different models of primary care. These studies
should take a public health and systems-based approach
and should explore the needs and services for people in
the last years of life to see how palliative care delivered by
specialists, generalists in hospital and in primary care, and
local communities can bring high-value low-cost care to all
people wherever they live and from whichever life-limiting
condition they suffer.
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