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Abstract

Introduction: Palliative care services must be
expanded in all settings, most notably at the primary
health care level. Objective: This paper aimed to
stimulate a discussion on how to promote the
deployment of community-based palliative care services
that address the holistic palliative care needs of the
people through primary health care in Sri Lanka.
Methods: A literature search was conducted using key
databases using search terms concerning palliative care
and primary health care. In addition, government and
international websites were searched to identify reports,
guidelines, policy documents, and global and country-
specific reports on palliative care in the primary
healthcare context. Articles and documents produced in
English and Sinhala from the year 2000 onward were
collected, analyzed, and presented narratively. Results:
Following its recognition by National Health Policy 2016-
2025, several others (National Strategic Framework for
Palliative Care Development, National Multisectoral
Action Plan for the Prevention and Control of Non-
Communicable Diseases, National Elderly Health Policy,
National Strategic Plan on Prevention and Control of
Cancer, Primary care policy, HIV/AIDS policy, Mental
Health Policy, etc.) had identified palliative care as a
priority area. National Cancer Control Programme has
conducted various training and refresher programs,
developed publications and training materials, and
supportive guidelines and circulars on Palliative Care
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targeting different categories of primary health care
workers. The Palliative Care and End of Life Care
Taskforce and the College of Palliative Medicine of Sri
Lanka have also developed several publications. Limited
home-based palliative care is delivered at present
through Public Health Nursing Officers. Primary
preventive health services involvement in palliative care
provision at present was negligible. Conclusion: Despite
many positive factors, there is still much to improve in
policy, education, and service delivery on palliative care.
By incorporating both primary palliative care and public
health palliative care strategies in primary care, Sri
Lanka has the potential to greatly improve community-
based palliative care.

Keywords: Community-based care. Palliative care.
Primary health care. Sri Lanka.

Introduction

Accessing palliative care is a significant issue
everywhere in the world. Roughly three million of the 40
million individuals who require palliative care each year
can access such services [1,2]. According to a 2019
global study by the World Health Organization (WHO)
about noncommunicable diseases, funding for palliative
care existed in 68% of the countries, out of which only
40% stated that the services reached only 50% of the
patients needing palliative care [3]. The situation is
more dire for low- and middle-income countries.
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According to the literature, 76% of adults in need of
palliative care live in low- and middle-income countries,
and over 64% of adults in need of palliative care are
found in the Western Pacific, Africa, and Southeast Asia
regions. Additionally, 98% of children [aged 0 to 19
years] who require palliative care reside in low- and
middle-income countries. Over half of children who
require palliative care are from the African continent,
with Southeast Asia coming in second place 20% [4].

Similarly, the need for improved, accessible, and
equitable palliative care services is increasing in Sri
Lanka. It is estimated that approximately 68,000
persons, or 60% of all deaths, require palliative care
each year in Sri Lanka [5]. Although considerable
advancements in medicine and society at large are
reflected in the aging of the population [6], increasing
life expectancy poses significant healthcare challenges
[7]. Therefore, there is an urgent need to expand service
capacity and train the workforce since more individuals
are living longer with serious chronic illness,
multimorbidity, and functional impairment [7].

Primary health care has long been identified as a
cornerstone in achieving universal health coverage [8].
Even though, it is important to improve palliative care
services at all levels of care, for countries with low
resources improving palliative care at all levels can be
challenging. To overcome such barriers the World
Health Organization suggests including palliative care
development as an integrated component of overall
health systems strengthening and monitoring through a
primary health care approach [9]. Primary health care
has a high potential for providing excellent palliative
care to patients, particularly community-based palliative
care. The integration of several primary care fields and
community-oriented primary care is vital for the delivery
of quality palliative care [10].

Delivery of Community-Based Palliative Care

The delivery of palliative care outside of hospitals
and outpatient clinics is referred to as community-based
palliative care [11]. Home, nursing homes, day
programs, volunteer organizations, and support groups
are some examples of these contexts. There is
compelling evidence that community-based palliative
care can lower hospital expenses and admissions at the
end of life [11]. Global literature reveals several
initiatives to integrate services to provide patients and
their families with seamless care.

Since the 1960s, the hospice movement has had a
significant impact on the provision of end-of-life care.
Since the development of palliative care, most hospices
in developed countries have prioritized the provision of
community-based services [12]. In the context of the
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United Kingdom about 60%-75% of total community
palliative care services are delivered by hospice
organizations [13].

Primary palliative care is another well-known
approach. In countries with a solid primary health care
system, primary care provides a majority of palliative
care to patients in their final year of life. The
incorporation of palliative care into primary care practice
ensures that those in need receive quality care that is
more customized to the patient's preferences [14].
Healthcare professionals may receive training in primary
palliative care through self-directed learning,
shadowing, non-fellowship training programs, or other
methods. The objective of such care teams is to enhance
the quality of life of patients and their carers through a
range of services, such as symptom management,
counseling, arranging psychological support and social
assistance, and discussions about the goals of care with
the patient and caregivers [11].

Abel et al. (2018) promote the public health
approach or health-promotive approach to palliative
care as "the new essentials model" to reshape services
by coordinating specialist palliative care, generalist
palliative care, compassionate communities, and the
civic approach to end-of-life care [15]. The Ottawa
Charter for Health Promotion, which guides public health
palliative care, respects communities' capacity to
identify needs and strengths, determine priorities, and
formulate goals and strategies [16]. The Neighbourhood
Network Schemes of Kerala [17] is the best regional
example of such a model.

As hospice-led community-based palliative care
doesn't involve primary health care, and the article aims
to see the involvement of primary health care, this
article will only consider the integration of primary
palliative care and public health palliative care models.
This study aimed to stimulate a discussion on how to
promote a paradigm shift towards the deployment of
community-based palliative care services that address
the holistic palliative care needs of the people through
integration with primary health care in Sri Lanka.

Methods

A literature search was conducted using databases
('Google Scholar', 'CINAHL," and 'MEDLINE) using the
terms, "palliative care," "end-of-life care," "terminal
care," "supportive care," "community-based care," and
"primary health care" within their title, abstract or
keywords. In addition, the following websites were
searched: World Health Organization, National Cancer
Control Programme, Ministry of Health Sri Lanka,
Directorate of Non-Communicable Diseases (NCD), Sri
Lanka, Ministry of Health Sri Lanka, World Wide Hospice
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and Palliative Care Alliance, The Institute for Health
Metrics and Evaluation, and the Association for Palliative
Medicine of Great Britain and Ireland. The inclusion
criteria covered peer-reviewed articles, book chapters,
reports and guidelines, policy documents, and global
and country-specific reports produced in English and
Sinhala from the year 2000. Articles written in
languages other than English or Sinhala, before 2000 or
not involving palliative care were excluded. Data were
analysed and presented narratively under the key
categories; policy and advocacy, education and training
and service delivery.

Results
Policy and Advocacy

Palliative care has been identified in the 'Sri Lanka
National Health Policy 2016-2025' under the broad
strategic direction of 'Promotion of equal access to
quality rehabilitation care’ [18]. The National Steering
Committee for Palliative Care Services was established
in 2012. It is conducted under the chairmanship of the
Director General of Health Services and represents
different fields of palliative care including health, non-
health, and community-based organizations and non-
government organizations to address key issues and
assess the progress of capacity building, availability of
medicine, training, and capacity building and service
delivery in palliative care.

The National Strategic Framework for Palliative
Care Development 2019-2023 describes integrating
palliative care into all levels of health care including
primary health care and community-based care. Key
activities described under this strategy involve;
“Integrate palliative care at primary care institutions &
general practitioners”, “Conduct programs on home-
based palliative care including involvement of primary
care institutions & general practitioners and scale up”
and “Ensure the role of Public Health Nursing Officer
(PHNO) in palliative care at home based setting” [7].
However, it does not mention any initiatives taken at the
community level or at the primary care level to achieve
these key strategies.

The National Strategic Plan for the Development of
Cancer Prevention and Control 2020-2024 made a
notable improvement by including activities to involve
primary care and the community for palliative care.
These activities include; developing multi-disciplinary
teams at each health service level including primary and
community levels, advocacy for including palliative care
at the community and primary care level, establishing
support groups among cancer survivors and well-
wishers, maintaining linkage with general practitioners
association and provision of home-based care, etc. [19].
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However, despite the activities targeted to achieve the
broader strategy of improving palliative care access in
primary care, the “access” has been confined to active
clinical service provision with less observation and
assessment of the community. Similarly, there’s very
little involvement by public health teams.

Moreover, there are no activities to link the non-
health sector and primary care which is crucial given the
nature of palliative care. Following its recognition as a
part of the mainstream health system in the National
Health Master Plan 2016-2025, several other policies of
the Ministry of Health incorporated palliative care as a
priority area within their service provision. However,
these policy and strategy documents on palliative care
development [20-22], lack action plans or timeframes
for action for the integration into primary health care or
the community.

Education and Training
Training on palliative care

During recent years the Palliative Care Unit,
National Cancer Control Programme has conducted
various physical and virtual training programmes on
Palliative Care targeting different categories of primary
health care workers. This involved both the curative and
preventive health sectors [23,24]. The aim has been to
sensitize primary health care staff on the principles of
palliative care and refresh skills in communication,
symptom management, and psychosocial care. In
addition to health care workers, the program has
conducted training for Community-Based Organizations
like the “Sarvodaya Shramadana Movement” and Non-
government (commercial) caregiver organizations on
the concept of palliative care as well as informal
caregiver training. Collaboration with civil society
organizations to improve accountability and quality
services was a key recommendation of the imPACT
review 2019 [25]. In addition to the National Cancer
Control Programme, the College of Palliative Medicine of
Sri Lanka and the Provincial Director of Health Services,
Western Province have been conducting informal
caregiver training for primary care workers.

Publications

There have been several publications for primary
health care workers “Palliative Care for Cancer Patients
in Primary Health Care-2022"; “Caregiver Training of
Trainer module book -Sinhala &Tamil-2021” and
informal caregivers “Diviyata Sanasumak Caregiver
booklet — Sinhala& Tamil- 2021"; “Caregiver booklet:
Childhood cancer patients 2021” developed by the
Palliative Care Unit, National Cancer Control Programme
aiming to improve knowledge on patient management
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at primary care settings and to improve capacity of
informal caregivers [26]. Moreover, to improve
communication and continuity of services at all levels of
care the National Cancer Control Programme introduced
the Shared Care Clinic Record (H -1314) in 2021 [24].
In addition to the National Cancer Control Programme,
the Palliative and End of Life Care Task Force, of the Sri
Lanka Medical Association has developed several
publications on palliative care for Medical Officers.
However, these publications are more clinically oriented
and therefore provide little practical support for other
primary health care workers.

In 2022, the College of Palliative Medicine of Sri
Lanka together with the Ministry of Health developed an
information booklet “Touch of tender loving care: A
Guide to develop palliative care in a home setting for
primary caregivers”. This publication was aimed at
primary health care workers to use as a health
information tool to spread the message on palliative care
to the community.

Service Delivery

A lack of awareness regarding palliative care, as
well as the lack of availability and accessibility of
resources, results in significant suffering, and poor
quality of life for people at the end of life [27].
Community-based palliative care models that have been
successfully developed and established allow for care to
be provided in patients' homes. This will ensure that
holistic care is provided while taking social, cultural, and
economic factors into account. Expanding the network
of home-based care with trained multidisciplinary teams
can improve palliative care delivery.

The “Proposed Model for Delivery of Palliative Care”
illustrated in the National Strategic Framework for
Palliative Care Development in Sri Lanka 2019-2023
involves both preventive and curative health sectors at
the community level with stronger links between the
sectors [7]. Though the links have been there in theory
there has not been much progress in practice over the
years.

Currently, the Ministry of Health with the financial
assistance of the World Bank and the Asian
Development Bank is conducting a Primary Health Care
reorganization to improve the capacity of the primary
care system to provide comprehensive care, to face the
changing burden of non-communicable diseases and
potential health emergencies [28]. The project targets
both preventive and curative primary care with the hope
of improving elderly care, mental health, non-
communicable diseases, rehabilitation, and disability
care services.
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With the influence of the above project and
technical guidance of the National Cancer Control
Programme, home-based palliative care services at the
primary care level have been successfully initiated by a
handful of Primary Medical Care Units with the help of
Public Health Nursing Officers. Several issues have
hindered its expansion. The severe shortage of Public
Health Nursing Officers at Primary Medical Care Units in
the country and the workload due to other NCD-related
activities have greatly affected their engagement in
community-based care [29]. Therefore, home-based
palliative care services have not been able to meet the
growing demand. Without having adequate staff to carry
out the envisioned services it is impossible to achieve
successful home-based palliative care in primary care.

Essential Medicine and Services

A major goal of palliative care is to provide comfort
and to improve the quality of life of patients diagnosed
with a life-limiting illness [30]. Pain is one of the
common treatable symptoms in patients with advanced
disease. Ensuring continuous supply of morphine for
palliative patients was highlighted and recommended at
the National Steering Committee meeting on Palliative
Care held on 31.08.2020, as well as by the General
circular no 01-14/2015 on "Prescribing and Issuing of
Morphine for Cancer Pain Management. The National
Cancer Control Programme has developed a draft
guideline on "Delivering an uninterrupted supply of
morphine for palliative patients at home" with input from
the Sri Lanka College of Oncologists, the College of
Anesthesiologists and Intensivists of Sri Lanka, and the
Ceylon College of Physicians to overcome the gaps in
providing patients with an uninterrupted supply of
morphine at home.

Palliative oxygen therapy has been provided for
patients with cancer or end-stage cardiorespiratory
disease, who are still experiencing intractable
breathlessness [31]. The Palliative Care Unit of the
National Cancer Control Programme developed a circular
on “Establish a standardized mechanism to provide
home oxygen for patients with hypoxia”, with the
expertise of the Sri Lanka College of Pulmonologists, Sri
Lanka College of Oncologists, Ceylon College of
Physicians and the College of Anesthesiologists and
Intensivists of Sri Lanka as a recommendation of the
National Steering Committee on Palliative Care, to
provide home oxygen for needy patients using
underutilized oxygen concentrators purchased during
the COVID-19 pandemic [32].
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Discussion

Every individual is destined to die. However, most
people die in agony. A significant portion of this suffering
is avoidable since it can be relieved with high-quality
palliative care. The existing palliative care strategies in
Sri Lanka aim to improve community-based palliative
care by mainly involving curative primary care services.
The Sri Lankan health system is based on a strong
foundation of primary healthcare, where every citizen
has access to free healthcare. The island-wide
government healthcare delivery system consists of two
primary care service streams: primary preventive care
and primary curative care [33]. As preventive and
curative primary care are two similar entities providing
complementary services within the health system, given
that both aim to address health problems that are
common in communities, it is paramount to emphasize
preventive health services in the venture to improve
palliative care in the community.

Access to palliative care throughout the national
strategies and policies has been considered primarily as
a professional service delivery issue. This is a significant,
perhaps dominant, point of view that is rarely evaluated.
However, palliative care is a broader concept that
cannot be achieved by health care alone. The public
health approach to palliative care or health-promotive
palliative care has much potential to improve palliative
care in the community [16]. The health promotion
approach has been widely recognized as a process of
enabling individuals and communities to increase control
over their health and improve their health status [34].
In most programs, community engagement in service
delivery means using community resources (money,
personnel, etc.) as a supplement to what is already
available for the program. Communities don't have a
significant impact on the program's development,
evaluation, monitoring, or modification. Similar to the
neighborhood networks in Kerala [27] community
volunteers can identify the problems of people at the
end of life and organize appropriate interventions which
are then supported by trained primary health teams. Sri
Lanka can use the existing health promotive initiatives
at the ground level (Health Promoting Villages” or
“Saukya Prawardhana Gammana”) to support its
development [35]. This strategy can turn palliative care
into a grassroots movement, shifting responsibility and
authority to the community and preventing
overburdening of primary care [16].

The curative primary care service delivery system
is not well suited to dealing with the overwhelming
burden of NCDs that require coordinated and people-
centered care [36]. Further, the existing home-based
care through Public Health Nursing Officers in primary
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care is grossly inadequate to meet the need. Even
though, there have been many efforts to improve the
skills and knowledge of primary health care workers, to
identify, assess, plan, and manage quality services
adequate human resources should also be in place. By
incorporating the health-promotive palliative care
model, primary care should be able to provide
comprehensive people-centered primary palliative care,
ensuring continuity by referring patients for specialized
care when necessary and serving as the coordinating
hub for the population with increasingly complex care
needs. In addition, to provide mutual support and
complementary services [social and financial aid,
psychological needs support] accredited services should
be connected to primary care. A relationship based on
accreditation would guarantee transparency and high-
quality services in the civil society sector.

Other than the National Cancer Control
Programme, other stakeholders (Directorate of
NonCommunicable Diseases, Primary care, Elderly
health, National STD/AIDS Control Programme,
Directorate of Mental Health, etc.) should be more
actively involved in palliative care training and service
provision at primary care level. Further, research on
community engagement in palliative care and primary
care is limited in Sri Lanka. As the application of
evidence-based interventions in various settings can
have varying degrees of success, implementation
research should be encouraged. This can offer
policymakers and implementers the knowledge they
need to strive towards successful community-based
palliative care integration with the efficacy, efficiency,
and sustainability, required for long-term favorable
outcomes.

Conclusion

Given its period of development and being a new
concept compared to other health programs, palliative
care in Sri Lanka has regained much improvement. It is
important to recognize that it has taken many initiatives
to improve and include palliative care in different
sectors. However, there are ample opportunities and
room for improvement including its integration into
primary care. Palliative care integration into primary care
already has many supportive policies, training, and
service delivery opportunities. Community-based
palliative care in Sri Lanka has the opportunity and the
fundamentals put in place by existing curative and
preventive primary care services and health promotion
initiatives. Equal commitment from all parties involved in
palliative care, networking with other sectors, using
community assets, re-thinking service delivery, and
implementing research is important for the successful
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implementation of community palliative care services in
Sri Lanka.
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