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The Model and Elements of a Palliative Care Plan for Patients
with Terminal lliness: A Systematic Review
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Abstract

Background: Palliative care has been a part of the healthcare system in Indonesia since its introduction in 1989;
however, few formal institutions provide palliative care. Access to care, inconsistency in the standard of care, conflicting
healthcare guidelines, inadequate healthcare funding, sociocultural values, disease patterns, and antiquated health
systems within the country all help to contribute to this situation. The aim of this study was to conduct a systematic
literature review analyzing models of palliative care and elements of a model for palliative care. Methods: The literature
was searched in four electronic databases: Medline, PubMed, Web of Science, and the National Institute for Health
and Care Excellence (NICE) Database. Three reviewers screened the search results and the data were classified
according to the main objective. Further synthesis was conducted to demonstrate elements for a model of care.
Results: The initial search strategy identified 207 articles. Based on the Hawker quality assessment scale, only 14
articles met the criteria for review and synthesis. Of these 14 articles, four described palliative care for chronic diseases
(such as heart failure and end-stage renal disease) and 10 for cancer. The integrated palliative care model has been
the most frequently described. The other models are respite care, care-aide, the personal alarm model, family-centered
advanced care, and end-of-life care for young adults. This systematic review also identified elements for a model of
palliative care and categorized them as patient and family, personnel, and healthcare system models. Conclusion:
There are various studies describing models and their elements for palliative care. The integrated palliative care model

has been the most frequently described.
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Introduction

There is an increasing number of both adult and children
with chronic illness who are terminally ill or at the end
stages of life; and will require comprehensive healthcare,
such as palliative care. Palliative care is a comprehensive
form of healthcare aimed to improve the quality of life
(QOL) for patients with active and progressive disease.
[1] This service is provided either in the hospital by
palliative specialists or in primary healthcare facilities by
doctors, nurses, psychologists, social workers, spiritual
service providers, pharmacists, and the community.[1-4]
The management of the terminally ill patient is aimed at
fulfilling the treatment plan for not only physical symptoms,
but also psychological, social and spiritual needs.[5]

The World Health Organization (WHO) recommends that
palliative care should be integrated with healthcare in
every country. Integrating palliative care into healthcare is
often based on models of care.[6] A model of care refers
to the way healthcare services are delivered, and offers
values and principles for health professionals. Many
models of palliative care have already been introduced and
implemented; however, a model of care cannot be directly
applied in some countries because of the differences in
sociocultural norms, disease patterns, and healthcare
systems within those countries.[7]
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Palliative care has been a part of the healthcare system in
Indonesia since its introduction in 1989.[8] However, few
formal institutions provide palliative care. Several factors
act as barriers for the implementation of palliative care on
a larger scale, including cultural values, socioeconomic
factors, patient and family perceptions, attitudes of service
providers, a lack of trained personnel, distribution of
palliative service facilities, a lack of coordination, and
limited funds.[9] One systematic review about the current
status of palliative care in Indonesia identified some
such barriers, which include a lack of knowledge among
healthcare professionals, geographical access to care, and
limited access to opioid pain medications.[10] In 2007,
the National Policy on Palliative Care was launched by
Indonesia’s Ministry of Health; however, the policy has not
been fully implemented. The consistency of the standard of
care, guidelines and funding contribute to this situation.[11]
These barriers should be taken into account for developing
a model of palliative care in Indonesia.

The current study aimed to conduct a systematic literature
review to analyze a model of palliative care and elements
for a model of palliative care. This review was performed
as a part of the study to develop such a model of in the
authors’ setting.

This is a systematic literature review and it is reported
according to the Preferred Reporting Items for Systematic
Reviews and Meta-Analysis (PRISMA) checklist.[12]

Methods

1.1 Selection Criteria

Eligible studies included in this review focused on a model
for palliative care. The studies selected were not only
limited to randomized controlled trials, but also included
observational and qualitative studies.

1.2 Inclusion Criteria

The inclusion criteria for the studies included (1) studies that
focused on the model for palliative care, with both cancer
and non-cancer illness (such as renal failure, thalassemia,
and neurological diseases); (2) studies that focused on
QOL, outcome of care, and pain relief; (3) studies that
assessed the effectiveness of the models empirically (such
as experimental, observational, and qualitative studies);
(4) studies that scored at least 60% (above 22/36) on the
Hawker quality assessment scale; (5) articles that were
published between January 1, 2007 and December 31,
2016; and (6) articles that were written in English.

1.3 Exclusion Criteria

Studies that focused on specific palliative care, such as
pain management, symptom management, or caregiver
management were excluded. Letters, editorials, and
conference abstracts were not used.

1.4 Search Strategy
A comprehensive search of four electronic databases
(Medline, PubMed, Web of Science, and the NICE

Database) was performed to identify articles published
between January 1, 2007 and December 31, 2016.
Keywords, MESH terms, and search terms were used as
a search strategy. The keywords were “(model of care OR
care pathway OR patient care management OR patient
care plan OR delivery of health care) AND (hospice OR
end of life care OR palliative care OR terminal care) AND
(end stage disease OR cancer OR terminally ill OR limiting
disease OR dying) AND (quality of life OR outcome of care
OR pain relief) NOT (pain management OR symptoms
management OR caregiver management).”

1.5 Study Selection

Three researchers screened the search results, imported
them to Microsoft Excel, and screened the file to remove
duplicates. The abstracts were assessed and eligible studies
were further screened for full-text review.

1.6 Data Extraction

Data were extracted from the included studies and
categorized by year of publication, author, study location/
country, sample population, process of usage of outcome
measure, study design, study aim, and results.

In this study, the model of care was defined as standardized
designs or frameworks to organize care not only for patients
with terminal illness, but also for their families and/or their
caregivers.[6] The “element of care” was defined as the
attribute that configured palliative care service delivery.
[13] Three researchers conducted data extraction and
reviewed the results to resolve the disagreements. Some
articles were excluded during the data extraction if they did
not match the study objective, and the remaining articles
were extracted independently by two of the researchers.

1.7 Data Synthesis

The Hawker quality assessment scale was used to analyze
the articles. This tool assessed nine aspects of the study
including: abstract/title, introduction/aims, method/data,
sampling, data analysis, ethics/bias, results, transferability/
generalizability, and implications/usefulness. Each of these
aspects was graded from 1 (very poor) to 4 (very good),
generating a maximum total score of 36. Only studies
that scored at least 60% (above 22/36) were included.[14]
Further synthesis was conducted to show models, elements,
and outcomes of care. The articles containing both the
model and elements of palliative care were also included
in the data analysis.

1.8 Ethical Approval

The study was conducted with approval from the Medical
Research Ethics Commission Faculty of Medicine,
Universitas Padjadjaran.

Results

2.1 Study selection

The initial search strategy identified 207 articles (192 from
Medline, 10 from Web of Science, and 5 from the NICE
database). After initial screening by title and abstract, 17
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articles were eligible for full-text review. Based on the
Hawker quality assessment scale, only 14 articles met the
criteria for narrative review and synthesis (Figure 1). Of
these, four described palliative care for chronic disease

r -

(such as heart failure and end-stage renal disease) and 10
for cancer. Six studies were conducted in the United States
and the others were conducted in Canada, United Kingdom,
The Netherlands, Brazil, Sweden, and Australia.
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Figure 1 Methodology of screening articles for eligibility in the review (according to PRISMA flow diagram|[12])

2.2 Study Characteristics and methodological quality
Each of the included studies was assessed for quality of
methodology. There were two randomized controlled
trials, one quasi-experimental, one prospective cohort,
one retrospective cohort, four cross-sectional, one mixed
method, and four qualitative studies (Table 1).

The results of the data synthesis were described as a model
of palliative care, elements of the model, and outcomes of
palliative care.

2.3 Models of palliative care
Based on the authors’ review, there are various models of
palliative care (Table 2).

The models found in this study are described as follows.

1. Carey et al (2016) found that the community respite
service has improved the conditions of daily living for
patients and their caregivers condition in daily living.

Respite care is temporary care for the relief of caregivers
and vulnerable populations, including dying people. It
can be a form of daycare, home-respite care or nightcare.
Respite care provides benefits such as providing support
for patients and their family members, inducing feelings
of physiological well-being, self-worth, and self-esteem
and reducing social isolation for dying people.[15]

2. Kamal et al (2013) conducted a study in community-
based palliative care to assess QOL. Community-based
palliative care is a type of healthcare for patients from
a heterogenous population with varying illness, disease
severity, and healthcare needs.[16]

3. Levine et al (2016) demonstrated the benefit of
integrated care between oncology service and
consultative palliative care. This is associated with
improvement of the patient experience, QOL, symptom
control, survival, and caregiver satisfaction.[17]

4. Rugno et al (2014) also highlighted that early
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Table 2 - Various model of palliative care found in the literature

First author,
year, country

Design/ method

Disease

Model of palliative care

Carey TA, et A cross-sectional Chronic disease. Respite care in the community.
al. 2016. qualitative
Australia. study.
Kamal, AH, et  Prospective cohort. Cancer. Community-based palliative care.
al. 2013. USA.
Levine, DR, et Retrospective. Cancer. Integrated palliative care.
al. 2016. USA.
Rugno FC, et  Prospective study.  Breast or Early integrated palliative care.
al.2014. gynecologic
Brazil. cancer.
Brinnstrom Prospective, Chronic heart failure. Integrated heart failure and
M, etal. 2013. randomized study palliative advanced home care.
Sweden. with an open-

evaluation

PROBE design.
Seow H, et Retrospective - Home-based palliative care
al.2010. observational
Canada. cohort study.
Aoun S etal. In-depth qualitative Cancer and non 1. Care-aide model of care.
2012 study. cancer. 2. Personal alarm model of care.
Australia.
Mack, JW, et Cross-sectional Cancer. End of life care for young adult.
al. 2015. USA. study.
Lyon ME, et Two-group Cancer. Family-centered advanced care.
al. 2013. USA. randomized

controlled trial in a
pediatric oncology
program.

integration of clinical oncology and palliative care
teams could improve QOL, cause patients fewer
depression symptoms, and allow patients to receive less
chemotherapy in the last 6 weeks of life among advanced
breast and gynecological cancers.[18]

. Seouw et al (2010) conducted a retrospective cohort
study to investigate early homecare admission with the
demand for hospital resources at the end of life. The
authors found that home-based palliative care helps
alleviate the use of acute-care services.[19]

. Brannstrom et al (2013) identified the effects of
integrated palliative advanced homecare and heart
failure care. This model provides comprehensive care
for severe heart failure patients by early identification of
physical, psychological, and social needs of the patient.
[20]

. Aoun et al (2012) explored the expectation of terminally
ill “home alone” people. There are two models of care
described in this study, (1) the care-aide model of care;
and (2) the personal alarm model of care. The care-aide
model of care appeared to have provided psychosocial
support. This model consists of providing patients with

an extra 30 hours of care-aide support. The personal
alarm model of care provided increased physical support
and an enhanced feeling of independence and security.
This model consists of support in emergency situations
where the nurse will respond immediately by phone to
assess the patient’s needs.[21]

. Mack et al (2015) evaluated end-of-life care among

adolescent and young adult patients with cancer. There
are different values for end-of-life care for adolescent
patients compared with adult patients. The study
found that more than two thirds of young patients with
cancer received at least one form of intensive end-of-
life care.[22] Another study evaluated end-of-life care
for young adult patients with cancer and found that the
establishment of peer-to-peer support had a positive
influence on self-management measured as health-
related QOL.[23]

. Lyon et al (2013) found that family-centered, advanced

care planning has the potential effect to improve
communication between physicians and family
regarding treatment goals and care at end of life and to
lessen suffering.[24]
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2.4 Elements of a Model for Palliative Care

Out of 14 studies, the authors summarized five articles that

describe elements of a model for palliative care.

1. Le et al (2014) interviewed 28 clinicians, and four
themes related to palliative care emerged. Those
themes are: (1) competencies or skills of palliative
care providers; (2) care coordination that ensures
integrated care, with defined lines of responsibility
and clear team communication; (3) an effective and
easy referral process, meaning that palliative care has
the resources to be responsive to patient and family
needs in a timely manner; and (4) delivering patient and
family perceptions or concerns about end-of-life care in
culturally appropriate ways.[25]

2. Borneman et al (2008) found that an interdisciplinary
palliative care team was able to reduce patient-related
barriers to symptom management and support QOL.
Several themes related to QOL include disease- and
treatment-related management, psychological/social/
spiritual concerns, supportive care referral, and
interdisciplinary care.[26]

3. Back et al (2014) identified and described distinctive
aspects of palliative care from the perception of
clinicians. The identified aspects were: (1) symptom
management to improve functional status; (2) patient
engagement to support coping, accepting, and planning
the treatment; and (3) effective communication between
the oncologist or specialist and the patient.[27]

4. Bailey C et al (2011) explored end-of-life care in the
emergency setting. End-of-life care would be provided
based on trajectory of the disease.[28]

2.5 Outcomes of Care

In terms of outcomes of care, two studies identified benefits
and barriers as outcomes, [15,26] and one study measured
the duration of hospitalization or number of emergency
room visits before death.[20] The most frequently reported
outcomes of care were pain and depression management,
QOL, decision making, and the referral process.

DISCUSSION

3.1 Principal Findings of the Review

This study reviewed existing literature in evidence-based
models of palliative care for patients with terminal illness,
taking into account both cancer and non-cancer diseases.
The focus of the study was to identify the model of care
and the elements that configure the models of palliative
care. The database search resulted in 14 studies that met the
inclusion criteria.

Several models of palliative care have been implemented.
The integrated palliative care model has been the most
frequently described. An integrated healthcare model
provides some benefit, such as providing a coordinated
and planned healthcare service for individuals by
multidisciplinary and interdisciplinary teams. An integrated
service model would be implemented if it is supported
by effective coordination and cooperation between

professionals and better health information systems.[29]

The studies conducted by Brinnstrom et al, Le et al,
Rugno et al, and Levine et al described the need for early,
integrated palliative care.[17,18,20,25] Such care will lead
to better QOL and improve survival for patients.[27]

Healthcare providers should consider the differences
between palliative care for young adults, adolescents, and
elder patients. One study identified high rates of intensive
end-of-life care, especially hospitalizations, among
adolescent and young adult patients with cancer.[22] The
variation of care between children and adults depends on
the disease and symptom spectrum, course and duration
of palliative care, administered medication, survival time,
and family dynamics.[30,31] A patient’s age should be
an important aspect to address their special needs when
developing a model for palliative care.

This systematic review also identified elements of a model
for palliative care and categorized an element from patients,
families, healthcare personnel, and healthcare systems.
Patients and families should be informed about the care
model, and should participate from the beginning of that
care. Spiritual beliefs and cultural values of the patient and
his or her family also should be considered in providing
information about any palliative care received.[25,32]

The competency of healthcare personnel is one of the
elements of the model for palliative care. The required
competencies in palliative care include clinical skills to
manage terminally ill patients, communication skills, and
cultural competence.[25] A previous study stated that
an integrated palliative care model should be supported
by three major elements: (1) good doctor—patient
communication; (2) an effective decision-making process;
and (3) integration between specialists and general
practitioners. Integration of care should be initiated from
the beginning of the disease.[33] The success of palliative
services needs attention from providers for all aspects of a
patient’s life; not only the physical pain but also emotional,
spiritual, and psychological aspects, so that the involvement
of healthcare workers and non-healthcare workers is
absolutely necessary. Thus, palliative service is a service
that is multidisciplinary and interprofessional; a lack of
collaboration between healthcare and non-healthcare
workers is a palliative service barrier to patients.[3]

In terms of the healthcare system, effective palliative care
models can be organized with the support of consultation
models, case management, coordinated care, effective and
easy referral processes, service integration, and joint care.
[13,34-36]

3.2 Strengths and Limitations

The strengths of this systematic review are that it focused
on palliative care for patients with both cancer and non-
cancer illnesses in all ranges of age, and used an established
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study appraisal checklist method for analysis.

The limitation of this study is that this review searched for
articles focusing on model of care; however, many studies
lacked detailed information about model of care. Most of
the studies were performed in developed countries, which
may impact the generalizability of the findings.

There are several studies describing a model of palliative
care and elements for a model for palliative care. The
integrated palliative care model has been the most
frequently described. More detailed methodological and
population specifications are needed to accurately find the
results.

Conclusion
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