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ABSTRACT

The need for palliative care is increasing due to the rising burden of non-communicable diseases and some communicable diseases. Chronic illnesses
demand patient-centred care that focuses on the patient’s individual healthcare needs. Palliative care improves the patients’ and caregivers’ quality
of life by providing pain and symptom relief through a holistic approach after the disease is diagnosed. Though there are various models followed
in different countries, home-based palliative care is preferred by patients who wish to stay close to their loved ones at their end of life. For providing
home-based care, there are certainly important elements that have to be taken care of before planning the implementation because every country has
its own healthcare needs, system, and context. India is a developing country where isolated Palliative Care is practiced, hence the situation demands the
need of addressing the essential elements that can be included in the protocol of home-based palliative care to enhance the quality of care. Therefore,
this study aims to identify a few elements needed to provide home-based palliative care in the Indian context. A rapid review was conducted where
seven studies were included that mentioned the elements of home-based palliative care. The electronic databases searched were MedLine, PubMed, and
Cochrane databases of systematic reviews. The review was carried out over a period of 8 weeks in June and July 2022. Seven common essential themes
were identified; (i) inter-sectoral and inter-professional cooperation, (ii) trust and safety, (iii) holistic management, (iv) non-academic palliative care,
(v) spiritual care, (vi) support to caregivers, and (vii) funding and financial support. Our review of effective palliative care models explicates the essential
elements for quality home-based care for patients with a terminal illness. The application of the elements must be relevant to the local context due to the
huge diversity of the country.
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INTRODUCTION

The rapid rise in the cases of chronic illnesses is mostly
attributed to non-communicable diseases.!"”! Chronic illness
needs long-term care, further requiring a care team and
higher cost utilisation for longer hospital stays.’! To reduce
the number of hospital days and provide eflicient care by
relieving the signs and symptoms of the patient, the home-
based palliative care model is effective.) Home-based care is
not only patient-centred care but also focuses on increasing
the patient’s quality of life and giving them painless death."!
Although many studies have supported the model of home
care in terms of patient satisfaction and cost utilisation,
there is a need for delineation of the essential elements to
effectively process the model.

The community-based approach to delivering home care has
meant to improve patient outcomes while reducing the cost
of care.”! Home-based care can be proven effective in terms

of providing potent psychosocial care by the carers which
is not possible in long-term hospital stays.”’ To provide
palliative care at home, it is necessary to address the elements
that are essential for the patient and the family members for
high-quality care.”! The addition of appropriate elements
in the home-care program will lead to the successful
implementation of the same.

A total of 754 articles were identified. Out of which 503
articles were related to models of palliative care. After cleaning
the data, seven studies were found to be associated with
the essential elements of home-based palliative care. These
studies were based on four factors: perspectives of healthcare
providers and caregivers, experiences of nurses and general
practitioners, strategies for implementing a home-based
palliative care program, and funding and financial support,
for rapid review and synthesis. Perspectives of the caregivers
are equally important as that of the health-care providers to
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know the unmet needs of the patients reducing the failure

rate and increasing patient satisfaction. The review questions

for this study are as follows;

e  What are the essential elements required for providing
quality home-based palliative care?

e What are the patients and caregiver’s needs while
receiving palliative care at home?

e How can the elements be implemented into the home-
care palliative program?

This article aims to bring out the following outcomes

concerning the Indian context;

a) The most effective and essential elements necessary for a
home-based model of palliative care

b) Challenges and experiences faced by the patients/
caregivers and the healthcare providers, respectively

c) Reference of important and evident strategies for
implementing a home-based palliative care intervention.

METHODS

A rapid review is an alternative to systematic reviews which
are performed to stabilise the time constraint and possible
bias occurrence.”’ The rapid review is preferred here to
get an overview of the evidence of the essential elements
used for the home-care model. This study was undertaken
for 8 weeks from 1 June to 31 July 2022. Although the
process of rapid review saves time/resources, it has a
scope of generating bias due to the restricted literature
coverage. Therefore, the studies were selected carefully by
searching various databases such as PubMed, Medline, and
Cochrane database of systematic reviews. Although there
was no quality check, independent screening of citations
and abstracts of the included studies was done by both
reviewers. The strategy of study selection is shown below
[Figure 1]. The first 4 weeks were utilised for searching and
reading the literature available in the databases PubMed and
Medline. The next 4 weeks were used to critically analyse the
systematic reviews from the Cochrane Library and add them
as a reference.

Seven studies were selected for the synthesis, after a review
of the palliative home-care programs based on the Indian
context. The studies selected were a systematic review of the
unmet needs of patients; perceptions of healthcare providers
about home-based palliative care; a qualitative study on the
perspectives of caregivers; a qualitative study on challenges
of home-care nurses and physicians; recommended strategies
for implementing a home-based palliative care intervention;
CanSupport: a model for home-based palliative care delivery
in India and Public, patient’s and carer’s views on palliative
and end-of-life care in India. A qualitative method using
‘Thematic Synthesis’ developed by Thomas and Harden was
used to synthesise the studies and extract common themes
out of them, concluding with seven common and essential
elements needed for a home-based palliative care program.!'”’

754 articles identified

251 articles excluded

Full text unavailable: 140

\ 4

Letter to editor/blogs: 33
No relevant report: 56

Not in English: 22

503 articles reporting
model of palliative care

496 articles excluded

In-patient care: 265

Out-patient care: 231

7 studies on essential
elements of home-based
care

N

Figure 1: The strategy for study selection.

1 Systematic
Review

6 Qualitative
Studies

The analysis was done by the authors and the themes
identified were discussed with the palliative care specialists
and other research scholars. The summary notes were
compared and contrasted to derive some common elements
synthesised from the studies. Details of the selected studies
for synthesis are discussed below in [Table 1].

RESULTS

Common themes were identified from the seven selected
studies for review and synthesis. After performing the
thematic synthesis as suggested by Thomas and Harden, the
results derived seven common essential elements required
for providing quality home-based palliative care [Table 2].
Various codes were identified from the selected studies
and combined into descriptive and analytical themes. The
common themes are further presented in detail to have a
better understanding.

Inter-sectoral and Inter-professional cooperation

The communication gap was found to be the major
drawback in all the observed studies as there was a dearth of
coordination between the physicians and the nurses as well as
between the caregivers and the healthcare professionals, and
therefore, there was a lack of high-quality care as quoted by the
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caregivers."""*! Inter-sectoral coordination between health-
care professionals and various institutions including primary
care is imperative to promote the health of the community.
It was thought to be useful in cases of referring patients
for palliative care by the general practitioners/physicians,
transferring the patients from the hospitals to their homes,
and also providing any healthcare facilities."¥ Maintaining
professionalism is of utmost necessity in the field of healthcare
to gain patients’ and caregivers’ trust and support. The review
identified a communication gap between the palliative care
team members which resulted in a poor care plan for the
patients.’™ The healthcare providers believed that inter-
sectoral coordination is essential for integrated care. However,
the caregivers stated that inter-professional cooperation helps
improve the quality of life of the patients.!*

Trust and safety

Building rapport and trust between the patients/caregivers
and the health-care team is a vital part of home-care services
and one of the ways is listening to them carefully with all your
attention."? Long-term care plans cannot work smoothly if
the patients do not trust their care providers."¥ Furthermore,
the round-the-clock availability of health-care providers
on the telephone ensures some extra care and comfort for
the patients.!"! Safety issues were registered from both sides.
On one hand, the caregivers were not prepared enough to
accept the palliative care team as they were unaware and
new to the concept of home care. Hence, they demanded
coordination with local security officials before entering their
homes.!""! While, on the other hand, some of the nurses had
fear of physical assaults and theft. Hence, they suggested that
the social records of the families should be assessed before
implementing the care plan.

Holistic management

The home-care plan must include all the aspects of care such
as physical, social, psychological, and spiritual." In most
cases, only the physical needs are fulfilled in terms of pain
relief by giving medications or therapy. The spiritual and
psychosocial aspects of care often remain unmet either due to
a lack of knowledge or training of the staff. Psychosocial care
can be offered by showing empathy toward the family and
patient as well as through better communication. Providing
emotional support in the end-of-life has been beneficial for
both the family members and the patients. Palliative care
hospital centres should also provide practical support such
as transportation and outdoor mobility.'*!*! Holistic care
also involves giving respite care to caregivers. Respite care
allows temporary relief to the primary caregivers for a day
or a week. This helps in reducing anxiety and stress arising
out of continuous care. Many studies have been suggesting
to add respite care as one of the components of holistic care.
Religion also played a role during the before- and after-
bereavement process.!!”!

Non-academic palliative care

Palliative care is still an emerging field of study, especially
in low-middle-income countries. That being the case,
there is a lag in training/practice in academics (UG and
PG courses in medical colleges) and clinics/hospitals,
respectively.'? Professional healthcare providers were
incompetent, especially physicians and nurses were
not familiar with the dimensions of the home-care
approach.™™ A special need was recognised for providing
training in home-based palliative care for the nurses.!'>!”!
The studies also recommended introducing curricula related
to home-based palliative care in undergraduate medical
courses so that the professionals can follow the clinical
guidelines without any discrepancy. Like the (National
Consensus Project) guidelines encourage to integration
of palliative care principles in the routine assessment to
provide quality care.['®

Spiritual care

The patients expressed their sadness when they could not
attend the religious services or perform their cultural rituals
due to the sickness.'!! The older adults wanted to offer
prayers along with their friends and family. The studies noted
that only a few home-care models involved a spiritual expert.
Even if they are involved, their potential is not utilised fully
either due to a lack of training or cooperation.?! Many of
the patients found their peace when performing religious
activities of their choice. Hence, the patients should be given
freedom and privacy to spend leisure time in their own way
which will ultimately lead to the satisfaction of the patients.
Spiritual care is also one of the components of bereavement
care which is often provided before and after the death of
the sick."l The spiritual needs are not limited to religious
matters. It is a broad spectrum that can differ from person
to person ranging from love, attention, hope, forgiveness,
grief, etc.'” Hence, before providing spiritual care, the
patient’s individual spiritual needs should be assessed to offer
individual healing.

Support to caregiver

Very few studies have mentioned the support and care
needed by the caregiver. Most of the time, the caregiver is a
woman, mainly a housewife. Emotional disturbances such as
anxiety and stress of the caregiver affected the general well-
being of the patient as well as the caregiver. Furthermore, no
former experience in taking care of patients with palliative
care needs is one of the challenges identified by the family
caregivers. Support can be provided through telemedicine
or mobile apps to the patients and the caregivers to navigate
care at home. Another aspect called respite care is a term
that means to give temporary relief to the primary caregivers
from their duty so that a balance can be restored in their
lives.['-17]
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Funding and financial support

Economic self-sufficiency plays a major role in the sustainability
of any palliative care model. The financial security of the
program depends on the source of funding. For instance, the
community-based Kerala palliative care project receives its
funding through micro-donations, social entrepreneurship, and
regular monthly collections. Likewise, the NGOs and hospices
in India are mostly run by the private sector." Sufficient funds
must be released from the flexi pool to develop infrastructure
and avail medications for the state."” Many low- and middle-
income families sometimes could not bear the basic expenses
of receiving home-based palliative care.”? Hence, the financial
needs must be assessed before transferring the patient from the
hospice to the home-care setting.

DISCUSSION

The review has identified some of the major drawbacks of the
home-care palliative model such as the communication gap,
trust and safety issues, incompetent health-care professionals,
devoid of professional courses and clinical guidelines, and
an atomistic approach. Although these common elements
are very true in a sense, as it is always situated in the local
context applicable." In a country like India where palliative
care is at its developing stage, it needs strong advocacy at the
population and the health-care level.?”! Therefore, palliative
care must be included in the courses and curricula of the
medical and paramedical students too. As the concept is new,
it may take time to build confidence and trust among the
beneficiaries at the beginning. Although the most effective
way to gain trust is to listen carefully to the patients, varying
from person to person. Some patients believe to participate in
the treatment decision-making while some prefer to delegate
the decision-making role,! while some of them may ask for
private time during the treatment which has to be respected
in any way.??

Total pain management is a concept consisting of four
dimensions, that is, physical, psychological, social,
and spiritual care.” No dimension can be treated in
isolation.?” Physical pain is managed by giving pain-
relieving drugs such as opioids or physical therapy, which
could be further hindered by the lack or unavailability of
opioids in the health centers.”” According to the Narcotic
and Psychotropic Substances Act of 1985, opioid availability
is very much restricted to prevent its misuse. Only a few
cancer hospitals are exempted from the licensing procedure;
otherwise, it is mandatory to hold a license to avail of an
opioid that is morphine.?® Psychological care often deals
with alleviating the levels of anxiety, stress, depression, and
mood swings related to the sickness or in general. The social
aspect of care becomes functional when the patient’s social
role in the family and society declines or gets replaced. The
social network may become infirm due to the stigma of the
disease.””! Spirituality is usually confused with religion.

However, religion is one of the components of the broad term
spirituality.*!

Apart from all the aspects of care, there is respite care which
is considered to be critically important for the caregivers,
patients, and the healthcare system. In a recent study, it
was noticed that providing respite care enhanced patients’
self-esteem, improved the quality of life for the caregivers,
and reduced hospital admission rates.?”’ There are certain
limitations to the study. The literature search was limited
to some selected studies that mentioned the needs of the
palliative care program from the caregivers’ and health-care
providers’ perspectives. There were very few studies found
in the Indian context so the international models were also
considered for the review. However, the themes were found
to correspond with the Indian studies as well.?"!

IMPLICATIONS FOR POLICY AND PRACTICE

Support for family caregivers should be the priority concern
of the policymakers. Navigating the care plan through
telemedicine and telephonic calls by healthcare professionals
will keep the carers updated about the patient’s condition.
The navigators also make the carer confident and provide
emotional support during situations like pain management.®!!
Given the resource constraints, it is recommended to focus
on the primary family carers (identified by the patient) and
wherever possible, include the other family members in
providing psychosocial and bereavement care.’” To ensure
quality and coordinated care, a social and healthcare policy
should be developed incorporating guidelines for healthcare
professionals.

CONCLUSION

The review of the selected literature studies found seven
essential elements required for an effective home-based
palliative care program, considering the local context. They
are as follows; (a) inter-sectoral and inter-professional
cooperation; (b) trust and safety; (c) holistic management
of death; (d) non-academic palliative care; (e) spiritual care;
(f) support to caregivers; and (g) funding and financial
support. The common elements identified in this review also
correspond with other international studies.*** The observed
elements are believed to be needed during the implementation
of any home-based palliative care model.® A successful
palliative care model in developing countries like India will
prove a model of trust, safety, and high-end quality care for
the patients and their family members. At the same time, it
is important to strengthen the knowledge of palliative care
among healthcare providers and the end-users through various
platforms such as institutions, clinics, NGOs, and media.
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