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Abstract

Elderly patients receiving palliative care are terminally ill, thereby requiring an increasing amount of caregivers’
time and attention. Caregivers often face diverse issues and challenges while performing caregiving tasks. The
purpose of this paper is to systematically investigate the challenges that trigger family caregivers” dilemmas while
providing palliative care to their elderly patients. The sample size was 10 respondents (family caregivers) who were
purposively selected by the researchers from hospital-based palliative care settings and home-based palliative care
settings. The finding of this study presents the existing and emerging dilemmas confronted by the caregivers of the
elderly receiving palliative care. The caregivers in both settings reported elderly patients’ reluctance to perform
daily exercises and medication. The caregivers in the hospital-based palliative care setting mentioned the patient’s
desire to go home, while the caregivers in the home setting needed extra assistance to manage the care needs of
the elderly patients. The paper also highlights the implications for social workers functioning in palliative care
settings. In conclusion, caregiving for an elderly patient is a very arduous and demanding task. Family caregivers
grapple with many day-to-day challenges which creates dilemma in providing quality palliative care to their
elderly patients. They try to fix their dilemmas by looking at the issue through a medical lens and discussing it

with professional palliative care providers.
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Introduction

The International Association for Hospice
(IAHPC)
consensus-based definition of palliative care that

and Palliative Care developed a
emphasizes holistic care for individuals with
serious health-related suffering due to acute
illnesses. It focuses on addressing the physical,
emotional, social, and spiritual needs of patients
and their family caregivers.()' Palliative care
involves pain management and symptom control
by a multidisciplinary team which includes

professionals and family caregivers.?

Family caregivers play a crucial role in improving
the quality of life of their patients and alleviating their
suffering by providing the best possible care to them.
They bear the responsibility of various tasks which
include physical care, emotional support, medication,
coordination with healthcare professionals, and
overall management of care.®) The family caregivers
manage all these aspects of patient care while also
dealing with their own personal and psychological
struggles.®

Caring for a terminally ill patient needing
palliative care can be tough and presents a unique
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set of challenges. The key challenges faced by family
caregivers in providing palliative care to patients
lead to physical exhaustion, emotional distress,
financial constraints, and balancing multiple roles
and responsibilities. The family caregivers may feel
overwhelmed by the complexity of care, the intensity
of emotions, and the demands of their role. They may
struggle to understand patients’ needs, preferences,
and wishes leading to decision-making dilemmas
related to the overall management of care.®)

The increasing need for intensive caregiving
among the elderly population has led to a growing
demand for palliative care.© The need for providing
palliative care to elderly patients is growing as their
numbers rise globally and India holds one-fifth of
them. The confluence of demographic aging and the
increasing prevalence of non-communicable diseases
presents obstacle to the healthcare framework in
India.”) A study conducted in Delhi has demonstrated
that there exists a demand for palliative care in North
India at a rate of 1.5 per 1000 individuals within the
population.®

Previous research in palliative care has shown
evidence of its effectiveness on patients’ health,
improved quality of life, and better caregivers’
experiences.®) The Lancet Commission report also
highlights the importance of integrating palliative
care into mainstream healthcare systems.!? Even
though palliative care in India has been around for 30
years, there’s no comprehensive nationwide policy.
(1) The notable endeavors in palliative care have
been majorly achieved through community-owned
services.(1?

In India, where there is a rapidly growing
aging population and limited palliative care
services, there is a need to research and gain
practical insights into the challenges and
opportunities for improving the state of palliative
care. There is a lack of diversity in research studies
on palliative care, with an under-representation of
elderly patients and their caregiver’s needs. Thus
focusing on these issues, the article aims to create
an evidence base on provision of palliative care to
the elderly patients in India and open doors for

further research on the topic in larger settings.

Materials and Methods

The goal of the study was to observe and
provide a comprehensive report concerning the
dilemmas encountered by the family caregivers of
elderly patients receiving palliative care in New
Delhi. The design of the study was descriptive.
The sample size was 10 respondents who were
purposively selected by the researchers from
hospital-based palliative care settings and home-
based palliative care settings. The study was
conducted by interviewing these respondents
Each of the
respondents was the primary family caregiver
either self-identified or identified by the elderly
patient. Using a structured interview schedule

from ten different households.

the respondents were asked closed as well as
open-ended questions regarding palliative
care being received by their elderly patient.
The findings of the study were analyzed in the
light of the theoretical and empirical literature
reviewed and then systematically arranged under
different themes. The respondents’ anonymity
and confidentiality were ensured throughout the
study. The limitation associated with the article is
its reliance on small primary data, limited access
to secondary data, and potential undiscovered

bias of the researchers.

Results and Finding
Profile of the respondents:

Based on the responses listed in Table 1, the
mean age of the family caregivers was calculated
to be 44.5 years ranging from 26 years to 59 years
of age. The 80 percent of these caregivers were
females, majorly daughters. The data illustrates
that the mean age of the elderly patients” was 76.9
years of age. The 70 percent of the elderly patients
were females of age 75 years or above. Six of the
ten elderly patients were of age 75 years or above
needing round-the-clock attention from caregivers
irrespective of the palliative care setting. Only five
households had an annual income of less than 3 lakhs

per annum.
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Table 1: Demographic data of elderly patients and their family caregivers

Household Elderly Caregiver Relation of Caregiver with | Income less
1D Age | Gender | isFrall Age Senier Elderly than 3 lakhs
1 88 Female | Yes 29 Female Granddaughter-in-law No
2 80 Male Yes 48 Female Daughter No
3 86 Female | Yes 26 Male Grand Son Yes
4 79 Female | No 42 Female Daughter No
5 81 Female | Yes 45 Female Daughter Yes
6 80 Female | Yes 47 Female Daughter-in-Law No
7 75 Female | Yes 56 Female Daughter No
8 7 Female | No 38 Male Son Yes
a 66 Male No 59 Female Spouse Yes
10 61 Male No 55 Female Spouse Yes
Average 76.9 44.5

Dilemma in Hospital-Based Palliative Setting:

One of the primary dilemmas caregivers face is

balancing between the elderly patient’s wishes and

their health necessities.®) The elderly patients may

have a particular choice while the caregivers might

have a different one. These situations give rise to

certain dilemmas hampering the decisions crucial

to the elderly patient’s care. The following set of

dilemmas was reported by the caregivers of elderly

patients receiving palliative care in hospital-based

settings:

1.

Daytime Napping: Several studies have
suggested that sleeping attributes change as
people age. These changes in the sleeping
pattern are influenced by various factors.
(13) According to the data from the present
study, four out of the five elderly patients
receiving hospital-based palliative care
were found to sleep during the day and
stay awake at night. They normally fail to
take their day medicines as they are asleep.
The daytime napping also made it hard for
the caregivers to adjust their rest schedules.
The caregivers saw a lack of night-time sleep
as unhealthy, which could affect a person’s
overall health. Previous studies have also
suggested that sleep deprivation among

elders during hospitalization is often and
may lead to worse health outcomes.(¥) Hence,
the caregivers couldn’t decide if they should
allow the patient to sleep during the day or
disrupt their daytime naps thus creating the
caregivers’ dilemma concerning the sleeping
pattern of the elderly patients.

Longing for Home: Hospitalization is a
phase of acute social isolation and loneliness.
(15 Almost all the five caregivers agreed that
their elderly patients felt lonely and missed
their homes in hospital-based palliative care
settings. The patients asked the caregivers
how much longer their hospital stays would
be and when could they go home. The
caregivers asked questions to themselves if
they should let the elderly patientreturnhome
or keep them in the hospital for continued
care. Hence, the caregivers struggled with
the dilemma of whose decision to follow- the
professional’s advice to be at the hospital or
the elderly patients” wishes to be treated at
home.

Financial struggles: Healthcare expenditure
plays a significant role in shaping decisions
regarding medical care.® Three out of
the five caregivers of hospitalized elderly
patients shared that they struggled with the
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financial cost of caregiving. Those caregivers
who were expensing around Rs.3000/- daily
and had an annual income of less than 3
lakhs per annum were uncertain to continue
hospital-based palliative care. The caregivers
were caught in a dilemma of whether to
spend any more money at the hospital or
switch to home-based palliative care to
balance finances.

Dilemma in Home-Based Palliative Setting:

The caregivers of elderly patients who receive
palliative care at home are faced with a multitude
of challenges. Previous studies have indicated that
elder caregiving challenges are majorly associated
with the physical, social, and psychological demands
of caregiving duties.”) These challenges produced
dilemmas for the caregivers which are outlined
below:

1. Physical challenges of caregiving: Taking
care of someone can be physically tough. It
often depends on the health and needs of both
the person being cared for and thecaregiver.
(18) The caregivers reported that they helped
the elderly patients with activities of daily
living such as bathing, and toileting, and help
with getting up, making them sit, or changing
clothes. Three out of the five caregivers stated
that they needed help from other family
members with tasks such as lifting and
transferring. These three respondents were
the female caregivers of elderly patients aged
over 70 years. They required another person
to assist them unlike in a hospital where
nurses and ward boys are available to help.
Therefore, the caregivers faced a dilemma
regarding shifting the elderly to a hospital-
based setting or continuing the care at home.

2. Struggling with guilt and doubt: Studies
suggest that caregiving causes psychological
strain and leads to emotional distress for the
caregivers.1%) Thus the caregivers can have
a hard time deciding the best care approach
for their elderly patients. Two of the five
caregivers considered that the quality of
palliative care service is compromised
by being home-based. Professionals care
providers, typically visit elderly patients
every two weeks, so most of the caregiving
is entrusted to the family caregivers. Patients
getting home-based palliative care usually

receive less professional assistance and more
informal help from family caregivers.??) The
caregivers experienced guilt about not doing
enough for the elderly patient. The caregivers
weren’t sure if they could give good palliative
care at home or shift the elderly patient to a
hospital setting to avail more of professional
care services. This was a hard choice for
them thus creating dilemma and emotional
distress regarding the care decision.

Dilemma in both the Settings

Caregiving for elderly patients in hospitals as well
as home-based palliative care can both be challenging.
The below-mentioned challenges common to both
settings created dilemmas for the caregivers:

1. Reluctance to perform daily exercises and
towards medication: The caregivers reported
their struggle with the elderly patients to
make them follow medical advice. Six of the
ten elderly patients who were mostly female
and above 70 years of age often resisted
taking medication and doing exercises
prescribed by their professional caregivers.
The elderly patients resisted arguing they
already had enough medicines or lacked the
strength for physical activities. This made it
hard for caregivers to know how to best take
care of them. A similar study also highlighted
the issue of medication non-adherence
among older adults.!) This resistance left the
caregivers unsure whether to push them to
keep up with their health routines or to give
in to the patient’s wishes, hence creating a
dilemma for the caregivers.

2. Forgetfulness: As people get older, they
often start to forget things.?? The study
reports that six of the ten elderly patients
above the age of 75 years kept forgetting
things. They often couldn’t remember when
they took their medicine, exercised, or ate
a meal. The elderly patients would ask the
caregivers to repeat activities that were
already performed. This caused an increased
sense of responsibility, irritability, and
stress for the caregivers. This made it hard
for the caregivers to handle the caregiving
duties with ease. Thus creating a dilemma
whether the caregivers should continue the
elderly patients’ care or assign professional
caregivers for their patient.
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Addressing Dilemmas

Addressing these dilemmas requires support
and collaboration among healthcare professionals,
patients, and their caregivers. The caregivers
consulted with professionals like doctors, nurses,
psychologists, and social workers for advice on
handling these dilemmas. These professionals helped
the family caregivers to navigate through important
decisions to improve the overall well-being of the

elderly patients along with respecting their wishes.
Implications for Social Workers

Social workers in palliative teams play a vital
role in providing high-quality care. They provide
psychosocial and emotional support as team
members. They can bridge the gap between caregivers
and professional care providers by encouraging
communication and shared decision-making. They
should equip themselves with the knowledge,
skills, and resources to impart adequate training
and education to the family caregivers. The social
workers can also help generate awareness among the
masses signifying the importance of palliative care
for the elderly, and involve in advocacy and other

macro-level practices.

Conclusion

The present study sheds light on the dilemmas
faced by the family caregivers of elderly patients
receiving palliative care in home and hospital-based
settings. The study observed that the three major
challenges faced by family caregivers were elderly
patients’ reluctance to perform exercises and take
medication, longing for home when hospitalized,
and loss of nocturnal sleep. Caregivers who were
economically sound and caring for patients with
fewer health complications experienced fewer
significant dilemmas than those caring for elderly
patients above 75 years of age and with co-morbid
conditions. The research findings imply that the
dilemmas faced by caregivers in providing palliative
care to elderly patients are complex and multifaceted.
To make informed decisions regarding the patient’s
care, it is vital to consider the patient’s wishes and

health requirements.

In conclusion, providing care for the elderly can
be a daunting and exhausting task, which can deplete
the emotional and physical resources of the caregivers.
This, in turn, creates challenges for caregivers leading
to dilemmas and difficulties in deciding on care
provision. Further research is needed to explore
this topic in larger and more diverse populations to
inform the development of evidence-based practices.
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