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Abstract:

Background: End-of-life (EOL) care preferences vary widely among patients and are influenced by awareness,
cultural values, and prior discussions. Understanding these preferences is crucial for patient-centered care
planning. Limited data exist on EOL preferences and advance directive awareness in the local population.
Methods: A cross-sectional study was carried out at BANAS Medical College and Research Centre among 168
adult participants. Data were collected using a structured questionnaire assessing EOL preferences, awareness of
advance directives, and decision-making approaches. Responses were analyzed descriptively using frequency and
percentage distributions. Ethical approval and informed consent were obtained.

Results: Comfort-oriented care was preferred by 61.9% of participants, while 48.2% accepted ventilator support
and 36.3% supported CPR. Non-invasive symptom management was favored by 73.8%, but only 42.3% had prior
EOL discussions. Awareness of advance directives was 20.8%, with 57.7% willing to create one post-interview.
Shared decision-making was preferred by 48.8%, followed by independent (31.0%) and family-only (20.2%)
approaches.

Conclusion: Most participants favored comfort-oriented care and non-invasive management, but awareness of
advance directives was low, highlighting the need for community education.

Keywords: End-of-Life Care, Advance Directives, Decision-Making Preferences, Palliative Care, Patient-
Centered Care.
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Introduction

Parkinson’s disease (PD) is a chronic, progressive
neurodegenerative  disorder that imposes a
substantial physical and psychological burden on
affected individuals. It ranks as the world’s second
most common neurodegenerative  condition,
impacting nearly 1% of people aged over 60 [1]. The
disease is characterized by hallmark motor
symptoms such as tremor, bradykinesia, and
rigidity, along with a range of non-motor symptoms
such as cognitive impairment, mood disorders,
autonomic dysfunction, and sleep disturbances [2].
Although pharmacological and surgical treatments
can significantly alleviate symptoms, PD remains
incurable and inevitably progresses to advanced
stages where quality-of-life considerations outweigh
disease-modifying treatment goals [3,4].

In late-stage PD, patients often experience profound
disability, frequent hospitalizations, aspiration
pneumonia, and complications related to long-term
medication use. Patients as well as their families are

Chavda et al.

faced with complex decisions regarding life-
sustaining measures—like feeding tube placement
and mechanical ventilation—as well as palliative
care options [5]. Without timely discussions about
care preferences, there is a greater likelihood of
unnecessary aggressive interventions, prolonged
suffering, and ethical dilemmas in clinical decision-
making. Evidence shows that the extent of end-of-
life (EOL) suffering among PD patients can be
comparable to that of patients with advanced cancer
[6], yet palliative care integration in PD remains less
developed than in other chronic diseases.

Advance care planning (ACP) is central to palliative
care, enabling patients to make informed decisions
about end-of-life treatment and ensuring care aligns
with their preferences. ACP is well-established in
health issues like cancer, heart failure, and dementia
[7,8], and has been shown to improve patient and
family satisfaction while reducing psychological
distress among surviving relatives [9,10]. Despite
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the growing global recognition of the need for
palliative care and ACP in  chronic
neurodegenerative diseases like PD [11], end-of-life
counseling for PD patients is still inadequate
compared to cancer care [12]. Studies indicate that
PD patients value open communication, active
participation in decision-making, and an emphasis
on comfort-oriented care during advanced stages
[13].

In India, particularly in semi-urban and rural
regions, advance directives and do-not-resuscitate
(DNR) orders remain poorly understood and
underutilized due to cultural taboos, limited
awareness, and inadequate healthcare
communication [14]. Consequently, the EOL
preferences of PD patients are often undocumented,
leading to reactive rather than proactive decisions,
which may conflict with patient values. In the
present study setting—Banas Medical College and
Research Centre, which serves a predominantly
semi-urban and rural population—there is limited
data on the treatment preferences of PD patients at
the end of life. With increasing life expectancy and
the growing burden of neurodegenerative diseases,
understanding patient perspectives and the factors
influencing their choices is essential. Such insights
can inform the development of culturally
appropriate guidelines, improve physician-patient
communication, and facilitate structured ACP
discussions in line with the Indian socio-cultural
context.

Methods

Study Design and Setting: This cross-sectional,
questionnaire-based observational study was carried
for 1 year at the Department of Neurology, Banas
Medical College and Research Centre. The objective
was to assess EOL care preferences among
individuals diagnosed with PD.

Study Population: The study included
approximately 168 patients with moderate to
advanced PD who were attending outpatient
neurology clinics or admitted to the neurology ward
during the study period. Diagnosis was confirmed
using the UK Parkinson’s Disease Society Brain
Bank Criteria, and disease severity was graded
according to the Hoehn and Yahr staging system.

Eligibility Criteria: Inclusion criteria were: age >
50 years, a confirmed diagnosis of idiopathic PD
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(Stages III-V), the ability to communicate and
provide informed consent, and absence of acute
psychosis or severe depressive disorder that could
hinder participation.

Patients with severe cognitive impairment or
dementia (Mini-Mental State Examination score or
MMSE < 20), current ventilatory support or critical
care admission, absence of a primary caregiver were
excluded from the study.

Data Collection: A structured, interviewer-
administered questionnaire—originally prepared in
English and translated into Gujarati and Hindi—was
used to collect data. The tool covered:

e  Sociodemographic details and clinical history

e Preferences for life-sustaining interventions
(e.g., CPR, mechanical ventilation, enteral
feeding)

e Views on comfort-focused versus life-
prolonging care

e Awareness and perceptions of advance
directives and Do Not Resuscitate (DNR)
orders

e Preferred decision-making approach (self,
family, or physician-led)

Interviews were conducted in a private setting to
ensure confidentiality. Caregivers were allowed to
assist in clarifying responses, when necessary, but
final answers were recorded solely from the
patient’s perspective.

Data Analysis: Descriptive statistics were used to
summarize patient characteristics and response
patterns.

Results

The study sample consisted of 168 patients with
moderate to advanced PD, with an average age of
68.4 + 8.1 years. Males constituted a larger
proportion of the cohort (65.5%) compared to
females (34.5%). The average disease duration was
8.5 + 3.2 years. In terms of disease severity, 42.3%
of patients were in Hoehn and Yahr Stage II1, 38.1%
in Stage IV, and 19.6% in Stage V. Cognitive
impairment, defined as a MMSE score below 24,
was observed in 28.0% of participants, indicating a
substantial burden of cognitive decline in this
population (Table 1).

Table 1: Characteristics of the study cohort (n=168)

Characteristic Value / n (%)
Mean age (years) 68.4+£8.1
Male 110 (65.5%)
Female 58 (34.5%)
Mean disease duration (years) 85+3.2
Hoehn & Yahr Stage 111 71 (42.3%)
Hoehn & Yahr Stage IV 64 (38.1%)
Hoehn & Yahr Stage V 33 (19.6%)
Cognitive impairment (MMSE <24) 47 (28.0%)
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Among the 168 participants, 61.9% expressed a
preference for comfort-oriented care rather than life-
extending interventions. Less than half (48.2%)
were willing to receive ventilatory support in the
event of respiratory failure, while only 36.3%
supported the use of cardiopulmonary resuscitation
(CPR). A majority (73.8%) favored non-invasive
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symptom management, such as pain and
breathlessness control, over invasive procedures.
Notably, only 42.3% had engaged in prior
discussions about their EOL preferences with family
members or healthcare providers, indicating a gap in
advance care communication (Table 2).

Table 2. EOL Treatment Preferences (n=168)

Preference n Percentage (%)
Comfort-oriented care over life-extending measures 104 61.9%
Willing to accept ventilator support 81 48.2%
Support for CPR 61 36.3%
Prefer non-invasive symptom management 124 73.8%
Prior discussion of end-of-life preferences 71 42.3%
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Figure 1: End-of-Life Treatment Preferences.

Awareness of advance directives or Do Not
Resuscitate (DNR) orders was low, with only 20.8%
of patients reporting prior knowledge. However,
more than half (57.7%) expressed willingness to
create an advance directive after the interview,
suggesting openness to future planning when
adequately informed. In terms of decision-making

preferences, nearly half of the participants (48.8%)
favored a shared approach involving both the
physician and family members. Independent
decision-making was preferred by 31.0% of patients,
while 20.2% opted to delegate all decisions solely to
their family members (Table 3).

Table 3. Advance Directives Awareness and Decision-Making Preferences (n=168)

Parameter n Percentage (%)
Aware of advance directives/DNR orders 35 20.8%
Willing to create advance directive post-interview 97 57.7%
Shared decision-making (physician + family) 82 48.8%
Independent decision-making 52 31.0%
Family-only decision-making 34 20.2%
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Figure 2: Advance Directives Awareness and Decision-Making Preferences.

Discussion

The present study highlights a clear preference
among patients with moderate to advanced
Parkinson’s disease for comfort-oriented care over
aggressive life-prolonging interventions. In our
cohort, 61.9%  favored  symptom-focused
management rather than invasive measures, which
aligns with previous international studies where
palliative approaches were preferred in advanced
neurodegenerative  conditions. However, the
willingness to accept specific interventions such as
mechanical ventilation (48.2%) and CPR (36.3%)
suggests that while overall care goals lean towards
comfort, certain life-sustaining measures remain
acceptable for a substantial subset of patients. This
finding indicates the nuanced nature of patient
preferences, where decisions are likely influenced
by perceived treatment burdens, cultural beliefs, and
the hope of temporary recovery [15-17].

Awareness of advance directives and Do Not
Resuscitate (DNR) orders was strikingly low
(20.8%), consistent with reports from other low- and
middle-income countries where legal, cultural, and
educational barriers limit the adoption of formal
end-of-life planning [18]. Encouragingly, more than
half of the participants (57.7%) expressed
willingness to create an advance directive following
the interview, demonstrating that patient
receptiveness increases when these concepts are
explained in an accessible and culturally sensitive
manner. Comparatively, studies in other settings
show higher baseline awareness but similar post-
discussion willingness, reinforcing the importance
of clinician-initiated conversations across different
healthcare contexts [18].
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Decision-making preferences in our study revealed
that nearly half of the participants (48.8%) preferred
shared decision-making involving both the
physician and family members, mirroring patterns
observed in other collectivist cultures where family
plays a central role in healthcare choices. The lower
proportion of independent decision-making (31.0%)
compared to family-dominated decision-making
(20.2%) further supports the influence of cultural
norms in shaping patient choices. Similar findings
have been reported in Indian oncology and chronic
illness settings, indicating that end-of-life care
strategies in this population must integrate both
medical guidance and familial involvement [19,20].
Overall, our findings underscore the urgent need for
structured advance care planning (ACP) discussions
in neurology clinics, adapted to the sociocultural
realities of the Indian healthcare environment.

Conclusion

This study reveals a significant gap in awareness and
documentation of advance directives among
patients, despite a considerable willingness to
consider them when informed. While comfort-
oriented care and non-invasive symptom
management were preferred by the majority, nearly
half were open to life-sustaining measures such as
ventilator support, indicating diverse perspectives
on end-of-life care. Decision-making preferences
leaned towards shared involvement of physicians
and family, reflecting the importance of
collaborative approaches in care planning. These
findings emphasize the need for proactive
discussions, patient education, and integration of
advance care planning into routine healthcare to
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ensure that EOL care aligns with patients’ values
and preferences.
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