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ABSTRACT

Objectives: The objective of the study is to assess training needs and the status of digital legacy and advanced care planning amongst participants.
Following the World Health Assembly resolution, the Government of India launched National Programme for Palliative Care (NPPC) for a continuum
of physical, psychosocial, and spiritual care of those suffering from life-threatening and life-limiting illnesses and their caregivers. As a process of
implementation, capacity building with a nationwide cascade model training has been started with medical officers (M.O.s) at the district levels.

Materials and Methods: A cross-sectional study was conducted from February to April 2024 amongst 260 M.O.s of four randomly selected districts of
West Bengal. A semi-structured and validated questionnaire containing single-answer multiple-choice questions with a maximum score of 30 was used
for pre- and post-training assessment. Digital death survey 2024 (open) was used for assessing digital legacy and end-of-life care planning.

Results: Paired t-test showed a significant difference (P < 0.05) in mean scores of pre- and post-training. The univariate general linear model showed
69% of unmet training need. 202 (77.7%), 241 (92.7%), 217 (83.5%), and 258 (99.2%) expressed their unfamiliarity with digital legacy, assets, death and
immortality, respectively. None was found to document wishes for end-of-life medical and/or social care in advance or an anticipatory care plan.

Conclusion: Periodic training of M.O.s is an exigency for smooth running of NPPC and integration of palliative care in primary health care.
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INTRODUCTION

Palliative care is defined by the World Health Organisation
as ‘an approach that improves the quality of life of patients
and their families facing the problems associated with life-
threatening illnesses, through the prevention and relief
of suffering by means of early identification, impeccable
assessment and treatment of pain and other problems,
physical, psychological and spiritual.™ In the last few decades,
palliative care has been more relevant in the context of the

resources and stifling national development.>* It has now
been well recognised that palliative care is a continuum of
care through diagnosis, management, death and bereavement
support, and it is not only limited to cancer but also to
chronic debilitating illnesses.

Globally, about 40 million people yearly remain in need
of palliative care; out of which 14% get access to it.!! Out
of non-communicable diseases, 93% of adults and 98%
children suffering from various life-limiting illnesses have an

worldwide increase of ageing population and steady upsurge
of non-communicable diseases, which have been a major
global burden of disease accounting for 74% annual deaths,
huge disability adjusted life years (DALY) loss, draining

unmet need for palliative care, and 80% of this is from low
and middle-income countries.®! Global Burden of Disease
estimated 9,795,344 deaths in India in 2016, and 7.5 million
had need of palliative care, before or during end-of-life.
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Amongst them, 2.7% is for children aged below 15 years
and 97.3% for those above 15 years of age.”’ Since 2019,
nine countries of the European continent have incorporated
palliative care training as a compulsory in their medical
schools.® Following the resolution of the 67" World Health
Assembly, member states are committed to integrating
palliative care into national health policies tailored to the
socio-cultural contexts.'” In addition to that, specialist
palliative care services alone cannot meet the enormous need
in the background of long-lasting care, scarcity of resources
and so on. Besides these, home is often preferred for
spending the last days by many people and being intubated
through every possible orifice is not always welcomed with
respect to an individual’s autonomy and dignity. Availability
of simple, effective measures for symptom relief with
minimal assistance from technology can bring about good
quality ‘total care; and this is the basis of palliative care to be
an integral component of primary health care.

The Government of India launched National Programme
for Palliative Care (NPPC) in 2012. Since then, its
implementation is facing challenges mainly due to the lack
of resources, infrastructure, trained health professionals,
funding and social support towards patients and their
families.'! Therefore, except for a few states like Kerala, the
overall progress of NPPC is dismal. NPPC started in a phase-
wise manner in West Bengal since 2017-2018, starting with
19 palliative care centres and inclusion of the rest by 2020-
2021.121 Tn 2022, in collaboration with Pallium India, an
orientation training for 100 people from 22 institutions was
organised by the Government of West Bengal on palliative
care and pain relief. Factors such as a lack of designated and
motivated manpower, poor access to opioids because of the
absence of the state’s policy on its availability, unawareness
in part of almost all stakeholders, create hurdles in the
proper rolling out of NPPC despite its overarching scope of
community and home-based care beyond institutional and
speciality services.”'® These all mandate training of medical
officers (M.O.s) on palliative care who will further work for
capacity building amongst designated staff for palliative care
and deliver services right from the primary health care level.
Experiences over the years from various regions have proven
that these simple trainings can impart/improve knowledge
and skill of participants, and they can easily master various
facets of palliative care, as symptom relief, emotional support
and so on.!*” They can also sensitise community members to
give meaningful companionship, social and spiritual support
to the patients and their families, especially during crisis
and thus the ‘compassionate community’ can be built and
developed."! Along with all these, it is of utmost importance
to have death literacy, which can bring about people’s attitude
and behaviour towards planning for care, including advanced
and end-of-life care, death and bereavement preparedness in
a more meaningful way. In this era of advanced technology

and the intrusion of artificial intelligence in almost every
arena, digital legacy planning might empower people if
stakeholders are educated in planning themselves and
guiding community members regarding insightful planning
for intertwined ‘physical death’ and fdigital death’ in a
common thread.["]

Objectives

1. To assess the training needs of M.O.s on palliative care,
especially in regard to NPPC

2. To assess the status of digital legacy and care planning
amongst participants

MATERIALS AND METHODS

A descriptive study was conducted over 3 months (February-
April, 2024) in 4 randomly selected districts out of a total
of 28, including health districts of West Bengal. The M.O.s
and block M.O.s of health, having at least 1 year of work
experience posted anywhere and serving under the state
government health sector, were selected with the idea in
back of mind that these doctors are mostly accustomed to
the ongoing system itself. After 12 years of launch, NPPC
is still far beyond any progress in the majority of Indian
states and needs catalytic efforts, which might be brought
about by cascade-level training. From a similar study, the
average improvement of knowledge after training was found
as 58.7%.1°! Assuming a standardised normal deviate Z_q»)
= 1.96 (o0 = 0.05 and confidence limit = 95%) and absolute
precision 5%, the sample size was calculated as 373. Following
Cochrane’s finite population correction formula, out of
600 M.O.s required sample size came as 231, considering a
10% drop-out and/or incomplete questionnaire, the total
participants were calculated as a minimum of 254. In each of
the 4 districts, health and family welfare headquarters were
requested to select M.O.s so that at least 2-3 will come from
each of the Primary Health Centre (PHC) or Community
Health Centre (CHC) for ease of next-level training
and smooth running of the programme. Selecting this
representative number was expected not to interfere smooth
running of the health facilities. However, the total number
of participants was 260. A self-administered, pre-tested,
structured, validated questionnaire was used, containing
participants’ demographics, work experience (in years) and
30 single-answer multiple choice questions (MCQ) without
any negative marking pertaining to three domains, namely
physical symptom management, psychological support,
and socio-emotional care covered in training. A 1-day 4-h
training was delivered at each of the district headquarters by
the principal investigator, who received state-level training
of trainers (ToT) and has a fellowship in palliative care.
Over these three domains, the areas covered extensively
were the basics of palliative care with its principles, goals
and needs, communication skills, symptomatic, especially
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pain management, nursing care and issues in home and
community-based care, ethical, spiritual and psychosocial
issues, grief and bereavement support. The maximum
obtainable score in the questionnaire was 30. In the post-
training assessment, only MCQs were given. A Digital Death
Survey questionnaire (open) 2024 version was shared with
participants to assess their literacy and familiarity with end-
of-life care, laws and legacy planning and preparedness.
In consideration of the potentiality of negative mental
impact, filling this out was kept optional and anonymous.
It consisted of queries related to familiarity with digital
legacy, assets, death and user policies with options.'"! IBM
SPSS version 22.0 was used for descriptive and inferential
statistical analysis. Kolmogorov-Smirnov test was done and
P value was found as >0.05, indicating normal distribution
of data. A paired t-test was done to compare the means of
before and after training scores.

RESULTS

Out of the total 260 study participants, 200 (76.9%) were
males and 60 (23.1%) were females. Age of the participants
was 36 + 3.92 (mean * standard deviation [SD]) years.
Amongst them, 156 (60.0%) were from rural backgrounds
and the rest from urban backgrounds. Average work
experience was 5.2 + 1.4 years. The majority, 206 (79.2%),
were MBBS, 47 (18.1%) had post-graduate diplomas, and
7 (2.7%) were post-graduate degree holders [Table 1]. None
were found to have undertaken any online and/or onsite
course or attended any webinar or seminar on palliative care
before.

Mean+SD of pre-training and post-training scores were
12 + 2.4 and 26 * 2.6 in domain 1, 09 = 1.9 and 21 + 2.0
in domain 2 and 06 + 2.2 and 13 £ 1.3 in domain 3. In all
three domains, mean scores were higher after training and
differences were found to be statistically significant in a
paired t-test [Table 2]. Univariate general linear modelling
was done with pre-training score as baseline, and it was
found as significant. The partial eta square value came as

Table 1: Distribution of baseline characteristics of participants

(n=260).

Age (in years) [mean+SD] 36+3.92

Sex Male 200 (76.9%)
Female 60 (23.1%)

Background Rural 156 (60.0%)
Urban 104 (40.0%)

Qualifications MBBS 206 (79.2%)
PGdiploma 47 (18.1%)
PG degree 7 (2.7%)

Work experience (in years) [mean+SD] 5.2+1.4

SD: Standard deviation
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0.691, indicating 69% of unmet training needs for palliative
care. As the post-training score was also lower than the
optimum, multivariate analysis of variance for both scores
was significant in Pillai-Barlett trace against time over the
horizontal axis. This indicates the need for re-training for the
study participants. Hub and spoke model has been developed
for cascade training of health care workers on level wise
service palliative care service provisions [Figure 1].

Regarding digital planning on end-of-life and literacy,
202 (77.7%), 241 (92.7%), 217 (83.5%) and 258 (99.2%)
expressed their unfamiliarity with terms as digital legacy,
assets, death and immortality, respectively. Regarding
the question ‘does anyone other than yourself know your
passwords for e-mail, computer/laptop, mobile phone and
online bank account] it was found that for bank account
176 (67.9%) and for computer, only 98 (37.7%), for e-mail,
120 (46.1%), and 23 (8.8%) have shared it. Everyone marked
as ‘very unfamiliar’ with deceased used policies, that is,
policies, laws and regulations that apply to the online
account when the user dies. None was found to complete a
‘social media will’ or ‘digital will: Still, it is very encouraging
that 104 (40.0%) opted that after knowing, they are willing
to do a digital will, though they expressed hesitancy about
informing password to others. 156 (60.0%) of participants
have already purchased or have a plan to purchase digital
assets, and 19 (7.3%) have their own website/blog (s), but
none possess any cryptocurrency. Regarding writing a will
and testament, 16 (6.1%) have written it, and 56 (21.5%)
have it in their future plan. No one was found to document
wishes for end-of-life medical and/or social care in advance
or an anticipatory care plan or directive, even in the context
of the COVID-19 pandemic; still, 29 (11.1%) have spoken
to friends or families about it. 201 (77.3%) expressed their
wishes for family or friends to get access to their digital assets
following their death. Following the death of a loved person
or friend, 26 (10.0%) admitted to create a memorial page,
usage of digital media was by 168 (64.6%) to communicate
death news only and by 38 (14.6%) for ‘survivor advocacy,

Table 2: Comparison of scores by paired t-test before and after
training.
Variable (s) Meanztstandard deviation P-value*
Domain 1
Pre-training 12+2.4 0.01
Post-training 26%2.6
Domain 2
Pre-training 09+1.9 0.001
Post-training 16x2.0
Domain 3
Pre-training 06+2.2 0.04
Post-training 13+1.3
*: Statistical significant p-value
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which is enabling bereaved ones in coping with the loss. All
the participants expressed interest in getting information
about planning for digital legacy and assets.

DISCUSSION

Over the years, palliative care has expanded its horizon
through providing compassionate, holistic care, maintaining
dignity, autonomy and aiming towards quality of life.
National Medical Commission brought about a revised,
refined curriculum for medical education where there is
ample scope for training in palliative care besides preventive,
promotive, curative and rehabilitative approaches.” Yet,
there is a palpable gap in care giving as healthcare providers
who are already working have not received any formal
education or training in aspects like breaking bad news,
communication with people in need of end-of-life care and
developing plans for care giving collectively with their family
members, addressing psychosocial and spiritual issues and
managing accordingly and most importantly, holistic pain
relief. The National Programme for Palliative Care aims at the
orientation and sensitisation of healthcare providers so as to
deliver comprehensive, need-based care with the inclusion of
staff at health and wellness centres. There was a comparative
study conducted by Damani et al. by interviewing family
physicians working in Mumbai who work in collaboration
with the palliative care team (PC) team to provide home-
based care.”! Artioli ef al. conducted a palliative care
training evaluation in a 900-bedded hospital, but their study
participants were healthcare professionals of various strata,
such as physicians, nurses and para-medical staff.”) While
providing community and home-based palliative care,
besides physicians, nurses have an important role. A study
was conducted by Dehghani et al. from Iran on perceived
self-efficiency of nursing staft after receiving palliative care
training.'® Ingleton et al. undertook a large two-phase study
amongst various levels of healthcare providers to assess the
need for education and training on palliative care.'"”? A study
by Chang et al. was among resident physicians randomised
to receive palliative care and education."® Bhatnagar
and Patel also conducted a study on the effectiveness of
a certificate course on palliative care amongst specialist
physicians.'” Suija et al. conducted a survey in Estonia
amongst faculty members to assess the status of palliative
care training at their university.?” This is utterly important
because if the palliative care education and training are
given from the beginning of medical graduation level, there
would be smooth integration of it in regular healthcare
provision. White et al. also undertook a survey under an
NHS trust to assess palliative care training.?! In accordance
with the current study, the majority of study participants
were in a comparative age group, work experience and
qualification level overall, especially those who are in-service.
Improvement of knowledge, as tested mostly by post-training

Sub-div. hosp.:
cascade training,
follow-up services,

tele-consultation,
if applicable

Block PHC/CHC:
training of M.O.s,
Nurses spp. on
home & community
-based P.C.

District hospital
Training units with
referral guidelines,
M/E system, SOP,
regular updatation
CME, workshops

Health &
Wellness centres:
home-based

PHC level: training

of ASHAs, ANMs, P.C., need
volunteers, assessment,
councelling, awareness
symptom Mx generation

Figure 1: Hub and spoke model for cascade training on palliative
care at various tiers of healthcare. PHC: Primary health centre,
CHC: Community health centre

scores, was found to be significantly high in studies by
Bhatnagar and Patel ! Dehghani et al.' and Elayaperumal
et al.'®! The systematic review by Pamela Turrillas et al. also
showed pooled data evidence of significant improvement of
post-training knowledge. In accordance with the findings
of the current study and evidence from the literature, a
hub and spoke model addressing training cascade and
holistic support in regard to palliative care has been framed.
[Figure 1] Unmet training need and necessity for re-training
as found in the current study have some similarities with the
study by Ingleton et al., but they assessed need from potential
beneficiaries, and the caregivers’ perspective was explored
qualitatively.'”

CONCLUSION

The current study has been limited by its duration of
training, as in 4-h training with before-and-after assessment,
only basic knowledge gain can be found and that too
reflects rote memory, which has less applicability unless it is
reinforced and supplemented periodically by field training.
Still, the work has a huge span, though it has a tremendous
scope of acting as a springboard for future exploration.
This brief training can be called sensitisation, but it is true
that physicians, despite their tremendous role, are denied
palliative care learning through their graduation curriculum.
As a result, there remains a huge gap in this field, reflected in
awareness and obviously in practice. Still, it has been evident
that training in palliative care is a necessitous for physicians
in improving their efficacy and diffusing this knowledge to
healthcare providers working at various levels. Entwining
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palliative care into healthcare delivery needs sensitisation of
professionals beyond the cure-centric mode of management.
It would be beneficial in planning and implementation of
advanced care, end-of-life care by means of prevention and
relief of symptoms, including pain and psychological, social
and spiritual commiseration for patients and their families.
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