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INTRODUCTION
Pain and palliative care (PPC) initiatives worldwide aim to 
relieve suffering and enhance the quality of life (QoL) of 
patients, their families and caregivers.[1-3] This includes pain 
management, promoting the dignity and comfort of patients, 
providing psychosocial/financial/rehabilitation support 
for patients and caregivers and mobilising community 
involvement throughout the process of palliative care 
provision.[4,5] Over the years, the scope of palliative care has 
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expanded to include all life-limiting illnesses suffered by 
all age groups who need physical, psychosocial or spiritual 
support to target the QoL of patients and their families.[6] 
This has led to refinement in the palliative care models from 
following disease-specific approaches to universalising 
palliative care integrated into existing health systems to make 
these services accessible and affordable.[7]

These initiatives to strengthen palliative care structures 
came against the backdrop of countries experiencing 
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epidemiological transition, with the increasing prevalence 
of non-communicable diseases (NCDs) and an ageing 
population. Out of the fifty-seven million people who need 
palliative care worldwide, 78% are from low-  and middle-
income countries.[8,9] Disease burden in India follows the 
same trend with increasing prevalence of NCDs, coupled 
with a dearth of palliative services, adding to the pain and 
suffering of patients.[10,11] The south Indian state of Kerala 
depicts a health scenario where both the prevalence of NCDs 
and the aged population are higher than the national average, 
creating a higher need for palliative care services. ‘Kerala 
model of palliative care,’ the cost-effective, community-
led home-based palliative care, attached to government 
health structures, is recognised worldwide.[12-14] Kerala has a 
decentralised public health system with primary, secondary 
and tertiary care centres attached to the respective local self-
government institutions (LSGIs). Following the public health 
approach, PPC services were integrated into primary care 
centres, i.e., family health centres (FHCs) in each Grama 
Panchayat, to provide home care for palliative patients 
since 2008.[15] PPC Policy, Government of Kerala (GoK), 
2019, envisaged extending these services to the secondary 
care centres – the community health centres (CHCs) – and 
upgrading them as first referral units to provide inpatient care 
to patients suffering from chronic illnesses and to provide 
speciality care at home.[16] Consequently, the home-based 
palliative unit (HBPU) attached to CHC conducts monthly 
visits and provides physiotherapy services and speciality 
nursing care at home, along with taking care of psychosocial 
and rehabilitation needs of patients referred from primary 
palliative units.
Secondary palliative units aim to enhance the QoL of 
patients. Many factors, including mode of service delivery, 
decentralisation in health governance, cultural features and 
the characteristics of beneficiary groups, affect the success 
of these interventions.[17] This highlights the need for more 
micro-level studies on the impact of secondary care palliative 
units. Against this backdrop, an attempt is made to assess 
the QoL of patients registered in an HBPU attached to a 
secondary care facility in Kerala and to identify how far this 
has resulted from the intervention of the palliative unit.

Objectives
The objective of the research paper is to analyse the impact of 
secondary HBPU on the QoL of its beneficiaries.

MATERIALS AND METHODS
HBPU, which is attached to CHC, Vilappil, the award-
winning secondary palliative care unit, has been selected 
for the study. Out of the ninety-three patients registered in 
the unit during 2022, thirty-eight were selected randomly, 
and quantitative data relating to sociodemographic details, 
disease profiles and QoL were collected. The McGill QoL 
Questionnaire-Expanded (MQOL-E) is used to collect data 

on various QoL domains. The domains include physical, 
psychological, social, existential, feeling of burden, physical 
environment, cognition and health awareness. Twenty-one 
items across eight domains are measured on an 11-point 
scale from zero to ten, where zero represents the lowest QoL 
and ten represents the highest QoL.[18] The patients were 
also asked how far their QoL has been impacted because of 
the intervention of HBPU, and it was rated using a scale of 
one to ten, with one representing no considerable impact 
and ten depicting a dominant impact. Thus, patients’ 
perceptions are analysed quantitatively to understand 
the effectiveness of HBPU activities. Informed consent is 
obtained from all participants. Ethical approval was obtained 
from the university-level ethical committee on research 
involving human subjects. (Register Number: EC/NEW/
INST/2022/2586, Project No: ULECRIHS/UOK/2023/99 
dated 20 February 2023). Data were collected over 5 months, 
ranging from August to December 2023.

RESULTS
The secondary palliative care unit of CHC, Vilappil, became 
operational in 2018, and it provides advanced care and 
symptom management for palliative patients referred from the 
six FHCs under it. Following the PPC Policy guidelines, GoK, 
2019, outpatient care, inpatient care and physiotherapy services 
are provided at the palliative unit. The activities of the palliative 
unit are coordinated and monitored under Arogyakeralam, 
National Health Mission, a centrally sponsored scheme and 
Block (Intermediate) Panchayat – the local self-government 
institution at the secondary tier. An HBPU is constituted 
as a part of the palliative unit to provide home care for 
secondary palliative patients. The home care team includes 
a secondary palliative nurse, a physiotherapist, an accredited 
social health activist (ASHA) and a ward member. The team 
provides advanced palliative care, physiotherapy services and 
psychosocial support to all patients referred from the primary 
care centres during home care visits.
Home care visits are led by a palliative nurse at CHC, and 
the team is accompanied by a palliative nurse from the 
respective FHC and a member from the respective Grama 
(Village) Panchayat. Visits are conducted 5 days a week; on 
average, eight patients are visited daily to ensure all registered 
patients are visited monthly. Palliative services include both 
medical care and non-medical care. Advanced nursing care, 
such as vitals check-ups, urinary catheterisation, benign 
prostatic hyperplasia care, oedema care, Ryle’s tube insertion, 
etc., is provided at home. In addition, HBPU organises 
awareness campaigns, distributes assistive devices and 
conducts telephonic counselling and follow-ups. Medicines 
are provided at home, and assistive devices are supplied 
according to the patient’s needs using funds from the Block 
Panchayat. Financial and rehabilitative support is provided 
for patients by collaborating with civil society organisations 
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and schools. Furthermore, a 3-day training programme 
is organised yearly for home care team members to ensure 
quality in-home care visits.

Socioeconomic and demographic status of the sample
The sociodemographic profile of the sample is given in 
Table  1. The sample consisted of more patients below the 
age of 60 (60%), showing the presence of a young population 
affected by chronic illness and the resultant need for 
palliative services, with a majority being male (64%). Half 
of the sample belongs to the backwards class, and around 
30% come from the scheduled caste, representing the social 
vulnerability of the beneficiary community. Most patients 
have low educational attainment, reside in rural areas and 
are poor. The socioeconomic and demographic profile of the 
beneficiary community shows that the HBPU team is serving 
the neediest, a set of patients who cannot afford palliative 
services from private providers.
Patients attached to HBPU, CHC, Vilappil, are referred from 
the respective palliative units under the FHCs. They need 
speciality palliative care since most of them suffer from 
chronic illnesses such as stroke (34%), chronic kidney disease 
(23.7%), paraplegia (21%), cancer (13%), quadriplegia (3%) 
and prostate enlargement (3%). Most of these patients 
experienced severe physical and mental trauma during the 
treatment period, and of the total patients, 60.5% underwent 
surgery, 18.4% had dialysis, and 40% were admitted to 
the intensive care unit (ICU). The majority of the patients 
had experienced a long treatment history with multiple 
hospitalisations and episodes of pain and fatigue, coupled 
with an inability to perform the activities of daily life. This 
has a crucial impact on patients’ QoL, as reflected in physical 
activity, psychological well-being, expectations regarding life, 
social life, mental ability and awareness of health conditions. 
The home care team provides medical support and attempts 
to enhance the patient’s social, emotional and spiritual 
aspects, impacting their QoL. Results regarding the current 
QoL of patients from MQOL-E are shown in Table 2.
Results show that patients perceive a better QoL in most 
domains, as depicted by the scores above mean values, 
except for the cognitive domain. Health awareness is the 
domain in which patients perceive high quality since 
they can access relevant information regarding disease 
conditions, health facilities and quality of care. The physical 
environment, feeling of burden and social dimension 
showed a mean score above six, depicting the positive social 
environment experienced by patients. The extensional, 
physical and psychological dimensions are significant as 
they become apparent during periods of ill health since 
these periods intensify the consciousness and thoughts on 
mortality.[19] Patients can manage the distress associated with 
disease symptoms, functioning, emotional vulnerability and 
life goals despite suffering from life-limiting illnesses.

Table 1: Socioeconomic and demographic profile of the sample.

Socioeconomic and demographic profile (frequency and per cent)
Age N % Education N %

Below 50 12 31.58 Primary 4 10.5
50–60 12 31.58 Upper Primary 20 52.6
Above 60 14 36.84 Up to higher secondary 10 26.3
Total 38 100 Graduation and above 4 10.4

Total 38 100
Gender Place of Residence

Male 24 63.2 Rural 36 94.7
Female 14 36.8 Urban 2 5.3
Total 38 100 Total 38 100

Community Economic status
General 8 21.1 APL 9 23.7
OBC 19 50 BPL 29 76.3
SC 11 28.9 Total 38 100
Total 38 100

Source: Primary data, APL: Above poverty line, BPL: Below poverty line 
SC: Scheduled castes, OBC: Other backward castes

Patients were asked to rate whether the current QoL they 
reported is because of the intervention from the HBPU 
team on a scale from one to ten, and the result is shown in 
Table 3. The sample consisted of patients suffering from life-
limiting illnesses such as cancer, stroke, paraplegia, neuro-
related diseases and chronic kidney disease, and around 
sixty per cent of the patients are aged. The low mean score 
of the cognitive domain is a result of cognitive impairments 
resulting from the progression of the disease. The HBPU 
team is not able to address these issues, since the diseases 
are incurable and the main aim of palliative care is pain and 
symptom management; hence, the team is able to address 
other dimensions.
The one dimension where patients benefited more through 
the HBPU is the health awareness dimension, a pivotal aspect 
in palliative care. This is mainly attributed to the awareness 
imparted by the HBPU team, coupled with the regular check-
ups and home visits. This becomes significant since most 
patients belong to lower socioeconomic and educational 
backgrounds. Health awareness created by the HBPU team 
for patients and caregivers can equip patients to manage 
symptoms, address psychosocial needs, make informed 
decisions and access resources and community support, 
creating a positive impact on QoL. For instance, the HBPU 
team imparts awareness related to symptom management, 
pain relief, managing fatigue and coping mechanisms. This 
can reduce confusion, distress and hopelessness among 
patients and enhance QoL. Furthermore, intervention 
from HBPU can lead to improved communication and 
decision-making, since the team can create awareness of 
prospective government welfare schemes, non-governmental 
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Table 2: Quality of life of patients.

Quality of life Sub domain Mean Standard 
deviation

Physical dimension Symptoms 5.50 1.62
Physical state 5.84 2.15
Physical functioning 5.55 1.77
Domain score 5.61 1.74

Psychological 
dimension

Being depressed 5.76 1.98
Being nervous 5.79 1.66
Feeling sad 5.74 2.01
Fear of future 6.26 2.36
Domain score 5.89 1.95

Existential 
dimension

Meaning of life 5.71 1.74
Life goals 5.82 1.75
Control over life 6.03 2.17
Feeling about oneself 5.89 2.06
Domain score 5.86 1.87

Social dimension Communication 6.92 1.51
Relationships 6.00 1.51
Feeling supported 6.53 1.74
Domain score 6.46 1.27

Feeling of burden 6.74 2.31

Physical 
environment

6.08 2.38

Cognitive dimension Clarity of thought 5.08 2.10
Memory function 4.82 2.14
Domain score 4.95 2.02

Health awareness Access to 
Information

7.45 1.06

Availability of health 
care

7.11 0.86

Quality of care 7.11 0.83
Domain score 7.22 0.74

Source: Primary data

Table 3: Effectiveness of HBPU activities on quality of life.

Domain Sub‑domain Mean Standard 
deviation

Physical dimension Symptoms 3.82 1.33
Physical state 2.42 1.41
Physical 
functioning

3.05 1.33

Domain score 3.10 1.18
Psychological dimension Being depressed 4.95 2.07

Being nervous 5.61 2.10
Feeling sad 5.55 2.16
Fear of future 4.16 1.97
Domain score 5.07 2.01

Existential dimension Meaning of life 4.21 2.02
Life goals 3.71 2.25
Control over life 3.76 2.31
Feeling about 
oneself

4.47 2.32

Domain score 4.04 2.15
Social dimension Communication 6.16 1.60

Relationships 5.74 1.75
Feeling 
supported

6.50 1.37

Domain score 6.13 1.41
Feeling of burden 4.47 1.96
Physical environment 3.71 4.58
Cognitive dimension Clarity of 

thought
2.11 0.86

Memory function 1.97 1.00
Domain score 2.04 0.8

Health awareness Access to 
information

8.87 0.62

Availability of 
health care

8.37 1.05

Quality of care 8.76 0.91
Domain score 8.66 0.76

Source: Primary data, HBPU: Home‑based palliative unitorganisations and other community support mechanisms 
while empowering the patients. As the team acts in 
consonance with the LSGI and the health department, there 
is a free flow of information regarding welfare schemes and 
mechanisms and support from health workers to materialise 
these initiatives in favour of the patients. For instance, the 
ASHA workers accompanying the team act as a link between 
the patients and the secondary care team, making each visit 
more transparent and integrated. Intervention from the 
HBPU team has made health care available and accessible 
for the patients, making them better informed on the 
decentralised health infrastructure systems.
Another aspect that the patients benefited from HBPU is 
in the social dimension, since intervention from the HBPU 

team in counselling and assistance in managing debilitating 
family/social relationships has helped the patients connect 
more in their social life. Open discussions about disease 
conditions and relationship issues give the patients emotional 
support to deal with these problems, and the unit successfully 
provided that. Furthermore, the palliative team significantly 
contributed to improving patients’ psychological aspects. 
The palliative nurse at the HBPU provides psychosocial 
support to the patients. The nurse has undergone training in 
palliative care, which essentially deals with the provision of 
psychosocial support for patients.
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The team attempted to alleviate patients’ anxiety and 
depression by focusing on their psychological needs. These 
efforts were further strengthened by maintaining a cordial 
relationship with patients’ families. Instances of patients 
waiting for the team’s visit, providing home-cooked meals 
for the team and sharing personal fears with them show 
how much the patients value the time the team spent and 
the relief they get from the team’s intervention. In addition, 
the team instils hope in patients’ lives and adds value to their 
lives, thus impacting the existential dimension. Similarly, 
the social support given by the team has improved patients’ 
psychosocial well-being and reduced their feelings of burden.

DISCUSSION
The result reveals that patients perceive a better QoL in 
most domains, and HBPU significantly contributed to these 
dimensions, making the interventions effective.
A better QoL can be attributed to the quality of personnel in 
the home care team and the coordinated functioning of the 
HBPU in providing psychological and rehabilitative support. 
The home care team is multidisciplinary, consisting of 
doctors, palliative nurses, physiotherapists, ASHA workers, 
volunteers and representatives from LSGIs who can cater to 
each patient’s diversified needs. Physiotherapy services and 
medicines, including morphine, are provided by the hospital, 
and speciality nursing care, including colostomy care, 
oedema care, injection and medication for patients, are also 
provided at home. This medical support improved patients’ 
existential dimension by enabling them to cope with the pain 
and distress attached to the disease.
Palliative care aims to provide psychosocial support to 
persons. Here, the training received by the home care team 
is significant.[20] Doctors and nurses have the needed training 
in palliative care, and this has helped in the provision of 
psychosocial support to patients by managing the mental 
trauma associated with ageing and chronic illness. The 
hospital’s inpatient facility and ICU bed instil hope among 
the patients, as they can now receive intensive care treatment 
near their homes without travelling to faraway hospitals. 
Furthermore, the waiting time to receive medical care has 
reduced a lot after the intervention of the HBPU team; on 
the one hand, speciality care is provided by the team at home 
itself, reducing the frequency of hospital visits, and on the 
other hand, the patients can now approach the outpatient for 
palliative patients.
Health awareness is the domain where the HBPU unit 
made a tremendous impact. The palliative team considers 
patients’ partners in the treatment plan, and there is better 
communication regarding disease conditions and treatment 
plans. This personalised care given to patients, in turn, 
has helped to enhance the existential dimension. Another 
important aspect is the support given to the caregiver. 
Palliative care initiatives primarily focus on improving 

patients’ QoL but often ignore the caregiver welfare aspects, 
an important factor that significantly influences the patient’s 
overall well-being.[21] With awareness of palliative care, 
financial condition, psychological state and interpersonal 
relations with a patient, the caregiver greatly improves the 
patient’s life.[22] The HBPU team adopts an inclusive approach 
to palliative care in which the caregiver is acknowledged and 
empowered during the process of palliative care provision. 
Caregivers are given training to provide basic nursing care 
by the team; sharing information about treatment options 
and providing psychological support to deal with traumas of 
patient, helps in reducing feeling of burden.
The underlying morale behind palliative care initiatives 
is ensuring palliative services to all, even if they are not 
aware of/able to afford them. Considering the condition of 
the beneficiary community, the team makes special efforts 
to provide additional medicines free of cost, temporary/
permanent assistive devices and financial support to 
the patients, which considerably improves the living 
environment. For most of the terminally ill patients and their 
families, overcoming social barriers and prejudices is a major 
challenge. To mobilise social support and peer acceptance, 
the palliative policy recommends Local Self Governments 
to organise community-led initiatives for rehabilitation, 
assistance and re-employment of those experiencing 
hardships. On the same note, awareness programmes are to 
be conducted at the panchayat level. The coin box initiative, 
a fundraising initiative which is utilised to provide free food 
kits, financial assistance and other incentives for the identified 
beneficiaries, is an example in this regard. Similarly, training 
programmes are organised at the CHC or nearby schools 
by the HBPU team to raise social consciousness among the 
student fraternity and the larger community. Another notable 
initiative was the launch of a family get-together programme 
at the block level to bring the patients, their families and 
stakeholders together to improve the social lives of patients. 
All these contribute towards enhancing QoL attached to the 
social domain.
Improvement in patients’ QoL comes with the planned and 
coordinated work of the HBPU team, where the patient and 
caregiver are at the focal point of treatment, and services are 
provided, integrated into general health, coordinated with 
LSGIs and the community, involving trained medical and 
paramedical professionals. The effectiveness of secondary 
HBPU in ensuring the QoL is attributed to many factors 
such as eminence and attitude of the care team, coordination 
among the tiers and welfare programmes, autonomy and 
respect, training received and level of inclusiveness.

CONCLUSION
The intervention of HBPU has helped maintain a good 
QoL for palliative patients since the team provided medical 
and non-medical care to patients attached to the unit. 
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A  better QoL in most of the domains reflects that the 
home care team catered to the needs, such as symptom 
management, advanced nursing care, physiotherapy services 
and counselling and provided financial and rehabilitative 
support. This was made possible by a trained multi-
disciplinary team working in coordination at the secondary 
care facility, capable of mobilising support from both the 
patient’s family and the community. Health awareness and 
social domain are the dimensions where HBPU made the 
greatest impact, and this rightly depicts the need for well-
planned and coordinated home-based palliative services at 
the secondary level. Extending this model to similar contexts 
can strengthen the provision of palliative care services and 
enhance patients’ QoL.
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