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Narrative Review

Adaptations to palliative home care in India in a COVID 
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INTRODUCTION

On March 11, 2020, the COVID reached the epidemiological criteria to be declared as a 
pandemic.[1] Since then there is a rapid surge of COVID cases in India, and in early September, 
there were more than 4 million cases and 70,000 deaths. Patients with cancer and end-stage 
organ impairment are more susceptible to COVID infections.[2] In India, cancer treatment 
guidelines were adapted to the COVID situation,[3] supra-major surgeries were avoided and 
cancer-directed treatment in a metastatic setting was limited or stopped.[4] Moreover, palliative 
care in these patients is significantly compromised due to challenges in palliative care access and 
delivery.[5] Flexibility and ability to adapt to a crisis situation is a fundamental attribute of dealing 
with a pandemic and home care is not an exception.[6] These adaptations to palliative care was 
quintessential to ensure comfort of these vulnerable population.[7] Moreover, these adaptations 
were based on sound ethical principles.[8]

Elderly and frail at home were hard hit due to pandemic as they experienced significant access 
issues both in person and virtually.[9] Palliative care services in the community were further 
constrained due to lack of Personal Protective Equipment (PPE), poor understanding of rapidly 
changing COVID guidance, and anxiety associated with the risk of contracting the infection.[10] 
Moreover, patients with poor performance status and disability were made more vulnerable 
due to limitation of access.[11] They were more at risk of an adverse outcomes and increased 
mortality.[12] Home care and ambulatory clinics can facilitate reduction of unwanted patient 
movement and decreases hospital resource utilization in a pandemic situation.[13]
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Telemedicine is proposed as an alternative to home visits in 
a palliative care setting.[14,15] However, it may not be able to 
provide a comprehensive care in presence of acute needs or 
end of life setting.[16] Therefore, it is paramount to maintain 
the continuity of care for patients needing palliative care and 
at the same time adapt to the requirements with infection 
control measures as the highest priority.[17] In this article, a 
narrative account of the adaptations made to palliative home 
care by a standalone urban home care service in India is 
discussed.

EXPERIENTIAL NARRATIVE OF ADAPTATIONS 
TO PALLIATIVE HOME CARE

The extremely restrictive lockdown measures imposed by 
the government following WHO declaration of pandemic 
was a nightmare to the already distressed and vulnerable 
patients and their families accessing palliative care. Our 
service was used to a particular style of home care delivery 
and we were least prepared to the suddenness and a rapidly 
evolving health scenarios, curfew on people movement, 
chaos, and stigmatization of illness. We did not comprehend 
the seriousness until we started to get flurry of panic 
telephone calls from patients and their families. Patients were 
running out of their medications, family physicians stopped 
consulting, and the local hospitals became hyper selective in 
choosing their patients. Majority of patients with cancer had 
their cancer treatment interrupted and those on palliative 
intent chemotherapy stopped receiving any treatment. 
Although our home care team was equally petrified and 
clueless on how to respond to this volatile health situation, 
I think our resolve and resilience inspired and reminded us 
our duty to provide.

Our palliative home care service is situated in a busy 
metropolitan city of Mumbai, India. It is a standalone urban 
service by a group of motivated family physicians with 
generalist palliative care training. It is a multi-disciplinary 
team with a diverse network of health-care professionals 
providing a holistic care. It liaises with the specialist hospital-
based palliative care services for complex needs and in-
patient admissions.

Between April and July 2020, we conducted 1128 palliative 
home visits. One-third of them required only nursing 
services and others required a combination of medical, 
nursing, and physiotherapy services. Around 500 procedures 
were done at home, with varying degrees of complexities 
such as pleurocentesis, paracentesis, nasogastric tube 
placement, urinary catheterization, wound dressing, and 
others. Moreover, an important responsibility of the team was 
to ensure uninterrupted access of essential symptom control 
medications at home. The silver lining in this daunting 
experience was that none of the health-care providers in the 
team got infected with COVID.

The team faced multitude of challenges during this process. 
However, this crisis provided us with a unique opportunity to 
find novel solutions that could have a long-lasting impact on 
our team practice. We have discussed some of our challenges 
and adaptations below.

Using a standard, PPE for every visit for each patient presents 
with a significant cost. These are not provided free by the 
Government at a community setting for home-based care. 
Donning and doffing PPEs at each home is time consuming 
and limits the number of patients consulted at home. 
Moreover, wearing a PPE has a stigmatization effect in a 
housing complex with a close neighborhood. Therefore, we 
had to make certain adaptations. We used a light-weight full-
sleeve transparent raincoat with trousers, which was easy to 
don and doff, reusable and sanitized. Moreover, it eliminated 
the stigma and mitigated the PPE disposal problems.

Access to genuine N95 masks were challenging due to the 
high demands, and it became prohibitively expensive. The 
team was very mindful of transferability of these costs to the 
patients. Therefore, the team did a bulk purchase from the 
company and had a strategy for a safe reuse of the masks. 
The prolonged usage of traditional powdered latex gloves 
used to cause skin reactions in the form of pigmentation and 
pruritus. Similar issues were seen with prolonged use of hand 
sanitizer. Therefore, a non-powdered nitryl gloves with a 
disposable plastic gloves mitigated these issues. Adaptations 
made with both masks and gloves had a significant cost-
saving benefit during a private home care consultation.

Due to barricading during the lockdown, accessing patient 
home with a home care car was becoming increasingly 
challenging. Moreover, the health-care providers had to travel 
long distances from the barricade point to homes carrying 
the home care bag and kit. Therefore, the team decide to use 
bikes fitted with essential service boards that facilitated easier 
navigation and increased the number of overall consultations 
completed in a day.

The team had challenges in accessing water and food during 
the community visits as shops and hotels were shut due to 
restrictive measures. Moreover, eating at others home or at a 
joint meant breach of PPE placing the healthcare worker in 
jeopardy. Therefore, a smart food boxes were prepared that 
had a readily edible safe high calorie diet and juices that can 
be consumed in few minutes. The team also received self-
care kits that comprised of immune booster vitamins and 
sanitization needs. These strategies enhanced the satisfaction 
of clients receiving the home care and the team providing it.

The challenges faced and mitigation strategies deployed 
enabled us to reflect on our pre-COVID era practices and 
we feel that there was a great deal of learning from these 
experiences. It helped us to reflect on our infection control 
practices, use of technology in care delivery, cost effectiveness 
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of the intervention, staff management in a crisis, and optimal 
utilization of resources. These adaptations might have a long-
term impact on our practices beyond the COVID-era.

DISCUSSION

Palliative care providers in a pandemic have a huge 
responsibility of maintaining continuity of care by rapidly 
and flexibly responding to the palliative care needs in the 
community, training non-specialists, deploying volunteers 
to provide psychosocial and bereavement care, and using 
technology to communicate with patients and carers.[18] In 
a pandemic situation, it is not possible for the hospitals to 
sustain a rapid surge of patients arriving to the emergency 
room or need for hospitalization.[19] Therefore, it is imperative 
to provide majority of care for patients needing palliative care 
at home and triage a select few to the hospital.[20] Providing a 
home-based care to around 1000 patients in a city of 20 million 
population might be an inadequate response. However, the 
model demonstrated by a small urban home care service 
can set an example for replication and scaling in a manifold 
magnitude by the Government and bigger health-care players.

Adaptation is a new vogue term in this pandemic. Everyone 
and everything in the health and non-health-care sector is 
rapidly and continually adapting to the new reality, which is 
fast becoming a new normal. There are numerous guidelines 
for clinical service adaptations by various specialty professional 
bodies and similar recommendations are made for palliative 
care practice in India by the Indian Association of Palliative 
Care.[21] However, majority of these recommendations 
pertained to clinical aspects of patient management, especially 
in a hospital setting. Recommendations or adaptations to 
address practical challenges in community palliative care 
delivery are seldom addressed, especially in the Indian 
sociocultural context. Therefore, a narrative account like these 
could provide an impetus to explore this gap in knowledge 
through a larger prospective research.

CONCLUSION

Provision of home-based palliative care was fronted 
with unique service delivery challenges due to pandemic 
situation and restrictive governmental measures. To facilitate 
continuity of care in the community, practical service 
adaptation strategies relating to personal protection, personal 
protection equipment, travel logistics, and self-care were 
deployed. These unique adaptations facilitated an effective 
delivery of palliative home care service that enhanced both 
client and health-care provider satisfaction.
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