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ABSTRACT

Background: The rural-urban healthcare disparity in India was exacerbated during the COVID-19 pandemic, with the second wave
hitting rural areas particularly hard due to weak infrastructure. A study in Chhattisgarh aims to explore the experiences of severely
ill COVID-19 survivors and caregivers to inform patient-centric care delivery in primary settings. Methods: In this qualitative study,
we conducted in-depth interviews with seven patients and seven caregivers during home visits or telephonically to understand
lived experiences of receiving care for COVID-19 in an ICU in the public health system. Socioecological model was used to guide
the qualitative inquiry. Results: COVID-19 patients faced stigma due to their diagnosis. The survivors felt lonely due to isolation,
uncertainty about their illness, and fear of death. Poor mental health during ICU stay affected their physical health. Patients
with caregivers felt supported despite visitor restrictions. Transparent communication with health providers reduced distress.
Conclusion: The study in Chhattisgarh, India, highlights ICU survivors’ and caregivers’ experiences, revealing fear and loneliness
among patients. Effective communication and caregiver presence improve outcomes, emphasizing holistic support. There’s an urgent
need for palliative care integration, caregiver inclusion, and comprehensive post-discharge follow-up by primary-level practitioners
in rural settings. Lack of state-level palliative care policy emphasizes the need for comprehensive initiatives to enhance healthcare
outcomes.
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and diagnostic and ctitical care equipment.!! The second wave of
COVID-19 hit the rural areas of India harder than the first wave,
and the weak public health infrastructure was insufficient to handle

Introduction

About two-thirds of Indians live in rural areas of the country yet
urban areas have a stronger healthcare system compared to rural it.! By May 2021, neatly 50% of cases wete teported from rural
areas, in terms of infrastructure, availability of human resources, distticts.”! Thus, by mid-May, the expetience of getting sick with
COVID-19 and a need for critical care support became a reality.

Although the impact of the second wave on tertiary healthcare
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on the lived experiences of people who were either hospitalized in
tertiary care hospitals or had close relatives who were hospitalized.
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Hence, our study aimed to understand the perceptions and lived
experiences of severely ill COVID-19 survivors and caregivers
from one such rural district of Chhattisgarh state of India.
Understanding the lived experiences and needs of these patients
and caregivers is essential for delivering holistic, patient-centered
care within primary care settings.

Methods
Study design

We employed qualitative methods to explore the experiences
of COVID-19 ICU survivors and their caregivers. The
socioecological systems model informed the inquiry to understand
how an individual’s knowledge and behavior interact with various
environments.! This approach allowed us to gain insights into the
complex health issues within the cultural and linguistic context,
facilitating the proposal of solutions. The interview guide was
in Hindi, pretested, and reviewed by a senior researcher. Ethical
approval was obtained; dated 30.07.2021.

Study settings

The study took place in Surguja district, Chhattisgarh, India, with
more than half the population being tribal. Agticulture is the primary
income source for 90% of residents, and 85% live in rural areas.”
Healthcare is provided through a district hospital, 6 community
health centers, and 28 primary health centers. Additionally, there
is a government medical college in Ambikapur, serving 4.5 million
people in six districts.”! The study was conducted on sutvivors and
caregivers of patients who received care at a teaching hospital in
the Surguja division amid the second wave of COVID-19. Due to
staff shortages, caregivers were permitted to visit patients in the
hospital, although not all patients had caregivers present.

Sampling and inclusion criteria

We purposively selected participants for in-depth interviews
from a list of 63 ICU patients admitted between May 17, 2021,
and July 17, 2021. Criteria for inclusion were adult patients who
received intensive care for COVID-19 and were discharged
home or adult caregivers who had a family member who received
intensive care for the same and had lost them at least two weeks
before the interview. Out of 20 eligible participants, 14 consented
and were included in the study.

Data collection

In-depth interviews were conducted between September 2021
and January 2022. Written informed consent was obtained from
participants. Interviews were conducted in Hindi and lasted 24
to 50 minutes. Recordings were transcribed and translated into
English. No follow-up interviews were conducted. Study findings
adhere to Consolidated criteria for reporting qualitative guidelines
for qualitative research.[”

Data analysis

Data was analyzed using applied thematic analysis. Interview
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transcripts were independently reviewed by two authors. Themes
were identified in advance, and coding was conducted accordingly.
Triangulation of themes and codes was performed using field
notes when necessary.

Results

A total of 14 individuals participated in the study. More than
one-third of the patients and family members were from
neighboring districts and the rest were from the Surguja district.
Half of the participants were women. The age range of the
participants was 18 to 55 years. The demographic and clinical
information of the participants is shown in Table 1.

We interpreted the findings of the study using the socioecological
model of health and illness. We identified themes under each level
of this model, namely intrapersonal (or individual), interpersonal,
institutional, and community. The subthemes under each level
are described in detail below. The overarching conclusions of
our study are visually represented in Figure 1.

Intrapersonal

The intrapersonal level includes awareness, perceptions, attitudes,
beliefs, and knowledge of the patients and caregivers.

Fear of severe illness and being admitted to an
intensive care

Most participants had no past ICU experience, either as patients
or as caregivers. A majority of the participants said that they were
fearful of the idea of being admitted to an ICU:

1 was a bit scared when I was in the ICU. But then I had no other
option, where conld I go? (P8, survivor, 40 years old, male)

However, there was also a perception among some participants
that in an ICU, one receives the highest quality of care. One
of the COVID survivors recollected how the ICU helped him
survive the severe disease:

And there were good doctors in the ICU, I received oxcygen therapy and
medicines there. I was confident that 1 will recover. I am now healthy
due to everyone’s blessing, you and all other doctors. (P8, survivor,
40 years old, male)

Isolating experience of being in the hospital

Most participants shared that they felt that they were left to
themselves in the ICU. They were worried if the providers could
not attend to them, it might lead to unfavorable consequences
as there are no family members with them:

I spoke to peaple who survived and relatives of people who died; I too
shared my experiences with them. 1 feel the biggest reason for death
among COVID patients is that they are left alone in the ICU, which
should not happen. For example, if someone’s oxygen mask gets off, and
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Table 1: Demographic and clinical information of the participants

Participant Age Sex  Relationship Age of the Clinical condition ICU LOS Patient outcome
type with the patient  patient (in days)

P1  Survivor 25 Male  Self - Severe COVID with pneumothorax, on oxygen 13 Discharged
support for 5 days

P2 Caregiver 19 Female Daughter 46 Discharged on request for home care, needed 11 Discharged for
hemodialysis, severe COVID, advanced carcinoma home care, died
cervix with renal insufficiency 2 days later at home

P3  Survivor 54 Female Self - Severe COVID with rheumatoid arthritis 6 Discharged for

home care

P4 Caregiver 17 Male  Son 48 Discharged (On request/against medical advice), 17 Discharged,
COVID with bloodstream infection and suspected and needed
chronic kidney disease (CKD) hemodialysis

P5  Caregiver 42 Female Wife 43 Died, Severe COVID with pre-existing restrictive lung 15 Died.
disease with hypoxia with acute respiratory distress
syndrome (ARDS), needed noninvasive ventilation
(NIV) for 4 days with oxygen support for 15 days

P6  Survivor 44 Male  Self - Discharged, severe COVID with hypoxia, needed 20 Discharged
NIV support for 10 days, oxygen support for 20 days

P7  Caregiver 18 Female Daughter 21 Died, of diabetic ketoacidosis with COVID with 14 Died
hypoxia and needed NIV for 1 day and oxygen
support for 14 days

P8  Survivor 40 Male  Self - Severe COVID with pneumonia with ARDS, on NIV 40 Discharged
support for 28 days and oxygen support for 12 days

P9 Survivor 28 Male  Self - Severe COVID with hypoxia, needed NIV support 21 Discharged
for 5 days and oxygen support for 25 days

P10 Survivor 55 Female Self - Severe COVID with hypoxia, needed NIV for 5 days 18 Discharged
and oxygen support for 14 days

P11 Caregiver 36 Male Grandson 77 Severe COVID with hypoxia, needed NIV for 3 days 3 Died
and oxygen therapy for 7 days

P12 Survivor 46 Male  Self - Severe COVID with ARDS, on NIV for 7 days and 20 Discharged
oxygen therapy for 13 days

P13 Caregiver 25 Male Son 67 Pre-existing CKD with COVID, on hemodialysis, 9 Died
developed ARDS, with orbital cellulitis with
multiple cranial nerve palsies suspected to be due
to mucormycosis, on NIV for 10 days and oxygen
therapy for 5 days

P14 Caregiver 20 Male Son 2 Severe COVID with hypoxia needed NIV for 10 days 15 Died

and oxygen therapy for 5 days

they are unable to put it back, and doctors did not pay attention, and
hence, due to lack of oxygen, that person passed away. (P8, survivor,
40 years old, male)

However, some participants did not feel the same way. They felt
that they received emotional support from the ICU staff, and did
not experience a sense of loneliness like others:

1t felt like a family (in the YCU). There was more belongingness like
that of a family. Doctors wonld suggest what to eat for breakfast.
They would give advice, respond quickly, give timely medicines and
injections. (P6, 44 years old, survivor, female)

The experience of witnessing the deaths and distress
of other patients

Participants shared that they experienced distress when they had to
witness the death or distress of other patients in the ICU. The sight of
death initself was scary and all of them said that they feared death too.
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One participant shared the harrowing experience of lying
between two dead bodies:

There was dead body on your one side, there’s another dead body on your
other side.my experience is that. .. that we will never see this again, we
had never witnessed such thing in our lives (before), that I saw in my
life. (P10, 55 years old, survivor, female)

Such incidents often lead to increasing anxiety among the patients
and their family members. One of the participants narrated how
the healthcare providers intervened to address the anxiety related
to bad outcomes in the ICU.

Coping with illness-induced stress

Many participants shared that they had to develop a coping
mechanism to deal with fear and stress while in the ICU. Some
of them shared that having an optimistic outlook helped them
to cope:
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Fear of severe illness and
being admitted to an ICU

Isolating experience of being in the ICU

Experience of witnessing the deaths
and distress of other patients

Coping with illness-induced stress

Changed health after COVID-19

Figure 1: Applying the socio-ecological model of health and illness
to the experiences and perceptions of COVID19 ICU survivors and
caregiver experiences

.but I did not lose hope. I was always hopeful that I would not get ill
and I wonld get better. (P8, 40 years old, survivor, male)

Changed health after COVID-19

For those who survived the COVID-19 infection after the ICU
care, the physical impairments restricted them from going back
to their routine life before this illness:

I had never thonght I wonld get so sick in my life. Never! Never! I was
s0 strong in my bome. 1 was born in a poor housebold in a village and I
am the elder most daughter in my family. helping in the work at hone,
helping nzy mother and father, in addition to going school.,, (used to) go
into the forest...cook food on wood. . .did everything and did everything.
And I was very strong too but now I don’t feel strong enough. (P10,
55 years old, survivor, female)

Interpersonal

Under the interpersonal level of the socioecological model, we
evaluated the interactions of the participants with their immediate
surroundings and family members.

Caring for a family member during the pandemic

One of the participants shared the importance of caring for
her mother

She (patient, the mother) should not feel that she (patient) is unwell
since 50 long, so there is nobody to bathe her, nobody 1o feed her, nobody
to comb her hair, so, I (daughter) used to do all that. . .it made both
of us feel good that I was there to take care of her, and she did not feel
lonely (P2, 19 years old, caregiver, female)
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One of the participants shared that they expected to shift focus
to the comfort of the patients near the end of life:

We asked them (the healthcare provider) to at least give him some water
10 drink, he had not had water since last 2 days and he was having
difficulty in breathing. Toward the end, even we got to know that be
may not live. That is why we asked to allow him to drink some water.
(P11, 36 years old, caregiver, male)

Deriving the meaning of loss, and experiencing grief

Participants who had lost their family members had to come
to terms with the reality of death. They dealt with grief in
different ways. They shared that their belief in a divine power
helped them in making sense of the loss and grief they were
experiencing:

I knew that mother, like earlier also, sir (ICU doctot) had told us
after dialysis she is not improving. . .whatever we do, whatever we do, it
was all in God’s hands. (P2, 19 years old, caregiver, female)

A caregiver (patient’s brother) shared that his parents were left
deeply traumatized after they lost their elder son to COVID-19:

There is some problem (in sleep). Both my father and mother they
get up in the middle of the night. Sometimes my mother gets scared
suddenly. She suddenly starts crying while talking. (P14, 20 years
old, caregiver, male)

Institutional

The rules, regulations, functioning and attitude toward patients
of the healthcare institutions constitute the institutional level in
the socioecological model.

Challenges of navigating a tertiary care government
hospital during the pandemic

One of the caregivers said that they had difficulty in navigating
their way around in the large government hospital:

We were baving trouble finding it (isolation ward) there (in the
medical college and hospital), we were told this roon and that rooms,
we were searching for hwo to three hours, everywhere, so it was evening
by the time 1 got admitted. (P1, 25 years old, survivor, male)

Patient-provider relationship

A majority of the participants felt that the health providers
wete successful in maintaining transparency regarding the health
condition of the patient, and communicated with both patients
and caregivers in an empathetic manner:

They (doctors and nurses) all used to tell me whatever you feel like
you can share, you are in the COVID ICU. If you have anything
to ask, please do,’(they) used to say like that. All were casual, used to
Joke, smile, greet like that, so I used to feel good, for all these things.
(P1, 25 years old, survivor, male)
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Some survivors said that it is important that health providers
communicate with the patient. He felt that it had a bearing on
the psychological status of the patient:

Talking is also part of the whole treatment. They used to come, talk,
and joke with us. It was like a medicine. . .that makes us forget our
Samily. (P12, 46 years old, survivor, male)

Perceived health system inadequacies

While describing their experiences, many participants shared their
perceptions about the health system, both public and private.
There were numerous reasons for this lack of preference for
public hospitals:

I think infrastructure, testing facilities, cleantiness and hygiene and the
staff too need to improve. (P13, caregiver, 25 years old, male)

Positive experiences improve trust in the institution

Participants shared that after a lived experience and also if one
recovers from the illness, there is reduced fear and increased
faith in the facility:

We thought that results were good here (district hospital) so let us not go
anywhere else. we thought in our mind that treatment was good here...
there was satisfaction (P14, caregiver, 20 years old, male)

Community

Finally, factors at the community level in the socioecological
model shaped participants’ experiences. These included
interaction of patients and caregivers within their locality or
with their relatives.

COVID-19 stigma and discrimination

A majority of participants said that both patients and their
caregivers experienced COVID-related stigma and discrimination:

When I was in ICU nobody used to go to my home. We were facing
problems in getting ration and vegetables. My parents, children, everyone
was at home. (P8, 40 years old, survivor, male)

Lack of social support

Participants shared that they did not receive adequate social
support. This experience led to feelings of anger and resentment
toward family members, friends, etc.:

When 1 took her to Raipur, nobody in onr family supported us. 1t
was only my brother and me. There was no one. It felt as if we did
not have any family at that time. (P2, 19 years old, caregiver,
female)

We adopted the socioecological model as a conceptual
framework to interpret the findings of the study. We employed
this model iteratively to devise novel solutions across different
tiers [Figure 2].
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Discussion

To summarize, participants associated hospital referral with illness
severity and feared admission. Many survivors experienced ICU
loneliness due to isolation, illness uncertainty, and fear of death,
affecting their mental and physical health. Caregiver presence
provided support and optimism and good communication
with health providers reduced distress. Witnessing deaths was
profound for survivors. Caregivers faced intense grief and mental
trauma. Some felt their loved ones were denied compassionate
end-of-life care, while others found solace in respectful treatment.

Survivors in our study reported stress and anxiety, aligning with
ptevious research on COVID-19 ICU expetiences.*!! They
associated ICU admission with illness severity and anticipated a
poort prognosis, consistent with findings from other studies.!'”
Research suggests that patients admitted with family members
cope better than those without, echoing our findings.!'” Clinical
guidelines from 2005 recommend various measures to enhance
patient and family experiences in the ICU, including shared
decision-making, consistent communication, spiritual support,
open visitation policies, and post-death family support.!'!

Survivors and caregivers in our study reported deep psychological
implications after their experience in the hospital, consistent
with a national-level study in India where 9.3% of ICU
survivors experienced mental health issues within two months
of discharge.l" Some survivors faced impairments and reduced
functionality post-discharge, which is especially impactful in
rural areas where limited participation affects agricultural and
household contributions.!” Except for outpatient care, thete
were no comprehensive follow-ups for survivors or bereaved
families, highlighting unmet mental health and rehabilitation
needs in rural areas.'

In this study, severely ill patients and caregivers developed coping
mechanisms for uncertainty and impending death. Optimism and
spirituality provided mental and emotional strength. Previous
literature demonstrates spiritual care in the ICU improves patient
and family well-being, enhancing quality of life, reducing distress,
and increasing satisfaction with medical care.'™ Social workers
facilitated bereavement processes, aiding caregivers in expressing
themselves.®

For severely ill patients with poor prognoses, caregivers found
solace in the dignified treatment and care provided to their family
members during their final days. However, some expressed
distress over the perceived lack of compassion and basic care
from healthcare providers. Studies in affluent nations underscored
the significance of palliative care in COVID-19 ICU settings,
emphasizing provider-patient relationships, communication,
spiritual and psychosocial suppott, and bereavement care.!'!"
Validated tools like the Palliative Performance Scale were deemed
beneficial for end-of-life care in COVID-19 patients, aiding
in prognosis communication.”?'! Many survivors stressed
transparent, empathetic communication’s importance alongside
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FINDINGS:

PUBLIC POLICY
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1. Develop state level policy on Palliative care to

Distress due to lack of comfort care, deaths
and suffering

integrate at primary, secondary and tertiary levels
2. Communication skills as part of medical curriculum
for all Healthcare providers

—>

COMMUNITY
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stigma related to COVID-19 Post-discharge care by family physicians and primary
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Figure 2: Use of the socioeconomic model to understand and improve patients’ and families’ experiences at a district hospital intensive care

medical care quality. Our findings advocate for enhanced
palliative care training for doctors and nurses, focusing on
communication and psychosocial support in end-of-life care and
addressing bartiers to good patient-provider communication.

Patients in government hospitals face challenges navigating
within the hospital without support, impacting patient outcomes.
During the pandemic, fear of infection intensified this struggle.
In Chhattisgarh, block and district-level hospitals have local
community members as help-desk facilitators who usually aid
navigation. There is compelling evidence to suggest that the
inclusion of patient navigators and social workers across all levels
of healthcare can improve outcomes for patients, families, and

communities.>*

Past experiences with hospital infrastructure and services lead
to skepticism. Strengthening diagnostic and critical care services
in rural areas like Surguja is urgent.”™ Positive expetiences in
the hospital with effective patient-provider relationships boost
confidence in the public health system. The socioecological model
suggests that these cumulative individual-level experiences will
in turn influence experience and perceptions of the community.

Overall, the findings highlight the perceived necessity of
integrating palliative care in intensive care, emphasizing
empathetic communication, psychological and social support,
alleviation of spiritual distress, comfort care provision, inclusion
of families in patient care and bereavement support. The study
underscores the imperative to bolster palliative care services in
public health facilides, as exemplified in Kerala, India.”

Journal of Family Medicine and Primary Care

Primary care and family medicine practitioners play a crucial role
in supporting the patients and their families post-ICU discharge
to ensure continuity of care at village and subdisttict levels.?” Out
findings might inform their practice and make it mote people-centric.

The study has certain limitations. Firstly, logistical constraints
prevented us from providing interview transcripts to participants
for verification, and their feedback on the findings could not
be sought. These findings may not be broadly applicable to
other regions of Chhattisgarh or India. Nonetheless, this study
pioneers examining ICU survivors’ and caregivers’ experiences
and perceptions within a rural setting,
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