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Abstract

Background

The population of patients with cancer requiring palliative care (PC) is on the rise in India.

Family caregivers will be essential members of the care team in the provision of PC.

Objective

We aimed to characterize provider perspectives of the challenges that Indian families face

in taking on a palliative caregiving role.

Method

Data for this analysis came from an evaluation of the PC-PAICE project, a series of quality

improvement interventions for PC in India. We conducted 44 in-depth semi-structured inter-

views with organizational leaders and clinical team members at seven geographically and

structurally diverse settings. Through thematic content analysis, themes relating to the care-

givers’ role were identified using a combination of deductive and inductive approaches.

Result

Contextual challenges to taking up the PC caregiving role included family members’ limited

knowledge about PC and cancer, the necessity of training for caregiving responsibilities,

and cultural preferences for pursuing curative treatments over palliative ones. Some logisti-

cal challenges include financial, time, and mental health limitations that family caregivers

may encounter when navigating the expectations of taking on the caregiving role. Strategies

to facilitate family buy-in for PC provision include adopting a family care model, connecting

them to services provided by Non-Governmental Organizations, leveraging volunteers and
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social workers to foster PC awareness and training, and responding specifically to family’s

requests.

Conclusion

Understanding and addressing the various challenges that families face in adopting the

caregiver role are essential steps in the provision and expansion of PC in India. Locally initi-

ated quality improvement projects can be a way to address these challenges based on the

context.

Introduction

Palliative care (PC) needs for non-communicable diseases, particularly cancer, is on the rise in

India [1]. Accounting for 63% of all deaths, non-communicable diseases are the prevailing

cause of disease burden with cancer as the leading cause of death (9%) [2, 3]. It is estimated

that 1 in 9 Indians will develop cancer during their lifetime and 1 in 7 will pass away [2]. Can-

cer is mostly diagnosed at a late stage in India [4]. As such, pain and symptom management as

a part of PC provision is an apt treatment plan [4]. The chronic nature of cancer demands

involvement of the home and the informal caregiver as a part of the care [5].

In India, families play a significant role in end-of-life care and caregiving to family mem-

bers with illness [6]. Informal caregiving to patients may fall to the family for many different

reasons including tradition, dearth of formal care, or lack of financial resources to afford them

[7]. As family is the most important informal social protection, caregiving to ill family mem-

bers is an expected responsibility in India [8]. Professional care and institutional facilities for

end-of-life care are inaccessible in many areas of India especially low-income settings [9].

Extant community-based initiatives which aim to extend PC access to the poorest are home-

based [10]. As such, family caregivers are an integral part of the existence and expansion of

programs such as Neighborhood Network in PC. Similar to community health workers and

promotors, this is a community-led initiative in south India to provide home-based palliative

care and improve access to palliative care services [10, 11].

Caregiving to an ill patient includes a range of supportive activities which may incur per-

sonal challenges and costs in the caregivers’ lives [6]. Some of these supportive activities

include assisting with emotional wellbeing and activities of daily living, fulfilling treatment rec-

ommendations, and aiding in critical medical decision-making [12]. Caregivers promote con-

tinuity of care in the hospital and often actively facilitate care with health care teams [13].

Their unpaid labor is cost saving for the healthcare system while incurring profound personal

burdens [14, 15]. These may include disruptions in education or career plans, role conflicts,

isolation, and a range of chronic physical and mental illnesses [15]. The chronic stress of being

a caregiver to a cancer patient may even predispose caregivers to increased inflammatory

responses and morbidities such as systemic inflammation, immune system dysfunction, hyper-

tension, and cardiovascular disease [16]. Despite this fact, evidence-based interventions to alle-

viate burdens of caregiving for cancer patients have been limited [17].

Treating family caregivers as members of the care team and responding to their needs is

essential to high-quality palliative and end-of-life care [18, 19]. Promoting Access and Interna-

tional Cancer Experience (PC-PAICE) was an international collaborative to support quality

improvement in palliative care in India [20]. Among healthcare providers and organizational

leaders we interviewed to evaluate the effectiveness of PC-PAICE’s initial cohort, caregivers
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were consistently mentioned as key to the success of home-based palliative care. The mention

of caregivers as a factor in the quality improvement (QI) projects prompted a secondary analy-

sis of the PC-PAICE interviews, exploring themes related to end-of-life caregiving. Our goal

was to understand what stakeholders perceived as barriers to taking up a caregiving role and

what were some approaches to address these barriers.

Methods

This study was approved by both the Stanford University Institutional review board (IRB–

42633) and the Institute Ethics Committee of the All India Institute of Medical Sciences, New

Delhi (IEC-572/03/11.2017, RP-41/2017).

Setting

This is a secondary analysis of data collected as part of a greater effort to evaluate the imple-

mentation of the PC-PAICE initiative, a multi-site effort to improve palliative care delivery in

India via locally initiated quality improvement projects. The seven sites selected for the

PC-PAICE project were geographically diverse (multiple states) and structurally diverse

including PC clinics, large academic institutions, and oncology hospitals. Additional details

are available on PC-PAICE and evaluation of the initial cohort [20].

Approach overview

We conducted in-depth semi-structured interviews at the seven geographically diverse sites of

the PC-PAICE initiative. The interview guide, informed by the consolidated framework for

implementation research, was pilot tested and solicited feedback about participation in the

PC-PAICE program and experiences of implementation. We employed a quota sampling

approach to capture the perspectives of diverse stakeholders including organizational leaders,

clinic leaders, and clinical team members (medical doctors, medical residents, nurses, and

social workers) [21].

A PC-PAICE champion, who is a clinical leader and an organizational partner, facilitated

the resources to participate in PC-PAICE, undertake the QI project, and provide introductions

to important local stakeholders. A member of our team then contacted the interviewee via

email and telephone to request participation. They were informed that 2 Indian researchers

from the PC-PAICE program will be interviewing them on their participation experience.

There were no dropouts or refusals. The site champion ultimately coordinated interview

schedules, site visits, and space for the interviews. In the two cases that geographical flooding

prohibited in-person interviews, we conducted a total of 13 interviews from both sites on the

phone. Only the researcher and interviewees were present for the interviews. All participation

was voluntary and completed with written informed consent which highlighted the purpose of

the study, the participants’ right to terminate the interview, and informed them that the inter-

views were being recorded. Most interviews (43/44) were audio-recorded and one participant

requested written notes only, though all 44 interviews were used for analysis. All audio-

recorded interviews were transcribed verbatim by AG and AS. The transcripts were not

returned to the interviewees for validation.

Data collection

Our team was comprised of three PC physicians (KL, OS, SB), one social scientist with exper-

tise in qualitative methodologies (KG), and multiple analysts. All researchers except KL were

female. KG did in person training for two analysts based in India (AG, AS) on interviewing
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techniques prior to commencing data collection and accompanied them on interviews at ini-

tial sites for quality assurance. All interviews were then attended by both analysts with one

conducting the interview and the second taking detailed notes. The 43 interviews that were

audio-recorded were transcribed and de-identified.

Data analysis

Analysis occurred in multiple steps combining inductive and deductive approaches. First,

three team members (KG, AG, AS) open-coded one transcript and met to consolidate the

open codes into a code list with code definitions (inductive). The analysts piloted the code list

on three other transcripts separately and reached consensus around codes and their defini-

tions. This code list was then applied to all remaining transcripts by an analyst and reviewed

by a second (deductive). The analysis was conducted via Atlas. ti Version 8 [22]. Bi-weekly

team meetings were held over four months to manage coding discrepancies and come to a

consensus around code application. One of the codes in this overall code list was the Role of

Caregivers on the PC-PAICE team. There were 101 mentions of the caregiver role. All the out-

put from the Caregiver code was then used as the total data set for thematic content analysis

[23]. KG and SF took a constant comparison approach to the caregiver output to identify

themes through iterative review until consensus was reached (inductive) [24]. The themes

were given a code name and applied to other caregiver outputs (deductive).

Results

We identified three major themes on barriers and solutions to taking up the palliative caregiver

role in India.

Theme 1: There are key cultural and factual knowledge barriers to family

members buy-in the palliative caregiving role

Subtheme 1.a: Family caregiver knowledge about cancer and PC. Community-wide

misconceptions or lack of knowledge about PC and cancer were barriers to family engagement

with palliative caregiving. For instance, the misconception that cancer is contagious sometimes

led families to abandon the role of caregiving altogether to avoid stigma from the broader com-

munity. For example, a participant mentioned “if somebody’s wife has this disease [cancer],

then their husband’s avoid them or leave them in their parents’ house and visit them once in a

while.” Other times, misconceptions about PC led to resistance from the family and hindrance

of care. Some examples included lack of cooperation with providers to locate the patient’s

house for home-based PC, asking the providers to run errands, perceiving a provider’s care

recommendation as meddling in family affairs, and sometimes even having aggressive encoun-

ters with the providers: “Her son came and shouted at me. Who are you? Why you came here?

What is the benefit you are going to get?” (Clinical team member) As such, providers felt the

need to “educate the society in general about dignity of life and the issues of the importance of
PC and why at a certain stage you have to move on from definitive care to PC.” (Organization
lead)

This unawareness about the role and purpose of PC is not only inherently present in the

broader community but is also exacerbated by the absence of communication from oncolo-

gists. For example, one PC provider described how families are frequently referred to PC with-

out any explanation. In these situations, the PC provider is responsible for breaking the

emotionally charged news about the patient’s prognosis to the patient and their family, as well

as explaining the PC process, and starting care. Due to absence of communication, families

may perceive PC as a step in the curative treatment process. As a result of this false expectation
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“their [family and patient’s] hope gets destroyed in one minute and the patient gets a big shock,”
(Clinical team member) leaving them angry with the PC team and pursuing discharge of the

patient “within two hours of patient admission.” (Clinical team member).

Subtheme 1.b: Caregiver preference for curative treatment. Initially, providers perceived

that providing PC “will be easier here in India because most of us believe in the Hindu
philosophy. . . we accept fate. . . so convincing them about the terminal care for palliative care may
be relatively easy.” (Organization lead) However, it was reported by multiple providers that

“delivering palliative care in India is very difficult” even when “the oncologist has explained that
nothing can be done,” the family “drag[s] the patient till the last moment.” (Clinical Team Mem-

ber) This phenomenon was especially common among educated and wealthy people who per-

ceived “that palliative care is almost like giving up,” leading to “a lot of families [going] bankrupt
in the process because they sell their properties for treatment.” (Clinical lead) However, one pro-

vider cautioned that “you cannot generalize” this perception, and “it varies from patient to
patient.” (Clinical Team Member) Some families that “have almost tried everything they might
understand that an aggressive management might not be helpful and they might understand that
the palliative care is more important even without our communication.” (Clinical Team Member).

Subtheme 1.c: Lack of family training on how to fulfill caregiving responsibilities. Pro-

viders from multiple sites highlighted that while “family can be a huge support” (Clinical lead)

in India, they are often expected to take on the role of caregiver without prior training. Provid-

ers noted that some of these families “don’t know how [to] even [have] a proper hygiene. Family
doesn’t know it’s important to take a proper brushing every day, it’s important to take a bath
every day.” (Clinical Team Member) Given the gap between where the families were starting

from and where they needed to be to assume a caregiver role, providers highlighted a signifi-

cant need for “qualified” people to provide training:

“Mainly cancer you need adequate staff, you need adequate volunteers and staff. . . in the
sense qualified staff, I mean. . . for e.g. if you go to a patient who is totally bedridden with can-
cer and who can’t eat or drink, you have to teach them and the relatives on how to put a drip
you know under the skin. . . that sort of a thing. . . and how to do an enema. . . and how to do
a manual evacuation of the rectum. . . all this you need particular staff for it. . .”

(Clinical Team Member).

Training family members to take on such responsibilities took investment on the part of

the providers and system. However, often such human resources and provider time to fill this

family training gap were lacking.

Theme 2: Family caregivers in India may face an overwhelming tradeoff

between caregiving and financial and time demands related to work

Providers note that some poorer families may feel unable taking on care for a patient because

of financial challenges, time constraints, and the obligation to work outside the house: “family
members don’t look upon the patient because of financial reasons. . . and mostly the family mem-
bers go to the work in the morning.” (Clinical Team Member) The trade-off of holding an

income-earning job coupled with the sentiment that “a fellow is destined to die, so let him
die. . . why make an effort to spend time and money on this patient” (Clinical Lead) makes tak-

ing on caregiving a difficult proposition. Providers noted that especially those families who live

far away from the hospital, may not bring the patient for care when they should or take them

home when their treatment is over. Providers also observe inter-family conflict where one

child feels like they are “doing a lot and other children are not doing.” (Clinical Team Member)
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In these families, caregiving is sometimes bestowed upon a “caregiver who is untrained and
unmotivated,” (Clinical Team Member) leading to poor care for the patient: “you [PC provider]
give them [family member] advice, medication, the time dosage, frequency everything. . . then
they are not adhered to. . . many times when you count the tablets of morphine they are having,

you know that they are not giving them as per their dose.” (Clinical Team Member).

One provider also empathized with waning energy in caring for the patient as caregivers

are generally there “for the patient 24�7, and they do not have their personal life,” (Clinical

Team Member) and the prospect of focusing on the patient who is going to die soon represents

huge mental health burden. In these situations, despite receiving support from the volunteers,

some caregivers “vanish” and “the patient will be alone at home, nobody to take care,” (Clinical

Team Member) leading to not taking medication and poor hygiene, etc. While the use of hos-

pices is less popular in India because of the family-centered culture, sometimes the caregivers

have no choice but to leave these patients in the hospice, which patients like better “because
there is someone to take care of them.” (Clinical Team Member) One provider explains how

reliance on the family for caregiving in India can be a double-edged sword:

“our geriatric population is increasing. . . We cannot expect the family to look after everyo-
ne. . .that can only be an added support. We have to start growing out of box in thinking; that
it’s not wrong to be looked after in a in a facility and having family support with the facility
would probably be a very nice thing.”

(Clinical Lead)

Simultaneously, in other families, there will be personal and cultural pressure to serve as the

primary caregiver for the patient. In some families this ideology is so strong that “the family
members think that it is a sin on them. . . if they don’t take care of the patient then they have
done some mistake.” (Clinical Team Member) Family caregivers in India may feel they face a

lose-lose proposition under the pressure of cultural and financial constraints.

Theme 3: Grassroot strategies can facilitate family buy-in for PC provision

Subtheme 3.a: Adopting a family care model to train and empower the caregivers. Pro-

viders emphasized the importance of adopting a “family care model” rather than solely focusing

on the patient. (Clinical lead) In this model there is “counselling for the whole family on what to
do and what not to do.” (Clinical team member) Some family caregivers benefited from a

broad orientation to caregiving such as providing training on specific tasks like putting on

clothes, taking care of heavy bleeding, wound dressing, putting drips under the skin, giving

medications, administering enemas, and giving fluids after patients are discharged. They also

mentioned facilitating specific patient goals and last wishes such as expression of intimacy.

“We try to counsel the ladies as well as the patient that maintain hygiene condition. We need
to think of the patient. . .maybe it’s his last wish, so, we should not deny his wish. On the other
hand, we talk about the wife’s concerns. . .concerns like malodor, untidy feeling can be taken
care of by maintaining hygiene and covering the cancerous/untidy part. If the wife takes care
of such things, then it can be possible. If there is so much love between the two, then that
should be expressed also.”

(Clinical team member)
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Subtheme 3.b: Raising acceptance of PC through social workers, volunteers, and com-

munity networks. Providers talked about the importance of activating families on an indi-

vidual level and the broader community through volunteers in raising acceptance of PC. In the

beginning of care, social workers would sit down with the families “to see what they understand
and what they don’t understand. . . what are their expectations.” (Clinical team member) For

example, “if something is there like their expectation is the ICU care” they corrected the miscon-

ception. At one site where the family “left against medical advice, absconded from treatment”
social workers intervened and talked to the family to “break the barriers and convince them to
come back.” (Clinical lead).

Buy-in from one family further had ripple effects throughout the community via the “word
of mouth” effect:

“They will motivate somebody else and then somebody else and again somebody else in the
same city or town. . . 98% of our reference are actually from word of mouth. . . “I went to that
hospital and [the patient] died very peacefully. . . so you can also take them there.””

(Organization lead)

However, solely focusing on educating the caregiver was usually not enough, as caregivers

were influenced by the broader community and society:

“It does not go into their mind because I am just single doctor who is explaining in a proper
way but he [caregiver] listens to all the surrounding area, his relatives etc. etc. and they will
think that you should have took him to that hospital [for curative treatment]. . . So, it will be
very difficult for one person to clarify the thing.”

(Clinical team member)

To provide awareness and resources on a larger scale, community initiatives such as the

Neighborhood Network in Palliative Care have been developed in which volunteers get trained

“what palliative care is all about and how important that is in our community. . . and how they
would assess the people who need PC” [10]. (Clinical team member) There are also other initia-

tives such as “free kitchen in hospice”, “fundraising activities”, (Organization lead) and dona-

tions which are partially fueled by previous caregivers who have come into contact with PC:

“We asked them [volunteers] what motivated you to do this. . . and the initiation is that they
had somebody in the family who actually suffered very badly when they were terminally ill
and nobody was there to guide them. . .so that is the personal tragedy which motivated
them. . .”

(Organization lead)

Subtheme 3.c: Responding to the family caregiver’s requests. Providers noted the

importance of responding to broader societal pressure and family preference in getting the

caregiver’s buy-in for the provision of PC. For instance, some caregivers had a hard time

accepting home-based PC due to the social stigma associated with cancer:

“. . .cancer is sometimes they think it is contagious. . . the patients and the relatives don’t

tell their neighbors that somebody is down with cancer.. so they say ‘no no.. you have to

come in secret.. don’t come when they are seeing. . .”
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In response to this request, PC providers had tried various specific strategies such as park-

ing far away from the house, dressing in non-medical clothing, and bringing along a social

worker during home care visits to mitigate any issues with the family and the neighbors.

Disclosure of prognosis was another avenue where families had specific requests. In many

cases, “the family members come just before handing over the patient and they just say that ‘the
patient does not know about the diagnosis and the actual situation. . . and so we would like your
doctors to actually not talk about it.” (Clinical team member) This family request stemmed

from the fear that the patient would suffer from depression and stop fighting for their health.

In these situations, even though providers found this ethically challenging, they usually com-

plied with the caregivers “because they don’t want to cause any problems” as “they [caregivers]
are the people who are caring for the patient 24 hours” and they required “the confidence of the
caretaker before talking to the patient.” (Clinical lead).

Some centers have tried to counsel the family, “trying to find out the reasons why they [care-
givers] don’t want us to disclose it [the prognosis] to the patient” (Clinical team member) and

“taking proactive steps to resolve such collusion” (Organization lead) by explaining to the family

that they were not “destroying patient’s hope,” (Clinical lead) rather gradually breaking the

news to them using appropriate communication skills. Other centers have adopted QI projects

that along with the patient’s goals of care, documents family and patient preferences for disclo-

sure of diagnosis for the care team.

Subtheme 3.d: Providing material resources such as financial relief and mental health

care for the caregiver. Providers emphasized the importance of following up with and sup-

porting caregivers who didn’t bring patients in for consistent care. Non-Governmental Orga-

nizations and smaller departments provided support in the forms of financial assistance and

mental health care support.

Financial support was usually offered to families who were poor and lived far away from

the centers, in the form of free or subsidized medicine, food, transportation, or lodging near

the PC center. In families where the patients used to be the breadwinner, the volunteers also

“conduct rehabilitation camps where they teach the patient or the family to make some products”
such as umbrellas, soap, and clothes, “and there is a college who even supports selling those prod-
ucts in the campus.” (Clinical lead).

Mental health care support was offered to families through facilitating “entertainment pro-
gram of singing and dancing,” (Clinical team member) burial ceremonies on behalf of poor

families, or participation in other ceremonies. For instance, one provider mentioned hosting a

procession called “Ashadi Ekadashi” for the patients and their caregivers in the center:

“We arrange a small procession or Yatra here [center] itself. . . so it starts from the auditorium
and it goes to each and every ward. . . so these are also actually become the diversion
activities. . . and ultimately it is quite comforting for them. . .”

(Clinical team member)

Providers also took over for caregivers because they recognized the challenge that caregivers

“do not have their personal life. . .[and] that balancing becomes difficult. . . [as] this patient is
eventually going to die, so what is [the caregiver] left with?” (Clinical team member). Providing

emotional support for the caregiver was often the “reason why they come back” because the PC

providers “give them a good ear and listen to their problems.” (Clinical lead) This respect for the

caregiver’s emotional wellbeing was approached systematically in some centers through

“almost weekly [meetings] with the caregivers” where the staff asked for feedback. (Organization

lead).
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Discussion

Considering the cultural and economic context of India, family caregivers play an integral role

in the provision of quality PC for cancer patients. As such, respecting and responding to their

emotional, informational, cultural, and financial needs are necessary to their inclusion in the

care team. Our study from a geographically and culturally heterogeneous sample in India spe-

cifically characterizes challenges faced by caregivers in the provision of PC from the provider’s

perspective. The study highlights how grassroots solutions were helpful in empowering and

including caregivers. Challenges included stigma, lack of awareness, financial tradeoffs, time

and emotional constraints, lack of training, and balancing cultural preferences. Some solutions

include forms that document caregiver preferences, incorporation of social workers, material

assistance, training caregivers, and promoting broader awareness of PC through Neighbor-

hood Network in Palliative Care [10].

Providers perceived that many families felt unprepared to take on palliative caregiving

roles. This is not surprising considering that caregiving is not perceived as a separate role from

other familial obligations, which means that there’s less recognition around the necessity of

specialized training for the role [8]. While volunteers currently fulfill some of this need for

training, gaps remain. Emerging solutions from other contexts include distribution of basic

skills training on CDs or online, education on informal caregiving for Latinx caregivers via

bilingual soap operas, and use of kits eases acute symptom management by color coding a

symptom and its corresponding medication [25–29]. These efforts have been found to

improve caregiver self-efficacy, reduce caregiver distress and anxiety, improve patients’ quality

of life, and reduce the number of hospital visits [30]. These broad-based approaches can com-

plement existing solutions in India such as one on one training from volunteers who can fur-

ther support caregivers in fulfilling specific patient goals.

Another deterring factor for families to take up the caregiving role is the stigma associated

with cancer and PC. Stigma is a prevalent phenomenon in India and is associated with many

illnesses such as HIV/AIDS, diabetes, various mental illnesses, cancer, and tuberculosis [31–

36]. Specifically, cancer-related stigma has been traced back to fears of disease transmission,

and the belief that the patient’s actions are somehow responsible for their developing cancer

[33, 37–39]. To reduce stigma, interventions such as mass media campaigns, the inclusion of

PC as part of regular cancer care, and other community-based initiatives that encourage care-

givers and patients to share their experiences have been adopted [40–43]. Similarly, providers

in our study emphasized the importance of both individualized and community interventions,

such as counseling and Neighborhood Network in Palliative Care, in raising awareness and

combating stigma [10]. They further discussed strategies to collaborate with the caregiver, like

hiding their vans and not dressing in professional clothing, to keep PC provision private from

their broader community.

As reported by our participants, balancing the cultural preference for families to serve as

informal caregivers, the limited alternative institutional facilities, and the economic tradeoff

that comes with caregiving were dilemmas faced by many families. To reduce this burden,

many low-middle-income countries have introduced social protection programs that provide

cash and other benefits such as staple foods, subsidized utilities, or income transfers to older

adults [44]. Similar programs were also mentioned in our study, though the efficacy and sus-

tainability of these programs remain uncertain [44]. Some sustainable strategies mentioned in

our study include training caregivers in different income-generating skills such as umbrella

and soap making. Other suggested solution in facilitating economic resiliency for families is

furthering families’ training in caregiving through formalized programs to earn certificates

and reenter the workforce [45]. An added benefit is the introduction of a large number of
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skilled caregivers in the delivery of end-of-life care, especially to underserved areas [46].

Indeed, our findings confirm the importance and burden of the caregiving role on families

and suggest some strategies to address the subsequent need for social support and welfare pro-

grams that could complement the Essential Package of Palliative Care [47]. The Essential Pack-

age contains the necessary components for pain relief and palliative care provision.

One novel positive example of using a site-initiated QI project to respond to caregivers’

needs included addressing the family’s preferences for disclosing the prognosis to the patient.

Providers recognized the importance of respecting caregivers’ needs as members of the care

team. To keep all the other team members informed, providers at one site documented care-

giver preferences for disclosure of prognosis in the patient chart. In addition, they tried fulfill-

ing those preferences throughout the care process unless the progression of care necessitated

disclosure to the patient. When disclosing the diagnosis to the patient was needed, trained

social workers would counsel the family, explaining the reason and process of disclosure.

While the ethically challenging problem of provider-family collusion in withholding informa-

tion to the patient is not a unique finding, the use of a systematic approach (e.g. engagement in

QI) to account for family-caregivers as a part of the care team is a finding that is worth explor-

ing further [48].

Caregiving burden is a well-known concept and includes emotional, interpersonal, physi-

cal, financial, and social consequences [49]. The types of challenges raised by our participants

also fit within these categories identified in the broader literature placed in the US. However,

there are noteworthy differences in their presentation and solutions compared to the west. For

example, while caregiving can detract from job participation, enlisting aid from an outside

facility is culturally more accepted in the west compared to India [50–52]. Furthermore, cancer

is stigmatized in India and PC centers work with the family to protect their privacy during

home-based services. While hiding the diagnosis from the patient is unacceptable in the west,

in India this request is usually fulfilled to encourage buy-in from family members [52]. These

examples illuminate that though the types of caregivers remain consistent burden across con-

texts, the nuances of these problems vary, demanding ground-up solutions facilitated through

QI methods.

This study can be considered in light of the following limitations. This is a secondary analy-

sis of the data collected as part of a greater effort to evaluate the implementation of PC-PAICE

[53]. However, the themes surrounding caregiver buy-in were so strongly represented in our

interviews that they warranted the secondary analysis presented here. If it had been the origi-

nal intent of the study, we would have included additional interview probes about the role of

caregivers. Moreover, the participants in this study were not directly caregivers, rather organi-

zational leaders, clinicians, and team members who discussed the importance of caregiver

roles. Future study efforts should directly explore caregiver and patient perceptions of PC

needs, caregiving challenges, and potential corresponding solutions. India is home to a vast

number of disparate cultures, and our study does not provide in-depth or specific insights into

any Indian cultural group; however, our seven sites were widely geographically dispersed and

therefore the dominant themes represent prevalent, if not group-specific issues in India.

Conclusion

Family caregivers play an essential role in the care team and provision of PC for patients with

cancer. A first step in facilitating their role in PC is characterizing the financial, emotional, cul-

tural, and limited information challenges that caregivers face in assuming the PC caregiving

role. Addressing the various needs of family palliative caregivers is a big undertaking. Future
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work can leverage locally initiated QI projects to address these challenges appropriately based

on the context.

Supporting information

S1 File. Minimal data set. Complete quotations used in the manuscript.

(DOCX)

S2 File. PLOS’ questionnaire.

(DOCX)

Acknowledgments

The data was analyzed with the help of Shivani Chandrashekaran and Taylor Hennings.

Author Contributions

Conceptualization: Karl A. Lorenz, Odette Spruijt, Sushma Bhatnagar, Karleen F.

Giannitrapani.

Data curation: Archana Ganesh, Anchal Satija, Karleen F. Giannitrapani.

Formal analysis: Soraya Fereydooni, Archana Ganesh, Anchal Satija, Raziel C. Gamboa, Kar-

leen F. Giannitrapani.

Funding acquisition: Sushma Bhatnagar.

Investigation: Soraya Fereydooni, Karl A. Lorenz, Karleen F. Giannitrapani.

Methodology: Karleen F. Giannitrapani.

Project administration: Karleen F. Giannitrapani.

Supervision: Karl A. Lorenz, Karleen F. Giannitrapani.

Writing – original draft: Soraya Fereydooni, Archana Ganesh, Anchal Satija, Odette Spruijt,

Raziel C. Gamboa, Karleen F. Giannitrapani.

Writing – review & editing: Soraya Fereydooni, Odette Spruijt, Raziel C. Gamboa, Nainwant

Singh, Karleen F. Giannitrapani.

References
1. Khosla D, Patel FD, Sharma SC. Palliative Care in India: Current Progress and Future Needs. Indian J

Palliat Care. 2012; 18(3):149–154. https://doi.org/10.4103/0973-1075.105683 PMID: 23439559

2. Mathur P, Sathishkumar K, Chaturvedi M, et al. Cancer Statistics, 2020: Report From National Cancer

Registry Programme, India. JCO Glob Oncol. 2020;(6):1063–1075. https://doi.org/10.1200/GO.20.

00122 PMID: 32673076

3. Nethan S, Sinha D, Mehrotra R. Non Communicable Disease Risk Factors and their Trends in India.

Asian Pac J Cancer Prev APJCP. 2017; 18(7):2005–2010. https://doi.org/10.22034/APJCP.2017.18.7.

2005 PMID: 28749643

4. Vaiphei SD, Singh DS. Why Cancer/Terminal Ill Diagnosis Unsuccessful in India: A Qualitative Analysis.

Eurasian J Med Oncol. 2019; 3(3):160–166. https://doi.org/10.14744/ejmo.2019.32355

5. Hudson P, Payne S. Family Caregivers and Palliative Care: Current Status and Agenda for the Future.

J Palliat Med. 2011; 14(7):864–869. https://doi.org/10.1089/jpm.2010.0413 PMID: 21599532

6. Joad ASK, Mayamol T, Chaturvedi M. What Does the Informal Caregiver of a Terminally Ill Cancer

Patient Need? A Study from a Cancer Centre. Indian J Palliat Care. 2011; 17(3):191–196. https://doi.

org/10.4103/0973-1075.92335 PMID: 22346043

PLOS ONE Empowering families to take on a palliative caregiver role for patients with cancer in India

PLOS ONE | https://doi.org/10.1371/journal.pone.0274770 September 16, 2022 11 / 14

http://www.plosone.org/article/fetchSingleRepresentation.action?uri=info:doi/10.1371/journal.pone.0274770.s001
http://www.plosone.org/article/fetchSingleRepresentation.action?uri=info:doi/10.1371/journal.pone.0274770.s002
https://doi.org/10.4103/0973-1075.105683
http://www.ncbi.nlm.nih.gov/pubmed/23439559
https://doi.org/10.1200/GO.20.00122
https://doi.org/10.1200/GO.20.00122
http://www.ncbi.nlm.nih.gov/pubmed/32673076
https://doi.org/10.22034/APJCP.2017.18.7.2005
https://doi.org/10.22034/APJCP.2017.18.7.2005
http://www.ncbi.nlm.nih.gov/pubmed/28749643
https://doi.org/10.14744/ejmo.2019.32355
https://doi.org/10.1089/jpm.2010.0413
http://www.ncbi.nlm.nih.gov/pubmed/21599532
https://doi.org/10.4103/0973-1075.92335
https://doi.org/10.4103/0973-1075.92335
http://www.ncbi.nlm.nih.gov/pubmed/22346043
https://doi.org/10.1371/journal.pone.0274770


7. Philip RR, Philip S, Tripathy JP, Manima A, Venables E. Twenty years of home-based palliative care in

Malappuram, Kerala, India: a descriptive study of patients and their care-givers. BMC Palliat Care.

2018; 17(1):26. https://doi.org/10.1186/s12904-018-0278-4 PMID: 29444688

8. Narayan SM, Varghese M, Hepburn K, Lewis M, Paul I, Bhimani R. Caregiving Experiences of Family

Members of Persons With Dementia in South India. Am J Alzheimers Dis Dementiasr. 2015; 30(5):508–

516. https://doi.org/10.1177/1533317514567125 PMID: 25735742

9. Kusi G, Boamah Mensah AB, Boamah Mensah K, et al. The experiences of family caregivers living with

breast cancer patients in low-and middle-income countries: a systematic review. Syst Rev. 2020; 9:165.

https://doi.org/10.1186/s13643-020-01408-4 PMID: 32703259

10. Sallnow L, Kumar S, Numpeli M. Home-based palliative care in Kerala, India: the Neighbourhood Net-

work in Palliative Care. Prog Palliat Care. 2010; 18(1):14–17. https://doi.org/10.1179/

096992610X12624290276142

11. Olaniran A, Smith H, Unkels R, Bar-Zeev S, van den Broek N. Who is a community health worker?—a

systematic review of definitions. Glob Health Action. 2017; 10(1):1272223. https://doi.org/10.1080/

16549716.2017.1272223 PMID: 28222653

12. Gulia A, Mishra S, Bhatnagar S. Multiple Caregiving Role with the Novel Challenge of COVID-19 Pan-

demic: A Crisis Situation. Indian J Palliat Care. 2020; 26(Suppl 1):S163–S165. https://doi.org/10.4103/

IJPC.IJPC_165_20 PMID: 33088111

13. Wong-Cornall C, Parsons J, Sheridan N, Kenealy T, Peckham A. Extending “Continuity of Care” to

include the Contribution of Family Carers. Int J Integr Care. 17(2):11. https://doi.org/10.5334/ijic.2545

PMID: 28970752

14. Oliva-Moreno J, Peña-Longobardo LM, Garcı́a-Mochón L, Lozano M del R, Metcalfe IM, M del M Gar-

cı́a-Calvente. The economic value of time of informal care and its determinants (The CUIDARSE

Study). PLOS ONE. 2019; 14(5):e0217016. https://doi.org/10.1371/journal.pone.0217016 PMID:

31112587
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