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ABSTRACT
Objectives This study aimed to assess the lived 
experiences of palliative care among critically unwell 
people living with HIV/AIDS (PLHA), caregivers and 
relatives of deceased patients. It also aimed to understand 
the broader palliative care context in Bihar.
Design This was an exploratory, qualitative study which 
used thematic analysis of semistructured, in- depth 
interviews as well as a focus group discussion.
Setting All interviews took place in a secondary care 
hospital in Patna, Bihar which provides holistic care to 
critically unwell PLHA.
Participants We purposively selected 29 participants: 
10 critically unwell PLHA, 5 caregivers of hospitalised 
patients, 7 relatives of deceased patients who were treated 
in the secondary care hospital and 7 key informants from 
community- based organisations.
Results Critically ill PLHA emphasised the need for 
psychosocial counselling and opportunities for social 
interaction in the ward, as well as a preference for 
components of home- based palliative care, even 
though they were unfamiliar with actual terms such as 
‘palliative care’ and ‘end- of- life care’. Critically unwell 
PLHA generally expressed preference for separate, 
private inpatient areas for end- of- life care. Relatives of 
deceased patients stated that witnessing patients’ deaths 
caused trauma for other PLHA. Caregivers and relatives 
of deceased patients felt there was inadequate time and 
space for grieving in the hospital. While both critically 
ill PLHA and relatives wished that poor prognosis be 
transparently disclosed to family members, many felt it 
should not be disclosed to the dying patients themselves.
Conclusions Despite expected high inpatient fatality 
rates, PLHA in Bihar lack access to palliative care 
services. PLHA receiving end- of- life care in hospitals 
should have a separate dedicated area, with adequate 
psychosocial counselling and activities to prevent social 
isolation. Healthcare providers should make concerted 
efforts to inquire, understand and adapt their messaging 
on prognosis and end- of- life care based on patients’ 
preferences.

BACKGROUND
According to the National AIDS Control 
Organization, the 2017 adult prevalence of 
HIV in India is estimated at 0.22% (0.16%–
0.30%).1 2 Bihar, with a population of 

110 million people, is one of the largest and 
least economically developed states and is 
one of six states where AIDS- related deaths 
continue to rise.1

In Bihar, Medecins Sans Frontieres (MSF) 
provides dedicated and holistic inpatient 
care to acutely unwell people living with 
HIV/AIDS (PLHA), a particularly vulnerable 
group of patients who are severely stigma-
tised and routinely denied access to health-
care.3 4 Advanced HIV is defined by the WHO 
as a CD4 cell count <0.2 x 10∧9 cells/L or a 
clinical stage 3 or 4 event, and patients with 
advanced HIV experience mortality rates as 
high as 40%.5 6 Patients frequently present 
very late to the service as a result of numerous 
factors, including lack of awareness of their 
HIV diagnosis, stigma and routine denials 
in access to care at other facilities.4 MSF is 
currently the only provider of palliative care 
services to this vulnerable cohort of patients 
in the state.

Given the high mortality rate, such 
patients benefit from effective palliative 
care, defined by the International Associa-
tion for Hospice & Palliative Care as ‘active 

Strengths and limitations of this study

 ► We triangulated data between respondents (people 
living with HIV/AIDS (PLHA), caregivers of hospital-
ised patients, relatives of deceased patients and key 
informants from community- based organisations), 
between methods (using in- depth interviews as well 
as a focus group discussion) and between inter-
viewers (independent coding).

 ► Relatives of deceased patients were interviewed 
within 1 year of patients’ death and recall bias may 
present a potential source of bias in the narratives.

 ► We strove for theoretical saturation in the study 
sample as a whole, but did not achieve saturation 
in each subdemographic of respondents (ie, PLHA, 
relatives of deceased patients).

 ► The sample size for this study was limited to 29 
respondents.
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holistic care of individuals across all ages with serious 
health- related suffering due to severe illness, and espe-
cially of those near the end of life’.7 The WHO considers 
palliative care to be an essential component of care for 
PLHA.8 The aim of palliative care is to improve quality 
of life for patients, caregivers and families; core compo-
nents include addressing physical, emotional and spir-
itual suffering of patients, and involves the patient, 
the family, health workers and available community 
resources.9

There are few research studies about palliative care in 
the Indian literature,9–17 and none that explicitly focus 
on PLHA. Most of the evidence around palliative care 
comes from south India and is limited to cancer manage-
ment.17–21 The scarcity of data from India and most 
of South Asia makes it difficult to develop an effective 
understanding of available models of palliative care and 
patients’ expectations of healthcare providers. Khosla et 
al suggest that there are several obstacles to improving 
access to palliative care in India, including population 
density, geographical diversity, poverty, restrictive policies 
regarding opioid prescription, limited national pallia-
tive care policies and a lack of institutional interest.12 In 
general, awareness among providers and the public with 
respect to palliative care is quite low in India.22 23 There 
are no Indian studies which detail the lived experiences 
of PLHA who have availed or who require palliative care 
services. Outside of India, however, palliative care is a 
recognised and essential component of the HIV care 
continuum.24–26

Other illnesses are better represented in the Indian 
palliative care literature: for example, Lloyd et al recently 
conducted a qualitative study assessing the palliative 
needs of patients who had a stroke in a tertiary care 
setting in south India.21 Despite only including clinicians 
in the study, the authors found that physical disabilities 
had the most significant impact on quality of life, and 
that palliative medicine played a major role in counsel-
ling and alleviating caregivers’ burden in terms of stroke 
management and care.21 In the global literature, other 
studies have found hospice services to be perceived as 
being essential to relief of pain and symptoms.24

Understanding how PLHA and caregivers or relatives 
of critically ill PLHA conceptualise illness and end- of- 
life care, as well as how they view the roles of healthcare 
providers, is crucial in developing culturally adapted 
models of care for such vulnerable populations. Health-
care providers lack guidance on patient expectations 
regarding privacy, social support mechanisms or satisfac-
tion with current services. As a result, the objectives of this 
study are twofold:
1. To understand how PLHA, relatives of deceased pa-

tients and caregivers of hospitalised patients view 
palliative care and end- of- life care, and uncover their 
expectations of healthcare providers.

2. To improve understanding of the palliative care eco-
system in Bihar, especially for vulnerable groups such 
as PLHA.

MATERIALS AND METHODS
Study design and population
This was an exploratory, qualitative study design, which 
used semistructured in- depth interviews (IDIs) and a 
focus group discussion (FGD). IDIs were used due to the 
sensitive nature of inquiry and concerns around partici-
pants’ confidentiality. Participants such as patients, care-
givers or relatives of deceased patients were unlikely to 
feel comfortable participating openly in a group discus-
sion when discussing grieving practices or perceptions 
of treatment. The study population included recently 
discharged PLHA, relatives of deceased patients who had 
received treatment and caregivers of hospitalised patients 
being treated at the time of study in the advanced HIV 
inpatient ward at a governmental secondary care hospital 
in Patna. Caregivers accompanied recently hospitalised 
patients, whereas relatives of deceased patients were inter-
viewed after they were no longer caregivers (the patient 
had already passed away at least 2 months prior).

In contrast, the FGD format was used with community- 
based organisations (CBOs) since the intention was to 
understand the overall ecosystem of palliative care in 
Bihar, and the group was comprised of multiple members 
from the same organisation. Key informants from CBOs 
that worked on HIV or palliative care were also included 
in the sampling frame. These CBOs did not work in the 
government secondary care hospital, and hence, provided 
context around the palliative care situation more broadly 
in Bihar. We interviewed a female representative from 
Jiv Daya Foundation, an organisation funding palliative 
care programmes across India, and conducted an FGD 
with women from two different community- based organ-
isations: National Coalition of PLHA in India and Patna 
Network for PLHA Society.

Data collection
Data collection took place over a 1- month period in 
April–May 2019. All interviews happened face- to- face 
using a semistructured interview guide after obtaining 
written informed consent. Interviews were audio 
recorded with each interview lasting approximately 
30–45 min. Interviewers were able to speak a host of 
local languages, including Bhojpuri, Maghi, Maithli and 
Hindi, and research assistants were used for translation 
during interviews where needed. In order to minimise 
recall bias, PLHA and caregivers of hospitalised patients 
who had been discharged from the advanced HIV in- pa-
tient department of the MSF facility within the previous 
month were recruited. Relatives of deceased patients 
were recruited using a list of all patients’ deaths over the 
last 1- year period (from the date of interview). Relatives 
of deceased patients were initially contacted by telephone 
and informed about the study. If the relative indicated 
interest in participating in the study, they were asked to 
provide a convenient time for the interview. Relatives of 
patients who had passed away within the last 2 months 
were avoided in cognisance of the grieving period and 
in an effort to avoid retraumatisation. A counsellor was 
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available at all times to support any patients or relatives 
who wished to receive psychological support.

Key informants from CBOs were purposively sampled 
after a thorough literature review and mapping exercise 
to identify PLHA advocacy groups or other organisations 
working in the field of advanced HIV and palliative care 
in Bihar. Separate interview guides were used for each 
subgroup and participants were purposively and contin-
uously sampled until saturation was attained.

The interview guide (online supplemental file 1) was 
designed based on a literature review which generated 
substantial previous cancer research exploring lived 
experiences of palliative care in high- income settings. 
These were used to devise similar open- ended questions 
that were adapted and revised through pilot testing. Each 
subgroup of participants (ie, relatives of deceased patients, 
caregivers) had a separate interview guide that probed 
on specific areas: for instance, with relatives of deceased 
patients, we were particularly interested in understanding 
grieving processes and how serious illnesses were dealt 
with at the community level. In contrast, with CBOs, we 
were more interested in exploring the level, awareness 
and potential appropriateness of palliative care provi-
sion for PLHA in Bihar. The tool was pilot tested with 10 
respondents prior to interviews, but it was intentionally 
designed as a flexible tool that could be revised iteratively 
as needed with each subsequent interview.

Data storage
Audio recordings were stored in a password- protected 
folder that was only accessible to primary interviewers. 
These recordings were deleted once the interviews had 
been transcribed verbatim, de- identified and translated 
into English, in order to protect the confidentiality of 
all participants and minimise the risk of confidentiality 
breaches. De- identified transcripts were stored securely, 
in order to be accessible for a further 6 years.

Data analysis
Qualitative data from interviews were transcribed verbatim 
and translated from Hindi or other local languages 
(Bhojpuri, Maghi, Maithli) into English by research 
assistants who were trained in transcription and transla-
tion. Following data transcription, translation and entry 
into NVivo V.11 qualitative data analysis software, two 
researchers read and reread each transcript and engaged 
in an inductive, thematic analysis of the data. Emergent 
codes and categories were identified and compared with 
subsequent areas of inquiry. Data collection and analysis 
happened concurrently and interview guides were revised 
as needed to draw on new areas of inquiry. As part of the 
thematic analysis, the researchers identified codes and 
categories pertaining to experiences of care and treat-
ment, analysed patterns and relationships between cate-
gories, and engaged in a latent analysis of data. The final 
coding framework was inductively derived by consensus 
between the two researchers. Quality assurance was 
built into the process through pilot testing and iterative 

development of the interview guide, as well as indepen-
dent and comparative coding of transcripts. Translation 
accuracy was assured through back- translation of sections 
of randomly selected transcripts from English to local 
languages prior to formal data analysis.

Ethical considerations
All respondents were interviewed in a private room within 
the hospital, and each respondent was provided with an 
information sheet. All respondents provided written 
informed consent prior to participation in the study. All 
patients and their family members were compensated for 
loss of daily wages (300 Indian rupees per participant).

Patients and public involvement
Patients or the public were not involved in the design, 
or conduct, or reporting, or dissemination plans of our 
research.

RESULTS
Interviews were conducted with 7 relatives of deceased 
patients, 10 critically unwell PLHA and 5 caregivers of 
hospitalised patients who had accompanied critically 
unwell patients. We attempted to reach out to 12 relatives 
of deceased patients, but 1 had unfortunately died, 2 had 
untraceable contact information and 2 others declined 
to participate in the study due to distance from the study 
site. The average age of all participants was approximately 
32 years.

Fear of death and the need for a separate ward for dying 
patients
Some PLHA who were critically ill and several relatives 
of deceased PLHA expressed a preference for a private 
room for end- of- life care as they had witnessed other 
deaths within the facility and expressed discomfort with 
the process. Many PLHA claimed that observing dying 
patients made them even more anxious: “it causes a lot 
of fear and concern when you look at those patients. The 
ones who are healthy will also become anxious” (male 
patient in his 40s). This particular patient’s wife similarly 
reported that she usually shielded her husband from news 
about deaths to keep him motivated: “I did not tell him 
about the deaths of any other patients who have passed 
away here…because he used to think that all the time in 
his head and cry- and he asks: will I also die one day like 
this? He gets very tense thinking about this. This is why I 
do not tell him” (female caregiver in her 30s).

Relatives of deceased patients confirmed that witnessing 
deaths had indeed caused trauma for other PLHA: “with 
this disease, some are coming for the first time…and some 
of them are coming for the last time. So if you keep all the 
people, they will become really worried and anxious and 
think I will also become like that one day” (man in his 30s, 
relative of deceased patient).

However, respondents desired a balance between a sepa-
ration from witnessing the process of death and ensuring 
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adequate social interactions with other residents: “if they 
are separated, it would be difficult for us to meet and give 
them companionship. Only doctors and nurses will visit 
them…it is nice the way things are. Because they talk to 
me, and I talk to them. If someone has to stay alone [in 
a separate ward], then you feel isolated and the heart…
feels uneasy” (female patient in her 20s).

Transparency regarding a poor prognosis
Relatives of deceased patients deeply regretted not 
having had meaningful last moments with their loved 
ones before their death. Many reported that the prog-
nosis should be disclosed to patients and relatives, so the 
patient has a chance to meet loved ones: “The only thing 
that makes me sad is that I was not informed beforehand 
of my mother’s condition. If I knew ahead of time that 
she was going to die, I could have let my sister talk to 
my mother on her deathbed” (male teenager, relative of 
deceased patient). This particular relative picked up on 
social cues by doctors even though he was not directly 
informed about the prognosis: “they knew of my mother’s 
prognosis. I could understand a little from their discus-
sions, especially the doctor who used to talk to others 
in English…they had definitely come to know that this 
patient wouldn’t survive. But they never told me” (male 
teenager, relative of deceased patient).

PLHA mostly wished that the prognosis should be 
transparently disclosed to family members, but a limited 
number considered that a terminal prognosis should not 
be disclosed to dying patients themselves. Many PLHA 
interviewed after they had been critically ill themselves 
reported that transparent disclosure of prognosis to dying 
patients would make them anxious or even kill them, 
and that this should never be done. Instead, some PLHA 
claimed that the prognosis should be disclosed only to 
family members: “it would be better if only the family 
members are informed, and not the patient actually. The 
patient will pass away just hearing the news” (male patient 
in his 40s).

Critically ill PLHA lacked awareness of palliative care
Among patients, it is also important to note that there 
was very little awareness of palliative care—even more 
educated patients had never heard the term. When 
the premise of palliative care was explained, patients 
reported being illiterate and ill- informed: “I am illiterate 
and haven’t studied anything…so what will I understand, 
Sir?” (female caregiver in her 30s). When asked which 
factors were important in palliative care however, patients 
prioritised getting medicines on time, followed by food 
and accommodation: “most important of all, the patient 
should get the medicines timely, the treatment should 
be done well, the lodging and food…all these facilities 
should be good” (male patient in his 20s).

PLHA reported that many families did not want to leave 
the hospital due to a desire for active treatment and the 
persistence of hope: “the relatives don’t want to take the 
patient home, because of the hope that is there in the 

hospital…perhaps if he had been in the hospital, he…can 
be saved by the treatment if the condition becomes worse. 
So, they want to live in the hospital mostly” (male patient 
in his 40s). In keeping with these expectations, PLHA 
reported that doctors typically kept actively treating 
patients even when they were dying.

Experiences of patients’ deaths and discharge procedures
In general, witnessing patients’ deaths was quite trau-
matic for other PLHA, which supported the thematic 
detailing the need for a dedicated palliative care area. 
There was limited space for grieving relatives and some 
patients felt like they had been rushed when their relative 
passed away: “like when he died, then and there within 
a few seconds, they called an ambulance and sent him 
onward to his home…they were only concerned with 
whatever paperwork was required to be done, they only 
hired and paid the ambulance and turned them away 
from there” (male teenager, relative of deceased patient). 
Relatives reported that they were screaming in grief in 
the hospital and were usually taken to another room away 
from the patient with limited time to grieve and limited 
counselling support. “When I was crying, the medical staff 
took me in another private room and I was left there by 
myself. I wanted someone to be there with me, but this is 
a hospital not my house- what can I say? Not many people 
were there because it was at night. Only my mother and I 
were in that room. What I wanted does not matter…what 
can be done about it now?” (woman in her 30s, relative of 
deceased patient).

Meanwhile, other PLHA admitted in the facility would 
occasionally become anxious on hearing these cries and 
attempt to console the patient to stop crying: “the problem 
with crying is that there are many kinds of patients 
admitted in the hospital. It can make people anxious 
or worried. It will cause problems to all of the patients” 
(female caregiver in her 40s). That being said, patients 
appreciated that ambulance services were arranged for 
them without payment, as this was not typically done in 
other facilities.

At other government facilities in Bihar, the situation was 
described as being even worse: “like in the [government] 
hospital…they said that they would only treat this patient 
when they give some money. Then only they will touch 
or treat the patient- they did not want to do anything for 
him…[after he died], some fat and big people started 
trying to move my husband’s body. Right away, I threat-
ened them and said: beware! I have people with me. So 
don’t dare touch my patient” (woman in her 30s, relative 
of deceased patient).

PLHA undergoing hospital-based palliative care require social 
support
“The options are limited…I am confined to my bed all 
day long…if there are loved ones nearby, then sometimes 
I chat with them. Sometimes, I take a walk along the corri-
dors with the help of my companions” (male patient in his 
40s). Some patients reported feeling socially isolated and 
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bored after several days of admission: “we do nothing all 
day. When my husband comes and visits, I smile and laugh 
with him, but when he returns home, I feel all alone…my 
father is there, and I can’t speak that much with him. I 
don’t know. Everything is good, but I get a little bored 
here” (female patient in her 20s). When asked what could 
be provided to help pass the time, many patients hesitated 
to answer, stating that this was a hospital not a place for 
entertainment and they had no such expectations. After 
some probing however, several patients suggested that 
recreational activities such as a television, space to walk 
around or board games could be provided in the spaces 
to make them more patient- friendly.

An FGD with representatives from the National Coali-
tion of People Living with HIV in India further illustrated 
that basic medical needs are not even met for PLHA at 
most government facilities around the state, let alone 
social support needs: “they will prescribe you something 
random and say get it from outside and eat it” (female 
PLHA in her 30s, National Coalition of PLHA in India). 
“We did some advocacy for one patient and met with the 
hospital superintendent, because they were not even 
willing to do the dressing for this person. They kept 
saying go home, go home. How can the doctors say this at 
a government hospital?” (female PLHA in her 30s, Patna 
Network for PLHA Society).

Preference for home-based palliative care and other services
According to some PLHA, dying patients should be sent 
home with medicines and proper guidance to be able to 
see their relatives: “such a patient should be sent home- 
shouldn't be hospitalized” (male patient in his 40s). 
They should be given financial assistance and a vehicle 
to return home and be with family members: “if she tries 
to get a vehicle on her own, she will face a lot of diffi-
culty. Ambulance should be provided from here” (female 
caregiver in her 40s). Similarly, in accordance with most 
local and religious customs, relatives and patients alike 
noted a preference for home death over hospital- based 
deaths. “If the doctor knows they will no longer be able 
to save the patient, they should send him home. So, the 
patient can meet the rest of his family, talk to everyone, 
and die peacefully at home” (female caregiver in her 
40s). In general, existing government or private hospitals 
lack the capacity to implement home- based palliative care 
programmes, even at well- established cancer care centres. 
HIV care, by comparison, lags even further behind.

DISCUSSION
PLHA have complex care needs and require supportive 
palliative care services, which go beyond pain manage-
ment and include exploring the patient’s understanding 
of illness and prognosis, psychosocial support for patients 
and caregivers, and advance care planning.27 28 Our latent 
thematic analysis of qualitative data reveals a very poor 
understanding of the concept of palliative care among 
PLHA and their caregivers. However, patients were able 

to identify the importance of psychosocial counselling, 
the desire for privacy and dignity for terminal patients 
with social activities to prevent isolation, and a preference 
for home- based palliative care wherever possible. We also 
found that relatives of patients played an outsized role 
in influencing doctors and nurses to avoid divulging the 
nature of the disease and prognosis directly to patients. 
There were notable concerns among critically ill PLHA 
that transparent disclosure of prognosis may lead to fear 
or anxiety regarding end- of- life care, and itself worsen 
clinical outcomes.

This study was one of the only reports on HIV and 
palliative care from the Asian continent, but similar find-
ings have been reported from other global contexts. For 
example, Uwimana and Struthers conducted a mixed- 
methods study with 306 participants in Rwanda and found 
that over 50% of healthcare professionals reported that 
they had not been trained in palliative care, while most 
PLHA had unmet palliative care needs, especially with 
respect to pain relief, symptom management, financial 
and nutritional support. Addressing unmet palliative care 
needs is critical to improving quality of life.29 Iwelunmor 
and Airhihenbuwa’s study on cultural implications of 
death and loss from AIDS among women in South Africa 
found that negative perceptions of AIDS- related death 
were linked to the belief that HIV status represented a 
death sentence.30 PLHA in Bihar similarly reported a fear 
of death and a desire for active treatment as part of this 
qualitative study.

While Western bioethics values full disclosure between 
the doctor and patient, our findings indicate that other 
cultures may not be as welcome to this kind of transpar-
ency. There are notable differences in cultural norms and 
practices with respect to death and dying, especially in 
terms of patient- centred versus family- centred decision- 
making.31–33 Prior to the 20th century, even the American 
Medical Association’s 1847 Code of Ethics stated: ‘a physi-
cian should not be forward to make gloomy prognostica-
tions…the physician should be the minister of hope and 
comfort to the sick’.34 By the 1970s, the patient’s right to 
know ‘understandable information concerning diagnosis, 
treatment and prognosis’, at least in Western societies, 
was more commonly understood.35 Having said this, one 
should not make assumptions regarding the information 
a patient wishes to receive about their condition or prog-
nosis based on their cultural background. As it is difficult 
to predict an individual’s preferences, it is important to 
explore with each patient how much and what type of 
information they wish to receive. Health providers should 
explore how much information the patient wishes to 
be disclosed to family members. Our results also found 
that patients perceived the providers’ desire to continue 
treating the patient as a positive phenomenon, perhaps 
because end- of- life care was a difficult concept to under-
stand or relate to among patients during the time of 
interview and patients maintained an obstinacy of hope. 
Previous anecdotal reports by patients and families 
(outside the scope of this study) indicated that some did 
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not appreciate attempts at cardiopulmonary resuscita-
tion. Other studies have explored how unnecessary ther-
apeutic efforts to prolong life can often be detrimental to 
the dignity and well- being of patients.36 37

In order to improve care and treatment for critically ill 
PLHA, palliative care should be introduced and discussed 
early in the care process by a team of providers that is aware 
of the patient’s history, needs and care plan. A separate 
tailor- made area addressing the specific needs should be 
provided to PLHA receiving palliative care, but extra care 
should be taken to ensure that patients and caregivers are 
regularly visited and recreational activities are provided 
to prevent isolation. The grieving process should allow 
patients to spend adequate time with the deceased in a 
private space without rushing them toward an ambulance 
or ushering them to a corner of the hospital. Healthcare 
providers should take precautions to ensure that a private 
space can also be provided for grieving relatives. Providers 
must also exercise greater caution in counselling relatives 
of critically ill PLHA regarding the disclosure of a poor 
prognosis, as they often have strong opinions which may 
conflict with the needs of the patient. Finally, home- based 
palliative care programmes should be expanded in Bihar, 
especially for this vulnerable group of PLHA, in order to 
respect the needs of terminal patients and relatives, many 
of whom prefer home deaths and normative cultural 
rituals over hospital- based deaths.

Limitations
Despite the broad variation of participants in the study, 
this study has several limitations. First, recall bias may have 
played a role in accurately describing encounters with 
hospital staff in the case of relatives of deceased patients. 
Second, while we achieved saturation in the qualitative 
study as a whole, we did not attain saturation in each 
individual subgroup of participants. This may have been 
a function of limited sample sizes in each demographic 
category (eg, five caregivers of hospitalised patients) 
even though the overall sample included 29 respondents. 
Finally, it is important to note that the sample size and 
geographical coverage of this study were limited.

CONCLUSION
PLHA in Bihar have several unmet needs with respect to 
palliative care services, which are limited in availability 
compared with services for patients with cancer. However, 
the mortality rates of patients with advanced HIV are well 
recognised to be extremely high, which, coupled with the 
substantial stigma associated with the condition, inevi-
tably leads to an undignified and traumatic death. With 
improved awareness, a greater focus on patient- centric 
care and better resource allocation, the quality of end- 
of- life care for this vulnerable group of patients could be 
drastically improved. Better understanding of cultural 
norms and patients’ preference for information delivery 
regarding end- of- life care, including early establishment 

of the role of family members in decision- making, are key 
areas of improvement.
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