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ABSTRACT

Introduction Causes of deaths often go unrecorded in
lower income countries, yet this information is critical.
Verbal autopsy is a questionnaire interview with a

family member or caregiver to elicit the symptoms and
circumstances preceding a death and assign a probable
cause. The social and cultural aspects of verbal autopsy
have gotten less attention than the technical aspects and
have not been widely explored in South and Southeast Asia
settings.

Methods Between October 2021 and March 2023, prior
to implementing a verbal autopsy study at rural sites in
Bangladesh, Cambodia, Laos, Myanmar and Thailand,
focus group discussions were conducted with village
heads, religious leaders and community members from
varied demographic backgrounds. Thematic analysis
elucidated customs and traditional views surrounding
death to understand local ethnocultural sensitivities.
Results We found that death rituals varied greatly
among religions, ethnicities and by socioeconomic status.
Mourning periods were reported to last 3—100 days and
related to the cause of death, age and how close the
deceased person was to the family. Participants advised
that interviews should happen after mourning periods

to avoid emotional distress, but not long after so as to
avoid recall bias. Interviewers should be introduced

to respondents by a trusted local person. To provide
reassurance and confidentiality, a family’s residence

is the preferred interview location. Interview questions
require careful local language translation, and community
sensitisation is important before data collection.
Conclusion Verbal autopsy is acceptable across a wide
range of cultural settings in Southeast Asia, provided that
local norms are preidentified and followed.

INTRODUCTION
In low and middle-income countries
(LMICs), mortality statistics are commonly

,"2 Napat Khirikoekkong," Shaun K Morris,”®
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.2 Prabhat Jha @ ,®° Yoel Lubell,'?

WHAT IS ALREADY KNOWN ON THIS TOPIC

= The verbal autopsy (VA) method can be sensitive
to the individuals interviewed, their families and
communities. Ethical, social and cultural issues in
VA have received less attention than the technical
aspects and have not been widely explored in South
and Southeast Asia.

WHAT THIS STUDY ADDS

= We found that VA is acceptable across a wide range
of cultural settings in rural South and Southeast
Asia, provided that local norms are preidentified and
followed.

HOW THIS STUDY MIGHT AFFECT RESEARCH,
PRACTICE OR POLICY

= The local cultural traditions and sensitivities towards
VA procedures we have identified in this study pro-
vide guidance to interview teams in other such stud-
ies as to the issues to be taken into consideration
and how these can be approached in advance and,
therefore, the focus group discussion’s findings will
enrich the literature on the VA research.

limited by poor administrative systems, insuf-
ficient resources and low coverage of death
notifications due to a lack of legal enforce-
ment."  The majority of people still die
at home, without contact with the formal
healthcare system, and the causes of death
are largely unknown.” Mortality data are vital
to helping formulate public health policy,
allocate medical resources efficiently and
evaluate public healthcare programmes.*
The civil and vital registration system in the
majority of South and Southeast Asian coun-
tries are still insufficient, which particularly
affects poor and rural communities. To fill
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these information gaps, verbal autopsy (VA) has been
a practicable approach in some countries of the region
(India, Indonesia, Thailand, Malaysia, Vietnam and
Bangladesh) in the recent years,” to determine the most
likely causes of death by interviewing a family member
or caregiver to gather information about the symptoms
and circumstances of the deceased person in the period
leading up to their death.®’

Obtaining information on causes of death can be sensi-
tive to the individuals interviewed, their families and
communities.®® Several studies have addressed the design
and content of the questionnaires, interview procedures
and research skills of the interviewers, which impact the
validity, reliability and study outcomes.'” Ethical, social
and cultural issues in VA have received less attention
than the technical aspects in the region and elsewhere,
yet adherence to local cultural practices and engagement
with communities throughout the study process is crucial
for successful implementation of VA.""

The current focus of the South and Southeast Asia
Community-based Trial Network (SEACTN) research
programme is the epidemiological baseline Rural Febrile
Illness (RFI) project, in approximately 520 villages across
five South and Southeast Asian countries (Bangladesh,
Cambodia, Lao PDR, Myanmar and Thailand), capturing
over 100000 episodes and outcomes of fever in these
remote and underserved communities.'* Mortality statis-
tics in the populations covered by SEACTN are consid-
ered as generally limited and unreliable and, therefore,
in parallel, verbal autopsies are carried out to identify
not only potential causes of death with a history of febrile
illnesses but also all other causes of death.'* As VAs have
not been used previously at the study sites, prior to its
implementation, we sought to explore local beliefs and
practices about death to inform appropriate bioethical
practices.

METHODS

The research design was a qualitative study with face-
to-face focus group discussion (FGD) approach before
the implementation of a VA study (NCT04595656).
FGDs were conducted at seven locations in five
different countries (Cox’s Bazar and Bandarban
districts on the southeast coast of Bangladesh; Chiang
Khong, Khun Tan, Mae Suai and Wiang Kaen districts
of Chiang Rai province in northern Thailand; Hpa-An
and Myawaddy districts of Karen state on the border
between Myanmar and Thailand; Atsaphangthong,
Phine and Phalanxay districts of Savannakhet prov-
ince in southern Laos; Samlout, Koas Krala and Rukh
Kiri districts of Battambang and Pailin provinces in the
far northwest of Cambodia (figure 1). In Chiang Rai,
northern Thailand and on the Thai-Myanmar border,
there are multiple ethnic groups who have specific
local traditions and beliefs. Thus, an additional FGD
was carried out at these sites to capture their different
views and opinions. The selected areas of the study

countries are rural areas, frequently characterised by
high levels of poverty; limited access to healthcare; a
lack of information on the causes of disease and death
in these areas, leading to difficult to determine which
interventions should be scaled up.'? These study areas
were chosen because they are part of the SEACTN
programme (detailed above) and these are all areas
participating in a major febrile illness aetiology study,
and deaths within all participating villages were
included in this VA study, and, therefore, no further
sampling frame was adopted. The FGDs were done
between October 2021 and March 2023, staggered
due to the evolving COVID-19 pandemic situation
in the region. The focus group participants were
purposefully sampled to ensure diverse demographic
backgrounds of age, gender and ethnicities and they
were broadly representative to the study population
to record their different points of views. The selected
participants were first informed about the study
protocols and activity, and when they were willing to
participate, they were advised of the time and central
location of the activity. The participants received a
daily allowance, which covered their transportation
reimbursements and a meal, in exchange for their
participation, and we followed the established ethical
guideline of the local study team.

Researchers with knowledge of the local context
and fluency in the local language conducted FGDs at
each site. Guidelines and key themes for FGD were
developed from the literature and the country’s
social factors. Individual written informed consent
was obtained from all participants. With an inter-
view guideline, facilitators commenced the partic-
ipants by asking broader questions about the topic
of interest (customs and perceptions about deaths),
before asking the specific questions on VA study. Even
though each participant responded to the facilita-
tor’s questions on their own, they were encouraged to
converse and connect with one another by exploring
and elaborating on their common and different view-
points. Each FGD lasted about 2hours. Participants
were not identified by name in the audio recordings
or field notes. The audio recordings were transcribed
and translated to English. After revisiting the research
questions and aims, we analysed the data by thematic
analysis using NVivo V.10. The contents were classi-
fied in accordance with the various themes, and if the
data within the theme revealed any subthemes that
were noteworthy or important to the questions we
were trying to answer, the subthemes were then iden-
tified. We reviewed all the themes and subthemes and
made sure they were accurate and comprehensive and
also to check for any themes that were left off. The
themes were finally labelled, finalised and described
in detail. Then, the findings were shared with local
study teams and did consultation meetings to clarify
the contents and to ensure the correct interpreta-
tion. We also adhered to the guideline for authors’
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Bangladesh

Bandarban, Cox's Bazar

Thai-Myanmar Border

Hpa-An, Myawaddy

Verbal Autopsy study sites

Thailand

Chiang Khong, Khun Tan, .
Mae Suai, Wiang Kaen

Lao PDR:
Atsaphangthong, Phine
Phalanxay

Cambodia
Samlout, Koas Krala
Rukh Kiri, Pailin

Figure 1 Verbal autopsy study countries and sites, where the focus group discussions took place.

reflexibility statement to promote equitable author-
ship in the publication of research from international
partnerships (online supplemental appendix 2).

Patient and public involvement
Neither patients, parents nor the public were involved in
the design, conduct or reporting of this research.

RESULTS

A total of 70 participants were involved in the FGDs.
Participant characteristics are presented in table 1.
The median age of participants was 43 (IQR 31-54),

and 35/70 (50%) were women. Professionally, the
participants were from both the public and private
sectors and play an important role in their communi-
ties. Beliefs and practices about death and opinions
about VA study-related procedures were discussed,
and the findings from all FGDs are presented by
theme. The main themes articulated by study partic-
ipants included (1) death rituals among different
religions and ethnicities; (2) how the VA interview
process should be done and (3) ethnocultural factors
at each study site. Each theme has a number of
subthemes, which are presented in brief. The detailed

Htun NSN, et al. BMJ Glob Health 2023;8:€013462. doi:10.1136/bmjgh-2023-013462

3

'salbojouyoal Jejiwis pue ‘Buluresy |y ‘Buiuiw elep pue 1xa) 01 parejal sasn 1o} Buipnjour ‘ybLAdod Ag pajoslold
1senb Aq 920z aunr ¢ uo wod fwq yb//:sduy woij papeojumod "€z0z 1aquiadad TT U0 Z9vET0-£202-Ublwa/9eTT 0T Se paysiignd isiy :yiesH [eqo|o NG


https://dx.doi.org/10.1136/bmjgh-2023-013462

I

BMJ Global Health

Table 1 Characteristics of focus group participants
Gender
Study countries Role of FGD participants in the community Male Female Total
Bangladesh Buddhist monk, university student, headmaster, housewife, 6 6 12
businessman/woman, healthcare worker, retired government
officer, community healthcare providers, representative of
community-based women activist group
Ethnic group: Marma
Cambodia Village chiefs, representative from community woman affair 7 5 12
network, health centre staff, retired government staff, primary
school committee member, staff from community forestry
association, archbishop’s committee member
The majority were Khmers.
Lao PDR Farmers, deputy village heads, livelihoods 6 & 9
The majority were Laos.
Thai-Myanmar FGD1: village track leaders, vendor, medical staff, village track 6 8 14
border administrative staff, midwife, social volunteer, community health
worker, teacher, business woman, religious leader
Ethnic groups: S’gaw-Karen, Pwo-Karen, Burmans/Bamars
FGD2: village committee member, teachers, village health 4 4 8
workers, representative from women organisation and religious
leaders
Ethnic group: S’gaw Karen
Thailand FGD1—farmer, deputy village head, vendor, police inspector, 4 4 8
mayor’s secretary, gardener, agriculturists
Ethic groups: Tai Yai (Shan), Yunnan Chinese, Khmu, Hmong and
Lao-Thai
FGD2 —farmers, religious leader, village health volunteers 2 5 7

Ethnic groups: Lisu, Akha, Lahu

FGD, focus group discussion.

responses from the FGDs are also described separately
by country online supplemental appendix 1).

Death rituals and perceptions about deaths

The ritual practices vary among religions, and ethnici-
ties and are also dependent on available resources. The
majority of the population in Laos, Thailand, Thai-
Myanmar border area and Cambodia are Buddhists,
and they share similar principles. In Buddhism,
when a person dies, the body is immediately washed,
dressed, placed into a coffin and kept in the house for
3 to 7 days before cremation or burial. The monks are
invited home or the body is brought to the monastery
and a sermon or to chant are recited for blessings.
After the body is cremated, the ashes are collected to
be spread into the water or, if buried, a small house
archway with a pagoda or stupa is made within the
temple or cemetery compound. If the deceased is a
Christian, they are normally buried, and religious
leaders are invited to pray and read the Bible at the
ceremony. Then, the family holds the funeral cere-
mony and mourns, for a period of time that depends
on their socioeconomic status. As a Cambodian partic-
ipant described,

In the Khmer community (both Buddhists and Christians),
the rich ones can hold the ceremony for a longer period
(many days, even months, like a 100-day anniversary or
yearly anniversary), while the poor ones are only able to
have it for as short as 1-3 days.

In general, when the village head announces some-
one’s death (the Laotians put a notification in front
of the deceased’s house for 3days), the commu-
nity reaches out to the deceased’s family to help
cook food items that are shared to host the guests,
and also provide emotional support and financial
contributions.

In the Muslim community of Bangladesh, the body
is first bathed with water, placed on a bamboo plat-
form called ‘pati’ in Bengali or wooden coffin (called
‘khatia’), and then covered nicely with pieces of
clothing. Relatives, neighbours and religious leaders
pray for the deceased at home, or at the mosque or
at the graveyard and the body is buried. One Muslim
participant remarked,

When there is a death, just after that, burial should be, and
the sooner the burial activities are completed, the more
virtue it will carry.

4

Htun NSN, et al. BMJ Glob Health 2023;8:€013462. doi:10.1136/bmjgh-2023-013462

'salbojouyoal Jejiwis pue ‘Buluresy |y ‘Buiuiw elep pue 1xa) 01 parejal sasn 1o} Buipnjour ‘ybLAdod Ag pajoslold
1senb Aq 920z aunr ¢ uo wod fwq yb//:sduy woij papeojumod "€z0z 1aquiadad TT U0 Z9vET0-£202-Ublwa/9eTT 0T Se paysiignd isiy :yiesH [eqo|o NG


https://dx.doi.org/10.1136/bmjgh-2023-013462

8 BMJ Global Health

In Bangladesh, adults who follow Buddhism or
Hinduism either bury or cremate the body, depending
on the deceased’s wishes. However, Hindu children
under 12 years old and Buddhist children are usually
buried. Between the 5th and 7th day, underprivileged
people are fed by the family, believing that doing so,
the deceased will receive more virtue in the after-
life. This is also done after 1 month and after 1year,
according to the economic capabilities of the family.

Representatives contemplated death, accepting it as a
fact of human life. One Lao said,

Being humans, we all die oneday, especially the elders,
whom we can consider ripe fruits that naturally drop. We
are born, become old, become ill, and die, which everyone
understands.

The FGD informed that it would be possible to conduct
VA interview if we identify local norms. However, the
group participants across the sites noted that the cause of
death mattered when the death of their beloved relatives
was discussed in their communities. One Thai participant
described,

It might depend on case by case, and what is the cause of
death, for example, a transmission disease like HIV or be-
ing killed by someone, the family might have a hard time
because it’s something that they can’t tell or don’t want to
talk about, but if it’s something general like an elderly dis-
ease, they can talk about it, and I don’t think it’s a problem.

Similarly, one Bangladeshi shared that there might
be some difficulties in having a conversation with the
community if the death was unnatural, such as hanging,
suicidal poisoning or any mysterious case, as people
would not feel comfortable talking about such issues, or
sometimes they might try to avoid them when the police
were involved. This may prevent or obstruct gathering of
information.

The VA interview process
How to establish trust to increase community participation?
In our study settings, when a villager dies, the village
authorities and health centre staff get notified by the
villagers, which is a very common death-informing
pathway. These stakeholders are influential in managing
social and health-related issues in their villages. The
study was supported by the participants during the
public engagement activities. Building trust between the
research team and the community is critical for research
implementation.

A Thai respondent expressed,

As the first thing, ask the leader to introduce the interview-
ers to us, explaining that the researchers will come and
interview about death. If someone from the community,
either the leader or primary care unit or, municipality staff
(tesaban), or village health volunteers, goes into the com-
munity, we are familiar with their faces. We will trust and
provide the information if we are asked extensive ques-
tions.

Other village representatives also perceived that it was
better if they accompanied the research team or inter-
viewers, as the community usually liked to be visited by
them, because the families would feel supported. One
Lao village representative said,

On the day of death, the village authorities usually hand
over the tribute fund to the family, and we will be able to
inquire about the interview and help coordinate the visit
for you. If you visit or interview the families alone, they may
not cooperate, I can assure you.

This scenario was agreed on by the respondents at
all sites. The village authorities or village healthcare
providers are recognised as insiders in the community
who could usually connect the deceased families and the
research team, get approval, schedule an appointment to
be made and define the interview location.

In addition, community meetings were necessary to
introduce the project to the communities in order to
avoid potential barriers. One S’gaw Karen stated,

This study, in my opinion, would not be problematic at all
and this would help us to understand more. As I can tell,
some families have less knowledge and understanding, it
would be beneficial to hold a community meeting with
the leaders and villagers and clearly explain the project to
them as well as the reason why there would be an inter-
view with the families asking about the death. We live in
the same village; we have to bond and we have to cooperate
with the village, I believe.

When to conduct the interview?

Mourning periods greatly differ across the study sites
and are dependent on religions, cultures, the cause of
death, the age of the deceased and how close the family
was to the deceased. In general, this ranges from 3 days
to around 100 days. Typically for Hindus, it ranges from
7 to 40 days; for Buddhists, it is mostly 7 days, 4 days up to
6 months for Muslims and 3-40 days for Christians. Some
practices by other ethnic groups are mentioned in detail
in online supplemental appendix 1.

Participants suggested that visiting families to carry out
the interviews could be done soon after the funeral cere-
mony (usually after 7days), but not before the funeral,
as the people are still in a grieving stage and rituals are
performed during that time. Communities in Thailand
(including Khmu, Tai Yai and Lao ethnicities) expressed,

In our community, we mourn about oneweek after death
and rituals are performed at that time and the families are
usually busy. After a week, the interview can be done with
the families.

Mourning for elderly people or a person with a
known disease status usually lasts for 1week to 1 month,
but mourning for those with accidental deaths is more
serious and prolonged due to the sudden onset, and
families often do not cope well with the situation at the
beginning. One S’gaw Karen stated,

My mother-in-law passed away due to her advanced age.
She has been ill and endured a lot due to her illnesses and
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we have great sympathy for her. We grieved for a few days
after her death and accepted it as part of life. In our village,
when a young child died after falling from a tree, we are
still talking about it and grieving over it even after oneyear.
Imagine the feelings of his family!

Moreover, the mourning period takes longer if the
deceased is a child. If the respondent is a mother, she
would need more time to stabilise her emotions, and
in such cases, the interview should be delayed, perhaps
not done before 2-3months. A Bangladeshi mother
expressed,

I really mourned for a long time when my first child died.
I missed him a lot. I only began to recover after my second
child was born.

However, some participants emphasised that the
interviews should not be conducted more than a few
months after someone has passed away, otherwise, the
family would not remember the details, and the village
chief would also not remember who died or when. The
majority of the participants shared that after completing
the religious rituals surrounding someone’s death, people
resumed working, as most people in these communities
live on their daily wages or the adults were mostly occu-
pied in the agricultural fields during harvesting seasons
or a primary caregiver who had already left the village
after the deceased passed away. These are the usual
circumstances in rural areas that the research team
should be aware of.

Where to conduct the interview?

In terms of venue, the participants suggested conducting
the interview at the family’s residence for confidenti-
ality and convenience. Other options could include the
village head’s house or the village meeting hall, where
public gatherings usually take place, the monastery or
pagoda compound, health centres or elsewhere where
the respondent feels comfortable providing the informa-
tion. However, on a unique occasion, like when someone
was murdered, conducting an interview at home might
not be safe due to potential harm to the participant. In
such cases, the interview should be conducted at the
village chief’s house, especially if there are lawsuits going
on between the families. One Lao village representative
reported,

If the families don't mind, then it can be done at their
homes, depending on their preparedness. As a village rep-
resentative, I don't mind meeting at the village meeting
hall or at the family’s house. However, some families are
different, and sometimes they don't want you to visit their
houses; they want to meet at the village meeting hall in-
stead. In my community, some village chiefs do not also
like to visit the houses, and there is a spacious area in the
village meeting hall for all concerns.

Who should conduct the interview?
Regarding gender preference for the interviewers,
in some cultures, women are not freely permitted to

communicate in private with men who are strangers,
regardless of the subject matter, and traditional and
gender norms are still internalised and adhered to. In
our study, Akha and Lisu respondents mentioned,

Our community has a gender preference. If the respon-
dent is a woman, it’s better to have a woman interviewer,
as we feel more comfortable answering the gender-specific
questions.

Similarly, the Bangladeshi FGD participants also
expressed a preference for a male interviewing a male
respondent, and a woman-to-woman approach. S’gaw
Karen and Burman respondents had a mixed opinion,

To talk openly, the same gender, female-to-female, or male-
to-male, sharing is great. For some people, as far as I can
remember, a male interviewee is all fine, but if a female
staff is present, it’s better.

The discussants in other FGDs expressed no strong
gender preference, and opined that anyone was allowed
to have the interviews with their families’ approval.
Additionally, an Akha (one of the several ethnic groups
present in northern Thailand) person said that an inter-
preter or a person who can understand the local dialect
(Pasa Nuea) was especially favoured; otherwise, the
research team might find it hard to interview, and inter-
viewing about someone’s death is sensitive, as this has not
happened before in this area.

How to conduct the interview?

There are likely to be uncomfortable circumstances or
some challenging situations that may arise throughout
the interview and appropriate management was recom-
mended by the participants.

Preventing potential harm and emotional distress

The FGD participants expressed that VA interviewees
could suffer from negative emotions (annoyance, frustra-
tion, sorrow or anger) during the interview, especially if
there had been a very close relationship to the deceased.
The family members may still miss, pray for and cry for
the deceased person, even though he or she died some
years ago. One Khmer woman who lost her baby a couple
of years ago indicated,

I have lost my own child, and if I am interviewed about my
child, it will become a new suffering for me immediately,
and I feel a new grief.

In this scenario, the team should provide more time to
the respondents and keep in mind that visiting the family
is to share or relieve their grief, not to worsen it. If there
is any emotional distress, the interview should be paused
to calm the respondent. If the respondent still feels sad, it
will be better to make a second appointment to conduct
the interview the next day or wait until the interviewee
feels ready to participate.

One Burman respondent who lost his beloved one still
felt sad during the FGD activity and said,
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When the person died, we did not want to keep any re-
membrance, like photographs or things. If we keep them,
and when we see them again, the sad feeling arises.

Thai participants added that sometimes the cause of
death itself caused emotional distress to the family,

It depends on the cause of death. If it is due to an accident
or anything that crushed the hearts of relatives, the family
might not be able to cope with some questions. If the ques-
tions are too detailed and they don't want to answer, they
will say, “I don't know”.

A crucial point made during the Bangladeshi FGD is
that an interviewer should assess the mental state of the
respondents while obtaining informed consent, and the
interview procedures should be done very politely and
gently with sympathy. The implication is that an indi-
vidual interviewer’s competence and conduct matters
greatly.

Confidentiality of information

The protection of the confidentiality and privacy of the
data is paramount during the interview and in the storing
and sharing personal information. Most participants
from Bangladesh reported that sometimes the commu-
nity might avoid providing information in cases of unnat-
ural or mysterious deaths. Similarly, one Thai participant
spoke of keeping confidential information depending on
the cause of death.

On this point, I have encountered such a problem before.
One person of my relatives was murdered, and reporters
interviewed me. I had to be very careful with my words be-
cause whatever I say will be magnified, and I will not be
safe.

In this case, it was suggested that support from the
village representatives or local authorities could be
needed to assure the family that any information they
provide will be treated as confidential.

The expression about maintaining confidentiality
about a death with a stigmatised disease condition was
made by a S’gaw Karen,

In my opinion, if a person dies of HIV/AIDS (there have
been 1-2 cases in the past), talking about him will not affect
him as he has already died. However, we should be mindful
and consider the remaining family’s feelings. Also, we are
not sure if the disease is transmitted to a family member
or not. If we are not careful with our words, the family will
face discrimination from society. It’s not that we are hiding
this, but we need to protect the family’s reputation.

Increasing interview acceptance

Across all FGDs, participants said that interview refusals
would not happen often, provided that the community
was willing to participate and understood the purpose of
the interviews. One Lao respondent said,

In the past, there has never been a time that my villagers
refused to cooperate. They will answer as much as they can
during the interview. Even in cases of refusal, the village

chief will persuade them to cooperate, and most of the
time, the issues are solved.

In addition, participants from Bangladesh said that in
case of interview refusal, the team should get help from
the religious leaders or village heads, as they are trust-
worthy to the local people. Alternatives include help
from the local administration and from close relatives or
neighbours to convince them.

Similar opinions were expressed by Burman, as one
participant stated,

To avoid the interview refusal, if the team should include
head of the ten or hundred households or section leader,
winning is on your side and things will be fine.

Another Burman member said communication was key
to encouraging the community, and she reported,

We will explain this study about the cause of death to the
family, like if a person has a heart disease and dies sud-
denly, the cause can be due to heart disease, or there is a
probability of other diseases that lead to death as well. So,
in order to avoid cases like this, to prevent them, and to
treat them, we have to explain and encourage them for the
interview.

Other issues raised by participants

The participants were also keen to know the study findings
about the causes of deaths in their village because many
of them had remained undiagnosed or even untreated
before death. One Lao village head emphasised,

I have been the village chief for many terms, and there has
never been a study like this before. It’s important for us to
take lessons or to know the facts from technical experts

A majority of participants reported that the aggregated
results could be shared with the District Health Office,
and they would be disseminated to the village chiefs.
Other alternatives were via a team member or local
health staff who can deliver the information. In general,
providing feedback at the community level was seen as
worthwhile if the deaths are mostly preventable.

Exceptional situations such as humanitarian crises,
armed conflicts and violence are common in some of
these areas, often involving large population movement
and exerting extraordinary pressures on health systems.
Mortality trends can, therefore, change dramatically over
short periods, while vital statistics such as certification
of deaths, notifications and filing are often declined at
the same time. These challenging environments affect
the feasibility of the VA activities and interpretation of
findings. On the Thai-Myanmar border, there has been
ongoing political conflict, which creates challenges to
implementation. One Pwo-Karen residing on the Thai-
Myanmar border mentioned,

There are a lot of people from other parts who come to
this area, as the situation is not good. Due to the politi-
cal conflict, at the military checkpoint when the research
team used to enter, they would first have to explain, when
asked, the purpose of commuting as we are working on
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health-related issues and diseases etc. to the authorities.
Then, they have to go to see the administration and health
worker groups to have the discussions and seek permission.
If they permit us, we have to go to the village chief and
health volunteers to talk about the study and procedures
too.

DISCUSSION

In this qualitative study, we explored community stake-
holders’ opinions of the ethnocultural and practical
aspects for conducting VA interviews in five rural South
and Southeast Asian settings. This activity aimed to
improve research procedures and mitigate against poten-
tial harms to future study participants. We found that
most participants perceived death as a part of human
nature while recognising the importance of commu-
nity support for the family with physical, financial and
spiritual aid. In all these communities, religious and
village leaders play an important role in village life and
especially at times of death. Rituals surrounding death
are seen as essential, and families would be upset if there
were any intrusions and they would not able to correctly
perform the rituals for their loved ones, to prepare them
for their next life, rebirth or reincarnation. Yet discus-
sions revealed that these societies are not static, and some
traditions change over time. In the Hmong community
of Thailand and S’gaw Karen community, some elderly
people still worship their ancestors, but the younger
generation nowadays do not perform many ritual prac-
tices, like the sacrificing pigs and buftalos.

Despite the importance of interview timing, the
evidence available in the literature is limited and not
easily generalisable from one setting to another. One
study proposed that between 6days and 5 months after
the death was optimal,'® and another study reported that
this varies from 100 days to even 1year after the funeral."*
The participants in our discussions also provided no
generalisable instructions as to how soon after death
the VA should be conducted (ranging from 3 days to
100 days), but they did inform us that this should be
approached on a site-by-site basis, and that for deaths
of a more sensitive nature, even a case-by-case approach
should be considered. While the VA interview may cause
potential emotional harm to participants, this can be
largely avoided with proper communication and proce-
dures by using suitable words and manners and paying
respect to community traditions and customs. In addi-
tion, respondents reported it was necessary for the inter-
viewers to be accompanied by a local trusted person,
make contact in advance, have interviews appropriately
scheduled and clearly explain the purpose of the inter-
view in order to facilitate cooperation. The venue of the
interview should also be considered as important, as it
influences data collection."” We were recommended
interviews be conducted at a place of the respondents’
convenience, in a comfortable setting, and free from any
potential interruptions. We were also advised that it is

important to share the grief with the families and show
empathy during the interview. Of note, the opportunity
to talk about the death of a loved one may be welcomed
by members of some communities. This perspective has
been observed previously in Vietnam and Malaysia.'* '°
It was also suggested by a Thai respondent to frame the
interview as a social visit, and to promote ethical prac-
tice, the team can bring some goods or small gifts, like
water or snacks (they do not need to be valuable); if the
family seems to be struggling financially, providing some
compensation is a fair balance of benefits and inconve-
nience for the families. A Nepali study has also reported
these same practices.”

A body of research has explored whether the charac-
teristics of interviewers, particularly gender and ethnicity,
affect the responses to interview questions'’ ' and the
interviewer-effects in public health surveys are of growing
interest." * Our study revealed a preference for female
interviewers for female respondents to speak about
female-specific health topics, and also a preference of
same ethnicity who can speak local dialect among some
ethnic groups. A qualitative study conducted in India®!
concluded that the consideration of interviewer gender
was important in designing survey protocols for reproduc-
tive health-related studies or sensitive topics. Therefore,
in VA studies too, sufficient numbers of women should
be trained as interviewers. Public opinion research in
Bangladesh,? the USA*” and among ethnic minorities in
Europe® also report ethnicity-of-interviewer effects, and
when interviewed by a member of their own ethnicity,
participants may express significantly different views.
Therefore, the translation of tools and the correct selec-
tion of local interviewers who understand local termi-
nology and language are essential for putting respondents
at ease and collecting accurate narratives, especially in
our VA study where multiple ethnicities may be encoun-
tered even within a single site.

Maintaining confidentiality is important when docu-
menting deaths in small rural communities and is crit-
ical to protect participants, particularly in areas of armed
conflict and distrust of outsiders or authorities such as
at the study site in Myanmar. Another important bioeth-
ical concern around VA is the awareness of potential
emotional distress for both the interviewers and inter-
viewees. The respondents sometimes feel offended and
distressed when they are asked about their deceased
family members. On the other hand, the interviewers
would steadily witness and experience the pain, suffering
and unhappy moments of research participants during
their daily research work.** The focus of the present study
was only on communities’ perceptions and did not inves-
tigate any potential distress of the research team or inter-
viewers. There is a paucity of studies that have sought to
elicit data collectors’ views on their experiences.” *°

Further qualitative research to uncover the viewpoints
of communities and government authorities could
improve the current death notification and registration.
In LMICs, under-reporting of deaths is currently common

8

Htun NSN, et al. BMJ Glob Health 2023;8:€013462. doi:10.1136/bmjgh-2023-013462

'salbojouyoal Jejiwis pue ‘Buluresy |y ‘Buiuiw elep pue 1xa) 01 parejal sasn 1o} Buipnjour ‘ybLAdod Ag pajoslold
1senb Aq 920z aunr ¢ uo wod fwq yb//:sduy woij papeojumod "€z0z 1aquiadad TT U0 Z9vET0-£202-Ublwa/9eTT 0T Se paysiignd isiy :yiesH [eqo|o NG



8 BMJ Global Health

Table 2 Recommended approach for verbal autopsy

Concerns

Recommendations by FGD participants

Justifications

Interview timing

Emotional distress of the participants  » Assess the emotional status of the
respondents while obtaining informed

consent.

» Carry out interviews after the mourning
period, following local practices; and also
reconsider on a case-by-case basis.

Providing appropriate time for the
respondent to get ready to prevent
potential emotional distress and also be
aware of recall bias

Address the participants’ distress and
provide mental health support if needed

» Pause the interview and divert the
respondents’ attention with other
conversation if emotional distress occurs.

» [f the conversation cannot be continued,
try to reschedule a second interview.

» If the second interview does not work,
find another option such as asking
another close relative or community
leader or neighbours instead (only if
they have the required knowledge to
accurately answer the questions)

Unnatural cause of death or » Clearly explain the purpose of the
interview to the respondents, ensure the
information is kept confidential and avoid

natural deaths due to stigmatised
communicable disease

Recognise the stigmatising attitudes
of others and support the family by
respecting their private information

making, or give the perception of making,
any moral judgement.

Interview refusal | 2

Dissemination of the study findings » The findings should be disseminated to
the communities as well as all relevant
stakeholders through official channels.

FGD, focus group discussion.

due to lack of legal enforcement; deaths are often not
formally reported or registered by the family for reasons
of distance and economic and cultural restrictions. This
is further exacerbated by delays in the information being
transferred from the death registration office to the vital
statistics system, particularly when forensic and police
investigation is involved. Stillbirths and neonatal deaths
are also commonly under-reported due to a lack of aware-
ness in the communities.”’” A better national mortality
statistics could be achieved by putting more emphasis on
these issues.

A summary of recommendations from these FGDs
provides location-specific guidance for the main VA study
(table 2), which is currently being conducted at the five
sites. This includes how the researchers should deal with
families when an unnatural death has occurred, how to
have a smooth interview process with the communities
in a kind, polite and convincing way, suggestions for
dealing with the emotional distress of participants and
approaches to increase the response rate and confiden-
tiality. The implementation of the VA study at the study
sites might become a concern, as face-to-face interview

Get support from a local authority or
village representative who can encourage
the families to cooperate.

Comply with research ethics (if the
family is still hesitant to cooperate
for any reason, respect the family’s
decision)

Ensuring both the study community
and all stakeholders benefit from the
research.

is a standard method for the VA study, while COVID-19
remains a regional public health concern. Furthermore,
the benefits and demands of research should be care-
fully considered in one of the study areas, where armed
conflict and violence are evolving.”® Acknowledging
the operational and organisational challenges, timely
data collection using standardised tools and community
involvement were important factors for the successful
study implementation.”” The systematic use of FGDs at
each site provided necessary knowledge to initiate the
VA study at ethnoculturally diverse locations across the
region. The communities’ leaders also demonstrated
their interest in participating which gave confidence to
the research teams.

Having a heterogeneous group in our study revealed
diverse perspectives on how the community perceives
deaths and appropriate practices for the VA study. We
view this diversity as a strength providing richer insights
than might have been obtained with a more homoge-
nous selection of participants and this approach made
a very practical option for us with constrained time and
financial resources. On the other hand, our study’s
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limited generalisability to the entire population stems
from the fact that it was particularly conducted based
on designated locations (where the specific population
resided) of future VA study, which is one of the study’s
shortcomings. In addition, we were unable to thoroughly
address the potential biases in our study-participant’s
and researcher’s bias. However, we made every effort to
minimise it through a variety of means, including devel-
oping open-ended research questions, conducting the
FGDs expertly and having the transcribed data checked
by the local study teams, the data analysed by experi-
enced researchers and the findings reviewed by a senior
researcher/mentor for a second, unbiased opinion.
Analysing the qualitative data derived from between and
within site variations and reporting the findings is quite
challenging. However, we provide a succinct summary
of the findings, including one or two notable quotes for
each main theme and subtheme. We were unable to cite
every statement made by all FGD participants due to
space restrictions and a variety of viewpoints.

This study was undertaken with the goal of successfully
conducting the VA study while taking into account local
cultural traditions and sensitivities towards VA proce-
dures. Although ethnocultural beliefs vary between the
different locations where VA is done, the topics we have
identified in this study may provide guidance to interview
teams in other such studies as to the issues to be taken
into consideration and how these can be approached
in advance. Documenting the process of learning about
local cultural norms prior to initiating VA studies has not
been reported widely, and, therefore, the FGD’s findings
will enrich the literature on the VA research.

CONCLUSION

In the absence of a complete vital registration system,
LMICs can improve estimates of causes of death by verbal
autopsies. We found that VA is acceptable across a wide
range of cultural settings in rural South and Southeast
Asia, provided that local norms are pre-identified and
followed.
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