PLOS GLOBAL PUBLIC HEALTH

Check for
updates

G OPEN ACCESS

Citation: Redwood L, Fox GJ, Nguyen TA, Bernarys
S, Mason P, Vu VA, et al. (2022) Good citizens,
perfect patients, and family reputation: Stigma and
prolonged isolation in people with drug-resistant
tuberculosis in Vietnam. PLOS Glob Public Health
2(6): €0000681. https://doi.org/10.1371/journal.
pgph.0000681

Editor: Julia Robinson, PLOS: Public Library of
Science, UNITED STATES

Received: August 11, 2021
Accepted: June 1, 2022
Published: June 22, 2022

Copyright: © 2022 Redwood et al. This is an open
access article distributed under the terms of the
Creative Commons Attribution License, which
permits unrestricted use, distribution, and
reproduction in any medium, provided the original
author and source are credited.

Data Availability Statement: We have summarized
the qualitative data collected for this manuscript.
We have saved this data in a public repository
which is located here: Redwood, Lisa (2022),
“Study A phase 1 - qualitative interviews in
Vietnam”, Mendeley Data, V2, doi: 10.17632/
dk4tvxhct6.2. https://data.mendeley.com/datasets/
dk4tvxhct6/1.

Funding: This study was funded by the Faculty of
Medicine and Health at the University of Sydney,

RESEARCH ARTICLE

Good citizens, perfect patients, and family
reputation: Stigma and prolonged isolation in
people with drug-resistant tuberculosis in
Vietnam

Lisa Redwood®'?*, Greg J. Fox"2, Thu Anh Nguyen¢ ', Sarah Bernarys?,
Paul Mason®*®, Van Anh Vu?, Viet Nhung Nguyen®°?, Ellen M. H. Mitchell®’

1 The Faculty of Medicine and Health, The University of Sydney, Central Clinical School, The University of
Sydney, Camperdown, New South Wales, Australia, 2 The Woolcock Institute of Medical Research, Ba Dinh
District, Hanoi, Vietnam, 3 The University of Sydney, School of Public Health, The University of Sydney,
Camperdown, New South Wales, Australia, 4 Taronga Conservation Society Australia, Sydney, Australia,

5 The University of Sydney, School of Education and Social Work, The University of Sydney, Camperdown
New South Wales, Australia, 6 National Tuberculosis Program, Hanoi, Vietnam, 7 Department of Public
Health, Tropical Infectious Disease Group, Institute for Tropical Medicine, Antwerp, Belgium

* lred9798 @uni.sydney.edu.au

Abstract

Stigma and isolation are common in people with tuberculosis (TB). Social isolation contrib-
utes to reduced health outcomes and TB treatment adherence. Stigma and the drivers of
isolation in people with Drug-Resistant (DR)-TB may include modifiable advice and prac-
tices of family and Health Care Workers (HCW). This study aimed to understand the drivers
of isolation and stigma from the perspective of people with DR-TB in Vietnam. A greater
understanding of stigma and isolation is important to identify and balance patients’ needs
and disease transmission risk. In-depth interviews were conducted with 12 people with DR-
TB and seven HCWSs who care for people with DR-TB in two provinces in Vietnam. Inter-
views were audio-recorded, transcribed verbatim and translated to English. Data collection
and analysis were conducted simultaneously. The data were then analysed using a thematic
framework approach. Stigma and extended isolation were common experiences among
people with DR-TB. To mitigate stigma, people with DR-TB used the local term ‘lao lyc’ to
describe their condition to others which is believed to be a less infectious and less stigmatis-
ing type of TB. This study identified that although HCW informed people with DR-TB of
when they were no longer infectious and isolation was no longer required, their infection
control advice was not always consistent. Despite knowing they were no longer infectious,
most people with DR-TB continued to self-isolate to minimise the perceived repercussions
of societal stigma, to protect their ‘thé dién’ (honour, prestige, reputation), and eliminate all
risk of transmitting DR-TB to their family. This study identified three interconnected drivers
of self-isolation in Vietnam, including fear of infecting others, fear of stigmatization, and to
protect family reputation. TB control programmes need to better understand the social
aspects of DR-TB to enable them to better support patients. Educating HCW to provide evi-
dence-based infection control advice is vital.
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1. Introduction

The incidence of tuberculosis (TB), a mycobacterial infectious disease, poses a public health
concern with the rise of drug-resistant (DR) strains [1]. While improved treatment regimens
and the availability of monitored treatment delivery options in high TB burden countries have
increased treatment completion rates for TB, the treatment completion rate for people with
DR-TB and multidrug-resistant (MDR)-TB remains low [2]. In Vietnam, the treatment com-
pletion rate for MDR-TB was 69% in 2019, compared to drug-susceptible TB which was 91%
[2]. A systematic review identified the common social stressors for people with MDR-TB to be
stigma (self/internalised, anticipated and enacted), self-isolation, lack of social support, separa-
tion from family, loneliness, and family and community rejection [3]. These stressors are often
not addressed alongside TB care and can contribute to reduced treatment adherence in people
with DR-TB [4-6].

Isolation is multidimensional, complex and can outlast the initiating condition [7,8]. As
with stigma, there are several attributes of isolation including who is imposing the isolation
(i.e., a person’s own decision to self-isolate, or as a result of the behaviour of others); the type
of isolation (social isolation or physical isolation); and the duration of isolation (e.g., short-
months or long-years) [9]. During the early stages of TB treatment, physical isolation is appro-
priate and necessary for infection control purposes, ideally in a negative pressure room [10].
This is required until the mycobacteria have been suppressed by an adequate treatment regi-
men, typically after the first two weeks of treatment for drug-susceptible TB, and after one to
three months of treatment for DR-TB [11,12]. However, globally, people with TB and DR-TB
are often isolated for extended periods of time from their family and friends [3]. In the absence
of clear clinical advice for the duration of physical isolation at home and a supportive and
understanding community, people with TB can become trapped without a predictable end to
their social and physical isolation, which can endure considerably longer than medically justi-
fied [13,14].

Social Isolation can increase morbidity and reduce treatment adherence in people with
DR-TB. Humans are social beings and thrive on engagement with others. Social isolation can
be defined as—“the objective lack of interaction with others or the wider community” [15]. Iso-
lation reduces the amount of social support received and can be detrimental to the health of
people, including those with DR-TB [3,15]. The COVID-19 pandemic which was declared in
2020 has exposed everyone to social isolation to reduce disease transmission. This extended
isolation has seen a reduction in life satisfaction and psychological wellbeing resulting in
increased rates of depression and anxiety across all age groups [16,17]. In people with DR-TB
and with other infectious diseases, social isolation and loneliness can also harm medication
adherence [18-20]. Despite the significant impact that isolation can have on the morbidity of
people with DR-TB, through isolation itself and reduction in treatment adherence, there
remains limited evidence of the drivers of the isolation and clear infection control advice pro-
vided to patients [13]. Therefore, it is important to collect in-depth data surrounding the driv-
ers and the impact of stigma and isolation in high DR-TB burden countries to learn how to
better support and empower people with DR-TB throughout their treatment journey and
beyond.

This paper examines the stigma and isolation experienced, the advice provided from their
health providers and the drivers of isolation in people with DR-TB in Vietnam.

2. Methods

The thematic analysis research method was used in this study [21]. The study design included
in-depth-interviews (IDI) with people with DR-TB and health care workers (HCW) working
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in DR-TB departments in Vietnam. Some elements of grounded theory were used in the data
collection process [22]. The coding and preliminary data analysis occurred throughout data
collection and the developing themes were explored in future interviews [22].

2.1. Study setting

Vietnam is a Southeast Asian country located on the South China Sea with a population of 96
million [23]. In 2019, 3.3% of new TB cases and 17.7% of previously treated TB cases were
resistant to the antibiotic rifampicin, the cornerstone of current TB therapy (rifampicin-resis-
tant TB (RR-TB)) or both rifampicin and isoniazid (MDR-TB) [2]. Vietnam is included in the
top 30 high MDR-TB burden countries, with an incidence rate of 8.8 (95% CI 5.5-13) per
100,000 population in 2019 [2]. Treatment for RR/MDR-TB is provided through public Pro-
grammatic Management of Drug-resistant TB (PMDT) centres, primarily through lung hospi-
tals. This study was set in Hanoi and Thanh Hoa provinces in northern Vietnam. These sites
were chosen as they have a high prevalence of TB and they provide perspectives from both
urban and more rural locations [24]. In 2018, Northern Vietnam had a prevalence of 262 (95%
CI 180-380) per 100,000 for bacteriologically confirmed TB [24]. Thanh Hoa is located 160
kilometres south of Hanoi.

2.2. Sampling and inclusion criteria

Maximum variation purposive sampling method was used [25]. This study aimed to interview
a heterogeneous, purposive sample of adult people with DR-TB. We aimed to maximize varia-
tions in characteristics that can affect illness experience and stigma, such as gender, age, treat-
ment duration and treatment adherence. To enable the triangulation of information, people
with DR-TB and HCW responsible for treating patients with DR-TB were recruited. All people
with DR-TB were required to have bacteriologically confirmed pulmonary DR-TB (defined as
having a positive GeneXpert MTB/RIF test for both rifampicin resistance and M. tuberculosis,
or another drug susceptibility test confirming rifampicin resistance) and be currently receiving
antibiotics for TB from the National Tuberculosis Program. People with DR-TB were also
required to be aged 18 years or older and have completed at least three months of treatment to
reduce the risk of disease transmission to the interviewer. Participants were excluded from the
study if their usual residence was outside of the participating provinces, they had an uncon-
firmed diagnosis or people who were currently incarcerated.

HCWs were required to be 18 years or older and have worked in a DR-TB facility for the
previous 12 months. We aimed to interview senior HCW, including the head DR-TB doctor
and head nurse in the department, as they would have a better understanding of how DR-TB
stigma affects themselves and their patients.

2.3. Recruitment

People with DR-TB were recruited by a trained qualitative Vietnamese researcher with the aid
of DR-TB department staff at the Hanoi Lung Hospital and Thanh Hoa Lung Hospital. The
DR-TB department staff were informed of the inclusion criteria and sampling method. Their
role was to provide a summary of the study and invite people with DR-TB to participate. The
researcher would then meet with the person to explain the study in detail, go through the
Patient Information Statement and answer any questions. Prior to the interview, written
informed consent was obtained. The HCW participants were invited to participate in the
study by a qualitative Vietnamese researcher.
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2.4. Study participants

The study participants comprised of people with DR-TB and HCW from the DR-TB depart-
ments in Hanoi Lung Hospital and Thanh Hoa Lung Hospital. The sample size was not known
until the study progressed and theoretical data saturation was achieved. The sample size of
people with DR-TB and HCW recruited for this study was guided by the saturation criterion,
in which the recruitment of new study participants ceased when no new relevant themes or
categories were emerging [22]. Saturation was reached after interviewing 12 people with
DR-TB and seven HCW.

2.5. Data collection

The interviews were conducted by the local researcher in a private room located in the hospital
and were scheduled on their regular hospital visit to make it more convenient for the partici-
pants. Data were collected between November 2017 and February 2018. One author (LR)
attended several initial interviews to observe the environment and interactions between the
people with DR-TB and others. Study participants received approximately US$5 to compen-
sate for their time based on the incentives usually given to research participants in Vietnam.
Each participant had one IDI lasting between 45 and 75 minutes. Sociodemographic data were
obtained through observation and by asking the participant.

The researcher followed flexible topic guides containing open-ended questions. The topic
guides were derived from a literature review on stigma and isolation in people with TB and
DR-TB and in discussion with the local researcher team and the authors. They contained
introductory questions followed by more exploratory questions to help establish a rapport
with the participant and to encourage openness, reflection, and honesty. Interviews were par-
ticipant-led, with the researcher following up on the answers and probing for meaning. The
interview guide was continually updated to allow further exploration of the emerging concepts
[22] (S1 Text).

The interviewer took field notes after each interview to record observations, behaviours or
other relevant information that may have been missed in the interviews. All interviews were
audio recorded using a mobile phone, manually transcribed, and translated to English verba-
tim for preliminary hand-coding, analysis, and theory development.

2.6. Data analysis

A thematic analysis was used with some elements of grounded theory [21,22,26]. This study
used a continuous comparative approach to analyse the data throughout data collection, which
is an element of grounded theory [22]. Each interview was coded and compared to the previ-
ously analysed transcripts and the field notes. Existing codes were then refined, and new codes
were developed based on the new interview and how it compared to the previous interviews.

A thematic analysis was then used to derive the main codes/themes both inductively and
deductively. Themes were coded and recoded in collaboration with the authors (S2 Text). The
themes were triangulated for commonalities and differences by comparing them to the field
notes and HCW interviews. A thematic network was then developed by arranging and re-
arranging the themes in a logical hierarchical manner. A framework approach was subse-
quently used to transform the thematic network and interview transcripts into a matrix in an
Excel spreadsheet to enable the comparison of themes and a summary of the themes for each
participant [26].
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2.7. Trustworthiness and rigor

Credibility, transferability, dependability, and confirmability were used to evaluate the trust-
worthiness of this study [27]. Creditability was enhanced by the triangulation of the data, the-
matic analysis, and the collaboration between three qualitative researchers and the local
research team on the research process and analysis. Transferability is demonstrated through
purposive sampling, the transcription of IDI verbatim and a dense description of the method-
ology. Dependability and confirmability were achieved by the triangulation of data, the coding
and recoding of the data and reviewing the emerging analysis with peer checks between the
authors.

2.8. Researcher participant relationship

Before the study commenced, the researchers examined their personal bias and stigma toward
TB and MDR-TB by describing and discussing the anticipated outcomes of the interviews. To
minimise the potential bias in study participants, a local researcher with previous experience
working with people with TB, conducted the interviews, rather that HCWs. During the
recruitment process, the participants were informed that the interviewer is external from the
health care system and anything they said would not interfere with their TB care. Despite aim-
ing to locate a quiet, private location for the interview, this was sometimes unachievable for
hospitalised participants and HCW who were very busy. During some of these interviews a
nurse or family member would interrupt the interview, which may have made the participant
more reluctant to truthfully share their experiences.

2.9. Research ethics

The human research ethics committee at the University of Sydney (2017/730) and the Institu-
tional Review Board in Vietnam approved this study (No: 73/12/CT-HDKH-DD). The staff in
the participating Lung Hospitals briefly explained the study to eligible people with DR-TB and
invited them to participate in the study. The staff explained that the study was being conducted
externally to the hospital and their decision to participate would not impact their care. No
timeframe given to the eligible population to decide. The staff informed the local researcher of
an interested participant. The local researcher then met the interested participant, explained
the study in detail and went through the Patient Information Statement. The interview was
then either conducted on the same day, or a time suitable for the participant. Written informed
consent was obtained from each participant by the local researcher prior to the interview.
Interviews took place in a private and quite space. The local researcher had not worked at
either of the participating hospitals.

3. Results and discussion

The sample included a diverse mix of people with DR-TB, including five people currently
receiving inpatient care and seven people receiving outpatient care. The duration of treatment
that the patient had received at the time of the interview ranged from three to 17 months. We
recruited five females and seven males aged between 28 and 67. Two patients with a history of
non-adherence to their prescribed TB treatment regimen were interviewed, as this group is
often negatively impacted by stigmatization [28]. We interviewed seven HCW, of which five
worked at the DR-TB department at Hanoi Lung Hospital and two worked at Thanh Hoa
Lung Hospital. All HCW's had been working in the DR-TB department for over one year. Four
of the HCW were nurses and three were doctors (Table 1).
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Table 1. Sociodemographic information of the study participants.

Age (mean)

Gender Female
Male

Province Hanoi
Thanh Hoa

Patient setting Inpatient
Outpatient

Healthcare worker Doctor
Nurse

Length of treatment at time of interview (months)

DR-TB = drug-resistant tuberculosis.

https://doi.org/10.1371/journal.pgph.0000681.t001

People with DR-TB (n = 12) Health Care Workers (n = 7)
n| (%) n| (%)
40 -
5 (41.7) 5| (71.4)
7 | (58.3) 2 | (28.6)
10 | (83.3) 51 (71.4)
2| (16.7) 2| (28.6)
51| (41.7) -
7 | (58.3) -
- 31 (42.9)
. 4/ (57.1)
6.9 -

The study explored stigma and isolation in people with DR-TB in Vietnam. Isolation post-
infectious period was common in households with the person with DR-TB sleeping separately
and restricting bowl and utensils used as if fomite transmission were possible (section 3.1).
The extent of social isolation varied between participants. Our analysis revealed that people
with DR-TB are informed by their doctors of when they are no longer infectious and their sub-
sequent low risk of transmitting DR-TB. However, the infection control advice given is not
always consistent (section 3.2). This study identified three interconnected drivers of physical
and social isolation in Vietnam including fear of infecting others, fear of stigma, and protect-
ing their self and familial reputation (known as ‘thé dién’) (section 3.3). Lastly, we discovered
how a local term for TB was used to mitigate stigma in Vietnam (section 3.4).

3.1. Stigma and isolation in people with DR-TB Vietnam

People with DR-TB in Vietnam were aware of the public stigma surrounding TB and often
chose not to disclose their condition to others to avoid their anticipated stigma.

“I think in Vietnam people do not dare to share information. From my experience and obser-
vation, nobody can be confident to tell others that they have TB. Because people do not have
good knowledge about DR-TB, and they do not have a proper attitude about DR-TB

patients. . . I just want to be treated like a normal person who can wear [a] mask while talking
but others’ attitude is not right with stigma, being pointed at by others” (Woman, single,
under 30, Hanoi-4 months of treatment)

People with DR-TB in Vietnam also experienced isolation from their family and friends.
Family members were afraid of contracting DR-TB and encouraged isolation.

“Out-clinic patients go home, and their family members fear being infected as this is a com-
municable disease. So, they are expected to stay in their room and have no communication,
the patients feel frustrated and stuck. They are sick but nobody wants to get close to them.
That makes them feel down” (Woman, nurse, Hanoi)

These findings are similar to those found in other settings. Disclose of TB status varies
widely and is influenced by many factors. A recent study in Uganda, found that 30% of people
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with TB chose not to disclose their status to their household members, while in South Africa,
65% of people with TB did not disclose their status to people outside their household [29,30].
Family and community rejection and social disconnection are identified as common social
stressors in people with TB and MDR-TB [31].

Several study participants were socially excluded, i.e., were asked to not attend social events
or were avoided by their friends. The participants often reported feeling alone and felt like giv-
ing up at least once during their treatment. A young lab technician recounted when her two
roommates, who were doctors, moved out after she confided her diagnosis with them and had
ceased contact.

“When I knew that I got TB, I informed the people around me, including my two roommates
who are doctors. I was very sad and talked to my roommates. They both moved out right on
that day. I have been alone in the house since then. I felt so lonely, nobody was beside me. . .
(Crying) then I was so upset, and it was like I was in a depression. . . when I knew that I had
DR-TB, I just wanted to die, (crying). . .I did, honestly. . .because I am still young, my career is
developing. . .my best friends left me” (Woman, single, under 30, Hanoi-4 months of
treatment)

The HCW s were able to provide many examples of the different ways that people with
DR-TB were isolated. They recounted the common concerns of the patients’ families such as
infection control, which led to prolonged separation. They also shared the most extreme cases
that they had witnessed in their career, including divorce, or patients’ having their children
taken away from them by family members.

“Some female patients with DR-TB here are divorced. Her husband left after she was infected.
She talked to me and cried a lot. Her husband even did not let her keep their child. She was
not allowed to keep their child because she was infected with DR-TB. It is terrible for her. She
is at risk of developing XDR-TB. I asked her to come for treatment, but she did not want to. It
sounds like she’s dissatisfied and fed up with it” (Woman, Doctor, Hanoi)

Despite the many stories of isolation and social exclusion by people with DR-TB, not all
participants experienced it. Some people reported that they were not socially isolated, and
their life was mostly unchanged following their diagnosis. The man below describes that dur-
ing the month that he was isolated at home, he would continue to be invited over to his neigh-
bour’s house for tea.

“Q: Did you visit and spend time with them [your neighbours]?

A: Yes. .. I went to their house. They invited me, told me to come to have a drink. Each time I
was at home, he told me to come to drink water, so I accepted. . . they sell iced tea and other
herbal drinks. They asked me to come to drink water for fun. Because I only stayed at home
that month [after diagnosis].” (Man, married, under 60, Hanoi-7 months of treatment)

Every participant with DR-TB had experienced some form of stigma and medically unnec-
essary isolation, often resulting in distress. These findings mirrors and extends previous work
which demonstrated the isolation in people with TB and DR-TB. Similar expressions of isola-
tion have been described in people with TB in Ethiopia by sleeping and eating separately from
their families [32]. While in Nigeria a common concern among people with MDR-TB was
being separated from their partner [33]. In Vietnam, there was a tendency to conflate the
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potentially protective proscriptions against shared air and the largely symbolic proscriptions
against share utensils.

3.2. Health care workers advice

HCWs are at the forefront of the patient’s questions and anxieties surrounding their DR-TB
care, treatment, and fears of transmission. The doctors and nurses reported having a good rela-
tionship with their patients. They followed them up regularly and provided advice and support
when their patients returned home. Some HCWs also provided their patients with their per-
sonal phone number. One nurse also described how some patients used the hospital as a social
outlet, as they felt less stigmatized and were able to connect and bond with people going
through the same experiences [note: wearing a face mask at the lung hospitals is mandatory in
Vietnam, regardless of infectiousness].

“Many patients come back to the hospital because they cannot talk to anyone at home because
they are stigmatized. It [isolation and stigma] is not too bad with families who understand
TB. They still eat together and do not isolate the patient. But there are many families, like
when neighbors say "he has TB, do not have contact with him". .. in here, nobody distin-
guishes between who has TB and who does not have TB.” (Woman, nurse, Hanoi)

Most patients acknowledged having been informed by their doctor of their negative test
results and when their risk of transmission was low.

“The doctor said when I left the hospital that the bacteria were negative. .. The smear and cul-
ture results were negative from the third and fourth month, so the ability to spread it [DR-TB]
is relatively low” (Man, married, under 40, Hanoi-6 months of treatment)

However, the infection control advice given was variable and not always strictly evidence
based. One doctor recommended wearing masks and isolating for six months, defined as
sleeping separately but eating together. While another doctor advised patients that once they
are discharged from the hospital, they are no longer infectious, and therefore no infection con-
trol measures were required. People with DR-TB can be hospitalised for one to two weeks
whilst they undergo testing or longer, depending on symptom severity and other comorbidi-
ties [34].

“A: I remind them [the patients] to wear masks regularly and take medicine on time. I also
advised them to isolate themselves for 6 months.

Q: Do you recommend eating separately from their family?

A: No, sleeping alone should last for 6 months but eating separately is not recommended.
However, many patients worry and want to protect their family members, so they have sepa-
rate meals and sleep separately until the end of treatment. Some even send their children to
grandparents.” (Man, doctor, Hanoi)

“There is discrimination among patients’ families. They ask us many questions about eating
or share a room with the patient. Of course, we have to counsel them. . .they (family members)
don’t want to eat and stay in the same house with the patient. . .some patients came back
home and are forced to live alone. . . Their family asked them to eat and sleep separately. . . We
have to counsel them that although DR-TB is contagious, when a patient is allowed to come
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back home, it means since then the people around them don’t need to be scared of getting
infected.” (Man, doctor, Thanh Hoa)

These findings build upon those found in Ethiopia. An evaluation of TB infection control
practices in HCW found that 38% were not following proper TB infection control practices
[35]. Furthermore, this study also identified the infection control advice provided to people
with TB and their family members was irregular and partial [35].

3.3. Drivers of self-isolation

The drivers behind self-isolation are multidimensional and interconnected. It is challenging to
disentangle these drivers to discuss one factor in isolation. In summary, people with DR-TB
self-isolate because they fear transmitting the disease to others, fear being stigmatised and fear
self and familial reputation loss.

3.3.1. Fear of infecting others. The desire for a person with DR-TB in Vietnam to self-
isolate was fuelled by their fear of giving someone they know their debilitating and stigmatising
condition and the anticipated stigma of transmitting DR-TB. One reason that people with
DR-TB in Vietnam chose to self-isolate is to spare their family and friends from even the most
remote risk of contracting DR-TB. Many patients expressed a deep-rooted fear of transmitting
their DR-TB to others, which, irrespective of discussions and advice received from their doc-
tor, could see them self-isolate until they complete treatment or beyond. The physical isolation
did not only pertain to distancing, but many patients also used extra precautions such as hav-
ing separate eating utensils to prevent disease transmission. A male DR-TB outpatient
described that despite knowing his test results were negative for DR-TB, and his ability to
transmit DR-TB was very low, he continued to isolate due to fear of transmitting DR-TB to his
family:

“I am still living with my family, but I sleep in a private room on a private floor. I also have
my own bowl and chopsticks; my things are separate. . . I am afraid to spread [DR-TB] (hes-
itated). . . it just makes me feel easy. The doctor said. . .the smear and culture results were
negative. . .so the ability to spread it [DR-TB] is relatively low. However, I keep isolating, it
makes me, and my family feel easier” (Man, married, under 40, Hanoi-6 months of
treatment)

3.3.2. Fear of stigma. Self-isolation was also perpetuated by their fear of stigmatization
and the social repercussions should a person they know become infected with TB. This fear is
entangled with their fear of infecting someone they know and care about. The participant
below chose to self-isolate beyond her infectious period to minimise the stigma that she might
face from her community and to prevent others from experiencing DR-TB and “having a bad
life like mine”. There is also an altruistic and self-sacrificial aspect to this behaviour.

“The second challenge is the stigma of people around me. . . I fear that I could transmit the dis-
ease to others and that people will have stigma towards me. . . Even though I have completed
the infectious period, I still fear that I could be the infectious source to others, and they will
have a bad life like mine now. I am very sad, indeed (emotional)” (Woman, single, under 30,
Hanoi-4 months of treatment)

Ostensibly, the primary purpose of physical isolation is to prevent transmission. However,
in this study we find it also plays complex social functions including reputational rehabilita-
tion, stigma deflection, and avoidance of potential liability. If the person with DR-TB was
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believed to have infected someone else, they would experience guilt from giving this challeng-
ing condition to another person. The guilt would be perpetuated by their feelings of letting
their community down, which is linked to the collective society, where it is everyone’s duty to
protect each other [36].

While not to the extend seen in Vietnam, self-isolation, and the reasons behind it, has been
described in other settings. For example, in Brazil, people with TB fear being stigmatised and
transmitting the disease to their family members were found to be enablers of self-isolation
[37].

3.3.3. The protection of self and familial reputation. In Vietnam and many other cul-
tures, there is considerable sociocultural pressure on individuals to behave in a socially accept-
able manner. This has been described in the literature where people feel a strong pressure to
protect ‘th€ dién’, which roughly translates to face, honour or prestige [38]. By contracting not
only TB but DR-TB, which is perceived to be worse, there is an inherent loss of ‘thé dién’. Peo-
ple can also experience reputational loss by being accused of transmitted it and being blamed
for failing to protect their community. This can place a large burden on people with DR-TB
and people with other infectious diseases to perform as self-sacrificial “perfect patients”, who
behave in ways that protect ‘thé dién’. The participants described that they would become “a
bad person” if they failed to do their duty of protecting others. To achieve this altruistic goal,
many participants reported self-isolating as a form of self-sacrifice, that ultimately would help
to restore their reputation.

“I did not visit anyone. . . I do not want to (go anywhere) as they (other people) may have
DR-TB but be in the window period, and if I met them, they would think I was the cause of
transmission. . . I would get a bad reputation so I need to be careful. . . as I know the disease, I
should be careful” (Man, married, under 60, Hanoi- 3 months of treatment)

The following participants highlight how the three concepts, fear of infecting others, the
fear of stigmatization and the management of reputation are all entangled and drivers for their
self-isolation.

“I try my best to abstain so far. .. I also keep away from others. If someone that I knew got
DR-TB, people would suspect that I infected him or her. It would be very bad, I would blame
myself for spreading disease to others, I will feel sad” (Man, married, under 40, Hanoi-6
months of treatment)

“Patients should protect others. . . In case they were infected after half an hour of being with
us, we would feel regretful for our whole life. . .I should isolate myself from others. If somebody
got infected from me, I would be blamed, I would become a bad person.” (Man, married,
under 50, Hanoi-months of treatment)

In Vietnam, and many other cultures, one’s behaviour is a reflection of not only themselves
but also their immediate and extended family [39]. Reputation is also intergenerational and
can influence the ‘thé dién’ of future generations. This can place pressure on family members
to perform the social roles equated with good citizenship (e.g., performative isolation as a ges-
ture of protecting others from disease). The desire to protect the ‘th€ dién’ has also led to late
term abortion in Vietnamese women who were conflicted with social norms, socioeconomic
position and their desires regarding the pregnancy [38]. In people with DR-TB, this study
identified a performative isolation where the individual would isolate longer than medically
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required and abstains from participation in social life for self-sacrificial and symbolic pur-
poses. This, in conjunction with fear of being infected, led to some family members encourag-
ing or forcing isolation of the person with DR-TB or, in extreme circumstances, exiling them
from the family as mentioned in section 3.1.

3.4. Mitigating reputation loss and stigma

A mechanism for mitigating stigma and reputation loss due to DR-TB is selective disclosure
using the term ‘lao Itec’, a traditional belief for a type of TB caused by working too hard. In
Vietnamese, there are four commonly used words to describe the different traditional types of
TB. These include ‘lao di truyén’—hereditary TB, which is passed through a family, which as
mentioned above, could lead to significant loss of reputation, lao tam’—TB caused by worry-
ing too much which is usually associated with women and ‘lao ph&i’—dangerous TB germs
that are transmitted through the air. The first term, ‘lao Iwc’ is perceived to be less infectious
and a more noble way of contracting the condition-by working hard to provide for your fam-
ily [40] (Table 2).

Several participants described developing TB from working too hard or by not taking care
of themselves. These statements were sometimes juxtaposed with the actual source of infection.
For example, the patient below described a clear understanding that she contracted the DR-TB
bacteria from her husband. However, she expressed that she got TB from working too hard
and not taking care of herself.

“I underestimated the situation and worked too hard. I do not think it is my husband’s fault,
it is mine because I did not take care of my health. . . certainly, I got bacteria from my hus-
band, but the active situation is because of me. I underestimated my health and did not take
care of myself” (Woman, married, under 30, Hanoi-3 months of treatment)

The HCWSs were aware of these terms and were able to clearly describe why some patients
choose to tell others that they have ‘lao lc’ and how it can minimise the stigma they may expe-
rience. They also explained clinical TB to their patients.

“A: just a few patients say so [that they have lao lyc]. . . All TB is caused by bacteria and peo-
ple get TB if their resistance is not good. . . People in the past did not have good nutrition and
worked very hard, and then they got TB. It is called overworking TB [lao lyc]. It is believed
that that kind of TB is not infectious. . . As they [people with DR-TB] have self-stigma, they
fear discrimination, so they told others that there are two types of TB. One is overworking TB

Table 2. Types of tuberculosis in Vietnam, adapted from [40].
Vietnamese English Description
term translation

Lao di truyén Hereditary TB | Transmitted down through the generations—regardless of gender and age.
Less infectious.

Lao e Physical TB Caused by working too hard, poverty or poor nutrition. Less infectious. More
men affected

Lao tam Mental TB Caused by too much worrying, poverty, or unhappy life. Less infectious. More
women affected

Lao phéi lung TB Dangerous and caused by TB bacteria, transmitted through the air. Associated
with drinking, smoking, and eating out. More infectious. More men affected

TB = tuberculosis.

https://doi.org/10.1371/journal.pgph.0000681.t002
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[lao lwc] and the other is genetic TB [lao di truyén] so they explained that nobody else in their
family got TB with the hope that they are less discriminated. . . they call it overworking TB
[lao lwc] to make others have less discrimination. Many patients were advised about TB, but
they keep telling others that they have overworking TB [lao luc], not genetic TB [lao di
truyén]” (Woman, doctor, Hanoi)

In Vietnam, TB disease has multiple meanings and nomenclature that serve to attach or
deflect social approbation [40]. Some of these types are shared by other cultures such Zambia
which also believe there is as form of hereditary TB [41]. The various framings of TB-as a con-
sequence of socially valued hard work or negatively viewed neglect, epitomize how a TB diag-
nosis can be rhetorically managed to limit the societal fallout [40].

In summary, this study found that despite being informed when they are no longer infec-
tion, stigma and isolation prevailed in people with DR-TB. This study identified three inter-
connected drivers of physical and social isolation in Vietnam including fear of infecting
others, fear of stigma, and protecting their self and familial reputation or ‘thé dién’. These driv-
ers of isolation were intertwined and often appeared alongside each other, as evidenced in the
participants’ narratives. The participants described many challenges that they face and
expressed a desire to prevent inflicting the disease on other people. This was compounded by
the anticipated stigma associated with being blamed if they were thought to transmit DR-TB
to someone they knew. This was also linked to the cultural aspect of family honour or reputa-
tion or ‘thé dién’, where people with DR-TB either self-isolated or were encouraged to with-
draw from social life for longer than required by their families to be viewed as moral citizens.
One method employed by participants to mitigate the stigma and potential reputation loss,
alongside isolation, was to use fewer stigmatising terms for their condition, such as lao luc’
which is a less infectious and more honourable description/type of TB (Fig 1).

All these factors combined could increase the stigma and isolation of the person with
DR-TB. Given the significant social consequences associated with disease transmission, it is
understandable that people with DR-TB choose to isolate longer than medically necessary.

Cultural beliefs influence individual behaviours and therefore the control of infectious dis-
eases [42,43]. Social isolation in people with DR-TB reduced their psychological wellbeing;
however, collectivist cultures, such as Vietnam, may lead to public health benefits for infec-
tious disease control. For example, the response to the recent COVID-19 pandemic saw collec-
tivist cultures fare better with some prevention behaviours such as masking than individualist
cultures, with resulted in reduced disease transmission [36,44]. Furthermore, shared cultural
values can be evoked to enhance public health actions. The global TB community should strive
to deepen the linkages with cultural and social values that influence patient and public actions
and work with them to improve TB care.

This study highlighted the importance of engaging with local community leaders in the
elimination of infectious diseases. In Vietnam and in many other contexts, isolation was an
expectation, with significant social consequences if they were thought to breach this expecta-
tion and transmit DR-TB to others. These behaviours are often described as embodying a Viet-
namese collectivist mentality-which emphasises loyalty, harmony, cooperation and
conformity with social norms [45]. The National Tuberculosis Program needs to develop a
stigma reduction strategy to enable the scale up of culturally appropriate stigma reduction and
social support programs for both people with DR-TB and their families. Furthermore, HCW
should receive further education to ensure that the clinical advice given to people with DR-TB
is evidence-based, aligning with the social and epidemiological risks faced by patients.

Data saturation was met with a small but varied selection of participants. The study partici-
pants were in Northern Vietnam, which limits the generalisability of the findings to other
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Community fear
of getting TB

Social stigma

| Usinglessstigmatising terms
| (lao luc)

Protect personal and familial
honorand prestige (thédién)

Self-isolation Fear of transmitting TB to others
| , . ‘

Reduced social
wellbeing

adherence

‘ Reduced treatment ’

Fig 1. The drivers and consequences of stigma and isolation in people with DR-TB in Vietnam. DR-TB = drug resistant tuberculosis.
Legend: Orange = types of stigma, blue = types of isolation, green = fears, purple = consequences of stigma and isolation, yellow = mediating
factors.

https://doi.org/10.1371/journal.pgph.0000681.g001

regions and countries. Further research could provide specific insights into patient sub-popu-
lations such as people with HIV/DR-TB or diabetes/DR-TB coinfection.

4. Conclusion

This study explored stigma and isolation in people with DR-TB in Vietnam. Stigma and the
drivers of isolation in people with DR-TB were intertwined and influenced by the local culture
and cultural expectations. Despite being informed that they are no infectious by their HCW,
people with DR-TB often chose to continue to isolate for several reasons. These findings rein-
force the importance of culturally appropriate stigma reduction interventions and social sup-
port for people with DR-TB for the duration of treatment. Future research and policy updates
should include culturally considered advice for patients and their family members and provide
social support in the absence of physical contact.
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