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1.1 Introduction
I did not inform anybody in my family [about my tuberculosis diagnosis].
My mother is dead, but my father is still alive. My father married for
a second time and we are not in touch. My brother and my sister live
in different districts. I married when I was very young. Because I had a
female-specific medical problem, I could not get pregnant easily. I gave
birth to a daughter first. This made my mother-in-law upset. Not only did
I have a love marriage with my husband, on top of that, I gave birth to a
daughter! So, she was not happy. As a result, my husband was also angry
with me. Who wants trouble in the family? After I gave birth to my son,
my situation changed. Now my mother-in-law thinks twice before telling
me something. But if they knew about my TB [tuberculosis diagnosis], it
would be bad again! Before I had my child [daughter], the relationship
with my husband was good. You know men. They come across many
different kinds of women. You have to keep them in the house tactfully.
But after knowing about my diagnosis, he became distant. He did not
want to sleep with me. So, I did not tell him everything about my disease.
Before I got married, I was very good-looking. My husband used to be
very affectionate towards me. Now who wants trouble in the family for
diseases! Somehow, I managed to pass six months [after the diagnosis
without revealing it]. The second time [when diagnosed with TB again], it
was difficult, but I could manage [to keep it a secret]. Now I have recovered.
It is difficult to sustain a love marriage if you do not have your own family
to look after you. If you are good-looking, you can have a good marriage.
But then again, that has its own problems too. The husband will want to
keep an eye on you all the time. Any disease can break your family, and
TB is more dangerous when people find out about it. The second time
when I was diagnosed, I did not tell my husband. I took treatment from
the clinic. I finished treatment a few days ago. The first time I had it, I had
to take medicines for six months. My husband did not know this. I told
him I have to take treatment for one or two months. For marital peace, it
is better if women do not reveal everything.
-Luna, 27, female patient cured of tuberculosis
In the above quote, Luna takes us through various realities related to living with
tuberculosis, marriage, sexuality, and reproduction in Bangladesh. She believes that
revealing her tuberculosis diagnosis will be harmful to her marital life, which improved
only after she gave birth to a boy. Having learnt from her husband’s negative reaction
when she was diagnosed with tuberculosis for the first time, she did not tell him about
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the second diagnosis. Moreover, she kept the true duration of her treatment a secret to
avoid marital conflict and problems with her mother-in-law. It has also affected her sexual
life. Her silence, her husband’s reaction, and her fear of her mother-in-law indicate a
connection between tuberculosis and possible marital and family problems.
The case of Luna raises important questions regarding the relationship between
tuberculosis and sexual and reproductive health and rights. How does tuberculosis affect
women’s sexual and reproductive lives and their relationships with their husbands and
families? How are these effects influenced by the social stigma attached to this infectious
disease? How is the stigma expressed and how do patients respond to it? In particular,
how does this disease endanger women’s ability to claim their sexual and reproductive
rights, which they theoretically at least have access to? Do men face the same challenges?
How do men with tuberculosis face changes in their marital and sexual relationships?
These questions do not have clear answers; the link between tuberculosis and sexual
and reproductive health and rights has not been well explored in Bangladesh. This
thesis attempts to explore this link to add to the existing knowledge on sexuality and
reproduction in the context of a stigmatised infectious disease. It also aims to inspire
researchers, health workers, and policymakers to take action to improve the quality of life
of people with tuberculosis.
The current study is critical because the influence of social and cultural conditions
on people’s sexual and reproductive lives in Bangladesh remain poorly addressed.
Bangladesh is a patriarchal society where strict gender norms, expectations, and practices
– fused with traditional Bengali and religious (predominantly Islamic) values (T. Ahmed
and Sen 2018, 42) – determine people’s actions. Men are expected to be breadwinners and
be able to look after their family while women are in charge of the household work such
as cooking, washing, and taking care of family members (S. Islam 2016, 163; White 2017,
260). Since the 1980s, although there has been a ‘feminisation of employment’ with more
women joining the labour force, particularly in the garment industry, the gendered roles
and responsibilities assigned to women have not changed (S. Islam 2016, 164; Kibria 1998,
1). Women who enter the labour market bear the double responsibility of household work
and contributing to the family income. Educated women with higher incomes may be able
to employ a domestic help, but those working in garment factories for meagre incomes
cannot (S. Islam 2016, 163). Employment does not naturally increase women’s decisionmaking powers in matters relating to marriage, pregnancy, and/or contraceptives. Their
economic independence may even be seen as a threat to male control (ibid., 163–64).
Traditionally, Bangladeshi women are expected to always be under the guardianship
of men – their fathers before marriage and husbands and fathers-in-law after marriage
(White 2017, 257). Men are expected to control the movements and sexual practices of
female family members; failure to do this would be shameful for men. These norms give
male guardians the right to ‘discipline’ women (and children) through violence if they do
not comply with the social and religious norms of the shomaj – the social and religious
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community. As women are considered symbols of their families’ honour, men are expected
to protect and control them. If they do not comply, the men are to be blamed, and their
as well as their lineage’s honour will be at risk. Women are also supposed to be moral
guardians who ensure that their husbands do not keep bad company or go to ‘bad’ places
(such as visiting sex workers) (White 2017, 257). Often, when husbands go down a ‘wrong’
path, wives are blamed.
In heteronormative Bangladesh, the destiny of all girls and women is thought to be
marriage and motherhood. Marriages are considered a bond between two families rather
than a couple and are usually arranged by elders. However, ‘love marriages’ (when a boy
and a girl are in a pre-marital relationship before they marry) also occur (White 2017,
258). For a love marriage to proceed, approval from parents and family is still important.
In cases where there is no approval, couples often elope to marry secretly but continue to
seek the approval of their family afterwards. Marriage is predominantly patrilocal, and
kinship is patrilineal. The dominant practice is that women move into their husband’s
family home after the wedding. However, the number of nuclear households has been
gradually increasing in Bangladesh, partly due to migration from rural to urban areas in
search of jobs, better education for children, and better livelihoods (Biswas, Kabir, and
Khan 2019, 600).
Girls and women, particularly those from the lower socio-economic strata, are
often subject to early, arranged marriages. A study on early marriages revealed that the
average age of marriage among Bangladeshi women is 15.7 years, which is below the legal
marriage age (18 years) (Kamal and Hassan 2013, 5). Recent reports show that Bangladesh
ranks fourth globally in early marriage, with the current rate being 59% (based on data
collected from 2006–2017) (Hasan 2019). Parents marry their daughters off early due to
financial hardships and because early marriages require lower dowry payments, both
not being legal in Bangladesh but still in practice (White 2017, 257). Another reason for
early marriages is a preoccupation with virginity, as many believe that early marriage will
ensure that the girl is ‘pure’ and not ‘spoiled’ by a pre-marital relationship. A preference
for young girls with low sexual maturity exists, as they will more likely obey the husband
and his family. In other words, young girls are expected to be easier to discipline by their
in-laws after marriage.
Studies have shown that early marriages lead to increased domestic violence (often
because the girl’s family is unable to pay the rest of the promised dowry payments after
marriage), termination of unwanted pregnancies to keep the family size small due to
poverty (Rashid 2011, 3–8; M. E. Khan, Rob, and Hossain 2000, 15), and higher likelihood
of stillbirths or miscarriages (Kamal and Hassan 2013, 9). Marrying early can also lead
to traumatic sexual experiences, especially for girls and women who have no knowledge
about sexual intercourse before they marry. As a result, many develop negative attitudes
towards sex and believe that sex is not for mutual enjoyment but to satisfy the husband
(M. E. Khan, Rob, and Hossain 2000, 17–18). Moreover, girls who marry early often drop
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out of school and become financially dependent on their husbands or husbands’ family
(Kamal 2012, 318).
Married women are expected to be always sexually available, and their refusal of
intercourse is often interpreted as disobedience of their husbands. Men are expected to be
sexually active and competent. Sexual competency, defined as long and frequent intercourse,
is an important expression of masculinity for Bangladeshi men. Sex, particularly vaginal,
is an important means of evaluating manhood. Lower sexual competency is considered
shameful for men.
The above-mentioned practices surrounding marriage and sex can have an impact
on people’s sexual and reproductive health, which is vital for physical and emotional
wellbeing (Dixon-Mueller 1993b, 269). Gendered expectations of both women and men
make them vulnerable to negative sexual and reproductive social outcomes when they are
diagnosed with a potentially disabling disease like tuberculosis. Not only is the disease
infectious and may have symptoms that do not allow sexual availability, but patients
diagnosed with tuberculosis are also advised by health workers to prevent tuberculosis
transmission by physically distancing from other household members. Moreover,
tuberculosis is associated with stigma (on which I will elaborate later). This thesis explores
how tuberculosis can have an impact on the marital, sexual, and social lives of patients and,
thus, is more than just a medical problem, although policies on prevention and treatment
of tuberculosis in Bangladesh mostly look at this disease from a clinical perspective alone.
Existing studies that focus on social outcomes do not provide enough information on
how women and men experience changes in their sexual and reproductive lives after they
are diagnosed. If women and men are expected to be sexually available and active, then
we must understand how instructions regarding isolation are interpreted and acted upon
by those with tuberculosis. There have been no studies on whether messages from health
workers and tuberculosis control policies incorporate sexual and reproductive health. As
the disease is infectious, the extent to which tuberculosis policies and health workers’
actual advice have an impact on sexual and reproductive practices should be investigated.
To achieve accomplishable standards of sexual and reproductive health, the rights to
these must be recognised, promoted, and protected. Although the Bangladesh government
has incorporated sexual and reproductive health rights into their policies (Rashid 2011, 2;
Hardee et al. 1999, 2), in reality, there is meagre practical implementation. Sexual violence
and harassment against women, from an early age, is normalised (Nahar, van Reeuwijk,
and Reis 2013). At the policy level, there is a National Strategy for Adolescent Health (2017–
2030) that is heavily focused on the need to provide correct information to adolescents,
both married and unmarried, to avail sexual and reproductive health services such as
those related to sexually transmitted infections, contraception, and pregnancy (Ministry
of Health and Family Welfare, Bangladesh 2017). There is no mention of rights specific to
sexuality and reproduction anywhere in the document. Although the right to information
and safe, appropriate services are part of the whole sexual rights package, which is elaborated
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upon in Chapter 2, bodily integrity and autonomy are not legally recognised. The country is
predominantly focused on reducing maternal and neonatal mortality rates.
Individual rights to make decisions about sexual practices and reproduction have not
been acknowledged socially as well. Girls and women, especially those who are poor, have
limited access to decision-making concerning marriage, sex, contraception, and pregnancy.
They usually have little say in sexual matters and hardly have any control over their husbands’
sexual access to their bodies (Dixon-Mueller 1993b, 269). Husbands often make decisions for
their wives. In an extended family, a mother-in-law also makes important decisions related
to her son and daughter-in-law’s sexual practices and reproductive choices.
Women are also expected to not have opinions on sexual matters once they are
married and must agree to sex whenever desired by their husbands. Forced sexual
intercourse among married couples is common and is not considered a crime. Marital
rape is not legally recognised in Bangladesh. According to a newspaper article, Section
375 of the Penal code of 1860 dictates that ‘sexual intercourse by a man with his wife, the
wife not being under 13 years of age, is not rape’ (Huda 2017). Such an exemption clause
considers it ‘legally impossible’ for a husband to rape his wife who is over 13 years of age
(Huda 2017). This means that most married women cannot seek legal help when marital
rape occurs (Mustakimur Rahman 2015, 132).
Generally, sex is a taboo topic in Bangladesh, and it is not discussed openly. Topics
related to the female and male reproductive systems are intentionally skipped in school.
Subjects such as breastfeeding, family-planning methods, and pregnancy are more openly
discussed. Comprehensive sexuality education in school is insufficient (Roodsaz 2018).
The fundamental components of sexual and reproductive rights are the recognition
of bodily autonomy and integrity; ability to make choices concerning sexuality and
reproduction; freedom from coercion, discrimination, and violence or fear of violence;
and safety, satisfaction, and pleasure (Sen and Govender 2014, 228). This means that one
has control over one’s body and one has a ‘right not to be alienated from her sexual and
reproductive capacity, and her right to the integrity of her physical person [emphasis
added]’ (Dixon-Mueller 1993a, 5). But the extent to which these rights are realised
in practice depends on the individuals who make decisions for people and those who
abide by those decisions. This is particularly relevant for my study, which looks at how
sexual and reproductive health and rights may be affected when an infectious disease like
tuberculosis occurs in a society characterised by strict gendered norms about sexuality and
reproduction and where this disease is highly stigmatised. The current study investigates
how tuberculosis affects the sexual and reproductive health and rights of women and men.
In the next sections, I elaborate on the clinical approach to tuberculosis control in
Bangladesh. This is followed by a discussion on why there is a need to go beyond the clinical
model to look at how tuberculosis affects sexuality and reproduction. Here, I examine how
tuberculosis is looked at socially and culturally, and the implications that the disease has
for women and men. Finally, I highlight the relevance of decision-making power for the
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study of tuberculosis in relation to sexuality, and then formulate the research questions
that the thesis tries to answer.

1.2 Clinical approach to tuberculosis control: the case of Bangladesh
Tuberculosis remains a major global health problem and continues to be the leading
cause of death from a single infectious agent, even more so than HIV/AIDS, according
to the latest Global Tuberculosis Report of 2019. This report states that in 2018, around
10 million people developed tuberculosis globally, out of which approximately 50% were
men, 32% were women, and 11% were children (World Health Organization 2019, 1–2). It
is an infectious bacterial disease caused by Mycobacterium tuberculosis, which is carried
in airborne particles and is therefore transmissible through air. The infectious droplets are
released into the air when the carrier coughs, sneezes, or does any other forceful expiratory
action (Churchyard et al. 2017, 631). The droplets can remain suspended in the air for several
hours depending on the environment. It is transmitted when another person inhales the
infectious droplets, which travel to the lungs and the bacteria begin to multiply. When an
uninfected individual is exposed to an infected person for prolonged hours and is in close
contact, they are at a high risk of inhaling infectious droplets. However, the bacilli are
rapidly destroyed when exposed to sunlight and their concentration in air can be reduced
by good ventilation. The bacilli can travel from the lungs and spread to other parts of the
body through the bloodstream, the lymphatic system, or through direct extension to other
organs. Then, within two to eight weeks of inhalation, the immune system acts upon the
bacteria and tries to contain it. When it is contained, the patient’s condition is described
as latent tuberculosis infection and the person is not symptomatic or infectious. A person
with a latent tuberculosis infection is not thought to have tuberculosis. The infection
only develops into the disease when the immune system is weak and fails to control the
spread of the bacteria. Most often, tuberculosis affects the lungs (known as pulmonary
tuberculosis, PTB). When it affects other parts of the body, it is known as extra-pulmonary
tuberculosis, EPTB. Many patients in Bangladesh suffer from both pulmonary and extrapulmonary tuberculosis (National Tuberculosis Programme 2013, 15).
Bangladesh has a national prevalence of 404 per 100,000 persons, making it a nation
with a high tuberculosis burden (World Health Organization 2015, 15). Two-thirds of all
global cases occur in eight countries, among which Bangladesh contributes around 4%. It
is the most common among adults (90% of cases are among those aged 15 years and above),
according to the recent National Prevalence Survey of 2015–2016 preliminary report (made
available through my personal connection; National Tuberculosis Programme 2017). It is
more common in the lower socio-economic strata (95 per 100,000 people) and in rural
regions compared to urban (86 vs. 51 per 100,000 people) (S. Hossain et al. 2012, 3–5). A
disproportionate prevalence of tuberculosis has been reported within different subgroups
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in Bangladesh, for example, in the prisoners in Dhaka Jail (Banu et al. 2010, 2) and among
garment workers (M. R. Hassan et al. 2005, 10).
Several diagnostic tools are available in Bangladesh to detect tuberculosis, including
sputum smear examination, x-ray, GeneXpert, a culture of TB bacilli, Xpert MTB/RIF,
and fine-needle aspiration cytology (FNAC) and biopsy for extra-pulmonary. Among
these several diagnostic tools, the most common and cost-effective is the sputum smear
examination. Individuals are usually encouraged to report for a sputum test if they have
a cough persisting for three weeks or more. Two sputum specimens are collected from a
presumptive individual (who has the signs and symptoms of tuberculosis but has not been
diagnosed yet). One sputum specimen is collected by the presumptive individual at home in
a pot provided by a health worker; the individual then brings it to the collection point. The
other specimen is collected when the same individual is instructed to cough up sputum on
the spot the day the collection happens. The sputum specimens are sent to the lab for smear
examination. After the test is conducted, the diagnosis is given by a medical doctor.
Tuberculosis cases are defined depending on various conditions (see Annex 1, Table
1 and 2 for case definitions): the anatomical site of the disease (pulmonary or extrapulmonary), bacteriological results (smear-positive or smear-negative), and history of
previous tuberculosis treatment (new or retreatment). This means that when a case is
identified, all these three criteria need to be addressed. When a smear test performed
on sputum shows the presence of Acid-Fast Bacilli, pulmonary tuberculosis is highly
infectious.1 In this case the infected individual is considered to be smear positive.
However, studies have shown that smear-negative patients can also transmit the infection
(Hernandez-Garduno 2004, 287–88). According to the Bangladesh National Tuberculosis
Programme’s guidelines, both pulmonary and extra-pulmonary patients are to be classified
as pulmonary tuberculosis (National Tuberculosis Programme 2013, 12). However, in
practice, extra-pulmonary patients are referred to as having ‘EPTB’.
To avoid confusion, henceforth in this thesis, pulmonary and extra-pulmonary will
not be classified together. Also, pulmonary tuberculosis cases will be considered infectious
and extra-pulmonary tuberculosis cases will be considered non-infectious unless otherwise
specified. This is particularly important as infectiousness is a critical aspect in this research
when looking at the instructions given to individuals to avoid disease transmission and how
they interpret them. Although there is no definite period of infectiousness, a review paper
suggests that it may range from 24 hours to 7 weeks (Turner et al. 2017, 637–38).
Tuberculosis is curable. Only when people develop a resistance to one or more
tuberculosis medicines, it may be difficult to cure, and treatment may be complicated.
When drug-resistant tuberculosis occurs, the treatment protocol is different, and the
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However, extra-pulmonary patients can also be infectious when they have a concomitant pulmonary
disease, when they have an extra-pulmonary disease located in the oral cavity larynx, or when
diagnostic or treatment procedures are performed on infected lesions that have a high concentration
of bacilli (Kawamura et al. 2014, 1132).
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duration of treatment is longer. Due to the spread of multi-drug-resistant strains of the
bacteria, tuberculosis is becoming increasingly difficult to treat (Gandhi et al. 2010, 1831).
However, tuberculosis that has not developed resistance to any of the medicines can be
cured within a relatively short period of time – six months.
The treatment regimen is standardised for each diagnostic category. Treatment
category 1 includes new cases who do not have a history of tuberculosis. Category 2 includes
previously treated cases, including those who did not complete their previous treatment.
Those who do not recover under Category 1 treatment are treated under this category as
well. The standard treatment protocol consists of these medicines: isoniazid, rifampicin,
pyrazinamide, and ethambutol, which are administered in fixed-dose combinations over a
minimum period of six months to achieve complete recovery. The first two months are called
the ‘intensive’ phase, in which the above-mentioned medicines are given to the patient (in
case of retreatment or old cases, the intensive phase is three months). During this phase,
most of the tuberculosis bacilli are usually killed, thus reducing the infectivity, and the
infected person may quickly become non-infectious. This is followed by a ‘continuation’
phase consisting of four months (or more for old cases) during which only isoniazid and
rifampicin are prescribed. The remaining bacterial population are killed in this phase.
However, the length of treatment can also be extended depending on the severity of the
illness. In the case of drug-resistant tuberculosis, treatment may extend for up to one year.
The medicines are to be taken daily according to the prescription; skipping doses can lead
to a relapse of tuberculosis and the development of drug-resistant tuberculosis. The first
dose of medicine is given at the facility, after which the patient follows a Direct Observed
Treatment (DOT) in which a community health worker administers the regular dosage
and observes the intake of the medicines.
The Bangladesh government has a National Tuberculosis Programme (NTP) that runs
in collaboration with the tuberculosis control programmes of various non-governmental
organisations (NGOs) to treat and prevent tuberculosis. Treatment is free of charge and
is delivered through a wide network of clinics and other facilities that offer tuberculosis
care.2 There are 11 NGOs that provide these services, out of which BRAC (formerly called
as the Bangladesh Rural Advancement Committee) is the largest.
The individuals with tuberculosis recruited for the current study were registered under

2

The common places where the free-of-charge services are available are: all upazilla health complexes
(UHCs), all chest disease clinics (CDCs) and hospitals, the National Institute of Diseases of the Chest
and Hospital (NIDCH), the Government Leprosy Hospital in Nilphamari, district sadar hospitals,
urban health centres in all metropolitan cities (government organisations and NGOs), public and
private medical college hospitals, workplaces, prisons, combined military hospitals, and other defence
hospitals (National Tuberculosis Programme, Directorate General of Health Services, 2015). UHCs
and CDCs are two types of government facilities. The UHCs are hospitals at the sub-district level
with around 31–50 beds that deliver primary healthcare services to the rural population. These
provide tuberculosis care along with other preventive and curative services to both in-patients and
out-patients. The CDCs screen, diagnose, and treat tuberculosis patients. They also refer complicated
tuberculosis cases to UHCs and tertiary-level hospitals.
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BRAC, which works in collaboration with the government. BRAC was established in 1972
and launched its tuberculosis programme in 1984. Along with the government, it became
a principal recipient of the Global Fund to Fight AIDS, Tuberculosis, and Malaria. Later,
other local NGOs became sub-recipients of the fund; they are monitored, guided, and
supervised by BRAC to assist with tuberculosis service delivery. BRAC’s tuberculosis
programme’s coverage includes services in 297 sub-districts from 42 districts (out of
a total of 65 districts in Bangladesh). The other areas are covered by the other NGOs.
After 10 years of the launch of its tuberculosis control programme, BRAC signed a
memorandum with the Government of Bangladesh to expand the coverage of the WHOrecommended DOT services across the country. The service delivery under the BRAC
tuberculosis programme has a top-down hierarchical approach. BRAC works closely with
the government to identify, treat, and prevent tuberculosis at the regional and community
level. Messages about the symptoms and how and where tuberculosis can be diagnosed
and treated are disseminated nationwide through television advertisements, community
health workers, and leaflets.
Under the BRAC tuberculosis control programme, community health workers
called shasthya shebika (a woman who provides healthcare services; henceforth referred
to as shebika) provide the DOT in most cases. A shebika is a female volunteer who is
recruited from the community. She performs door-to-door visits and carries out tasks
assigned to her. Patients who belong to her area receive DOT from her. Patients usually
visit the shebika every day early in the morning before having breakfast with their own
water container. The shebika puts the medicines in their hands, and they consume the
medicines in front of her. If the patient is unable to visit her, she must visit the patient
and perform the DOT. If a patient needs to be away for some time, the shebika gives the
required amount of medicines to them in advance. They are then considered responsible
for taking them diligently. In places where a shebika is not available, a neighbour or a
family member provides the DOT.
The tuberculosis programme also raises awareness in communities about immediate
diagnosis, treatment, and prevention of tuberculosis by hosting seminars. These seminars
have various kinds of participants like village doctors, drug vendors, community leaders,
teachers, businessmen, factory owners, religious leaders, and cured tuberculosis patients,
who are given information on what tuberculosis is and to which facilities presumptive
cases may be referred for diagnosis and treatment.
As can be seen from the initiatives outlined above, the government and NGOs
are strongly committed to eliminating this disease. This is reflected in the percentage
of treatment success, which is 94% of those who can access care services (Das 2017a,
61). However, this number must be critically scrutinised and interpreted as little is
known about those who cannot or do not access tuberculosis care services. Moreover,
tuberculosis remains a complex problem that carries implications that go beyond the
clinical understanding. As the anthropologist Paul Mason and his colleagues said, one
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must go beyond the medical model of tuberculosis and acknowledge the socio-economic
and cultural aspects of the disease to ensure its effective treatment and prevention (Mason
et al. 2016). Furthermore, it is not enough that only the disease is treated; we must also
examine the quality of life among recovered patients. The next section looks at these
aspects in more detail and argues for an approach that is not restricted to clinical.

1.3 Going beyond the medical model
The quote from Luna illustrates the possible social implications of a tuberculosis diagnosis
as well as its treatment. This demonstrates the need for an approach that looks beyond
the clinical understanding. Throughout history, tuberculosis has affected people’s morals,
sociability, and daily practices (Kelly 2011, 65; Daniel 2006, 1866).
From a historical perspective, tuberculosis was romanticised in the nineteenth
century and was perceived to be a ‘disease of passion’ that infected only creative people.
Its symptoms, such as paleness, thinness, and cough, were associated with budding
intellectual talent. However, at the beginning of the 20th century, tuberculosis became an
object of horror and taboo when it became epidemic in Europe (Frith 2014, 32). During
the Industrial Revolution, when the poorer classes got infected with the disease, it was
deemed to be a sign of ‘social disorder’ (Porto 2007, 3). The perception of tuberculosis
changed from a ‘disease of passion’ to a ‘disease of poverty and deprivation’ (Sontag 1977,
15). It began to be associated with thin bodies, malnutrition, inadequate food, unheated
rooms, poor work settings, overcrowded and poorly ventilated houses, and poor sanitation
among other risk factors (Frith 2014, 32; Sontag 1977, 15). The disease was believed to
reside in dirt and dust and people infected with tuberculosis were deemed ‘unclean’ and
in need of education about hygiene (Mason et al. 2016, 210). Because the disease was still
a mystery in terms of medical science and no effective treatment existed, direct contact
with a person who was infected meant ‘unwanted contamination’, but ‘not only from the
medical perspective but also the moral one’ (Porto 2007, 3). The person who was believed
to have tuberculosis was isolated.
In the nineteenth century, when the bacillus was first identified, vaccines and
antibiotics were absent, so hygiene practices became a moral necessity to avoid the pollution
of the body. A new medical pedagogy arose that made dirt a taboo and emphasized
hygienic practices (Mason et al. 2016, 209). Overcrowding in industrial areas where
tuberculosis was thought to spread was avoided. Sanatoria were erected where ‘unclean’
people were sent to learn about ‘hygienic citizenship’ and to be cured by fresh unpolluted
air (ibid., 210). During this time, tuberculosis was considered ‘a wet disease’, that is, ‘a
disease of humid and dank cities’. The lungs, due to their moisture, were understood to
be a favourable site for tuberculosis and therefore had to be dried out by being exposed to
fresh air (Sontag 1977, 15). In the second half of the twentieth century, the medicalisation

Going Beyond the Medical: Exploring the Relation between Tuberculosis and Sexual and Reproductive Health and Rights | 29

of tuberculosis took over and dominated the discourse (Mason, Degeling, and Denholm
2015, 1137). Medicalisation refers to ‘the processes through which aspects of life previously
outside the jurisdiction of medicine come to be construed as medical problems’ (Clarke et
al. 2003, 161). In 1943, the first antibiotic used in tuberculosis treatment – streptomycin –
became available. Subsequently, the discovery of other drugs followed (Schatz, Bugle, and
Waksman 1944, 6; Murray, Schraufnagel, and Hopewell 2015, 1755–56), thus reaffirming
the authority of the clinical approach over the disease.
Medicalisation affects how tuberculosis is approached at two different levels.
One, at an organisational level, it directs policymakers to see tuberculosis as a problem
that requires a medical solution. Two, at an individual level, the bodies of people with
tuberculosis are understood as medical objects and their ‘social status, power relations
and agency are compromised by unfamiliar medical hierarchies’ (Mason et al. 2016, 208).
A purely medical approach might ignore, for instance, that the isolation of a tuberculosis
patient can extend longer than medically required and justified (Long et al. 2001, 74–76).
Moreover, a medical focus connects isolation with consumerism. People infected with
tuberculosis need to take anti-tuberculosis medicines to get cured, thus reinforcing the
medical model approach that deems tuberculosis to be a clinical problem that requires
interventions by health providers (Mason et al. 2016, 208).
Such an approach takes attention away from the connections between tuberculosis
and the socio-cultural context that can trigger its transmission and reactivation. According
to Mason and colleagues, a focus on medical aspects not only means that solutions
become highly ‘technological, isolationist and consumerist’, but also that the structures
and systems that can contribute to the occurrence of the disease are deemed as natural,
and thus outside the purview of reform (Mason, Degeling, and Denholm 2015, 1137).
Moreover, medical labels themselves can have a negative social impact on the lives of
tuberculosis patients. Reviews by scholars such as Frith (2014), Porto (2007), and Barberis
et al. (2017) shed light on the terms used to refer to tuberculosis throughout history. Before
the term tuberculosis was coined in the mid-nineteenth century, it was known by different
terms: phthisis and consumption (in the seventeenth and eighteenth centuries), white
death and great white plague (at the beginning of the nineteenth century), and scrofula
(eighteenth and nineteenth century; also known as ‘king’s evil’) among others. Terms
like phthisis, consumption (used as a lay term for phthisis) and white plague originated
because of symptoms such as weight loss (phthisis and consumption meant wasting away
of the body) and paleness (white plague/white death). Therefore, these terms used for
tuberculosis evoked a stigma due to their association with physical abominations. Even
today, the language used when talking about people with tuberculosis, both clinically and
in official documents, contribute to the stigma related to the disease. The use of terms
such as ‘tuberculosis suspects’, ‘defaulters’, or ‘non-adherent/non-compliant’ in official
guidelines refers to people with tuberculosis as if they had committed a crime and that
they are responsible for the occurrence of the disease. Although ‘presumptive case’ is

1

30

|

Chapter 1

used instead of ‘tuberculosis suspect’ in the latest edition of the National Guidelines and
Operational Manual for Tuberculosis Control in Bangladesh, terms like ‘suspect’ and
‘default’ are still in use in some instances (National Tuberculosis Programme 2013, 14).
So, to understand the relation between tuberculosis and people’s social and sexual lives,
we also need to take into account how the stigmatisation of tuberculosis may affect their
sexual and reproductive health and rights.
As already mentioned, the medicalisation of tuberculosis takes the attention away
from the connection between tuberculosis and the socio-cultural context where this
disease occurs. Numerous studies have shown that tuberculosis is more prevalent in lower
socio-economic classes and that after being diagnosed, people have negative experiences
often based on gender norms. Some individuals are more at risk of being infected with
the disease than others due to their living conditions and social relationships (Mason,
Degeling, and Denholm 2015, 1137). Most people with tuberculosis in Bangladesh belong
to the lower socio-economic strata in rural and urban settings and have low levels of
education (Hossain et al. 2012, 3). Even under British rule (when Bangladesh was not
born yet), tuberculosis was most prevalent among the poor, working-class groups during
industrialisation and urbanisation. There was no proper treatment available to them
as the British did not consider it as a problem and allowed it to proliferate among the
poor (Choudhary n.d.). These people are most at risk of tuberculosis due to cramped
and unhygienic living conditions, lack of proper nutrition, and limited resources to seek
care and look after themselves (Lönnroth et al. 2010, 224, 229–31; Banu et al. 2013, 3).
Individuals are expected to make unaffordable adjustments to their living arrangements
to prevent the transmission of tuberculosis. Often, when proper treatment is available,
poor people infected with tuberculosis have no access to it, for instance, because travel
to the clinic is too costly or time-consuming. Also, gender can be relevant. For example,
women simply may not be allowed to seek help just because they are women. Furthermore,
married Bangladeshi women have also stated that they have been physically and verbally
assaulted by their husbands, who also refused to bear any expense related to the treatment
(Somma et al. 2008, 861). There are also reports of opportunity costs, such as men needing
to take time off from their work or losing wages to take a leave to accompany women while
seeking tuberculosis care (Weiss et al. 2008, 843). Due to gender norms and hierarchies
that intersect with class hierarchies, women, more than men, may be at risk of having less
or no access to treatment.
Now, one may question whether women are biologically more susceptible to
tuberculosis infection compared to men. Studies that have compared tuberculosis
detection rates have found that the number of male tuberculosis cases is more than
that of females (Neyrolles and Quintana-Murci 2009, 1; Boeree et al. 2000). Similarly,
in Bangladesh, the male to female ratio for tuberculosis prevalence is 2.4:1 (Khanum,
Sultana, and Dhar 2013, 215). One study reported the prevalence to be three times higher
among Bangladeshi men than women (Zaman et al. 2012, 1024). Biological factors such
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as sex steroid hormones, genetic characteristics of the sex chromosomes, and sex-specific
metabolic features are often taken to be the reasons for the increased number of men
being infected with tuberculosis. However, social reasons could also be involved; men
tend to come in contact with more people in the public space than women do especially
in countries like Bangladesh. Moreover, women in Bangladesh may be under-represented
in the clinical steps of the tuberculosis care cascade (Begum et al. 2001; Karim, Ahmed,
et al. 2008). Therefore, one must interpret these numbers carefully, as it is not clear
whether biological differences play a part in them, but social and cultural notions about
tuberculosis and gender clearly do.
Taking an approach that goes beyond the clinical is also important when several
terms are used for tuberculosis in policy documents, media, and daily life. Especially
in Bangladesh, tuberculosis is commonly addressed as ‘TB’ and ‘ jokkha’, which are
linguistically equivalent to one another and are interchangeably used. But some
Bangladeshi studies have shown that the different terms are used for the disease based on
the symptoms (Paul et al. 2015, 56; Karim et al. 2011, 86). What is not known, however,
is whether these different classifications have an impact on how a tuberculosis patient is
perceived and whether this could affect sex life. Due to the interchangeability of the terms,
it is crucial to study whether each is associated with different understanding of symptoms
and to what extent; it is also important to understand whether their classification has any
association with stigma. Looking at the differences between the terms, if any, would help
us to explore the stigmatising aspects of tuberculosis.
The above sections paint a picture of how tuberculosis puts an individual at risk
of various social consequences that result not only from how the disease is manifested
clinically, but also how it is perceived by others and by the patient. The experiences of
individuals with tuberculosis reported in previous studies show that people’s experiences
go beyond the scope of the medical model. Also, outcomes such as isolation, which is
expected due to infectiousness and experienced because of stigmatisation, raise important
questions about sexual opportunities. Stigmatisation seems to represent different risks for
different people, based on marital status, economic strata, type of provider (formal versus
informal), and gender. Therefore, the current research takes an approach that goes beyond
the medical and looks at the social and gender context of the sexual and reproductive
health and rights of people with tuberculosis. The next section addresses the need to
connect tuberculosis, sexual and reproductive health and rights, and decision-making
power and why a study on this is needed.3

3

A more elaborate discussion on power, decision making, gender, and stigmatisation is in chapter two.
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1.4	
Tuberculosis, sexual and reproductive health and rights and
decision-making power
As indicated above, a paucity exists in the literature on the social aspects of the sexual
and reproductive lives of women and men affected by tuberculosis. Most studies on
reproductive outcomes in women with tuberculosis, which is a leading cause of death
for women of reproductive age, take a purely clinical approach. According to the Global
Tuberculosis Report of 2013, tuberculosis-related deaths among women stood at 410,000
in 2012, out of which South East Asia alone reported around 93,000 deaths (World Health
Organization 2013, 10–12). One study in Bangladesh in 2013 found that 5% of maternal
deaths were due to tuberculosis (Labrique et al. 2013, 1086). In the case of pregnancy, the
disease can cause morbidity in mother and child (Ghosh, Ghosh, and Chowdhury 2011,
308). According to a systematic review in 2014, 3.8% of the global burden of tuberculosis is
comprised of pregnant women aged 15–44 years from Bangladesh (Sugarman et al. 2014,
713).
Tuberculosis can be transmitted from the mother to the foetus via blood during
pregnancy, intake of amniotic fluid during delivery, or respiratory droplets after delivering
the child (Mathad and Gupta 2012, 1541). Pregnant women with tuberculosis were also
found to have a higher rate of caesarean deliveries and preterm births with complications
when compared with those without tuberculosis (Sobhy et al. 2017, 729–30). The disease
also plays a role in menstruation irregularity and pregnancy loss and may cause infertility
in both women and men (Ghosh, Ghosh, and Chowdhury 2011, 308). However, Ghosh
and his colleagues (2011) did not clarify which type of tuberculosis leads to infertility, as
several studies report conflicting findings. For example, in a study by W.A. Hassan and
Darwish (2010), pulmonary tuberculosis, where reproductive organs were not affected,
was found to cause menstrual problems but had less of an association with infertility. They
also found that after completion of tuberculosis treatment, menstrual patterns became
regular and pregnancies were successful. It has also been shown that pregnant mothers
with tuberculosis treated in the first trimester had better outcomes than those treated in
the second or third trimester. There were no preterm births or children born with low
birth weight for mothers treated in the first trimester (Sobhy et al. 2017, 730). This means
that delays in treatment can complicate pregnancy, child delivery, and neonatal outcomes.
However, it must be noted that it is difficult to diagnose tuberculosis during pregnancy
as its symptoms are non-specific and overlap with other infectious diseases (Jana et al.
2012, 1126). Infertility as a consequence of tuberculosis is a critical subject for sexual and
reproductive health and rights especially since it can easily be prevented with tuberculosis
treatment.
Not much is known about the sexual and reproductive lives of women and men
after their tuberculosis diagnosis. Individuals without tuberculosis in a rural community
in Bangladesh were found to have the general perception that people with tuberculosis
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should sleep in isolation and avoid sexual intercourse with their spouses. They opined
that when wives have tuberculosis, husbands should refrain from sexual intercourse with
them. The study also showed that husbands with tuberculosis often force their wives to
have sexual intercourse (Karim et al. 2011, 87). In another study, some married men with
tuberculosis reported that their wives refused sex due to their tuberculosis status while
others reported that they refrained from sex because they felt physically weak (Karim
et al. 2007, 143–145). Moreover, in the same study, men reported that they were advised
by health workers to abstain from intercourse. Therefore, there are discrepancies in the
instructions given about sexual practices and people’s adherence to them.
A newspaper article from The Times of India titled ‘Is it possible to get TB through
sex with an infected partner?’ reports that there is hardly any likelihood of spreading
tuberculosis through sex (Behl 2018). This article, along with the studies cited above,
reveals that there is hardly any focus on airborne transmission during sex or intimate
practices since bodies are in proximity. Likewise, there is no adequate information from
first-hand accounts of the sexual experiences of infected women. As stated earlier, at a very
early age, women are taught to be obedient to their husbands and are discouraged from
discussing sexual matters with them (M. E. Khan, Townsend, and D’Costa 2002, 238–39).
As cultural norms prescribe that women remain silent on sexual matters, there is very little
known about how tuberculosis affects their sexual lives. The findings hitherto presented
assume that all women and men undergo similar experiences after diagnosis. However,
characteristics such as age, marital status, fertility, and family members’ reactions may
result in different experiences. Moreover, there is hardly any information on the spouses’
attitudes towards having sex with an infected partner. This is particularly crucial when the
disease in question is infectious, easily transmissible through close contact, and requires
the adoption of precautionary measures to prevent transmission. Collecting information
from both the patient and the spouse would enable us to capture the dynamics of their
relationship after the tuberculosis diagnosis. Therefore, the current study investigates the
sexual and reproductive lives of both women and men diagnosed with tuberculosis by
interviewing them and their spouses.
As mentioned above, diagnosed men are instructed by health workers to abstain.
It is not known whether women receive similar messages. There is a need to investigate
the effect of such advice on the sexual lives of women in Bangladesh, given that they are
not allowed to make their decisions about their own sexual availability. Therefore, it is
important to explore whether all patients receive instructions about sexual practices and
reproduction from health workers after their diagnosis, what the instructions are, and how
they are perceived and implemented. Further, the extent to which sexual and reproductive
matters are addressed in tuberculosis treatment and prevention policies in Bangladesh
needs to be assessed. This would allow us to make connections between medical norms,
healthcare providers’ perspectives, and the experiences of tuberculosis patients. It would
also help us determine to what extent tuberculosis care policies and practices address
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the implications of tuberculosis diagnosis and treatment on the sexual and reproductive
lives of patients. The current study examines the messages on tuberculosis control given
to patients through official documents and by health workers as well as how these are
perceived by patients and their family members.
As indicated earlier, women who are married may face social rejection from their
husbands and in-laws due to tuberculosis stigma and their community due to the inability
to stay with the husband. Moreover, sexual relationships are only allowed within the
domain of marriage in Bangladesh. Therefore, former and current tuberculosis patients
who are married are the focus of this research. Further, due to the differences between
urban and rural areas in terms of living arrangements, means of livelihood, type of
families, and kinds of healthcare providers available, the current study has been conducted
in both urban and rural areas. This also fills a relevant gap – most existing studies have
been conducted in rural areas only.
Because family members are usually the ones people with tuberculosis closely
interact with, the current research includes the family’s reactions to the diagnosis and their
participation in the stigmatisation. Families, particularly extended families, represent an
important context where power differences that are crucial for stigmatisation are at play. It
is a context where power differences are most visible and unavoidable. Within the domain
of the family, power mechanisms are constantly at work and may be negotiated daily. By
identifying who has decision making power, we may be able to determine where power is
located in the family and how it is exercised. This will further throw light on the relations
between tuberculosis patients and their family members.
Moreover, families contain certain gender-based relations, which means that there
are expected norms and practices for women and men. Gender relations reveal the power
hierarchies in a family. Especially in case of married women, such as the ones in India and
Gambia, mothers-in-law and husbands are important decision-makers for seeking healthcare,
be it for general illness (Barua and Kurz 2001, 56) or tuberculosis (Eastwood and Hill 2004,
72). The picture is not different in Bangladesh with its patrilocal residence pattern. In most
cases, a woman in Bangladesh lives with her husband’s family after marriage. In such an
extended family, her position is subordinate to that of her husband, mother-in-law, and senior
sisters-in-law (Kabeer 1988, 102). In an extended family, a mother-in-law also takes important
decisions related to her son and daughter-in-law’s sexual practices and reproductive choices.
Therefore, there is a need to look at who makes decisions in a sexual relationship and how this
affects the sexual health and rights of women and men with tuberculosis.
Apart from gender, other factors also influence the ranking of women in the family.
For example, a woman’s position in her family may improve when she gives birth to a child,
especially a son. A young wife may be desirable for her fertility and sexual obedience. There
are thus several social, hierarchical structures involved such as age, class, motherhood
status, and marital status. Hence, in this study, I use an intersectional approach to look at
how experiences may vary between people and power differences in families.
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1.5 Research questions
The main question that this research aims to answer is this: how does tuberculosis affect
the sexual and reproductive health and rights of women and men in Bangladesh?
As stated previously I will be focusing on the socio-cultural aspects of tuberculosis.
This means that first, there is a need to understand the associations attached to the terms
used to refer to tuberculosis and to examine whether the terms TB and jokkha have
differing connections with stigmatisation.
Therefore, the first sub-question is:
1) Who uses which term and how? What does this tell us about stigmatisation?
Besides the stigma attached to tuberculosis, family members incorporate different
expectations, norms and stereotypes related to gender, sexuality, and reproduction into
their decisions, which can influence the lives of those who are infected with the disease.
Therefore, it is important to explore the room to manoeuvre among women and men after
diagnosis.
The second and third sub-questions are:
2) How does tuberculosis affect women’s sexual and reproductive lives?
3) How does tuberculosis affect men’s sexual lives?
Given the gap in knowledge regarding the extent to which sexuality and reproduction are
addressed in tuberculosis control policies and messages from health workers, the fourth
sub-research question is:
4) How and where is information on sexual and reproductive health produced and
transmitted in the medical discourse on tuberculosis?
This research aims to add to current knowledge regarding the sexual health and rights of
both women and men with tuberculosis, which may be at stake due to stigmatisation. By
doing so, the study aims to draw the attention of policymakers and tuberculosis control
programmes to these issues.

1.6 Methodology
This section first presents where the research took place. Following this are elaborate
descriptions of the study design, how the data collection took place and the different
methods of data collection. Subsequently, these sections are followed by explanations of
the ethical considerations I took during data collection and then how I analysed the data.
Finally, I present my overall role as a researcher.
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1.6.1 Research setting
The current study took place in a few rural villages and the adjacent urban areas in the
Narsingdi Sadar and Monohardi sub-districts in Narsingdi district and in the Mirpur
slums in Dhaka (See map in Annex 2). The distance between Narsingdi and Dhaka is
around 50 km. Bangladesh is divided into eight administrative divisions, where each is
divided into several districts (zillas). The 64 districts are divided into several sub-districts
(upazillas), thereby making up a total of 491 sub-districts. Each upazilla has several urban
and rural areas. Each urban area is divided into wards and further into mohallas. A rural
area is divided into union parishads, which are each partitioned into mouzas. The mouzas
are in turn made up of villages.
The urban areas have amenities such as metaled roads, infrastructure and
communication systems, electricity, gas supply, water supply, and sewage and sanitation
systems. Rural areas, on the other hand, are less developed in terms of these resources.
Urban areas have higher population densities and most of the population is involved
in non-agricultural occupations, while the population is less dense in rural areas and
occupations are mostly agriculture-based. Migration from rural areas to urban ones
is ongoing and is motivated by employment, diversified livelihood opportunities, and
education (Z. Hossain, Khan, and Ahmed 2016, 56). An article in the national newspaper
The Daily Star reported that around 90 out of every 10,000 people moved from rural to
urban areas in 2015 and that Dhaka is the most popular destination for migration (M. A.
Khan 2009). After migration, in urban centres women and men are employed in low-wage
jobs and work as housemaids (women), rickshaw-pullers (men), and factories (women and
men). Urban areas have more nuclear families, while in rural areas, people usually live in
extended families, even if they do not eat from the same cooking pot.
In Monohardi and Narsingdi Sadar, villages were considered rural areas. In these
villages, most of the participants lived in families occupying a single room where they ate
and slept.4 In most cases, their rooms were small, poorly lit, and with little space to move
around. They had only one door and sometimes only one window. Inside the room, there
was one bed, some kitchen utensils in one corner, a wooden shelf, and sometimes a plastic
rack for putting plates and utensils. There were also racks and strings for hanging clothes,
and, in rare cases, a television. Outside the one room house, in the courtyard, there was a
common cooking space with at least two stoves and a latrine, shared by the households in
the same compound, and a tube well5 nearby that was shared by families both inside and
outside the compound.
In these villages, the houses had walls mostly made of mud and roofs made of tin
and straw and were grouped in clusters. Each cluster formed a compound consisting of
4

I include some general information of my study respondents here to differentiate between the research
locations. I introduce my respondents more elaborately in the next section and in Annex 9.

5

A type of water well that is used to extract groundwater. It is fitted with a hand pump and a discharge
mouth. This type of well is common in slums and villages all over Bangladesh.
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houses arranged around a common courtyard, mostly occupied by extended families.
Occasionally, families who were not related also shared a compound. Most of the
respondents ate from the same cooking pot as their spouses and children and slept
together in their one-room house. In some cases, the husband’s parents also ate with them
but slept in a different room.
These villages were connected to urban-like commercial areas with metaled roads,
on which large vehicles such as buses and trucks travel. These spaces had open markets
that were packed with shops, small restaurants, tea stalls, and pharmacies. Amidst all the
hustle and bustle, there were people everywhere. This is also where men gathered around
tea stalls and engaged in chit-chat.
Participants who lived in urban areas in Narsingdi were financially better off
compared to the ones in the villages. These participants either owned or rented a living
space. The walls and roofs were made of cement. Their houses mostly had two rooms, which
they only shared with their household members. These rooms were often overcrowded,
with almost seven to ten members. These buildings too were situated in densely populated
and overcrowded spaces and were therefore not very well lit or ventilated. There were
shops, small cafes, schools, open markets, and other residential buildings around. The
respondents in these areas had their own cooking space and latrine, which they shared
with the members of their family only. Water, however, was drawn from a shared tube
well.
In the slums in Mirpur, Dhaka, an urban area of at least 140, 000 inhabitants, the
participants lived in poorly ventilated, overcrowded shacks mostly made of tin and other
low-quality materials, surrounded by tiny congested alleyways and clogged drains. Most
of the shacks were placed close together without gaps between them and just had one
door and no windows. Therefore, people mostly kept their doors open in the daytime. At
least 10 households of three members each (at the minimum) shared one latrine as well as
four or five stoves, which were situated outside the shacks in a communal space. Around
15 households shared one municipal tap or a tube well, which were the main sources of
drinking water. People, usually women, queued every day by the tap to collect the water,
which had water supply only at certain times. People also bathed near the tube well. Most
of the respondents ate and slept in a single room shared by at least three people. These
rooms were often smaller than the rooms in the villages and urban areas in Narsingdi
but had similar furniture arrangements. Close to these densely packed slums, there were
shops, schools, and residential buildings. There were also busy roads nearby, which were
packed with people, shops, and moving vehicles.
Apart from the distinctive features of rural and urban areas, I selected Narsingdi
and Dhaka for two other reasons. One, these areas had ongoing BRAC tuberculosis
control programmes from which patients for the study could be recruited. Two, they are
geographically close to one another, which facilitated easy travel during a time of political
unrest in the data collection period.
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1.6.2 Research design
A mixed-methods approach was chosen for the research because each method addresses a
different component of the central research question; further, one method facilitated the
other. The study had a sequential explanatory design that comprised of a quantitative phase
followed by a qualitative one (Creswell and Plano Clark 2006, 72). Typically, according to
this design, quantitative data (numeric) are first collected and analysed. In the second
phase, the qualitative data (text) are collected to elaborate on the findings from the first
phase. The objective is to arrive at a general understanding of the research problem based
on both the phases (Ivankova, Creswell, and Stick 2006, 9; Creswell and Plano Clark 2006,
69). In this design, the quantitative phase is usually prioritised as it comes first in the
sequence and forms the major part of the data-collection process (Ivankova, Creswell,
and Stick 2006, 9). However, according to Morgan (1998, 368), priority can also be given
to the qualitative part if its strengths are more important for the overall research aim.
In this scenario, the quantitative phase is complementary, and it guides the purposive
sampling and provides preliminary results to be explored in depth in the qualitative
phase, the principal method (Morgan 1998, 368; O’Cathain 2010, 2). This design is apt for
the current study, which relies mostly on the findings of the qualitative stage to explore
the experiences of tuberculosis patients and their families related to stigmatisation and
sexual and reproductive health and rights. The quantitative phase also serves as a method
to select respondents who can provide a wide range of responses on these sensitive issues.
In the quantitative phase, a survey was conducted. The survey provided general
information about the respondents – their socio-demographic characteristics, healthseeking behaviours for tuberculosis, and the range of reactions they received from their
family members following their diagnosis. The survey also helped to assess the prevalence
and classification of the terms TB and jokkha, as required to address the first sub-question.
The information from the survey guided the sampling of respondents for the qualitative
stage, wherein the responses were explored in depth. Subsequently, in the qualitative phase,
I conducted in-depth interviews (IDIs), focus group discussions (FGDs), observations,
and document analyses. Therefore, the mixed-method approach revealed the dynamics of
the social outcomes of the diagnosis and their impact on sexuality and reproduction. The
survey showed the extent of usage of the terms and the outcomes, while the qualitative
component highlighted experiences of tuberculosis from varied perspectives – the
patients themselves, their family members, and health workers – and explored policies for
tuberculosis control.

1.6.3 Data collection
Data collection took place between August 2015 and April 2016. To assist me in the data
collection through interviews and FGDs, three research assistants, one woman and two
men, were chosen from a group of candidates who responded to the advertisement I had
shared among peers and put on the official website of my organisation in Bangladesh.
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The three individuals, namely Tasfia Asha, Rakib Uddin, and Talha Taqbir, were selected
because they had a minimum qualification of a bachelor’s degree in Anthropology and
prior experience in conducting interviews. The research team was divided into two groups.
The first group, consisting of Tasfia, the female assistant, and Rakib, surveyed the former
and current patients, family members, and neighbours – this formed the quantitative
part of the study. They did so separately. For example, if one interviewed a patient or a
family member, the other interviewed a neighbour, and this role was alternated. Each
of them went to different villages and neighbourhoods separately. Doing so meant more
interviews could be conducted in a short time. This was especially important as they could
stay in Narsingdi only for a short time, owing to the political unrest then. Later, this group
conducted the IDIs with health workers. The second team, which consisted of myself and
Talha, conducted IDIs with patients, their spouses, and mothers-in-law. I conducted the
FGDs along with Tasfia and did the document analysis myself.
My study population consisted of women and men who had been diagnosed with
tuberculosis and were either undergoing treatment or had been cured of it. Although cured
individuals are technically no longer patients, for ease of writing I use ‘patients’ to refer
to both groups in general and specify their condition when speaking about individuals.
The tuberculosis patients selected for the study needed to meet certain pre-set criteria.
Firstly, as the objective of the study was to understand how tuberculosis affects sexuality
and reproduction, and given that sexual relationships and procreation are acceptable
only within marriage in Bangladesh, the patients had to have been married at least once.
Secondly, female patients aged between 15 and 49 years were selected, as this is the range
of reproductive years for women and because many women from poor socio-economic
backgrounds get married early. There was no age prerequisite for men. Finally, to assess
the social outcomes of tuberculosis diagnosis, the patients in ongoing treatment should
have lived with the disease for a considerable amount of time. This meant that the current
patients had to be at least in the second month of their treatment phase when surveyed and
selected for further interviews.
Besides the patients, the other participants were family members and neighbours
of the patients and health workers from BRAC. The number and the type of respondents
varied in each phase. In the quantitative phase, former and current patients and their
family members and neighbours took part in the survey. In the qualitative phase, some of
these tuberculosis patients, along with some new ones, took part in the IDIs. Also, IDIs
were held with some of the spouses and mothers-in-law of the patients as well. We took
individual interviews of patients, their spouses, and mothers-in-law. To understand how
tuberculosis affects marital and sexual relationships, couples needed to be interviewed
separately, as it allowed them to describe their experiences from their own perspective
without being interrupted or influenced by the presence of their partners or having to
consider the reaction of the other when bringing up sensitive topics (Eisikovits and Koren
2010, 1643). Separate interviews of the couple also enabled me to understand the similarities
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and contrasts between their perspectives, which ultimately led to an understanding of the
complexity of the relationship. In the analysis, information gathered from the individuals
and their family members and neighbours were compared and combined.
Health workers from the BRAC tuberculosis control programme also participated
in the IDIs and FGDs. The BRAC workers consisted of shebikas, programme officials,
and a medical doctor in a government hospital who worked with BRAC. A shebika is
chosen from groups called village organisations arranged by BRAC, which consist of poor
women who are usually economically marginalised and landless and receive funds to
start their own income-generating ventures. To become a shebika, she must be aged at
least 25 years, married with no children aged under two years, approved by her village
organisation, and ideally have completed a few years of schooling (S. M. Ahmed 2008,
40). Moreover, she must also be willing to provide voluntary services and be accepted
by the community. Each shebika visits around 15 households every day. During these
visits, she is expected to deliver messages on various health issues such as nutrition,
family planning, immunisation, and sanitation. She also identifies pregnant women
and presumptive tuberculosis cases, provides treatment for common ailments, and sells
health commodities. She is given a certain amount of funds to buy essential medicines
and health commodities from BRAC, which she then sells at a higher price to consumers,
and the profit serves as her incentive. She also receives incentives for accomplishing
certain targets, such as 800 BDT for identifying a pregnant mother and 500 BDT for
completing a tuberculosis patient’s treatment, and a higher amount after a drug-resistant
case recovers.6 Shebikas undergo monthly group ‘refresher trainings’ where their stocks of
medicines are replenished and the problems they face in doing their duties are discussed.
Knowing the views of shebikas on sexuality and tuberculosis, as well as the messages they
disseminated to patients was important for this research. Also, the views and messages of
those who supervised the shebikas and organised the refresher courses, the programme
organisers, were collected. They work for various programmes of BRAC, of which one
is the tuberculosis control programme. Their duties related to tuberculosis include
monitoring and supervising the activities of the shebikas, mobilising communities on
tuberculosis diagnosis and treatment, organising outreach centres for sputum collection,
facilitating refresher trainings for shebikas every month, visiting patients’ households to
check the progress of their treatment, and counselling the patients on ways to prevent the
transmission of tuberculosis soon after their diagnosis. There are also field organisers who
have similar duties as the programme organisers. Henceforth, in this and the subsequent
chapters, I will refer to both these groups as programme officials to avoid confusion and for
ease of writing. Among the health workers, moreover, a medical doctor was interviewed.
Apart from dealing with other general illnesses, the medical doctor sends symptomatic
tuberculosis cases to BRAC for sputum tests. When the results arrive, he provides the final

6

1 BDT (Bangladeshi Taka) = 0.012 USD (United States Dollar) or 0.01 Euro at the time of research.
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diagnosis, that is, he decides whether the patient has tuberculosis or not and what kind of
treatment the person should receive.
The next sections cover more details about the sample size, the selection procedure
for respondents, and how the data was collected.

Quantitative phase
Following the selection criteria, patients were filtered and their names and addresses
were noted from the BRAC tuberculosis programme registers. The first team visited the
patients’ households mostly with the help of shebikas, as it was difficult to find the houses
by themselves. The family members of the selected patients were interviewed, even in cases
when the patients were not available. From the neighbouring households of each patient,
one adult member was surveyed as well. In total, the surveys were conducted among 219
individuals in Narsingdi and Dhaka, which included 113 current and former tuberculosis
patients, 19 family members, and 87 neighbours (see Annex 3). During the survey, the
patients were asked about their tuberculosis status, symptoms, treatment-seeking pattern,
the duration of treatment, the differences between TB and jokkha, and how the family had
reacted to their diagnosis (see Annex 4 for the questionnaire). The family members and
neighbours were asked about the terms used for tuberculosis, the symptoms, where to go
for diagnosis and treatment, and whether they know anyone who has or had tuberculosis
(see Annex 5). All participants were asked about their age, education level, marital status,
occupation, family income, and the members they live with within their households.

Qualitative phase
The four methods used in the qualitative phase were IDI, FGD, document analysis, and
observations. The IDIs were followed by FGDs and then document analysis. Observations
took place during interviews, at a refresher training of the shebikas, and during DOT
(which I shall expand on later). The next sections elaborate on each of these methods,
including why, how, where, and among whom they were conducted.

In-depth interviews
The IDIs were conducted to gain an in-depth understanding of the experiences of
tuberculosis patients regarding stigma, marriage, sexual and reproductive health,
decision-making power, gender relations, attitude and practices of spouses and other
family members, and health workers. An IDI provides details of a phenomenon under
study including the context and the situation in which it occurs and an understanding
of the ‘cultural frame people use to make sense of experience’ (Silverman 2011, 137). I
was able to delve into how tuberculosis influences the respondents’ social lives as well as
the cultural norms and values attached to the outcomes by a participant and the people
surrounding them. Moreover, since stigma and sexual relationships are sensitive topics,
establishing a rapport between the researcher and the participant through one-to-one
interviews was crucial.
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Based on the survey data, I made separate lists of patients to be interviewed in-depth in both
Narsingdi and Dhaka. The decision to select specific patients was based on geographical
access, the saturation of positive and negative responses to the survey questions, and
the diverse characteristics of the patients. This means that besides physical accessibility,
gender, and 45marital status, both positive and negative reactions from family members
were considered when selecting patients for the IDIs. Different numbers of patients were
targeted in each area based on the time that could be spent in each place. We could not stay
in Narsingdi, which was far from Dhaka, for a long period, because of the ongoing political
unrest and because the respondents were scattered in different villages, which meant
that we had to spend a considerable amount of time travelling. Additionally, the family
members needed to be interviewed, thus increasing the number of interviews that were
required. Hence, after estimating the time that it would take to travel to the respondents
and the number of days we could stay in Narsingdi, we decided to interview at least 15
patients. However, only 12 patients could be interviewed, including a new case who was
not surveyed. The new patient was interviewed because she was geographically accessible
and the others on the list were unavailable. In Dhaka, where we had more flexibility, we
targeted a similar number of patients (15) and decided to do more until saturation of
data was reached. We interviewed 16 patients, including two new cases. These new cases
were selected for the same reason as in the case of Narsingdi. The new cases were from
the same location where the data collection took place, hence they were reachable. Since
data saturation was reached, we did not continue with the recruiting of more patients.
Therefore, in total, we interviewed 28 former and current patients in depth, including 25
from the survey and 3 new cases. The socio-demographic information of all the patients
included in the study are present in Annex 9 (113 from the survey and 3 new ones).
In addition, we conducted IDIs with 19 family members, including 16 spouses and 3
mothers-in-law. The rest were unavailable because either the patient had not revealed their
diagnosis, lived in a nuclear family, had a spouse at work, was separated from their spouse,
or was a widow. One mother-in-law refused to take part in the interview.
The guidelines for the semi-structured IDIs of patients dealt with open questions on
their tuberculosis status, health-seeking pattern for tuberculosis, treatment status, marital
relationship, sexual relationship before and after diagnosis, as well as their perceptions
about motherhood, breastfeeding, and intercourse during treatment. They were also
given a vignette, an imaginary case, that was used to ask questions on sexual intercourse,
motherhood, and infertility (see Annex 6). The vignette presented a childless woman
diagnosed with tuberculosis who is refused intercourse and is eventually abandoned by her
husband. The probing questions asked whether a man and a woman can have intercourse
after diagnosis and whether the situation would have been different had there been a child.
The guideline for a spouse and a mother-in-law explored the same. However, unlike the
guideline for the patient and the spouse, there was no vignette for a mother-in-law, the
purpose of which was to explore the sexual practices among couples in which one partner
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was or had been infected with tuberculosis. All the respondents in a household were asked
where they seek healthcare for common ailments, their daily routine, and the division of
household chores in their homes.
Additionally, I interviewed six shebikas, one programme official, and one medical
doctor in depth, thus, a total of eight health workers (for the interview guideline, see
Annex 7). The shebikas and the programme official helped us locate respondents for
the survey. Except for one shebika and the programme official, the other shebikas were
interviewed at their homes. The other shebika was interviewed at the place where the
research teams stayed. The programme official was interviewed early in the morning in
his office. The medical doctor was interviewed in his chamber in the hospital where he
worked. The IDI guideline for all the health workers explored the common illnesses in
their areas, the health-related complaints people came to them with, their duties, whether
they treated and/or referred symptomatic tuberculosis cases or diagnosed ones, and how
they would have reacted had they or anyone from their families contracted tuberculosis.
They were also given the same vignette that was given to the patients to ask questions
about intercourse, motherhood, and infertility (see Annex 7). The interviews with the
health workers also enabled us to learn about their perceptions and attitudes towards
tuberculosis and matters related to sexual and reproductive health. All the interviews took
place in Bangla, the local language. In total, we conducted in-depth interviews, lasting
between 45 minutes and one hour, among 55 respondents – 28 patients, 16 spouses, 3
mothers-in-law, and 8 health workers (see Annex 3).

Focus group discussions
I conducted two FGDs – one with six male programme officials and the other with six
shebikas. The participants in each FGD were more or less homogeneous in terms of their sex,
age, occupation, and socio-economic background. According to Wilkinson (1998), in an
FGD, the participants lead the discussion while the researcher plays the role of moderator.
Because the participants discuss the topics among one another, which can often lead to
disagreements or contradictions, this method facilitates openness and disclosure about
sensitive topics (ibid., 334–35). This enabled me to observe the co-construction of meanings
in action, that is, how ideas and beliefs get shaped by everyday social contexts (ibid., 338).
The interactions and the variety of opinions between the participants on certain issues
constituted the primary data. The dialogue exchanges between the participants also enabled
me to understand the language used by the health workers in addressing tuberculosis
during their everyday interactions (ibid., 335). This was particularly interesting because
the two FGDs took place among two groups who are involved in formal tuberculosis care
but are distinct in terms of socio-economic background, educational level, gender, and
status, which could ultimately lead to different perceptions and attitudes. The shebikas
come from a lower socio-economic stratum compared to the programme officials.
Thus, the FGDs helped to explore the opinions and perceptions of the health workers
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on tuberculosis control, stigma, intercourse, contraception, and motherhood, and their
experience with working with the disease (see Annex 8 for FGD guideline). The findings
from the FGDs complemented the findings from the IDIs.
The FGD with the programme officials was held in my office at the BRAC James P.
Grant School of Public Health of BRAC University in Bangladesh. I had contacted the BRAC
head office and requested permission for six program officials from various branches in
Dhaka to participate in the FGD. I did not approach the programme officials directly because
from my previous experience, I was aware that they would not have participated unless the
head office gave them permission. Once their names and contact details were collected, I
invited the programme officials, briefed them about the FGD, and asked if they would like
to participate. All six agreed and were present in the FGD that lasted for approximately an
hour. The shebikas, on the other hand, were approached differently. I contacted a programme
official from a Dhaka office, with whom I had already built a rapport, and asked whether
there was going to be a refresher training soon, and whether six shebikas could participate in
an FGD after the training. Once he agreed, I proceeded with the observation of the refresher
training, followed by the FGD in the same location. In both the FGDs, the participants sat in
half-circle, and I, along with Tasfia, sat opposite to them. This sitting arrangement allowed
the participants to look at one another and the moderator when discussing.

Observation
The FGD with the shebikas also served as an opportunity to observe a refresher training
session. I, along with Tasfia, visited the office where the training took place in the morning.
It was on the same floor as multiple other rooms used for other BRAC health programmes.
The room where the training took place had floor mats on which shebikas sat in a halfcircle. Tasfia and I sat in a corner after the moderator of the training introduced us. After
the training was over, the programme official selected six shebikas from the group and
took us to another room on the same floor for the FGD.
Another observation took place during DOT at a shebika’s house. I observed a shebika
dispensing medicines to patients early in the morning. The previous day, I had called
her and told her that I would like to see how patients take medicines. She agreed, and I
met her the next day. I sat inside her one-room house and observed patients who stood
near her doorway with water bottles in their hands while she dispensed the medicines
to them. Other than this, during the field visits in Narsingdi and Dhaka, we engaged in
some degree of participant observation of the settings and the interactions between family
members in the households of tuberculosis patients.

Document analysis
I used document analysis to answer a part of my fourth research sub-question: to what
extent sexual and reproductive health is addressed in the tuberculosis control policies
and service delivery. This method systematically reviews or evaluates documents (Bowen
2009, 27) and helps to gain an understanding, extract meanings, and create empirical
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knowledge (Rapley 2007, 14). The fact that policy narratives are not just ‘words on a page
… but are tied into action’ (Prior 2010, 8) is an important aspect. This is applicable for the
current research, as the contents in the documents provide information for health workers
and other stakeholders on what must be done to treat and prevent tuberculosis. This also
means that future interventions can draw from these contents (ibid., 7). For the document
analysis, I selected four documents – two from (NTP) and two from BRAC.
The NTP documents consisted of a 107-page book called National Guidelines and
Operational Manual for Tuberculosis Control’ and a 60-page book titled National Guidelines
for Tuberculosis Infection Control. The documents from BRAC were called ‘Kormoshuchi
shongghotokder jonno jokkha niyontron kormoshuchi bishoyok shohayika’ (Guideline
for Programme Organisers of Tuberculosis Control Programme) and ‘Jokkha niyontron
kormoshuchir orientation shobhar jonno guideline’ (Guideline for Orientation Seminars of
Tuberculosis Control Programme), which were 67 and 70 pages long, respectively. While the
infection control document was downloaded from the internet, the others were collected
from the BRAC head office. More elaborate details about the documents and their analysis
are provided in Chapter 6.

1.6.4 Ethical reflection on the data collection
As tuberculosis is stigmatised and affects the lives of those who have or had it, maintaining
confidentiality was the utmost ethical concern throughout the data collection. My
research assistants and I took special care to maintain confidentiality at all levels of the
research, from collecting information about the patients from the tuberculosis offices,
talking to the health workers, tuberculosis patients, and family members, to collecting
data in the writing and publishing phase. There were specific ethical concerns concerning
confidentiality that my research methods had to address.
First, I had to ensure that the tuberculosis patient had informed their family
members about their tuberculosis status. This was ensured by asking the shebikas and the
programme officials whether the family was aware or not, about the location of DOT and
whether these could be discretely visited, whether household visits were made, and who
the members in the household were. In cases where the family knew about the infection,
we conducted the interviews in the households. In the other cases, we arranged a meeting
with the patient in a safe place to conduct the interview and did not interview family
members nor conduct observations in the household. Second, the family context forms
a private sphere where each family member lives and abides by certain rules and ideals.
They may feel threatened if strangers like us intrude upon their privacy. Tuberculosis
patients who felt vulnerable due to their tuberculosis status felt threatened and insecure
if we spoke to their family members. Therefore, it was extremely important that we built
trust with our respondents and assured them of the confidentiality of their answers and
only proceeded with the interviews with family members after they permitted us to do so.
Third, we wanted to establish trust before the IDIs by showing that we had no association
with the official BRAC programme. This helped assure the respondents that they could
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openly talk about their illness and how it has affected their lives and discuss sensitive issues
regarding sexuality and stigma. Therefore, we ensured that the second team doing the IDIs
was not associated with the first doing the survey, which was seen moving around with
the shebikas when identifying patients’ houses. However, avoiding association with the
programme also meant that the second team needed to locate the respondents themselves
without the help of shebikas. Before the fieldwork began, it was thought that the first team
would collect enough information about the location of the tuberculosis cases so that the
second team would not need the help of shebikas to locate them. However, in practice, this
was practically impossible as the houses, particularly in Monohardi, were located so deep in
the villages that only a health worker who made regular household visits would be able to
find them. This was also the case with the slums in Mirpur, which is no less than a maze in
terms of the number of shacks and their arrangements. There are no maps, street names, or
house numbers to go by. Although we had the ‘addresses’ of the patients, we could not ask
people in the community for their location lest it led to suspicions and curiosity, which may
have had negative social outcomes for the family of the patients. Therefore, the second team
took the help of the shebikas in a different way to locate patients in both the areas.
In Narsingdi and Dhaka, to identify some households, I told the shebikas that we
would follow them from a distance while they made casual visits to the households we
targeted. It was decided that they would greet the household members and ask how they
are doing and leave. My research assistant and I followed the shebikas from a distance and
noted the houses where they stopped. After they left and some time had passed, we went to
these houses. In two cases, where the female patients had not revealed their tuberculosis
status to their husbands and families, the shebikas visited those households and brought
them to us secretly. Out of these two, one was interviewed at a house she deemed safe. The
other was interviewed at the shebika’s house, and this was done tactfully. The neighbours
and her husband thought that she visited the shebika’s house regularly to give private
tuitions to the shebika’s children and collect medical supplements such as vitamins, both
of which were invented reasons and not true. Therefore, her visit was not suspicious.
In one case, where a shebika was not available, I took the female assistant, Tasfia, who
knew the house from the survey, with me. However, to avoid revealing her identity, she
wore her headscarf in the style of a niqab, covering her face except for her eyes. Also, in
cases where she did not visit the respondents during the survey, she accompanied me to
take notes during the IDI. In addition, to avoid association with the programme, both
the teams had different ways of introducing themselves. The members of the first team
introduced themselves as researchers from BRAC James P. Grant School of Public Health.
I introduced myself as a researcher from abroad who is writing a book on the health and
lifestyle of people and that my assistant was helping me to do so.
Fourth, due to the sensitivity of the topic, I expected that respondents would not feel
comfortable talking about sexual matters with members of the opposite sex. Therefore,
I interviewed the female respondents while the male assistant interviewed the males.
However, in two cases, this could not happen because of the respondents’ unavailability.
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Lastly, before taking the interview, we took informed consent from the participants and
described the purpose of the study. They were invited to read the consent form and were
informed about their full freedom to participate or withdraw from the interview anytime
they wished. Those who could not read received an oral explanation but were also told that
they could bring someone else who could read. We also mentioned that they could skip
any questions they did not wish to answer. Moreover, they were also told that their privacy
would be respected and that their anonymity would be assured. Especially in the case of
the IDIs and FGDs, we asked permission about whether the interview could be recorded
on a tape recorder and notes could be taken. We proceeded with the interviews only after
they gave their consent, which was either through a signature or an inked thumbprint for
those who did not know how to write. The tape recorders and notes were kept with me in
a safe place. In this thesis, I have used pseudonyms and have not revealed information
that could potentially identify the participants such as their location and, in some cases,
their occupation. The permission to conduct the research was given by the Ethical Review
Board (now renamed as Institutional Review Board) of BRAC James P. Grant School of
Public Health of BRAC University in Bangladesh.

1.6.5 Data analysis
The various types of data collected at different phases of the study required varied
analysis procedures. As the quantitative phase facilitated the selection of respondents for
the qualitative phase, a preliminary data analysis of the survey data had to be executed
first. The sampling depended primarily on the responses to the open-ended question that
explored how the family reacted to the diagnosis. The responses were qualified as positive
or negative during the analysis – responses that indicated that the family was supportive
after diagnosis was taken as positive while family members sending the patient away
was taken as negative. Based on a frequency count, I chose cases to explore in depth in
the second phase of the data collection process, in which I considered both positive and
negative experiences. I also did a frequency count of other variables such as gender and
location to ensure that a diverse range of respondents was selected.
Following this, I combined the results of the quantitative and qualitative phases. To
present the socio-demographic variables of the patients, I did frequency counts of sex,
education level, occupation, marital status, and family income based on data from the
survey. For those who did not take part in the survey, I took this information from the
IDIs and applied the same analysis. For the qualitative texts, I adopted a qualitative content
analysis. This is defined as a method ‘for the subjective interpretation of the content of
text data through the systematic classification process of coding and identifying themes
or patterns’ (Hsieh and Shannon 2005, 1278). This mode of analysis was applied to all
qualitative texts in the survey, transcripts of IDIs and FGDs, and documents.
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Before the analysis of the data from the IDIs and FGDs, my research assistants and I
transcribed the interviews verbatim. I checked all the transcripts, word by word, by reading
them while listening to the audio files. I then read and re-read the interviews to make sense
of what the respondents had said. I also read the field notes. I uploaded all the transcripts
and field notes into the ATLAS Ti software version 7, which I used for the rest of the analysis
process. Next, I divided the texts into smaller units, while preserving the core meaning, a
process known as condensation. Then, I labelled these smaller units with codes (Erlingsson
and Brysiewicz 2017, 96). This process is known as coding; both inductive and deductive
coding was done. Inductive coding means allowing codes to appear from the text. Deductive
coding, on the other hand, is applying predetermined codes to the text (Bernard 2002, 464).
However, in most cases in the analysis, deductive coding was carried out, that is, a list of
codes was made before I started coding. During the coding process, the codes were revisited
and modified when required, and notes were made on the changes. Codes were added during
the process. For texts where the predetermined codes could not be applied, new codes were
formulated which were analysed later to check if they represented a new category or rather a
sub-category of an existing code. Then, codes that were related to each other were grouped
into categories. This meant that the categories reflected what was visible and obvious in
the data. Patterns and connections between the categories were determined and linked to
overarching themes. Overall, the coding and categorising took place in tandem. I went back
to the raw data from time to time for the primary analysis. I shared and discussed the codes,
categories, and themes with my assistants and supervisors. This enabled me to check for
overlaps between codes and categories and see the variations in the data, which I deemed
important to check the quality of the results.

1.7 My role as a researcher
As a Bangladeshi, I was an ‘insider’. Being brought up in the same culture and being able
to speak the same language, I had the opportunity to bond with my respondents and
develop mutual trust and understanding with them. Moreover, being married myself, I
could gain the trust of the female respondents who did not hesitate to share their sex lives
once they were informed about my marital status. Additionally, since I had worked with
BRAC tuberculosis control programme in my previous research at BRAC James P. Grant
School of Public Health of BRAC University, my personal network granted me easy access
to participants. It was a challenge as a researcher to maintain a neutral attitude and to be
objective. Since I interviewed people of a lower socio-economic status, I needed to try to
negate any feelings of distrust I may have as a person from a higher socioeconomic status.
This was important to avoid or reduce potential bias in the data collection. I built a good
rapport with all my respondents who opened up to me. Only one person refused to talk
to me – a mother-in-law of a female patient who I interviewed before I approached her.
Overall, I had a very good experience conducting the research.
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1.8 Overview of the thesis
Having introduced the general topic and methodological approach of my research in this
chapter, I present the central concepts and theoretical discussions on stigma, gender,
sexual and reproductive health, and decision-making power in Chapter 2. From the
theoretical discussions, I sketch an analytical framework that will help me to answer each
sub-question that are linked to answering the main research question. In Chapter 3, I
answer the first sub-question – who uses which term for tuberculosis and how? I argue
that the use of different terms for tuberculosis is a mechanism to avoid stigmatisation. I
use a theoretical model by Link and Phelan (2001) to look at the elements of the process of
stigmatisation. This is followed by a presentation of the findings of the different meanings
that are attached to TB and jokkha and who they are used by, to reveal the complex way
symptoms of the disease are classified to avoid stigmatisation. In Chapter 4, I argue that
the way tuberculosis impedes the sexual and reproductive health and rights of women
depends on the way tuberculosis is stigmatised in the family and the community, the
gender relations within the family, motherhood status, women’s economic contribution to
the household, and the disclosure of diagnosis. Therefore, I present distinctive narratives
of women, husbands, and mothers-in-law to show the complexity of the lives of women
with tuberculosis within the strict gendered norms and practices regarding sexuality
and reproduction in Bangladesh. In a similar vein, Chapter 5 presents how tuberculosis
affects men’s ability to have intercourse. This chapter addresses the relation between
dominant sexual norms for men and the meaning of physical weakness and wife’s refusal
of intercourse for their sexual practices. In Chapter 6, I answer the fourth and final subquestion in which I report on how information on sexual and reproductive health is
reproduced in the medical discourse on tuberculosis. Here, guidelines and instructions
from health workers on intercourse and living arrangements and the practices of the
patients were studied to show the discrepancy between the contents of policy documents
and the messages delivered by health workers, the diversity in the messages and the way
these are reproduced and challenged in the practices that patients undertake. Finally, in
Chapter 7, I present the three main findings of the overall research that answer the research
question and conclude on the dynamics of tuberculosis that influence the sexual health
and rights of women and men with tuberculosis. I also recommend future studies and how
tuberculosis control policies need to be adjusted to address the needs of people living with
tuberculosis to have a high-quality physical, mental, marital, sexual, and reproductive life.
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2.1 Introduction
As discussed in the previous chapter, the dissertation investigates how tuberculosis affects
the sexual and reproductive health and rights of women and men living with the disease.
The specific areas of concern are stigmatisation, the different sexual experiences of former
and current female and male tuberculosis patients, and the impact of health guidelines
and health workers. In this chapter, I will explain the theoretical framework used to
approach stigma, gender, sexual and reproductive health and rights, and decision-making
power and show how they will be applied when answering the research questions.
Firstly, I look at the various possible elements of the stigmatisation process. I expand
on the conceptualisation of stigma by Goffman (1963) and Link and Phelan (2001) and
discuss it from the perspective of an infectious disease. I focus on beliefs, norms, and
strategies adopted by individuals in response to labelling. Secondly, I discuss the broader
concept of gender and emphasise how gender may be constructed and how this influences
the social outcomes of tuberculosis. To understand how gender may act as a frame, I use
Ridgeway’s (1997) theoretical definition, which incorporates a multilevel approach to
gender. I also introduce the concept of intersectionality and show the need to address
contextual and personal differences when exploring the wide range of experiences
of tuberculosis patients. Thirdly, I undertake an elaborate discussion on sexual and
reproductive health and rights, highlighting the key debates and how decision-making
power is central to it. Lastly, I describe how Lukes (2005) and Foucault (1980) conceptualise
power and develop an argument on the hidden nature of power and its disciplining aspect.
Here, I expand on the concept of governmentality. Since the study looks at the decisionmaking power of individuals with tuberculosis in a context of unequal power distribution,
the conceptualisation of empowerment by Naila Kabeer (1999) is discussed. Finally, I
sketch an analytical framework that intertwines the various concepts to help answer the
main research question.

2.2 Stigmatisation
The concept of stigma has been widely studied by various disciplines such as social
psychology, anthropology, and sociology and is interpreted differently by these disciplines.
The current study – which goes beyond the medical and incorporates socio-cultural
aspects in its study of tuberculosis – examines stigma more from a sociological and
anthropological standpoint. One very noteworthy work on stigma is by the sociologist
Erving Goffman. In his ground-breaking work, Stigma: Notes on the Management of
Spoiled Identity (1963), he describes stigma as an ‘attribute’ of a ‘less desirable kind’ in
a person, for which she or he becomes ‘reduced in our minds’ to a ‘tainted, discounted
one’ (Goffman 1963, 12). According to him, stigma is of three types: ‘abominations of the

2

54

|

Chapter 2

body’ (physical deformities), ‘blemishes of individual character’ (weak will, dishonesty,
etc.), and ‘tribal identities’ (race, sex, religion, and national origin) (ibid., 14). This
conceptualisation of stigma by Goffman is interesting for the current research. If one
looks at how tuberculosis has been perceived over centuries till date, one can understand
how this disease is seen in many cultures as some kind of ‘abomination’ (weight loss and
paleness) of the body and as a ‘blemish’ on moral character (poor lifestyle), among other
perceptions (see Chapter One; Frith 2014, 32; Sontag 1977, 15; Porto 2007, 3).
The objective of the current study is to look at the social consequences of a tuberculosis
diagnosis on sexual and reproductive health. Past studies have already established that the
effects of tuberculosis go beyond the clinical model and affect relationships between people.
In the context of the current study, it is important that stigma is defined as a process and
not just as an attribute. For this, Goffman’s conceptualisation does not provide enough
information about how stigmatisation takes place. What he does, however, point out is
that stigma is a ‘special kind of relationship between attribute and stereotype’ (Goffman
1963, 14) and that ‘a language of relationships, not attributes, is really needed’ (ibid., 13).
Link and Phelan (2001) are two scholars who revisited the ‘special kind of relationship’
put forward by Goffman (Goffman 1963, 14) and conceptualised stigmatisation as not merely
a relationship, but rather, as a power-driven process that consists of four interconnected
stages. First, differences between individuals are distinguished and labelled. Second, the
labelled person is linked to negative stereotypes by cultural beliefs. Third, the person who
is labelled is placed in a separate category, i.e., there is a clear distinction between ‘us’ and
‘them’, where the latter consists of individuals who have undesirable characteristics. Lastly,
status loss and discrimination are experienced by labelled persons, which eventually lead
to unfavourable outcomes. They also found that stigmatisation is dependent on social,
economic, and political power which allow the above elements to occur (Link & Phelan
2001, 366–367). This conceptualisation provides important elements that I use in my
research on tuberculosis, the meanings attached to it, and its social outcomes.
One of the most important elements Link and Phelan proposed is the use of ‘labels’
instead of ‘attributes’, as Goffman did, or ‘mark’, as social psychologists Jones and
his colleagues did in their work (Jones et al. 1984, 32). According to Link and Phelan
(2001), terms like attributes or mark refer to something present in a person, whereas
‘human differences are socially selected’ (Link and Phelan 2001, 368). This means that
characteristics that determine whether a person is to be stigmatised or not is selected
socially and is not biologically predetermined. The term ‘label’ is, therefore, more apt as it
is ‘affixed’ (ibid., 368). In the context of this study, it is not the actual tuberculosis disease
itself but the labelling of the disease – with specific words carrying different connotations
to denote a person as having, having had, or being suspected of having tuberculosis – is
important. The label may be even used in the absence of the disease. For instance, in the
Netherlands, unlike in many other European or Asian countries, the names of serious
diseases like tuberculosis or cancer are used as swear words or to insult people (S. Rahman
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2017, 21). Link and his colleagues (1987, 1474) indicate that a label acts as a trigger to
activate a set of beliefs that determines whether a person is to be accepted or rejected.
This is in line with what Goffman (1963) mentioned. He said that ‘not all undesirable
attributes are an issue, but only those which are incongruous with our stereotype of what
a given type of individual should be’ (1963, 13). He added that stigmatised individuals are
considered ‘deviants’, a term that criminalises those who do not meet what is expected of
them (ibid., 154). This is fitting with the notions surrounding tuberculosis. The shifting of
focus to hygiene and living conditions indicates that people affected with tuberculosis are
considered responsible for contracting the disease and are therefore expected to improve
their living conditions. This tells us that social norms determine how an individual should
live. In fact, it is its disruptiveness rather than its origin that has led to more stigma
being associated with tuberculosis in Bangladesh (Somma et al. 2008, 861). In this study,
married women who were not able to meet their household responsibilities reported more
stigmatisation.
Through socialisation, individuals learn about the beliefs associated with labels and
internalise them (Link et al. 1989, 419). This means that when people interact, they learn
about the beliefs surrounding a social label, internalise them, and reproduce these beliefs
through their actions. Using the case of the label ‘mental illness’, Link et al. (1989, 411) assert
that the identities of labelled individuals and the behaviours of others towards them are
shaped by cultural perceptions. This is also where the third stage in the conceptualisation
by Link and Phelan (2001, 370) comes in – the separation of ‘us’ from ‘them’. They use
these terms to explain that labels insinuate separation between the stigmatised and the
stigmatiser. In other words, labelled individuals are believed to be different than those
who are not, and in particular, from those who bestow labels on others (ibid., 370). A
tuberculosis diagnosis does not necessarily lead to stigmatisation. But, when it does, it
can lead to social isolation that can be both imposed by public and self. Therefore, in my
research, it is important to look at what labels are used, by whom, against whom, under
what circumstances, the meanings given to them, and how the labels influence the social
outcome of a tuberculosis patient.
Link and Phelan (2001, 371) further point out in their conceptualisation that labelled
individuals undergo discrimination and status loss. According to Deacon (2006, 421),
‘anyone can stigmatise no matter their social position’ and ‘stigmatisation can therefore
continue to happen because there is a psychological pay-off for the stigmatiser whether
or not it can be enacted as discrimination’. He suggests that even in the absence of any
discriminating behaviour, stigmatisation can still take place causing ‘social withdrawal
and consequent disadvantage’ (ibid., 422).
Irrespective of whether discrimination takes place or not, for someone who is
labelled (as mentally ill, for example), the beliefs attached to this label become personally
applicable and may influence the person to expect devaluation and discrimination (Link et
al. 1989, 403). This is relevant for the current research as previous studies have reported that
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individuals with tuberculosis isolate themselves due to a fear of social rejection (Cremers et
al. 2015, 9; Somma et al. 2008, 864). Scholars have established that it is felt stigma (internal
shame and fear of being stigmatised) that is more likely to cause psychological distress
than enacted stigma (the actual act of discrimination) (Lekas, Siegel, and Schrimshaw
2006, 1177; Juniarti and Evans 2010, 1964). In the context of tuberculosis, a person may
successfully conceal their tuberculosis status, but doing so may eventually disrupt their
life as they may impose self-isolation of themselves. In this case, actual discrimination
(enacted stigma) need not take place for people with tuberculosis to suffer.
Besides discrimination, Link and Phelan (2001, 371) also state the immediate
consequence of labelling is that a labelled person is placed lower in a status hierarchy.
Stigmatised individuals approach interactions with non-stigmatised individuals with the
expectation that they will be rejected and treated as having a lower status. Similarly, nonstigmatised individuals may approach the interaction with the belief that they have a higher
status and that their decision to stay away from the stigmatised individuals is justified
(Phelan et al. 2014, 17). For my research on the effects of stigmatisation on diagnosis
outcomes, I was less concerned about whether there is an actual ‘loss’ in status. Rather,
what was crucial is knowing whether stigmatised individuals have lower social acceptance
and that there is a shared belief among both stigmatisers and those being stigmatised
regarding this (Link et al. 1989, 403). Nevertheless, status loss is important because lower
social status can form the basis of inequality in the context of social interactions and can
itself often act as a source of discrimination (Link and Phelan 2001, 371–73).
What is interesting in terms of outcomes such as status loss and discrimination
is that even when there is no interaction between stigmatised and non-stigmatised
individuals or no obvious discriminatory behaviour, simply believing that one has a lower
status and will be devalued and discriminated against is sufficient to influence negative
outcomes (Link et al. 1989, 403; Deacon 2006, 422–23). This is an important aspect of
health-related stigma as marginalised groups become more prone to negative health
problems. Deacon (2006, 423) calls this ‘layered stigma’ – the relationship between stigma
and social disadvantages and negative representations, leading to double and often triple
oppression. For example, a woman with tuberculosis who is infertile may be subjected to
double oppression in Bangladesh. According to Parker and Aggleton (2003, 16), stigma
‘produces and reproduces relations of power and control’. They emphasise how stigma
is linked to ‘social inequality’ (ibid., 16). Such findings demand that scholars studying
stigma focus broadly on why some individuals or groups come to be socially excluded and
what forces ‘create[s] and reinforce[s] exclusion in different settings’ (Parker and Aggleton
2003, 16). However, because status can be created by different identity categories such as
class, age, and gender, this means that individuals’ experiences of discrimination might
vary among different groups. This also brings us to the fact that stigma is a ‘persistent
predicament’, which means ‘individual differences in personal, social and economic
resources also shape the life circumstances of persons in stigmatised groups, thereby
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producing substantial variation within stigmatised groups in any outcomes’ (Link and
Phelan 2001, 380). Therefore, an intersectional approach is important to look at different
experiences of stigmatisation.
Another crucial aspect of a label is that it is not limited to only individuals with
stigmatising conditions but can also be used against others who may be associated with
stigmatised individuals. Goffman (1963, 30) named this type of stigma ‘courtesy stigma’
and identified two types of people who are at risk of this stigma: one, who is ‘working in an
environment which caters either to the wants of those with a particular stigma’ and two,
‘who is related through the social structure to a stigmatized individual – a relationship
that leads the wider society to treat both individuals in some respect as one’. For example,
a healthcare provider fits the former description and a family member, the latter. As my
study includes family members, neighbours, and healthcare providers who are associated
with tuberculosis patients and from whom a patient may require help and support,
courtesy stigma receives ample attention in my study.
For the above components of Link and Phelan’s conceptualisation of stigmatisation
to take place, power is crucial. In their words, ‘it takes power to stigmatize’ (2001, 375).
The terms ‘discrimination’, ‘labelling’, and ‘separating’ highlight the power imbalance
between stigmatised and non-stigmatised individuals. In fact, their emphasis on power
is what makes their approach so important to my study, as people with tuberculosis have
reported being isolated and rejected by members in their families and communities.
Therefore, a study on stigma cannot be complete without looking at how power works in
the context of stigmatisation and the various meanings, perceptions, and interpretations
related to it. This means that actors who take part in the stigmatisation process can offer
important insights into stigmatisation itself.
On the other hand, all individuals have moral ideals and values embedded in
their local worlds, and the maintenance of their moral status is ‘dependent on meeting
social obligations and norms’ (Kleinman and Hall-Clifford 2009, 148). According to
anthropologists, stigma is a moral issue as conditions or that which are stigmatised
threaten ‘what matters most to ordinary people in a local world such as wealth,
relationships and life chances’ (for example, Kleinman and Hall-Clifford 2009, 418). This
is relevant to the current study because previous studies have shown that women fear
having a spoiled marital life or being sent away to their natal homes and that men fear
losing their jobs (Somma et al. 2008, 863–64; Paul et al. 2019, 31–33). In a way, paying
attention to moral experience would allow for an understanding of the behaviours of both
the stigmatised and non-stigmatised as both react to the perceived threat (Yang et al.
2007, 1528). Especially when a person is ill, stigmatisation associated with the disease can
intensify suffering (ibid., 1528). Also, members of peer groups such as family members
and healthcare providers are obligated to address the illness and any stigma attached to it.
So far, I have discussed the various aspects of stigmatisation relevant to the current
study. I highlighted that it is a social process resulting in outcomes that are enacted by
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those who stigmatise or which are felt by stigmatised individuals themselves. This is
aided by shared cultural and social beliefs present in the context where stigmatisation
is taking place. In addition, being an infectious disease, tuberculosis calls for certain
precautionary practices to prevent its transmission. This means that a clear operational
definition of stigmatisation is needed, which differentiates between preventive practices
that are required from a clinical perspective and stigmatising behaviour. Such a definition
can shed light on when to call a certain behaviour stigmatising. Also, the definition of
stigmatisation should encapsulate the social, structural, and cultural features of a context
that determine how individuals are treated when they have a stigmatising health problem.
Therefore, the current study adopts the following formulation of stigma proposed by Weiss,
Ramakrishna, and Somma (2006, 280). Only, I propose to use the word ‘stigmatisation’
instead of ‘stigma’ to indicate that it as an act or a process rather than a mark or an attribute.
Weiss, Ramakrishna, and Somma (2006, 280) state that ‘Stigma[-tisation] is typically
a social process, experienced or anticipated, characterised by exclusion, rejection, blame
or devaluation that results from experience, perception or reasonable anticipation of an
adverse social judgement about a person or a group.’ This definition incorporates both
public and self-stigmatisation and indicates that this process is dependent on socio-cultural
beliefs that are used to judge whether one is to be stigmatised. Also, this definition uses
the term ‘judgement’, which implies the presence of power. The last part of this definition
reads: ‘This judgement is based on an enduring feature of identity conferred by a health
problem or health-related condition, and the judgement is in some essential way medically
unwarranted.’ (ibid., 280).
This last element, however, is very problematic. One, as Hatherall (2014, 13) puts
it, ‘medically unwarranted’ hints at a lack of medical knowledge. This conveys that
stigmatisation is caused by a lack of medical or scientific understanding and suggests that
providing education can reduce stigma. However, stigmatisation is relatively independent
of health behaviour. A study conducted in India found stigmatising and discriminatory
behaviour to be independent of knowledge regarding tuberculosis (Sagili, Satyanarayana,
and Chadha 2016, 6). Two, this notion of what is medically (un)warranted is particularly
problematic because it suggests that health professionals can make decisions about whose
fear (and therefore stigmatisation) is warranted and whose is not. Moreover, an act can
be interpreted differently. For example, a person with tuberculosis may be avoided due
to the risk of transmission, but at the same time, they may or may not experience this
as insulting or being rejected. All these aspects suggest that it is particularly important
to look at personal experiences and social contexts where stigmatisation may occur and
exercise caution in interpreting certain behaviours as stigmatising.
In this research, I have not only looked at instances where judgements were not
warranted by standard medical norms but have also closely listened to my interlocutors
to find out how they felt judged because of their disease, what this did for their living
arrangements, sexual lives and rights, and how this experience of feeling judged was
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related to the expectations of women and men in Bangladesh. Gender is a very important
aspect of my research. To understand how stigmatisation works differently for women
and men, it is important to look at how gender influences the effect of labels and their
meanings for sexual and reproductive health.

2.3 Gender
Gender is enmeshed so intricately in our everyday life that we take it for granted. The extent
to which it is attached to everything that happens around us makes it difficult to pull it
apart and study it alone. Anthropologists like Margaret Mead made a huge contribution to
the conceptual understanding of gender. In her famous 1935 book, Sex and Temperament
in Three Primitive Societies, she talks about how women and men behave or act in ways
not biologically determined by their sex [where sex is defined as ‘genetically determined
reproductive anatomy fixed at birth’ (Brownell and Besnier 2013, 240)], but by what is
culturally variable (Mead 1935). Mead (1935) provides a classic example of three different
cultures in New Guinea in which men and women did not necessarily portray masculine
and feminine traits in similar ways. She found that in the Arapesh culture, both women
and men had temperaments of a woman, in that they were nurturing; in the culture of the
Mundugumor, both women and men were aggressive, suggesting the temperaments of a
man; and in the third culture, that is, among the Tchambulis, women were aggressive and
men were meek. Why and how the notion that men are aggressive and women are soft or
nurturing came to be conceived is beyond the scope of this chapter. For a study on the
social outcomes of tuberculosis diagnosis, it is not important to dig into the distinction
between sex and gender, but rather, to separate learned behaviour from the biological and
focus on what gender is, how it may be constructed, and how social experiences may be
embedded in its construction. Having said this, however, separating the learned from the
biological is quite a challenge, and I shall explore this in the following sections.
The wide availability of various definitions of gender in the literature points to the
fact that defining it is, in fact, a complex matter. For example, while Brownell and Besnier
(2013, 240) refer to gender as the ‘symbols, behaviours, roles, and statuses associated with
anatomical sex but that are learned and culturally variable’, West and Zimmerman (1987,
129) define gender as ‘not a set of traits, nor a variable, nor a role but the product of social
doings of some sort’ where the ‘doing’ aspect is situational, that is, it is ‘carried out in the
virtual or real presence of others who are presumed to be oriented to its production’. They
argue that people perform activities to express their gender during interactions and that
they interpret the behaviour of others similarly. Both of these definitions do not provide
adequate clarity. On one hand, gender has to do with culturally variable norms and values
that are linked to reproductive anatomy. If sex is something that is fixed at birth, then it
is not clear how norms and values attached to it can vary from culture to culture. West
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and Zimmerman (1987), on the other hand, claim that people express gender through
their activities, but do not mention the basis for associating a particular activity with a
particular gender.
The above-mentioned ‘doing’ aspect of gender is present in Judith Butler’s (1988)
conceptualisation as well but in a slightly different way. According to her, gender is
‘performative’, that is, feminine and masculine identities are produced through ‘a stylized
repetition of acts’ through which one’s ‘bodily gestures, movements, and enactments of
various kinds constitute the illusion of an abiding gendered self ’ (Butler 1988, 519). This
means that the gendered self does not exist before the performance, and it is only through
doing something that one portrays themselves as a woman or a man. The very mention of
‘acts’ suggests ‘social temporality’, that is, the acts are not continuous and fixed, but are
subject to transformation (ibid., 520).
Raewyn Connell (1995), who also focuses on the ‘doing’ aspect of gender, defines
gender as a ‘social practice that constantly refers to bodies and what bodies do, it is not
social practice reduced to the body’ in her book Masculinities (ibid., 71). She emphasises
the need to focus on the processes and relationships that influence how femininity and
masculinity are expressed (ibid., 71). She adds that ‘masculinity is a place in gender
relations, the practices through which men and women engage that place in gender, and
the effects of these practices in bodily experience, personality and culture’ (ibid., 71) and
that there are multiple masculinities such as hegemonic masculinities, subordinated
masculinities, marginalised masculinities, and so on. In her book Gender and Power (1995),
she mentions that ‘hegemonic masculinity’ represents ideal masculinity and is placed
at the top of the gender hierarchy. It is heterosexual and closely connected to marriage
and promotes dominance over women and homosexual men (referred to as subordinated
masculinity). She also adds that since masculinity is the way men ‘position themselves
through discursive practices’, men can ‘adopt hegemonic masculinity’ when needed or
desirable but can also ‘distance themselves’ from it at other times (Connell 1987, 185–86).
In relation to hegemonic masculinity, she further emphasised that most men do not fully
live up to it but benefit from the subordination of women and other forms of masculinity.
She also mentioned that there is no hegemonic femininity but ‘emphasized femininity’
(ibid., 186), the core aspect of which is compliance with hegemonic masculinity. Practices
that prevent other forms of femininities (the author gives examples of lesbians and
spinsters) from gaining cultural prominence are central to the maintenance of emphasized
femininity (ibid., 187).
However, in a paper in 2005, along with her co-author Messerschmidt, she rejected
the notion of ‘the “global dominance” of men over women’ mentioned earlier in Gender
and Power and acknowledged the importance of women’s practices in the construction
of gender (Connell and Messerschmidt 2005, 846). They also talked about how gender
relations are changing – producing new identities among young women and men –
suggesting that hegemonic masculinity is not fixed but is subject to change over time
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and across societies (ibid., 846). Still, even though most men and boys do not live up
to the masculine ideal, hegemony is sustained through the production of ‘exemplars
of masculinity (e.g., professional sports stars)’ (ibid., 846). This means that hegemonic
masculinity at the regional level (portrayed through, for example, film actors, professional
athletes, politicians, etc.) is challenged or actualised through local practices but continues
to provide a cultural framework to be materialised in our day-to-day practices and
interactions (ibid., 849–850). A body is both an object and an agent of social practices
(ibid., 851), and we individuals are enacting these beliefs and reproducing them as well.
To understand how stigmatisation can be gendered in a particular culture and how the
effects of tuberculosis on sexual and reproductive health can be different for women and
men, it is important to know what beliefs are associated with gender in that culture in the
first place.
To understand the relationship between gender and stigmatisation, cultural and
social aspects should be incorporated into the definition of gender. Moreover, agency
stands out in the above conceptualisations as important to understand how individuals
act in relation to tuberculosis and sexuality. One important definition that incorporates
the cultural, social, and agentive aspects of gender was propounded by Ridgeway (1997,
219) who defines gender as a ‘multilevel system of differences and disadvantages that
includes socioeconomic arrangements and widely held cultural beliefs at the macro level,
ways of behaving in relation to others at the interactional level and acquired traits and
identities at the individual level’. This definition is important for my research for two
reasons. One, it reflects the multilevel system discussed for stigmatisation earlier in this
chapter. Stigmatisation too, like gender, consists of a symbolic level that includes cultural
beliefs related to a particular trait or characteristic, a practice level that consists of various
stigmatising practices, and a subjective level that consists of individuals experiencing or
taking part in the stigmatisation process. Two, this definition portrays gender as a system
that has ‘differences and disadvantages’ at all these levels (ibid., 219), which is important
for recognising the gender inequality that takes place because of stigmatisation – for
example, women being more at risk of negative social outcomes than men.
The first level in Ridgeway’s definition of gender is the symbolic level. This deals
with cultural beliefs related to gender that are institutionalised in norms and structures
in various representational mediums such as media, laws, government and organisational
practices, and which are produced by dominant and powerful groups in society (Ridgeway
and Correll 2004, 513). These beliefs related to gender are culturally variable and dictate
how women and men ought to behave. However, it is important to note that alternative
beliefs regarding gender also co-exist that do not assume gender to be a binary category.
A third sex or third gender exists in some societies with different names and meanings –
for example, hijras in India and Bangladesh, travestis in Brazil, and kathoey in Thailand.
In India and Bangladesh, hijras are considered neither men nor women. Often, hijras are
born with ambiguous gender identities, have their genitals emasculated, or have their sex
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reassigned through surgery. In these countries, male and female genitals and reproductive
capacities are important to define men and women. In Brazil, it is active sexuality that is
the main criterion. Men who take on passive roles or act as receptors in sexual relationships
are considered women. In Thailand, kathoeys are men who are viewed as women primarily
and sometimes as in between men and women (Nanda 1999, 140–49).
Cultural beliefs related to gender are thought to be hegemonic because they are
institutionalised in practices (Ridgeway and Correll 2004, 513). The term hegemony itself
is a concept that was first used by Antonio Gramsci, an Italian communist, who used
it to address the relationship between culture, power, and capitalism. He characterised
hegemony as ‘the spontaneous consent given by the great masses of the population to the
general direction imposed on social life by the dominant fundamental group’ [quote cited
by Lears (1985) from one of the translated works of Antonio Gramsci7 (Gramsci 1999,
145)]. An important essence of this concept is legitimation, where ‘the ideas, values and
experiences of dominant groups are validated in public discourse’ (Lears 1985, 574). This
means that ideas and values propagated by dominant groups in society are considered to
be legitimate by the general population, further establishing those ideas and beliefs. Here,
two aspects are important concerning gender. One, there is mass consent regarding what
constitutes appropriate norms and practices for women and men. Two, power is embedded
within the concept, which sustains dominant norms and practices. These two points are
further clarified in the next sections.
Beliefs about femininity and masculinity are not only embodied but are also
reproduced through practices in a social context. This is where the cultural, interactional,
and subjective levels in the conceptualization by Ridgeway (1997) come together. The
interactional level constitutes the patterns of behaviour or interaction between individuals
in relation to one another, and organizational practices. It is interaction that plays an
important role in sustaining and modifying gender system as events at the interactional
level confirm or undermine gender beliefs (Ridgeway and Smith-Lovin 1999, 192).
Therefore, it is through our interaction with one another and our everyday practices that
various kinds of femininity and masculinity get reproduced and sustained (Connell 1987,
120) and that make us feel and identify as women or men. For interaction and to define one
another, we use gender as one of the primary categories. During interaction, dichotomous
sex categorization takes place. This is a socio-cognitive process by which we label ourselves
and others feminine or masculine based on physical appearances and behaviour that are
presumed to represent physical differences (Ridgeway and Correll 2004, 515; West and
Zimmerman 1987, 133). Therefore, according to Ridgeway (2009, 148), sex categorization is
an initial step of defining one another in order to proceed with interaction, which activates
a set of beliefs we have towards a particular gender, and we act according to these beliefs.
Therefore, gender acts as a frame to coordinate social relations and behaviour between
7

Gramsci, Selections from the prison notebooks, ed. and trans. Quentin Hoare and Geoffrey Nowell
Smith (New York, 1971), 12.
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individuals. Ridgeway (2009, 148) argues that this framework promotes gender inequality
by infusing bias into expectations and behaviours. For example, gender inequality arises if
men are thought to be more competent and worthy of status compared to women.
Although gender is a primary frame that we use to define one another, it is not the
only frame. Gender is always intertwined with other identities and cannot be observed
alone (Ridgeway and Smith-Lovin 1999, 193). This is where intersectionality comes into
play. It points out that in reality, we are not made up of single identity categories that can
readily describe our response to our environment or how others respond to us (Shields
2008, 304). Intersectionality seeks to make our multiple positions in society visible with
respect to everyday life, particularly the power each position entails, as it plays a central
role in it (Phoenix and Pattynama 2006, 187). We are positioned where different axes
of power intersect. As Shields (2008, 302) puts it, ‘an intersectional position may be
disadvantaged relative to one group, but advantaged relative to another’, which means
that intersections can create both opportunities and oppression. She uses the example of
a white lesbian who might be oppressed because of her homosexuality but may also enjoy
racial privilege when compared to other lesbians.
In the context of this study, a woman might be oppressed because of her tuberculosis
status but may not be abandoned because she is a mother. Therefore, the effects of gender
on the social outcomes of tuberculosis must be studied in relation to other categories. I
posited in the previous chapter that in most cases, the position of a married woman in her
extended family is subordinate when she is a new bride. Her status improves with the birth
of a child, particularly a son. Also, I mentioned that a woman is dependent on her husband
for financial support if she has no income of her own and, therefore, may be more vulnerable
to negative social experiences. Therefore, in the current research, besides gender, I look at
living arrangement, motherhood status, age, and economic contribution to understand
differences in experiences that might occur due to differences in these social categories.
The innate need to coordinate and control relations and behaviour among individuals
emanates from the need to define self and others so that they can govern themselves and
others, and a gender frame helps to achieve that. Our tendency to govern others and
ourselves using a gender frame is aided by ideas and expectations which make up the
mentalities we have towards a particular meaning of gender. This brings me to the third
level of the gender definition proposed by Ridgeway (1997, 219) – the subjective level that
deals with traits and identities of individuals. Although she points out that these traits
and identities are ‘acquired’, she does not mention how they are acquired. It is also not
clear what kind of traits and identities the author is talking about. As we are all made up
of multiple social identities, the term ‘acquired’ is rather confusing. Despite the lack of
clarity in Ridgeway’s conceptualisation, this level is important for my research as it deals
with individuals being part of the gender process. Humans constantly reproduce beliefs
and norms related to gender through our behaviour and practice. At the end of the day, it
is we who are actually ‘doing’ gender.
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Lastly, the context in which interactions that reproduce beliefs related to gender are taking
place is important. A context where cultural beliefs come into play is a social-relational
context, which is ‘any situation in which individuals define themselves in relation to others
in order to act’ (Ridgeway and Correll 2004, 511). This means that how an individual defines
themselves in relation to others depends on their context and the specific roles that are
expected of them and others. Gender is a ‘situated doing’, as West and Zimmerman (1987,
126) put it. It must take place in the presence of others. The situation or context must also
be relational so that some kind of relation can be drawn between those interacting. These
social and relational aspects are important for my research because I explore community
and family contexts where the different expectations and responsibilities of women and
men are hierarchically structured. Thus, gender arrangements reflect the relationships
between individuals and the operation of power between them (Connell 2002, 53–59).
Important socio-cultural systems, for example, kinship, marriage, and family all
have gender embedded in their beliefs, roles, and practices (Cucchiari 1981, 36). It has been
proposed that the tendency to define gender as a dual identity reflects the desire to maintain
heterosexuality, heterosexual models of reproduction, and social relationships (Butler 1990,
22; Collier and Rosaldo 1981, 276). Embedded in gender regimes are notions of ideal sexual
behaviours (Connell 1987, 120). Therefore, it is important to look at the beliefs and norms,
practices and relationship patterns in all these gender-related institutions to understand
how gender is reproduced and how experiences related to sexual and reproductive health
after a tuberculosis diagnosis may be embedded in this reproduction.

2.4 Sexual and reproductive health and rights
The International Conference on Population and Development (ICPD) that took place in
Cairo in 1994 marked a remarkable paradigm shift in the field of sexual and reproductive
health and rights. At this conference, gender inequality, and particularly women’s
interests and needs, triggered an international debate. To combat overpopulation, it
was deemed necessary to lower the fertility rates of women through the use of family
planning methods (Gupta 1996, 124–25). This approach was intensely criticised by
feminists around the world, who thought that the proposed solution visualised women as
barriers to development. They further claimed that women’s health and bodily autonomy
should be the main concern and not population control (van Eerdewijk 2001, 423). This
resulted in the incorporation of the concept of reproductive health and rights into the
final document, though its main focus was procreation and fertility. This rights-oriented
approach connected health and rights and considered women as active subjects who are
capable of making their own decisions.
The ICPD debate, according to Petchesky (1995, 152), is political as it reflects the
concerted endeavours of feminists around the world to overshadow the ‘Vatican and
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fundamentalist efforts to universalize a traditional patriarchal view of family, reproduction
and sexuality’. The fact that the reproductive rights-oriented approach has later brought
sexual rights and sexuality into the picture calls for scrutinising each of these concepts,
their connection with one another, and their need to be addressed in a context that has
certain gender regimes and hierarchical power relations and limited access to decisionmaking for some, such as women. In the ICPD text, the definition of reproductive health
is long and focuses mainly on the ability and rights of women and men to make choices
concerning family planning and procreation. The text also incorporates that reproductive
rights ‘rest on the recognition of the basic right of all couples and individuals to decide
freely and responsibly the number, spacing and timing of their children and to have the
information and means to do so’. The definition of rights further includes the ‘right to
make decisions concerning reproduction free of discrimination, coercion and violence’
(Article 7.2 of United Nations 1995, 31).
As reproduction is closely connected to sexuality, it is important to consider sexuality
when one talks about procreation and fertility (Dixon-Mueller 1993; van Eerdewijk
2001, 424). According to the definition by the World Health Organization in its official
website, sexuality is a comprehensive concept that ‘encompasses sex, gender identities and
roles, sexual orientation, eroticism, pleasure, intimacy and reproduction’ among other
components (World Health Organization 2020). The definition further adds that sexuality
is ‘experienced and expressed’ in certain dimensions such as ‘thoughts, fantasies, desires,
beliefs, attitudes, values, behaviours, practices, roles and relationships’. All of these
dimensions, however, are not always experienced or expressed. Lastly, the definition also
states that the sexuality of a person can be influenced by ‘biological, psychological, social,
economic, political, cultural, legal, historical, religious and spiritual factors’.
The ICPD definition of reproductive health addresses the reproductive aspect of
sexuality as the ability ‘to have a satisfying and safe sex life…. the capability to reproduce
and the freedom to decide if, when and how often to do so’ (United Nations 1995, 31).
However, as discussed earlier, stigmatisation due to tuberculosis may lead to isolation or
rejection and result in the failure of marriages and the deprivation of a positive sexual
life. Therefore, it is important to move beyond reproduction and focus on the physical,
emotional, mental, and social aspects of sexuality and non-reproductive sexual practices.
It is sexual health that comprises all aspects of sexuality and not only reproduction
(van Eerdewijk 2001, 424). Since the mid-1990s, the term ‘sexual health’ was just nominally
part of the wider concept of sexual and reproductive health (Starrs and Anderson 2016,
7). This term was incorporated into the definition of reproductive health as ‘sexual health,
the purpose of which is the enhancement of life and personal relations, and not merely
counselling and care related to reproduction and sexually transmitted diseases’ (United
Nations Population Fund 2014, 59). Along with this, the mention of ‘a safe and satisfying
sex life’ and ‘well-being’ in the definition could be taken as a starting point for discussions
about sexual health. However, while reproductive health and rights continued to gain
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attention on the global platform, sexual health was narrowed down to the absence of
sexually transmitted infections, and rights to sexual health were hardly addressed. This,
according to Starrs and Anderson (2016, 10) was due to ‘conservative power in a diverse
set of social and political institutions’, as endorsement of other aspects of sexual health
would be interpreted as an acceptance of sexual practices outside ‘traditional heterosexual
marriage for purposes other than reproduction’. It was later that the concepts of sexual
health and sexual rights became a concern due to the intersection of several movements
such as the feminist, LGBT, and HIV/AIDS movements, and the increasing violence
against women and girls (Glasier et al. 2006, 1596; Parker 1997, 32; Correa 1997, 109).
However, these movements resulted in no clear formulation of sexual health and rights.
The WHO, during a consultation on sexual health in 2002, provided working
definitions of both sexual health and rights. These definitions, however, come with
a disclaimer suggesting that these are not official definitions and are only offered as a
contribution to the ongoing discussion on sexual health. According to their (World Health
Organization 2020) website, sexual health is defined as
[A] state of physical, emotional, mental and social well-being in relation to
sexuality; it is not merely the absence of disease, dysfunction or infirmity.
Sexual health requires a positive and respectful approach to sexuality and
sexual relationships, as well as the possibility of having pleasurable and
safe sexual experiences, free of coercion, discrimination and violence.
For sexual health to be attained and maintained, the sexual rights of all
persons must be respected, protected and fulfilled.

This definition considers the physical, emotional, mental, and social aspects of sexuality as
important. Although it advocates the need for sexual rights, it, however, does not expand
on what it means by the terms ‘positive and respectful approach to sexuality’. It also
establishes the need for the absence of ‘coercion, discrimination and violence’ in sexual
relationships, which is important in the context of gender inequality.
The WHO (2020) definition of sexual rights is quite broad and covers a range of
rights critical to the realisation of sexual health:
Sexual rights embrace human rights that are already recognized
in national laws, international human rights documents and other
consensus statements. They include the right of all persons, free of
coercion, discrimination and violence, to the highest attainable standard
of sexual health, including access to sexual and reproductive health
care services; seek, receive and impart information related to sexuality;
sexuality education; respect for bodily integrity; choose their partner;
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decide to be sexually active or not; consensual sexual relations; consensual
marriage; decide whether or not, and when, to have children; and pursue
a satisfying, safe and pleasurable sexual life.
This definition is important for several reasons in relation to the current study. One, it
takes on a broad approach to sexuality, including a variety of components. Two, it focuses
on autonomy and the choices of all individuals regarding sexuality. Three, it speaks of the
right to be free of ‘discrimination’.
What seems to be missing from the above-mentioned definitions of sexual and
reproductive health and rights is the contextual differences concerning experiences and
rights. These definitions present rather ideal situations and overrule cultural differences.
In other words, these definitions consider sexual and reproductive experiences to be
homogenous in all cultures. As Dixon-Mueller (1993, 273) points out, sexuality is socially
constructed where sexual thoughts and behaviours are given cultural meanings. This
means contextual difference plays an important role because ideas related to sexual
pleasure, its language and expressions, all derive from people’s local contexts (García and
Parker 2006, 14). Therefore, experiences might vary between and among women and men
by geographical area, race, ethnicity, class, and age. Since the current study determines
how the sexual and reproductive lives of married people with tuberculosis are affected, it
is crucial to know what cultural beliefs and norms related to sexual relations exist in the
setting where the research took place.
The above definitions do not incorporate power relations in sexual and reproductive
health. The way they speak of the terms ‘consensual’ and ‘choose’ imply that these can be
readily adopted by anybody exercising their sexual or reproductive rights. In Bangladesh,
consent for sexual intercourse is not deemed necessary within marriage and women are
discouraged from talking about sex. In such contexts, where consent is not sought in
sexual relationships or a wife is not allowed to take decisions related to contraceptives or
the number of children the couple has, these terms seem arbitrary and meaningless. It is
important to look at ‘the socially and culturally recognized rights of specific categories of
persons to decision making power on matters related to sexuality and reproduction’ (van
Eerdewijk 2001, 432). Therefore, I looked at the dominant public discourses in these areas.
Lastly, contextual differences may also arise from gender regimes within families
that determine who does what and who makes what decisions. Despite differences, the
underlying presumption of the term ‘rights’ is having the capacity to make autonomous
decisions. In the context of sexual and reproductive rights, autonomy suggests that
decisions concerning fertility and sexuality can be made free of coercion and violence. The
rights terminology, however, may not necessarily allow for the analysis of power relations
and its processes. It is important, therefore, to look at the agency of actors and their room
to manoeuvre in negotiating (or not being able to negotiate) their rights and thus reducing
or preventing the adverse social consequences of a tuberculosis diagnosis.
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2.5 Decision-making power
In the previous sections of this chapter, I indicated that power is embedded in the process
of stigmatisation, gender, and sexual and reproductive health and rights. As the current
research looks at the room to manoeuvre for individuals diagnosed with tuberculosis, there
is a need to understand access to decision-making and how power is embedded in all these
concepts. To do so, it’s important to know how power operates and where it acts (Gunn
2006, 716). In the following sections, I first delineate some of the important contributions
made in theorising mechanisms of power. Then I draw on these conceptualisations and
discuss their applicability in research on sexual and reproductive health. Finally, I discuss
a person’s room to manoeuvre within the boundaries and limits of stigmatisation, gender,
and sexual health and rights.
In his classic Power: A Radical View (1974), Lukes proposes that power can be
latent. It is not restricted to observable conflict only, and its use can be to ‘prevent such
conflict from arising in the first place’; consensus on any decision could be artificial and
real interests can exist beyond those that are politically visible (Lukes 2005, 26–28).8
Although he points out the latent nature of power, Lukes contradicts this notion himself by
perceiving power to be an instrument which powerful agents use to influence the actions
of the powerless (Lukes 2005, 26–28). However, he does not expand on what exactly power
is. What is apparent is that power is something that only powerful individuals use and that
its use can be overt or latent. In addition, power can be used in such a way that conflicts do
not arise and powerless individuals readily accept the actions of the powerful.
However, Hayward (1998, 2) rejected Luke’s notion of power being an instrument
and argues that it is a ‘network of social boundaries that constrain and enable actions for
all actors’ where social boundaries include ‘laws, rules, norms, institutional arrangements,
and social identities and exclusions’. This means power restricts and controls our actions
through laws and norms. This can be related to gender regimes that determine who does
what and makes what decisions. A connection can also be made to the instructions that
patients with tuberculosis must follow to prevent transmission.
Both Luke’s and Hayward’s ideas about power return in Michel Foucault’s
conceptualisation, albeit differently. Foucault does not look at power as something that is
dominating or restrictive as Hayward proposes, but instead he focuses on its productive
nature. According to him, power ‘traverses and produces things, it induces pleasure,
forms knowledge, produces discourse’ (Foucault 1980, 119). He also suggests that ‘[power]
is never localized here and there ... power is employed and exercised through a net-like
organization. And not only do individuals circulate between its threads; they are always
in the position of simultaneously undergoing and exercising the power. In other words,

8

See Lukes (2005). This is the second edition of the book; the first was published in 1974. The first
chapter contains the unaltered text of the 1974 book. Besides this, there are two additional chapters
that further discuss and address the criticisms and disagreements he got for his conceptualisation of
power in the first edition.
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individuals are the vehicles of power’ (ibid., 98). This goes beyond Lukes’s idea of power
as an instrument used by powerful people on those who are powerless. According to
Foucault, all individuals are capable of exercising power.
Foucault further indicated that each society has its ‘regime of truth’ and that ‘we
are forced to produce the truth of power that our society demands, of which it has need,
in order to function we must speak the truth’ (ibid., 93). Therefore, power is productive
and disciplining at the same time. Here, by the term ‘truth’, Foucault refers to the cultural
beliefs and norms that are needed for a society to function. Although he mentions ‘forced’,
this term could be interpreted as something individuals need to do for society to function
so that conflicts do not arise. This corresponds to Luke’s notion of power being latent. The
mention of ‘forced’ by Foucault is contradictory to the concept of hegemony to a certain
extent. Hegemony refers to the notion that a powerful, dominant group wins the mass
consent of the population through its intellectual convictions and beliefs rather than by
force (Gunn 2006, 707). However, force or not, in both cases, a set of norms is established
by a dominant group in the society which is then reproduced.
The disciplining aspect of power proposed by Foucault corresponds to Hayward’s
conceptualisation of power being restrictive. Hayward sees power as a network of social
boundaries that include norms and laws, among others, within which individuals act. This
is similar to Foucault’s theory that individuals reproduce the beliefs existing in society.
Foucault expanded on the disciplining aspect through his concept of governmentality. He
derived this concept from a time in the eighteenth century when managing the population
and maintaining its wealth and security was a fundamental part of government (Foucault
1991, 103; Gunn 2006, 709). Foucault focuses on this notion of control and defines
governmentality as an ‘ensemble formed by the institutions, procedures, analyses
and reflections, the calculations and tactics that allow the exercise of this very specific
albeit complex form of power, which has as its target population, as its principal form of
knowledge political economy and as its essential technical means apparatuses of security’
(Foucault 1991, 102). Later, Mitchell Dean expanded on the meaning of governmentality
and defined it as an activity where various ‘authorities and agencies’ use ‘techniques
and forms of knowledge’ to ‘shape conduct by working through our desires, aspirations,
interests and beliefs’ (Dean 1999, 11). According to this governmentality concept, human
conduct is regulated, controlled, and shaped. In such a scenario, local institutions are
important because it is here where power becomes embedded (Foucault 1980, 96). The
productive and disciplining aspects of power are important for the current research
because beliefs related to, for example, healthcare, gender, or sexuality guide people to act
in a certain way, and at the same time, are reproduced through their practices.
We see that every society has a set of beliefs and norms, or truths, as Foucault calls
them. Implicit in these truths is power that controls us. Power embeds itself in all kinds of
institutions. As individuals who are part of these institutions, we are capable of exercising
power. For us to function in the way our societies expect, we have to reproduce the beliefs
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and norms in our society through various practices. Therefore, these practices are not
value-free as they are not independent of norms and beliefs. In a way, although we are
being disciplined and shaped, at the same time, we are also shaping our own conduct using
our knowledge, beliefs, and opinions (Dean 1999, 16). This notion hints that those who are
being governed are, to some extent, capable of acting and thinking on their own. Therefore,
all actors are moral agents too, concerned with what is right or wrong. To understand what
effects stigmatisation and normative practices on sexual and reproductive health have on
an individual, it is crucial to investigate the room an individual with tuberculosis has to
manoeuvre amid reproduced norms and practices.
Foucault considers family to be an ‘element internal to population’ which acts as
an instrument of government of population (Foucault 1991, 99–100). A family consists of
multiple actors who have diverse and variable preferences and interests which may often be
incongruent. They may even have different ways of pursuing those interests (Agarwal 1997, 4).
Therefore, a family is not an institution with mutual interest. There are various hierarchical
relationships based on levels of superiority and subordination among family members. Each
family has its own gender regime regarding who gets to make decisions and who gets to
consume what, among others. Decision-making is one aspect to study how power operates in
families and what room family members have to manoeuvre within the social arrangements
in the family. In this regard, I visualise decision-making power as the ability to exercise
choice, which I borrow from Naila Kabeer’s (1999) conceptualisation of empowerment.
According to Kabeer (1999), the ability to exercise choice is interconnected by three
components, namely, agency, resources, and achievements. Agency is the ‘ability to define
one’s goals and act upon them’, and it includes ‘meanings, motivation and purpose which
individuals bring to their actions’ (Kabeer 1999, 438). It tells us about the choices of the
actors who are part of the decision-making process, who not only actively exercise choices
but also challenge power relations when doing so (Kabeer 2005, 14). Agency, according to
Kabeer, has both positive and negative aspects in relation to power. In a positive sense, it
can refer to ‘power to’, that is, people can identify their life-choices and pursue their goals
even in the face of oppression. The negative sense, on the other hand, refers to ‘power
over’, where an actor or a group of actors have the ability to override the agency of others
through violence, coercion, etc. However, Kabeer does point out that power can still be
exercised even in the absence of any agency – for example, when norms dictate social
behaviour to reproduce certain outcomes (Kabeer 1999, 438). Agency is relevant to the
current research because women, more than men, have lesser opportunities to implement
their choices in sexual and reproductive matters. The current study explores how the
dynamics of opportunities change after tuberculosis diagnosis. Moreover, stigmatisation
includes the choices of actors taking part in the process, thus making this component
more pertinent.
Resources are the mediums through which agency is employed and include material,
human, and social sources as the preconditions of the capability to implement choices
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(Kabeer 1999, 438). Material resources include access and control over household income,
expenses, properties, inheritance, etc. For example, in the case of household expenses,
access would determine whether someone has a say in how to spend the household’s money
and control would be more about who has the final say. Control is also about ‘self-reliance’,
that is, whether someone is economically dependent on another person, and ‘choice’, (for
example, choosing a marital partner). However, Kabeer (1999) warns the readers that access
does not automatically suggest actual choices but rather potentials. She draws the example
of access to land for a Muslim woman who inherits half the amount as her brothers but
is encouraged to waive her land rights to her brothers in the hope that she will be looked
after in the future in case her marriage breaks down. Human resources can be health and
children. For example, having a son improves the possibilities of a woman to exercise choice
in a family where sons are preferred. Social resources can be women’s organisations, laws
that protect women, political representation, and family support (for example, whether the
natal family will accept the daughter if her marriage fails). These resources are procured
through a ‘multiplicity of social relationships conducted in the various institutional domains
which make up society (such as family, market, community)’ (Kabeer 1999, 437). Access
to these resources echoes the norms and rules that dictate distribution and exchange in
these domains, with certain actors in society having the ‘authority’ to allocate access and
distribute resources, and enjoy a privileged position over others (ibid., 437).
In terms of decision-making, to what extent a person can get a favourable outcome
would depend on the person’s fall-back position, or the outside option available to an
individual if cooperation fails. This means that a person with a greater fall-back position
will be able to secure a better outcome. This is relevant to the current research as men
have a greater fall-back position than women. Women in Bangladesh are economically
dependent on men, and in some cases, their family of birth will not accept them if they
are separated or divorced. Moreover, women are stigmatised when such incidents happen.
Previous literature records instances of married women with tuberculosis being rejected
by their husbands’ families (Karim et al. 2011, 87; Somma et al. 2008, 861). Other studies
have noted that having paid employment enhances access to decision-making in women
and, thus, present a greater fall-back position for them.
Finally, Kabeer (1999, 439) visualises the final component, achievements, as the
extent to which people’s potential – shaped by the resources and agency that help them to
lead the lives they want – is realised or not. In other words, an achievement is a consequence
of implementing a choice that is valued by individuals. About this, Kabeer reminds us that
a scrutiny of the achievements should consider ‘possible inequalities in people’s capacity
to make choices rather than in differences in the choices they make’ (ibid., 439). This
means taking into consideration, for example, the gender differences in having the basic
fundamentals of survival and well-being met like food, health, and shelter, which would
reflect a denial of choice rather than a difference in preferences. Such an analysis could
be even more complicated when what is chosen does not add to the welfare of the person
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– for example, women holding on to the norms and practices linked to son preference. It
is also important to note that there are also choices that result from subordinate status
such as that of being a woman, as Kabeer suggests. This could be well-connected to my
research context where women usually do not have access to decision-making in sexual
and reproductive matters, and for whom gender and sexual norms are stricter. In this
case, outcomes include the consequences of having tuberculosis and assess whether the
outcome works in favour of the person or not, and if yes, how.
All three components – agency, resources, and achievements – are intertwined with
one another, rendering them indivisible. Therefore, when looking at decision-making
power, it is important to take into consideration whether the person can exercise agency,
what resources are available to make a decision and in which domains, what consequences
result from the decision, and how they affect the person who made the decision or for
whom the decision has been made.
Last but not least, decision-making is contextual. All decisions made in the
household reflect the expectations surrounding gender in society (Davies and Carrier
1999, 36). Agarwal (1994, 57–58) emphasises the importance of including gender relations
when looking at decision-making power in households, which may vary according to
ideas and practices existing in the community. How gender relations are enacted in a
given institution, say, the family, speaks of the gender regime of that institution, which
constitutes practices that reproduce femininity and masculinity and reflect ideologies
surrounding sexual behaviour (Connell 1987, 120). Gender relations, therefore, reveal the
different power hierarchies in an institution.
But gender alone does not affect interpersonal power relations (Pyke 1996, 531). As
mentioned above, it interacts with other social hierarchical structures such as class, age, and
health, and helps constitute the practices and ideologies in the society (Agarwal 1997, 51).
It is this intersection between these hierarchical structures and oppression that promotes
gender inequality (Bograd 1999, 276–77). This is where the intersectionality approach,
introduced earlier, may be useful to study decision-making power as life experiences can
vary from person to person due to differences within these social structures (ibid., 276).
Therefore, decision-making power is contextual and dependent upon one’s positioning
on various axes of power such as gender, class, age, and marital status, which may be
at times advantageous or disadvantageous. They all need to be taken into account to
understand how power works its effects on sexual and reproductive health in the context
of stigmatisation associated with tuberculosis.

2.6 Analytical approach
The key concepts discussed so far are important tools to help understand the dynamics
at play in assessing the impact of tuberculosis on the sexual and reproductive health
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and rights of individuals who have or had the disease. Each of these concepts has been
discussed from different theoretical perspectives in the earlier sections. To understand the
link between these concepts, I bring them together under one analytical framework. The
theoretical discussions and previous findings on tuberculosis, stigmatisation, and sexual
and reproductive health share important ingredients for such a framework.
As indicated in the previous sections, there is a symbolic dimension that concerns
ideas, norms, cultural beliefs, and stereotypes related to tuberculosis that dictates how an
individual with this disease ought to be treated. There are also specific ideas and norms
related to specific genders that bring out the gendered aspect of stigmatisation, sexuality,
and reproduction. Besides the symbolic dimension, there is also an interactional dimension
where the norms and beliefs in the symbolic dimension get institutionalised and reproduced
through various practices, such as health-seeking behaviour or sexual intercourse.
Lastly, there is also a subjective dimension that focuses on the agency of individuals who
negotiate and shape their identities within the boundaries of the symbolic representations
and institutionalised practices. For example, this level reflects on how individuals act in
response to stigmatisation which may be reflected in their health-seeking practices, living
arrangements, earning of income, marriage, and sexual and reproductive practices such
as intercourse and contraception use. Often, a woman and a man have different healthseeking practices. Therefore, to analyse the effects of tuberculosis on sexual health and
rights, a multi-dimensional approach consisting of symbolic, interactional, and subjective
levels was adopted. This allowed for the observation of the effects of tuberculosis on sexual
health and rights from different perspectives.
Firstly, at the symbolic level, there are clinical and social norms related to how
tuberculosis occurs, the labels used to refer to the disease, the symptoms, diagnosis,
treatment, prevention, and how individuals with this disease ought to behave clinically
and socially in both public and private spaces. To learn about clinical norms, I looked at
the official guidelines and messages delivered to the patients by the health care providers
besides information about the occurrence and transmission of tuberculosis and how it can
be prevented (see Chapter 6). Clinical and social norms are reflected in the naming of the
disease by health workers and others. Keeping this in mind, the labels given to the disease
were identified and analysed for any connection to stigmatisation. To do so, meanings
associated with the labels were explored and their interpretations were noted. I looked
at what labels were used, by whom, under what circumstances, and what beliefs in the
community and families were associated with these labels. I also looked for different areas
that could be associated with labels (See Chapter 3). For example, I examined whether
symptoms like blood in sputum, cough, and spitting influenced the labelling and, thus,
associations connected with the labels. I also studied the meanings and interpretations
associated with sexual health issues such as infertility.
To explore social norms, perceptions of people with and without tuberculosis were
investigated. This included going deep into perceptions of individuals on tuberculosis and
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on how an infected individual ought to behave in both private and public places, how to
live with family members, and how and whether to have intercourse or be pregnant when
infected. By gaining an understanding of the beliefs and norms related to tuberculosis,
sexuality, and reproduction, I could further probe into how these were incorporated into
different practices in communities and families dealing with tuberculosis. This is where
the symbolic meets the interactional.
At the interactional level, I looked at the various practices related to tuberculosis:
living arrangements, sexual intercourse, pregnancy, and contraception. Previous studies
on tuberculosis stigma tell us about some of the different stigmatising practices such as
humiliation, isolation, and rejection by community members. In families of individuals
with tuberculosis, practices such as abandonment, separation of utensils and beds, and
avoidance of sexual intercourse have been reported to be adopted by family members.
On the other hand, reactive practices by those who felt stigmatised included self-imposed
isolation, seeking help from informal healthcare providers such as drug sellers and
traditional healers, or seeking help secretly.
In the current study, I investigated practices that affect the lives of individuals with
or without tuberculosis in communities and families. To investigate how sexual and
reproductive lives are affected due to a tuberculosis diagnosis, I asked my interlocutors
about sexual intercourse, pregnancy, and contraceptive use, and breastfeeding before and
after their diagnosis. For example, in relation to intercourse, I studied abstinence and
under what circumstances it took place. In cases where intercourse took place, I looked
at its frequency, whether there were changes in frequency, and for how long intercourse
continued after diagnosis. The fourth objective of the current research was to look at
practices undertaken by the patients in response to messages from health workers. To do
so, practices regarding living arrangements, sexual intercourse, contraceptive use, and
pregnancy and breastfeeding were studied.
Clinical and social norms are internalised and reproduced through practices by
individuals with and without tuberculosis. They impact people’s self-perception as women
or men. Hence, both women and men have been studied to find out how they internalise the
meanings associated with labels and act upon them. Moreover, this is connected to their
decision-making in relation to tuberculosis and sexuality. With regard to decision-making
practices, I looked at who makes decisions in relation to health-seeking and sexual and
reproductive health. In the case of health-seeking, information on who decides to initiate
the seeking of help, choice of healthcare provider, how much money to spend, and when
to start and complete treatment were sought. I collected information on the treatmentseeking pattern for tuberculosis and determined whether confidentiality played any role in
the choice of receiving the service and why. In relation to decision-making on sexual and
reproductive health and rights, I gathered information on who makes decisions regarding
marriage, sexual intercourse, contraceptive methods, and motherhood in the family. I
also studied living arrangements, particularly eating and sleeping arrangements, and
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investigated who took decisions to change arrangements if there were any. To understand
variations in decision-making power, I looked at whether age, (in)fertility, motherhood,
living arrangement, and economic contribution played any role in making decisions.
Contextual aspects may impact how tuberculosis affects sexual lives. At the national
level, the healthcare system, and, in particular, the provisions to combat tuberculosis are
relevant. At the community level, I looked at the dominant discourses on gender, fertility,
motherhood, and sexuality, as well as the economic and spatial living circumstances of
patients and the healthcare and health information provided locally. At the family level, I
analysed the social relations among and social positions of the interlocutors as well as the
gender regime upheld and practised within the family.
To understand the gender regimes practised with the communities and families,
I gathered information on the beliefs and expectations surrounding femininity and
masculinity in these contexts. In the case of families, I looked at the types of social
arrangement (nuclear or extended) by looking at who the family members were, the
relationships among them, and who had access to decision-making. I gathered information
on gender hierarchies in the family to learn, for example, how they differed according
to their position in the family, age, marital status, motherhood status, and economic
contribution. I studied how responsibilities were divided among the family members to
understand their expected roles within the family.
By collecting information on two groups of tuberculosis patients – current and former
patients – I hope to gain more insight into stigmatisation, particularly if the dynamics
changed after the tuberculosis was cured. My study also included family, neighbours, and
healthcare providers, to enable me to understand power relationships and gender relations
in communities and families. This will help to get a complete picture of the disease in
a Bangladeshi context, as well as the differences in gender dynamics in terms of living
arrangements, livelihood, access to healthcare services, and decision-making practices in
rural and urban areas.
Interconnecting these different dimensions can help to bring out the various
dynamics of tuberculosis in relation to sexual and reproductive health and rights, enabling
the linking of various discourses with lived experiences. It also can help to understand
the way such discourses are negotiated by actors within different practices, revealing the
limits that women and men had for manoeuvring. It is through analysing these various
positions that I hope to provide a multifaceted understanding of how gender, sexuality,
and power get reproduced, deconstructed, and reconstructed through life experiences in
the presence of tuberculosis.
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Abstract
In Bangladesh, tuberculosis is known by two terms, TB and jokkha, which are linguistically
equivalent to one another, but which carry different implications. With the aim of
contributing to our understanding of stigmatisation and its avoidance, this chapter argues
that word choice when naming a disease can be a complex way of negotiating the stigma
surrounding it. The study took place in Narsingdi District (the Monohardi and Narsingdi
Sadar sub-districts) and in the Mirpur slums of Dhaka, Bangladesh. It included a survey of
113 current and former tuberculosis patients, 19 family members, and 87 neighbours, and
in-depth interviews with 25 patients from the survey. Among the 219 survey respondents,
25% differentiated between TB and jokkha. Where these terms were differentiated, one
was considered to be more closely associated with the presence of blood and the other less
so. Regardless of which term it was, this act can be seen as a way of reducing the stigma
associated with the disease. The tendency to differentiate between the various names of
tuberculosis and to prefer the one least associated with blood was analysed as a discursive
way to lessen the stigma associated with the disease. People try to reproduce the image of
‘normality’ as much as possible, given their circumstances, by portraying their disease as
being free of the presence of blood, thus minimising its severity. Future research should
take into consideration this tendency to differentiate between terms and the reasons
behind it to deepen our understanding and propose interventions to help de-stigmatise
tuberculosis.
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3.1 Introduction
“I had jokkha, but I took medicines for TB”
– Marium, tuberculosis patient
Tuberculosis is an infectious, airborne, bacterial disease. It is usually curable with the
right treatment; however, the causal bacterium, Mycobacterium tuberculosis, is becoming
resistant to the available medicines, making the disease more difficult to cure (Zignol et
al. 2006, 483–84). Bangladesh has a high prevalence of tuberculosis, with 404 in every
100,000 people infected (World Health Organization 2015, 15). Despite the diagnosis and
treatment of tuberculosis being free of charge and highly effective, with a 94% success
rate (Das 2017a, 61), patients with this disease are still stigmatised due to fear of infection
(Paul et al. 2019, 30). Studies in Bangladesh, like elsewhere in the world, have addressed
the effect of tuberculosis stigma on perceptions, attitudes, social outcomes, and healthseeking practices related to the disease (Ahsan et al. 2004, 128; S. Hossain et al. 2014, 3–4).
For example, the literature records cases of reduced interactions between patients and
their family members, especially of wives and daughters-in-law sent away to their natal
homes (Karim et al. 2011, 87; 2007, 147; Somma et al. 2008, 860). To avoid stigmatisation,
Bangladeshi patients with tuberculosis avoid social gatherings and workplaces as a
protective mechanism against public humiliation and embarrassment (Karim et al. 2007,
147). In these studies, however, tuberculosis is presented as though it has a universal, exact,
and constant meaning. Here, by elucidating the use of different terms for tuberculosis, the
instances in which they are used and the specific meanings assigned to them, we reveal
that the naming of the disease is a complex way of lessening its perceived severity, thus
controlling the stigma surrounding it.
Since Robert Koch’s discovery of Tubercle bacillus (TB; now known as Mycobacterium
tuberculosis), ‘TB’ and ‘tuberculosis’ became internationally accepted terms, which are
used interchangeably in the literature (Frith 2014, 33). In Bangladesh, ‘ jokkha’, a Bangla
word, is the linguistic equivalent of ‘tuberculosis’ and has been in use for a long time. The
Bangladesh National Tuberculosis Program uses ‘TB’ and ‘tuberculosis’ interchangeably
in the English versions of its official guidelines and training manuals, with jokkha used
most commonly in the Bangla versions. Television advertisements and posters produced
in Bangla currently use jokkha when spreading information about tuberculosis screening
and treatments, while health workers use both terms interchangeably. In a previous study
in Bangladesh in which I participated, it was revealed that community members use
the terms TB and jokkha differently based on the disease symptoms (Paul et al. 2015, 9).
Another study too found general Bangladeshi public without tuberculosis who reported
sputum with blood to be one kind of TB and sputum without blood to be another (Karim
et al. 2011, 86). This made us wonder whether the Bangladeshi public considers the terms
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TB and jokkha to be interchangeable and synonymous in the same way that medical
researchers, policymakers, and health workers apparently do. The same study also made
us question if such an assumed difference could have a connection with stigma and with
perceptions of blood as a sign of the severity of TB. This is particularly interesting as blood
in many contexts has been viewed as impure, disgusting, and a source of contamination
(Douglas 1966, 35; Johnston-Robledo and Chrisler 2011, 9–10). In this study, we attempt
to determine in which scenarios each term is used and what the intended meaning is.
We also investigated whether there was a connection between the chosen term and the
desire to avoid stigmatisation. Although several studies have reported that tuberculosis
can lead to stigmatisation (Karim et al. 2011, 87; 2007, 147; Baral, Karki, and Newell 2007,
4; Saad and Tirkey 2014, 127–28), little is known about how people actually deal with
this stigmatisation in everyday discourse, and how the discursive playing with words
can help to prevent or soften it. The differential use of these terms may affect the local
understanding of the disease as well as interactions between patients and health workers.
Based on the ground-breaking work by Erving Goffman (Goffman 1963, 12),
scholars have defined stigmatisation as a power-driven social process that identifies and
labels differences between individuals, links those differences to negative traits, and
brings about negative outcomes in the form of exclusion, rejection, avoidance, blame,
or devaluation (Link and Phelan 2001, 366–67; Weiss, Ramakrishna, and Somma 2006,
280). These negative outcomes may be direct, resulting in negative experiences, or they
may be indirect, resulting from the anticipation of an adverse social judgement (Weiss,
Ramakrishna, and Somma 2006, 280).
According to Link and his colleagues, a label triggers a set of beliefs that determine
whether a person is accepted or rejected (Link et al. 1987, 1474). These beliefs divide
individuals into ‘us’ (the ‘normal’ people who do not have the stigmatised condition) and
‘them’ (the individuals who do), with the ‘normal’ group being in the superior power position
(Link and Phelan 2001, 370). Stigmatisation takes place when the legitimacy of individuals
to be part of the ‘normal’ people is questioned. The members of the ‘us’ group are deemed
to have legitimacy to belong to this group, while the members of the ‘them’ group try to
minimise their stigmatising label to gain entry into the ‘us’ group. Discursive negotiation
is one of the strategies that tuberculosis patients can use to conform with the image of
normality. People are disciplined into moral agents, that is people know which are good
or bad qualities in humans, or which human conditions are not desirable (Dean 1999, 11).
Therefore, they feel vulnerable when a stigmatising condition threatens their relationships,
economic position, and other important lifestyle aspects (Kleinman and Hall-Clifford 2009,
418). They therefore seek to avoid being stigmatised or to lessen the degree of stigmatisation
when the condition, in this case being diagnosed with tuberculosis, cannot be denied.
In order to comprehend why and under what circumstances individuals differentiate
between TB and jokkha, the classification process and its hierarchising effects must be
discussed. This is especially important as names of diseases, such as tuberculosis, HIV/
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AIDS, and cancer, often function as labels that trigger beliefs that go far beyond the
medical domain, sometimes with devastating social consequences for the person to whom
the label is ‘affixed’. When naming can be used for shaming, it is important to know which
names are used and when and why, and which meanings are attached to each. Opting
for a name with more neutral connotations can be a form of stigmatisation control.
Particularly in the case of health conditions, cultural beliefs define certain conditions as
negative, tainting the identities of those who have them and that of their families (Ablon
2002, 3). This means that the beliefs attached to a label become applicable to the person
associated with the label, and the person expects to be devalued and discriminated against
by others (Link et al. 1989, 403), perceiving themselves to have a lower social acceptability.
The elements attributed to each term should therefore be examined to identify the ‘stigma
symbols’ – the signs of a condition that draw negative attention and lead to ‘a consequent
reduction in society’s valuation of the individual’ (Goffman 1963, 59).
It is also important to investigate how family and friends affect the process of disease
classification and, consequently, stigmatisation. Therefore, this study not only involves
patients, but also their family members and neighbours, who are affiliated with the patient
either by living in the same household or in their vicinity. These individuals are important
because this affiliation means they are at risk of ‘courtesy stigma’, a phenomenon by
which society treats both the stigmatised individual and the people they are related to in a
similar fashion. Those affected by courtesy stigma ‘carry a burden that is not really theirs’
(Goffman 1963, 44), and share some of the discredit of the stigmatised individual because
of their affiliation (Elliott et al. 1982, 292).
With the aim of contributing to our understanding of stigmatisation, the current
study investigates whether a connection exists between the likelihood of stigmatisation
and the use of the terms TB and jokkha. By compiling how, by whom, and why these
terms are differentiated, we examine how the use of different words and the assignment of
meanings to them creates a hierarchy between ‘us’ (those without the disease) and ‘them’
(those with the disease), and how terms are selected to produce an image of normality.
We also highlight why it could be relevant for health workers to understand this process.

3.2 Method
3.2.1 Study design
The data were collected in 2015–16 as part of a large mixed-method study involving
individuals from the lower socio-economic strata in Narsingdi District (the Monohardi and
Narsingdi Sadar sub-districts) and the Mirpur slums of Dhaka, the capital of Bangladesh.
The study had a sequential explanatory design, comprising a quantitative phase followed
by a qualitative one (Creswell and Plano Clark 2006, 75–77). Only findings corresponding
to the research questions, that is, ‘Who uses which term and how? What does this tell us
about stigmatisation?’ are presented here in this chapter.
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3.2.2 Data collection
The data collection took place in two distinct phases, quantitative and qualitative, which
are expanded upon below.

Quantitative phase
The names and addresses of the patients who met the selection criteria of the larger study
were obtained from the registers of the BRAC Jokkha Niyontron Kormoshuchi (BRAC
Tuberculosis Control Programme) at the locations where the study took place. BRAC
(formerly known as Bangladesh Rural Advancement Committee) is an NGO, whose
community health workers helped to identify the patients for interview. The survey was
conducted among 219 individuals in Narsingdi and Dhaka, including 113 current and
former tuberculosis patients, 19 family members, and 87 neighbours. Whenever possible,
a family member as well as an adult from a neighbouring household was also interviewed,
irrespective of whether the identified patient could be interviewed. Among the patients,
55 were currently afflicted with tuberculosis while 58 had been cured. Of the 113 patients
surveyed, 83 had pulmonary tuberculosis (PTB) and 26 had extra-pulmonary tuberculosis
(EPTB); this information was not available for the remaining patients because they
did not have their treatment card with them during the interview. An overview of the
characteristics of all the respondents is presented in Annex 9, Table 1.
Questionnaires with close-ended and open-ended questions was used (See Annex 4
and 5). During the survey, the patients were first asked what illness they had in order to
learn the term they used to refer to tuberculosis (See Annex 4). They were then asked if there
was any difference between TB and jokkha. They were also asked about their symptoms,
treatment-seeking patterns, duration of treatment, and how their families reacted to their
diagnosis. The family members and neighbours were asked ‘Have you heard of TB?’ and
‘Have you heard of jokkha?’. In addition, these questions were followed by ‘Is there any
difference between TB and jokkha?’ (See Annex 5). They were asked if they had ever been
diagnosed with tuberculosis, their symptoms, treatment-seeking patterns and whether
they knew of anyone infected with tuberculosis, and if yes, what symptoms that person
had exhibited or exhibits. Socio-demographic information such as age, education level,
marital status, occupation, and family income was collected from all participants.

Qualitative phase
In the qualitative phase, I selected some of the patients from the survey to interview in
depth. The selected individuals represented the diverse characteristics of the patients
(gender, marital status, and treatment status), both positive and negative responses to the
survey questions, and based on geographical access. For this chapter, 25 surveyed patients
and 16 spouses and 3 mothers-in-law who were asked about the differences between TB
and jokkha have been included in the analysis. The in-depth interviews were conducted in
Bangla using a semi-structured format.
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3.2.3 Data analysis
The quantitative data were analysed using univariate analyses in the software Statistical
Package for the Social Sciences, known commonly as SPSS. This comprised the calculation
of frequencies and percentages of socio-demographic characteristics, the use of each term,
and the number of respondents who did and did not differentiate between the two terms.
The in-depth interviews were transcribed verbatim in Bangla and analysed Using Atlas
Ti software, both inductive and deductive coding was performed based on the qualitative
responses (Erlingsson and Brysiewicz 2017, 96). The themes and patterns in the interviews
were identified. As stigmatisation is a sensitive topic, what was not said, or how it was said,
may offer more insight than the responses themselves; therefore, a reflective stance was
adopted during the analysis of the qualitative data. This required us to focus on identifying
the similarities and differences between replies, develop meanings, and contextualise our
findings to facilitate a comprehensive understanding of the stigma and its connection with
the terms studied.

3.3 Results
The section below presents the quantitative findings of the study first, that is, the number
of respondents who differentiated between the terms and how. This is followed by in-depth
exploration of these differences.

3.3.1 Status of classification
Of the 219 respondents, 166 were connected to pulmonary tuberculosis either directly (as
patients) or indirectly (as family members or neighbours of patients with tuberculosis),
while 46 were associated with extra-pulmonary disease both directly and indirectly.
Annex 10, Table 1 presents the distinctions made by the survey participants between the
meanings of TB and jokkha.
Out of the 113 patients who took part in the survey, most (65%) stated that the
terms TB and jokkha were synonymous and had no difference in meaning. In contrast,
21 (19%) and 18 (16%) patients responded ‘Yes’ and ‘Don’t know’, respectively, when asked
whether the terms had different meanings. In the case of family members and neighbours,
somewhat larger shares of participants mentioned that the terms had different meanings
(26% of family members and 32% of neighbours) or stated that they ‘Don’t know’ (26% of
family members and 32% of neighbours). This shows that patients were more aware than
their family members and neighbours of the medical usage of these terms as two names for
the same disease. Patients have a higher stake in concealing or upgrading their diagnosis
by using a ‘softer’ label, but they are also more frequently confronted by the bodily effects
of their disease and by health workers using both terms interchangeably. Further, the
proportion of respondents who did not know whether there was a difference was almost
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equal to the number of people who believed that there was a difference, showing that there
is a lack of clarity about these terms.
Overall, out of a total of 219 participants in the survey, 114 (52%) reported that they
considered the terms to be equivalent, 54 (25%) classified the terms as having different
symptoms, while 51 (23%) were not certain whether there were any differences between
the terms. Individuals who mentioned that the differences are linguistic (TB is the English
term and jokkha is the Bangla term) or temporal (jokkha was used in the past and TB is
used today) were grouped with those who considered TB and jokkha to denote the same
disease. Those who differentiated between the terms assigned varied meanings to them. In
the following sections, the various ways in which TB and jokkha were differentiated, and
the important features of their distinction, are reported.
The 54 respondents who mentioned differences between TB and jokkha in the survey
were asked for the basis of this difference. Their answers were categorised and have been
presented in Annex 10, Table 2.
Participants often associated more than one factor with each term; hence, the total
number of responses listed in Table 2 is greater than the 54 participants who perceived a
difference between the terms. The factors found were: the presence of blood, the presence
of a cough, the severity of the condition, poor lifestyle choices, a diagnosis made by health
provider, and familiarity with only one of the two terms.
The presence of blood was an important perceived difference between the two terms
for 32 respondents, who listed this symptom as a characteristic of either TB or jokkha.
Among these respondents, most (23) reported jokkha to be associated with blood expelled
through coughing, while a few (9) connected it to TB. Those who associated blood with
one term reported other symptoms, such as a cough without blood, fever, loss of appetite,
body pain, and some EPTB symptoms including spine problems and water in the lungs
or a tumour as linked to the other term. Among these people, nine patients, two family
members, and five neighbours explicitly did not associate blood with the term they used
when speaking about their own diagnosis, the diagnosis of an infected family member,
or a neighbour, respectively. Out of the nine patients, three had EPTB, and associated
the expulsion of blood with the term they did not use to identify themselves. Overall, a
tendency to dissociate from blood seems common, especially among family members and
neighbours. This dissociation is more likely when someone does not cough up blood as a
symptom, as in the case of patients with EPTB.
Similarly, the presence of a cough was also found to be an important criterion for
classification. A total of 46 participants assigned coughs to either TB or jokkha. Among
them, 17 people assigned coughs to TB, while the rest associated coughs as well as other
symptoms such as blood in sputum, fever, body pain, tumours, skin rashes, and ulcers
with jokkha. Among those who assigned coughs to one term but not the other, four
patients, one family member, and seven neighbours did not associate it with the term they
used to speak about themselves, their infected family member, or neighbour, respectively.
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One neighbour (who associated coughs with jokkha) reported coughs to be infectious and
therefore more severe, stating that the other term was not an infectious disease. Of the
patients who did not associate coughing with the term used to describe their own disease,
one had EPTB, while two of the neighbours who did not assign coughs to the term that
they used lived near individuals with EPTB. Having EPTB symptoms seemed to further
facilitate the process of assigning the presence of a cough to the term one does not identify
with. Moreover, blood is expelled through coughing, which could influence the tendency
to avoid being associated with the term to which coughing is assigned.
Nine individuals indicated the severity of the disease as the most important criterion
to distinguish between the two terms, suggesting one term is more severe than the other.
And here again often blood is mentioned as severity is measured by the presence of blood.
Five participants reported TB to be more severe; two mentioned that the presence of blood
indicated a more severe disease, while one reported TB as an advanced phase of jokkha, of
which water in the lungs was a symptom. Another stated that TB was more severe because
it was difficult to diagnose, particularly because the cough is infrequent unlike in jokkha,
which produces the visible symptom, blood. The fifth could not give any reason why TB
was thought more severe. Four people considered jokkha to be the more severe disease;
one person considered the expulsion of blood a severe symptom, one linked coughing to
infectiousness, and two considered jokkha to be the advanced stage of TB and cervical
tumours, with both having the expulsion of blood as a symptom.
One individual differentiated between the two terms by linking TB to an unhealthy life
style which led to the expulsion of blood. She was a family member and also was one of the
nine individuals who classified TB and jokkha based on severity and the presence of blood.
Four participants differentiated between the two terms based on the diagnosis made
by their health provider. All of them allocated their symptoms to TB because their health
providers had diagnosed them using this term, even though three disagreed with this
label. Out of three, two had PTB and in case of the other, it is not clear whether the patient
had PTB or EPTB. In the case of the person for whom the type of tuberculosis could not be
determined, it was not clear what the grounds were for the disagreement, while the other
two, who had PTB, disagreed with their diagnosis because of their preconceived notion
about coughing up blood being a symptom of TB. This will be elaborated more in the next
section. These participants were among the same group mentioned earlier who classified
TB and jokkha based on the presence of blood. Their disagreement clearly shows that they
want to dissociate from a label they see as connected with the presence of blood, even
when the diagnosis is made by a trained health provider.
The last factor, familiarity with only one term, indicates that the participants assumed
that the other term had a different meaning. Ten participants reported not knowing what
one term meant, while elaborating on the symptoms of the other. Three participants could
report the symptoms of TB but were not able to do so for jokkha, while seven individuals
could explain what jokkha was, but not TB. All these respondents reported having heard
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of the other term but were not familiar with it, and believed both to be different. Coughing
and the expulsion of blood were assigned as common symptoms of the term known to
them, with coughing being more frequently mentioned than the expulsion of blood.

3.3.2 The connection with stigmatisation
The other objective of the study, besides studying the different ways of classifying TB and
jokkha, was to explore whether the act of differentiating between the two terms has any
connection with stigmatisation. We found that the presence of blood and its perceived
link with severity was the most important reason for rejecting one or the other term for
a description of one’s own disease or that of a near one, and that in particular the EPTB
patients did not want to identify themselves with the term they associated with blood,
even to the point of disagreeing with the diagnosis of the health workers. We argue that
this could be explained as a way of avoiding stigmatisation. This is elaborated further in
the following cases.
The presence of blood was found to be an important indicator for classification, as
already mentioned. For example, 26-year-old Saleha, who had no history of tuberculosis
in her family but had a neighbour with the disease, perceived TB to involve coughing up
blood, while jokkha was perceived to involve body pain and a dry cough. She stated, ‘My
neighbour Fatema has jokkha, not TB.’ Saleha’s neighbour Fatema, a 22-year-old patient,
was also interviewed, and reported having the symptoms assigned to jokkha by Saleha.
But Fatema used the term TB to describe the disease she had in her interview, and she said
that she considered TB and jokkha to be the same disease. It is therefore possible that she
may have interchangeably used the terms to inform others of her condition. Saleha seemed
to be aware of her neighbour’s symptoms but had a preconceived notion about jokkha,
when she assigned the term to Fatema. Saleha appears to prefer to use the softer term, the
one she does not connect with the symptom of coughing up blood.
Similarly, Ruma, a 40-year-old female former patient, associated TB with coughing
up blood and avoided the use of this term. She believed that jokkha referred to a disease
that involved the production of a frothy phlegm containing no blood; before her diagnosis,
she had assumed that she had jokkha due to the absence of blood, which seemed to be a
significant distinction to her. Although her doctor diagnosed her with TB, she disagreed
and avoided the use of that term. In this case, the absence of blood appeared to be an excuse
for her to stick to the term jokkha and deny any knowledge of having TB, even though her
diagnosis was made by a trained doctor. From Ruma’s account, it appears that she avoids
using the term presumed to be associated with blood. This indicates that the expulsion of
blood as a symptom carries a negative connotation, and thus influences which term is used.
This also appeared to be the case for Marium, a 22-year-old former patient who associated
TB with blood and reported that she had had jokkha, the symptoms of which, she said, are
a cough and fever. Unlike Ruma, however, Marium differentiated between the two terms
based on a specific interpretation of the words of her doctor. During her interview, she
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explained that, despite having expulsion of blood as one of her symptoms, she believed
she had had jokkha. She said, ‘My doctor told me I had blood coming out of my mouth
because I was coughing violently.’ This phrase enabled her to attribute the blood to her
violent coughing rather than to the underlying disease. Marium felt that her spitting blood
would not have happened had she not coughed so violently. She kept her tuberculosis
status a secret from her husband and mother-in-law to avoid negative responses. Her
disassociation with blood and justification of the use of the term jokkha suggests that
self-identifying with this category would have less of a negative impact on her marital life
than an openly acknowledged TB diagnosis would. In her case, her doctor’s explanation
of violent coughing provided an excuse for the presence of blood; she did not deny this,
but she also did not consider it a symptom of the disease. Using a doctor as a source of
information, both Ruma and Marium seemed to dissociate with the category associated
with the expulsion of blood by providing excuses that suited their circumstances.
Those who associated coughing up blood with jokkha and not TB did not assign the
term jokkha to their infected neighbours. Bina, a 40-year-old female neighbour, reported,
‘Jokkha involves frequent coughing and blood. TB has a cough and fever but no blood.
Also, TB can be of different types.’ When describing her neighbour Moyna, a former
tuberculosis patient who had also had a tumour, Bina said, ‘She did not have the form of TB
that produces a cough. She had TB from the tumours.’ She also stated that jokkha is more
severe than TB because of the presence of blood. Bina seemed to prefer the use of the term
TB over jokkha because she believed that TB symptoms do not include expulsion of blood,
and she avoided mentioning coughing altogether because, for her, coughing is linked to
the expulsion of blood in jokkha. The fact that both Saleha and Bina were reluctant to
assign the symptom of expulsion of blood to their neighbours, irrespective of the term
with which the presence of blood is associated, shows that they consider this symptom to
be significant. Bina’s case is important because it shows that the most relevant factor is not
the term itself, but its association with the most severe symptom of the disease.
Not everyone saw the presence of blood as a sign of the severity of the infection.
Sohel, a 24-year-old male neighbour of a patient with tuberculosis, considered the absence
of blood, rather than its presence, to be a sign of severity. According to him, ‘When you
have blood [coming out] during a cough, it is jokkha. In case of TB, you do not always
cough and there is no blood.’ He perceived TB to be more ‘severe’ (marattok) because it
‘cannot always be detected’ due to its symptoms of an infrequent cough and the absence
of blood. Thus, severity may also be an important feature of distinction even when blood
is not present, influencing the choice of terms used.
One might also question whether the presence of blood has other meanings that
affect the stigmatisation of patients with tuberculosis. Those who used these terms for
different phases of tuberculosis believed that the same disease goes through distinct
stages of severity with specific symptoms, which finally lead to the expulsion of blood.
This type of categorisation was particularly observed among family members of patients

What’s in a Name?

|

89

with tuberculosis; for example, Parvin, aged 40 years, perceived TB with the expulsion of
blood to be an advanced stage of jokkha. Moreover, she did not hesitate to assign the more
severe category to her husband, a current patient. She reported that her husband had TB
and coughed up blood and said that he is a former drug addict. Parvin seemed to draw a
connection between the severity of his illness and his drug addiction to explain why he
may have developed TB. According to the literature, drugs and smoking are considered
highly immoral in Bangladesh, and hence carry heavy stigma, but still lesser than the
stigma surrounding tuberculosis in Bangladesh (Elliott et al. 1982, 282). Parvin is at risk of
being burdened with the double stigma of being the wife of someone who used to consume
drugs and who has tuberculosis; therefore, holding the drug addiction responsible for
her husband’s TB seems to be her way of diminishing the risk of being stigmatised. By
highlighting her husband’s poor lifestyle choice, she could be saying that he brought
the disease on himself and that she is not responsible, thus potentially minimising her
courtesy stigma. She also attempted to reduce her stigmatisation by mentioning that her
husband did not take drugs anymore. This could be an attempt to say that his condition
was no longer severe, and the chance of him coughing up blood may be minimised or
eliminated.

3.4 Discussion
Several conclusions can be drawn from the above-mentioned findings. First, the hypothesis
that not all people use the terms TB and jokkha as synonyms was confirmed. A quarter
of the survey respondents distinguished between the labels for one reason or another;
however, we also found that the use of these terms was not consistent between different
individuals describing the same symptoms, indicating that their meanings were not fixed.
Second, irrespective of whether TB and jokkha were perceived to be different diseases
or two phases of the same disease, the presence of blood stood out as the most common
symptom that distinguished the two terms, and the term associated with coughing up
blood was generally avoided when describing one’s own disease or that of a family member
or neighbour. Third, expulsion of blood and disease severity seem to be important
distinguishing features when differentiating the two terms, with the presence of blood
being the most significant; this link between blood and severity was also reported in a
previous study in Bangladesh by Karim et al. (2011, 86–87). Fourth, the differentiation
between TB and jokkha seems to be influenced by healthcare providers’ diagnoses, but
some patients reject the diagnosis and insist on the name that allows them to dissociate
from the presence of blood. Since the term associated with the expulsion of blood was
more likely to be avoided, a stigma related to blood is apparent throughout this research.
Evidently, blood is discrediting and can make someone prone to stigmatisation. It seems
to be the most significant ‘stigma symbol’ of tuberculosis that draws negative attention.
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Although the previous studies connect blood with stigma, the current study establishes
that stigma associated with blood varies according to the terminology used. The literature
regarding why and how blood is problematic refers to different interpretations related
to health, gender, religion, and sexuality, among others. In her famous book, Purity and
Danger, Douglas considered blood to be a ‘source of impurity’, and that blood outside
the body is ‘matter out of place’ and can pollute others (Douglas 1966, 35). According to
Jones and his colleagues (Jones et al. 1984, 49), stigma has a connection with the aesthetic
qualities of a condition. This means that signs of good health are perceived to be pleasing
while signs of poor health such as disability or deformity, but also bleeding, can evoke
disgust and fear. Studies conducted on menstruation (Johnston-Robledo and Chrisler
2011, 9–10) and HIV/AIDS (Chapman 2000, 853) also found that blood was viewed as
impure, disgusting, and a source of contamination. Other authors commented that spittle,
blood, and vomit are interpreted as signs of poor health and evoke disgust in India (Curtis
and Biran 2001, 19). Although hardly any study has been conducted on this topic in
Bangladesh, the situation may be similar to that of India, its neighbouring country, which
is socially and culturally similar.
However, some authors have warned readers not to restrict their understanding to
the negative symbolic meanings of blood, as losing blood can also be seen as a cleansing
process (Hogbin 1970), a period for reflection and organisation (Buckley and Gottlieb 1988),
or a sacrifice for God or one’s nation (Jansen 1994). Moreover, the ambiguity concerning
blood is strongly gendered – female (menstrual) blood is seen as being polluting while
male sacrificial blood is attributed with positive qualities in both Christianity and Islam
(Jansen and Dresen 2012, 220–22). In Bangladesh, the majority of the population is Muslim;
therefore, Islamic notions of religious impurity caused by uncontrollable bleeding are likely
to have influenced the commonly held notions and antipathies about blood. Although
precise research on this issue is still required, some studies seem to support this hypothesis;
Bradley and colleagues (2009) reported a higher than average discontinuation of the use of
intra-uterine contraceptive devices in the first year of use in Bangladesh due to the increased
duration and quantity of blood loss during menstruation, and the religious, sexual, and
social problems this causes for women in the country (Bradley et al. 2009, 547–51). Khan,
Townsend, and D’Costa reviewed the manifold social and sexual consequences of bleeding
for menstruating women in Bangladesh (M. E. Khan, Townsend, and D’Costa 2002, 247–48).
Some of the female respondents in their study perceived intercourse during menstruation to
be socially and culturally unacceptable and believed menstrual blood to be harmful for their
husband. However, some of these women also reported to reluctantly agree to intercourse
during their period to avoid marital conflicts with their husbands. This perception of blood
as a risk and a potential source of contamination makes it a significant criterion for the
stigmatisation of an individual. Even if blood is not present or is kept confidential by not
coughing or spitting in public, the mere association of blood with a certain health condition
is enough to initiate stigmatisation. At a physical level, blood flows within everybody. It may
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or may not be coughed up among patients infected with tuberculosis; however, only when it
is coughed up does it become a visible sign that something is wrong with the body. The mere
sight of blood therefore appears threatening to others. Since the visibility of a stigmatised
condition can lead to stigmatisation (Goffman 1963, 131–32; Elliott et al. 1982, 282), the
symptom of coughing up visible blood informs others about the patient’s condition and has
a greater impact on their long-term interactions, leading to afflicted people wanting to hide
their tuberculosis status (Goffman 1963, 131–32; Jones et al. 1984, 32–33). Although there
may always be the risk of being discovered (Jones et al. 1984, 32), an individual can hide
their tuberculosis status by coughing up blood secretly, or may no longer cough up blood
following a period of treatment.
It is generally considered that, after two months of treatment, a person with PTB
(tuberculosis of the lungs) is no longer infectious and their symptoms subside (Centers for
Disease Control and Prevention 2018). Whether it was the neighbours or family members
of the patients or the patients themselves, the respondents typically made an effort to show
that they did not have, or were not affiliated with, tuberculosis involving visible blood.
Association with a patient with tuberculosis puts a neighbour or family member at risk of
courtesy stigma, as described above. Since this kind of stigma is based on affiliation and
not physical characteristics, the ‘normal’ individuals can try to manage information about
themselves to reduce or abolish courtesy stigma (Birenbaum 1970, 196–97). Therefore,
neighbours and family members of patients tend to choose the less-stigmatising term.
We also found that individuals considered the poor lifestyle choices of their family
members to be the cause of their tuberculosis, especially when it involves the expelling
of blood. The connection between poor lifestyle choices and tuberculosis was reported
in another Bangladeshi study (Karim et al. 2011, 87). As Jones and colleagues reported,
individuals who are thought to be responsible for their condition are stigmatised more
than individuals who are judged as not having had any role in acquiring their condition
(Jones et al. 1984, 56–57). The family members of patients with tuberculosis accredited
the symptom of expelling blood to the patient’s poor lifestyle choices to reduce their own
courtesy stigma. An image of ‘normality’ was therefore evident, in which a person is
expected to have nothing to do with a disease that has expulsion of blood as a symptom.
In line with this, individuals with tuberculosis and their family members avoided terms
that they associated with the presence of blood and/or provided excuses and justifications
for the presence of blood, as we saw in the cases of Marium and Parvin. Excuses and
justifications are typically used to neutralise a questionable act to gain legitimacy among
‘normal’ individuals (Scott and Lyman 1968, 47–48). When a stigmatising attribute in
an individual is no longer visible, he or she might be accepted as a ‘normal’ person again
(Elliott et al. 1982, 282). The tendency of all individuals to conform to the image closest
to ‘normality’ therefore perpetuates the stigma. In the case of tuberculosis, stigma acts
as a disciplinary power exercised through the reproduction of the image of ‘normality’.
The classification appears to be a kind of coping strategy to blend in socially and avoid
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the effects of stigmatisation (Joachim and Acorn 2000, 42–43); but more than that, it
resembles a governing mechanism for individuals to adapt to the norms related to blood in
their society. Although the use of the term considered less severe enables a person to deny
the expulsion of blood in an individual with tuberculosis, it does not ensure a positive
interaction with a ‘normal’ person. The fact that blood can be associated with either of the
two terms denotes the fact that they are not strictly defined. This can cause confusion and
have both positive and negative effects in terms of stigmatisation. The positive implication
is that a person can avoid being stigmatised if the listener does not associate blood with
the term the speaker uses; however, a negative reaction can occur if the listener considers
the terms to have the opposite meaning, irrespective of whether blood is actually present.
Finally, perceptions regarding blood and the use of different terms for tuberculosis
have implications for the transmission of this disease. Although we did not investigate
whether the respondents thought the presence of blood indicates increased infectiousness,
people with PTB in the current study who did not cough up blood generally considered
themselves to have a less severe or minor disease. This may lead to them to disregard the
need to avoid close contact with others, thus leading to increased transmission of the
disease. Future studies could therefore investigate the link between blood as a symptom
and the perception of infectiousness. Further, attention should be given to the ways in
which perceptions of blood intersect with perceptions of illness. Stigmatisation can
sometimes influence people to avoid seeking treatment, so the differences in the use of
TB and jokkha in the medical sphere (where both carry the same meaning) and general
society (where these terms may carry different meanings) should be addressed.
The use of different terms for tuberculosis can also affect health-seeking practices.
We found that health workers tended to use the term TB to inform individuals about their
diagnosis, which seemed to reaffirm the belief that TB and jokkha are different diseases.
The use of one term more than the other can be problematic, because people might believe
that healthcare providers can only treat the symptoms that the individual associates
with the term used. According to a previous Bangladeshi study where I participated,
one respondent who believed that TB and jokkha are different conditions stated that
BRAC only provides treatment for TB (Paul et al. 2015, 9). This belief might therefore
discourage health-seeking behaviour in those who believe they, or their family members,
have jokkha rather than TB. Health workers should take these perceptions into account
when they inform individuals about their diagnosis, or when providing information about
tuberculosis during patient consultations, seminars, and training while disseminating
information to people in a community.
When designing this study, we did not predict that the use of the terms TB and
jokkha would have a connection with stigmatisation. The survey questions on tuberculosis
included only the terms ‘TB’ and ‘ jokkha’; however, it is possible that people also use other
terms for tuberculosis, and that these too are connected to stigma, and perhaps increase
or control it. Moreover, this study did not cover how people use these terms when they
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speak to others in their community or to their family members during their everyday
interactions; therefore, more research should be conducted, preferably through participant
observation, to identify alternative terms, their use, and their meanings.
Finally, it is important to note that the findings on stigma presented here are based
on our interpretations of what people said and did not say. The respondents’ intentions
behind the classifications were not always explicit; thus, we hope readers will see our
explanations not as a way of establishing the truth, but rather as a means to contribute to
our understanding of stigma.

3.5 Conclusion
To the best of our knowledge, this is the first study to report the various ways in which
TB and jokkha are used in Bangladesh in connection to avoiding the stigmatisation of
patients with tuberculosis. Although health workers and most respondents used TB and
jokkha interchangeably, a significant minority did not and gave different meanings to
the terms. The presence of blood and the severity of the disease were revealed to be the
most important features of this distinction. Moreover, there was a tendency to avoid the
term associated by the individual with the presence of blood. We discussed how making a
distinction between TB and jokkha is a discursive mechanism to reproduce the image of
‘normality’ and avoid stigmatisation related to blood.
Our findings suggest that policies and interventions regarding tuberculosis in
Bangladesh should take the differentiation in the meaning of these two terms, and the
reasons behind it, into consideration, especially when more than one term is used. Health
workers should be aware of potential social stigmatisation when labelling a person as
a patient with a specific disease. Moreover, they should be sensitive to the discursive
techniques people employ to avoid unwanted labels. Once they realise that the meanings
of the terms used are not fixed but socially malleable, it will be easier to ensure that their
words are not misinterpreted, and that the healing process is not endangered.
Future research can further uncover the workings of stigmatisation and efforts to
control it made by both patients and healthcare workers. This study has shown that it can
be important to look at the names used and to understand what is in a name for the people
involved.
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Abstract
When they do not meet norms related to sexuality and reproduction, Bangladeshi
women often face abandonment and are thus deprived of an active sexual life, a marital
relationship, and opportunities for motherhood. Little is known about how a stigmatised
disease such as tuberculosis may constrain the reproductive health and sexual lives
of women. This chapter, derived from a larger study on the impact of tuberculosis on
women’s sexual and reproductive health and rights in Narsingdi District and Dhaka,
Bangladesh, aims to fill this gap. Based on interviews with nine married women who have
or have had tuberculosis, four husbands, and two mothers-in-law, this chapter highlights
that the ways in which tuberculosis impedes the sexual and reproductive lives of women
is contingent on the stigma the disease carries within their families and communities,
their relationships with their husbands, motherhood status, their living arrangements,
their economic contribution to the family, and/or their disclosure of their tuberculosis
diagnosis. Women with children and supportive husbands retain a stronger position visà-vis their in-laws and are less likely to be isolated or rejected. The patients’ narratives
revealed that the instructions of health workers influenced their decisions on intercourse
and abstinence. Future studies should examine the instructions patients receive from
health workers regarding living and sleeping arrangements, sexual intercourse, and
pregnancy, as well as policy documents on tuberculosis treatment and prevention.
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4.1 Introduction
‘My greatest wish is to live with my husband, have kids, and raise a family,
but my husband is not willing to agree.’
– Giti, tuberculosis patient
In spite of ratifying the Programme of Action drafted at the International Conference
on Population and Development in 1994 (United Nations 1995; Hardee et al. 1999, 3)
and having a number of reproductive health laws in place, there is little enforcement of
women’s sexual and reproductive rights in Bangladesh. The World Health Organization
upholds the right of all individuals to attain physical, emotional, mental, and social
well-being in relation to sexuality and reproduction, free of discrimination and violence
(World Health Organization 2006, 5). Such statements primarily focus on the ability of
individuals to make independent choices regarding their sexuality, sexual and marital
partners, sexual activity, marriage, and reproduction. However, in a patriarchal society
such as Bangladesh, where women are taught at a very early age to be obedient and accept
the decisions of elders, these rights are difficult to uphold.
Alongside a cultural ban on pre-marital sex and same-sex relations, the dominant
system of arranged marriages limits a woman’s choice of marital and sexual partner. ‘Love
marriages’ do happen, but they are often conducted secretly and without familial approval.
The approval of the husband’s family is crucial for brides, because they usually receive
limited support from their own parents and kin after they marry (Kabeer 1988, 101). After
marriage, a woman’s husband and his family are the prime decision-makers, especially
regarding reproduction and sexuality. Women, particularly those from socio-economically
weaker households and/or those living in rural areas, are expected to marry early and
become mothers, preferably to sons (Md. G. Hossain, Mahumud, and Saw 2016, 532–36).
Even though the legal age of marriage for girls is 18 years, many girls as young as 13 years old
(ibid., 532) comply with their parents’ decision to get them married, often to older men, to
lessen their family’s economic burden and to protect their chastity (Kabeer 1988, 101). Sons
are perceived to continue the family lineage and are expected to support their parents when
they get older, while daughters leave their natal family after they get married.
Further, a woman is only perceived to be a real woman when she becomes a mother,
and any infertility affecting a couple is deemed to be her fault (Nahar et al. 2000, 38). These
deeply rooted cultural norms and social practices dictate how women lead their lives,
and a failure to meet these standards may result in women being discriminated against
and abandoned, which deprives them of an active sexual life, a marital relationship, and
opportunities for motherhood (Jaggarajamma et al. 2008, 184–85). Within this context,
the sexual and reproductive health and rights of women with tuberculosis are even more
constrained as the disease is associated with many taboos and restrictions related to
sexuality (which are discussed further in the following sections).
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Tuberculosis is an infectious bacterial disease. It is curable in most cases if the right
treatment is available; however, drug-resistant tuberculosis is becoming more prevalent
and can be fatal (Gandhi et al. 2010, 1830). Tuberculosis usually affects the lungs (known
as pulmonary tuberculosis [PTB]), but it can also affect other parts of the body (known as
extra-pulmonary tuberculosis [EPTB]). Pulmonary tuberculosis, but not extra-pulmonary
tuberculosis, is infectious. Bangladesh has one of the highest tuberculosis burdens
globally. The disease affects 434 people in every 100,000 (World Health Organization
2015, 14); about 75% of people with tuberculosis have pulmonary tuberculosis, while
25% have extra-pulmonary tuberculosis (Khanum, Sultana, and Dhar 2013, 216). In
Bangladesh, tuberculosis policies focus on preventing the transmission of tuberculosis
and on its treatment, mostly from a clinical perspective. The diagnosis and treatment of
tuberculosis is free of charge and offered by a wide network of clinics and other facilities.
After diagnosis, tuberculosis patients are referred to community health workers in
their community who provide tuberculosis medicines daily and observe its intake over
a minimum period of six months. Direct observation ensures complete treatment as
missing a dose can have adverse side-effects. Currently, tuberculosis treatment has a high
success rate (94%) among those who access care under the National Tuberculosis Control
Programme (Das 2017a, 61).
Despite this success, some patients continue to refuse, delay, or not adhere to
tuberculosis treatments (Chowdhury, Rahman, Mondal, Sayem, et al. 2015, 463–64;
Chowdhury, Rahman, Mondal, Islam, et al. 2015, 25). According to the anthropologist Paul
Mason (2016), one must go beyond the medical model of tuberculosis and acknowledge
the socio-economic and cultural aspects of the disease to ensure its effective treatment
and prevention (Mason et al. 2016, 208–9). Tuberculosis is associated with many stigmas,
myths, and taboos that negatively affect the lives of those who are diagnosed with
it. Fear of infection is a common cause of stigmatisation (Dodor and Kelly 2009, 172;
Baral, Karki, and Newell 2007, 4), even in the case of non-infectious extra-pulmonary
tuberculosis (Dodor and Kelly 2009, 172–73; Padmanabhan and S. 2016, 2819–21). This
means that despite the type of tuberculosis one has, a tuberculosis diagnosis means that
one is perceived to be infectious, which can lead to stigmatising behaviour. This notion is
important for the present study, in which we investigate the experiences of tuberculosis
patients regardless of the type of tuberculosis they have. In addition, studies in Asian and
African countries with a high tuberculosis burden have revealed that women are more
likely than men to experience adverse social consequences as a result of stigmatisation
(Atre et al. 2004, 1232; Baral, Karki, and Newell 2007, 6–7; Dodor, Neal, and Kelly 2008,
1050–51; Eastwood and Hill 2004, 72; Johansson et al. 2000, 40; Weiss et al. 2008, 840–42;
A. Khan et al. 2000, 251). Studies in India, Nepal, Pakistan, and the Republic of Gambia
have shown that because of local gender regimes, women with tuberculosis are dependent
on their husbands and elders for money and permission to seek treatment (Atre et al. 2011,
62–65; A. Khan et al. 2000, 251–52; Kumar et al. 2014, 17). Moreover, in Pakistan, women
need to be accompanied by a male family member when seeking healthcare, which presents
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an opportunity cost as the man might need to take time off work (A. Khan et al. 2000,
251). Among poorer households in Vietnam, the health needs of men (the breadwinners)
are prioritised over those of women (Johansson et al. 2000, 40). Furthermore, in the
same country, the reproductive capacity of women means they are at risk of being held
responsible for passing on tuberculosis or for the couple’s infertility (Long et al. 2001, 75).
In Nepal, a similar association exists between tuberculosis and accusations of sterility
(Baral, Karki, and Newell 2007, 4–5). In these settings, women tend to visit low-quality
tuberculosis care facilities as they fear losing familial support (Eastwood and Hill 2004,
72; Johansson et al. 2000, 40; Kumar et al. 2014, 17). This is also the case in Bangladesh,
where women tend to visit informal care providers such as village doctors who are not
skilled in tuberculosis treatment (Ahsan et al. 2004, 128). While tuberculosis prevalence
is three times higher among Bangladeshi men than women (Zaman et al. 2012, 1024),
women are under-represented in the steps of the tuberculosis care cascade (Begum et al.
2001, 606–7; Karim, Islam, et al. 2008, 1337). Delays in diagnoses, missed diagnoses, and
delays in treatment may adversely impact a woman’s fertility and pregnancy outcomes
or even cause her death, in addition to facilitating the transmission of tuberculosis to
others (Ghosh, Ghosh, and Chowdhury 2011, 309). Therefore, the position of women in the
family and their biological reproductive capacity means they are at risk of both adverse
clinical and social consequences when infected with tuberculosis.
Until now, limited knowledge was available regarding the ways in which tuberculosis
might affect women’s sexual and reproductive health. Although the aforementioned study
by Ghosh and colleagues (Ghosh, Ghosh, and Chowdhury 2011) explored how untreated
tuberculosis may cause infertility in women and loss in pregnancy, it is not known what this
could mean for women with tuberculosis in Bangladesh, where being a mother is necessary
for social acceptance. While studies in Bangladesh have reported the isolation of married
women with tuberculosis and their rejection by their family and community (Karim et al.
2007, 145; Weiss et al. 2008, 840), first-hand accounts of sexual and reproductive experiences
after a tuberculosis diagnosis are almost absent. Only one study, conducted among people
who did not have tuberculosis, suggested that husbands avoided sexual intercourse with
tuberculosis-infected wives (Karim et al. 2011, 87). Further exploration is therefore needed
in this area. Moreover, while Bangladeshi men with tuberculosis have reported being
advised by health workers to abstain from sexual intercourse, it is not clear whether women
with tuberculosis receive similar advice, and whether they can adhere to abstinence since
husbands usually make the decisions related to intercourse. Previous research has focused
more on men than women. Therefore, it is crucial that women with tuberculosis are
represented in research, as tuberculosis may pose an additional challenge in a context where
there is limited space for women to make decisions on sexual and reproductive matters. This
exploratory study investigates whether and how tuberculosis affects the lives of a diverse
group of women who have or have had the disease.
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To understand how women’s lives may be affected by tuberculosis, one must look at the
gender regimes of households. This means exploring what are the different expectations
and tasks assigned to men and women and how these are hierarchically structured. Based
on the literature (for example, Kabeer 1988, 100; 1997, 267; Amin 1998, 209) and my
personal experience as I was born and live in Bangladesh and have conducted several types
of research on gender and illness, gender relations are highly hierarchised in Bangladesh.
A newly married woman occupies a subordinate position in the extended family of her
husband, particularly so in rural areas. She is expected to do all the domestic chores
assigned to her by her mother-in-law and elder sisters-in-law, all of whom are considered
her superiors. Her status within the family might improve if she gives birth to children,
especially a son. If her son marries, she will attain a position of authority as a mother-inlaw, and will be involved in making major decisions related to the marriage, reproduction,
and sexuality of her son and daughter-in-law (Kabeer 1988). Although this patrilocal
residence pattern and concomitant gender regime is slowly being replaced by neolocal
residence, the husband’s family still retains its influence. In urban areas, the picture is
similar to that of rural regions, except that women more often live in nuclear families and
are engaged in formal employment, particularly in garment factories. Even in such cases,
however, husbands and distant mothers-in-law may remain the decision-makers (Kabeer
1997, 267; Amin 1998, 209). Consequently, women’s lives go through changes depending
on who lives with whom, who does what, the age at which they are married, their fertility,
and their status as the mother of a son.
Women negotiate their lives taking these dominant norms and practices into account.
The present study, therefore, adopts the analytical framework proposed by Davids and
van Driel (2009) – the multidimensional gender perspective. The framework analyses the
interaction of a symbolic dimension (norms and stereotypes), an institutional dimension
with regulatory practices that reproduce norms, and a subject dimension (the identities
and agency of the actors) (Davids and van Driel 2009, 912). This analytical tool enables
an exploration of decision-making power and the space available to women to manoeuvre
within sexual and reproductive norms and practices when infected with tuberculosis.
Adopting a multidimensional analysis allows for an intersectional approach, which
accounts for the multiple characteristics of the people involved (Shields 2008, 307–9). By
studying the intersections of income, living arrangements, marriage, motherhood, and type
of family, the different ways of dealing with tuberculosis can be detected. Moreover, looking
at gender relations within the family enables an exploration of the power of women infected
with tuberculosis to make decisions on how to deal with the effects of the disease. Ideas
related to sexuality, including the language and expression of sexuality, are embedded in the
relations of families (García and Parker 2006, 35), where their constituting members have
varied personal interests. Therefore, the family is the prime unit of interest in this analysis.
For this reason, the study included interviews not only with women who have or have had
tuberculosis themselves but also with their husbands and mothers-in-law.
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The necessity to study the social consequences of having tuberculosis cannot be exaggerated
when the health (getting proper treatment) and rights (ability to choose whether to marry,
be sexually active, or become a mother) of a certain class and gender are at stake. Here, we
investigate the experiences of married women with tuberculosis and ask how marriage,
families, economic hardship, and motherhood influence these experiences. This research
contributes to the literature on reproductive health and female sexuality in the context of
an infectious curable disease.

4.2 Method
4.2.1 Study area
This study took place in two districts in Bangladesh, Narsingdi and Dhaka. Narsingdi is
situated north-east of Dhaka, the country’s capital. The research was conducted in the
sub-districts Narsingdi Sadar and Monohardi in Narsingdi and in the Mirpur slums in
Dhaka. We selected one village in Narsingdi Sadar and two villages in Monohardi. In
both areas, the houses are situated in clusters and generally made of mud walls and tin
roofs. Most houses consist of a single room shared by at least four or five people. In Dhaka,
which is home to 14.4 million people, the data collection took place in the slums of Mirpur
where at least 140,000 people live in poorly ventilated, overcrowded shacks mostly made
of tin, surrounded by tiny, congested alleyways and clogged drains. The respondents in
Narsingdi Sadar and Monohardi mostly live with their extended families, whereas in
Mirpur they live mostly as nuclear families in single rooms. In both regions, stoves and
latrines are usually shared by more than one household. In all areas, various healthcare
services co-exist, including pharmacies, NGO clinics, village doctors, traditional healers,
and government hospitals and private practitioners. The study areas were selected because
the living conditions in these environments are risk factors for tuberculosis infection (S.
Hossain et al. 2012). They are, therefore, focal points for official and NGO tuberculosis
programmes.

4.2.2 Study population
This chapter is part of a larger research project on the impact of tuberculosis on the sexual
and reproductive health and rights of married men and women of lower socio-economic
strata in rural and urban Bangladesh. As the focus of this paper is on female tuberculosis
patients, interviews with them and their family members have been included. The term
‘patients’ is used here to refer to both individuals with tuberculosis and those who have
successfully completed treatment. The patients chosen for the in-depth interviews were
selected from a survey conducted among 66 women who have or have had tuberculosis,
using a semi-structured questionnaire with open-ended questions about their disease,
its treatment and how family members reacted to the patient’s tuberculosis diagnosis
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(see Annex 4 for questionnaire). The survey was taken by selected patients from the
tuberculosis programme run by the NGO, BRAC (formerly known as Bangladesh Rural
Advancement Committee), which is working with the National Tuberculosis Control
Programme of Bangladesh. A list of married or previously married women who have
or have had tuberculosis was obtained from BRAC’s tuberculosis programme. These
women were contacted with the help of female frontline health volunteers called shasthya
shebika, who pay house visits. The duties of the shasthya shebika include actively searching
for presumptive tuberculosis cases and providing medicines to those who have been
diagnosed, identifying pregnant mothers, and distributing supplements such as calcium
and vitamins. Shebikas are assigned to work in their local areas. Thirteen former and
current female patients were purposely selected for the in-depth interviews (IDIs) based
on their varied responses to the survey and their geographical accessibility. However, only
11 were available for the IDIs. To reach a target of 13, the health workers were asked to
identify two new cases in the same location where the data collection took place. Thus, two
female patients who did not take part in the survey were also selected for the IDIs.
Of the 13 tuberculosis patients who took part in the IDIs, four were excluded from
the analysis because they did not meet two pre-set criteria. These criteria were that for
comparative reasons, the patients needed to be of similar socio-economic backgrounds
and living with their husbands at the time of the diagnosis or at least for a certain period
afterwards. One woman with extra-pulmonary tuberculosis was from a higher socioeconomic background, one was a widow, and two were no longer with their husbands
when diagnosed with tuberculosis due to other marital problems.
In addition to the tuberculosis patients, the study also involved their husbands, of
whom only four were accessible. The other husbands were unavailable for various reasons:
one patient was staying with her natal family; some husbands were at work or absent; and
some had not been informed about their wives’ tuberculosis status. Two mothers-in-law
were also interviewed. The rest could not be reached because either the patient lived in her
natal home or in a nuclear family or because the mother-in-law had not been informed
about the tuberculosis diagnosis. In one case, the mother-in-law refused to take part in the
interview. In summation, this chapter reports the findings of the IDIs with nine former
and current female tuberculosis patients, four husbands, and two mothers-in-law for a
total of 15 respondents.
A team of four researchers, composed of myself and three research assistants (one
female and two males), conducted the fieldwork and transcribed the interviews. The initial
survey was conducted by one female and one male assistant. All but one of the female
IDI respondents were interviewed by myself. All husbands were interviewed by the male
research assistant who did not conduct the survey. Most interviews took place privately, in
the absence of family members. The IDIs were conducted in Bangla, using semi-structured
guidelines (see Annex 6). The women with tuberculosis and their husbands were asked
about their living arrangements; their healthcare-seeking patterns for general illnesses
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and for tuberculosis; their marital and sexual relationship before and after diagnosis;
any precautionary steps taken to prevent tuberculosis; their perceptions of tuberculosis,
intercourse, pregnancy status, motherhood, infertility during treatment; frequencies of
intercourse before and after treatment; and their socio-demographic information. The
mothers-in-law were asked about their living arrangements; healthcare seeking patterns
for any general illness and for tuberculosis treatment; perceptions of tuberculosis,
pregnancy, and motherhood; and their reaction to the diagnosis of their daughter-in-law.
Table A. Themes and major codes that guided the analysis process
Themes

Major codes

Stigma

Within family
Within community
Internalisation

Gender regime in the family

Type of family
Relationship with husband
Relationship with in-laws
Living arrangement
Decision-making about living arrangement
Income source
Age at marriage
Type of marriage
Marital duration
Decision-making on when and whom to marry

Sexual health

Intercourse
Abstinence
Decision-making about intercourse
Frequency of intercourse before TB diagnosis
Frequency of intercourse during treatment
Frequency of intercourse after treatment

Reproductive health

Presence of children
Number of children
Sex of children
Ideas about motherhood
Decision-making about number of children
Decision-making about the use of contraceptives

4.2.3 Data analysis
The interviews were transcribed verbatim into Bangla. I checked the transcripts by reading
them while listening to the audio files. Using Atlas Ti software, both inductive and deductive
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coding were performed, and themes and patterns were identified by me, and these were
discussed with the assistants and other authors. Similarities and differences between cases
were drawn out for the analysis. These processes involved moving back and forth between
codes, personal thoughts, and recurring themes. The major codes and themes that guided
the analytical process are presented in Table A. Stigma, gender regime, sexual health, and
reproductive health were the major themes. Decision-making was a major code under almost
all the themes, indicating its importance in defining the room for women with tuberculosis
to manoeuvre within their households. The initial findings were shared with colleagues and
supervisors for their feedback and input. A narrative approach was adopted to present a wide
range of qualitative findings across cases (Moen 2006, 61). Any missing socio-demographic
information was taken from the initial survey. Also, one patient’s response to the survey
question on how family members reacted to her tuberculosis diagnosis was included to show
how and why it differed from what she said during her IDI.

4.2.4 Ethical considerations
This study was approved by the Ethical Review Committee (now renamed as Institutional
Review Board) of the BRAC James P. Grant School of Public Health, BRAC University,
Bangladesh (Reference 72). During the fieldwork, certain ethical rules were followed
depending on whether the female patient had disclosed her tuberculosis status to her
family. The current study found that women with tuberculosis who did not disclose their
tuberculosis status were able to secretly take treatment from health workers by saying that
they were receiving supplements or going for check-ups for minor health problems such as
a fever; therefore, their visits were not suspicious. The health workers knew which women
had not disclosed their tuberculosis status to their families and secretly approached
them for an interview in a safe place. Despite their non-disclosure to family members,
all of them talked openly to the researchers. To respect their privacy, their health statuses
have not been disclosed to their families. Written informed consent was obtained from
all respondents who were told about the study and were informed of their freedom to
withdraw from the interviews anytime they wished. They were told that their privacy
would be respected and their data anonymised. Throughout the data collection, notes
were taken and interviews were recorded when permission was granted. Pseudonyms have
been used in this paper, locations have not been specified, and identifying details have
been left out to protect the privacy of participants.

4.3 Results
In the following sections, the socio-demographic information of the patients and their
husbands will be presented, followed by an elaborate analysis of the social consequences
of TB elucidated through the narratives of the respondents.
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Most of the patients were between 25 and 30 years of age and were housewives, married
with children, and lived with their husbands. Of the nine patients, one had never attended
school, three had a primary education, three had one or more years of secondary education,
one had finished her secondary education (passed her Second School Certificate exam),
and one was not asked. All women were in their first marriages except for one who was
in her second marriage. Except for the three women who had been married less than a
year at the time of the interview, the rest had at least one child. All patients with children
had at least one son, although one reported having a son from her previous marriage. The
lowest family income reported was 8,000 BDT (US$96) and the highest was 20,000 BDT
(US$240) per month. This range is considered as insufficient for a standard quality of life.

4.3.1 Gender relations in the family
The nature of the spousal relationship seems to be an influential factor in understanding
the effects of tuberculosis infection on women’s sexual and reproductive health and rights.
It appears that women who had a good relationship with their husbands received support
during their tuberculosis treatment and experienced fewer negative consequences than
those who did not. This was the case with Asha, a patient in treatment who had a love
marriage with her husband that was initially disapproved of by both families. Her motherin-law said Asha insisted on living separately with her husband and child and has done
so for the last few years. Her mother-in-law, father-in-law, and brother-in-law only visit
to eat together. Asha usually decides what to cook and her mother-in-law assists in the
preparation of the meal. Asha’s parents and distant relatives also live nearby and support
Asha’s family in terms of finance and sharing resources for cooking. Asha stated that she
shares plates, glasses, and a bed with her husband and child. They do so against the advice
of a health worker and though they believe that she is infectious (although she actually has
the non-infectious type of tuberculosis, i.e. extra-pulmonary tuberculosis). Her husband,
who was observed to be very supportive and loving towards her, agreed with what Asha
said and further added that they continue to engage in sexual intercourse despite her
diagnosis. He continued,
People tell me, ‘Your wife has this disease. Don’t eat what she eats. Don’t
drink from the same glass as her. Make separate arrangements for her’
and much more, but I do no such thing. [She has had] four months of
treatment [so far]. It’s God’s decision how we should live. I do not do as
people suggest. She eats. I eat. We do everything together. I do not take
her disease into consideration. I act as if she doesn’t have it.
The decision to marry without their parents’ approval, to ignore the initial disapproval of
the husband’s mother, and to live separately from the extended family indicates a certain
strength on the couple’s part. The fact that Asha’s husband – who could have moved to
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his parents’ house during her treatment – decided to ignore the health worker’s advice of
separate eating and sleeping arrangements shows that Asha occupies a strong position in
her household. Asha’s strong relationship with her natal family provides her with financial
support and resources for cooking, which seems to have contributed to her relatively high
decision-making power. Moreover, she has a son, perceived to be necessary to continue the
family lineage in Bangladesh.
The case of Salma, a cured patient who is also in a love marriage, is a little different.
She married her husband against his parents’ wishes. His family did not want her because
her family refused to pay a dowry (money to be paid to the groom and his family by the
bride’s family), but her husband did not want a dowry and married her anyway. Salma
lives with her husband and their children, but her in-laws do not live with them. She stated
that she followed the health worker’s advice to use a separate plate and glass. Her husband
stated that they were also advised to not have intercourse for two weeks after initiating the
tuberculosis treatment, after which they resumed having sex, despite some hesitation on
Salma’s part. She explained,
You know, family matters. One, two, three days pass by… he becomes
upset, quarrels with me. Can you ever win against a man? You can keep
away for one or three days [laughs], but can you always stay away? This is
the main issue. Nothing else.
She sleeps with her children and husband on the only bed they have. Out of economic
necessity, she recently took up a job. She said,
He tells me, ‘Live on what I earn; do not go to work. My children will
suffer, and people will talk and laugh. That should not happen.’ Still I am
forced to do it (jore kore) […] There are school fees. He earns 10 to 12,000
Taka. Most of it is spent on food.
The term ‘ jore kore’ used by Salma suggests that she has to work because of poverty and
against her husband’s wishes. She said that her husband had been supportive throughout
her treatment period. She said, ‘He bought apples for me. He did what he could. He even
bought milk for me to drink at night’, and added that her in-laws prayed for her. When her
husband was asked how he felt when he learned of her tuberculosis status, he said,
I did not feel scared. I stayed with her. You know there are cases where
husbands and wives do not live together. We did not do that. I feel that it
is God who gives disease and it is God who cures it. That is why I was not
scared. I was only worried about her because the disease became severe.
This is what I was worried about, nothing else.
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Salma, like Asha, appears to have a strong position in the family since her husband
married her against his parents’ wishes, disregarding their demands for a dowry. The fact
that Salma continues to work regardless of her husband’s initial disapproval suggests that
the economic input Salma provides works in her favour. Like many poor families, she lives
with her husband and children in a small single room, with a bed crammed in a corner
occupying most of the space. It would be difficult for Salma and her family to access a
more convenient living arrangement, unlike for Asha and her family, who could have
relied on their in-laws or used the space in the bigger house. In addition to her economic
input, the effects of tuberculosis on Salma’s life appear to be influenced by the fact that
her in-laws live elsewhere, that she has children, her living arrangements, and her love
marriage.
Unlike Asha and Salma, Parul, a current tuberculosis patient, does not have a good
relationship with her husband and suffers accordingly. Without a family to arrange a
marriage for her, she married her husband secretly. However, unlike Salma and Asha, she
had to convince her husband to marry her by promising to earn the money he demanded.
According to her mother-in-law, Parul’s husband did not really want to marry her but
was ‘tempted’ (lobh dekhaise) to do so for money. Her mother-in-law claimed that Parul
was older than her son, although Parul did not appear to be certain of this as she said,
‘Everybody tells me I am older.’ Parul’s mother-in-law also mentioned that people taunted
her family for having Parul as a daughter-in-law. She said,
People always taunt me. They say, ‘What kind of a daughter-in-law do
you have? They do not suit each other. Could you not find another girl?
He brought in an old wife! She is always coughing!’ Now what can I do? I
cannot throw her away... But she gets irritated! That’s why she gets beaten
up. If she and I argue a little, she always talks back, so he beats her. I
always tell him not to beat her. He tells me he would not if she did not
behave like this.
The above quote reveals the harsh reality of Parul’s life. It shows that she hardly has any
acceptance in the family she is married into and in the community due to her age and TB
diagnosis. The use of the words ‘lobh dekhaise’ reveal that the family looks down on her.
Also, the fact that Parul is beaten indicates a strained relationship with her husband.
Nevertheless, Parul lives and eats together with her extended family, and she takes
part in the household chores. She brought her own plate and glass when she moved in with
her in-laws and does not use theirs. She sleeps together with her husband and motherin-law in the same room. The latter sleeps on the floor, an arrangement that suggests not
only Parul’s lack of privacy, but also their inability to afford a separate room. She was
diagnosed with tuberculosis after she got married and was unable to continue working.
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One of her neighbours who had been cured of tuberculosis took her for a tuberculosis
test. Regarding her relationship with her husband since her tuberculosis diagnosis, she
stated that ‘he keeps his distance’ and they have ‘very little’ intercourse. However, Parul
indicated that the reduced frequency of intercourse was acceptable to her as she feared
transmitting the infection to her husband.
She also described how her husband and mother-in-law accused her of carrying a
tuberculosis infection from her natal home and told her to return to her natal family. When
she refused to go, she was beaten by her husband. Other reasons were also stated for this
physical abuse, including not being able to give her husband the money she promised and
refusing sex when he demanded it. When asked why she tolerated her husband’s beatings,
she said, ‘I am a daughter from a poor family. I do not have a father or a mother. If I leave
my husband, people will tell me I am bad. That is why I stay here.’ She is planning to go
back to work soon to give her husband the money she promised. She has been advised by
her mother-in-law to use a separate quilt in bed, which she does.
Parul’s position in her family and the community indicates that she has little room
to negotiate a better lived experience. She continues to suffer her husband’s abuse and that
of his mother, as well as condemnation by the community. The couple have lost the love or
hope of economic improvement that they had once experienced before their marriage. Even
if the relationship had deteriorated before her diagnosis of tuberculosis, the disease played a
key role in catalysing marital dissatisfaction, angst, and abandonment. Unlike for Asha and
Salma, Parul’s self-chosen marriage does not automatically mean her husband supports her
after her tuberculosis diagnosis. Parul’s situation highlights how tuberculosis puts a woman
at risk of being stigmatised for carrying a tuberculosis infection and hence not being able
to sexually satisfy her husband, work, and live with her husband. Husbands beating their
wives is a common form of domestic violence in Bangladesh, especially among the lower
socio-economic strata (M. E. Khan, Rob, and Hossain 2000, 13–14), and such an action is
often interpreted as being a natural expression of manhood (Anwary 2015, 41). There is great
societal pressure to live with one’s husband, even if that means tolerating violence as, after
marriage, women rarely receive financial support from their parents or kin and are thus
economically dependent on their husbands. Moreover, there is little acceptance of women
divorcing or living separated from their husbands (Rashid 2011, 6).
In Parul’s case, her husband and in-laws appear to use her illness to get rid of a
problematic wife. Moreover, perhaps she would have been more acceptable to her motherin-law if she were younger than her husband as her being older goes against gender norms
in Bangladesh. A girl who is married at an early age is deemed to be chaste and obedient to
her husband, in-laws, and other relatives; as such, young wives are more desirable. Despite
this, it appears that because of her potential to generate some income, Parul still manages to
share a living space with her in-laws and spouse. In addition, the fact that her neighbour had
recovered may have helped convince the family of the curability of the disease, and aided
Parul in retaining her position in the household. The fact that tuberculosis can be used as an
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excuse to avoid intercourse or have less sex also shows how the disease can be used to create
a space for a woman to negotiate and exercise her preferences regarding sexual activity.
Misha, a former tuberculosis patient, did not disclose her diagnosis to her husband
and thus could not use tuberculosis as an excuse to avoid intercourse. Despite having had
a good pre-marital relationship with her husband – and believing that he cares for her and
loves her – she is afraid that tuberculosis might spoil her marital life, though they had
been married only a few months ago. She lives with her husband and adds to the family
income. Although we do not know how Misha’s husband would have responded had he
known about her tuberculosis, Misha’s and Parul’s stories reveal that for newly married
women, an infectious disease like tuberculosis puts them at risk of being rejected by, or
separated from, their husband.
The above findings suggest that gender relations influence the ability of an infected
woman to navigate the household after diagnosis. A good relationship with one’s husband
appears to be particularly crucial; being a mother – as in the cases of Asha and Salma –
also contributes to a more stable position in the family. Parul and Misha, who are newly
married, were far less secure. All respondents suggested that having a child was important
for improving the relationship between spouses, which is in line with previous studies
(Nahar and Richters 2011, 330–31; Nahar et al. 2000, 37–38). Therefore, it seems that
having a child or being pregnant could lead to a more positive outcome, as in the cases
presented in the following section.

4.3.2 Being a mother
From the above narratives, it seems that tuberculosis-infected women with children have a
greater chance of retaining the support of the husband’s family than those with no children.
The situation of a respondent called Giti reveals the importance of motherhood. A current
tuberculosis patient, Giti was married nearly a year ago through an arranged marriage, but
did not live with her in-laws at the time of her interview. She was diagnosed with tuberculosis
when she was pregnant and was sent away to her parents’ home a few days after she started
treatment. As a new bride at her in-laws, she was not allowed to go anywhere on her own or
speak privately with her natal family over the telephone, nor did she receive any emotional
or financial support from her husband. The situation worsened after her tuberculosis
diagnosis; she was kept isolated in one room, used plates and glasses that other members
did not share, and was not allowed to sleep with her husband. After she was sent back to her
natal family to continue her treatment, her in-laws and husband kept contact with her over
the telephone. Her child died a few days after birth (due to birth complications, according to
Giti), after which they stopped communicating with her. She said,
[When I was pregnant, our] relationship was normal. It was good.
Even after coming here [to my natal home] my father-in-law, husband,
and mother-in-law used to call me. Even my sister-in-law did. But after
[child’s] death, they no longer do that.
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Her husband and in-laws refused to accept her back in their lives. ‘They said they won’t
live with me (khaibo na tara).’ When asked how she felt about this, she said,
[At] that time I was still ill. My blood pressure was still high. I used to cry
and could not sleep at night. I still feel very bad thinking about everything
they used to tell me. Now they do not call me, do not communicate with
me.
Her child’s death seemed to be the primary reason for her husband’s family not accepting
her. She continued, ‘They heard from someone that we cannot have children anymore, so
my husband said, “If she can’t become pregnant again, what shall I do with her?”’ Based
on the rumour that tuberculosis had made Giti infertile, her husband and in-laws rejected
her; her life and her relationship with her in-laws might have been different had her child
survived.
Being a mother may also have influenced the fate of Aklima, a cured patient, who
was diagnosed with tuberculosis soon after giving birth to her second child. Aklima lives
independently with her husband and their children and works part-time. Her in-laws live
elsewhere in the same city. She reported no change in her living arrangement nor in her
marital or sexual relationship during her treatment, except that her husband had used
condoms during intercourse, as instructed by a health worker.
In contrast with Giti, Aklima had an advantage when it comes to manoeuvring for a
positive social outcome. In Bangladesh, where living with the husband’s family is the norm,
the fact that Aklima lives with her nuclear family independently from her in-laws seems
to express a certain strength. Moreover, earning an income and being the mother of a son
contributes to her strong position. She appears to have more room to make decisions than
Giti, who lived with her husband’s extended family, had no children, and was subjected to
decisions taken by her mother-in-law. If her child had survived, Giti might have attained
a better position in her household and may have faced less risk of being rejected by her
husband and in-laws. However, it might not have improved her standing because Giti’s
relationship with her husband and in-laws was already stressed.
Mina, a former tuberculosis patient, did not want to risk such a negative experience.
She did not disclose her tuberculosis status to her husband, mother-in-law, or children for
fear of being stigmatised and sent away. She said,
You know, I may be told that the village I come from has this disease,
that disease, TB, and so on... I am a daughter-in-law. Don’t I feel bad?
You know how mothers-in-law are, don’t you? [...] Maybe she would feel
disgusted or say something harsh... That is why I did not inform anybody.
Mina mentioned that she had been sent away a couple of times in the past for different
reasons, including illness and child delivery. Her in-laws warned her not to come back to
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their house if she gave birth to a daughter the first time, which was repeated when she was
sent away again for the birth of her second child. Given these experiences, Mina is afraid
that she would be treated badly or sent away if she discloses her stigmatised disease. She
mentioned that her relationship with her husband had been worse in the past, particularly
before their first child had been born, as he often used to ‘quarrel’ (ussringkol korto) with
her and beat her. It has improved a little, according to her: ‘He does not fight like he used
to. Now he pays heed to my advice.’ She also mentioned that he did not want her to use
contraception: ‘He does not like these! So many times, he threw my [birth control] pills
into the fire! I took them secretly.’ After her tuberculosis diagnosis, she was advised by a
health worker not to share her eating and drinking utensils or her leftover food with her
child. Although Mina was instructed not to have intercourse, she reported participating
anyway to avoid fights: ‘I was instructed not to, but how can I not? My husband would be
angry if I refused him.’ Moreover, Mina was married early and has practically lived all her
life with her in-laws. Being young, she had less room to make decisions about pregnancies
and childbirth and the use of contraceptives. Also, because she lives with her mother-inlaw, she is subjected to her decisions, thus reflecting the harsh gender regime to which
Mina must conform. It appears that her relationship with her husband improved after
childbirth, but motherhood alone did not eliminate her risk of being sent away and/or
rejected.
For Rahima, a former patient, motherhood and the presence of a supportive husband
seemed to have resulted in fewer negative consequences. She lives in an extended family
with her parents-in-law and relatives, but she eats separately from them with her husband
and children. After Rahima was diagnosed with tuberculosis, she was isolated in her oneroom house, and a woman was hired to cook for her as she was too unwell to do so herself.
Her children were not allowed to visit her and they and their father ate food cooked by
their grandmother; however, her husband stated that he had cooked for her after she
initiated her treatment and that his mother had washed her clothes. Eventually, Rahima
was sent to her natal home because, according to her, her in-laws refused to spend any
money on her treatment. Her children stayed at her in-laws while she went to live with
her parents. Throughout the treatment period, her husband bought her food and brought
medicine from the health worker, which Rahima was unable to fetch herself. After her
treatment, she returned to live with her in-laws at their compound but continues to eat
with her nuclear family. Her husband was proud that he had not replaced her with another
wife and added that he had abstained from intercourse for a year; the first six months were
on the advice of the health worker and the next six months were because he wished to. He
stated that he ‘cooked and ate separately’, meaning that his mother cooked for him and
that he and the children ‘did not share utensils’ with Rahima during her treatment.
Rahima was not comfortable during her interview, which was interrupted many
times by her children and other members of her extended family. The researchers took
only notes as she was in a hurry to finish up. Rahima agreed to give another interview
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the next day. When the researchers arrived, Rahima told them to wait while she finished
serving breakfast to her husband, so they interviewed someone else; however, when the
researchers went back to Rahima’s house, they found it locked. They asked her mother-inlaw about Rahima’s whereabouts, but she replied in an annoyed tone that she had no idea
where her daughter-in-law could be. The researchers also approached the mother-in-law
for an interview, but she refused to take part and clearly did not approve of Rahima giving
interviews. It is possible that she had either sent Rahima away or Rahima herself had
decided to avoid the interview. These incidents and Rahima’s narratives indicate her lack
of privacy and a strained relationship with her mother-in-law, who refused to house her
during the treatment period, let alone cook for her. Having been married at an early age,
she had limited decision-making power in her family of marriage. She appears to have less
intercourse after her tuberculosis treatment. Both Giti’s and Rahima’s situations show that
being diagnosed with tuberculosis can lead to a separation from spouses and/or children.
Being sent away may allow in-laws to avoid being associated with an individual having
tuberculosis, but it also reflects women’s lack of access to decision-making. Rahima’s case
is unique in the sense that she was allowed to return to her in-laws and husband probably
because she was mother to his children. Her tuberculosis diagnosis put a heavy strain on
her relationship with her husband and mother-in-law, but her motherhood helped her to
retain her uneasy position as a daughter-in-law.
Compared to Rahima, Rasheda is in a better situation even though she too was
married young and has had a similarly long marital life. She is a former patient who lives
and eats together with her husband, children, and the extended family. She occupies
one room with her husband and children. She mentioned that after their wedding, her
husband told her not to conceive for the first two years of their marriage. He also told
her that she could have only two children, irrespective of their sex, but ‘not more’. When
she got pregnant with her third child, her husband insisted on an abortion. Against his
wishes, she decided to have the baby because her husband’s sister told her, ‘Be it a son
or a daughter, if you don’t to want to keep it, give it to me.’ When asked about her use of
contraceptives during the first two years of their marriage, she said,
I took whatever pills my husband bought for me. Now I move around
myself and buy whichever I feel like. I buy 70 Taka ones, even those that
cost 100 Takas. There is also one that costs 150 takas.
Her husband stated that his mother and brother’s wife occasionally cooked for Rasheda
during her treatment period. During the first month of her treatment, her mother-in-law
did not let Rasheda’s children visit her which, according to Rasheda, was out of fear of
infection. Moreover, the health worker also recommended that Rasheda stay away from
her children. When asked in the IDI how her in-laws had reacted to her diagnosis, her
response was far more positive than her response in an earlier survey. During the survey,
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she mentioned that her family (excluding her husband) did not receive the news of the
diagnosis well at first, stating that ‘everybody felt disgusted’ and she was kept isolated,
especially by her mother-in-law. Later, her in-laws were convinced by community members
not to isolate her. Her response in the IDI was that her in-laws had never treated her badly.
She said, ‘You know, there are many families who feel disgusted, but my family? Never!’
She reported resuming intercourse at the end of the third month of her treatment because
her husband insisted. She asked, ‘Can you keep away a man, sister? Nine months or a
year… Can you keep a man away for six months?’ She also mentioned that at the beginning
of their marriage, when their first child was born, she and her husband had argued with
her in-laws, and the couple had moved out. Her mother-in-law, who reconciled with them
and brought them back to live together, is now more like a ‘sister’, a term used by Rasheda
to show the good relationship they share.
Her judgement of her in-laws may have been tempered by the fact that they let
her live with them during her treatment. As a young bride, she hardly had any room to
make decisions; her much older husband made all the decisions regarding the number
of children they should have, when to have them, and their use of contraceptives. Over
time, as she got older and became a mother, her position in the family improved and she
seems to have acquired more access to decision-making, as is apparent from her comment
on which contraceptive pills to buy. Supported by both her husband and sister-in-law,
Rasheda appears to have more negotiating power than Rahima to secure her place within
the family. Moreover, the fact that she and her husband moved out and were brought back
indicates a certain strength on the couple’s part. It is unclear whether her earlier isolation
was solely to prevent the transmission of tuberculosis or out of disgust or both, but her
situation had certainly improved, as is evident by the friendly relationship she now shares
with her mother-in-law.

4.4 Discussion
The findings of the current study suggest that the effects of tuberculosis go beyond its
medical impact. A multidimensional conceptualisation of gender helped deepen our
understanding of the individual subjective experiences of women after their tuberculosis
diagnosis, revealing that the intersections of various aspects, such as the stigmatisation
of tuberculosis, one’s relationship with their husband, living arrangements, motherhood,
economic contribution, age at marriage, and disclosure of tuberculosis status produce
different experiences. The narratives of the women reported here show a variety of
outcomes, suggesting that the experiences of women with tuberculosis related to sexuality
and reproduction are complex.
One important aspect of tuberculosis is the stigma attached to it; women with
tuberculosis are stigmatised in the family and the community. A daughter-in-law can be
isolated and/or sent away, as seen in the cases of Giti and Rahima, which is in line with past
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studies in Bangladesh (Karim et al. 2007, 145; Weiss et al. 2008, 840; Somma et al. 2008,
860). The current study also found that some husbands have intercourse with their wives
who have tuberculosis. This is contrary to the findings of a past Bangladeshi study which
reported that husbands refuse to have intercourse with their wives following a tuberculosis
diagnosis (Karim et al. 2011, 87). Two women were also found not to have disclosed their
disease in anticipation of negative consequences. Although past studies show that when
a woman’s tuberculosis diagnosis is disclosed, her position in the household becomes
vulnerable (Karim et al. 2007, 145; Weiss et al. 2008, 840; Somma et al. 2008, 860), the
current study reveals that this is not the case for all women.
Those who shared a good relationship with their husbands received more positive
reactions from their families than those who did not. Past studies have shown that spousal
support can lead to better clinical outcomes as there is more closeness and communication
between the partners as well as a feeling of empathy for the one who is ill (Kiecolt-Glaser
and Wilson 2017, 3–8; Choi and Ha 2011, 6–7; Meuwly et al. 2012, 943). A good spousal
relationship also implies more opportunities for women to be included in household
decision-making. Joint decision-making is an important aspect that came up repeatedly in
the narratives of the women. Whether it concerned their marriage or living arrangements,
couples who jointly made decisions were found to have the least marital conflicts following
a tuberculosis diagnosis, as was true for Asha who had a love marriage and lived away
from her parents-in-law. Story and Bulgard (2012) previously showed that joint decisionmaking by husbands and wives lead to a greater utilisation of maternal health services in
Bangladesh (Story and Burgard 2012, 7). It would be interesting to see if future interventions
for tuberculosis can involve husbands in the process of preventing its transmission.
The current study also found that women who contribute economically to the family
have fewer negative experiences than those with no income. According to the literature,
having an income and mobility outside the domestic sphere provides women with
more decision-making authority (Hasemi and Schuler 1996, 641–43; Kabeer 2005, 18;
Mainuddin et al. 2015, 69). Also, there is more marital stability if both partners participate
in paid labour (Bhattarai, Gurung, and Kunwar 2016, 112–13), particularly in the context
of financial hardships (Banks 2013, 107). This was seen in Asha’s, Salma’s and Aklima’s
cases – their economic contributions increased their families’ incomes. Asha provided
financial support through her better-off natal family, contributing to her especially strong
position in the household. The social standing of a woman infected with a disease such as
tuberculosis can therefore be improved not only by participating in paid labour but also by
providing alternative types of economic support to the husband’s family. Unfortunately,
tuberculosis can reduce a person’s ability to earn an income and subject women to conflicts
and violence, as Parul presented through her narrative. She could not work after she was
diagnosed, which caused disputes in her family. Tuberculosis takes a long time to be
treated. However, if a woman is young and has work experience, like Parul, her potential
to generate future income might help her retain her position within her husband’s family.
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Further, women with children experienced fewer negative consequences of a tuberculosis
diagnosis than those who did not have children. For example, Giti was no longer accepted
by her husband and his family after her child died. Rahima’s narrative shows that a child
strengthens a woman’s position in the household, which is supported by previous studies
(Rashid 2011, 7–8; Nahar et al. 2000, 37). Even though she was sent away, she was accepted
back into her husband’s family once the treatment was finished. The importance of
motherhood puts pressure on those women with tuberculosis who do not have children
or are not pregnant, and they are at risk of being stigmatised as permanently infertile, as
happened to Giti. Giti’s tuberculosis treatment took place during her pregnancy; therefore,
it is not clear whether TB played any role in the death of her child shortly after birth. Future
studies should further investigate the reports that suggest tuberculosis may lead to infertility
and child loss (Ghosh, Ghosh, and Chowdhury 2011, 309).
Being stigmatised as permanently infertile means that women are also at risk of
being deprived of a marital life, thus losing access to sexual satisfaction because sexual
practices and motherhood are only deemed acceptable for women within marriage. In such
a scenario, a woman may undergo triple stigmatisation due to carrying the tuberculosis
infection, being unable to become a mother and being divorced or sent away. The extent
to which a child could ensure a secure position for a woman with tuberculosis is rather
uncertain, however; as Mina’s situation revealed, having sons does not guarantee a stable
position in the household if the infected woman has a poor relationship with her husband
and mother-in-law. All the women with children included in the current analysis had
at least one son; therefore, it is not clear whether having only daughters would lead to a
similar result and further studies are required to assess whether the sex of a child makes
any difference to a woman’s status following a tuberculosis diagnosis.
The results also show that their age at marriage influenced the experiences of women
following their tuberculosis diagnosis. Those who were married early were found to be
more at risk of negative consequences, as they usually had limited access to decisionmaking. For example, Mina’s husband and mother-in-law decided whether Mina could
stay in the house. Practices such as being married early put a woman in a subordinate
position in the family, as shown by Rahima and Rasheda’s narratives. Over time, the
position improves with the birth of children, but the wife may be sent away, as in the
case of Rahima, a mother. Misha, who kept her diagnosis a secret, showed that being
married young and having no children carries a higher risk of being deprived of a marital
relationship in the case of a tuberculosis diagnosis also means that newly married women
with tuberculosis are at risk of being deprived of a marital relationship. Being younger
also often means that a woman is less able to refuse intercourse. Salma, Rasheda, Mina,
and Misha were found to comply with their husband’s sexual demands to avoid conflicts.
An earlier Bangladeshi study reported an association between young age at marriage
and sexual violence (Mosfequr Rahman et al. 2014, 163), which is widely accepted within
marriage (M. E. Khan, Rob, and Hossain 2000, 13; Fahmida and Doneys 2013, 121).
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The dominant notion that women should be available for intercourse whenever their
husbands demand it reduces their chances of refusing intercourse. This means that women
who would otherwise decide not to have intercourse – either because they do not wish to or
in fear of transmitting the infection to their husbands – have no choice but to go along with
their husbands’ sexual demands. However, the current study also reveals how a tuberculosis
diagnosis can be strategically mobilised by women to negotiate a period of abstinence if their
husbands agree, as shown by Parul and Rasheda. This also means that when a tuberculosis
diagnosis is not disclosed to protect oneself from harsh consequences, a woman cannot use
tuberculosis as a reason to abstain from intercourse, as Mina’s case shows. By taking part in
intercourse, she may be deemed to be fulfilling her expected role as sexual partner and wife,
thus securing her position in the family, albeit at the risk of transmitting the tuberculosis
infection. The implication of these findings is that tuberculosis prevention programmes
should take these non-clinical aspects into consideration.
As revealed in the narratives, the picture becomes even more complicated because
women receive contradictory messages. They are advised by health workers not to have
intercourse during their treatment, but they are also expected to comply with their
husbands’ sexual demands. Although the above analysis did not explore the messages
delivered by health workers in depth, the interviews showed that not all women were
advised to abstain, and that if they were, they were not advised on how long they should
remain abstinent. Studies that go beyond the clinical approach should therefore include
the messages patients receive from the healthcare sector, since it is not clear to what extent
sexual and reproductive health is addressed in policies and practices for tuberculosis
treatment and prevention. Moreover, when instructions to abstain are delivered to women,
there is an underlying assumption that women can make the decision themselves, when
in reality they cannot. This unequal power distribution was also highlighted in studies on
HIV that investigated why women continue to engage in unsafe sexual practices (Hoosen
and Collins 2004, 493–94). Health messages to prevent the spread of HIV through
abstinence or the use of condoms do not consider the fact that men usually make the
decision about whether to have intercourse or wear a condom. Although tuberculosis is not
sexually transmissible like HIV, it can be transmitted through proximity, so the situation
is somewhat similar in terms of decisions related to abstinence. Generalised instructions
for women to avoid intercourse do not take into account the limited control of women over
their sexuality and how these can potentially trigger domestic conflicts or sexual violence.
The concept of rights is far removed from the reality of Bangladeshi women. There
is a disconnect between internationally recognised sexual and reproductive rights and the
real-life experiences of women with tuberculosis. An important consideration related to
this concept is whether women are aware of their legal rights in the domains of sexuality
and reproduction, and to what extent they are able to exercise them. Moreover, the meaning
of consent becomes less clear when women are persuaded not to resist intercourse even
when they do not wish to have sex. The societal pressure to have sex, be a mother, and
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continue living with one’s husband despite violence makes sexual and reproductive rights
a blurry concept for women with tuberculosis in Bangladesh.

4.5 Conclusion
The current study found that a tuberculosis diagnosis has different implications for different
women. While some had negative marital and sexual experiences, others did not. The
findings revealed that the experiences of women with tuberculosis differed according to
their relationship with their husbands, their living arrangements, motherhood status,
their economic contribution, their age at marriage, and whether they had disclosed their
tuberculosis status. Women living in nuclear families with children, who had a good
relationship with their husband, and were able to provide economic support had a greater
chance of positive social outcomes than those who did not. The presence of tuberculosis was
found to worsen already strained relationships, although some women kept their diagnosis
a secret to avoid marital and sexual conflicts due to the stigma associated with this disease.
The study also revealed that those who disclosed their diagnosis could use tuberculosis to
abstain from intercourse for some period if their husbands agreed, while the women who did
not disclose their diagnosis took part in intercourse to avoid violence. Overall, the dominant
expected roles for women as wives, mothers, daughters-in-law, and sexual partners limit the
space women have to negotiate their family relationships and maintain a position of respect
vis-a-vis their in-laws during tuberculosis infection and treatment.
The findings show that women receive advice from the health sector to abstain
from intercourse, which can be difficult for them to follow. The length of time that they
should abstain is also unclear; therefore, health providers should be providing correct
and consistent information on whether and when people receiving tuberculosis treatment
can have intercourse. Given that husbands and even mothers-in-law have a say in
women’s sexual lives, it is important to deliver these messages not only to patients but
to their partners and other influential members of their family as well. Moreover, official
guidelines on tuberculosis care should be scrutinised to determine whether and to what
extent sexual and reproductive health issues are addressed (see chapter 6). Furthermore,
strategies need to be developed for policies and instructions in the health sector to
address the gendered repercussions impacting the socio-cultural consequences of having
tuberculosis such as living arrangements, pregnancy, infertility, motherhood, marital
violence, and/or intercourse. Despite being curable, tuberculosis is still stigmatised, and
further interventions are therefore vital to de-mythicise it, both from a clinical and a
socio-cultural perspective.
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Abstract
Little is known about how men behave sexually after being diagnosed with tuberculosis.
This is a mixed-method study conducted in Bangladesh consisting of a survey and in-depth
interviews with former and current male patients with tuberculosis and their wives. The
findings suggest that tuberculosis affects patients’ sexual functioning, their relationship
with their spouse and their sense of masculinity. It was found that complete abstinence,
partial abstinence and forced intercourse resulted from a fear of transmission, sexual
performance anxiety and a threat to perceived entitlement to intercourse, respectively.
These responses are rooted in dominant norms in Bangladesh related to tuberculosis,
sexuality and masculinity. Future interventions should address the sexual health of
patients and their partners.

5

124

|

Chapter 5

5.1 Introduction
The predominant focus on women’s issues in the field of gender and sexual health has led
to men’s needs receiving less attention, and to men being presented as ‘barriers’ to women’s
development, especially in the South Asian context. For example, studies in Bangladesh have
shown that when husbands make sexual and reproductive decisions for their wives, there is
lower utilisation of antenatal care (Story and Burgard 2012, 7) and contraceptive methods
(Uddin, Hossin, and Pulok 2017, 4). Men are more likely to be the primary decision-maker
in the marriage concerning intercourse and reproduction compared to women. The high
incidence of domestic violence by men, both physical and sexual, is one example of the
adverse sexual and reproductive outcomes that result from male dominance in Bangladesh
(Anwary 2015, 40–41; M. E. Khan, Rob, and Hossain 2000, 13–18). The harsh reality is that
many women in Bangladesh experience intimate partner violence and are not allowed to
seek medical help. However, a narrow focus on women alone can lead research to overlook
the diverse and complex experiences of men within gender relations. In the context of
chronic illnesses, past findings suggest that men find it difficult to adapt to changes in their
sexual lives (Charmaz 1994, 283; Gibbs 2005, 297). In the case of tuberculosis in particular,
little is known about how men behave sexually after their diagnosis.
Tuberculosis is associated with various symptoms such as fatigue, apart from
prolonged coughs and fever. The infected person usually feels physically weak and may
not be able to do any work that demands physical labour. Although the symptoms may
gradually subside in the first two months of treatment and the person may feel stronger
(Centers for Disease Control and Prevention 2018), this is not always the case. As
pulmonary tuberculosis, which affects the lungs, is an airborne and infectious disease,
there is a risk of transmission through intimate contact. Thus, patients may be required
to change their sexual behaviour to avoid transmitting the disease to intimate partners.
Tuberculosis also has other clinical effects on sexual and reproductive functioning.
Both pulmonary and genital tuberculosis (a type of extrapulmonary tuberculosis) have
been reported to affect the sexual health of men. While genital tuberculosis may lead to
infertility in men (although the chances of this happening in women are greater), pulmonary
tuberculosis can affect the function of the epididymis, the part of the male reproductive
organ that stores and transports sperm from testes. Further, anti-tuberculosis drugs can
worsen men’s ejaculatory function – they may lead to premature or delayed ejaculation
(Kulchavenya, Osadchiy, and Khomyakov 2017, 124–25). The same study reported reduced
sexual desire and orgasms in patients with pulmonary tuberculosis (ibid., 124–125). Less
information, however, is available on the social implications of such clinical problems. The
current paper centres on studying these social implications and the way men perceive and
deal with them.
Focusing on men is especially critical because several biological (sex hormones,
the genetic features of sex chromosomes and sex-specific metabolic features) and
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behavioural (smoking, alcohol consumption, high level of social contact and extreme
working conditions such as in mines) factors make men more prone to being infected
with tuberculosis compared to women (Neyrolles and Quintana-Murci 2009, 2–3;
Nhamoyebonde and Leslie 2014, 101). Bangladesh has a high burden of tuberculosis (World
Health Organization 2019, 37) and a higher disease prevalence in men than women (62%
male versus 38% female) (Banu et al. 2013, 3). Although women in Bangladesh may be
under-represented in the tuberculosis care cascade due to several socio-cultural factors
(Karim et al. 2008, 1337), the men there may actually be more at risk of contracting the
disease due to the biological and behavioural factors outlined above.
Gendered ideas of the self can have an impact on men’s chances of contracting
tuberculosis and on their overall reaction to the disease. Global research shows that not
only socio-economic conditions, but also gendered notions that men should be strong and
tough make them accept work in extreme conditions such as in coal mines, which increases
their susceptibility to tuberculosis (Mason et al. 2016, 217). Men in Malawi, Africa, who
define manhood as being able to earn an income for the family, refuse to see themselves
as patients and refrain from seeking treatment for tuberculosis (Chikovore et al. 2015,
4). According to Evans et al. (2011, 9), men’s ideas about illness as a sign of weakness and
vulnerability and their reluctance to seek treatment can be interpreted as the ‘avoidance
of femininity or perceived emasculating behaviour’. Therefore, men’s tendency to take
risks in order to conform to masculine ideals can lead to adverse health outcomes. In our
study, however, we did neither examine prevalence nor avoidance of care, as the men in
the study had already been diagnosed and were recipients of formal care. Instead, we focus
on men’s ideas about their masculinity when tuberculosis and its treatment take a toll on
their sexual functions.
Moreover, ideas surrounding masculinity may adversely affect the sexual health of
not only men but also that of their partners. For example, studies on male HIV/AIDS
patients showed that men continued to engage in risky sexual behaviour despite being
instructed to use condoms or abstain from intercourse with multiple partners (Campbell
1997, 27; Brown, Sorrell, and Raffaelli 2005, 587). Although tuberculosis is not sexually
transmissible like HIV/AIDS – except in the case of genital tuberculosis (Kimura et al.
2018, 61) – there is always a risk of transmission through bodily proximity. Therefore,
the current study uses a gender analysis lens to explore men’s sexual experiences after a
tuberculosis diagnosis.
Gender is a ‘multilevel system’ with ‘widely held cultural beliefs at the macro level, ways of
behaving to others at the interactional level and acquired traits and identities at the individual
level’ (Ridgeway 1997, 219). This means that there are some norms that determine how women
and men behave sexually. Men’s sexual behaviour is expected to conform with societal ideas of
a ‘real’ man (Connell 1995, 76). These norms are considered hegemonic because they influence
sexual practices (Ridgeway and Correll 2004, 513). This study aims to understand men’s sexual
behaviour after a tuberculosis diagnosis in the context of these norms.
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The dominant masculine norms in Bangladesh prescribe that a man should be strong and
command obedience from his wife, even in sexual matters. According to these norms,
he should provide for the family, and his wife should do household chores like cooking
and serving food. He is accorded the social and legal right to choose a marital partner.
He has the final say in matters related to household expenditure, the movement of female
members in public spaces (particularly his wife), sexual intercourse with his wife and the
number of children they have. For him, intercourse is for procreation or pleasure, whereas
for her it is a ‘duty’ (Md. M. Islam and Karim 2012, 350). Men are bestowed with the social
‘right’ to ‘discipline’ their wives (and children) if they do not conform to social norms
and may even beat them (White 2017, 257). Sexual consent is not considered necessary;
thus, if a man’s wife refuses sex, it is often considered socially acceptable for him to beat
her. The dominant idea among men is that women’s sexual pleasure comes from lengthy
intercourse, which can be used to impress and control her (S. I. Khan et al. 2008, 39). As
sexual competency is considered an integral part of being an ideal man (M. E. Khan and
Townsend 2014, 120–22; Anwary 2015, 44), being able to perform sexually is considered
vital to performing masculinity (Fleming, DiClemente, and Barrington 2016).
In Bangladesh, intercourse is defined in terms of penetration, and vaginal
intercourse is highly regarded and is used to demonstrate competence among men (S. I.
Khan et al. 2005, 162). The ability to have intercourse, referred to as ‘sex power’ (jouno
khomota), is considered an asset among Bangladeshi men (S. I. Khan et al. 2008, 39).
This preoccupation with sexual performance reveals an underlying belief that men must
display their masculinity through intercourse. This focus on intercourse is interesting, as
health workers often recommend that patients abstain from sexual intercourse and have
separate eating and sleeping arrangements to prevent transmission of the disease (Karim
et al. 2007, 147). The severity of the illness varies from person to person, resulting in
different recovery periods and, therefore, a range of sexual experiences. Furthermore, how
individuals act depends on the roles and expectations they and others assign them within
a certain context (Ridgeway and Correll 2004, 511). A man’s sexual behaviour towards his
wife is influenced by familial norms and the expectations wives have of their husbands
(Connell 1987, 120). Therefore, this paper includes the views of the patients’ wives as well.
A focus on sexual experience is also important as there is a general perception in
Bangladesh that people with tuberculosis should not have intercourse (Karim et al. 2011,
87). However, Karim et al. (2007, 147) suggest that mixed practices take place among men
such as refraining from intercourse, forcing wives to have intercourse, and being refused
intercourse by wives due to their tuberculosis status. Since bodily proximity can cause
the transmission of tuberculosis, it is crucial to know if tuberculosis affects the sexual
experiences of men and if so, how. Sexuality and intimacy are important determinants of
quality of life. Hence, the current study attempts to fill this gap in the literature.
Studying the interconnectedness between norms, practices and people’s subjectivity
helps shed light on tuberculosis’ impact on sexual relationships and enables us to link
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discourses on gender and sexuality with lived experiences. This further allows us to
understand the challenges men face in their sexual lives when diagnosed with tuberculosis.
The current research aims to contribute to the literature on male sexual experiences in
case of an infectious but curable disease.

5.2 Method
The qualitative findings from a mixed-method study are presented in this paper. A survey
was administered in 2015 to 48 men with tuberculosis who had been or were presently
under treatment. The survey recorded treatment-related information, the responses of
family members to the diagnosis as participants reported, and the participants’ sociodemographic information. Following the survey, based on geographical access and
ensuring varied responses to the survey questions, we interviewed in depth fourteen men
from the group. We also recruited one more man with tuberculosis to meet data saturation
requirements. In total, fifteen men with tuberculosis took part in the in-depth interviews
(IDIs). The wives of only eleven of the men appeared for interviews; the other wives were
unavailable for varied reasons such as temporary visits to their natal homes or employment
outside the house. Except for one, all the wives were interviewed separately from their
husbands and at different times. However, during some of the interviews with the men,
their wives were present in another room as the interviews took place at night after the men
came back from work. During the IDIs, the men and their wives were asked about their
sexual and marital relationship after the diagnosis. All the interviews were conducted in a
semi-structured format. In addition to those who participated in the IDIs, ten other men
who spontaneously talked about their sexual relationship in the survey were included in
the analysis. Therefore, the analysis includes data from 25 men and eleven wives. Of the
25 men, thirteen were former patients and twelve were current patients. Of these men,
three had extrapulmonary tuberculosis and the rest had pulmonary tuberculosis. All
IDIs were transcribed verbatim into Bangla. Data were coded and themes were identified.
Pseudonyms have been used throughout this paper.

5.3	Challenges to masculinity: tuberculosis reduces sexual abilities
and opportunities
The current study found that tuberculosis played a role in reducing men’s ability and
opportunities to have sexual intercourse, which resulted in partial to full abstinence or
forced intercourse. Out of the thirteen former patients, six reported having had intercourse
during their treatment, and of the twelve current patients, six mentioned doing so after
their diagnoses up until the day of the interview. Of those who had had intercourse, three
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disclosed that they had forced their wives to do so. These practices were influenced by the
instructions of health workers, the patient’s experience of physical strength or weakness,
fear of transmission, and whether the wife agreed to have intercourse or not. These
sexual practices revealed various challenges linked to hegemonic masculinity that were
not entirely foreseen at the beginning of the study. The challenges have been separated
into three broad themes: sexual performance anxiety; perceived threat to entitlement to
intercourse; and acceptance of reduced sexual activeness to protect family members from
tuberculosis.

5.3.1 Sexual performance anxiety
Tuberculosis affects the perceived sexual competency of men. Physical weakness due to
the disease was cited as a common reason for some men to abstain from intercourse,
in accordance with the findings of another Bangladeshi study (Karim et al. 2007, 147).
Although physical weakness was a common symptom among all patients, it was especially
a concern among those who wanted to perform well sexually but could not. For example,
Aziz, aged 42, diagnosed with pulmonary tuberculosis and in the third month of his
treatment, said during the survey,
I am physically very weak. I don’t have any power (shokhti) in me. I am
afraid to go near my wife. How will I go? I do not have the strength (jore)
in my body. Fear of [transmission of] my disease and [lack of] strength.
For these two reasons, I am afraid to go near her.
Aziz’s response reveals the shame surrounding lack of physical strength and sexual
competency for men. He expressed particular disappointment in not being able to earn as
much money as he could when he drove a CNG, a motor tricycle meant for public transport,
because of his physical weakness, and therefore called himself ‘unemployed’ even when
he runs a small grocery shop now. He said that he finds it difficult to run his family now.
Clearly, he finds earning only a small income shameful and gives great importance to
physical strength, the lack of which continues to affect him adversely after diagnosis. A
fear of transmitting the disease and poor performance led to sexual abstinence in his case.
As he associates a lack of physical strength with weak sexual performance, tuberculosis
is a threat to his self-image. He associates a lack of physical strength with weak sexual
performance and fears displaying either in front of his wife, aged 35. He believes that it
would damage his manly image, a risk he does not want to take, given the toll his low
income has already taken on his self-image.
A similar fear haunts Shirajul, aged 30, a pulmonary tuberculosis patient in a
similar treatment phase. Unlike Aziz, he correlated physical strength with more frequent
intercourse. He mentioned:
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Before I got ill [with tuberculosis], there have been days when I used to
feel like having intercourse every day. We even did it [intercourse] almost
every day. But now after becoming sick, three to four days pass by, but I
don’t feel like doing it at all.
Besides the frequency, he also complained about the duration of intercourse. He said, ‘In
the past, I could do it for a long time. Now I can’t, brother. Not at all’. His wife, aged 27,
who echoed his worries but from a different perspective said,
I have been married for thirteen years … He used to want [intercourse]
like every day. But now after becoming sick, three to four days go by, he
does not desire it. He has changed … He does not feel for me the way he
used to.
According to her, Shirajul was upset when she told him he had changed. Tuberculosis and
its treatment seem to not only have caused a loss of physical strength but also a reduction
in libido. Overall, his self-image as a man with a strong sex drive was affected, resulting
in a tendency to avoid intercourse. His partner interpreted his pre-tuberculosis sexual
behaviour as a sign of love and care, and his change in behaviour as a change in his desire
for her. Despite having been in a pre-marital relationship and having been married for
thirteen years, their relationship has now been affected by tuberculosis. The cases of Aziz
and Shirajul reveal that maintaining a desired sexual self-image is difficult when living
with tuberculosis, so much so that men sometimes prefer to abstain than risk displaying
poor performance.
Even after recovery, sexual performance may be constrained by physical weakness
as seen in the case of Miraj, aged 32, a shopkeeper by profession, who fears he has been
reinfected with tuberculosis as despite having finished his treatment, he still feels fatigued.
Therefore, even though he desires it, he reports feeling afraid to have intercourse. He
added, ‘Brother, now I can barely have intercourse once a week. After a while, I run out
of breath’. He intentionally avoids frequent intercourse due to his inability to make it last
longer. It also seems that he would rather have infrequent intercourse than display a lack
of stamina.
One may question whether extrapulmonary tuberculosis influences sexual
performance, since the lungs are not affected. The study revealed interesting findings.
Habib, a 36-year-old shopkeeper with extrapulmonary tuberculosis, had completed six
months of his nine-month-long treatment regime at the time of the interview. His wife,
aged 30, happily mentioned that he insists on intercourse more often now than before his
diagnosis, and that he ‘feels young and strong after starting to take tuberculosis medicines’.
His increased sexual activity points towards his partial recovery, which may have resulted
in increased strength and better sexual performance. The frequent desire for intercourse
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was interpreted by his wife as sexual competency; this seems to have had a positive impact
on their sexual relationship, which had already been good before the diagnosis.
However, Karim, a 36-year-old lawyer and former extrapulmonary tuberculosis
patient, reported a different experience. He reported not being able to have intercourse
more than once a month during his treatment due to physical weakness. He revealed that
he deliberately abstained from frequent intercourse. Despite knowing that his illness is
not infectious, he ‘tried to keep distance from his wife’ intentionally as he had ‘heard
from many people that it might spread during intercourse’. His wife, aged 33, could not be
asked about intercourse as the students that she tutored were around during the interview.
Although Karim did not explicitly share details regarding his sexual performance, it
seems that physical weakness and his perceptions regarding the infectivity of tuberculosis
prevented him from having frequent intercourse.
The cases so far reveal that irrespective of the type of tuberculosis, men tend to
refrain from having frequent intercourse due to physical weakness, fear of transmitting
the disease and in accordance with the instructions of health workers. But among them,
physical weakness seemed to be the main reason for not being able to perform as desired.
In the cases seen thus far, the men reported various aspects of sexual competence to be
important to maintain their pre-tuberculosis sexual image, and hence their masculinity.
The men felt ashamed of their poor sexual performance and the perceived negative
judgement of their wives. This is a form of self-stigmatisation, as the men expected to be
devalued or receive negative judgement when in reality that was most often not the case
(Link et al. 1989, 403). These men did not conform to the hegemonic masculine notion
that men must always be sexually active and want intercourse, but they did subscribe
to the idea that intercourse should be frequent and of long duration. Thus, they strived
to meet these requirements whenever they had intercourse, however infrequent that
may be, thereby revealing the complexity of being a man. The fact that men struggled to
meet these expectations of sexual performance tells us how sexual norms can discipline
sexual conduct (Dean 1999, 11). However, not all men expressed concerns about their
performance; some were more preoccupied with having their sexual urges met. When
they were refused intercourse, they tended to force it on their wives.

5.3.2 Threat to perceived entitlement to intercourse
Three men in the current research reported forcing their wives to have intercourse over
the course of their treatment. One of them was Noresh, a 47-year-old barber and patient
of pulmonary tuberculosis, who slept in a different room, separate from his wife (30
years old) and children. His wife reported that when he had been first diagnosed with
tuberculosis, she had initiated this separate sleeping arrangement because she finds it
shameful to share a bed with her husband after her children have grown up. This was the
second time he had contracted tuberculosis, and they continue to sleep separately on the
wife’s insistence. Noresh did not reveal his history of tuberculosis in both the survey and
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in-depth interview and scolded his wife in private during her interview when he heard her
talking about it (even though he was not present in the room and she was speaking in a low
voice). Both Noresh and his wife shared that they had not received any advice about sexual
intercourse, which they continued to engage in despite the separate sleeping arrangement.
His wife said, ‘Eight days do not even pass. He comes to me’. She also added that she ‘does
not feel the willingness (iccha) to have intercourse anymore’. But she reported hesitantly
taking part in it to avoid fights and humiliation in front of her children. Even though his
wife had expressed her reluctance to him, Noresh continued to force intercourse on her.
In the survey, which took place privately, he said,
My wife does not want to have intercourse. But she must do it. Just because
I have it [tuberculosis] does not mean she will have it. This is my need. She
should understand that. When a man and a woman marry, they cannot
stay away from each other. So, I try to convince her about my need.
From what his wife said, it seems that Noresh has always forced intercourse on her,
regardless of his tuberculosis status. Also, whether she ever had a say in intercourse is
questionable. Her decision to initiate a separate sleeping arrangement right after his
diagnosis has convinced him that she refuses intercourse because of tuberculosis, though
her own reasons may be more complex. However, according to Noresh, a wife must obey
her husband and comply with his sexual demands; refusing intercourse is interpreted as
disobedience. He presents his wife’s resistance as a hindrance to his right to intercourse
and the fulfilment of his sexual needs. Forcing intercourse appears to be a way for Noresh
to establish his authority over her.
This also seems to be the case with Raisul, a 28-year-old former patient with
pulmonary tuberculosis, a day labourer, who forced intercourse on his wife, aged eighteen
years, because he ‘could not control’ himself.10 He further justified his actions by saying,
‘One cannot be in control after not doing it for five months’. He was instructed by a
health worker not to have intercourse without a condom, which he did not follow, but
he ejaculated outside his wife’s vagina as a precaution to prevent transmission. He also
mentioned that he makes all the decisions related to intercourse, contraceptive use and
place of birth of their children, and that he does not feel the need to discuss these matters
with her because ‘she does not understand all these’. He seemed to connect her perceived
ignorance to her lack of movement and social interaction in the public sphere. He added
quite boastfully, ‘You know, I stayed in Dhaka for ten years. I may not be very literate
but I have hung around with literate people... I worked at that coaching centre… I know
about all these’.11 A member of Raisul’s family told us that his parents-in-law did not want

10

Raisul’s wife was away at her parents’ place as she was pregnant.

11

A coaching centre provides private classes for academic subjects.

5

132

|

Chapter 5

their daughter to stay with him during his treatment. They had sent for her and did not
let her return until he recovered. However, it is not clear in which phase of the treatment
this happened because Raisul reported having forced intercourse on his wife in the fifth
month of his treatment. Tuberculosis negatively affected Raisul’s marital and sexual life.
He seems to have interpreted his wife’s refusal of intercourse and her not staying with him
as him having less control over his marital relationship and his authority being at stake.
He seems to have used forced intercourse to reaffirm his authority. Moreover, the display
of sexual skill – not using a condom and pulling his penis out before ejaculating – seems
to be used to affirm his sexual competency. He also stated that it is natural to lose control
after long abstinence, using this belief to justify his sexual aggression. Through forced
intercourse, his self-image as a man who has a right to intercourse from his wife and has
the sole authority to make sexual decisions is expressed.
Rokib, a 28-years-old former patient of pulmonary tuberculosis, also justified
coercing his wife to have intercourse by stating that he lacked control over his sex drive.
During his tuberculosis treatment, he could not continue his work as a day labourer. His
wife, aged 24, a housemaid, was interviewed in his presence. She mentioned that during
the treatment, he looked after their newly born daughter while she was away at work. Both
he and his wife said that they were advised by a health worker to abstain from intercourse;
however, both mentioned different periods of abstinence – his wife stated five to six
months while he reported one month. In the survey, which took place in the absence of
his wife, Rokib narrated having forced intercourse on his wife a few days after initiating
his treatment. He said,
I was told not to have intercourse. Yet, after around 5–6 days [after
starting treatment], I did it as I could not control myself. Because after
taking medicines, I felt strong.
Here, increased physical strength is associated with the desire to have intercourse. His
statement about his lack of control over his sexual drive presents it is as something natural
and beyond his control, for which he cannot be blamed.
The practice of men coercing their wives into intercourse is consistent with previous
research conducted on Bangladeshi men with tuberculosis (Karim et al. 2011, 87). Such
violence, often justified using the excuse of uncontrollable sexual urges, results from the
dominant notion surrounding manhood that a ‘real’ man is one with strong sexual urges
and who can control his wife (M. E. Khan and Townsend 2014, 120–24). As sexual consent
is often considered unimportant in a marital relationship and women’s sexual pleasure is
disregarded, forced intercourse is a common phenomenon in Bangladesh (M. E. Khan,
Townsend, and D’Costa 2002, 127). It draws from the idea that a wife should submit to the
sexual demands of her husband; any resistance is seen as disobedience and as a threat to
her husband’s manhood and authority (Anwary 2015, 42). Therefore, when wives refuse
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intercourse due to fear of transmission (or under the garb of this), men like Noresh and
Raisul are likely to interpret it as them losing control over their wives.

5.3.3 Acceptance of reduced sexual activeness to protect family members
Some men were concerned about the transmission of tuberculosis to their family members
and avoided close contact with them. For example, Dulaal, a 51-year-old pulmonary
tuberculosis patient who worked as a security guard in a private residence, and was
undergoing treatment said,
When I was very ill [in the beginning], I was acting safely that time. Now
that I recovered a little, I have started to sleep here again (pointing to
the bed he shared with his wife). Do you know how I was safe? I kept a
distance. I did not touch her. I did not do it [intercourse].
Among the five men who accepted their wives’ refusal, one was Hashem, a 23-year-old
on treatment for pulmonary tuberculosis. His wife, aged 15, reported that before his
tuberculosis diagnosis, the couple had already stopped having intercourse since she was
in the fifth month of her pregnancy. He had also been physically unwell at that time. Seven
days after his treatment started, she delivered their child at a hospital and went to her
natal home. It has been around one week since he brought her back because ‘if she stays
for very long people will start talking’. Although he was advised by a health worker not to
engage in intercourse, his wife said that he had initiated intercourse on several occasions.
However, she had refused him every time because her gynaecologist had recommended
total sexual abstinence for three months post child delivery as she had had a caesarean
section. Moreover, she was also afraid that her child would get infected through her breast
milk, in case the tuberculosis was transmitted. According to her, he was upset by her
refusal. This example shows that the infectivity of tuberculosis can hinder the sexual
availability of a partner and can, in turn, have psychological effects. At the same time,
the need to protect family members, particularly someone as vulnerable as an infant, is
sometimes prioritised over the desire for intercourse. Clearly, in the end, he respected his
wife’s wishes. Hashem resists the conventional notion that a man is entitled to sex and
must be obeyed no matter what. Instead, he acts like a good husband, someone who can
protect his family from an infectious disease, which is also how an ideal man should be.
Another participant, Mofiz, aged 45 years, also seemed to accept his reduced
opportunities to have intercourse. The infectivity of tuberculosis continued to affect
his sexual relationship post-recovery. He said that he did not believe that tuberculosis
is communicable and hereditary, but his wife, 38 years old, believed otherwise, as his
mother and brother have had tuberculosis in the past. She did not let their children go
near him during his treatment. When Mofiz’s son, a ten-year-old, was also diagnosed with
tuberculosis about four months after his father, his wife believed that he had caught it
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from Mofiz. Their son was admitted to a hospital in a critical condition. He was operated
on and had already recovered by the time the interview took place. She said, ‘I felt more
terrible when my son had tuberculosis than when my husband had it’. When asked about
intercourse post-treatment, she said,
I am still not at peace after my son got ill. I always keep worrying about
him. What if he catches a cold and he has that disease! … Now my
daughter has grown up. We all sleep in the same room. Now one cannot
do it all the time, right? That is why our frequency [of intercourse] now
is less.
Mofiz, however, mentioned a different sleeping arrangement. He said that they have two
rooms – he sleeps with his wife in one room while their children sleep in another, and
sometimes their son joins them. His eating arrangements were also affected post-recovery.
His wife said,
We do not use his plate nor his glass. Before we used to. But now we no
longer share, even though he recovered. This disease is always present in
someone or the other in his lineage!
Their child contracting tuberculosis had put a strain on their marital and sexual
relationship. In addition, if his wife wanted to have intercourse, special arrangements
could be made since they had two rooms. Here, again, children were used as an excuse not
to engage sexually with a husband with tuberculosis.
These cases show that fear of transmission of tuberculosis and refusal by wives
lead to less active sexual relationships and reduce the chances of intercourse even when
one feels physically strong or recovered. As tuberculosis is infectious, protecting family
members seemed to be of utmost importance to these men. Moreover, both Dulaal and
Mofiz are middle-aged with children who are older and therefore, perhaps do not need to
stress their prowess because they have already proven their masculinity, unlike the new
father Hashem who is much younger. This could be why Dulaal and Mofiz could more
easily accept their low sexual opportunities. Mofiz’s acceptance of his wife’s refusal could
also come from the fact that he transmitted the infection to his son, who fell critically ill.
It is not clear, however, if he or Hashem would have accepted their wives’ refusal had they
not been infected with tuberculosis.
So far, we have presented different scenarios representing the sexual relationships of
married men with tuberculosis. They either opt for abstinence or less frequent intercourse
when they are less confident about their sexual performance or show their recovery by
engaging in more intercourse. We have also shown how some men respected their wives’
wishes and refrained from sexual intercourse while others forced intercourse on their

Sexual Abilities and Opportunities

|

135

wives. Irrespective of how the men behaved sexually, they tried to retain their authority in
their relationship when it came to sexual and reproductive matters.

5.4 Discussion
The present study found that tuberculosis affects people’s abilities and opportunities
to have intercourse. We found three different sexual behaviours: complete abstinence,
partial abstinence and forced intercourse, which resulted from reduced sexual activity
to avoid transmission, sexual performance anxiety and perceived threat to entitlement
to intercourse, respectively. These behaviours were influenced by dominant norms and
practices related to tuberculosis, sexuality and masculinity in Bangladesh, which is
elaborated upon in the following sections.
One of the most striking findings that stood out in the current research was that men
would rather abstain than display poor sexual performance. These men refrained from
intercourse until they felt physically strong enough to meet perceived expectations of sexual
competency – lengthy and frequent intercourse, physical strength and a strong sexual drive.
According to a Bangladeshi study by S. I. Khan et al. (2008, 39–40), men defined ‘good
sex’ as a ‘capacity to perform a single bout of sexual intercourse for a prolonged time’, and
assumed women derive sexual pleasure from intercourse lasting about 20–30 minutes.
They also believed that lengthy intercourse not only demonstrated sexual competence but
also control over the partner. Although the men in the current study did not mention the
desired duration of intercourse, the fact that they were concerned about not matching their
pre-diagnosis sexual performance is an important finding. They were concerned about
maintaining or exceeding the performance they had previously shown, which seems to
correlate with their need to maintain a continued control over their relationships.
It is difficult to perform sexually due to the side-effects of tuberculosis, as noted
above. This means that even after starting treatment, one may not be able to have
intercourse or only for a short duration. Although the symptoms may subside in the first
few months of treatment and the patient may feel better, there is no specific timeframe as
to when they will recover their strength, as the current research shows that recovery times
vary. Moreover, studies show that both the disease and the drugs used to treat tuberculosis
can lead to reduced sexual libido and erectile dysfunction (Kulchavenya, Osadchiy, and
Khomyakov 2017, 124–25); this may lead to a reluctance to initiate intercourse even
when physically strong. This also means that if the treatment duration is long, problems
such as reduced libido and erectile dysfunction may persist, leading to emotional and
mental effects. Clinical studies also prove that the lungs remain impaired after treatment
(Guessogo et al. 2016, 336; Ralph et al. 2013, 3–4). This could explain why one of the men
in the present study suffered from shortness of breath even after recovery and failed to
sexually perform as per his expectations.
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Further, the infectivity of tuberculosis discourages proximity between the infected person
and family members; this also affects decisions about intercourse. Wives were found to
refuse intercourse due to the fear of transmission. Health workers also instructed men to
stay away from their wives (and children) during treatment. These findings are consistent
with a previous study in Bangladesh (Karim et al. 2007, 147). Due to these reasons, a
man may not have the opportunity to sexually perform even if he feels strong physically.
Future clinical studies should assess the possibility of transmission of tuberculosis during
intercourse and whether infected individuals ought to abstain and for how long.
However, abstinence is a difficult choice because the dominant sexual and masculine
norms dictate that men, especially those who are young, must be sexually active (S. I.
Khan et al. 2008, 39). This puts a man with tuberculosis in a difficult position. Finding
a balance between the desired behaviours is a struggle, which can ultimately affect
his marital relationship. This was seen in the case of Shirajul, for example, whose wife
interpreted their less frequent intercourse as a decline in his love and care for her. The idea
that sexual pleasure centres on penetration also limits the sexual experiences of couples
during tuberculosis treatment.
The finding that men wished to retain their sexual performance to avoid shame
shows that they wanted to impress or ‘win’ their wives with their performance. This
means that they cared about what their wives thought of their sexual performance, which
is contradictory to the dominant belief in Bangladesh that women’s sexual pleasure is
unimportant. Such findings hint that women can shame their husbands. Therefore, the
current findings show that hegemonic masculinity also imposes expectations on them
and shames them. Women also subscribe to these gender norms when evaluating their
husbands’ sexual performance. We also found that some men coerced their wives into
having intercourse. These men justified this by pointing to their long abstinence from
intercourse and their regained strength due to treatment. Lack of control over sexual
urges comes from the discourse that the male sexual drive is biological or natural, and
thus cannot be controlled, unlike the female equivalent. This rhetoric has been heavily
criticised by feminists, who argue that this conception of the sexual drive is socially
constructed and confers unequal power to men (Hollway 1984, 63–64). It gives men a
means to justify sexual violence and positions women as the object of their sex drive. Since
according to the norms of Bangladeshi hegemonic masculinity, ‘real’ men have strong
sexual drives and complete control over his wives (M. E. Khan and Townsend 2014, 120),
this serves as justification to force intercourse. A study of the general public in Bangladesh
found that men were violent with their wives when they disobeyed them (ibid., 124–125).
This means that not just an unwillingness to have intercourse, but any show of resistance
and non-compliance to their husband’s demands could result in violence. Therefore, when
men are infected with a disease like tuberculosis, the infectivity of which provides wives
with an opportunity to refuse intercourse, husbands like Noresh believe they are losing
control over their wives. This leads to forced intercourse, which puts their partners at risk.
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Not only is there a risk of transmission of tuberculosis to the wife, but it also may affect
her emotionally and mentally.
Whether the men sought to express their masculinity through sexual performance
or aggression, their need to establish control in their marital and sexual relationships was
apparent. The common concern for these men was that they feared losing the control and
authority they had before their diagnosis.
Despite these preoccupations with performance, the men were the primary decisionmakers regarding sexual and reproductive matters in their marriages, as evident in their
interviews. Therefore, it is not so much as gaining authority but more about retaining it
and having a ‘physical sense of controlling’ their wives (Groes-Green 2009, 298) in times
of disease, when their authority may be threatened.
In the current study, we see that a few of the men forced intercourse on their wives.
The majority accepted their wives’ wishes and did not insist on intercourse. This shows
that there should be greater recognition of the positive role men can play in promoting
gender equality. It is important to acknowledge that men are gendered subjects who act in
multiple ways, (re)producing multiple masculinities, often in complex and contradictory
ways.

5.5 Conclusion
Sexuality is an important aspect of quality of life that needs to be considered when treating
tuberculosis. The present study showed that tuberculosis affects men’s sexual functioning,
marital relationships and sense of masculinity. We have shown tuberculosis affects men’s
sexual lives, when fears of inadequate performance, the severity of the disease, a fear of
transmission, instructions from health workers, and their wife’s refusal of intercourse
affects their sexual performance and opportunities. We also understood that not being
able to have sex evokes sexual anxiety and aggression in men. These findings support the
need for interventions designed to address the sexual health of men with tuberculosis and
that of their partners. Furthermore, as tuberculosis is not sexually transmissible but can
spread due to proximity, more studies should also be conducted on the risk of transmission
through sexual intercourse and safe sex practices.
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Abstract
There is scant information on the instructions provided by health workers to patients
diagnosed with tuberculosis and the implications these instructions have for sexual and
reproductive health and tuberculosis control in Bangladesh. This chapter aims to draw
attention to tuberculosis control guidelines and information dissemination practices that
may need to be adapted to the living situations of those with tuberculosis. This study took
place in the Monohardi and Narsingdi Sadar sub-districts in Narsingdi and Mirpur slum
in Dhaka, Bangladesh. We present findings from an analysis of four major documents,
forty-five in-depth interviews (of current and former tuberculosis patients, their family
members, and health workers), and two focus group discussions with health workers.
The findings show that the official guidelines and policies hardly address sexual health.
During the treatment period, patients received mixed and inconsistent instructions from
health workers on sexual intercourse, contraception, pregnancy, and living arrangements.
The messages were interpreted differently based on who delivered and received them,
and different instructions were provided to women and men. The instructions were not
specific to the living situations of patients and therefore led to implementation challenges.
Future interventions should ensure correct and consistent messaging, and policies should
be adapted to the sexual needs of those infected with the disease.
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6.1 Introduction
Tuberculosis is an infectious disease that is widely prevalent in Bangladesh (World Health
Organization 2013, 10; 2019), with pulmonary tuberculosis being more prevalent than extrapulmonary tuberculosis (Khanum, Sultana, and Dhar 2013, 215). Despite this, there is scant
literature on the influence of messages from policy makers and health workers on the sexual
and reproductive health (SRH) of tuberculosis patients. To ensure the physical, mental,
and emotional well-being of patients, we need to understand how information on SRH is
integrated and reproduced in the medical discourse on tuberculosis and to what extent the
treatment regimen affects SRH. This paper analyses policy documents, an NGO’s guidelines,
and the messages delivered by health workers to reveal whether national policies and the
instructions delivered to patients address SRH matters, such as intercourse, breastfeeding,
pregnancy, and contraception, in relation to tuberculosis treatment.
The National Tuberculosis Programme (NTP) of Bangladesh has taken a top-down
approach to tuberculosis treatment and prevention and has published national treatment
and prevention guidelines. BRAC, an NGO that offers the most widespread tuberculosis
care services in the country, has its own guidelines corresponding to the national ones,
mainly aimed at health workers. BRAC deploys numerous community health workers –
largely female volunteers known as shasthya shebika (henceforth referred to as shebikas).
These community health workers are volunteers trained by their immediate supervisors,
called programme organisers, who are in turn trained by their supervisors. The shebikas
and programme organisers interact with diagnosed individuals and instruct them on
treatment and prevention techniques. Therefore, the relationship within the different
levels of health workers and between them and the patients is hierarchical in nature.
To understand this specific care relationship, the concept of governmentality (Foucault
1991, 102) is useful. According to this concept, individuals, with their ‘authorities and
agencies’, use ‘techniques and forms of knowledge’ to ‘shape conduct by working through
our desires, aspirations, interests and beliefs’ (Dean 1999, 11). The concept further alludes
that we also shape our own conduct based on our knowledge, beliefs, and opinions (Dean
1999, 16). Thus, health workers who are equipped with the knowledge and means to treat
and prevent tuberculosis transmission must shape the behaviours of infected individuals
in order to control further transmission. The patients, in turn, must adapt their living
conditions to observe the preventive measures prescribed. But they do so not only based
on their own knowledge, beliefs about the disease and opinions about proper sexual
behaviour, but also in the context of their economic and spatial abilities – that is, they must
also take into account their specific living arrangements. Therefore, it is not enough to
study only the messages, but we must also investigate the reasons for delivering particular
messages on the one hand and for following (or not following) instructions on the other.
In this chapter, the analysis of messages is not limited to sexuality and reproduction,
as the transmissibility of tuberculosis could also affect interaction and household duties
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in general. In the region and population under study, certain behaviours are governed
by gendered norms: men are expected to go out to work to earn money while women
– in addition to their numerous responsibilities – cook, clean, wash, and take care of
family members, especially children, whom they must feed, bathe, and put to sleep. These
are also the moments when family members have to be in close contact. Moreover, some
individuals adopt different living arrangements after their diagnoses, which affects their
sexual and reproductive opportunities. Therefore, it is imperative that we consider all
kinds of instructions from health workers in order to draw a complete picture of how a
diagnosed individual is expected to live and the challenges and opportunities they have to
manoeuvre to have an overall positive treatment experience.
The aim of this chapter is to gain insight into the production and reproduction of
ideas and practices related to tuberculosis and sexuality in the tuberculosis–health chain.
Moreover, it calls attention to tuberculosis treatment policies and practices that need to
be better adapted to the sexual and reproductive needs of tuberculosis patients. Towards
this end, we first analyse the official guidelines of the NTP of Bangladesh and BRAC’s
Tuberculosis Control Programme. We assess to what length they cover intercourse,
breastfeeding, pregnancy, and contraception. Next, we delineate the instructions that are
delivered to and received by patients and to what extent these are informed by perceptions
and interpretations of the relationship between tuberculosis and SRH. Finally, we examine
the strategies and challenges that people with tuberculosis and their family members
encounter when carrying out the suggestions of health workers.

6.2 Method
6.2.1 Research setting
The study focuses on the Monohardi and Narsingdi Sadar sub-districts in Narsingdi
district and Mirpur slum in Dhaka, Bangladesh. The towns and villages in Narsingdi are
densely populated. In urban areas, the respondents and their families lived in cramped
and poorly ventilated two-room houses with a toilet and kitchen. Rooms were small to
begin with, and the presence of furniture left very little space to walk around. However,
in the villages in Narsingdi Sadar and Monohardi, most houses had mud walls and tin
roofs. These houses, situated in clusters, were less crowded and better ventilated. Each
cluster or compound shared a common courtyard and was mostly occupied by joint or
extended families. Occasionally, families who were not related also shared the compound.
Except for two, most participating tuberculosis patients in Monohardi lived in singleroom houses, where they ate and slept with their families. In most cases this room had just
one bed, some kitchen utensils in one corner, a wooden shelf or a plastic rack for putting
plates and utensils, racks and strings for hanging clothes in another corner, and in rare
cases, a television. These rooms were small, poorly lit, and cramped. In the courtyard was
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a common space with at least two stoves and a latrine, shared by households in the same
compound, and there was a tube-well nearby, shared by families both inside and outside
the compound.
In Mirpur slum, the living conditions were even more cramped. Mirpur is an urban
area of approximately 140,000 inhabitants who live in poorly ventilated, overcrowded
shacks, mostly made of tin and other temporary materials, surrounded by tiny, congested
alleyways and smelly sewers. At least ten households of at least three members each shared
one latrine, along with approximately four or five stoves, which are situated outside the
shacks in a common space. Most respondents ate and slept in single rooms shared by
at least three people. Similar to the rooms in Monohardi, these rooms were also full of
furniture, leaving little space to move around.
As regards eating practices, when people eat, they usually take their meals warm;
the food is served from cooking pots into small serving bowls, each containing one dish.
Everybody uses the same spoon to take food from the common serving bowl onto their
plate. People eat by hand, and mothers often share their plates with their very small
children, whom they also feed with their hands. Sometimes, each member of the household
also has their own plate and/or glass.

6.2.2 Data collection
The data collection phase consisted of document review, in-depth interviews and
observations, the information from which were triangulated to answer the research
question: How and where is information on sexual and reproductive health produced and
transmitted in the medical discourse on tuberculosis?

6.2.2.1 Document review
We selected four policy documents for text analysis: two national guidelines by the NTP
and two by BRAC. Apart from the national guidelines, which are in English, the BRAC
guidelines are mainly in Bangla, with the exception of certain medical terms and chapters.
The four documents we selected are listed below.
1.	‘National Guidelines and Operational Manual for Tuberculosis Control’ (NGOMTC)
(fifth edition): This official document is a guide for tuberculosis control; it is intended
for use by clinicians and individuals working in tuberculosis programmes (National
Tuberculosis Programme 2013). Besides explaining how the NTP works, it provides
complete guidelines on how to identify and treat tuberculosis in adults and children;
manage tuberculosis/HIV co-infection; treat and control drug-resistant (DR)
tuberculosis; and involve other partners for efficient tuberculosis control.
2.	
‘National Guidelines for Tuberculosis Infection Control’ (NGTIC) (first edition,
2011): This document provides a guiding framework on how various settings, such as
hospitals and households associated with tuberculosis care, can take actions to prevent
the transmission of infection.
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3.	‘Kormoshuchi shonggotokder jonnyo jokkha niyontron kormoshuchi bishoyok shohaika’
(Guidelines for Programme Organisers of the Tuberculosis Control Programme)
(GPOTCP): This document outlines the diagnosis, treatment protocol and prevention
strategies for tuberculosis; it also details how community health workers, such as
shebikas, can be involved (BRAC 2017b).
4.	‘Jokkha niyontron kormoshuchir orientation shobhar jonnyo guideline’ (Guidelines
for Orientation Seminars of the Tuberculosis Control Programme) (GOSTCP):
This document is meant for participants of the orientation seminars conducted by
the BRAC Tuberculosis Control Programme, which informs participants from the
community what tuberculosis is and how and where to treat it. The participants are
community members such as cured patients; community leaders; industrial workers
and owners; village doctors and drug sellers; NGO workers working on HIV/AIDS and
reproductive health; private practitioners; and doctors on internships (BRAC 2017a).
Since we wanted to know whether and how these documents address SRH, we searched for
these keywords: sexual, reproduction/reproductive, intercourse, abstinence, infertility,
pregnant/pregnancy, breastfeeding, and contraception/contraceptive. In the Bangla texts,
we used the equivalent Bangla terms: jouno (sexual), projonon (reproduction/reproductive),
jouno milon (intercourse), jouno biroti (sexual abstinence), bondhyatto (infertility),
gorbhabostha/gorbhoboti (pregnancy/pregnant), buker dudh khawano/sthonnopaan/
sthonnopaan korano (breastfeeding), and jonmoniyontron (contraception/contraceptive).
We also looked for euphemisms for sexual intercourse, such as ‘sleeping together’, ‘staying
together’, or ‘doing it’. We looked for instructions for both health workers and patients at
facilities and in household settings. We paid particular attention to the instructions that
health workers are expected to give patients once they are diagnosed, and how they should
act in relation to the advice.

6.2.2.2 Interviews
To find out what messages health workers communicated, we have included qualitative
findings from in-depth interviews (IDIs) and focus group discussions (FGDs) in the analysis.
We interviewed fifty-five participants, including eight health workers, twenty-eight former
and current patients, and nineteen family members (sixteen spouses and three mothers-inlaw). Out of the eight health workers, there were six shebikas, one field organiser, and one
medical officer. We held two FGDs with six health workers in each. The FGDs took place
in Dhaka and consisted of health workers who did not take part in the IDIs: we conducted
one among six male programme officials and the other among six shebikas. We held one
informal interview with an official from the BRAC tuberculosis control programme, who
coordinated and oversaw the training of health workers. During the IDIs and the FGDs, we
asked the participants what instructions they gave to whom and why (see Annex 7 and 8).
The informal interview mainly explored the contents of training and sources of information.
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6.2.2.3 Observations
We observed one refresher training programme for the shebikas in Dhaka. It was conducted
by a programme official and was attended by ten shebikas, of whom six took part in the
FGD following the training.

6.2.3 Data analysis
For the text analysis, we looked at how many times the selected SRH keywords appeared in
the documents to understand the priority accorded to each. We complemented this with
qualitative text analysis to assess how they were framed. Next, since we were interested
in knowing what messages health workers deliver regarding intercourse, breastfeeding,
contraception, and living arrangements, we listed instructions aimed at health workers
and patients respectively and grouped them accordingly. We did this to compare them
to the findings from the interviews. We categorised instructions that did not fall within
these topics as ‘other’. We transcribed the interviews verbatim into Bangla and conducted
both inductive and deductive coding using the Atlas Ti software to identify themes and
patterns.

6.3 Results
The findings of our analyses revealed that the way sexual and reproductive health is
addressed in the official guidelines and by health workers is limited. This has serious
implications not only for the marital, sexual, and reproductive lives of people infected
with tuberculosis but also for disease control. We found similarities and dissimilarities
in the information provided in the guidelines and the instructions delivered by health
workers. The preventive measures demanded of the patients are challenging for several
reasons. This section first discusses the extent to which the official guidelines cover SRH.
Next, we compare the instructions provided in the documents and those that the health
workers issued to the patients. Finally, we present the adaptation challenges that patients
and their families faced and the strategies that they used.

6.3.1 Coverage of sexual and reproductive health in official guidelines
The policy text analysis revealed a stronger focus on reproductive health than on sexuality.
As Annex 11, Table 1 shows, among the terms that are more frequently used, ‘gorbhoboti/
gorbhabosthai/pregnancy/pregnant’ had the highest number of uses (48%), followed
by ‘ jonmoniyontron/contraception/contraceptive’ (24%) and ‘buker dudh khawano/
sthonnopaan/sthonnopaan korano/breastfeeding’ (20%). The terms ‘reproductive’ and
‘infertility’ have similar coverage (4%). However, the terms ‘ jouno/sexual’, ‘shohobash/
milon/jouno milon/intercourse’ and/or ‘ jouno biroti/abstinence’ do not appear in any of
the documents.
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Almost all the documents address reproductive health issues such as pregnancy,
contraception, and breastfeeding.13 In BRAC’s guidelines for orientation seminars, the
term ‘reproductive health’ appears only in the title of the chapter as ‘Orientation for NGO
workers working on HIV/AIDS and reproductive health’ (BRAC 2017a, 44); the chapter
does not further illustrate which areas fall under ‘reproductive health’.
We also examined to what extent they address infertility. The search for the
term ‘infertility’ led to ‘genito-urinary tuberculosis’, one of whose clinical outcomes is
infertility. This type of tuberculosis is considered ‘more common in female[s] than in
male[s]’ (National Tuberculosis Programme 2013, 19). The NGOMTC states that when
this kind of tuberculosis affects the fallopian tubes and endometrium of the female
reproductive system, it can cause infertility. It does not mention, however, if and how
infertility occurs in men, or whether treatment can prevent infertility in cases of genitourinary tuberculosis. In this document, along with the remaining guidelines, there is no
indication that pulmonary tuberculosis can cause infertility and other sexual problems,
such as the loss of sexual libido and reduced sexual performance, as findings from the
literature show (Kulchavenya, Osadchiy, and Khomyakov 2017, 124–25).
The documents hardly cover sexual health. The GOSTCP states that people with
tuberculosis with a history of ‘high-risk behaviour’, such as injecting drug users, sex
workers, migrant workers, men who have sex with men (MSM), and transgender/hijra
individuals, among others, should be referred to a clinic for treatment (BRAC 2017a).
But it does not elaborate upon how this group is at risk of getting infected, although the
literature does suggest that this group is vulnerable to HIV, which increases the probability
of contracting tuberculosis and vice versa (Figueroa-Munoz 2008; Centers for Disease
Control and Prevention 2000). The fact that Bangladesh has a low prevalence of HIV/
AIDS (Das 2017b, 56) raises the question of whether there could perhaps be a connection
between intercourse and transmission of infection, especially since some of these groups,
such as sex workers, MSMs, and those with sexually transmitted infections, experience
close proximity during sexual acts. This ambiguity leaves unanswered the question of
whether diagnosed patients undergoing treatment can participate in sexual intercourse.
Overall, our analysis of the document revealed that it addresses SRH from a clinical
perspective only. There is no recognition of the effects of tuberculosis on the social aspects
of marriage, sexuality, and reproduction, which pose challenges in the lives of individuals
with this disease. The next section expands upon the similarities and dissimilarities
between the instructions in the guidelines and those of health workers, which have
implications for SRH and tuberculosis control.

13

In the document on infection control, the term ‘pregnant’ only appears once, and that too when
discussing HIV prevalence among pregnant women.
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6.3.2 Instructions from guidelines and health workers: matches and mismatches
In Annex 12, Table 2, we present the instructions provided to people diagnosed with
tuberculosis – both from the viewpoint of guidelines and health workers. Based on the
contents of these messages, we have divided the advice into eleven areas: pregnancy,
contraceptive use, breastfeeding, sexual intercourse, sleeping arrangement, eating
arrangement, interaction with household members, coughing/sneezing, sputum disposal,
personal hygiene, and others.
Given that motherhood acts as a significant way for women to secure a respected and
positive social position, we looked at whether women, especially those without children
can safely become pregnant during tuberculosis treatment. The findings showed that none
of the guidelines discourages pregnancy. Instead, they mention that pregnant women
should be treated according to the ‘re-treatment’ category (category II of treatment,
referred to as CAT II in Annex 12, Table 2), and that the drug streptomycin, which is
harmful to foetal development (Loto and Awowole 2012, 4), should not be given to them
(National Tuberculosis Programme 2013, 33; BRAC 2017b, 14,22) (see Annex 12, Table
2). This implies that women can have intercourse and become pregnant, and can even
have safe pregnancies if the correct treatment protocol is followed. However, in contrast
to the official guidelines, health workers strongly advised women against pregnancy
for the duration of their treatment. The shebikas mentioned that they did so to prevent
transmission to the foetus, while programme officials justified it on the grounds of the
harmful effects of tuberculosis medicines.
Where contraceptive use is concerned, according to the official documents, women
who wish to avoid pregnancy should use an alternate contraception method other than
the pill, as rifampicin – an anti-tuberculosis drug – may reduce its efficacy (National
Tuberculosis Programme 2013). We found that health workers mostly advised condom
use to prevent pregnancy.
The documents and the health workers both advised mothers to wear masks when
breastfeeding. The guidelines only mention that children of mothers with tuberculosis
should be administered prophylaxis which is known as isoniazid prophylaxis. This treatment
is given to children aged under five to prevent tuberculosis infection in them in future.
While the literature provides no information on the risk of transmission associated
with intercourse, and though tuberculosis is not considered a sexually transmissible
disease, studies indicate that those who live with people with tuberculosis are at risk of
infection due to proximity and exposure (Churchyard et al. 2017, 632; Turner et al. 2017,
639). However, the official guidelines make no explicit mention of whether patients can
have intercourse, but the recommendation to use an alternative contraceptive method
implies that couples can have intercourse. Contrarily, we found that in practice, health
workers frequently advised sexual abstinence. A previous study by Karim et al. (2007, 147)
also showed that a health provider advised a man to abstain from sex. We found that both
women and men were instructed not to have intercourse during treatment. There was a
shared belief among the health workers that proximity during sex can enable transmission.
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It can still spread. Just because they do it (melamesha) does not mean
it will spread. They are coughing [and] talking to one another. Staying
together. It can spread [in these ways]. – shebika, FGD
[I tell them] if possible, keep distance from the people you live with. Avoid
being in close contact. – programme official, FGD
Moreover, while both men and women were instructed to abstain, shebikas also
recommended strategies by which women could prevent transmission if they had
intercourse. As Annex 12, Table 2 indicates, women were advised to turn their heads away
or cover their mouths. To indirectly advise abstinence, the programme officials warned
female patients about the harmful side-effects of tuberculosis medicines on pregnancy
and advised them against contraceptive methods. They also strongly advised the female
patients to tell their husbands not to use condoms. They hoped these would discourage sex.
They told male patients directly to ‘keep distance from wife’ (programme official, FGD).
However, our findings show that the shebikas and officials asked only tuberculosis patients,
and not their spouses, to abstain from intercourse. In an unequal sexual relationship, this
disadvantages the wife, who generally has less control over the couple’s sexual relations.
Health workers also ordered people with tuberculosis to have separate sleeping and
eating arrangements; this recommendation is absent from the official guidelines (see
Annex 12, Table 2). One shebika’s advice on sleeping separately even when the situation
becomes difficult was as follows:
I say to married women, “You have a husband. Do not sleep with your
husband facing each other. If your breath falls on your husband, then
your husband will get infected […]. Be cautious for one or two months.
This disease is infectious for two months […] Sleep with your backs to
one another if you are sleeping on the same bed.” The rule is to sleep on a
separate bed alone. – Bokul, shebika, IDI
Unlike the shebikas, most programme officials stated that only a ‘smear-positive’ should
not sleep together with his/her family for ‘at least fifteen to twenty days or one month in
the same room’ (Raju, programme official, FGD).
When it comes to eating arrangements, all but six respondents with pulmonary
tuberculosis reported having been advised by a health worker not to share utensils. In the
case of Bangladesh, this pertains mostly to glasses and plates, as food is eaten with the
fingers. Mina, a former patient aged 22, said, ‘I was told, “Do not give the glass you drink
from to your husband, to your child, to your mother-in-law. Have a separate plate and
glass for your own use”. I was told not to give food from my plate to my child.’
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Of those who reported that they had not been advised to use separate utensils, two
had extra-pulmonary tuberculosis. The instruction to use separate utensils was mostly
disseminated by the shebikas, who believed that utensils when shared can transfer the
infection. This is in line with the past studies in Bangladesh that also found this perception
to be dominant among the shebikas (for example, see Paul et al. 2015). However, unlike the
shebikas, most program officials reported that they do not advise using separate utensils.
One of them mentioned that patients can share plates and glasses during treatment except
when someone is smear positive, in case of which the person should not share (Masud,
programme official, FGD). The medical doctor, however, informed us that he does not
advise patients to make separate eating and drinking arrangements.
The analyses further revealed other dissimilarities between the general guidelines
and health workers’ instructions on how an individual with tuberculosis should physically
interact with others. According to the guidelines, only people with drug-resistant
tuberculosis should be isolated in a separate room and prevented from interacting with
children aged under five (see Annex 12, Table 2). Such measures, however, are not expected
of a smear-positive pulmonary patient who is not drug resistant. Also, the guidelines for
programme organisers (who are referred to as programme officials in the current study)
mentions that ‘a patient does not need to remain in isolation during treatment’ (BRAC
2017b, 39). It does not expand upon what kind of isolation or what kind of patient.
Contrary to the guidelines, we found that the health workers advised all patients,
especially those with pulmonary tuberculosis, to maintain some distance from their
family members, especially children. Nasrin, a recovered female patient, said, ‘I was told,
“Do not kiss your children. Make sure your breath does not fall on your husband”’.
All the health workers also agreed to this; they mentioned that infected individuals
should avoid kissing children and coughing and sneezing near others. This advice further
confirms that the health workers consider the mouth to be a problematic area because
of the infectiousness of droplets. This is also why patients are expected to follow certain
coughing and sneezing etiquette, as the NGTIC indicate (NTP 2011, 32). All patients must
use a mask according to both the guidelines and the instructions from health workers.
It is interesting to note that despite this, health workers still instructed patients to keep
distance from their family members. Only the BRAC guideline mentioned certain steps
to dispose of the sputum.
We found that only the shebikas promote personal hygiene among both pulmonary
and extra-pulmonary patients and give instructions that match those in the guidelines
for programme organisers (BRAC, 2017). For example, a wife of a patient with extrapulmonary tuberculosis said, ‘I was told, “Keep his clothes clean. Wash his clothes daily
with hot water and soap”’. Such instructions suggest that according to health workers, the
disease is associated with dirt and lack of hygiene, which could aggravate transmission.
Therefore, irrespective of the type of tuberculosis, health workers promote hygiene, unlike
the official guidelines which do not promote hygiene.
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Lastly, there were other less common instructions that we grouped under ‘others’ during
analysis, as Annex 12, Table 2 shows. These instructions include avoiding smoking and
taking other forms of tobacco, such as betel leaves, and eating good food for efficient recovery.
Overall, Annex 12, Table 2 indicates the gaps between official policies and health
workers’ instructions to prevent tuberculosis remission.

6.3.3 Divergence in verbal instructions
Annex 12, Table 2 also indicates that verbal messages given by health workers to patients
regarding how to prevent tuberculosis transmission were divergent and confusing.
The next sections present the factors that appear to contribute to the differences in the
instructions of health workers.

6.3.3.1 Uncertainty about mode of transmission
We found that confusing messages arose from the uncertainty about the mode of
transmission of tuberculosis. A possible connection between intercourse and transmission
did not always seem clear to the health workers. The following quotes illustrate this:
You know that thing that happens between a husband and a wife? It does
not spread that way. Very little chance. Still I suggest that patients adopt
any [contraceptive] method. – Hashi, shebika, FGD
In the above quote, Hashi contradicts herself about the sexual transmission of tuberculosis.
Despite believing that tuberculosis does not spread through intercourse, she recommends
condoms anyway, just to be safe. Similarly, Ruma also expresses opposing views on
transmission. She is against sharing utensils but believes close contact between patients
and family members to be safe. She said,
I advise them about living arrangements. They can be together and
sit together. But about food, they must maintain separate eating
arrangements for two months. – Ruma, shebika, FGD

Another shebika, Joba, said, ‘You can sleep together. You only must not share utensils.’
Therefore, it is not clear if, after washing them, one can eat from the same plate or drink
from the same glass as a patient.

6.3.3.2 Lack of clarity about the period of infectiousness
The divergent messages were also embedded in the lack of clarity about the period of
infectiousness, regarding which the health workers held various opinions. For example,
according to some shebikas,
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I try to make them understand that if one takes medicines for fifteen days,
it no longer spreads through sneeze or cough. – Rahima, shebika, FGD.
After diagnosis, if a person takes treatment and wears a mask for two
months, then the infection is not there and cannot spread. – Saleha,
shebika, FGD
Others must not, for fifteen days or two months, drink from the same
glass he or she uses. – Jebu, shebika, IDI.
We found similar confusion among programme officials in the FGD:
Hasan: Fifteen days after [the] intake of medicines, it [tuberculosis] no
longer spreads.
Ratan: Not fifteen days; we tell them two months.
Hasan: We tell them two months.
Ratan: Until it [smear] tests negative.
The above quotes show inconsistencies in the perceived period of infectiousness. The
documents too do not clearly mention whether infectiousness persists throughout the
treatment period or appears only for a certain amount of time. According to the National
Guidelines and Operational Manual for Tuberculosis Control, upon initiation of treatment,
a patient becomes non-infectious within ‘approximately two weeks’ (National Tuberculosis
Programme 2013, 21). But according to the National Guideline for Tuberculosis Infection
Control, a person with pulmonary tuberculosis is infectious ‘until the patient has had
two consecutive negative sputum smears on different days, with at least one morning
sputum’, which is different for multi-drug resistant tuberculosis patients who ‘respond to
treatment more slowly and may remain smear positive and culture positive longer than
new tuberculosis patients’ (National Tuberculosis Programme 2011, 6). This ambiguity
surrounding the infectious period also persists in the BRAC documents, which mention
two different infectious periods. The Guidelines for Organizers of the Tuberculosis
Control Programme mention that once treatment starts, the tuberculosis bacteria does
not spread through air via coughing, sneezing, or spitting (BRAC 2017b, 33). But later,
the same document seems to suggest that the period of infectiousness is two months: ‘...
for the first two months, patients should use a cloth or handkerchief when coughing or
sneezing’ (ibid., 39). However, the Guidelines for Orientation Seminars of Tuberculosis
Control Programme mentions that tuberculosis does not spread two weeks after starting
treatment (BRAC 2017a, 43). Therefore, the inconsistency in the official guidelines seems
to reappear in the instructions by health workers.
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6.3.3.3 Discomfort when talking about intercourse with the opposite gender
We found that intercourse was a difficult topic on which to give messages. Programme
officials reported that they felt uncomfortable telling women to abstain from intercourse.
This came up during the FGD with the programme officials:

Bashar: We tell a married woman that neither she nor her husband shall
use contraception. This is how we tell them - indirectly. We tell [her] that
there is a harmful side to conceiving. If she conceives during treatment…
one can never tell...
Interviewer: This is what I wanted to know…if you could give an example.
Kalam: You know we are men…how can we directly [tell them]?
Bashar: First we tell them about the harmful side [of conceiving during
treatment].
[…]
Parvez: For the women there are female workers. We tell the men.
The male health workers also added that they feel they are at an ‘advantage’ (shubida)
when they encounter male patients as they can tell them directly to ‘keep distance’ (durey
thaken) ‘from their wives for a few days’ until ‘the sputum turns negative at the end of
two months’ (Enam, programme official, FGD). Programme officials find it easier to talk
about contraceptive use than intercourse, so they use this vocabulary to indicate that
the patient should not have intercourse. This was also evident in the interview with the
medical doctor, who informed us that he does not advise married women on intercourse
and that ‘BRAC people do that’. However, he also stated that he advises women to stop
taking contraceptive pills and asks men to use condoms. Although the shebikas did not
say anything about this, the quotes above suggest that they talked to women more directly
about this, compared to the male programme officials and the doctor. These accounts
not only reveal the shame associated with discussing intercourse with members of the
opposite sex, but they also show that women and men receive different messages. Female
patients advised by male health workers receive confusing and even dangerous messages,
especially when they receive advice to stop contraceptives. It not only leads to more
chances of transmission but also unwanted pregnancies.

6.3.3.4 Gendered social sexual norms
Finally, gendered sexual norms contributed towards differences in messages. On the one
hand, health workers advised patients to abstain from intercourse for different periods.
On the other hand, they were instructed to use condoms or other contraceptive strategies
during intercourse:
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I was told [that] if I get [sexually] excited, I can use a condom. – Raisul,
male pulmonary patient
The coexistence of both messages indicates an expectation that abstinence is actually
not possible, and that men in particular cannot – or will not – control their urge for
intercourse. As we also discussed earlier, some shebikas also promoted strategies to follow
if couples fail to adhere to their instructions. For example:
Rima: I think it is better not to do it [intercourse] for a few days […] they
can sleep together but not face to face.
Interviewer: So that the breath does not – [interrupted)]
Rima: Yes, fall on husband’s face […] when I do it [intercourse], I can
simply turn my head away or cover my mouth with my hand. I cannot put
my relationship at risk by saying no.
Thus, the shebikas are aware of the actual living situations of their patients and of the
unequal gender relations that can influence women’s decisions on sexual matters.
So far, we have seen that the official guidelines do not mention intercourse, abstinence
from pregnancy, and living arrangements. We also see differences and inconsistencies
in the messages delivered by health workers. The differences between the shebikas and
the programme officials is especially interesting, given that both work under the same
programme, and the latter train and supervise the former. Despite the ambiguity and
medical credibility of some of the instructions, it is clear that some degree of isolation is
recommended. The messages seem to convey that the onus to control the disease is higher,
and goes beyond clinical knowledge, even fusing with morals and social norms related to
it.

6.3.4 Adapting to measures: strategies and challenges
So far, we have seen that both the shebikas and programme officials imposed various
restrictions on patients diagnosed with tuberculosis. This section details the challenges
the patients face and the strategies they adopt when adapting to the living arrangements
expected of them after diagnosis.
The findings show that patients tried to avoid close contact with family members.
They shared the health workers’ concerns about preventing transmission of the disease
to other household members. However, they could follow the instructions only to the
extent that their living conditions allowed them. For example, when it came to sleeping
arrangements, those who did not share a bed slept either on the floor or on a different bed
alone.14 However, some could not manage a separate sleeping arrangement. For instance,

14

Here bed refers to the piece of furniture, typically a framework with mattress.
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Dulaal, who we introduced earlier in chapter 5, a male pulmonary patient on treatment
who lives with his wife and son, said,
You see, now my daughters are visiting with their husbands and children.
They sleep in that room. Here, my wife and I sleep with our grandchildren.
This shows that when many people live in one household, the patient cannot help but share
sleeping space. Misha, a recovered patient, faced a similar challenge. She said,
How could I sleep separately? We had only two rooms at my parents’
place. We are many sisters. [We have] financial problems. We do not have
many rooms. So, I acted as safe as I could. I slept with my mother.
Her family’s financial constraints did not allow her a separate sleeping arrangement.
Misha referred to strategies to prevent transmission which were also reported by some of
the other patients. Consider the following examples of one man:
I slept together with my wife and child. I acted safe. My child slept in the
middle. She [wife] was on the other side. I slept on this side. I slept with
my back to them. After a month or two passed, I faced them and slept.
I tried doing what I must. I wore a mask. – Recovered male patient with
pulmonary tuberculosis
Such an example shows that facing away from the person sleeping beside them, wearing
a mask, and avoiding physical contact are strategies used to prevent transmission among
family members.
However, not everybody opted for a separate sleeping arrangement even when it was
possible. For instance, the wife of Shafik, who is undergoing treatment, mentioned that she
shared the bed with her husband because he was very ill and she wanted to look after him
while her children slept in a different room. In this case, the challenge was not insufficient
sleeping space; the severity of the illness created the need to care for a sick family member
beyond the need for isolation to prevent transmission.
Some patients and their family members were able to adopt separate eating
arrangements. They reserved a plate and a glass for their exclusive use and did not share
their leftover food or water. For example, Aklima, a female pulmonary patient, said, ‘I
did not give my leftover food to my son. Not even to my husband. I finished all my food
by myself.’ Some reported having already allocated a plate and glass to themselves and
other householders even before their infection. Mofiz, 45 years old recovered pulmonary
patient, who had a separate plate already said,
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My son has a glass for himself … my daughter as well. So does my wife. I
have one too. For a long time [we have had this arrangement]. There have
been times in the past when I drank or ate from whichever [glass or plate]
was available in front of me. But no, that time [when I had tuberculosis],
mine were totally separate.
However, not all patients who wanted to reserve separate plates or glasses for themselves
during treatment managed to do so. The quotes below illustrate some such scenarios:
There is a separate glass [for my husband]. But I sometimes drink from it
forgetfully. (laughing) – Mili, wife of a male pulmonary patient.
My child is little, okay? When I ate something from my plate, he [also]
came and ate from my plate. He also drank from the glass or bottle I used
without me noticing. Sometimes his father also accidentally drank from
my glass. That is why I could not maintain a separate arrangement. You
cannot always make a child understand, can you? And he would only eat
from my hand. – Asha, recovered female extra-pulmonary patient
We have only two plates in the house. We do not have an extra plate. Both
plates look the same. I cannot figure out which is whose. – Misha, female
pulmonary patient.
Misha, who did not reveal her diagnosis to her husband, further added that she and her
husband would each have their separate glasses, which they would not share. Therefore, it
is not clear whether she could not have another plate because of affordability or because a
separate plate would raise suspicion about her undisclosed condition.
In one case, the plate reserved for the patient was also used for purposes other than
eating. The wife of a pulmonary patient undergoing treatment said,
I use his plate to keep chopped fish or vegetables when I cook. Every now
and then [after use], I wash this plate with soap, [and] his glass as well. We
do not drink from his glass or eat from his plate.
These cases show that not everyone had extra utensils at their disposal. What is also
apparent from the above is that sometimes people find it difficult to change their daily
behaviour. Therefore, a separate eating arrangement is a challenge for those who do not
disclose their status; have financial constraints; do not have enough utensils in the house
for their exclusive use; or find it difficult to adapt to new changes.
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Besides eating and sleeping arrangements, the patients also reported following health
workers’ advice on interacting with children – that is, they kept as safe a distance from
their children as they could and avoided kissing them. One patient said, ‘I take my child
on my lap but I do not kiss her.’ (male, 23, pulmonary tuberculosis, on treatment). The
patients also tried to follow instructions of shebikas on washing clothes. However, they
faced challenges in this as well. One respondent said, ‘I cannot do it daily. We are poor
people. I have to work and earn money, especially when my husband is ill. So, I did it every
other day, if not daily.’ (wife, 24, cured patient)
Although the female interviewees did not mention any instructions on whether not
to cook or serve food, some reported having cooked anyway:
I did everything. During my treatment, I cooked. Nobody else did it… […] …My
family asked me, ‘‘doesn’t the smoke from the cooking make you cough even more?”
Now what can one do when coughs are more frequent? You see, these two children [that
I have] – I admitted them to a school. My sister-in-law takes them [to school]. Then she
has to bring them back. When will she cook? I should be understanding, shouldn’t I? Now
if Allah keeps disease in one’s fate, what can one do? – Rasheda, 23, recovered female
pulmonary patient
Rasheda’s quote paints a reality where women have no choice but to continue their
assigned household chores even when they are sick, especially when there is no other
family member who can take over. It seems that had Rasheda’s sister-in-law not been
engaged elsewhere, she could have helped Rasheda. But some married women may not
have any help except for their husbands, who need to go to work. Since dominant gendered
norms and practices demand that Bangladeshi women perform the cooking and serving
of food, the instructions of health workers should also take this into account. As smoke
triggers coughing (Juntarawijit and Juntarawijit 2019, 3–4), there could be more chances
of transmission through food. If a patient is following instructions to not share food, then
it is likely that any food that they cook or serve is also at risk of transmitting the disease.
The practices we have listed here so far also show how the patients interpreted the
health workers’ instructions and how far they were able to comply. Clearly, one of the biggest
challenges they faced was in maintaining separate eating and sleeping arrangements in
their homes. Nevertheless, despite these challenges and individual lapses, I noticed an
overall understanding and acceptance of the temporary lifestyle changes. Almost all the
cured patients went back to their prior arrangements after they recovered.
The fact that messages were delivered, interpreted, and acted upon reveal the
governmentality of tuberculosis care. Health workers, using their knowledge, experiences
and values, aimed to shape the ways in which people with tuberculosis could live after
their diagnoses. The health workers also chose to give instructions that came partly from
their training and partly from their own ideas, norms, values, and experiences in the
community, which often deviated from the official guidelines. People with tuberculosis
responded by improvising according to their situations. In this way, they also disciplined
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themselves in accordance with the health workers’ instructions to prevent the spread of
tuberculosis. Thus, all the actors in this process – the health workers and the individuals
with tuberculosis – reproduced ideas and norms about tuberculosis through their practices.

6.4 Discussion
The aim of this chapter has been to examine the extent to which SRH issues are addressed
in policies on tuberculosis control in Bangladesh, covered in the instructions of health
workers, and reproduced and challenged in the practices that patients undertake. The
study presented several findings. First, the policies do consider reproductive health but
only from a biological perspective; they hardly address sexual health. Two, there are
discrepancies between the information in the guidelines and the instructions delivered
to patients and their family members and how they interpret them. Three, we found
the messages from health workers to be inconsistent, confusing and influenced by who
delivered them to whom. We found that men and women received different instructions.
Finally, we found that the instructions led to implementation challenges for patients.
Two very critical questions that were left unanswered are whether women on
treatment should become pregnant and whether one can have intercourse during
treatment. Firstly, while the guidelines only focus on the treatment of pregnant women
with tuberculosis, the health workers prohibit pregnancy altogether due to the adverse
effects of the treatment on the foetus. Since there is inadequate information on the sideeffects of various tuberculosis medicines on pregnancy (Loto and Awowole 2012, 3-4),
it would be difficult for healthcare providers to provide correct and safe treatment to
pregnant women.
Secondly, the official guidelines are silent on sexual intercourse. Sex, just like eating,
sleeping or looking after children, is among the regular activities of life. It is also when an
infectious person is in close contact with their family members. Yet, the guidelines do not
address this critical aspect. There are two possible reasons for this silence: one, according
to the guidelines, patients should wear masks all the time. Perhaps in this scenario it does
not matter whether they have intercourse or not. Two, Bangladesh is culturally sensitive
to public discussions on sex (Roodsaz 2018), and to have them written down in policy
guidelines would be quite unusual. This was also the case for male health workers who
reported feeling uncomfortable about giving messages on abstinence to women. However,
such sensitiveness can be problematic when there is a need for clear instructions on
sexual abstinence (or not) for the control of the spread of tuberculosis. Both shebikas and
programme officials should be trained with correct and consistent information.
A Bangladeshi study found that the taboo associated with discussing sex could make
it difficult to deliver messages on intercourse. Female teachers from a rural community
reported feeling uncomfortable discussing family planning with adolescents, particularly
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boys, and skipped topics on sexually transmitted diseases and AIDS (Rashid 2000, 34–
35). However, another study found that shebikas and other health providers – such as
traditional birth attendants and healers – were successful in disseminating messages on
sexual matters in a rural community in Bangladesh using flipcharts (Cash et al. 2001, 55).
It also showed that informal providers, such as village doctors and traditional healers,
may be the appropriate choice to deliver messages on intercourse and abstinence, as
they are comfortable with and aware of the vocabulary used for sexual matters in their
communities. Nevertheless, priority or not, it is important that the messages people
receive are consistent and not confusing, irrespective of who delivers them.
There is an underlying assumption in the guidelines and instructions that people will
always wear masks and be able to follow all the directions. But we found that the practices
have their own limitations. Their living conditions may not provide opportunities for
patients to follow the guidelines, and people may simply forget. Moreover, not all people
master the self-discipline required to change daily behaviours, such as kissing their
children or maintaining suitable cough hygiene. It is also unclear whether people who
reported wearing masks wore them all the time. That health workers incorporate sexual
intercourse into their instructions shows that they are aware of the lived realities of life in
their communities. However, in this respect, the only problem would be the incorrectness
and the inconsistencies in the information, which raises serious questions about the
medical validity of the advice.
It is crucial to note here, however, that it can be challenging to achieve correctness and
consistency in information when there is already confusion in the guidelines, as well as in
the literature, regarding how long a person remains infectious after beginning treatment
(Turner et al. 2017, 637–38). While the Centers for Disease Control and Prevention (CDC),
one of the top-level international organisations that work with tuberculosis, deems the
infectious period to be two to three weeks (Centers for Disease Control and Prevention
2018), another study states that the infectious period may extend beyond this duration (Ko
et al. 2017, 31). The difficulty in determining a definite period of infectiousness is that the
conversion of sputum from positive to negative takes place differently in different people
(Kayigamba et al. 2012). If the sputum test is the indicator to understand infectiousness,
then this information should appear consistently in all documents and be disseminated to
all patients. Since the treatment duration is long, it should also be assured that patients are
informed if they are no longer infectious. Because this would affect how soon the infected
person can go back to close physical contact with other household members without
putting them at the risk of infection.
There needs to be further research into the link between the prohibited activities
and tuberculosis transmission. As it is, the local and international guidelines do not
mention whether sharing utensils can spread the disease, and it is not clear how safe it
is to share a patient’s food and water. We found that the focus was more on managing a
separate plate and glass for exclusive use rather than on trying to understand the possible
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connection between sharing food and transmission. A message that focuses strongly on
not sharing leftover food and water, rather than on the use of a separate plate and a glass,
could perhaps be a solution for the households that do not have enough plates or glasses
for an individual’s exclusive use.
Lastly, there is a need to examine the sources of a variety of instructions that are
confusing and sometimes even irrational. Are the messages driven by non-official policies
or myths and taboos carried by the community health workers themselves? In this respect,
it is important to remind ourselves of their position in the tuberculosis care chain. They
work in communities that have their own norms and values. They are honoured and
admired for their work as well. They also have moral commitments. They have certain
duties towards the program. They are given the responsibility to successfully identify and
treat patients and prevent further transmission. Future research can study further the
source of their messages, particularly the training cascade.

6.5 Conclusion
This chapter presents that the tuberculosis control policies hardly focus on sexual and
reproductive health. We found that the messages provided to and interpreted by patients
with tuberculosis are mixed and confusing that can have implications on their sexual
and reproductive lives and living arrangements. Women and men with tuberculosis were
also found to receive different messages depending on who delivered them. Our findings
entail that there is a need to go beyond the clinical way of treating this disease. Future
interventions should include accurate and consistent messages that take into account the
sexual needs of those infected with the disease and their living conditions.
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7.1 Introduction
This doctoral study explored how tuberculosis affects the sexual and reproductive health
and rights (SRHR) of women and men in Bangladesh. In Chapter 1, I argued that one
must go beyond the medical approach to tuberculosis and consider the social and cultural
aspects of this disease. The findings of this doctoral research support this argument.
They are based on a survey of 219 individuals (113 current and former patients, 19 family
members, and 87 neighbours), 55 in-depth interviews (with 28 current and former
patients, 16 spouses, 3 mothers-in-law, and 8 health workers), 2 focus group discussions
(with 6 shebikas and 6 programme officials), and an analysis of 4 official documents. Using
a multi-dimensional analytical lens, I analysed subjective experiences of women and men
regarding norms and practices related to tuberculosis and sexuality.
The current study revealed three main findings: first, a tuberculosis diagnosis and the
labels used to refer to this disease lead to negative social effects including stigmatisation;
second, mixed messages are delivered by the health sector and are interpreted in different
ways by people with tuberculosis; and third, being diagnosed with tuberculosis carries
different implications for women and men in terms of SRHR. The main findings are
elaborated upon in the following sections and are followed by recommendations for
policies and health workers.

7.2	Diagnosis, classification of labels, and stigmatisation: meanings
and interpretations
The first main finding of the study is that the meanings given to tuberculosis and to the
labels used to refer to this disease have negative consequences including stigmatisation. In
Chapter 3, I presented that the medical labels TB and jokkha were used interchangeably,
but that for 25% of the respondents they were not equivalent but given different meanings.
Two important distinguishing features of the term ‘tuberculosis’ stood out: the presence
of blood and the severity of the disease. Blood was perceived to be a severe symptom and
drew strong negative reactions. Many respondents assigned symptoms involving blood
to the term they preferred to avoid, which was interpreted as a discursive mechanism to
reproduce the image of normality and to avoid stigmatisation. The finding that coughing
up blood problematises tuberculosis points towards stigmatisation being a process and
not an attribute; this constitutes a theoretical contribution towards our understanding of
stigma.
The interchangeable use of different terms and their loosely attached meanings has
serious implications both for the person who has the disease and for tuberculosis control.
First, the labels not having fixed meanings puts individuals with tuberculosis at risk of
stigmatisation. Two, because the terms do not have fixed meanings assigned to them,
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a diagnosed individual may think that their disease is not severe due to the absence of
blood and may continue to be in close contact with family members, which can lead to
transmission of tuberculosis. Since only the terms TB and jokkha were investigated, it
is possible that other terms may also exist that might have different associations related
to stigmatisation. Therefore, future studies should investigate the other terms used for
tuberculosis, their meanings, and whether they have a connection with stigmatisation.
It is also important to study if health workers, especially shebikas, who are responsible
for dispensing medicines and interacting with patients, use other terms in their everyday
interactions that could have different interpretations and affect how tuberculosis is
perceived. The current study found that both the terms were used interchangeably by
health workers, which confused the general public. Health workers need to realize that
patients may interpret them differently.
Besides the differences between the terms, it is especially critical to know how people
think about tuberculosis in general and the role of stigmatisation. Patients and their
families responded to the diagnosis through separate eating and sleeping arrangements,
isolation, rejection, seeking help confidentially, and sending away women with tuberculosis
to their natal homes. However, it was not always clear whether some of these reported
practices were related to stigmatisation. This is because many patients and their family
members who reported not being in close contact or who had initiated separate eating or
sleeping arrangements perceived these as necessary precautionary steps to protect their
family members from the transmission of the disease (see Chapter 6). Going back to the
definition of stigmatisation I used in this study, adapted from Weiss et al. (2006, 280),
stigmatisation is experienced or anticipated, characterised by exclusion, rejection, blame,
or devaluation that results from experiencing, perceiving, or anticipating an adverse
social judgement about a person or a group. This means that if one does not experience
or anticipate any adverse social judgement, then such actions should not be labelled as
stigmatisation.
Unlike past studies on tuberculosis stigmatisation in Bangladesh, the findings
of the current research suggest that using separate utensils or sleeping separately were
not always signs of stigmatisation. In this scenario, it was important to examine if such
practices were accompanied by negative judgements or feelings of shame or devaluation or
were simply medically advised acts to protect oneself and other family members, such as
children, who are more vulnerable to the infection. Also, unlike past studies, the current
study found that some of the patients who did not share their plate and/or glass with
anyone in their family had been using separate utensils even before they were diagnosed
with tuberculosis. Such a practice is not unusual in Bangladesh. Therefore, the findings
suggest that one must investigate the history of certain practices, like not sharing utensils,
and the subjective experiences involved before interpreting them as acts of stigmatisation.
Therefore, social contexts and personal experiences should be taken into consideration
before assuming that a practice is an example of stigmatisation. More caution should be
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taken in the future when interpreting practices as stigmatising and more attention needs
to be paid to questions on living arrangements post-diagnosis.

7.3	
Mixed messages on sex and pregnancy: implications for
tuberculosis control
Concerning the changes that individuals with tuberculosis need to make to their lives,
mixed messages were delivered by health workers, which were interpreted in different
ways by patients and their family members. This is the second main finding of the current
study. Particularly, in relation to sexual intercourse, some patients were instructed to
abstain while some were told to use a condom. Male health workers who worked directly
with the programme told female patients that they stop using contraceptives but should
avoid becoming pregnant. These instructions were intended to promote abstinence
among couples. Such convoluted instructions were adopted because male health workers
feel embarrassed to talk about sex directly with the opposite gender. Therefore, they
depend on shebikas to provide instructions related to intercourse to female patients. Such
mixed messages and indirect approaches can have several repercussions, as is shown in
Chapter 6. For example, instructions to use condoms implies that intercourse can take
place. Similarly, instructions to not use contraceptive pills or to not use condoms can
be misinterpreted that it is acceptable to have intercourse. This may not only lead to the
opposite of what health workers intended, that is, to stop people from having intercourse,
and may lead to not only the transmission of tuberculosis but (unwanted) pregnancy as
well. Also, if shebikas give messages to female patients and male health workers to men,
then there may be a discrepancy in messages, as found in the current study, leading to
different implications for women and men.
Discomfort surrounding public discussions on sex is not surprising in Bangladesh,
where it is a culturally sensitive topic. Contradictorily, street canvassers sell medicines
through leaflets that openly list common sexual problems faced by men such as erectile
dysfunction. Men, not women, usually surround these canvassers. Discussing sex with a
stranger of the opposite sex who is not a lover or a wife is particularly culturally sensitive.
In private spaces such as households, discussions on sex usually happen behind closed
doors, that is, between couples, and in other instances, between sisters-in-law or peers.
Therefore, it is crucial to ensure that correct messages are delivered and that they are
interpreted correctly, irrespective of who delivers them to whom.
Given that tuberculosis is easily transmissible through air, a strong focus on infection
control and efficient treatment in messages delivered by health workers is not surprising.
But the messages are highly problematic in three senses. One, they are inconsistent, which
can be detrimental to people’s sexual and reproductive lives when decisions need to be
made. Instructions to abstain mean reduced sexual intercourse and chances of pregnancy.
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Since sexual availability and pregnancy are important aspects of marital life for many
Bangladeshi women, correct and consistent messages can help them make decisions.
Two, the underlying assumption of the message is that everybody has access to decisionmaking. As presented in Chapter 4, not all women with tuberculosis have decision-making
powers when it comes to sex or pregnancy. Women like Marium, who did not disclose
her diagnosis to her husband, could not refuse intercourse for fear of conflict. Three,
focusing only on infection control overlooks the lived realities of individuals affected
with tuberculosis who receive and interpret mixed instructions and face challenges and
implications that extend beyond the clinical approach, as seen in Chapter 6. These three
aspects are expanded upon in the following sections.
To begin, living conditions are a crucial aspect of the sexual lives of people with
tuberculosis. The study respondents were from the lower socio-economic strata, as most
tuberculosis-infected patients in Bangladesh are from this group. Their living conditions,
characterised by over-crowdedness and a lack of ventilation and sanitation, put them at
risk of infection. A person with tuberculosis is expected to live in well-ventilated rooms
and without close contact with others, at least for some time. But this is not possible for
those who have only one room to share with family members and live in a crowded place
like slums, where they share cooking spaces and toilets with many other people. The
possibility of having a separate sleeping arrangement in the same room is limited as the
rooms are very small and crowded with furniture. Most of the respondents lived with their
families, including children, in one room. Therefore, their sexual lives may already have
been restricted due to lack of privacy, and they may be further limited when an infectious
disease such as tuberculosis occurs. This raises important questions such as how they
engage in sex when they hardly have any privacy. How do their sexual relationships change
as their children grow up? Moreover, the persistent fear of transmission of infection can
be stressful for someone who has not disclosed their status but has to think of ways to
adjust to the required measures. This means that in addition to clinical symptoms, there
is mental and emotional suffering. The present research only investigated sexual lives
after diagnosis. Future studies should delve into the sexual lives of couples who live in
limited household settings shared with family members both before and after tuberculosis
infection.
What is further problematic is that the onus of preventing transmission falls on
the infected person. Such a notion has some underlying assumptions: people’s living
conditions not only can be adapted to the required measures but also that individuals
with tuberculosis are responsible for preventing transmission and that all individuals
have equal access to decision-making power in the sexual and reproductive domains.
Such a mentality assumes that human actions can be disciplined using knowledge and
tactics to produce the desired outcome (Dean 1991, 11). From this research, I found that
the instructions assumed that contagious diseases are always preventable and therefore
controllable (Crandall and Moriarty 1995, 78). The problem with this assumption is that
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not only are living circumstances limited but so is agency. Individuals, and particularly
women, do not always have sufficient power to act (for example, to decide to abstain or
when to have intercourse). As Chan and Reidpath (2003, 42) put it, if limitations are
imposed that individuals cannot comply with, then such measures will fail. This means
that if infected individuals cannot comply with the required measures, then transmission
of tuberculosis will not be efficiently prevented.
What’s even more problematic is that the messages on sexual intercourse and
pregnancy delivered by the health workers are not mentioned in the official guidelines –
there is no mention, for instance, of abstinence from intercourse or avoidance of pregnancy.
Although tuberculosis is infectious and there is a risk of transmission through close
contact, sexual intercourse is glaringly absent in the tuberculosis prevention guidelines.
One may wonder whether the health workers’ instructions are based on non-official
policies or the health workers’ own perceptions regarding tuberculosis transmission. A
past study in Bangladesh found that key community members including village doctors
and imams had similar perceptions on modes of transmission as shebikas in general
(Paul et al. 2015, 9). Therefore, future studies should take an in-depth look at perceptions
regarding transmission during intercourse to conclude whether frontline workers
reproduce community norms that could have implications for tuberculosis control and
may result in non-effective or unnecessary precautionary measures.
To understand the discrepancy between messages from programme officials and
shebikas, it is important to consider the role of shebikas and their position in the chain
of tuberculosis care services. For any health worker, there is a moral obligation to ensure
that patients are treated and others are protected from infection. For a shebika, there
are also economic obligations, as she earns incentives by performing her duties. If she is
successful, she will keep her job and continue to receive incentives, which is often her only
source of income. She will also remain respected in the community because of her work.
Such obligations may influence shebikas to recommend extreme measures to prevent
transmission. Moreover, the shebikas in the current research were aware of the marital
conflicts that could arise if wives refused sex to their husbands and suggested strategies to
women with tuberculosis that could reduce the risk of transmission during intercourse.
Therefore, future interventions should include inputs from shebikas when designing
context-specific strategies to inform patients and use their intermediary position to
deliver accurate information on sensitive issues. Nevertheless, future clinical studies
should investigate whether preventive measures such as sexual abstinence and separate
living arrangements are needed, and if so, under what conditions and to what extent.
There may be a response bias in the current study as some former patients who were
interviewed had recovered from tuberculosis a year or more ago. It is possible that they did
not remember all the details of the instructions they had received clearly. Therefore, future
studies should take response bias into account when designing studies and should select
patients who have recovered more recently.
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7.4 Gendered social and sexual experiences after diagnosis
The current study clearly showed that being diagnosed with tuberculosis carries different
implications for women and men, which is the third main finding of the study. While
women were concerned about whether they could continue to live with their husbands,
men’s concerns revolved around their ability to have sex. The differences in their experiences
are embedded in dominant norms and practices surrounding gender and sexuality. In
Chapter 4, using the intersectionality approach, I present that female patients who had a
good relationship with their husbands, who had children, lived in nuclear families, and
made economic contributions to the household had better chances of securing positive
social outcomes than those who did not. Women with children and supportive husbands
were more likely to continue to be accepted by their in-laws, were less likely to be sent
away to their natal homes, and if sent away, more likely to be allowed to come back to their
husband’s family when recovered. Continuing to stay with the husband is a vital aspect of
being married for women in Bangladesh, where being sent away or rejected carries stigma
and can cause mental suffering. Moreover, there is also less chance to have intercourse or
to become pregnant.
Another way that tuberculosis impedes positive sexual practices is when women keep
it a secret due to fear of stigmatisation and engage in intercourse even when they do not
want to. These women fear negative reactions from their husbands and in-laws. As shown
in Chapters 4 and 6, adopting precautionary measures such as reduced physical contact
with household members was difficult for women who wanted to keep it a secret. They
had to risk transmitting the disease. Not only were they unable to take time off from their
household chores to recover, but they also had to live in constant fear of their tuberculosis
status being found out about. By taking part in intercourse, she may be deemed to be
fulfilling her expected roles of a sexual partner and wife, thus securing her position in the
family, albeit at a risk of transmitting the TB infection. With long treatment periods, such
challenges extended over long periods, thus affecting physical, emotional, mental, and
sexual health. These women did not have access to decision-making on intercourse, which
made it difficult for them to refuse their husbands. This also held for some other female
patients who had disclosed their diagnosis but reported not being able to refuse their
husbands due to fear of conflict. However, some women reported that they could abstain
from intercourse for some time as their husbands had agreed.
The current study found that women’s sexual and reproductive rights may not be
acknowledged in a context like Bangladesh. Even if they were, the extent to which women
can exercise them is an important consideration when their access to decision-making is
limited. When women are sent away against their will after their tuberculosis diagnosis,
they are deprived of the opportunity to be around their husband and children and have
fewer opportunities to become pregnant or have intercourse. Then, there is the issue of
forced sex, where violations of sexual rights occur. As stated before, women reported
that they sometimes had intercourse unwillingly to avoid conflicts with their husbands.
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Sexual rights are violated when there is no respect towards women’s bodily integrity,
intercourse takes place without their consent, and women’s own wishes and control over
their sexual activities are disregarded. Forced intercourse is a common phenomenon in
Bangladesh and the concept of marital rape is not legally or socially recognised. Women
are expected to obey their husbands who also control their sexual practices. The husband’s
mother or sisters may participate in decision-making regarding the couple’s sexual and
reproductive lives. Often, refusal from a wife is taken to be a threat to the husband’s
authority and masculinity (see Chapter 5). The fact that even a sick woman is expected to
accept intercourse hints at the deterioration of the already low standard of sexual rights
for women.
The concept of consent cannot be readily applied to the Bangladeshi context. In
many cases of forced intercourse, as evident in past studies as well as the current one,
husbands persuade their wives, to which they eventually succumb. Can such an agreement
be deemed as women giving consent? The current study adds that tuberculosis can provide
women with unexpected leverage to negotiate a period of abstinence if their husbands
agree. This way, the wife could exercise her sexual rights, whether she was aware of them
or not. However, this also means that if a woman with tuberculosis does not reveal her
diagnosis, she cannot use this leverage the disease offers her to refuse intercourse.
Compared to women, men had different experiences related to their sexual
activities (see Chapter 5). Being infected with tuberculosis challenged men’s ability
to have sexual intercourse, which they considered important to retain control in their
marital relationship. I found that men would rather not have sex than display poor sexual
performance when they are physically weak due to tuberculosis, which is contradictory
to the dominant notion that men always want sex. This means that they valued sexual
competency over activity, and that not ruining a previously held sexual image is essential
to preserve masculinity and in turn to maintain control in their marital relationships.
The tendency to value sexual competency reproduces gendered norms related to male
sexuality in Bangladesh, where intercourse of long duration and high frequency continues
to be highly valued. Therefore, due to the lack of bodily strength and reduced sexual libido
as a result of tuberculosis, there was reduced ability to perform as one expected. Men were
more anxious about the quality of their performance than about the question of having
intercourse at all. Terms like ‘fear’ (bhoi) came up, which were interpreted as wives having
the power to disapprove of their sexual performance and shame their husbands if they do
not perform up to expectation. This implies that men also risk losing status in terms of
masculinity and sexual prowess. The other finding related to men’s experiences was that
some of them forced intercourse on their wives. They justified this by claiming a lack of
control over their sex drive due to the long period of abstinence and regained strength
during tuberculosis treatment. They saw their right to intercourse and fulfilment of sexual
needs being hampered due to their wives’ resistance. This behaviour implies a fear of
losing control, where masculinity is equated with having control over the sexual activities
of one’s wife. It is important to note here that the majority accepted the prevention advice
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and did not insist on intercourse. There were also some men who accepted their wives’
refusal and abstained from intercourse. The findings suggest that men are gendered
subjects who inhabit multiple masculinities in complex and contradictory ways in specific
contexts, and that there should be greater recognition of the positive role they can play in
promoting gender equality.
Forthcoming studies should investigate what causes some men to force intercourse
and others to accept their partners’ wishes, and how results from these investigations
can help build better relationships between couples. Moreover, although I did not explore
different types of sexual practices (oral and non-vaginal) in the current research, the
findings showed that vaginal penetration by a penis was most probably the only method
of intercourse. This wide acceptability of vaginal penetration limits the sexual experiences
women and men can have, especially when an infectious disease like tuberculosis occurs.
However, reports of anal and oral sex in the Bangladeshi literature show that other forms
of sex are not absent (Rashid and Akram 2014, 12). Therefore, more studies should be
conducted that take an in-depth look at the other ways couples express themselves sexually.
The interviews with the shebikas revealed that they were aware of the possible
conflicts that may arise if a woman refuses sex. But they did not seem to be aware of the
challenges men face in terms of opportunities to have sex and concerns regarding sexual
performance. Although the study did not explore in-depth how the fear of poor sexual
performance affected men’s mental and emotional health, it was quite evident that they
worried about not performing well sexually. The findings from this study can help inform
health providers on how to best prepare a patient for the upcoming sexual challenges and
the temporary changes that may occur to enable all patients and their spouses to have a
positive sexual and marital life.
Through the current research, I have understood that the fact that women have
worse social outcomes than men when diagnosed with tuberculosis has less to do with the
disease and more to do with their position in the household, expectations surrounding
their gender, and their decision-making power. This corresponds with Ridgeway’s
definition of gender, used in the current research: gender comprises cultural and social
beliefs about femininity and masculinity at a symbolic level, practices reproducing those
beliefs at the interactional level, and acquired identities at an individual level. Moreover,
using the lens of empowerment by Kabeer (1991), my data analysis shows that men have
more decision-making power than women in terms of living arrangements, marriage, and
sexual and reproductive health and, therefore, more room to manoeuvre when diagnosed
with tuberculosis. This is because men have more agency, more access to human, material,
and social resources to exercise their agency, and lesser chances of securing fewer negative
experiences, all of which work in their favour (see Chapters 4 and 5). This means that even
when a man has tuberculosis, he can retain authority in his family and over his marital
and sexual life. Men in the current study were the primary decision-makers when it came
to intercourse, marriage, number of children, and living arrangements. In some cases,
wives were joint decision-makers in these areas, but it was always the men who had the
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final say. Therefore, future studies should focus on designing interventions that cater to the
needs of women and reduce the effects of stigmatisation of the disease for women. These
interventions should also help those women who want to keep the diagnosis confidential
while simultaneously protecting their families from infection.

7.5 Recommendations for policy-makers and health workers
Since the prevention of transmission of tuberculosis demands not only strict adherence
to treatment but also changes in living arrangements and sex lives, it is important that
tuberculosis control programmes provide varied kinds of support to patients so they may
have positive marital and sexual experiences. This means that the consultations should
consider the patients to be decision-makers and able to raise matters they deem important.
The patient-centred approach of tuberculosis control services should be holistic rather
than simply clinical and should focus on helping patients and not merely managing the
disease. The current study draws attention to the changes that need to be made in policies
and tuberculosis control programmes to accommodate the sexual and reproductive health
needs of those affected with tuberculosis. This should be done in several ways.
Firstly, heightened awareness about stigmatisation and appropriate action are
sorely needed. The health workers should be made aware of the stigma associated with
the disease, develop strategies to reduce it, and be able to counsel patients who experience
negative reactions. Messages that are disseminated at the household and community levels
should focus not only on diagnosis and treatment but also on the misconceptions regarding
tuberculosis and provide information on how the infected person should be supported. This is
particularly important to prevent irrational, stigmatising, and medically unjustified practices
such as isolating someone when the infected person wears a mask or is no longer infectious.
Health workers and policy-makers should be aware of the vocabulary used when talking about
tuberculosis and the fact that recipients may associate different and inaccurate meanings to
the terms used. There should also be explicit mentioning of blood to normalise it. Currently,
television advertisements and posters in Bangladesh emphasise coughs lasting for more than
three weeks as a critical symptom to urge people to screen for tuberculosis. Focusing only on
coughs can be misleading and discourage those who discharge blood as well.
The messages that are delivered through television advertisements, posters, news,
television advertisements, house visits, and official guidelines should be clear, consistent,
and practical. After diagnosis, messages to patients should be straightforward and
consistent, and they should consider the patients’ living conditions. If they are expected to
abstain and maintain separate eating and sleeping arrangements, then all patients should
be given the same information, and they must be informed for how long they should carry
out such practices. If the sputum test at the end of the second month of treatment is an
indicator of infectiousness, then patients need to be informed that they do not need to
maintain precautionary measures if they are no longer infectious. Furthermore, patients
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and family members should be counselled on how to cope better with the symptoms,
especially coughing up blood, physical weakness, and the side-effects of tuberculosis
medicines. The other important decision-makers of the family, such as mothers-inlaw and husbands, should be provided correct information related to transmission and
infectiousness. This is important as findings show that their decisions influence outcomes
such as whether a daughter-in-law on treatment should be sent away or not.
Overall, tuberculosis programmes should have a gender-sensitive approach that
looks at the needs of women and men and should account for the lesser power accorded
to women in making decisions about their sexual life. They should consider how women,
more than men, are at risk of negative social outcomes, and the different sexual experiences
and concerns women and men may have after their diagnosis. There needs to be special
attentiveness towards women’s possible inability to follow upon certain advice, for
example, those who cannot disclose their diagnosis or are not allowed to make decisions
on intercourse and/or pregnancy. Those who cannot disclose their disease should be
advised on how to take part in intercourse without putting the partner at risk or how
to care for children (for instance, maintaining a distance from the children they have
to care for). Women who need to maintain confidentiality should be advised on ways to
prevent the transmission while keeping their disease a secret. The messages should be
designed in such a way that they take into account possible marital conflicts that might
arise due to these practices. Couple counselling, for those who reveal their status, could
be initiated to inform patients and their spouses of the possible changes that may occur
in their sexual lives and that partners should respect each other’s decisions. Patients and
spouses should be informed of what can be expected in terms of sexual intercourse, such
as reduced sexual libido as a side-effect of the illness and medicines. This means that the
advice that is given to the patients after diagnosis should also incorporate a mental health
component, that is, how to cope with the stress that may come with the inability to have
intercourse. The sexual components of counselling are perhaps best not discussed in office
settings due to several reasons – sex is a sensitive topic to discuss in public, the presence
of other people (that may include people from the same community as the patient) could
hinder free conversation, and the patient’s spouse may be at work and therefore not be able
to attend with them. Counselling on sexual and reproductive matters can be provided in
households when both the partners are present together.
Counselling to the patients and their partners should be given with the help of
trained professionals. This role could be carried out by shebikas who were found to be
more informed about the lives of the patients and the community at large. Moreover,
because of their duties, they are looked up to and honoured, which make them best
suited to deliver information and provide counselling. A Bangladeshi study on improving
knowledge on sexuality in a rural community found that shebikas were the most credible
health educators (Cash et al. 2001, 55).
Since sex is a taboo topic, the literature does show that if leaders of the community
are involved, then discussing sexual matters becomes more acceptable. It might be worth
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involving traditional healers and village doctors who are sought for sexual problems. These
informal providers are aware of the terms related to sex and the best ways to talk about it. It
is especially important to adapt the messages on sex to the local circumstances by using local
terms. The present study found several terms referring to sex such as milon (union), shongshar
(domestic life a man and a woman begins after the wedding) with ekshathe showa (sleeping
together), often used interchangeably. These terms should be incorporated in the messages
given on matters related to intercourse to ensure that accurate messages are delivered and
there are no wrong interpretations. Collaborating with the family planning programme and
HIV/AIDS control programme can help improve how information on sex is delivered. A
previous study showed that several tools can be used to provide information on sex such as
videos and flipcharts. Pictures on flipcharts have been proven to be particularly effective
in enabling shebikas to talk about sexual violence in households (Cash et al. 2001, 52). The
same study also found that the involvement of community leaders and the social acceptance
of shebikas made the messages more acceptable and they tended to be followed more. Videos
depicting the lives of tuberculosis patients (played by well-known actors) could help deliver
messages on stigma, gender issues, and positive marital sexual lives and to counsel people at
the community, family, and health worker level.
The tuberculosis control policies should be adjusted according to the sexual and
reproductive health needs of people with tuberculosis. Particularly, sexual intercourse,
which I found was most affected and was least advised upon, should be addressed in the
policies. There should be clear, context-specific guidelines in the messages that diagnosed
patients receive. There should be clarity regarding what a pulmonary and an extrapulmonary patient must do compared to a drug-resistant patient. If isolation is required,
then it must be specified when and under which circumstances it must be carried out. As
mentioned earlier, if a sputum test or any other method indicates infectiousness, then the
patients must be informed when they are no longer infectious.
Lastly, the policies and the messages delivered should adopt a rights-sensitive
approach. It is important to acknowledge that all individuals with tuberculosis have a
right to a positive sexual and reproductive life. Due to the cultural sensitivity surrounding
the topic of sexuality, speaking about sexual and reproductive rights in terms of autonomy,
in a context where rights are not socially acknowledged, is rather difficult. Instead, when
rights are presented as access to health, they become easier to talk about and act on.
Through health, rights become a subject of well-being for all individuals and are more
culturally acceptable. Therefore, if the focus can be on how proximity can facilitate
transmission, then messages on intercourse can be provided. For example, people could
be made aware of how contact between people is risky when a patient is infectious rather
than telling them not to use contraceptives; thus, messages can be made clearer and
people can make decisions themselves. To address sexual violence, the effects that it has on
physical, emotional, and mental health should be focused on. At all levels of tuberculosis
service delivery, it must be ensured that people with tuberculosis have a positive marital
and sexual life and a smooth transition into their normal lives once they recover.
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Annex 1 Tuberculosis case definitions in adults
Table 1. Case definition by site and bacteriological status in adults
Case classification
Pulmonary smear
positive for tuberculosis
Pulmonary smear
negative for tuberculosis
but positive on Xpert
(MTB+/RIF)**

Pulmonary smear
negative

Extra-pulmonary TB
(EPTB)

Definition
A patient with at least one sputum specimen positive for AFB, including any
scanty smear result
(If Xpert is available)
· A patient with symptoms suggestive of tuberculosis with two sputum
specimens negative for AFB*
and
· Found positive on Xpert MTB+/RIF- (MTB detected rifampicin susceptible)
(If X-ray is available)
· A patient with symptoms suggestive of tuberculosis with two sputum
specimens negative for AFB
and
· Xpert MTB/RIF (if available) is negative
and
· Chest X-ray abnormalities are consistent with active tuberculosis
and
· Diagnosis is made by a qualified physician
A patient with TB of organs other than the lungs, e.g., pleura, lymph nodes,
abdomen, genitourinary tract, skin, joints and bones, meninges, as confirmed by a
qualified physician

Reproduced (adapted) from National Guidelines and Operational Manual for Tuberculosis Control (Fifth Edition)
(p.14) by National Tuberculosis Programme Bangladesh, 2013.
*AFB = acid fast bacilli
**Xpert MTB/RIF is a molecular test for detecting tuberculosis.

Table 2. Case definition by previous treatment history
Case classification
New

Relapse

Treatment after failure
Treatment after loss to follow
up/default
Transfer in
Other (s)

Definition
· A patient who has never received anti-tuberculosis drugs;
Or
· A patient who received anti-tuberculosis drugs for less than one month
Relapse patients are those who have previously been treated for tuberculosis,
were declared cured or treatment completed at the end of their most recent
course of treatment, and are now diagnosed with recurrent episode of
tuberculosis (either a true relapse or a new episode of tuberculosis caused by
reinfection)
Patients who have previously been treated for tuberculosis and whose
treatment failed at the end of their most recent course of treatment
Patients who have been previously been treated for tuberculosis and were
declared ‘lost to follow-up’ at the end of their most recent course of treatment
(or those who failed to continue their treatment).
A patient already registered for treatment in a DOT centre and who is
subsequently transferred to another registration unit
Other previously treated patients are those who have previously been
treated for tuberculosis but whose outcome after their most recent course of
treatment is unknown or undocumented.

Adapted from National Guidelines and Operational Manual for Tuberculosis Control (Fifth Edition) (p.14) by
National Tuberculosis Programme Bangladesh, 2013.
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Annex 2 Map of Bangladesh

A

Source: map.google.com (accessed on 26th May 2020)
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ANNEX 3 THE PHASES OF DATA COLLECTION

Annex 3 The phases of data collection
Phase I

Survey among 219 respondents including
55 current tuberculosis patients
58 cured tuberculosis patients
19 family members
87 neighbours

Narsingdi

Dhaka

Phase II
14 patients from the survey
2 new patients
Total = 16

11 patients from the survey
1 new patient
Total = 12
1 husband
5 wives
1 mother-in-law
Total = 7

4 husbands
6 wives
2 mothers-in-law
Total = 12

3 shebikas
1 medical officer
Total = 4

3 shebikas
1 program oficial
Total = 4

Total = 23

Total = 32

(28 patients + 19 family members + 8 health workers)
Total = 55
and
1 FGD with 6 shebikas
1 FGD with 6 programme officials
4 document analyses
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ANNEX 4 QUESTIONNAIRE FOR CURRENT/FORMER PATIENTS

Annex 4 Questionnaire for current/former patients
Respondent’s ID

|__| - |__| - |__| -

|__||__||__|

Area U/R Type of patient respondent no.
Type of patient: Current=1 Cured=2

Area code
Dhaka=1

Narsingdi=2

TYPE OF RESPONDENT

Urban/rural

Respondent’s name:

U=1

Respondent’s mobile number:

R=2

Respondent’s address:
1=Current TB patient

2=Former TB patient

3=Household member

4=Neighbour

Section 1: Socio-demographic information
Sex*

Age

Education

Marital

level **

status***

*Sex
1=Male
3=Hijra

**Education level
1=Never attended school
2=Primary (class 1–5)
3=Secondary (class 6–10)
4=S.S.C./dakhil
5=H.S.C./fajil
6=Bachelors
7=Masters
8=Diploma
96=Others (please specify)

Occupation ****

*****
Family income

A

***Marital status
2=Female

1=Never married

2=Married

4=Separated

5=Widow/widower

3=Divorced

****Occupation
1=Day labourer
2=Rickshaw/van/CNG driver
3=Business/shop owner
4=Shopkeeper
5=Driver (car/truck/bus)
6=Garment factory worker
7=Landlord
8=Govt./private/NGO employee
9=Doctor (MBBS)
10=Village doctor
11=Housewife
12=Farmer/fisherman
13=Student
14=Retired
15=Unemployed
96=Other
Please specify: _____________________
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Section 2: Information on respondent’s household members
Member Relation with

Sex

no.

M=1

(refer to the box

F=2

above)

respondent**

Age

****Occupation

Remarks

H=3
1
2
3
4
5
6
7

*Relation with the respondent
1=Father
5=Wife
9=Relative

2=Mother
6=Husband
10=Roommate

13=Father/motherin-law

14=Grandson/
granddaughter

3=Brother
7=Son
11=Son/daughterin-law
15=Uncle/aunt

4=Sister
8=Daughter
12=Grandfather/
grandmother
96=Other
Please specify:
________________

Section 3: Information on tuberculosis
1.

2.

What illness do/did you have?
Do you think there is a difference

Yes…………………………….

If no, go

between TB and jokkha?

1

to Q.4.

No……………………………..
2

Annexes
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If yes, what is it?
Do you call it by any other name in your

Yes…………………………….

If no, go

area?

1

to Q.6.

No……………………………..
2

5.

What is it?
Do/did you ever have tuberculosis?

6.

7.

Yes…………………………….

For all

1

other

No……………………………..

response

2

s except

Can’t

for yes,

remember……………….97

end the

Don’t

interview

know……………………98

here.

When did you have tuberculosis?
What symptoms did/do you have? (multiple responses possible. Tick the

A

correct boxes.)
A Cough lasting three weeks or more
B Blood in sputum
8.

C Sweat during nighttime
D Fever
E

Loss of appetite

F

Weight loss

G Fatigue
H Other (please specify)
Did you opt for treatment after your Yes……………………………
9.

symptoms appeared?

…1
No……………………………
….2

If no, go
to Q.15.
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After symptoms appeared, what kind of treatment did you opt for?

If self-

Probe for other treatments after primary one (put 1,2,3….and so on

treatment

wherever appropriate)

, go to
Q.11.

A Self-treatment

10.

11.

B Government hospital

If

C Private hospital/clinic

BRAC,

D BRAC

go to

E

Pharmacy/drug seller

Q.12.

F

Village doctor

G Traditional healer

If any

H Homeopathy doctor

other, go

I

MBBS Doctor (private chamber)

to Q.15.

J

Other (Please specify)

(if respondent mentions self-treatment)
What kind of self-treatment?
(if respondent mentions BRAC) How did Visiting shasthya shebika
you take medicines from BRAC?

………1
Shasthya shebika comes and
gives it
………………………………..

12.

2
Others…………………………
96
Please
specify…………………..
(If respondent mentions visiting SS/other

13.

DOT provider) Why did/do you visit this
person?

Annexes

Did/do you go alone?
14.

Yes……………………………

If no, go

…1

to Q. 16.
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No……………………………
….2

15.
16.

(If yes) Why did you go alone?
(If no) Who accompanied/accompanies
you?
Does anybody in your family know about Yes……………………………

17.

…1

you having TB?

If no, go
to Q.21.

No……………………………
….2
(put member no. from section 2) End the

Who in your family knows/knew?
18.

interview
here.
(If married woman and not residing with

19.

husband or in-laws) Do your husband/inlaws know about you having TB/jokkha?
How does/did your family react to the

20.

21.

diagnosis?

Why didn’t/don’t you share the diagnosis
with your family?
How

22.

did/do

confidential?

you

keep

the

matter

A
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Annex 5 Questionnaire for family member and neighbour during
survey ANNEX 1 QUESTIONNAIRE FOR FAMILY MEMBER AND NEIGHBOUR DURING SURVEY
Respondent’s ID |__| - |__| -

|__||__||__|

Area U/R Type of patient respondent no.
Type of patient: Current=1 Cured=2

Area code
Dhaka=1

|__| -

Narsingdi=2

Urban/rural

Respondent’s name:

U=1

Respondent’s mobile number:

R=2

Respondent’s address:

TYPE OF RESPONDENT

1=Current TB patient

2=Former TB patient

3= Household member

4=Neighbour

Section 1: Socio-demographic information
Sex*

Age

Education

Marital

level **

status***

*Sex
1=Male
2=Female

Occupation ****

*****
Family income

***Marital status
***Marital status

3=Hijra

1=Never married
3=Divorced
4=Separated

**Education level
1=Never attended school
2=Primary (class 1–5)
3=Secondary (class 6–10)
4=S.S.C./dakhil
5=H.S.C./fajil
6=Bachelors
7=Masters
8=Diploma
96=Others (please specify)

2=Married
5=Widow/widower
****Occupation

1=Day
1=Daylabourer
labourer
3=Business/shop owner
3=Business/shop owner
5=Driver (car/truck/bus)
5=Driver (car/truck/bus)
7=Landlord

2=Rickshaw/van/CNG driver
4=Shopkeeper
4=Shopkeeper
6=Garment factory worker
6=Garments
factory worker
8=Govt./private/NGO
employee
7=Landlord
8=Employee
9=Doctor (MBBS)
10=Village doctor
11=Housewife
(govt./private/NGO)
12=Farmer/fisherman
13=Student
14=Retired
9=Doctor (MBBS)
10=Village doctor
15=Unemployed
96=Other
11=Housewife
12=Farmer/fisherman
Please
specify: _____________________
13=Student
15=Unemployed

14=Retired
96=Other

Please specify: _____________________
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Section 2: Information on respondent’s household members
Member Relation with

Sex

no.

M=1

(refer to the box

F=2

above)

respondent**

Age

****Occupation

Remarks

H=3
1
2
3
4
5
6
7

*Relation with the respondent
1=Father
5=Wife
9=Relative

2=Mother
6=Husband
10=Roommate

13=Father/motherin-law

14=Grandson/
granddaughter

3=Brother
7=Son
11=Son/daughterin-law
15=Uncle/aunt

4=Sister
8=Daughter
12=Grandfather/
grandmother
96=Other
Please specify:
________________

Section 3: Information on tuberculosis
1.

Have you ever heard of the disease

Yes ……...…………………....1

called TB?

No…………………………….2

A
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Do you know which disease is referred

Yes…………………………....1

If

to as jokkha?

No…………………………….2

respondent
gives
response
“no”
replace

2.

jokkha
with TB in
the
subsequent
questions.
Which disease is referred to as jokkha?

If the
respondent
has not
heard of
TB, skip
Q.4 & 5

3.

and replace
TB with
jokkha in
the
subsequent
questions.
Do you think there is a difference

Yes…………………………....1

Except for

between TB and jokkha?

No…………………………….2

yes, for all

Don’t know………………….98

other

4.

responses
go to Q.6.
5.

If yes, what is it?

Annexes

Did you ever have TB/jokkha?
6.
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Yes…………………………....1

If no, go to

No…………………………….2

Q.16.

209

Can’t remember……………..97
Don’t know…………………98

7.

When did you have TB/jokkha?
What symptoms did you have? (multiple responses possible. Tick the
correct boxes.)
A Cough lasting three weeks or more
B Blood in sputum

8.

C Sweat during night-time
D Fever
E

Loss of appetite

F

Weight loss

G Fatigue
H Other (please specify)
9.

Did you opt for treatment after your Yes………………………..….1
symptoms appeared?

No……………………………2

After symptoms appeared, what kind of treatment did you opt for?
Probe for other treatments after primary one (put 1,2,3….and so on where
appropriate.)
A Self-treatment
B Government hospital
C Private hospital/clinic
10.

D BRAC
E

Pharmacy/drug seller

F

Village doctor

G Traditional healer
H Homeopathy doctor
I

MBBS Doctor (private chamber)

J

Other (Please specify)

If no, go to
Q. 15.

A
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(If respondent mentions self-treatment)
11.

What kind of self-treatment did you opt
for?
(If mentions BRAC) How did you take

Visiting BRAC office ……...1

treatment from BRAC?

Visiting shasthya shebika/other
DOT provider………………...2

12.

Shasthya shebika/DOT provider
comes and gives it……………3
Other.......................................96

13.
14.
15.

Why did you visit BRAC office?
Why did you visit SS/DOT provider?
Why didn’t you opt for any treatment?
Does anyone you know have/ever had Yes……………………………1
TB/jokkha?

No…………………………….2

If no, go to
Q. 27 (if
the
respondent
does/did
not have
TB).

16.

If no, go to
Q. 29 (if
respondent
have/had
TB).
What is your relation with this person?
17.

Family member……………….1

If not

Co-worker…………………….2

family

Neighbour…………………….3

member, go

Other………………………...96

to Q.19.
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No comment………………...98
18.
19.
20.
21.

If

family

member,

what

is

your Put sec.2’s serial no.

relationship with this person?
Where is this person about whom you are
talking now?
What symptoms did this person have?
When did this person have TB/jokkha?
Do you know whether this person is Yes……………………………1
taking treatment or not?

22.

Except for

No…………………………….2

“yes”, for

Can’t remember……………..97

other

Don’t know………………….98

responses
go to Q. 27.

From where is he/she taking treatment?

23.

A Self-treatment

treatment

B Government hospital

not

C Private hospital/clinic

mentioned

D BRAC/SS

skip Q.24.

E

Pharmacy/drug seller

F

Village doctor

If

G Traditional healer

BRAC/SS

H Homeopathy doctor

not

I

MBBS Doctor (private chamber)

mentioned

J

Other (Please specify)

skip Q.25,

K Don’t know
L

Can’t remember

(If respondent mentions self-treatment)
24.

If Self-

What kind of self-treatment did this
person opt for?

26 & 27
and go to
Q.28.

A
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(If mentions BRAC) How did he/she take Visiting BRAC office ……...1
treatment from BRAC?

If

Visiting shasthya shebika/other

respondent

DOT provider………………...2

mentions

Shasthya shebika/DOT provider

BRAC

comes and gives it……………3

office, go

Other.......................................96

to Q.25.

Can’t remember..……………97
Don’t know………………….98

25.

If
respondent
mentions
SS/DOT
provider,
go to Q.26.
Otherwise
go to Q.27.

26.
27.
28.

Why did the person visit BRAC office?
Why did the person visit SS/DOT
provider?
Do

you

know

the

symptoms

of Yes……………………………1

TB/jokkha?

No…………………………….2

If yes, what are the symptoms? (Multiple responses possible. Tick the correct
boxes below wherever appropriate.)
A Cough lasting three weeks or more
29.

B Blood in sputum
C Sweat during night-time
D Fever
E

Loss of appetite

F

Weight loss

If no, go to
Q.30.
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G Fatigue
H Other (please specify)
30.

Do you know where must one go if one is Yes……………………………1
No…………………………….2

infected with TB/jokkha?

If no, go to
Q.32.

If yes where? (multiple responses possible. Tick the correct box wherever
appropriate.)
A Self-treatment
B Government hospital
C Private hospital/clinic
31.

D BRAC
E

Pharmacy/drug seller

F

Village doctor

G Traditional healer
H Homeopathy doctor
I

MBBS doctor (private chamber)

J

Other (Please specify)

Do you call TB/jokkha by any other name

Yes………………………….1

Except for

in your area?

No…………………………..2

“Yes” for

Don’t know………………98

all other

32.

responses,
end the
interview
here.

33.

What is it/are they?
Thank you

A
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Annex 6 Interview guide for patients, spouses, and mothers-in-law
General questions on household
1. How long have you been living in this area?
2. Who are the members in your family? What is your relationship with them?
3. What is the occupation of each of the members? Studying? Jobs? What kind of jobs? Do
the children work? Do the children go to school? Who goes to school [son, daughter]?
4. Do you work inside your house?
· What kind of work?
· What about outside the house?
· What kind of work?
5. Do the other members of the house work inside the house?
· What kind of work?
· What about outside the house?
6. What is the marital status of the members in the house?
7. How many rooms are there in the house?
· What are they?
8. Who sleeps where and with whom?
9. Where do you cook?
· Where is the kitchen situated?
· How many stoves?
· Who cooks?
· Who cooks with whom?
10. Where do you eat daily?
· What is the eating arrangement?
· Who eats with whom?
· How many meals do you have?
· What is the eating arrangement for morning, afternoon, and night?
· Where do you clean dishes?
11. Where do you have a bath? How many bathrooms are there?
12. Who does the grocery shopping?
· From where?
· Who decides what needs to be purchased?
13. Can you give an account of what your daily life looks like? From the time you wake up
till you go to sleep?
· Is it different on weekends?
· How different?
· Do you go out of the house? How frequently? Where do you go? Why? Work? Shops?
Visit neighbors? Doctor?
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Perception and experience of tuberculosis, health-seeking for tuberculosis,
and perception of tuberculosis care [current and former tuberculosis patient]
1.
2.

3.
4.
5.

6.

7.

8.
9.
10.

Where do you usually go if you fall sick?
o How far is it?
When was the last time someone became sick in your family?
o Who was it?
o What was the illness?
o What kind of help was sought?
o Where was the person taken?
o How long does it take to go there?
o How much money was paid for traveling, fees, and medicines? Was there any
other cost involved?
What are the common illnesses you know of in your area?
What are the common communicable diseases in your area?
[If the respondent mentions having tuberculosis himself/herself]
o What do you know about tuberculosis?
o Do you know where tuberculosis comes from? From where did you learn this?
o Can you remember what, when, and how you first learned about tuberculosis?
o What did you think when you first learned about tuberculosis?
Are you currently on any tuberculosis medication?
o Since when have you been suffering from tuberculosis?
o What symptoms did you have?
o When did the symptoms first appear?
o What did you do after the symptoms appeared?
o Whom did you go to for help?
o What other places do you know of that treat tuberculosis?
o Instead of going those places, why did you go to this place?
o Whom did you go with?
o What was your diagnosis?
o What treatment was offered?
How did you know of this person who treats tuberculosis?
o Was he/she nice?
o Did you get better?
Did you seek any other service after that? Why?
(If the respondent mentions BRAC) What do you think of the services provided at
BRAC?
How did it feel when you learned you have tuberculosis?
o Why?
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11. Did you share your diagnosis with anyone?
o With whom?
o Why this person/these people?
o What did you share?
12. Who else knows/knew about your tuberculosis status?
o How do you know they know?
o How did they get to know this?
o How do/did others react to you?
o Did you or they opt for any precautionary steps to prevent the spread of
tuberculosis? If so, what is/was it?
o How do you feel regarding their behavior?
o How did you deal with all these?
13. Can you share any experience you have/had because of tuberculosis in your family
that you had not experienced before?
14. Can you share any experience you have/had because of tuberculosis outside your
family which you didn’t experience before?
15. Did anybody in your family ever have tuberculosis?
o Who?
o When?
o How do you know it is/was tuberculosis?
o What kind of help was/is being sought?
o (If respondent mentions visiting a provider) How far is the provider?
o Did the family member go alone to seek help?
o Who accompanied him/her?
o What did the provider say?
o Were any tests done? What kind?
16. How did you feel when you learned that your family member has tuberculosis?
17. Did you or any family member give any advice to the person on how he/she should
behave now that he/she has tuberculosis?
18. Did you practice any precautionary step to prevent tuberculosis?
19. Did your family members opt for any precautionary step to prevent tuberculosis?
20. Did you share this with your neighbors? How did they react to this?
21. Do you know anyone in your community who had or has tuberculosis?
o What did you hear about that person?
o What thoughts did you have when you heard it?
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Perceptions about tuberculosis, tuberculosis care, and health-seeking patterns
[family member, spouse of a tuberculosis patient]
1.
2.
3.
4.

5.

6.
7.
8.

9.
10.

11.
12.
13.
14.
15.
16.
17.
18.

What are the common diseases in these areas?
Which, according to you, are the worst diseases? Why?
Which diseases are feared most in your area?
[ If the respondent does not mention tuberculosis] In this other village I visited people
told me they are scared of a disease called tuberculosis. Have you heard of this
disease?
[If the respondent mentions tuberculosis] What do you know about tuberculosis?
o How did you get to know this?
o How does it happen?
o Among whom does it occur?
What do you think about tuberculosis?
What do the people in your community think about tuberculosis? Why?
Can tuberculosis be identified?
o How?
o Is it identified differentlyfor men and women?
How are children of tuberculosis patients perceived in families and communities?
Do you know anyone in your community who had or has tuberculosis?
o What did you hear about that person?
o How did you feel when you heard about it?
How would you react if a tuberculosis patient came to visit you?
o Why?
How would you react if one of your neighbours has tuberculosis?
Do you have kids in the family? If a tuberculosis patient’s child/children wanted to
play with your child/children, how would react? Why?
How would you feel if your children or siblings married a tuberculosis patient?
o What if the tuberculosis patient was from a well-off family?
How would you react if you found out that someone from your family was sharing a
workplace with a tuberculosis patient?
Would you like it if a child of a former tuberculosis patient plays with your child?
In the future, would you consider letting your child marry someone who is cured of
tuberculosis? Why?
Did anyone in your family ever have tuberculosis?
o How do/did you know it is/was tuberculosis?
o What kind of help was sought?
o Where was the person taken?
o Did anyone accompany the person?
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19. (If the respondent mentions having a tuberculosis patient in the family)
o Can you share what was/is the experience of having someone with tuberculosis in
the family?
o Who in the family knows/knew about this apart from you?
o How did these family members react?
o Did you share the news of the diagnosis with anyone?
o With whom? (probe for neighbors and friends)
o When?
o How did your friends/neighbors react to it?
20. How would you react if you have tuberculosis?
21. How do you think your neighbors/friends would behave if you had tuberculosis?
22. How do you think your family members will react if you have tuberculosis?
23. If you had tuberculosis, would you interact with them the way you used to?
24. Would you seek help if you had tuberculosis?
o What kind of help?
o Where would you go? Why?
25. Do you know any other places where tuberculosis is treated?
o What are they?
o What do you know about these places?
o How do you know?
o What do you think of these places?
o Have you ever been to these places? Why?
26. (If the respondent mentions BRAC) What is your opinion about BRAC when it comes
to screening and treatment?
27. (If the respondent mentions another feared disease besides tuberculosis) You mentioned
about ______. How is ____ different from tuberculosis? Why the fear of this disease?
28. What do you do if you fall sick?
o Where do you usually go for help?
o How far is it?
29. When was the last time someone became sick in your family?
o Who was it?
o What was the illness?
o Was the person treated?
o How was the person treated?
o (If taken somewhere) Where was the person taken?
o How long does it take to go there?
o How much money did you have to pay (travel, fees, medicines, etc.)?
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Sexual and reproductive health [tuberculosis patient and spouse]
1. How long have you been married?
2. Did you know your wife/husband before marriage?
o Or anybody from her/his family?
3. Who decided who you were going to marry?
4. How was your married life after you got married?
o Did you go out with him/her?
o Did you visit other places with him/her?
5. [If the respondent reveals the tuberculosis status of himself/herself or the spouse] Now
that you/your spouse have tuberculosis, do you go out like you used to?
o Have there been any other changes in your life now that you/your spouse has/had
tuberculosis?
6. [If the respondent does not reveal the tuberculosis status of himself/herself or the spouse]
How would you feel if you/your spouse have tuberculosis?
o How would you react to your spouse?
o How do you think your family members would react if you/your spouse have
tuberculosis?
o How do you think the community people would react if you/your spouse have
tuberculosis?
o How do you think you/your spouse should deal with these reactions from family
and community?
7. I read once in a newspaper that when someone has tuberculosis, they do not sleep
together with their spouse. In the case of a woman with tuberculosis, her husband
refused to sleep with her and ended his marital relationship with her. He, along
with the family members, kicked the woman out of the house. She does not have any
children and cannot bear any.
o What do you think about this?
o Do you think husband and wife can sleep together if one of them has tuberculosis?
o Is it different when a wife has tuberculosis as compared to when a husband has it?
o Do you think this woman’s situation would have been different if she had a child?
o If you are a woman with tuberculosis, will you be scared that you might pass
tuberculosis onto your children?
8. How are married women with tuberculosis treated in your area?
9. How are infertile women looked at in your area?
10. What is your view on becoming a mother?
11. Do you have children?
o How many?
o What are their ages?

A

220

|

Annexes

12. How long after your wedding did you have your (first) child?
o (If more than one child) How long after one child did you have the next one?
13. Did you talk to your spouse regarding the number of children you want and when you
want to have them?
14. What is the number of children expected of you?
15. How did you decide on the number of children?
o In between the first and the second child, did you practice any method to ensure
birth spacing?
o Which one?
o How did you come to know of this method?
o What do you think of this method?
o What did your wife/husband say regarding this method?
o Did your parents/mother-in-law have any say in this?
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Annex 7 Interview guide for health workers
1. How long have you been working for BRAC?
2. Can you give a detailed account of your daily activities from the time you start
working?
3. Did you identify any suspected tuberculosis cases last month? How many?
o Out of them, how many turned out to be confirmed tuberculosis cases?
o Do you provide DOT to any tuberculosis patient?
o How many?
o Who?
o Out of them, how many men and women?
o Where do you provide DOT?
4. Do you deliver messages regarding tuberculosis?
o What kind of messages?
o Whom do you deliver them to?
o What kind of responses do you get when you deliver them?
o Do they ask you any questions?
o What kind of questions?
5. How do you think tuberculosis infections happen?
6. Do people need to take precautionary steps to prevent catching tuberculosis?
o What are they?
7. How do people perceive tuberculosis in the community?
8. How do people in the community treat a tuberculosis patient?
9. How do family members treat a tuberculosis patient?
10. Is there a difference between how a man and a woman with tuberculosis are treated?
o What are the differences?
11. Are there differences when they are married or unmarried?
12. Should a woman with tuberculosis become a mother?
13. Should she be afraid that she might pass it onto her child? Why?
14. What are the experiences a male and a female tuberculosis suspect might go through
in the community and families? (probe for male and female separately)
15. How are the families of tuberculosis patients treated?
16. How are the children of tuberculosis patients treated?
17. How are cured tuberculosis individuals treated in the community?
18. I know of a shasthya shebika in another area who did not let her daughter get
married to a man with tuberculosis who is from a well-off family.
o What do you think of this decision?
o How do you think you would have reacted if you were in her place?
o Would you have let your daughter marry the man if he had been cured of
tuberculosis?
o Why?
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19. In this newspaper I read once that when someone has tuberculosis, they do not sleep
together with their spouse. In the case of a woman with tuberculosis, her husband
refused to sleep with her and ended his marital relationship with her. He, along
with the family members, kicked the woman out of the house. She does not have any
children and cannot bear any.
o What do you think about this?
o Do you think a husband and wife can sleep together if one of them has tuberculosis?
o Is it different when a wife has tuberculosis as compared to when a husband has it?
o Do you think this woman’s situation would have been different if she had a child?
20. How can marital relationships be affected where one of the spouses has tuberculosis?
21. How are married women with tuberculosis treated in your area?
22. How are infertile women perceived in your area?
23. What is your view on the importance of becoming a mother?
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Annex 8 Guide for focus group discussion among health workers
·
·
·
·
·
·

For how long have you all been working in the BRAC TB control programme?
What are your duties in relation to the programme? Do field organisers and programme
officers have different responsibilities?
How do you inform a patient about a diagnosis?
What messages do you give to a patient after diagnosis? Do these include the
precautions the patients must take?
Which term do you tend to use more often when talking about tuberculosis (TB or
jokkha)?
Can you tell me about your training? (Probe: where were you trained, who trained you,
what were you trained on?)
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Annex 9 Socio-demographic information of patients
Characteristic
Type of patient
Current
Cured
Type of TB
Pulmonary
Extra-pulmonary
Missing
Sex
Female
Male
Age
16–25
26–35
36–45
46 and above
Educational level
Never went to school
Primary (until grade 5)
Secondary (grade 6–10)
Secondary school certificate and above
Missing
Marital status
Married
Separated
Widow/widower
Occupation
Day labourer
Rickshaw/van driver
Employee (shopkeeper/companies)
Shop owner
Driver (car/bus/truck)
Farmer/fishermen
Housewife
Student
Other
Unemployed
Family income (BDT)
<=5000
>5000 – <=10,000
>10 000 – <=20000
>20000 – 30000
Above 30000
Missing

Frequency (percentage)
(n=116)
57 (60%)
59 (40%)
86 (74%)
26 (22%)
4 (4%)
67 (58%)
49 (42%)
39 (34%)
41 (35%)
26 (22%)
10 (9%)
38 (33%)
37 (32%)
27 (23%)
11 (9%)
3 (3%)
107 (92%)
4 (3%)
5 (5%)
6 (5%)
3 (3%)
18 (16%)
13 (11%)
2 (2%)
5 (4%)
50 (43%)
2 (2%)
11 (9%)
6 (5%)
9 (8%)
31 (27%)
41 (35%)
10 (9%)
6 (5%)
19 (16%)
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Among the 116 patients, there were 57 current and 59 former patients, and 86 had
pulmonary and 26 had extra-pulmonary tuberculosis. Four patients did not have this
information present in the treatment card. Most of the patients were female (67%). The
lowest age reported was 16 years and the highest was 65 years. Most of the patients were
aged between 26 and 35 years (35%). This is followed by 34% of the patients who were in
the age range of 16–25 years. Only 10 patients reported to be aged 46 years and above.
Thirty-eight of the 116 patients had never been to school, while 37 and 27 had primary
and secondary education respectively. The rest of the patients, except for three whose
information on educational level were not obtained, had education levels of a secondary
school certificate and above. Most of the patients were married (92%), while 3% and 5%
were separated and widowed, respectively (at the time the interviews took place). Of the
116 patients, 50 women reported that they were housewives. Among the rest, most were
employees with a regular income (16%) in occupations such as security guard, domestic
servant, barber, and tailor; only 2 were students (one woman and one man) and 6 were
unemployed (only men). Nine patients had family incomes of 5,000 Bangladeshi Taka
(BDT) or less. The lowest income was reported to be 4,000 BDT. Thirty-one (27%) patients
had a family income more than 5,000 BDT but less than or equal to 10,000 BDT. This was
followed by 41 individuals who had an income more than 10,000 BDT but less than or
equal to 20,000 BDT. Few individuals had incomes of more than 20,000 BDT. Only one
individual, a businessman with a working son, reported a family income of BDT 100,000.
For a basic but decent living in Bangladesh, one’s income should be more than BDT 10,000.
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Annex 10 Distinctions made between TB and jokkha
Table 1. Distinctions made between TB and jokkha among survey respondents
Type of respondent
Patients
Family members
Neighbours
Total

No difference in
meaning
74 (65%)
9 (48%)
31 (36%)
114 (52%)

Perceived difference in
meaning
21 (19%)
5 (26%)
28 (32%)
54 (25%)

Don’t know

Total

18 (16%)
5 (26%)
28 (32%)
51 (23%)

113 (100%)
19 (100%)
87 (100%)
219 (100%)

Table 2. Factors perceived to characterise the terms TB and jokkha and the corresponding
number of respondents

Presence of blood when coughing

Terms
TB
9

Jokkha
23

Presence of a cough

17

29

46

Severity of condition

5

4

9

Poor lifestyle leading to severe conditions

1

0

1

Diagnosis made by health provider

4

0

4

Familiarity with only one term

3

7

10

Influencing factors

Total number of
respondents
32

102
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Annex 11 Frequency of appearance of SRH terms in policy documents

Contraception/
contraceptive

Breastfeeding

Reproductive/
reproduction

Infertility

Sexual

Intercourse

Abstinence

Name of document
NGOMTC
NGTIC
GPOTCP
GOSTCP
Total

Pregnancy/
pregnant

Table 1. Frequency of terms related to SRH appearing in policy documents

2
1
4
5
12
48%

1
0
5
0
6
24%

2
0
3
0
5
20%

0
0
0
1
1
4%

1
0
0
0
1
4%

0
0
0
0
0
0%

0
0
0
0
0
0%

0
0
0
0
0
0%

Total
6
1
12
6
25
100%
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Annex 12
messages

Instructions in policy guidelines and health workers’

Table 2. Instructions mentioned in the guidelines and given by health workers
Guidelines
A woman should be asked if she is
pregnant. If she is, she must not take
Pregnancy
streptomycin injection. She should be
treated according to “CAT II” treatment
regimen.
Women on pills either should take a
Contraceptive use pill of higher dosage or use a different
contraceptive method
Mother should wear a mask when
Breastfeeding
breastfeeding. Her child should be
administered a prophylaxis

Sexual intercourse Not addressed

Sleeping
arrangement

Not addressed

Eating
arrangement

Not addressed

Interaction
with household
members

Wear mask
People with DR-tuberculosis must be
isolated in separate room.
People with DR-tuberculosis must not
interact with children aged under 5
Visitors to the household of DRtuberculosis patients must be restricted

Health workers
No pregnancy.

[To women] Use condom to prevent
pregnancy.
Wear a mask when breastfeeding.
Full abstinence.
Partial abstinence.
[To women and men] Have sex with
condom.
[To women by shebika] Have sex with head
turned away or while covering mouth.
[To women by programme officials] Do
not use any contraceptive method. Your
husband should also not use any method.
Conceiving during treatment is dangerous.
[To men by programme official] Keep
distance from your wife.
[Programme officials only to smear positive
patients] do not share bed.
[Shebikas] If sleeping alone is not possible,
sleep with your back to the person next to
you.
Sleep together but use mask.
[EPTB] You can share bed.
[All except EPTB] Do not share plate and/
or glass.
Wear mask.
[All] Keep distance from your household
members.
[All] Keep children away. Do not kiss them.
Not mentioned.

Annexes

Guidelines

Coughing/
sneezing

Sputum disposal
Personal hygiene

Others

Cough/sneeze etiquette:
·
Cover nose and mouth with hands, arm
(sleeve), tissue, cloth, saree15, orna16 or face
mask when coughing and sneezing*
·
When coughing and sneezing, turn head
away from others.
·
Use
the nearest bin to dispose of the tissue,
cloth after use
·
Spit
in a cloth or a container with lid
·
Perform hand hygiene (e.g.) wash hands
with soap and water, antiseptic hand wash)
after having contact with respiratory
secretions
Dispose sputum, saliva in a pot and bury
underground or burn it*
Clothes worn and bed sheets and pillows
used by patients must be clean at all times
and sometimes should be put out in the
sun.
Patient must not smoke.
Patient must not take any tobacco*
No restrictions on any food is needed*
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Health workers

Cover mouth when coughing/sneezing.
Turn away from others when doing so.

Dispose sputum, saliva in a pot and bury
underground or burn it.
Keep clothes clean. Wash clothes daily with
hot water and soap.
Don’t let others wear your clothes.
[To men] Quit smoking.
[All] Do not eat betel leaves.
Eat nutritious food. Avoid food that can
cause allergic reaction in body.

*BRAC guideline for programme organizers contain this information only

15

A traditional attire for Bangladeshi women that consist of long piece of unstitched drape wrapped
around the the waist, with one end draped over the shoulder, covering a larger portion of the midriff.

16

A long scarf that is usually worn with Salwar Kameez, a Bangladeshi attire for women that consist of
a long tunic and bottomwear.
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Summary
Little is known about how the sexual and reproductive health and rights (SRHR) of women
and men may be affected in case of an infectious disease like tuberculosis, particularly
in Bangladesh, where this disease is highly stigmatised and prevalent. The current
study attempts to fill this gap. It draws attention to the effects of this disease on people’s
sexual lives in a context marked by strict gendered notions concerning sexuality and
reproduction. These insights help to point out the changes that need to be made in policies
and tuberculosis control programmes to accommodate the sexual and reproductive health
needs of those affected with tuberculosis.
The study took place in a few rural and urban areas in the sub-districts Narsingdi
Sadar and Monohardi and in Mirpur slums in Dhaka, Bangladesh. Adopting a mixedmethod approach, the study had a sequential explanatory design that comprised a
quantitative phase followed by a qualitative one. The quantitative phase comprised a survey
conducted among 219 individuals (113 current and former patients, 19 family members,
and 87 neighbours). In the qualitative phase, I conducted 55 in-depth interviews (with
28 current and former patients, 16 spouses, 3 mothers-in-law, and 8 health workers) and
two focus group discussions (6 female community health workers and 6 male programme
officials working on tuberculosis control) and analysed four official documents, besides
making observations. The former and current patients recruited were registered under
the Tuberculosis Control Programme of BRAC, an NGO that runs the programme in
collaboration with the National Tuberculosis Programme of Bangladesh. I used a multidimensional analytical lens – symbolic, interaction, and subjective– to explore the
subjective experiences of women and men regarding norms and practices related to
tuberculosis and sexuality.
Three main findings were revealed. Firstly, a tuberculosis diagnosis, and the labels
used to refer to this disease, have negative social effects including stigmatisation. I found
that not all respondents used the two main names for this disease, TB and jokkha, in a
homogenous fashion. The use of the terms was inconsistent, so was their association with
symptoms, indicating that their use and meanings were not fixed. Blood stood out as
a significant distinguishing symptom between the two terms and had distinct negative
connotations. The term, irrespective of which one it was, that was associated with blood
was generally avoided when describing one’s own disease or that of a family member or
neighbour. I also came across individuals whose differentiation between the two terms
depended on which term health workers had used while diagnosing. However, others
ignored the term used by health workers and continued to use the one that helped them
disassociate from blood. I interpreted this action as a way to avoid the stigmatisation
attached to the disease. The fact that blood can be associated with either of the two terms
can cause confusion and have both positive and negative effects in terms of stigmatisation.
The positive implication is that a person can avoid being stigmatised if the listener does
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not associate blood with the term the speaker uses; however, a negative reaction can occur
if the listener considers the term to have the opposite meaning, irrespective of whether
blood is actually present. Health workers should take these perceptions into account
when they inform individuals about their diagnosis and when providing information
about tuberculosis during patient consultations, seminars, and training in which they
disseminate information to a community.
Another complexity in connecting stigma with tuberculosis was that, despite the
many, mostly female patients, who spoke throughout the thesis about social isolation
and rejection due to this disease, not all practices of isolation, such as separate eating
and sleeping arrangements, may be attributed to stigmatisation, as I elaborate in Chapter
6. This is because many patients and their family members who reported not being in
close contact or had initiated separate eating or sleeping arrangements perceived these
as necessary precautionary steps to protect their family members from the transmission
of the disease. Such a finding questions past studies that have tagged such practices with
stigmatisation. Therefore, social contexts and personal experiences are important to take
into consideration when making inferences. More caution should be taken in the future
when interpreting practices as stigmatising.
A second main finding was that being diagnosed with tuberculosis carries dissimilar
implications for women and men in terms of SRHR. In Chapter 4, I elaborate how the
intersections of various aspects, such as the stigmatisation of tuberculosis, the relationship
with the husband, living arrangements, motherhood status, economic contribution, age at
marriage, and disclosure of tuberculosis status produce different experiences in women’s
lives. Those with good marital relationships had more positive reactions about their
diagnosis from their families than those who did not. Whether it was regarding their
marriage or living arrangements, couples who jointly made decisions were found to have
the least marital conflicts following a tuberculosis diagnosis. In addition, women who
contribute economically to the family were found to have fewer negative experiences than
those with no income. The findings also suggested that women with children experienced
fewer negative consequences of a tuberculosis diagnosis than those who did not. Out of all
the female patients with tuberculosis, those who had not revealed their diagnosis to their
husbands and in-laws had the most difficulty adapting to changes in living arrangements
or in refusing sexual intercourse. The narratives of the women reported in this chapter
show a variety of outcomes, suggesting that experiences of sexuality and reproduction are
complex for women with tuberculosis. The concept of rights is far removed from reality for
Bangladeshi women. There is a disconnect between internationally recognised sexual and
reproductive rights and the real-life experiences of women with tuberculosis. The fact that
women have worse social outcomes than men when infected has less to do with the disease
and more to do with their position in their household and the expectations surrounding
their gender.
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While for women the main concern was about whether they could continue to live with
their husband (Chapter 4), men’s concern was their ability to have sex (Chapter 5). The
current research found that being infected with tuberculosis challenged men’s ability
to have sexual intercourse, which they deemed important to have control over their
relationship with their spouses. Thus, tuberculosis affects patients’ sexual functioning,
their relationship with their spouse, and their sense of masculinity. It was found that
complete abstinence, partial abstinence, and forced intercourse occurred, resulting from
a fear of transmission, sexual performance anxiety, and a threat to perceived entitlement
to intercourse, respectively. These responses are rooted in dominant norms in Bangladesh
related to tuberculosis, sexuality, and masculinity. What particularly stood out is that
some men would rather not have sex than display poor sexual performance when having
tuberculosis. These men refrained from intercourse until they felt physically strong enough
to meet perceived expectations of sexual competency – lengthy and frequent intercourse,
physical strength, and a strong sexual drive. They were concerned about maintaining or
exceeding the performance they had previously shown, which seems to correlate with
their need to maintain continued control over their relationships. I also found that some
men coerced their wives into having intercourse. They justified this by pointing to their
long abstinence and their regained strength due to treatment. This means that when men
are infected with a disease like tuberculosis, the infectivity of which provides wives with
an opportunity to refuse intercourse, husbands sometimes believe they are losing control
over their wives. This leads to forced intercourse, which puts their partners at risk of
transmission and may affect them mentally.
Thirdly, I found that the health sector delivered mixed messages, which in turn were
interpreted in different ways by people with tuberculosis, as presented in Chapter 6. The
official guidelines address reproductive health from the clinical perspective only and
hardly mention sexual health. Such a critical absence in the official guidelines reflect how
sexual health and rights are not a priority policy-wise and that the guidelines need to be
adapted. Moreover, patients and their family members also received confusing, inconsistent
messages from health workers on intercourse, pregnancy, and living arrangements. In
relation to sexual intercourse, some patients were instructed to abstain while some were
told to use a condom. Moreover, male health workers reported telling female patients to
stop using contraceptive pills and to avoid becoming pregnant. This indirect phrasing
was intended to discourage them from having intercourse. This further affirmed the
shame surrounding public discussions on sex, particularly with the opposite gender. The
health workers, particularly the female volunteers, shasthya shebikas, reported advising
different strategies to women to prevent transmission during sexual intercourse, which
further confirmed that female and male patients get different messages, which could affect
decision-making.
Because health workers influence the terms that are used to refer to tuberculosis;
how individuals with tuberculosis eat, sleep, and interact with their family members
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after their diagnosis; and whether they can have intercourse, this study makes several
recommendations for tuberculosis control services. First, health providers need to develop
a more patient-centred approach that is holistic rather than clinical and that prioritises
helping people and not merely managing the disease. Messages that are disseminated at
the household and community levels should focus not only on diagnosis and treatment
but also on misconceptions regarding tuberculosis and how the infected person should
be supported. This is particularly important to prevent irrational, stigmatising, and
medically unjustified practices such as isolation. Second, the tuberculosis services should
have a gender-sensitive approach that looks at the specific and different needs of women
and men and recognises the impact of local gender norms and practices on sexual or
physically safe behaviour. Tuberculosis programmes should consider how women, more
than men, are at risk of negative social outcomes, and the different sexual experiences
and worries women and men may have after their diagnosis. There especially needs to
be attentiveness about women’s possible inability to follow certain advice, for example,
those who cannot disclose their disease or are not allowed to take decisions on intercourse
and/or pregnancy. Third, tuberculosis control policies should be adjusted according to
the sexual and reproductive health needs of people with tuberculosis. Sexual intercourse,
which I found to be least advised upon, should be addressed in policies. There should
be clear, context-specific guidelines about the messages diagnosed patients receive.
Overall, the policies and messages delivered should adopt a rights sensitive approach. It is
important to acknowledge that all individuals with tuberculosis have a right to a positive
sexual and reproductive life.
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Samenvatting
Er is weinig bekend over de mogelijke invloed van een besmettelijke ziekte als tuberculose
op de seksuele en reproductieve gezondheid en rechten (SRGR) van vrouwen en mannen,
vooral in Bangladesh, waar deze ziekte sterk gestigmatiseerd is en vaak voorkomt. Dit
onderzoek probeert deze leemte op te vullen, met aandacht voor de gevolgen van deze
ziekte voor het seksuele leven van de getroffenen in een context die gekenmerkt wordt
door strikt genderspecifieke opvattingen over seksualiteit en voortplanting. De in dit
onderzoek opgedane kennis helpt om te zien waar er veranderingen nodig zijn in het
beleid en de programma’s voor de bestrijding van tuberculose om tegemoet te komen aan
de behoeften op het gebied van de seksuele en reproductieve gezondheid van mensen die
getroffen zijn door tuberculose.
Het onderzoek is uitgevoerd in enkele plattelands- en stedelijke gebieden in de
deeldistricten Narsingdi Sadar en Monohardi en in de sloppenwijken van Mirpur in
Dhaka (Bangladesh). Het volgde een mixed methods benadering in verschillende fases:
eerst een kwantitatieve fase, waarin een enquête werd uitgevoerd onder 219 personen
(113 huidige en voormalige patiënten, 19 familieleden en 87 buren). Daarna volgde een
kwalitatieve fase met daarin 55 diepte-interviews (met 28 huidige en voormalige patiënten,
16 huwelijkspartners, 3 schoonmoeders en 8 zorgverleners), twee focusgroepsdiscussies
(met 6 vrouwelijke gemeenschapszorgverleners en 6 mannelijke programmamedewerkers
die zich bezighouden met tuberculosebestrijding), en observaties. Daarnaast heb ik
de belangrijkste officiële beleidsdocumenten geanalyseerd. De voormalige en huidige
patiënten die deelnamen aan het onderzoek konden geworven worden via hun registratie in
het tuberculosebestrijdingsprogramma van BRAC, een invloedrijke ngo die samenwerkt
met het nationale tuberculoseprogramma van Bangladesh. Ik heb een multidimensionale
analytische lens gebruikt (symbolisch, relationeel en subjectief) om de ervaringen van
vrouwen en mannen te analyseren met betrekking tot normen en praktijken in verband
met tuberculose en seksualiteit.
Dat leverde drie belangrijke resultaten op. Ten eerste leiden een tuberculosediagnose
en de labels die worden gebruikt om naar deze ziekte te verwijzen tot negatieve sociale
gevolgen, zoals stigmatisering. Dit kwam onder andere tot uiting in de benaming van de
ziekte. Ik stelde vast dat niet alle respondenten de twee meest gangbare namen voor deze
ziekte, TB en jokkha, als synoniem zagen. Volgens sommigen sloegen ze op verschillende
ziektes. De termen werden niet consistent gebruikt, en dat gold eveneens voor hun
associatie met symptomen. Dat duidt erop dat het gebruik en de betekenis ervan niet
vaststonden. Voor diegenen die onderscheid maakten tussen de twee namen, was bloed
een belangrijk onderscheidend symptoom en had een duidelijke negatieve connotatie.
De term die met bloed werd geassocieerd, ongeacht om welke term het daarbij ging,
werd over het algemeen vermeden bij de beschrijving van de eigen ziekte of die van een
familielid of een buur. Ik kwam ook mensen tegen die onderscheid maakten tussen de
twee termen op basis van de term die zorgverleners hadden gebruikt bij het stellen van

Summary, Samenvatting and Curriculum Vitae

|

237

de diagnose. Anderen negeerden echter de door zorgverleners gebruikte term en bleven
de term gebruiken waarmee ze zich konden distantiëren van bloed. Ik interpreteerde dat
handelen als een manier om de stigmatisering die aan de ziekte kleeft, te vermijden. Het
feit dat bloed kan worden geassocieerd met beide termen kan verwarring veroorzaken,
en kan zowel positieve als negatieve gevolgen hebben in de zin van stigmatisering. Het
positieve gevolg is dat een persoon kan vermijden dat hij of zij gestigmatiseerd wordt als
de toehoorder de term die de spreker gebruikt niet associeert met bloed. De toehoorder
kan echter negatief reageren als hij of zij de tegengestelde betekenis toekent aan de term,
ongeacht of er daadwerkelijk bloed aanwezig is of niet. Zorgverleners moeten rekening
houden met deze percepties bij het informeren van patiënten over hun diagnose en bij het
verstrekken van informatie over tuberculose tijdens consulten, seminars en informatieve
bijeenkomsten voor de gemeenschap.
Er was nog een lastig punt bij het onderzoeken van de stigmatisering van
tuberculose: de vele patiënten (meestal vrouwen) die ik tijdens dit promotieonderzoek
gesproken heb, benoemden sociaal isolement en afwijzing als gevolg van deze ziekte,
maar niet alle isolatiepraktijken, zoals apart eten en slapen, konden worden toegeschreven
aan stigmatisering. Dit heb ik in hoofdstuk 6 verder uitgewerkt. Veel patiënten en hun
familieleden die meldden dat ze niet in nauw contact stonden of apart aten of sliepen,
beschouwden dat namelijk als noodzakelijke voorzorgsmaatregelen om hun familieleden
te beschermen tegen overdracht van de ziekte. Vanwege dit resultaat zijn er vragen te stellen
bij vroegere onderzoeken waarin dit soort praktijken als stigmatisering werden gelabeld.
Sociale contexten en persoonlijke ervaringen zijn dus belangrijk om in aanmerking te
nemen bij het trekken van conclusies. In de toekomst moet er meer voorzichtigheid
worden betracht bij het interpreteren van praktijken als stigmatiserend.
Een tweede belangrijke uitkomst van dit onderzoek was dat de diagnose van
tuberculose voor vrouwen en mannen verschillende implicaties heeft op het gebied van
seksuele en reproductieve gezondheid en rechten (SRGR). In hoofdstuk 4 ga ik dieper in op
hoe de intersectie van verschillende aspecten, zoals de stigmatisering van tuberculose, de
relatie met de echtgenoot, de leefomstandigheden, de moederschapsstatus, de economische
bijdrage, de leeftijd bij het huwelijk en de bekendmaking van de tuberculose -status
leiden tot verschillende ervaringen in het leven van vrouwen. Degenen met een goede
huwelijksrelatie kregen positievere reacties van hun familie op hun diagnose dan degenen
die dit niet hadden. Of het nu ging om hun huwelijk of om hun levensomstandigheden,
echtparen die gezamenlijk beslissingen namen, bleken na een diagnose van tuberculose het
minst last te hebben van huwelijksconflicten. Bovendien bleken vrouwen die economisch
bijdroegen aan het gezin minder negatieve ervaringen te hebben dan vrouwen zonder
inkomen. De resultaten duiden er ook op dat vrouwen met kinderen minder negatieve
gevolgen van een diagnose van tuberculose ondervonden dan vrouwen zonder kinderen.
Van alle vrouwelijke patiënten met tuberculose hadden degenen die hun diagnose niet aan
hun man en schoonfamilie hadden bekendgemaakt de meeste moeite om zich aan te passen
aan veranderingen in de leefomstandigheden of om geslachtsgemeenschap te weigeren.
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De verhalen van de vrouwen uit dit hoofdstuk laten een verscheidenheid aan uitkomsten
zien, wat suggereert dat vrouwen met tuberculose complexe ervaringen met seksualiteit
en voortplanting hebben. Het concept van rechten staat voor Bengalese vrouwen ver af
van de werkelijkheid. Er bestaat een kloof tussen de internationaal erkende seksuele en
reproductieve rechten en de daadwerkelijke ervaringen van vrouwen met tuberculose. Het
feit dat vrouwen negatievere sociale gevolgen ervaren dan mannen wanneer ze besmet
zijn, heeft minder te maken met de ziekte maar meer met hun positie in het huishouden en
de sociale verwachtingen hoe een vrouw hoort te zijn.
Terwijl het voor vrouwelijke patiënten vooral ging om de vraag of ze bij hun man
konden blijven wonen (hoofdstuk 4), ging het voor mannelijke patiënten vooral om
hun mogelijkheid om seks te hebben (hoofdstuk 5). Uit het huidige onderzoek bleek dat
mannen bij besmetting met tuberculose een probleem hadden om geslachtsgemeenschap
te hebben, iets dat zij belangrijk vonden om controle te hebben over hun relatie met hun
echtgenote. Tuberculose heeft dus invloed op hun seksueel functioneren, de relatie met
hun echtgenote en hun gevoel van mannelijkheid. Uit het onderzoek bleek dat volledige
onthouding, gedeeltelijke onthouding en afgedwongen seks respectievelijk het gevolg
waren van angst voor overdracht, angst over seksuele prestaties en een bedreiging van het
recht op geslachtsgemeenschap. Deze reacties zijn geworteld in de dominante normen met
betrekking tot tuberculose, seksualiteit en mannelijkheid in Bangladesh. Wat vooral opviel
is dat sommige mannen liever geen seks hebben dan slechte seksuele prestaties vertonen
wanneer ze tuberculose hebben. Deze mannen onthielden zich van geslachtsgemeenschap
totdat ze zich fysiek sterk genoeg voelden om te voldoen aan de verwachtingen van
seksuele competentie: langdurige en frequente geslachtsgemeenschap, fysieke kracht en
een sterk libido. Ze maakten zich zorgen over het behouden of overtreffen van hun eerdere
prestaties, en dit lijkt samen te hangen met hun behoefte om de controle over hun relatie te
behouden. Ook bleken sommige mannen hun vrouw te dwingen tot geslachtsgemeenschap.
Zij rechtvaardigden dit door te wijzen op hun langdurige onthouding en hun herwonnen
kracht door de behandeling. Dus wanneer mannen een besmettelijke ziekte als tuberculose
krijgen, zodat hun vrouw geslachtsgemeenschap kan weigeren, denken de mannen soms
dat ze de controle over hun vrouw verliezen. Dit leidt tot gedwongen seks, waardoor hun
partner het risico op besmetting loopt en psychische problemen kan krijgen.
Ten derde stelde ik vast dat zorgverleners gemengde, en soms tegenstrijdige
boodschappen afgaven, die op hun beurt op verschillende manieren werden geïnterpreteerd
door mensen met tuberculose. Dit wordt uiteengezet in hoofdstuk 6. In de officiële
richtlijnen wordt reproductieve gezondheid alleen vanuit klinisch perspectief benaderd en
komt seksuele gezondheid nauwelijks ter sprake. Zo’n ernstige afwezigheid in de officiële
richtlijnen geeft aan dat seksuele gezondheid en rechten geen prioriteit hebben in het
beleid en dat de richtlijnen moeten worden aangepast. Bovendien kregen patiënten en hun
familieleden ook verwarrende, onsamenhangende boodschappen van zorgverleners over
geslachtsgemeenschap, zwangerschap en leefomstandigheden. Sommige patiënten kregen
te horen dat ze zich moesten onthouden van geslachtsgemeenschap, terwijl anderen werd
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verteld dat ze een condoom moesten gebruiken. Bovendien bleken mannelijke zorgverleners
aan vrouwelijke patiënten te vertellen dat zij moesten stoppen met de anticonceptiepil
én dat ze moesten voorkomen dat ze zwanger werden. Met deze indirecte bewoordingen
wilden ze hen ontmoedigen om geslachtsgemeenschap te hebben. Dit bevestigde nog
eens de schaamte die er bestaat om openlijk te spreken over seks, vooral met het andere
geslacht. Maar zo’n indirecte benadering zou kunnen leiden tot ongewenste zwangerschap.
Bovendien houdt het geen rekening met de beperkte beslissingsbevoegdheid van vrouwen
over het al of niet seks hebben. De zorgverleners, vooral de vrouwelijke vrijwilligers
(shasthya shebikas), vertelden dat ze verschillende strategieën aan vrouwen adviseerden
om overdracht tijdens de geslachtsgemeenschap te voorkomen. Dat bevestigde nog eens
dat vrouwelijke en mannelijke patiënten verschillende boodschappen krijgen, waardoor ze
andere besluiten zouden kunnen nemen.
Zorgverleners hebben invloed op de termen die worden gebruikt om te verwijzen
naar tuberculose, op de manier waarop personen met tuberculose eten, slapen en
omgaan met hun familieleden na de diagnose, en of ze geslachtsgemeenschap kunnen
hebben. Daarom worden in dit onderzoek verschillende aanbevelingen gedaan voor
tuberculosebestrijdingsdiensten. Ten eerste moeten zorgverleners een meer patiëntgerichte
aanpak ontwikkelen, holistisch in plaats van klinisch. De prioriteit moet liggen bij het
helpen van mensen en niet alleen bij het behandelen van de ziekte. Boodschappen die
worden verspreid naar huishoudens en in de gemeenschap, moeten niet alleen gericht zijn
op diagnose en behandeling, maar ook op misvattingen over tuberculose en op de manier
waarop de besmette persoon moet worden ondersteund. Dit is vooral belangrijk om
irrationele, stigmatiserende en medisch niet gerechtvaardigde praktijken zoals afzondering
of verstoting te voorkomen. Ten tweede moeten de tuberculosediensten een genderbewuste
benadering hebben met oog voor de specifieke en verschillende behoeften van vrouwen
en mannen, en waarbij de impact van lokale gendernormen en -praktijken op seksueel
of fysiek veilig gedrag wordt onderkend. Bij tuberculoseprogramma’s moet rekening
worden gehouden met het grotere risico op negatieve sociale gevolgen voor vrouwen in
vergelijking met mannen, en de verschillende seksuele ervaringen en zorgen die vrouwen
en mannen kunnen hebben na hun diagnose. Er moet bijzondere aandacht zijn voor het feit
dat vrouwen bepaalde adviezen mogelijk niet kunnen opvolgen, bijvoorbeeld van vrouwen
die hun ziekte niet kunnen bekendmaken of die geen beslissingen mogen nemen over
geslachtsgemeenschap en/of zwangerschap. Ten derde moet het beleid voor de bestrijding
van tuberculose worden aangepast aan de behoeften op het gebied van de seksuele en
reproductieve gezondheid van mensen met tuberculose. Geslachtsgemeenschap, waarvan
uit mijn onderzoek bleek dat er het minst advies over werd gegeven, moet in het beleid
worden meegenomen. Er moeten duidelijke, context specifieke richtlijnen zijn over de
boodschappen die de patiënten ontvangen na hun tuberculosediagnose. In het algemeen
moeten het beleid en de boodschappen een aanpak volgen waarbij de rechten in het oog
worden gehouden. Het is belangrijk te erkennen dat alle personen met tuberculose recht
hebben op een positief seksueel en reproductief leven.
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