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Summary The double jeopardy associated with female leprosy patients is the central
theme underpinning this essay. It constitutes a combination of biological factors
unique to women and culturally defined bias, resulting in more stigmatization and
isolation for women. Having examined the female immunological response and
biological roles, the essay continues by focusing on the gender-culture perspective of
leprosy. It draws upon an historical analysis of the experiences of Indian and African
women to illustrate the ways in which gender roles impact upon health education and
the utilization of health care services. Concluding comments suggest strategies that
might improve female leprosy patient status, and views towards future research.

Introduction

Leprosy is one of the oldest diseases known to humankind, and for centuries people with the
disease have been stigmatized. Social attitudes, both past and present, exude fear. In
developed countries, leprosy is little known yet conjures up visions of deformed, fingerless
beggars sitting in busy market squares or street corners in the slums of India or Africa. It is
this stereotypical Western view of leprosy that emphasizes the stigma inflicted upon people
with leprosy. The purpose of this essay is to examine the additional gender specific social
impacts of leprosy on women. This is defined here as the ‘double jeopardy’. Specifically, this
definition goes further than describing leprosy stigma in general, to include both uniquely
female immunological and biological involvement, and the cultural impact on the social
status of women that results in the gender bias of health beliefs, attitudes and behaviours.
With special reference to the link between gender and culture, the essay will analyse the
emerging roles of women in Indian and African culture to provide the background for
understanding the specific problems of female leprosy patients in these two broad geo-
graphical areas. In the concluding sections, a direction for health prevention and promotion
that takes account of the cultural norms and boundaries of women in Africa and India will be
sought. This will recognize key challenges in conducting comparative analyses that recognize
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the implications of eurocentric bias. The concluding analysis will, therefore, attempt to
synthesize the discussion, as far as is possible, from the cultural perspectives of those studied.

Leprosy and pregnancy

Older hospital-bound data suggested that often appeared first in pregnancy, with reactivation and
relapse of pre-existing disease.! These observations do not seem to hold true now, but there are
no published hard data from leprosy field programmes about pregnancy and first presentation of
leprosy. Women are at particular risk of developing type 1 (reversal) reactions during the post-
partum period.? This puts women at particular risk of developing neuritis and nerve damage.

A major concern for women is the effect that leprosy may have on their children. Pregnancy
in mothers with lepromatous leprosy is no more affected by the major complications of
pregnancy than other forms.? However, neonates appear to weigh less than average, and have
a higher incidence of fetal distress and respiratory problems.3 This has been associated with
impaired placental function, detected clinically as intrauterine growth retardation.* These
babies have a higher incidence of neonatal and infant morbidity due to an increased
susceptibility to common childhood infections, and a higher incidence of neonatal death
due to respiratory problems. However, these studies relate to mothers treated in the pre-MDT
era and data relating to the subcore of pregnancy after MDT treatment are sadly lacking.

The possibility that leprosy is transmitted from mothers to babies in utero has been
investigated; again, most of the data predate effective combination antibiotic therapy. It was
discovered that cord blood IgA was significantly increased in babies of mothers with leprosy,
and IgA anti-M. leprae antibodies were found in tie cord sera of 30% of these babies.’
Furthermore, evidence of active production of specific IgA and IgM anti-M. leprae antibody
was found during the first 6 months of life.® This evidence suggests that M. leprae crosses
the placenta to set up an immune response in the child. However, the incidence of leprosy
in children under 2 years of age, born to mothers with active lepromatous leprosy, was only
5%.” These babies are at particularly high risk of infection by droplet spread because they are
in close contact with mothers who have leprosy, and often share the same under-privileged
social circumstances, for example, poor housing, lack of ventilation, and overcrowding. In
summary, women are not only disadvantaged by the detrimental effect of pregnancy on
leprosy, but also the marked disadvantages that leprosy inflicts on pregnancy and child health.
The cultural impact on these biological mechanisms is discussed later.

Cultural and social factors

The double jeopardy of leprosy constitutes not only the integration of the disease with uniquely
female immunological and biological influences, but also, and perhaps more importantly, the
cultural impact on the social status of women that results in the gender bias of health beliefs,
attitudes and behaviours. Together, these create and maintain the additional social stigma of
leprosy for women. Furthermore, the biological disadvantages that cause the negative evolution
of the disease are made significantly worse by the added stigma created by gender and cultural
bias against women (Figure 1). In this section, the general effects of gender and culture on
leprosy for women will be discussed. However, in order to understand the social effect of
leprosy for women, clear knowledge of their culture must be sought. An attempt to address the
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Figure 1. Components of the double jeopardy.

problem in such ways will minimize the tendency towards a eurocentric bias in ideologies, and
preventative and remedial health programmes. Here, the emergence of gender bias within
Indian and African cultures will be discussed to provide a backdrop for understanding the
specific problems faced by female leprosy patients in these two geographical areas.

Women in India

In pre-colonial India, each religious community governed itself according to a body of local
customs. The brahmins, India’s highest caste, exercised the most control over women.
Women were kept secluded and viewed as subordinate. Unable to marry out of caste, women
served to maintain property within the caste and secure male positions in the social hierarchy.
Primarily sexual control and the sexual purity of women governed the social respectability of
men. The result, therefore, was a system whereby men, their family, and caste, gained social
honour from women, thus reinforcing the need for women to be secluded and protected.

Indian family life today is as much governed by caste, class and gender as in the pre-
colonial days. The political changes affecting Indian women have undoubtedly led to the
formation of a modified family structure and support networks for women of higher caste and
class. For those living in poverty and deprivation, namely lower castes and classes, fewer
changes are to be found. Two types of family structure predominate, the nuclear family
and the joint family. In the traditional joint family the new wife’s primary relationship is with
her mother-in-law. As a wife, a woman has obligations to her husband, her children and her
mother-in-law. She is responsible, under the supervision of her mother-in-law, for domestic
duties, caring for children and elderly family members, organizing rituals and festivals, and
fulfilling social obligations towards friends and relatives. It is these duties that maintain the
seclusion of women. From childhood, women have a socio-psychological disposition to
believe that their role is within the home. In the lower social classes this structure remains. In
the higher classes, where women may choose to, or be obliged to work, all these duties
remain. In some families, structures may have been adapted to help the working wife and
mother. Nuclear families became more common as young people moved to work in cities.
Here, women have more power, but their duties remain the same, and they do not have the
extended family to help them.

In brief, the preservation of male dominance in India has allowed only the minority of
high social class women to strive for success. For the remainder, namely women of low caste
and class, the male dominated world has been a constant for many hundreds of years. It is
these women, who are uneducated, isolated, and living in poor conditions that are at higher
risk of leprosy and its surrounding stigmata.
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Women in Africa

For centuries, African society has centred on consanguineal families. Here, the notion of family
is based on the enduring, separate kinship ties of men and women. Loyalty to kin outweighs the
bond of marriage. Consanguinity was in the form of either matrilineal or patrilineal descent,
where children of the marital union belonged to the female or male line, respectively. In
matrilineal descent, for example the Swahili of Tanzania, male partners would live with
females’ families and in patrilineal descent, for example, the Tombo village people of Sierra
Leone, females would move to the family compounds of the males. In addition to consangui-
nity, polygamy was also part of the culture. In many areas, men could take more than one wife
and often lived in their own residence separate from their wives. They took no economic
responsibility for supporting their wives. This led women to subsistence farming to support
themselves and their children. Perhaps this has led to the western image of black African
women as strong and hardworking and provides typical images of African women working the
land with babies tied to their backs. Husbands, therefore, did not guarantee security as in the
Indian culture. Instead, in African society, kin could always be called upon for economic
support and, in addition, it was kin who inherited land not spouses.

In the above example, women lived side-by-side as co-wives. Often the first wife was the
dominant female, who looked upon new wives favourably because they added to the
workforce. However, women were not always given their hierarchical level automatically,
and they had the added pressure of competition over attractiveness, domestic and economic
activities, as well as the need to please their mother-in-law. Together, husbands and mother-
in-laws exerted control over women who had to gain permission for everyday activities.
Unfair treatment of women was combated by women’s kin groups who had the power to
pressurize men to modify their behaviours.

Women’s relative power and independence in Africa began to slip away with the
monetarization of the economy, urbanization, and colonial and post independence develop-
ment policies.® All led to the involvement of men in a cash economy. Women and children
had less cash earning potential due to their continued subsistence needs. Women’s work lost
prestige and became devalued, leaving them vulnerable. In the cash earning economy rural
women could no longer barter for goods, and their workload increased to earn money.
Husbands continued to expect women to look after their own needs in the same way as in the
pre-cash economy. Gender inequality grew as men continued to earn cash, and being unable
to support themselves, women became increasingly more dependent on men. Women no
longer had their own rights within marriage because they and their kin were dependent on the
same men for money.

The effect of urbanization was also to fragment descent groups and the kinship ties of
older neighbourhoods. Kin groups could no longer function on a daily basis. Women began
to find friendships and support out of their kin groups and sometimes across ethnic divides.
In many ways, women could adapt to these changes, but there were new boundaries that
took away much of their independence within the urban setting. They had no right to
housing, and were therefore forced to live with their husbands. This removed privacy and
created new strains on the marriage. Many women insisted on civil marriage ceremonies to
prevent polygamy and shared income, but men continued to take unofficial wives. In East
Africa, many men feared female independence and to a large extent controlled female
income. The cash earning potential of girls and women in the urban economy was,
therefore, still limited.
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Female poverty, both rural and urban, created by monetarization, has left much of the
female population of Africa in fear of destitution. This has led to high fertility levels to
produce offspring that will provide social security by'contributing to labour intensive
activities. This has resulted in low levels of education, few skills, and low income, which
in turn maintain high fertility rates. This vicious circle traps women in poverty and a life of
male dominance.

To summarize, African and Indian women have both been moulded by their traditional
nurturing roles, by colonial rule, and by western influences on their respective economies.
Both groups of women are largely dependent on men and persistently bound to domestic
activities and child rearing. In both continents, it is the women of the lowest social classes
who have experienced the most restrictions on mobility, education, and personal finances. A
critical outcome has been to engulf their lives in forms of poverty, which place them at
particular risk from chronic diseases, like leprosy. Lepr&sy and its attendant risks, therefore,
can only be studied and countered by assessing the problems and needs of these women
within their own cultural backgrounds. The next section aims to address the culture and
gender induced problems for women with leprosy in African and Indian society.

Social and cultural dimensions of leprosy for women

Global registered prevalence of leprosy in 1996 was 0.17 per 1000 population.® This figure
was probably an underestimate because of wide differences between registered cases and
actual numbers. World wide, the number of registered patients has reduced over the last
10 years,'” but in India and Africa leprosy remained endemic. Prevalence rates in India and
Africa were significantly higher than world-wide rates, at 5.9 per 10,000 population in India
and from 7.79 (Central African Republic) to 0.09 (South Africa) per 10,000 in Africa.'’ Case
detection rates vary from country to country, but in India and most of the rest of the world,
rates were higher in males compared to females, producing a ratio of 2:1. In Africa the gender
ratios reflected higher base detection rates for women than men. In Kenya, the gender ratio
was 1:1,'° with even higher rates for females in Uganda'> and Malawi.’®> Why is there a
difference in gender ratios between India and Africa? Is it that women in India are less
exposed to leprosy in comparison to men than women in Africa? Do African women have less
fear of stigmatization compared to women in India, leading them to seek medical care more
frequently? Are medical services in Africa more accessible to women compared to India?
These questions are addressed below.

Exposure to leprosy

Cultural diversity has resulted in different levels of female exposure to leprosy. In Africa,
women’s roles take them away from their family home. They often have sole responsibility
for themselves and their children, which has led them towards subsistence farming and cash
earning work in the community. In addition, African women are in contact with relatives
outside their immediate family due to kinship ties. This takes them beyond their own
communities to different settlements. It is this community contact that may result in more
frequent exposure to leprosy.

In contrast, therole of Indian women has been within the domestic environment for many
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hundreds of years. This seclusion limits their community contacts with leprosy. However,
seclusion brings its own problems in leaving leprosy cases undetected for longer.'° In countries
like India, Ulrich ez al.'* have attributed the decreasing incidence of leprosy and the lower case
detection rates amongst women not only to seclusion alone, but also to the decreased marriage
opportunities for women with leprosy This limits reproductive activity, and consequently fewer
children are born into high-risk leprous environments. Where women do marry, numbers of
pregnancies tend to be limited to prevent the subsequent deterioration to women’s health.

Across both continents there are common exposure problems for all women in the lower
socio-economic groups. Specifically, lower socio-economic groups tend to have poor housing,
inadequate ventilation, low nutritional status, and higher risk of leprosy contacts. Poor nutrition,
in particular, can compromise immunological status.'* Religious and culturally determined
food habits can lead to specific deficiencies. In general, females have a high risk of iron
deficiency anaemia, which causes increased susceptibility to disease. Intercurrent infection,
more common in deprived groups, also leads to lowered immunity and a more serious risk of
contracting leprosy. Female exposure to leprosy cannot, by itself, offer a full explanation of
the incidence and prevalence of leprosy among women. For a fuller explanation, we need next
to explore women’s use of health services.

Utilization of health services

Access to and use of health services by women can be influenced in a number of ways: the
availability of health care; literacy levels; awareness of the disease, and of available health
care; family position and decision-making power; geographical and family mobility issues;
the quality of health care provided; and the stigma associated with the disease.

The availability of health care is a critical aspect of early detection and treatment of leprosy.
In 1988, the World Health Organisation Expert Committee on Leprosy recommended that
leprosy control should be integrated into primary health care services. In making this
recommendation, it was considered that health services would reach a greater proportion
of the population. However, research from India suggests that detection rates in rural areas are
much lower for women than men. In urban areas, detection rates are not significantly different
between the sexes. These differences are related to lower health care coverage in rural areas.'

In combination, literacy and awareness levels have a key impact upon the utilization of
health services. Specifically, if women have a poor understanding of causation, symptoms and
available health care, then services, however efficient, will not reach the target population.
In India, leprosy was traditionally thought to result from the ‘wrath of god’.'® This resulted
in women delaying treatment until measures such as fasting and offerings had been made.
This misconception has become less frequent, but new levels of awareness have not
prevented delays in women seeking treatment.!” In general, women in India have poor
knowledge of the presenting symptoms of leprosy, and are less aware of the health services
available to them than men.'® It is likely that Indian women’s poor knowledge of leprosy
stems from a lack of education and the seclusion that is typical of Indian culture.

Similarly, African women often have a very traditional understanding of the underlying
cause of leprosy. For example, it was thought that when people died, they became spirits. The
spirits or ‘muzimu’ had to be appeased and made comfortable continuously because they
became easily upset. If ignored or neglected, they could inflict leprosy on anyone, not
necessarily the neglector. This belief led many African people to wear charms to ward off
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the spirits."® ‘Bad blood’ reflects a modern understanding of leprosy, but is also felt to be
the causative factor in sexually transmitted diseases and psychiatric illnesses.'® However,
specific knowledge of causation appears to be lacking in much of Africa, including north-
western Botswana,20 Ethiopia,21 Congo and Tanzania.*?

In Botswana, the clinical signs of leprosy were linked appropriately to skin lesions,? a
contributory factor to early detection and health seeking behaviour. In contrast, awareness of
symptoms and availability of services is poor among Nigerian females. This has been attributed
to Nigerian culture, where spouses are the most important sources of information for women
about lv::prosy.23 However, it appears that among many African women, there is knowledge
about modern healthcare availability, and there is a more universal belief that leprosy is curable.
Moreover, traditional lifestyle and beliefs in African medicine have meant that modern
healthcare ideas have been integrated into pre-existing health beliefs. This is particularly so
for women, who are not educated to understand leprosy in a more modern way. African women
are more likely to try over-the-counter remedies first, followed by traditional healers, and then
health clinics, leading to delays in treatment. In brief, evidence suggests that both Indian and
African women are less aware of causation, symptoms, and the availability of health care than
men in each respective geographical area. This can be attributed to illiteracy and to socio-
economic deprivation in both countries, and the continued seclusion of women in India.

The decision-making powers of women are determined by their status in the family
structure. Indian women, particularly of lower caste and class, tend to have few decision-
making powers in the home, and experience low social status in the family. They are
controlled by their spouses in both joint and nuclear families, and frequently in the joint
family structure by their mother-in-laws. Thus, health care decisions for women are often
made by husbands or mother-in-laws. Research suggests that Indian women exhibiting early
signs of leprosy often delay seeking medical attention because of their partners’ apathy or
their mother-in-laws’ jealousy.'® Delayed medical treatment can result in deterioration of the
disease and a higher risk of deformity. In addition, while the disease remains active, other
members of the family are at greater risk of infection.

In rural Africa, where women often have responsibility for the home, work and the
upbringing of children, decision-making powers still appear to remain with men. Senior males
make the majority of key decisions, including those about female healthcare.?° In contrast to
the male apathy of India, beliefs that leprosy is curable have resulted in community attitudes
in Africa. Such attitudes encourage women to seek early treatment.”® In brief, in much of
India and Africa, the authority to make decisions regarding health care lies with men. In
India, this culturally determined social framework has often hindered female leprosy patients.
In contrast, evidence suggests that the attitudes of African men allow women to seek medical
care more promptly.

The geographical mobility of women is limited by lack of decision-making power, time,
money, an unwillingness to disrupt household duties, and the inability to find other caretakers
for dependent elderly relatives and children.'® Indian women in joint families have a potential
advantage here, in that they may have relatives available to care for children and other
dependants. However, this advantage is undermined by their lack of decision-making power, a
lack of money, and an unwillingness to disrupt household duties. Traditionally Indian women
have been moulded to believe that their role is within the family home caring for others. To
spend time and money seeking personal health care may involve confrontations with husbands
or mother-in-laws, and guilt from leaving family uncared for. The nuclear family structure may
provide less flexibility for women because they do not have additional carers in the home. In
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the higher social classes, however, women from nuclear families are more empowered, have
more money available to them, and have servants to share household duties.

In Africa, the mobility of women is still restricted, but due to the cultural differences
between India and Africa, the nature of the restrictions is different. African women have
limited decision making powers, as outlined above. The positive attitude of their community
towards seeking medical care and the practice of making alternative carers available, linked
to other wives or kinship ties, offsets this. However, in terms of time and money, women have
little of either. This is reinforced by their involvement in subsistence farming rather than the
cash earning employment activities of men. It appears that the mobility of African and Indian
women is limited, but that the limits are not the same for each group. This reflects their roles
in two very different cultures.

The quality of health services available can provide major barriers for leprosy patients
seeking health care. A problematic issue for females in general is the fear and embarrassment of
having to see a male doctor. In western society women can choose to see female doctors if they
wish, but in developing countries this service is not always available. By not catering for both
sexes, health care services reflect a poor understanding of the needs of female patients. In India
and parts of Africa, this lack of gender awareness is particularly problematic. The reason for
this is two-fold. Firstly, a high proportion of health clinics are male dominated and secondly,
women of certain religions are forbidden to see male doctors. After puberty, Islamic women are
not allowed to show their bodies to any other man apart from their husband. In India, this
problem may be reflected in case detection rates of males and females aged 11-17 years,
where the female detection rate is half that of males.'®

The stigma associated with leprosy acts as a barrier to seeking medical care. Women’s
fears centre on damaging their marriage prospects, losing their husband, children and homes,
and inflicting the stigma associated with the disease onto their children. For men, the disease
does not lead to such severe consequences. In India, women hide their symptoms for longer
than men do for fear of stigmatization.'” The outcome of leprosy diagnosis and related stigma
is discussed below.

To summarize, relative to men, women in India and Africa are disadvantaged in their
utilization of health care services. The culturally determined roles of women lead to lower
levels of awareness of the symptoms of leprosy and available medical facilities. This is
further aggravated by their inferior decision making power, poor mobility and a greater fear
of associated stigma. Furthermore, health care services appear to reflect this gender bias, both
in availability and specific services for women. This gender discrimination in society and
health care services is reflected in a survey by Rao et al.,'” where 85% of female leprosy
patients felt that gender bias was definitely responsible for the delay in the detection of their
disease. Interestingly, 67% of men agreed with this opinion. Below, the gender inequality is
discussed in relation to case detection methods.

Case detection

Case detection is the organized and systematic search for patients in the community. Its
intensification can only be justified if there is adequate facilities for treating a larger group of
patients.** Case finding methods are broadly split into two types: active and passive. Passive
case finding includes voluntary reporting, and referral and notification. Voluntary reporting
requires community awareness of the signs and symptoms of leprosy, and an efficient and
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reliable diagnostic and treatment service. However, its efficiency as a case detection method
is impaired by the intense social stigma related to leprosy. For women in particular, voluntary
reporting is limited further by lack of awareness and poor mobility

Active case finding methods aim to screen populations to find unreported cases of disease.
There are two major types: general surveys and contact surveys. General surveys are useful in
areas of high endemnicity, but are both expensive and time consuming. They involve either
systematic house-to-house enquiry, or the gathering of populations to central points in
villages. The first method ensures all women are seen; the second is open to the risk of female
non-attendance. Contact surveys involve the surveillance of all contacts of high risk leprosy
patients. This method has been found to be successful in areas of low and moderate
endemnicity, where there is greater clustering of leprosy.>> However, it only identifies a
small proportion of new cases arising specific area.

Case detection methods show gender insensitivity.'® Rao et al. report poor detection
of female cases through passive methods, and more effective detection through active case
finding. This would reflect the low level of leprosy awareness amongst women, lack of
mobility, and fear of stigmatization. Active case finding cuts across gender bias, ensuring
female detection. There are specific case finding problems in India among females aged
11-17 years where examination by male medical staff is problematic.

Contrary to the evidence of Rao et al.?®, recommendations of the WHO Expert
Committee on Leprosy? favoured self-detection through health education. This runs counter
to the above evidence, and fails to take account of gender sensitivity in case finding. In
addition to detection and diagnosis, gender differences in treatment compliance, as discussed
below, are important in terms of health education programmes.

Treatment and compliance

The treatment of leprosy involves administration of antibacterial drugs (rifampin, clofazi-
mine and dapsone; MDT). The aim is to kill M. leprae in the shortest possible period and
prevent emergence of resistant strains of M. leprae.'” Additional management of eye, nerve,
hand and foot lesions involves physiotherapy, occupational therapy, and the ability to
recognize serious manifestations of the disease for referral.

Evidence indicates that women are more compliant with drug treatment than men.*® In
India, female compliance may be a result of women having been socialized to conform to
prescribed behaviours. However, the benefit of female compliance is perhaps outweighed by
delay in seeking medical care.'” It is interesting that Indian women often rely on traditional
and spiritual healing as well as drug therapy. This may be a result of the poor understanding of
treatment by women compared to men.>” African women also combine modern treatments
with traditional medicine. This is satisfactory because most traditional healers do not believe
that modern and traditional African medicine should be mutually exclusive.?’

Although female compliance is better than male complianceto drug therapys, it is Important
to note that females are not 100% compliant. Indeed. Vlassof (in Le Grandw) found that 1000
of female leprosy patients in a leprosy colony in India were non-compliant, despite awareness
of the need for treatment. A well documented problem with female compliance in India is the
similarity of monthly packets of dapsone pills to oral contraceptive pill packaging, leading to
conflict with mothers-in-law who want their sons to have children. Furthermore, compliance is
hindered by difficulty in attending treatment clinics due to limited time, money and transport.
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Outcome of diagnosis

Diagnosis of leprosy undoubtedly results in shock for individuals and their families. Men
diagnosed with leprosy in India suffer fewer negative reactions, such as shame, fear, or blame
from spouses. Women suffer from more negative reactions. Positive reactions, for example,
sympathy and support, are rare for both sexes, but particularly so for women.'® The power
and influence of men within the family structure enables them to maintain their position in the
household more frequently than women.'® Women report being pressurized to leave the
family home, but certain factors influence them to remain: strong marriages; husbands that
are supportive in finding early treatment; prompt detection of the disease; seeking early
treatment; and motherhood, which elevates women’s status within the family.27 However,
under present law, it is easy for spouses to insist on separation (Muslim Marriage Act, 1939;
Special Marriage Act, 1954; and the Hindu Marriage Act, 1955).%®

Where women remain with their families, they are often banned from sleeping in the same
room as their spouse and family. There is a particularly high discriminatory attitude towards
women in joint families. This results in a move from joint to nuclear families after detection.
This is particularly common in South India.?’

Family reaction to leprosy diagnosis is not as well documented in Africa. It appears that,
in the early stages, individuals remain well integrated in their families.?° Later, as deformities
develop, sexual relations are prohibited and divorce is easily secured.'® The literature does
not specify any gender bias, but it is interesting to find that in a survey of a Zambian leprosy
colony, more males than females reported that their spouses left them after diagnosis.'® This
may be a result of women being less economically reliant on men in rural society than, for
example, in India.

Beyond the marriage bond, the effects of leprosy diagnosis on the domestic environment
of women are far reaching. Women in India often become isolated from domestic duties,
especially cooking and caring for children. This has a devastating effect, since it is these
roles that have come to shape women'’s self-identity. The freedom to touch and be touched,
which acts as reinforcement for female caring roles, is also limited. This is enforced by
spouses, or by women who voluntarily withdraw for fear of contaminating the rest of their
family.?’

African women appear to continue day-to-day domestic and farming duties. However,
when deformities appear, both roles become very difficult and families may suffer as a
consequence. In Ethiopia, an unwillingness to employ or work alongside leprosy patients has
been documented.*'

InIndia, community reactions to leprosy appear to discriminate between men and women.
More women than men have constraints on social activities, travelling, and attendance at
religious festival celebrations.'” However, this isolation is often reinforced by women who
remain aloof within the community to prevent passing the disease on to others.”® In Africa
there is little evidence to suggest a gender difference in community reaction to leprosy.
Moreover, patients appear to be well integrated and accepted within the social structure of the
community.?® In contrast, a study in Ethiopia revealed an unwillingness to provide homes for
or shake hands with people with leprosy.?! This may reflect cultural differences between
African communities.

Visible deformity often leads to a much more severe level of isolation for leprosy patients.
In Africa, this isolation cuts across marriage bonds and kinship ties, and women are
commonly expected to dissociate themselves completely from family.'® In India, the fear
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of deformity often results in women leaving their homes and family voluntarily, because
without the use of their hands to perform domestic duties, they feel they are useless and a
burden. In India, deformity primarily effects the hands of women and the feet of men,
reflecting their respective roles indoors and outdoors.'® In Africa, it may be that both the
hands and feet of women become deformed as a result of their multiple roles.

In brief, the lower social status of females in India is causing women greater suffering as a
result of leprosy, in terms of marriage, family, culturally defined roles, and isolation. For
African women, gender bias in the outcome of leprosy is less well documented, but the
evidence presented in this essay suggests that it exists and has detrimental effects. Below,
the devastating effects of leprosy on marriage prospects are discussed, followed by the
potentiating effect on leprosy of the cultural demands to produce children.

Marriage and children

Women with leprosy are less likely than men to have marriage opportunities.’® In India,
women with leprosy have had to make more compromises than men when choosing marriage
partners. Women often marry men who are at least as deformed as themselves; in contrast,
men occasionally marry healthy females.?’

The gender bias and stigma associated with leprosy goes further than affecting women
themselves to involve their children. Commonly, daughters have difficulty finding marriage
partners. Up to 85% of women studied?” left home to prevent their daughters from facing this
discrimination.

Pregnancy

In India, it is women’s duty to provide children for their husbands. Failure to do so may result
in confrontations with husbands and mothers-in-law, and in some cases, separation and
divorce. In Africa, children provide social security for women and higher status than other
childless wives in polygamous marriages. This cultural pressure to bear children leads to
deterioration in disease status and consequently more isolation from family and community.
Women are therefore caught in a vicious circle: they experience isolation if they do have
children and isolation if they do not.

Summary

There are cultural differences between the status of women in India and Africa. These result
in differential levels of exposure to leprosy, differences in understanding about causation, and
a range of male attitudes towards female uptake of health care services. However, the low
socioeconomic status and gender bias towards female leprosy patients also means that there
are important similarities in both cultures. Specifically, women have a poorer understanding
of disease causation, knowledge about symptoms, and information available on health care
than men. They are reliant on men for permission to seek medical care, and have limited
mobility. They suffer more discrimination from spouses, family, work and the community. In
addition, women the added biological and cultural disadvantages placed on disease status by
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Figure 2. Components of the double jeopardy, expanded in light of discussion.

pregnancy. In brief, gender bias in India and Africa results in greater suffering for women
with leprosy. This is reflected in the female under-utilization of health services, and the
stigma and isolation specific to women that result from leprosy diagnosis. Furthermore,
health services appear to reflect the gender bias in both the quality of services available and in
case detection methods.

For Indian and African women with leprosy, the double jeopardy, therefore, is a combi-
nation of biological factors unique to women with a culturally defined gender bias, that results
in more stigmatization and isolation for women (Figure 2). The culture and gender perspective
therefore has very important implications for health prevention and promotion programmes.

Implications for health care

The evidence presented in this essay highlights the need to incorporate culture and gender
perspectives into the health education and management programs for leprosy. Primarily, an
approach based on cultural dynamics will promote better acceptance and an improved uptake
of services. Moreover, a programme that incorporates gender specific issues for females will,
theoretically, lead to improved detection rates and earlier treatment for women. This could be
addressed at a number of levels: at the level of the individual — in terms of health beliefs; at the
level of the family — linked to attitudes; and at the level of the community — in terms of local
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beliefs. Improved strategies could then be targeted at health care availability; the gender
insensitivity in health services; government policies; and health budget allocations. What would
such a vision of health care look like? A range of strategies is needed to support such a vision.

First, the aims of leprosy control programmes must be defined before any recommen-
dations about improving female leprosy status can be made. Leprosy prevention is the
ultimate goal of control programmes, but is presently unobtainable due to the lack of effective
immunization and continued world poverty. The next best method is for women to recognize
their symptoms earlier, present at health clinics sooner, comply with treatment and prevent
the emergence of disabilities. The evidence presented in this essay suggests that women are
more disadvantaged than men in all these activities, except for compliance. Implicated in the
culturally defined inferior status of women are higher rates of illiteracy, immobility,
stigmatization, and a lack of gender sensitivity within health care.

Second, at the community level, the single most effective method of improving the rates
of female leprosy detection and the accompanying prevention of associated social and
physical disabilities is health education. Health education aims to promote a reasonable
attitude towards leprosy that neither exaggerates nor minimizes the dangers of the disease.>*
It involves individuals, spouses, families, communities and health care professionals. Who
provides health education? The answer is that all health care workers should be involved in
health education, and themselves need to be given a wider understanding of leprosy and, in
particular, the specific problems faced by female leprosy patients. Indeed, gender sensitivity
in dealing with leprosy patients must be encouraged amongst health professionals at all
levels. This includes physicians, social workers, paramedics, general medical doctors,
community nurses, midwives and personnel dealing specifically with leprosy, for example,
specialist doctors and leprosy nurses.

Third, health education should focus on educating women about leprosy in a culturally
sensitive way, with specific objectives that will enable them to seek medical help, and reduce
social stigmatization. Women need to be taught a number of fundamental facts about leprosy
in order to undermine any preconceived ideas that could hamper its detection or women’s
attendance at health clinics. First and foremost, women must be able to recognize the
presenting symptoms of leprosy, know that it can be cured with early treatment, and know
where to go to get the treatment they require. Additionally, information about the causation of
leprosy will provide a better understanding of the disease. After diagnosis, health education
should centre on issues of compliance, deformity prevention and pregnancy. The biggest
problem in educating women appears to be accessing them. Many methods have been
suggested, for example community lectures by health workers, informative newspaper
articles, talks on the radio, posters, pamphlets, booklets and film strips. All of these methods,
however, require either literacy or mobility Other methods that may be more accessible to
women include the formation of women’s groups within villages with female teachers or
female members of local government as educators.!” It may also be possible to build upon
female reliance on traditional medicine and religion by educating local healers and religious
leaders to detect and refer leprosy cases: and to educate women about leprosy. The paramount
issues, therefore, in health education for women are to make it accessible, understandable,
and non-threatening. Once leprosy is diagnosed, health workers can continue to educate
women about leprosy during their attendance at clinics for treatment, family visits and
community talks.

Fourth, the health-education of women alone may not be enough to overcome the
mobility problems or stigmatization specific to women. Specifically, lack of mobility and
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poor decision-making powers can inhibit women from seeking care. Critically, it is not only
women who require this type of education, but also their spouses and families. For example, if
spouses have an understanding of the early symptoms of leprosy and the need for prompt
treatment to promote cure, then they are more likely to allow women to seek health care. Family
understanding could also help women to follow complicated drug regimens, and could
encourage patients towards treatment compliance. Indeed, the real importance of family
empathy may be in discouraging women from hiding their disease for fear of isolation and
stigmatization.

Fifth, whole communities must be targeted with regard to health education if the
stigmatization associated with female leprosy is to be reduced. It is the adverse reactions
of communities to female leprosy patients that leads to the devalued status and social
rejection of women. If local and national communities were to understand the cause, ease of
treatment, and the consequences of a lack of community empathy, then perhaps women
would feel less afraid of approaching leprosy health care services. It has been suggested' that
the most effective method of reaching communities would be to educate all school age
children. From this perspective, education is the key to developing societies which may, in
the future, be less stigmatizing and more accepting. In addition to increasing community
awareness of leprosy, opportunities to mobilize community resources and strengthen
community co-operation are more likely to facilitate early recognition and to promote self-
reporting by women. Where self reporting is ineffective, community willingness to carry out
general or case contact surveys might be sought.

Health education is one of the ways of reducing gender bias associated with leprosy, and
in turn, improving female detection rates. However, other strategies may need to be
considered. Adapting existing health care services in order to achieve better levels of care
for women with leprosy may also be important. Specifically, the education, clinical training,
and employment of more female health care professionals would dilute the gender
insensitivity of health care services. Women would feel more able to consult with, and be
examined by other women. Indeed, the provision of female doctors may improve the poor
detection rates of pubertal girls in India and parts of Africa. Once diagnosed, patients need to
continue attending clinics for treatment. This causes particular problems for women due to
poor mobility and little money. To respond, clinics must become more flexible to female
needs, and provide treatment in places and at times convenient to women. If they fail to do so,
compliance will not be maintained.

The stigmatization inherent in seeing doctors who care for leprosy patients can be dealt
with at the community level with health education, but a shorter term and more immediate
solution to this problem has been suggested.?’ It is proposed that doctors within primary
health care systems should inquire about the condition of women’s skin when trying to detect
leprosy. It is suggested that this approach would be more acceptable to women, the hope
being that the diagnosis and treatment of’ skin disease would incur less rejection and
isolation. This method may help women avoid the stigma associated with leprosy, but due
care would need to be taken to continue to reduce leprosy discrimination within the
community through the health education strategies discussed previously.

Finally, attention needs to be given to health education and management of female
leprosy patients, specifically with regards to pregnancy. As discussed earlier, pregnancy is a
very vulnerable time for women with leprosy, and there are risks of permanent nerve damage.
Women need to be encouraged in control of their leprosy with MDT before considering
having children. This may require the adoption of locally acceptable forms of contraception.



142 A. Morrison

MDT should be continued throughout pregnancy, and women observed during pregnancy and
lactation. In addition, health education is required to inform women of the signs and
symptoms related to the reactions that can occur during these times. Help could also be
provided to improve the survival chances of babies, thus enabling women to achieve their
desired family size with fewer pregnancies.’ In brief, women with leprosy require special
attention before, during, and after pregnancy to prevent the lowering of disease status.
Duncan* concludes that physicians dealing with such women should become more lepro-
centric, and less obstetrically minded.

Despite the limitations to change that are perpetuated by the existing economies of the
developing countries where leprosy is endemic, employing health education and improved
management plans can help to reduce the culturally defined, gender-specific disadvantages
for female leprosy patients.

Conclusion

The culturally defined lower status of women in India and Africa has led to lower general
awareness of the disease amongst women, poor utilization of health services, gender
insensitivity in health care provision, and greater suffering for women with leprosy as a
result of social stigmatization. The double jeopardy, therefore, has its roots in the culturally
defined status and biological roles of women. In view of this, national leprosy control programs
must continue to be very sensitive to the cultural backdrop of women, whilst at the same time
encouraging women to attend health clinics by promoting health education and gender
sensitivity with in health care. Indeed, one of the limitations of writing an essay that compares
two continents is that it is very easy to generalize about culture across large geographical areas.
It is important to note that there are marked intra-continental, as well as inter-continental
differences between the experiences of women in India and Africa. This essay cannot hope to
be precise enough to incorporate these differences, but aims to emphasize the general
importance of the culture-gender perspective within leprosy research and control programmes.

Future research must look very specifically at the leprosy status of women with regard
to individual cultures. It would also be interesting to investigate whether there is a gender
bias associated with attitudes of the general public towards leprosy. Research that suggests
that there is a greater female empathy and understanding towards leprosy would provide
further evidence towards the need for female involvement in health care provision for
leprosy, thus enhancing the female contribution to the expanding and developing societies
that constitute India and Africa.
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