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Summary
Aim This study explored community perceptions about leprosy and the extent, root
causes, and drivers of stigma in Kano State, northern Nigeria.
Methodology The study used a cross-sectional design with a qualitative approach.
Semi-structured in-depth interviews were conducted with community members unaf-
fected by leprosy. Participants were selected using stratified purposive sampling.
Thematic analysis was performed based on the “Framework Approach”.
Results A total of 21 community members were included in this study. We found
that the majority of the participants perceived persons affected by leprosy negatively,
they were considered dirty, incurable, and inferior. Participants indicated that they
avoid touching, social interactions, and sharing meals with persons affected by leprosy.
In addition, leprosy was said to negatively impact employment opportunities and the
marriage prospects of persons affected and their family members. Marriage prospects
were considered worse for women affected by leprosy. We identified four main drivers
of stigmatization: (1) local beliefs and misconceptions about leprosy (e.g. the belief
that leprosy is hereditary, incurable, or highly infectious), (2) fear of disability and
deformity, (3) fear of infection, and (4) perceived poor personal hygiene of persons
affected.
Conclusion This study revealed negative perceptions regarding leprosy, including
misconceptions about etiology, fear and desire to keep social distance towards persons
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affected. Our findings underscore the importance of community education and behav-
ior change as key to transforming perceptions and behavior towards persons affected.

Keywords: Leprosy, stigma, community members, Nigeria

Introduction
Since antiquity leprosy has been variously misconstrued as a divine curse, retribution for
sins, or an inherited disease.1 Despite the discovery of Mycobacterium leprae, the bacterium
that causes leprosy, over a century ago,2 these perceptions have persisted in communities
around the world.3 Leprosy is an infectious disease that is characterised by hypopigmented,
anaesthetic skin patches. The disease is caused by Mycobacterium leprae and transmitted by
close and long-term exposure to droplets from an infectious person.4 However, leprosy is often
associated with severe disabilities and disfigurements with attendant heavy stigma which may
result in abandonment, social isolation, and condemnation to the margins of society.5 Leprosy-
related disabilities, however, can be prevented with early detection and treatment.6 Leprosy is
curable with multidrug therapy (MDT). Treatment lasts six to 12 months, and patients are no
longer infectious within days after their first dose.4

Stigma has been referred to as a “spoiled identity”, and has been defined as “an attribute
that is deeply discrediting that reduces the bearer from a whole and usual person to a tainted
discounted one”.7 Stigma is also a social process that exists when elements of labeling,
stereotyping, separation, status loss, and discrimination occur in a power situation that allows
them to occur.8 From the perspective of those who stigmatize, a distinction can be made
between enacted (actively engaging in), endorsed (justifying and supporting) and accepted
(accepting without endorsing) stigma. From the perspective of persons affected, stigma can
be enacted, internalized and anticipated.9 Studies have found that stigma can affect many
aspects of life.10 Leprosy may affect social status, employment opportunities, relationships,
marriage (prospects), and family life.9 These effects manifest at the individual, family, and
community levels.11,12 At the individual level, persons affected may experience emotional
stress and anxiety, which may lead to psychological and psychiatric morbidity.13,14 At the
community level, social participation can be restricted with difficulties related to community
interaction, social relationships such as friendship and marriage (prospects), and employment.
This may be extended to their family members, limiting educational opportunities, leading
to further inequities. These negative effects originate from negative public perceptions about
leprosy, including poor community knowledge and misconceptions about the disease.15

The stigma of leprosy has religious, sociocultural, and psychological roots.8,16 It is fueled
by a lack of understanding of the disease, including misconceptions of the cause, mode of
transmission and treatment of leprosy, and fear of the severe deformities and disfigurements
that can result if leprosy remains untreated.17 Negative perceptions of leprosy are not limited
to the uneducated; the highly educated and even medical professionals could display a lack
of knowledge, such as low knowledge about the reservoirs, the mode of transmission, and
the incubation period.18 Addressing leprosy-related stigma, therefore, requires a multifaceted
approach to dispel myths and misconceptions through awareness creation. In addition, inter-
ventions are necessary to address the psychological and social effects on persons affected, the
family, and the community.9 When community perspectives about leprosy are not addressed,
this could lead to concealment, delayed presentation, and persistence of stigma even after
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treatment.19,20 Context-specific strategies require a thorough understanding of the community
perspectives on leprosy and the extent, root causes, and drivers of stigma.

Previous reports indicate varying levels of stigmatization toward persons affected by leprosy
in Nigeria.21,22 However, the community perspectives about leprosy and stigma have not been
recently investigated in northern Nigeria. Limited leprosy research has been conducted in
Nigeria generally and less so in northern Nigeria due to the perception that leprosy is old
fashioned, a “neglected disease” and the failure of stakeholders to make leprosy research
attractive to local researchers.23 This study sought to explore community perspectives on
leprosy and the extent, root causes, and drivers of stigma in Kano State, northern Nigeria.
The findings could inform stigma-reduction measures in leprosy control programs in northern
Nigeria and similar settings.

Material and methods
STUDY DESIGN

The study used a cross-sectional design with a qualitative approach. Semi-structured in-depth
interviews were conducted with community members unaffected by leprosy living in the
catchment communities of multidrug therapy (MDT) clinics in Kano State, Nigeria.

STUDY SITE

The study was conducted in Kano State, northern Nigeria. In 2020, the prevalence of leprosy
was 1,837 in Northern Nigeria, compared to 587 in Southern Nigeria. The Northwest zone
of the country, that includes Kano State, had a registered prevalence of 986 cases, followed
by Northcentral zone with 506 and the Northeast with 345 cases. Kano State had 214 leprosy
cases out of Nigeria’s 2,424 in 2020.23,24 Data were collected in both urban and rural catchment
communities of MDT clinics in Kano State. The state has 46 MDT clinics out of a total
of 774 MDT clinics in Nigeria serving an estimated population of 13 million inhabitants of
Kano and the surrounding northern states of Nigeria.25 Kano State also has one of the oldest
leprosy hospitals in northern Nigeria, the Yadakunya specialist hospital. This 153-bed capacity
hospital takes care of leprosy complications, orthopedic services, general outpatient services,
antenatal care, and other maternal health services, in addition to having a MDT clinic.

STUDY POPULATION AND SAMPLING METHODS

The study population consisted of community members unaffected by leprosy, 18 years
or older, and residents within the catchment communities of MDT clinics for at least one
year. Persons without the capacity to provide informed consent were excluded. Stratified
purposive sampling was used to select participants. The aim was to include participants until
theoretical data saturation, whereby no novel findings emerged from subsequent interviews.
Potential participants were stratified by residence (rural and urban), sex (male and female),
and education (no formal education and some formal education) to ensure representation and
maximum variation in experiences.

DATA COLLECTION

An interview guide was used to conduct semi-structured interviews. The questions in the
interview guide were formulated to gain insights into community perspectives about perceived
and enacted stigma towards persons affected by leprosy and the drivers of leprosy-related
stigma in their communities. We used elements of the explanatory model interview catalogue



Community stigma towards leprosy in northern Nigeria 51
(EMIC) to develop the interview guide, allowing for emergent themes. The domains explored
include (1) perceptions about cause and mode of transmission, (2) community perceptions
of and behavior towards persons affected by leprosy, (3) participants’ response to commu-
nity attitudes, (4) perceptions about marriage prospects, (5) perceptions about employment
opportunities, and (6) reasons for stigmatization.26 The in-depth interviews were conducted
by an experienced social scientist using the interview guide. The interviews were conducted
face-to-face in the catchment communities ensuring confidentiality and observing COVID-19
precautions. Data were collected in January and February 2021.

DATA ANALYSIS

The interviews were audiotaped, transcribed, and translated from the local Hausa to English
language. Subsequently, the transcripts were coded and analyzed manually. Thematic analysis
was performed based on the “Framework Approach”,27 and included familiarization through
repeated reading, coding, theme generation (a priori from the interview guide and emergent
from the data), applying the codes to the transcripts, matrix formation, deductive content
analysis, and interpretation.

ETHICAL APPROVAL

The study was approved by the Kano State Research ethics committee of the Ministry of Health
vide a letter number MOH/OFF/797/T.1/2068 dated 31st August 2020. All participants were
fully informed about the objectives of the study, voluntary participation, and the confidentiality
of the data. Written informed consent was obtained from all participants prior to data
collection.

Results
PARTICIPANT CHARACTERISTICS

A total of 21 community members were interviewed in-depth. The average age of the
participants was 41 years, ranging from 24 to 65 years. Eleven participants were women. Ten
participants were from rural areas. Half of the participants had no formal education (n = 10).
The participants who had received education, had completed primary (n = 4), secondary (n =
2) or tertiary/post-secondary education (n = 5). The majority of the participants (n = 19) were
married, while two were widowed. Participants were civil servants (n = 7), petty traders (n =
6), farmers (n = 5), commercial motorcyclist (n = 1), manual laborer (n = 1) and unemployed
(n=1).

Most participants were acquainted with someone affected by leprosy in their community,
but generally, they were of the view that the number of people affected by leprosy in their
communities has decreased over the years. The persons affected were relatives, friends,
neighbors, acquaintances, and other community members.

“Yes, I know someone with leprosy in our community. We are not related but I used to see
him begging and whenever we met, I greet him from afar.” 37-year-old, female, civil servant.

“In the past, I knew men and women that had leprosy in our community, but now they are
fewer and I cannot say the last time I saw one of them.” 35-year-old, female, petty trader.

PERCEPTIONS ABOUT CAUSE AND MODE OF TRANSMISSION

No participant knew the cause of leprosy (Mycobacterium leprae or bacteria), however,
some mentioned the mode of transmission of leprosy (airborne transmission, close bodily
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contact with affected persons or their secretions/discharges) without stating that a bacterium
is transmitted. Other participants mentioned that they think that leprosy is hereditary or
a divine retribution for unfulfilled oaths. There were also suggestions that drinking water
contaminated by a poisonous spider or gecko, sharing food and drinks with affected persons,
eating incompatible food items, such as milk and fish, or uncooked groundnut and fish causes
leprosy. Further, participants indicated that wearing shoes of a leprosy patient, waking up
before a guest who is affected by leprosy, cutting down a paw-paw tree, cultivating on a
termite hill, and making disparaging statements against persons affected could cause leprosy.
The possibility of the transformation of “eczematous” lesions to leprosy was also entertained.
These perceived causes were all mentioned more or less equally.

“Yes, people are saying if you have a leprosy affected guest who slept overnight in your
house, you should not wake up before him, because if you do you can get infected. That is why
one is advised to exercise patience for him to wake up and go with his infection.” 47-year-old,
female, petty trader.

“There was somebody who cut down a paw-paw tree that was how he got leprosy. There is
also another person who cultivated on a termite hill [gidan tururuwa], that was how he also
contracted leprosy. Also, someone laughed and ridiculed a person affected by leprosy, he was
angered and he cursed him, and that was how he became affected. Further, in some people
“eczema” lesions transform into leprosy. I don’t believe in these explanations, but that is what
people are saying.” 57-year-old, female, teacher.

Some participants strongly associated leprosy with disability/deformity which instilled fear
and the need to keep away from persons affected, thereby fueling stigma.

“If you are infected with leprosy all your body structures will change. Your voice will change
and likewise, your lips will also drop downwards. If you speak your nose and your eyes will
be watery before it comes to your hands. Others have discharging wounds in their hands and
their leg structure changes. It is therefore not possible to hide it.” 33-year-old, female, petty
trader.

PERCEPTIONS ABOUT CONCEALMENT AND DIAGNOSIS

Participants indicated that persons affected tend to go to great lengths to conceal the symptoms
of leprosy to avoid stigmatization. They indicated that this is only partly successful in the early
stages of the disease. According to the participants, concealment is often unsuccessful in the
long run as the lesions become more severe and obvious.

“I swear to God, they use to keep others from knowing their condition because they don’t
want people to discriminate against them. There was one of our teachers who used to hide
this infection from public glare, and it was after his condition became worse, after series of
investigations he was diagnosed with leprosy. He covered his legs inside nylon and soaks with a
plastic cover shoe because he was afraid of stigma from the community.” 34-year-old, female,
petty trader.

Participants said they were unwilling to disclose leprosy in a family member, except for
medical reasons as it was viewed as a breach of confidentiality. Non-disclosure was to avoid
stigmatization, exposing the family to ridicule, and limiting marriage prospects, and not to
portray the family as being happy with the diagnosis. A minority indicated that they would
disclose it as it is from God so that people can pray for the person affected.

“To be honest I cannot disclose it to anybody, unless for a medical reason. If I disclose it
to the public he will be stigmatized and people will avoid him. But if we did not disclose, we
will put him on medication until he is cured.” 37-year-old, female, civil servant.
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Some participants indicated that they would be worried if a family member has leprosy.

Their concerns are mostly related to fear of the extension of stigmatization to other family
members, including a sense of pity, transfer of economic burden and family responsibilities
of persons affected to the extended family, the negative image begging brings to the family,
limited marriage prospects, and desertion by friends.

“Of course, I will be worried that my child is affected by leprosy, all the family members
will be emotionally touched and it will affect them in one way or the other. First of all, being
a ‘Kuturu’ [Hausa swear word for person affected by leprosy], if you don’t have grown-up
children that are capable of assisting you it is a problem because you will not have any means
of getting income unless you go out and beg so that people will help you. At times if you go out
you may not get anything and the fact that you have a family to feed and take care of them.”
40-year-old, male, civil servant.

However, one participant held a contrary view where he indicated that he won’t be worried
because the disease is from God and no one can avoid his fate.

“I will not be worried or disturbed if a member of my family is infected with leprosy. Because
I know it is from God. Like I told you, people are different, one will see something on the
affected person but would not be worried and he can even sit and eat in that place but another
person would not sit or interact with such affected persons. It can also happen to me, then what
is the need of running away from him.” 35-year-old, male, farmer.

COMMUNITY PERCEPTIONS AND BEHAVIOR

The predominantly Hausa community refers to persons affected as [Kuturu] (swear word
for person affected by leprosy), a new identity that overrides the pre-morbid social status.
The leader of persons affected is referred to as [Sarkin Kutare] (Emir of persons affected by
leprosy). Participants indicated that persons affected are perceived by community members as
infectious, deformed, dirty, and incurable. Participants indicated that this stigma persists even
after treatment:

“Persons affected by leprosy are avoided by community members. The community’s reaction
is because some of them are untidy and dirty. They do not wash their clothes and they smell.
They consider them dirty people and that they can infect somebody.” 55-year-old male, civil
servant.

“They are afraid of interacting with people even after treatment out of fear that the stigma
experienced at the beginning of their illness, which mostly persists even after being certified
cured. People are now even doubting those certificates because there are fake ones all over
the place.” 65-year-old, male, retired civil servant.

Participants reported that community members treat people with leprosy differently. They
are considered second-class citizens and inferior. According to participants, they avoid
touching, social interactions, and sharing meals with them. Underlying these is the fear of
contracting leprosy as participants feel persons affected by leprosy are still infectious even
after treatment. Stigmatization was said to be more towards those with visible impairment and
poor hygiene habits. Stigma is extended to the children and close family members of persons
affected, as they are all considered potentially infectious.

“They don’t take [persons affected by leprosy] as human beings, talk less of interacting
with them because of leprosy. They consider them as nobody and the way they interact with
other people is not the same as the way they interact with persons with leprosy.” 35-year-old
female, a petty trader.
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“People regard them as second-class citizens and they only beg to survive even if they
attempt to trade household essential items, nobody will buy from them. Because of leprosy,
they are seen as different and that even God does not like them.” 33-year-old, female, petty
trader.

Most participants indicated that people kept their distance to avoid getting infected. Deroga-
tory gestures and subjugation of affected persons are commonplace. Non-touch methods are
used by dropping alms for them. Close interactions are avoided as the disease is considered
incurable. Debasing proverbs and metaphors are used to describe those affected.

“They stigmatize them, avoid close contact with them to prevent acquiring leprosy. People
point at them and make gestures with their mouth and fingers indicating to others that, those
people you see there are persons affected by leprosy. They also view them as sub-humans and
people believe that the disease is inherited.” 40-year-old, male, civil servant.

“There is the belief that if you marry a person affected by leprosy you will also be infected,
so also your children.” 33-year-old, female, petty trader.

This was not universal, as three participants indicated that persons affected are cared for by
relatives and some community members interacted with them. The solidarity is reported to be
stronger among family members and relatives.

“We don’t show them differences in our area. Even my grandfather was affected by leprosy
but he is late. So we could not show him any difference as a senior member of the family.”
27-year-old, female, farmer.

Though a common practice previously, now it is discouraged to prevent disease transmis-
sion. Most participants indicated that they would not share cups with persons affected to reduce
stigma, while a few would.

“In as much as we can eat together, I can also drink water with the same cup as a person
affected by leprosy. I told you my reason is because of my profession. I will try and drink to
be an example for the community as a way to reduce stigma. But 90% will not drink with the
same cup used by a person affected by leprosy.” 35-year-old, female, petty trader.

Participants indicated that they would hesitate to buy cooked ready-to-eat food from
leprosy-affected persons. This hesitation was out of fear of transmitting leprosy through food
handling, particularly cooked food. Some indicated readiness to buy raw or uncooked food,
which they will cook and “destroy” the causative germs from contamination by leprosy-
affected persons.

“Yes, I can buy from him, if it is something I can cook. I can only buy the fresh one or
uncooked one so that I can cook it myself. [Dafaffe?] (What about cooked food?) [Laughter…],
I cannot buy it but I will buy the fresh one to go and cook at home. The reason being that even
if they touched it when I go home, I will boil it before I eat. It may be possible there are germs
contaminating the cooked food.” 47-year-old, female, petty trader.

PARTICIPANTS ’ RESPONSE TO COMMUNITY ATTITUDES

Some participants expressed sadness at how the community treats people affected by leprosy.
They empathized with persons affected as human beings and that anyone could contract
leprosy.

“To be honest I feel bad, about how they treat them. Because they did not buy the infection
from the market, it is from God. So, I don’t support the way people are treating them.”
35-year-old, female, petty trader.
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PERCEPTIONS ABOUT MARRIAGE PROSPECTS

Some participants indicated that they would marry those declared cured of leprosy if they have
no deformities and are in love. However, marrying someone with active leprosy was considered
against religious teachings.

“Yes, I can marry such a person if there is love. Because he is a human being like me and if
I were like him somebody will look at me in that way and if we continue to be avoiding them;
they will not be happy in their life and is not proper to be avoiding or running away from
them.” 35-year-old, female, petty trader.

“I cannot marry a girl with physical impairment due to leprosy. I cannot marry her because
of her condition and also Islamically it is not permitted to marry an unhealthy person.”
55-year-old, male, civil servant.

A few participants believed if there is love, marriage could occur. A female participant
believed that an unaffected woman can marry an affected man because women are submissive
and tolerant. However, she felt the opposite is not likely as most men would divorce their wives
even if they acquire leprosy within marriage, talk less of marrying one who is affected before
the marriage. Some participants would not marry an affected person, man, or woman under
any circumstance out of fear of transmission to children and societal rejection.

“To be honest intermarriages are rare. It happened once in our community where an affected
man married a beautiful healthy woman, but they have both died. Their children are alive and
only one of them has a minor infection.” 57-year-old, female, petty trader.

“A woman can marry a person affected by leprosy but a man cannot marry a woman affected
by leprosy. Because women are simple and honest. A man cannot do that, because a man can
marry a healthy woman but if she is diagnosed with a health problem in his house, he will
divorce her. I have seen many of them.” 27-year-old, female, farmer.

On the effect of leprosy on marital prospects, there was consensus among participants
on the negative impact of leprosy on marital prospects. The reasons for reduced marriage
prospects were said to include deformity and stigma. Participants indicated that there were
gender differences: a woman’s beauty will be eroded by leprosy and she will find it more
difficult to get a suitor compared to men who can use their financial influence to marry
unaffected women. Further, culturally, men are expected to approach a woman and not the
other way round. Participants indicated that the situation persists after cure and community
members ridicule unaffected persons who show interest in affected persons.

“Yes, it can be a problem when getting married. Because her body structures have changed
and not every person wants to marry a deformed person because the infection has changed
her body structures and also this stigma can also contribute to not getting married because
she is affected by leprosy. Even a man affected with leprosy, it is not possible to get or marry
an unaffected person, but as a man, if he has money and spends money on the family, she can
marry him compared to a woman because somebody will marry her but she cannot marry him,
based on our culture.” 37-year-old, female, civil servant.

Regarding the effects of leprosy on family members’ social participation and marriage
prospects, participants indicated that stigma extends to immediate and extended families as
leprosy is considered hereditary. Participants explained that marriage proposals of persons
affected by leprosy are rejected, and that weddings will be aborted at any stage following
disclosure of links with leprosy. (Unwanted) delayed marriages are the norm among daughters
and sometimes sons in affected families.

“[Having a family member with leprosy] can constitute a barrier [to marriage] because of
gossips that their family is affected with leprosy and the disease is hereditary. Even if one goes
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out and marries somewhere still, he might expect some challenges before he gets the person to
marry. He will be jumping from one place to another because he will face a lot of criticisms that
he belongs to a family that is affected by leprosy. Women also face similar problems. We have
friends, their mother is affected by leprosy and one of them [children] after all marriage plans,
the groom family later discovered that her mother is affected by leprosy and they changed their
mind because they don’t want to have such infection in their family or to bear children with
leprosy. Even now, one of the children is over 30 years and nobody is willing to marry her
because her mother is affected by leprosy.” 37-year-old, female, civil servant.

In contrast, one participant had an opposite view, he stated that based on experience family
members of affected persons do not contract the disease and hence it has no effect on their
social participation and marriage prospects.

PERCEPTIONS ABOUT EMPLOYMENT OPPORTUNITIES

Concerning the effects of leprosy on employment opportunities, participants were of the view
that it is difficult for persons affected by leprosy to find work, and that it is proportionate to
the degree of impairment. For instance, loss of fingers impedes dexterity thereby reducing the
chances of office employment, as they cannot write without fingers. However, they can engage
in non-formal occupations such as trading, farming, and cattle rearing with some notable
exceptions.

“Yes, it can be a challenge for a person affected by leprosy to be employed. If a person does
not have fingers he cannot write if it is office work and even if he is a messenger or laborer,
he cannot do it because it has destroyed his parts. Unless if there is any other job apart from
this.” 37-year-old, female, civil servant.

In addition, participants believed that employment opportunities were related to fear of
infection and a lack of hygiene that is associated with being affected by leprosy. For example,
the restaurant business was considered a no-go area for affected persons as there will be little
patronage due to the stigma of leprosy. This has to do with hygiene and fear of acquiring
leprosy as the food is ready-to-eat with no chance of re-heating to kill leprosy causing germs.

“It can be a challenge because [a person affected by leprosy is] somebody who people avoid
and stigmatize (…) Because he is going to use his hands to do the job and this is one of the
challenges and any person that comes close to him and sees that he is a person affected by
leprosy, he will not interact with him because he is afraid of being infected. The challenge is
whatever he touches people will not touch for fear of being infected.” 43-year-old, male, civil
servant.

Some participants held a more positive view and indicated that with the increased awareness
about treatment and the possibility of a cure for leprosy, persons affected, especially, those with
no deformities can be gainfully employed in the formal and informal sectors.

“There is awareness and things are easier now. Because [people] understand well about
this infection and [that leprosy] can be cured and where they [people affected by leprosy] are
going to work are not illiterate people and they are not going to be stigmatized. If they follow
the right way, they will not face any difficulty getting a job. If [the community] know that this
infection is not communicable and can be cured and also if you believe in fate you can assist
him in the right way.” 33-year-old, female, petty trader.

“On the part of the government, I don’t know but in private they are given work and we
interact together and nobody is infected and also, they can be employed and work together. I
don’t know that about government work but private work is not a problem we work together
with them.” 47-year-old, male, farmer.
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With the high rate of unemployment among able-bodied unaffected persons, participants

felt it is more difficult to employ a person affected by leprosy. Even in circumstances where
organizations are sympathetic towards persons affected, it is only lowly jobs such as a cleaner,
messenger, and security guard that are offered to such persons.

“Presently those persons that are unaffected are finding it difficult to secure a job talk less
of a person affected by leprosy, it is more difficult to them to get any kind of job.” 34-year-old,
female, petty trader.

REASONS FOR STIGMATIZATION

Describing the possible reasons for stigmatization, participants identified poor knowledge
about the cause (including misconceptions about leprosy being hereditary), mode of trans-
mission, treatment, and (lack of a) cure as reasons for stigma. Other factors mentioned by
participants are deformity, perceived high infectiousness and fear of infection, and poor
personal hygiene of persons affected. Further, participants indicated that as a result of the
initial stigmatization, even after cure persons affected are afraid of being harassed, and for that
reason, they will isolate themselves. The reasons for stigmatization were related. For example,
the belief that there is no cure for leprosy is the reason why no matter how persons affected
are certified and declared cured, people still stigmatize and avoid them, so that they do not get
infected.

“Yes, there is ignorance and illiteracy because this infection has a remedy and if people
know that this infection has a cure, they would not reject them and their families.” 37-year-
old, female, civil servant.

“No matter how much treatment is given, and declaration of cure, people will avoid him
because they think they will still transmit to another person. But, some do interact with them,
but in our area, no person interacts with a person affected by leprosy who is declared cured,
especially if they have disability.” 47-year-old, female, petty trader.

On ways to reduce stigma, participants suggested the involvement of traditional and
religious leaders in awareness creation about treatment and cure. Further, persons affected
should be encouraged to maintain personal hygiene and participate in social events.

“One of the ways to reduce stigma is to mobilize the literate, philanthropists, ward heads,
village heads, and government to create awareness through media and other channels that
leprosy can be cured and once cured, one cannot infect other people and also advise the
community to interact with those that are cured as they don’t like participating in public affairs
out of fear of stigmatization and the fact that people are running away from them.” 37-year-old,
female, married, civil servant.

Discussion
This study explored community perceptions and behavior towards persons affected by leprosy
and the extent, root causes, and drivers of stigma in northern Nigeria. We found that persons
affected by leprosy were perceived negatively, they were considered dirty, incurable, and infe-
rior. Participants avoid touching, social interactions, and sharing meals with persons affected
by leprosy. In addition, leprosy was said to negatively impact employment opportunities and
the marriage prospects of persons affected. Marriage prospects were considered worse for
women affected by leprosy. Participants said they were unwilling to disclose leprosy in a family
member and that leprosy-related stigma extends to immediate and extended families. Some
participants expressed sadness at how the community treats persons affected by leprosy. We
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identified four main reasons for stigmatization: (1) local beliefs and misconceptions about
leprosy (e.g. the belief that leprosy is hereditary, incurable, or highly infectious), (2) fear
of disability and deformity, (3) fear of infection, and (4) perceived poor personal hygiene of
persons affected.

Negative community perceptions of persons affected by leprosy have been reported in
parts of Nigeria,16,28–30 other parts of sub-Saharan Africa,31–33 Asia,20,34,35 and South
America.19,36,37 This stigmatization, social degradation, and isolation of persons affected by
leprosy have been reported since antiquity and appears deeply rooted. Other studies have
reported that disturbed social relationships with family members, friends, and neighbors may
further isolate persons affected by leprosy and result in feelings of loneliness.38–40 Historically,
these negative perceptions have led to the formation of leprosy colonies where persons affected
lived as outcasts and in isolation.5 Poor knowledge and fear of contracting leprosy have been
linked to these negative perceptions, as community members considered persons affected by
leprosy highly infectious.41,42 Indeed, other studies have found that it is possible to positively
influence the perception of leprosy and increase knowledge of leprosy.43,44

The limited understanding of and local beliefs surrounding the cause of leprosy, the
perception of leprosy as a disfiguring disease, and the associated strong stigma have also been
reported in other parts of Nigeria,16 Africa,40,45 and Asia.35,42 Leprosy may manifest as a
mild skin lesion in the early stage. It is when left untreated that these lesions could progress
becoming much more noticeable. A study in India also revealed poor knowledge regarding
leprosy, high levels of stigma, fear, and desire to keep social distance from persons affected.42

Since ancient times, various misconceptions have existed about leprosy. As mentioned by our
participants, there were a range of perceived causes and misconceptions rooted in cultural
beliefs. Though, findings such as leprosy being hereditary, a divine curse, due to witchcraft,
food taboos, evil spirits, sin or evil deeds in this or previous life and contracted from prostitutes
have been reported,46 the perceived acquisition of leprosy from poisonous spider or gecko, and
waking up before a guest affected by leprosy is far-fetched. However, geckoes are considered
unclean and spiritually cursed in Islam, the dominant religion in the study area.47 These could
shape community attitudes towards persons affected by leprosy.

As in our study, reports indicate that persons affected by leprosy encounter difficulties
in finding work or maintaining employment.17,48 There are instances of persons affected
by leprosy being fired from their jobs as a result of stigma. Community members consider
restaurants and other ready-to-eat food vending businesses a no-go area for persons affected as
customers feel food items touched by them become contaminated and impure.49,50 In addition,
persons affected could face challenges from colleagues in the workplace who may refuse to
work with them, and from customers who may refuse to be served. These discriminatory
practices were said to be amplified by the appearance of visible deformities.51

The negative effects of leprosy on marriage prospects, often extending to family members
was reported in other studies, especially in cultures and societies in which arranged marriages
were common.52,53 These were in the form of difficulties in finding a spouse and rejection
of marriage proposals.40 The perceived gender differences in marital prospects have also been
described by others.54 In addition, like in other studies, in the present study leprosy in a partner
was considered grounds for divorce among couples.40,54

Efforts at concealment by persons affected and non-disclosure by families as a measure
against the negative social consequences are only temporary, as this is no longer possible
following the development of ulcers and deformities as reported by others.55 The reasons and
drivers of stigma have also been reported by others. Stigma follows the presence of an attribute



Community stigma towards leprosy in northern Nigeria 59
that distinguishes the person from “normal” people,7,56 with far-reaching effects on the social
status and reputation of the individual and members of his family.7 The manifestations and
psychosocial consequences of stigma and discrimination have been reported to be remarkably
similar across conditions and cultures,17,57,58 as the likely reason is that at the core of stigma is
a common human response to difference. Despite being curable with MDT, the strong stigma
of leprosy persists after release from treatment especially with visible deformities.59,60 Other
studies also report that leprosy-associated stigma is influenced by the social, economic, and
cultural beliefs of the community.41

Our findings have implications for leprosy control programs. First, the influence of poor
knowledge, misconceptions and fear of contracting leprosy on community perceptions under-
scores the importance of community education as the key to transforming perceptions and
behavior towards persons affected. Therefore, it is imperative to educate community members
about leprosy, its causes, transmission, and treatment to enhance attitudinal and behavior
change. This could facilitate the social reintegration of persons affected. The interventions
should take into account the current knowledge gaps, cultural beliefs, and perceptions of com-
munity members.61–63 Studies in other countries have also shown that addressing knowledge
gaps and local beliefs can positively change the perception of and behavior towards persons
affected by leprosy.43 Secondly, on ways to reduce stigma, local beliefs, misconceptions, fears
of disability and deformity, fear of infection and perceived poor personal hygiene should
be addressed through contextualized interventions. Interventions such as socio-economic
empowerment have the potential to change the perceptions community members have of
persons affected by leprosy, and can improve financial means, dignity and social participation
of persons affected.64 A socio-economic empowerment intervention has been conducted
successfully in northern Nigeria in the past.65 In addition, as suggested by some participants,
there is need for influential people including traditional and religious leaders to play a key role
in reducing stigma through awareness creation about treatment and cure.

Conclusions
Findings from the present study show that persons affected by leprosy were perceived
negatively among community members in Kano State, Nigeria. We found that perceptions
about leprosy impacted employment opportunities and marriage. The drivers of stigma were
local beliefs, misconceptions, fear of disability and infection, and perceived poor personal
hygiene of persons affected. Considering the close connection between perceptions (including
knowledge and beliefs) and behavior, stigma-reduction interventions should take account of
current cultural beliefs, knowledge gaps, and fears. Compassionate community members could
be trained to champion attitudinal and behavior change together with confidence-building
measures to overcome leprosy-related stigma in endemic areas.
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