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Abstract

This article aimed to understand the repercussions of leprosy on body image in individuals under 15 years old affected by
leprosy. Fourteen children and adolescents under 15 years old who were registered in the Leprosy Control Program of
Petrolina-PE and Juazeiro-BA and who had been discharged as cured participated in the study. A semi-structured interview
technique was used, covering guiding questions about the experiences of the child and adolescent with the disease,
addressing family, social aspects, and perceptions arising from the experience. The data obtained were analyzed using
symbolic interactionism and Erving Goffman's sociology, also taking into consideration more contemporary readings on
performativity. Based on the narratives produced, the aspects of body image of children and adolescents with leprosy
were highlighted and organized into thematic axes: body image, effects of leprosy, racialization of the disease, and its
consequences. It is evident that the predominant element of the research is anchored in the diseased and marked body
images present in all interviews. Thus, for participants afflicted by leprosy, the body is perceived as "ugly," "sick," and
"rejected," and such body image is associated with a negative impact on their selfimage.
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INTRODUCTION

Leprosy is recognized as a serious social
and public health problem, with the infection
affecting the skin and nerves of individuals,
potentially resulting in severe deformities
and physical disabilities, as well as changes
in skin color caused by treatment, which

contributes to social exclusion and the per-
petuation of the disease stigma. The damage
caused by leprosy has implications on physi-
cal, emotional, and sociocultural levels, whi-
ch often interferes with the relationship of
individuals affected by the disease with their
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body image'?.

This fact is related to the overemphasis on
beauty, evaluating bodies based on their in-
teraction with the environment and oversha-
dowing the subjectivity of individuals in pur-
suit of the socially constructed ideal body.
This is because the definition of body ima-
ge goes beyond the concepts of the terms
"image" and "body," intertwining with each
individual's unique qualities and characteris-
tics that are constantly disregarded by the
beauty industry. Through media, this indus-
try stimulates the conflict between the actu-
al body and the idealized body. It promotes
the standardization of bodies by appealing
to consumerism to conform to norms and
beauty standards deemed desirable’.

In this perspective, body image relates to
how an individual perceives and feels about
their body. This perception is influenced by
physical, emotional, and mental dimensions,
as highlighted by Schilder (1977)% Schilder
reintroduces a concept of body image that
operates with three structures: physiological,
which involves anatomical and physiological
aspects; libidinal, reflecting emotional expe-
riences within human relationships; and socio-
logical, built upon personal relationships and
the acquisition of cultural and social values®®.

From this perspective, it is possible to
comprehend the implications caused by
body image distortion, especially in the
context of a body afflicted by leprosy. The
stigma associated with leprosy combines
stereotyping and separation, manifesting as
social exclusion, rejection, and problems in
individual or group social interactions. In the
realm of health, Erving Goffman® categorized
stigmatized individuals as "different from the
norm," often associated with weakness, im-
morality, or danger, thereby linking them to
undesirable characteristics or stereotypes.

Considering the social repercussions on
individuals' bodies and images, it is notewor-
thy that the stigma surrounding leprosy is
embedded in a historical context intertwined
with notions of divine guilt and punishment.
This stigma is further intensified by the "em-
bodiment of stigma" through visible patches
and deformities arising from the disease.
These alterations stem from the mixed clini-
cal nature of leprosy-associated neuropathy,
which affects both sensory and motor-auto-
nomic nerve fibers. This condition is justi-
fied by the affinity of M. leprae for periphe-
ral nerves, leading to the gradual and silent
progression of the disease, resulting in dimi-
nished sensitivity (thermal, painful, and tacti-
le), loss of sweating, changes in natural skin
lubrication, and/or decreased strength. If not
detected and treated early, the patient can
develop physical deformities and permanent
disabilities”®.

The clinical manifestations and how the
bodily appearance of a person with leprosy
is altered are determining factors for the stig-
matization of the disease. Beyond the accep-
tance process, some situations further inten-
sify the changes in the body of individuals
with leprosy. This is even evident during tre-
atment, where clofazimine, one of the medi-
cations in the Multidrug Therapy (MDT), can
cause skin hyperpigmentation, altering the
patient's natural skin color and creating yet
another visible mark that highlights the stig-
matizing nature of the disease”’.

Regarding the epidemiology of the disea-
se, in Brazil, the new case detection rate was
1.99 per 10,000 population in 2020'°. This is
a sensitive indicator for assessing the epide-
miological situation, reflecting the endemic
pattern within a specific region''. According
to Freitas'?, the expansion of the disease
among individuals under fifteen years old in-
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tensifies transmission. Examining household
contacts and increasing the cure rate is cru-
cial, enabling early detection and timely tre-
atment to halt the disease's progression.
Thus, the importance of investigating body
image in individuals under 15 and the impli-
cations of this ancient disease becomes evi-
dent. This is associated with understanding
the health of this minority population com-

METHODS

A qualitative research approach was em-
ployed, drawing on the theoretical framework
of Erving Goffman's'® sociology and his sym-
bolic interactionism, aiming to understand
how individuals interpret objects and their
interactions with others and how this beha-
vior is translated and interpreted in specific
situations. Notions such as "frontstage," "per-
formance," and "stigma" were utilized to com-
prehend the process of health and illness.
Frontstage is linked to an individual's uncons-
cious and expressive performance, while
performance encompasses all activities that
impact others. Stigma, on the other hand, is
characterized by the divergence between an
individual's actual attributes and the negative
perception imposed by society'?.

This article is part of the Doctoral thesis
in Public Health titled "Leprosy among Youth
in Brazil: From Epidemiological Overview to
Daily Repercussions", defended at the Institu-
te of Collective Health at the Federal Univer-
sity of Bahia (ISC/UFBA).

Fourteen young individuals of both sexes
participated in this research, meeting the

prehensively to comprehend the specificities
and repercussions of leprosy on body image,
assuming compromised self-esteem as a star-
ting point. Considering the scarcity of quali-
tative studies on individuals under 15 years
old affected by leprosy, this article aims to
provide some insights to comprehend better
the impacts of this disease on the body ima-
ge of young individuals affected by leprosy.

following inclusion criteria: under 15 years
old, being registered in the leprosy control
program of the municipalities of Petrolina, PE
and Juazeiro, BA, and having been discharged
after a successful cure. The participants' ages
ranged from 08 to 14 years, with eight being
female. All of them were attending school,
primarily in elementary education. Regarding
the operational classification of leprosy, which
determines the treatment regimen with Multi-
drug Therapy (MDT) based on the number of
skin lesions, quantity of affected nerves, and
Degree of Physical Impairment (DPI), four
participants had the Paucibacillary (PB) form,
having up to five skin lesions with altered sen-
sitivity. In comparison, ten participants had
the Multibacillary (MB) form, with more than
five lesions and altered sensitivity'4.

Table 1 describes these participants by
age (at the onset of the illness and during the
interview), operational form of leprosy, and
sex. The young individuals were identified by
fictional names representing flowers from the
Caatinga ecosystem, associated with their ac-
tive form, as outlined below.
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Table 1 - Presentation of participants by fictional name, operational form, sex, age at onset of illness, and
age at the interview. Petrolina-PE and Juazeiro-BA, 2016-2017.

Fictitious name Operational form developed Gender Age at onset of illness Age at interview
Catingueira Pauci Paucibacillary Female 09 years 11 years
Cebola-brava Pauci Paucibacillary Male 10 years 16 years
Cipo-urtiga Multi Multibacillary Male 10 years 15 years
Coroa-de-frade Multi Multibacillary Male 09 years 10 years
Flor de Mandacaru Multi Multibacillary Female 11 years 13 years
Jitirana-azul Multi Multibacillary Female 11 years 19 years
Malva Pauci Paucibacillary Female 13 years 16 years
Maracuja-do-mato Multi Multibacillary Female 08 years 11 years
Melosa-roxa Pauci Paucibacillary Female 12 years 15 years
Mulungu Multi Multibacillary Male 12 years 16 years
Paineira-rosa Multi Multibacillary Female 10 years 13 years
Pau D'arco-roxo Multi Multibacillary Male 14 years 17 years
Quipa Multi Multibacillary Female 13 years 15 years
Velame Multi Multibacillary Male 11 years 13 years

Source: Direct data from the research.

The recruitment was carried out through the
Infectious Disease Services of the municipalities,
contacting the families regarding their interest
in participating in the research. At the time of
the interview, the participants were cured. They
consented to participate in the study by signing
the Informed Assent Form - IAF and having the
legal representative's authorization through the
Informed Consent Form - ICF, as provided for
in Resolution CNS no. 510/2016. The interview
took place in a location and at a time conve-
nient for the guardians of the minors. Most of
them were conducted at the participants' ho-
mes, except one that took place in a university
space. The interview occurred with the partici-
pants' permission and lasted an average of one
hour and thirty minutes.

Data collection took place between
07/22/2016 and 01/15/2017, using a semi-

-structured interview technique, a method
characterized by the use of guiding ques-
tions in a flexible manner, allowing the inter-
viewer to use subjectivity to ask questions
not outlined in the script'. The interview ai-
med to produce narratives about the body
image that young individuals had during and
after being affected by leprosy: What did it
mean to you to receive a leprosy diagnosis?
Did leprosy cause any changes in your body?
What changed in your life after you found
out you had leprosy?

It is worth noting that all interviews were
recorded with the participant's consent. The
interpretation of the results followed the
approach discussed by Squire'®, which del-
ves into research involving narratives. The
author discusses ways to gather and analyze
narratives of personal experiences, concei-
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ved as a chain with a succession of social,
cultural, and historical meanings that are not
universal. This indicates that this set of signs
operates with particularity rather than gene-
rality and cannot be reduced to theories.
Therefore, working with narratives ser-
ved as a facilitator to understand how body
image is constructed by young individuals
affected by leprosy and the strategies used
as a defense mechanism to cope with pos-
sible adverse repercussions arising from the
experience. In the analysis process, an effort
was made to organize the narratives based
on thematic categories that emerged during
the reading of each interview. In this article,
the following themes or analytical "axes" will

RESULTS

The research revealed that, for the inter-
viewees, a body with leprosy is perceived
as "sick" and "ugly," unlike a body without
leprosy. This body image had a negative im-
pact on self-image and altered the individu-
al's "real social identity" before, during, and
after the illness.

Regarding the question, "What did the
diagnosis of leprosy mean to you?" Mulungu
Multi responded:

"When they told me | had leprosy, | didn't
think much. | was just anxious to get to the
end of the treatment and get rid of it, to have
the mark on my face go away quickly because
it was ugly, and the marks on my face were
what bothered me the most. It left a signifi-
cant mark, and | looked really bad with that
dark thing marked on my face" (Mulungu Mul-
ti).

In addition to the perceived ugliness as-
sociated with the body affected by leprosy,
the participants also felt impacted by chan-
ges in skin color. When asked, "What did the

be focused on: | - body image: a beautiful
body is one without leprosy, an ugly body
is one with leprosy; Il - fear of the effects of
leprosy; Ill - racialization of the disease and
its implications.

In addition to seeking possible "intercon-
nections" between the stories surrounding
leprosy, the narratives were also important
in highlighting peculiarities, "ruptures," and
"inconsistencies" within these stories'®.

This research was approved by the Com-
mittee on Ethics and Deontology in Studies
and Research of the Federal University of
Vale do Sao Francisco-CEDEP/Univasf, CAAE
52801216.0000.5196, and opinion number
1.448.193.

leprosy diagnosis mean to you?" Cipo-urtiga
Multi, thirteen years old during his illness,
pointed out that what bothered them the
most was the altered and pronounced color
of their skin resulting from clofazimine, whi-
ch is an aminophanzone dye and exerts a
slow bactericidal effect on Mycobacterium
leprae. Clofazimine is one of the drugs used
to treat both the PB and MB forms of leprosy.

"The worst thing that happened was chan-
ging the color of my skin because when |
think of leprosy, I think of skin color change,
headache, spots, and itching. But the chan-
ge in color bothered me a lot, and | really
want to have my normal color back because
it bothers me a lot. My color was almost the
same as my sister's, a little darker" (Cip6-urtiga
Multi).

Mulungu Multi was twelve years old, and
his body had been marked significantly, with
marks on his legs, back, and chest. However,
the spot that developed on his face drasti-
cally altered their self-esteem. In interactions
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with this young person, this was a frequent
concern. Whenever other topics were brou-
ght up, the conversation often circled back
to the mark on his face and the eagerness to
have his image restored. Thus, in response
to the guiding question, "Did leprosy cause
any changes in your body?" the participant
shared:

"When | go out in the sun, | get darker, and
this scar looks even uglier; | just hope they
disappear, and if they don't go away, we'll just
deal with it, even though the one on the face
bothers me a lot because it's ugly, and we
were used to being fair-skinned, with these
things on the face, people start teasing. [...]
The swelling and these marks were the thin-
gs that changed the most for me, and there
are still marks on my back, plus the ones on
my legs that don't bother me like the one on
my face does; the face bothers me" (Mulungu
Multi).

Quipa Multi and Flor de Mandacaru Mul-
ti were twelve and eleven years old during
their illness, respectively. They both presen-
ted with spots, ulnar nerve involvement, and
developed an "ulnar claw." Ulnar nerve le-
sion results in loss of sensation and is known
as ulnar nerve paralysis. The condition can
affect the ability to perform fine movements,
such as gripping, causing the hand to resem-
ble a claw.

"This thing on my hand won't come back.
My normal fingers that | wanted, they won't
come back. [...] | didn't want to feel ashamed,
but I couldn't help it; it's just that | see myself
differently from other people. That's what bo-
thers me the most" (Quipa Multi).

"People would question, sometimes when
the teacher began to write on the board, and
because of how it affected my hand, someti-
mes it would start to hurt, | felt pain... that's
when it began" (Flor de Mandacaru Multi).

The narratives revealed a fear associated
with the changes that the disease caused in
the physical body, whose marks endured.
From the account of Cebola-brava Pauci, per-
ceptions of ableism in the face of potential

disabilities resulting from the disease and
apprehension regarding the possibility of
reinfection become evident. Regarding the
guiding question, "What changed in your life
after finding out you had leprosy?" the parti-
cipant responded:

"After the wound, a lot changed. I've had
this wound on my leg since | was ten years
old. I think it's really ugly, and it bothers me a
lot. I'm afraid it might come back again... I'm
afraid of losing my leg... | didn't like this spot
because it's all 'weird' still. And it seems like
it's changing color. It used to be white, then
turned black, now it's black... I'm not asha-
med of the spot. | wear shorts, normally. My
problem is just the fear of it coming back. It
doesn't bother me, but if it were on my arm,
I'd be ashamed because it would be a big no-
ticeable spot..." (Cebola-brava Pauci).

Furthermore, participants' accounts highli-
ghted instances of social discrimination due
to the darkening of the skin caused by Clo-
fazimine. In response to the question, "What
changed in your life after finding out you had
leprosy?" participants shared their experien-
ces:

"I still go out in the sun, no problem; I just
get dark. The color changes, gets dark, really
dark, and | find it very bad to change color.
Others started calling me black, and that bo-
thers me; it's not good. My color is not like
this; this is the color of the medicine" (Cipo-
-urtiga Multi).

"There was a day when I looked at my body
and thought, 'Oh my God, I'm so dark.".. |
had to be careful in the sun because | got
really dark. We didn't imagine I'd get this
dark. The doctor said | would, but | got so
dark that | didn't want to go to school. | was
really dark, and people at school would say,
'Wow, you're getting tan, really tan," and 'Look
how dark you are.' I'd say, 'Oh, | don't know,
maybe it's the sun from my house to school,’
and they'd reply, 'but your house is nearby,
you don't even get sun.'... 'Flor de Mandacaru,
you're so dark.' That bothered me because |
realized that, like those who have prejudice
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against people with darker skin, it worried me
a lot. I thought, 'Wow, they suffer’, and now
I'm suffering too. | was really worried, 'Oh my
God, what if | get even darker than this" (Flor
de Mandacaru Multi).

Mulungu Multi had no option to hide his
condition; his mark was on his face. In his
narrative, he referred to the disease as "this

DISCUSSION

Body image: a beautiful body is a body
without leprosy, an ugly body is a body with
leprosy.

For contemporary youth, the body is
not just "a body." They use their body as a
symbol, "facades," wearing their "masks" for
recognition and acceptance by others, ena-
bling communicative interaction. This body
carries a repertoire of "disguise charades"
capable of transforming them into "multiple
and fictitious selves." In this game of "dis-
guise charades," a stranger tries to impress
the other with positive credits, even though
being a "character" in Goffman's sociology,
the "discredited" one®'718,

Society categorizes their peers with mi-
nimal expected attributes, and stigma arises
when the standard "normal" stereotype be-
comes incongruent with what is imagined
for a specific individual. This normative ex-
pectation emerges through the framing of
the other®. Thinking about individuals under
15 with leprosy means thinking about the
"discredited," where the characteristics that
set them apart from "normality" are already
known or immediately evident. In the case of
the "discreditable," the stigma characteristic
is neither known by peers nor immediately
perceptible. This is the clear differentiation
between those with PB and MB forms of le-
prosy. A young person with the PB form is
"discreditable" to themselves, bearing the
weight of the illness and managing to con-
ceal leprosy. This is in contrast to those with

disease", expressing his strong discomfort
with being called "black”.

"l used to be really fair-skinned, and that
bothered me because | was used to being
called 'fair-skinned." Now they came up with
other nicknames like Zé and black guy. | went
from being 'fair-skinned' to 'black guy."' I put
up with it, | could take it" (Mulungu Multi).

the MB form, whose condition is revealed
by "bodily signs" being "discredited" by their
peers.

In a world where media strongly influen-
ces the spread of beauty ideals, the notion of
the perfect body, and where personal image
navigates social networks marked by the cul-
ture of self and the overemphasis on appea-
rance, what contradicts the notion of beauty
is generally rejected'?°. Youth, along with
women, are often identified as the groups
most commonly dissatisfied with their body
image?'. According to Goffman®, the "real so-
cial identity" is the category of attributes the
individual indeed possesses.

The medicinal treatment for leprosy in-
volves a combination of drugs: clofazimi-
ne (CFZ), rifampicin (RFM), and dapsone
(DDS). Individuals undergoing therapeutic
regimens must be informed about the pos-
sibility of skin discoloration, changing from
red to dark brown, alteration in the color of
the conjunctiva, tears, sweat, saliva, urine,
and feces caused by the medication. The
most common skin-related effects associa-
ted with CFZ are hyperpigmentation and
ichthyosis. RFM can lead to hepatotoxicity,
thrombocytopenia, hemolytic anemia, and
pseudogripal syndrome. Adverse reactions
in laboratory tests may show the presence
of anemia associated with DDS use. Additio-
nally, it's noted that due to the emergence of
adverse drug reactions, treatment adherence
can be affected*?3.
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The body image of people with leprosy
is also affected by the disabilities and defor-
mities that have arisen due to inadequate
disease management or delayed diagnosis.
Thus, these deformities and disabilities bring
about life changes, and actions to prevent
such issues must not solely be based on the
"physical dimension of the body" and a tech-
nical approach. Despite leprosy being con-
sidered an adult disease, where disabilities
or deformities typically result from delayed
diagnosis, young individuals also experience
the same issue of having their bodies affec-
ted by the disease?*.

From a perspective of anatomic-functional
normality, the body represents the image of
"equality". The perception of body image and
beauty influences the construction of a per-
son's identity. Historically, the standardization
of beauty or the "labeling" of what is beauti-
ful is shaped by social, economic, historical,
and local contexts. Thus, among adolescents,
media and societal pressures influence beau-
ty standards and become sources of concern,
given that adolescence is characterized as a
phase of identity formation. Dissatisfaction
with body image arises from the discrepancy
between the real and idealized body image,
and the imposition of beauty parameters re-
produces scenarios of exclusion'.

In this regard, the body can be perceived
in two ways: the body we "have" (object-
-body), which can be measured, weighed,
"known by pathologists after our death," and
the body we "are" (subject-body), which we
know through self-perception?®. This is the
"made," "performed" body, in continuous
interaction throughout daily practices, in-
cluding with objects and materials, such as
clofazimine. Mol and Law? emphasize that
although the lived body is not fragmented, it
is also not a coherent whole. The belief that
we have a "coherent body" or that we are a
"totality" conceals much work. For these au-
thors, the body is thus an area of tension,
a "complex configuration". However, these

tensions cannot be avoided in our daily lives;
they can only be managed.

Therefore, a body-with-leprosy is seen
through the practices of the interlocutors.
Thus, it is conceived as a product or effect
of many interactions: between the young
individual, clofazimine, biological reactions,
school, technical procedures, professionals,
family, leprosy, discourses, etc. This is a ne-
twork of relationships between the individu-
al and the "objects of practice." What emer-
ges is a material body immersed in symbolic
webs of a lived, intertwined, and tense "rea-
lity".

Fears of the Effects of Leprosy on the
Body

In the present day, influenced by the cul-
ture of beauty consumption, the internalist
and introspective model of self-description
and construction is overlaid by the forma-
tion of bio-identity, where the creation of
ideal models of individuals is based on the
appearance of the body?®. When associated
with diseases that alter the human figure, the
perpetuation of the beauty ideal leads to re-
percussions that interfere with daily life. In
the case of leprosy, such issues are strongly
marked by fear and ideas related to conta-
gion and prejudice?’.

The fear and anxiety arising from leprosy
can only be understood and explained by
focusing on the "body and the senses as-
sociated with it," as it affects two essential
dimensions: aesthetic appearance and pro-
ductivity. A person's self-image with leprosy
influences interpersonal relationships due to
the feeling of estrangement related to one's
own body, causing isolation, shame, and di-
fficulty in accepting the new body image wi-
thin society?®?9.

The concealment of the marked body re-
sults from the fear of social exclusion, as it is
within this physical structure that the "bodily
signs" of stigma are revealed, and this disrup-
tion of body image hinders the adherence to
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self-care, as well as the socialization of indi-
viduals with leprosy, thereby amplifying the
stigma of the disease®®.

Racialization of the disease and its rami-
fications

Based on the discussions about stigma
proposed by the literature, these young indi-
viduals can be categorized into two stigmas:
1) abominations of the body and 2) tribes
of race, nation, and religion®. The stigmas of
abominations of the body manifest through
the marks left by the disease. This is a pro-
cess from others toward the young person.
The stigmas of race, nation, and religion,
specifically here of race, are a process from
others toward the young person and also
from the young person toward themselves.
They perceive themselves as belonging to
another race due to the darkening of their
skin, leading them to the prejudice that is
produced, which they may eventually expe-
rience for belonging to this group. There is
a racialization of the disease when the side
effect of clofazimine causes the skin to dis-
color and darken, and young individuals also
find themselves experiencing racial discrimi-
nation from their peers.

Therefore, to understand this "young body
afflicted by leprosy", it is crucial to unders-
tand this "network" in which the affliction is
produced. In this sense, the phenomenon of
leprosy occurs or emerges in the daily lives
of these young individuals, including a he-
terogeneity of events and actions. Following
the same direction as Mol and Law?’, to
"know" leprosy, it is important to understand
it as a product of these practices, including
the appearance of the first numb patch on
the skin, errors and delays in diagnosis, fa-
mily interactions after the discovery of the
affliction and their tensions and fears, visits
to the clinic for clinical examination that in-
volves a thorough assessment of the entire
body to count the patches for clinical and

operational classification of the disease, in-
teraction with inadequately qualified profes-
sionals trying to understand the nuances of
the youth's world, laboratory tests that in-
volve scraping the ears and elbows with the
squeeze of forceps and a cutting scalpel, and
test results, which may or may not show the
presence of Mycobacterium leprae, and even
if not detected, will still be a positive case
of leprosy, as this test is intended to aid in
determining whether the case is PB or MB.

All of this will confirm that the person
has a stigmatizing disease by completing a
notification/investigation form that categori-
zes them into demographic and clinical bo-
xes and turns them into an epidemiological
number. For PB cases, the treatment lasts six
months, and for MB leprosy, the duration is
twelve months. In both types, the individual
must visit the health facility monthly to take
a supervised dose of medication in the pre-
sence of a healthcare professional.

During the treatment, the patient will re-
ceive a blister pack of medication to take
at home for twenty-seven days, will resort
to strategies to conceal the marks of the di-
sease through clothing, maintain family se-
crecy, fear of disabilities, fear of not being
cured, fear of discrimination and exclusion.
And only after all of this can they be consi-
dered cured. However, this is not an easy
task because lying or omitting a condition,
having a modified routine, adhering to medi-
cation use, and bearing a marked and expo-
sed body - all this brings about changes that
affect the individual's life in various aspects.

In the process of constructing this study,
there was a recognition of the limitation in
knowledge about the issues and coping stra-
tegies of young people living with leprosy
due to the scarcity of scientific publications
addressing this topic. This limitation preven-
ted the theoretical grounding of the findin-
gs and comparison of results. Nevertheless,
the presented results are essential for highli-
ghting how this disease negatively impacts
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daily life and the defense strategies used by
young individuals and their families to navi-
gate the phase of affliction.

Thus, it is possible to perceive that the
present study raises the possibility of develo-
ping research on the daily lives of young pe-

CONCLUSION

While preparing this article, it was chal-
lenging to find works with the same theme
to support the findings on the topic theore-
tically. Thus, some terms were used to re-
present the theme; this "young body with
leprosy" is perceived and "performed" by in-
dividuals in their daily interactions. For this
purpose, responses commonly repeated by
biomedical experts are disregarded. From
the analyses presented in the article, a vast
and unexplored field for research was ob-
served, with some paths that can enable an
understanding of how a stigmatizing disease
affects the lives of young individuals.

Itis important to understand that the body
afflicted by leprosy takes on multiple forms
through the intersection and heterogeneous
actions, i.e., those originating from the gene-
ral population and its "common sense" from
the young individuals themselves, mediated
by their fears, anxieties, values, and knowled-
ge; and from healthcare professionals, often
conflicting with the patient's perceptions. It
is within this scenario that relationships inter-
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ople afflicted with leprosy, the strategies of
families in this coping process, such as family
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