
International Archives of Medicine 
Section: Infectious Diseases

ISSN: 1755-7682

International 
Medical Society 

http://imedicalsociety.org

1

2016
Vol. 9 No. 47

doi: 10.3823/1918

© Under License of Creative Commons Attribution 3.0 License This article is available at: www.intarchmed.com and www.medbrary.com 

Abstract

Introduction: The segregation of people affected by leprosy in leper 
colonies as well as presenting itself ineffective, caused irreversible and 
irreparable consequences in the lives of individuals who came to carry 
the marks of stigma and prejudice surrounding the disease.

Objective: To identify traits related to the stigma and prejudice in 
the content of lepers' 12 speeches, separated compulsorily in Saint 
Francis of Assisi Colony in the city of Natal, located in the state of 
Rio Grande do Norte.

Method: Descriptive study focusing on the oral history of life. The na-
rratives were collected in April 2010 through a recorded interview and 
analyzed by means of the technique of Thematic Content Analyses.

Results: The stigma and the prejudice crystallized in our culture had 
caused and still cause huge suffering and pain in the participants, who 
grew up and several aged in biological terms, living with a stigmati-
zing disease and its complications, sometimes disabling ones. In social 
and psychological terms, they were discriminated, rejected and even 
expelled from the familiar conviviality and the original social nucleus.

Conclusion: In this manner, one notices the need of these people 
recover their attachments, values and self-esteem, share feelings and 
build relationships so as to be integrated in the real world.
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Introduction
Throughout history, Hansen's disease, commonly 
known as leprosy, has been associated to various 
mystical meanings, as an impurity, dirtiness, divi-
ne punishment and curse, being described as a 
loathing and frightening disease, due to the pre-
sence of deformities and disabilities in untreated 
patient [1-2].

The distorted image that solidified the socio-cul-
tural and religious imaginary from different socie-
ties and regions around the patient, accompanied 
by evidence of infectious or contagious nature of 
the disease, contributed to the strengthening of a 
treatment model based on the patient’s restriction 
of freedom in large institutions of isolation, called 
leprosy [3].

The segregation of people affected by leprosy 
in these institutions lasted for decades in human 
history, as many believed this would be the most 
effective measure to prevent the spread of the di-
sease and/or even eradicate it [2, 4-6]. However, it 
is clear that such a practice, not only presented itself 
ineffective, but also caused irreversible and irrepa-
rable consequences in the lives of those individuals 
who have come to carry the mark of stigmas and 
prejudice surrounding the disease [7-8].

Stigma term was created by the Greeks to re-
fer to bodily signs with which it sought to show 
something extraordinary or bad about the moral 
condition of someone; a mark imposed by society 
to one of its members [4, 9, 10]. The individual who 
revealed a different behavior from the group would 
be deleted, because it would not fit the characte-
ristics established by the community.

The word stigma presents different meanings. 
It may be related to the body's abominations, the 
individual character of guilt and social origin (na-
tionality, religion, caste, etc.) [4, 11]. In the context 
of leprosy, stigma refers to discredit, to disqualifi-
cation and social marginalization as a consequence 
of physical deformities of the patient [10]. Once an 

individual is stereotyped with such a social label, 
which means to impose a mark that, in a way, 
reduces him to a lower condition than the mini-
mum standard assigned to the human condition, 
two possibilities would remain to him: either suit 
with the marginal role assigned to him, or try to 
cover up the marks that characterize the stigmati-
zing stereotype [8].

For its part, the term prejudice as a judgment, an 
opinion or a feeling in which it formulates thought-
lessly, without foundation or reason, with regard to 
a person or group that doesn’t know each other. It 
is accompanied by feelings of anxiety, disgust and 
terror, the last being capable of inspiring acts of 
terror. Furthermore, it causes measures of material 
or social segregation, which in turn favor ignorance, 
from the absence of knowledge or even the presen-
ce of misconceptions [12].

In this context, it recognizes the importance of 
knowing the history of the life of leprosy patients, 
primarily those who were segregated in leper co-
lonies or hospital colonies, in order to favor reflec-
tions about the denied or reversed citizenship for 
the family, society, and, especially to health profes-
sionals, so that they perceive the patient as someo-
ne not to be feared , but as a being endowed with 
bio-psycho-socio-spiritual needs, whose feelings, 
values and human rights must be respected.

Trying to understand the impact and the psy-
chological and emotional repercussions caused by 
the disease in the routine and in the life of former 
patients, the question is: What are the evidences 
related to the stigma and prejudices experienced 
by people who have been treated for leprosy in an 
asylum manner?

It credits the relevance of the present study with 
views to contribute to record the historical aspects 
of the subjects, so that they are given a voice, 
action conferred by oral history. It is expected to 
provide inputs for managers and health profes-
sionals by encouraging awareness of the problem 
of stigma that reaches leprosy in the XXI century, 
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so that effective strategies for social rehabilitation 
of the patient and former patient of leprosy are 
adopted looking towards the suppression of pre-
judice rooted in the image and history of the life 
of these individuals.

Thus, the study aimed at identifying marks rela-
ted to the stigma and prejudice in the content of the 
speeches of people treated for leprosy, compulsory 
segregated in leper colonies.

Method 
This is a descriptive study with a qualitative ap-
proach, in which a focus of oral history of life as a 
methodological reference was used, by considering 
the involvement of researchers with the object of 
study, in which they seek to unravel from registry 
of spontaneous and interactive testimonials about 
the history of life of employees involved, which 
are, the former leprosy patients with an asylum 
history.

In order to achieve better conditions for inter-
views, the study was conducted at the household 
level of collaborators who are residents in the neigh-
borhoods Felipe Camarão , Km 6 and Jardim Amé-
rico, more precisely in the Conjunto Nova Vida, all 
located in Natal, a state of Rio Grande do Norte 
(RN).

It is worth emphasizing that the majority of co-
llaborators reside in that quoted Conjunto, and that 
this constitutes a relevant figure in the construc-
tion of the life histories of those by consisting in a 
village of graduates built in a planned way in the 
1990s, during the government of José Agripino, as 
a strategy for social reintegration of former carriers 
of leprosy who were segregated in the Colônia São 
Francisco de Assis, located in the municipality refe-
rred. Its name comes from this government propo-
sal to offer a new life to those who for many years 
were considered undead.

In oral history, community of destiny refers to se-
veral groups that have common traits, notable from 

a broad behavior that characterizes them [13].In this 
sense, the target community of the study was made 
up of all former carriers of leprosy segregated in 
the the Colônia São Francisco of Assis, located in 
Natal (RN).

In turn, the colony, defined as a division in a lar-
ge block of the target community which aims at 
understanding the intended whole and viability of 
the study [13], was composed of 12 of these indivi-
duals intentionally chosen from point zero, a depo-
sitary deponent of the group history or reference to 
stories of other partners [13]. The life story of the 
deponent Mattheus was considered the point zero 
of the study.

Considering the network as a subdivision of the 
colony that aimsto establish criteria to decide who 
should or not to be interviewed [13] were selected 
for the network of study collaborators independent 
of sex and without maximum age limit; who pre-
sented diagnosis of leprosy and lived in the Colônia 
São Francisco for a minimum of six months and; 
who agreed to participate voluntarily in the study. 
Hearing impaired and mentallyill were excluded 
from the collaborators net work.

The narratives of the life stories were seized in 
April 2010 through a structured interview, recor-
ded, composed by the technical sheet containing 
the fictitious name, the age, education, marital 
status, religion, income, place of birth and two 
pre-formulated cutting questions, put into large 
blocks to assist in the narration of the significant 
events of these stories, which are: 1) Tell me your 
life as a former leprosy patient and 2) Tell me your 
experience as a resident of the Colony St. Francisco 
de Assis.

To preserve the anonymity of their true identities 
and avoid any embarrassment, collaborators were 
identified by fictitious names of biblical origin su-
ggested by the researchers and chosen by them at 
the moment of the interviews.

The narratives were analyzed using the thematic 
content analysis technique, which requires a few 
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steps that do not follow each other, obligatory, ac-
cording to a chronological order, namely: pre-analy-
sis; exploitation of material or codification; treatment 
of results, inference and interpretation [14].

The pre-analysis is the organization phase proper 
said through the systematization of ideas [14]. This 
time successive readings of the collected material 
were conducted to know all the texts and identify 
the similarities and significant points to the theme. 
Therefore, all interviews were registered by audio 
recording, transcribed in full and authorized by the 
collaborators. The texts have undergone minor lin-
guistic adaptations, not eliminating, however, the 
spontaneous character of the talks.

The exploitation of the material corresponds to 
the transformation of data into thematic content 
through coding of the interviews, determining the 
themes to be discussed [14]. This was the most sus-
tained period of analysis, which was conducted the 
inventory of all the lines, isolating, coding and cut-
ting the registration unit (RU), defined assegment or 
characteristic speech stretch. The following UR were 
highlighted: visible and invisible marks; separation 
of the binomial parents x children; fear of conta-
gion; fire as punish ment and release; professional 
insecurity; symbolic death; identity crisis.

After, the categorization process occurred, in 
which the emerged categories of written state-
ments, also known as core meaning, were made 
by a keyword that indicated the core meaning of 
the concept that was wished to grasp [14]. The RU 
conformed the following core meaning: Stigma and 
its impact on familyties of the deponent; Prejudice 
expressed intra and extramural Colony and Leprosy: 
A metamorphosed identity.

In the treatment of the results, inference and in-
terpretation from the theoretical basis and assump-
tions that conducted the investigation were used 
[14].

The research project was submitted to the Re-
search Ethics Committee (CEP) of the Federal Uni-
versity of Rio Grande do Norte (UFRN) being appro-

ved by the appearing number 016/2010 according 
to Resolution No. 466/12 of the National Health 
Council (CNS), which deals with ethical aspects of 
research involving human beings.

Results

Characterization of colaborators
As for the characterization, a predominantly male 
collaborator profile is noted, almost all belonging to 
the third age group, with an average of 74 years 
old. Most were followers of a Catholic doctrine, 
native to the state of Rio Grande do Norte and did 
not have any level of schooling, being considered 
illiterate. Regarding marital status, half of the colla-
borators presented a stable union, married for over 
ten years and survived only from the federal pen-
sion benefit, receiving an average of two current 
national minimum wages, which corresponded to 
R $ 520.00.

Thereby associating the variable schooling and 
family income, it was noticed that the collaborators 
belonged to the humble class of the people, thus 
presenting a low socioeconomic profile, which is 
something important to consider because this con-
dition associated with the presence of physical di-
sabilities can negatively impact the quality of life of 
individuals.

Stigma and impact on the family
The mark of leprosy is historical. Since ancient ti-
mes as can be observed in biblical texts, this evil 
has been associated with several meanings. Con-
sequently, the untreated diseased was seen as a 
being impure, unclean, deformed, fetid, untoucha-
ble, bearer of an ancient and unjust stigma that has 
been perpetuated in the minds of society to the 
present day. The speech below depicts the strong 
presence of this stigma attached to the terms leper 
and leprosy.

http://www.intarchmed.com
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Before, I was embarrassed to walk with those 
hands in the street, a leper! I walked with my 
hands in my pockets, hidden because I over-
heard when people said very softly: look the 
leper! We feel this. This disease affected me a 
lot, because people only spoke about the leper. 
This is a sad word. The only ones who know 
this business about the patient with leprosy is 
ourselves. The doctor said like this, 'do not let 
anyone call you a leper. Say this: Young man, 
call me patient, call me by my name, but do not 
say that word!’ 

André.

In the midst of so much suffering, some collabo-
rators, in addiction to the stereotype of the physical 
and social scars, were forced to live with the an-
guish and the pain of separation from their children, 
who were taken to the primary school soon after 
birth, often inhumanely without presenting them to 
them. This can be observed in the speech below.

At the time the child is born, they pack them im-
mediately and carry for us not to see, they don’t 
even give them a bath. From seeing the couples 
suffering, I was already used to that moment. 
There wasn’t anything that could be done, no 
one could solve anything because it was their 
law against ours.

Mateus.

In some fragments we see the sadness and in-
dignation of the collaborators facing the separation 
of their children, and especially how this practice 
happened. This distancing caused irreversible conse-
quences in the lives of parents and children, being 
the loss of bonding the most relevant with regard 
to the break of family ties and emotional suffering 
of the person who had leprosy. Such consequence 
is reported in the speech of a collaborator.

As time passed I had another son, who today 
is forty-six years old. He does not like me; he 
is ashamed of me because I am poor, sick and 
have this physical defect in the eye. Does not 
even want know me, lives there with the family 
of this doctor. I haven’t seen him in three years. 
He calls everybody, but to me he does not make 
a call to see how I am.

Sara.

Prejudice expressed intra and extramural 
Colony
In this context of pain and suffering, prejudice con-
cerning the former leper stigmatized and stereoty-
ped in the mind of society since biblical times, was 
also present in the lives of collaborators.

The family didn’t want anything to do with us 
because of the disease. They burned everything 
we had when we left the countryside. All that 
was ours, every little thing we had, even as poor, 
was all burned. They didn’t want anything to do 
with us or our things because they were afraid 
of catching the disease.

Tomé.

Besides being forced to live with the stigma and 
the outside the walls prejudice, some collaborators 
have provided direct assistance to his companions 
when in critical condition or disability due to the 
fear expressed by some professionals of the Colony 
regarding the disease and the patient. Such beha-
vior can be seen in the following speech.

There were nurses who would do the whole ser-
vice, but there was another that wouldn’t come 
even close when we were very sick. The other 
inmates did everything. There was a patient who 
was a nurse, Sir Oswaldo, he was as wise as any 
doctor. He said that anyone who had the disease 
would never get better.

Tadeu.
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These professionals, despite the scientific deve-
lopment of leprosy in relation to proof of its in-
fectious-contagious character and the discovery of 
ambulatory and effective treatment, still, after years 
from deactivation of the colony live with the irrever-
sible consequences of an ancient and unfair prejudi-
ce accompanied by feelings of anguish, horror and 
disgust, which are responsible for the emotional 
distress of collaborators.

There are people who live here who say that this 
group is of lepers. A lot of people here talk like 
that and that's why I think they might still have 
prejudice. Those older people when they meet 
me on the street are still afraid. Just to be bad, 
I come and say like this, 'You’re still afraid of 
catching leprosy at this age? Even if you got it, 
there wouldn’t be enough time for it to burst, 
because you would no longer be alive! 

Pedro.

Leprosy: a metamorphosed identity
Leprosy causes changes and disorders in the public 
and private life of the patient, negatively influencing 
their emotional, social, economic and sexual life. 
Thus, emotional instability can develop and trigger 
a state of crisis, causing tensions and consequently 
physical, psychological and social changes that will 
result in the destabilization of the family and so-
cial relationships. Some collaborators revealed the 
installed crisis when the discovery of diagnosis and 
compulsory hospitalization. 

I started to hate my whole entire family... my 
family was now the sick. I changed my identity, 
I began to adopt patients, employees and spiri-
tualists who came to visit me as my family.

Pedro.

Discussion
An individual is a stigma carrier when he has any 
difference that constitutes a difficulty for acceptan-
ce by society [4]. The subject becomes the different, 
within a society that demands similarity and does 
not recognizing in the similarity, the differences. 
Without space, without voice, without papers and 
without function, one cannot be named and be-
comes a nobody, a nothing in relations with each 
other. The concept of stigma involves both the cha-
racteristics considered undesirable by society as well 
as the social context in which the stigmatized is 
inserted [10].

Leprosy causes changes in human perceptions 
and social and cultural relations, from the physical 
aspect that many of the patients may have over 
time, because of the side effects of the disease [5, 
11]. In this way it could be noted in some lines that 
the leprosy image was associated with the presence 
of physical deformities. 

It is also noticed that the collaborators besides 
suffering the consequences of the practice of com-
pulsory isolation, such as, exclusion and prejudice, 
still had their lives marked by humiliation of being 
recognized solely as lepers. Even though this term 
has not been manifested in every speech, it is seen 
that the deformities and disabilities, left on their 
bodies for a long time contributed and still con-
tribute to the strengthening of the stigma, self-
stigma [5, 11] and prejudice responsible for their 
exclusion.

Furthermore, the strong presence of self stig-
matization / marginalization in the stories of life 
of employees was also noted, since some of these 
called themselves leper during the course of the 
interviews, making clear a decrease in self-esteem 
and their psychosocial welfare [6, 11].

In the André's speech, when he says that he just 
walked with his hands in his pocket for he was 
ashamed to be known on the streets as a leper 
because of the deformities and scars left by the 
disease, such as blemishes and scars from the skin 
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lesions, the collaborator externalizes the impact 
of stigma tax, perceived and internalized over the 
years, recognizing himself as a different being, not 
worthy of social life [1, 6].Or even, there is evidence 
of a clear prejudice existing in the way individuals 
see themselves. Through this speech, one sees the 
importance of supporting and strengthening the 
person affected by leprosy in order to propel them 
to recover their self-esteem.

Thus, it is clear that leprosy for centuries terro-
rized humanity cruelly, being considered as punis-
hment, sin, karma, the need for spiritual cleansing 
and other forms of justifications [5].The suffering 
imposed on carriers of the disease crossed the to-
lerable limits of human dignity and resistance. The 
cruel and unjustified marginalization stamped the 
disease with a stigma deeply grounded, nourished 
by the lifeblood of prejudice that multiplies in hu-
manity.

The stigma associated with prejudice brought 
negative repercussions not only for the lives of pa-
tients, but also for the lives of their children. They 
were responsible for the pain and suffering of the 
separation of sick parents and healthy children, 
where they were often abruptly removed from their 
parents at birth and sent immediately to the edu-
cational establishment to prevent infection and the 
spread of disease. The contact between them was 
minimal and usually the first was established years 
after the birth [9].

This discriminatory attitude caused the break-
down of family bonding with negative consequen-
ces that persist to this day. The speech of the colla-
borator Sara shows that this separation, associated 
with the presence of current physical deformities, 
was responsible for the loss of contact or even from 
despise of her son.

For its part, the prejudice associated with the fear 
of leprosy infection boosted the practice of ignorant 
and inhuman attitudes towards patients, such as 
burning their own bodies concomitant to their ho-
mes. This practice lasted for decades in the history 

of the disease as something quite common that 
aimed to ward off evils that endangered the healthy 
humanity and also purify the space inhabited by the 
patient and his family [15].

The burning of houses, belongings, and even the 
properties meant the symbolic death of the patient 
and his family to the environment they inhabited, 
thereby causing the loss of their identities, which 
were metamorphosed.

Prejudice rooted in socio-historical construction 
of the disease was also responsible for the presence 
of discriminatory attitudes of of the hospital-colony 
staff against the patients themselves, seeing them 
as a threat to their life. From these attitudes, studies 
reveal that one of the greatest difficulties encounte-
red by hospitals-colonies consisted of hiring human 
resources to provide care to interns and coordinate 
the service of the institution because of the fear and 
dread that people had of becoming contaminated 
and socializing with scary, untouchable individuals. 
As a result, several inters became caregivers, thus 
compounding the nursing staff of those institutions 
[16-17].

Given the precariousness of nursing staff wor-
king in the colony as a direct consequence of 
prejudice, the high demand of the the sick and 
the commitment to quality of care, many patients 
voluntarily took the function of assistants or nur-
sing aides, after being trained by the nurses. This 
reality, however, differs from other institutions, 
many of which patients were forced to assume 
this function. Some patients, often elderly or with 
physical side effects, had no right of choice, they 
were simply directed to the services and forced to 
work as nursing attendants to remain financially in 
the colonies [16].

Unfortunately, discriminatory attitudes, such as 
fear and ignorance, can still be seen in today's 
practice scenario. Studies show that patients with 
leprosy are denied their right to assistance when 
they cease to be attended in various specialties by 
prejudice of health professionals [8].
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A study developed in Araçuaí health micro-region 
in the northeast of Minas Gerais, with many health 
professionals (doctors, nurses, managers, communi-
ty health agents), pointed out that leprosy patients 
still fear to seek care in units of Primary Health Care 
in fear of having their diagnosis revealed and to be 
discriminated against by the other unit members, 
and/or even by the professionals themselves [7].

The rude way the collaborator Pedro behaved in 
front of a healthy individual upon meeting him on 
the street can be understood as a defense strate-
gy against prejudice or preservation of self-esteem, 
given that in some cases, an unpleasant encounter 
between a healthy person and a patient, or for-
mer patient, makes the stigmatized individual be-
come aggressive [8] or move away more and more 
from their social life, becoming depressed , hostile, 
anxious and confused or display aggressive attitu-
des generating embarrassing and unnecessary si-
tuations [5].

Leprosy is still configured as a poorly understood 
disease despite all the efforts of health policies for 
health education, because the slightest possibility 
of being affected by this disease causes fear and 
a negative impact on family and social life [18], by 
the fact that the illness can bring the memory of 
old and prejudiced ideas [19]. The magnitude of this 
impact is intrinsically related to prior knowledge 
about the disease [2, 20]. So the fear of contagion 
due to lack of information about it can justify the 
exclusionary and discriminatory behavior of any ci-
vil, religious and family community against leprosy 
patients in past centuries.

It can be inferred that the stigma of leprosy was 
very prominent in Brazil by official health policies, 
based on confinement, justifying the breach of pro-
fessional and emotional ties in the name of preser-
ving the healthy safety [16]. Metaphorically, a death 
to the patient was imposed, this death, if not phy-
sically, socially, with the breaking of ties between 
the outside world to lepers [20]. At this point, many 
patients forced to abandon their homes, their work, 

their lifestyle and their friends, metamorphosed a 
new social identity, that is, that of lepers confined 
to leper colonies.

The stigmatized identity destroys attributes and 
qualities of the subject, has the power to control 
their actions and reinforces the deterioration of 
their social identity, emphasizing deviations and hi-
ding the ideological character and stigmas. Society 
imposes the rejection, leads to loss of confidence 
in themselves and reinforces the symbolic charac-
ter of social representation according to which the 
subjects are considered incapable and harmful to 
healthy interaction in the community. The social 
imaginary of the disease and of the unrecoverable 
is strengthened in order to maintain the effective-
ness of the symbolic [21].

The dimensions affected by the identity crisis 
can be compared metaphorically to a set of three-
dimensional mirrors that affects how the individual 
sees himself as a carrier of the disease, being able 
to mask it or deny it; the way he wants to be seen 
by society and the way society sees him [21].

The harmful and relentless prejudice implicit in 
the expressions and attitudes of society against le-
prosy and against the bearers of this evil, caused the 
hospitalization of these individuals, who felt obliged 
to accept such a condition to get rid of the sha-
me of having leprosy and also for believing in the 
promise of having a happy life in a beautiful and 
peaceful place and treatment against an evil, which 
was still little known in the early twentieth century. 
Consequently, their projects and dreams were shat-
tered and their identities socially and morally erased, 
being obligated to incorporate a new social identity, 
namely that of institutionalized leprosy patients [16].

In this study, the collaborators demonstrate that 
they didn’t lose their identities; they just underwent 
a process of metamorphosis as a strategy to adapt 
to their new life inside the colony. The isolation of 
leprosy patients in hospitals-colonies for a long time 
caused the diversion of their destiny and their iden-
tities within the family and society, being forced to 
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live in a city inhabited by the disease and assume 
a new routine of life deliberated by others as well 
as a new identity, marked by prejudice and stigmas 
related to the disease [22].

Thus, it appears that, whether in society, in the 
family, in health professionals or the patient him-
self, the breaking of stigma process and prejudice 
against leprosy and its bearer is ancient and slow, 
since even beyond cure, its roots are resistant be-
cause its image is still associated with the presence 
of deformities and disabilities [2, 5].

Conclusion
It is recognized that the level of assistance in primary 
health care must always be focused on prevention 
and health surveillance activities, in which they must 
be carried out mainly through the orientation / edu-
cation targeting the population. Thus, educative ac-
tions of prevention, group work aimed at reducing 
the stigma and improving the quality of life of the 
sick and people treated for leprosy are of funda-
mental importance for the control of the same.

Based on the considerations made, the need for 
an organized effort of all public health care facilities 
is evident, in the sense of acting creatively, partici-
patory and dialogue on the issue of leprosy, priori-
tizing educational practice as a strategy of construc-
tion and reconstruction of knowledge among users, 
family, community and health team professionals.
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