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Abstract

This research purpose was to verify if declines the patient’s quality of life and the disease
perception by this and their families through questionnaires. It was used Dermatology Life
Quality Index questionnaire in 50 patients and other semi-structured questionnaire to 21
family members attending a Reference Health Center in leprosy of Ceara, Brazil. The
majority of patients reported that were little or not at all affected in different points raised.
There were differences in the responses of family members according to their level of
education. It was concluded that the structured questionnaire did not portray the reality of
patients because in listening to these, it was noticed that they suffer in many ways, and their
quality of life is affected by the disease, even with support of family and having more insight

into the disease.

Keywords: Leprosy; Prejudice; Rejection.

70



Introduction

The prevalence of 5,2 millions in 1980 decade to 200.000 in the last 8 years, although was
considered an eradicated disease, it is still a public health problem. 81% of new cases are
concentrared in countries like Brazil, India and IndonesiaV. Leprosy us a chronic infectious
disease with big repercussions in petient’s life like: physical disability, bad social
representations, psychological traumas and stigmas. Leprosy has a medical. A psychological,
a social and a public health dimention. For all these reasons, is relevant to investigate Heath-
Related Quality of Life, to know which aspects of Life Quality are being reduced by the

treatment or the traumas®>,

Leprosy seems to have a tendency for the detection rates to stabilize in Brazil, although still
keeps high levels in the North, Midwest and Northeast. Ceara State in 2012 had 2.136 new
cases with the detection rates ranged from 24.82 cases per 100,000 population and in

Fortaleza capital with rating 24.4/100,000 in 2012®,

Stigma may lead persons to a social segregation similar to a non racial, but sanitarian
apartheid, directly related to adeherence and success treatment. The adherence to treatment it
is related to how the leprosy patient deals with the disease it their social and family context.

Right after the patient starts the therapy, the disease is not trasmitted®>.

Stigma is not only a visual perception of a body deformation, this is the public side of stigma.
When stigma is internalized with prejudices and the persons became negative about
themselves the stigma reached the moral reputation of who has that perceived body

deformation(©.

This public side of stigma was always connected sanitary practices, sometimes segregating
leprosy in colonies and accepetd for majority of society. In ceara State there are two old
leprosy disable colonies: Antonio Diogo e Sao Bento. They had leprosy patients. They were
separated from them families and social groups. Today, these old disable colonies are in
peripheral neighborhoods of the State capital. Although recently, a study, found recently the

persistence of stigma in Ceara’s interior(¢-",

In Sobral, a county in Ceara State, a study called attention for the stigma reproduced through
a call for the participation of people in the 6 local clinics for the “skin spot day” to awareness
of symptoms to early detection of leprosy. In this small city, leprosy patients were associated
to a skin spot and the ambiguty of this term may have had the effect of stigma in biblie:

leprosy associated to spots and social segregation ®.
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For the World Health Organization health concept is not an absence of disease, but is a mental,
social and physical well being. The health is not only a biological prism, but is also a social

perception about health too. (V.

In leprosy disease, the social perception, the physical problems affects mental health and the
prejudice lead these persons to low self steem, shame and a necessity to hide from society.
When the most affected is psychological, you need to treat ideas and concepts patient has

about the disease too, together with the diagnosed illness.®®

Identifying these ideas about the disease it may be possible to fight the burden of social and

internalized stigma in patietns and their families(®.

This study used a questionnaire to understand about patient’s quality of life and to know if

personal and familiar life it was affected in aspects related to stigma’s problem.

Method

It was conducted an epidemiological cross-sectional quantitative and qualitative research at
the Centro de Referéncia Nacional em Dermatologia Santiaria Dona Libanea, Fortaleza, Ceara,

approved by the ethics commitee, with protocol number 027/09.

Fifty patients and 21 familie members of both sexes participated and were heard in semi-

structured interviews.

Patient inclusion criteria for the study it was the leprosy clinical or histological diagnosis and
have started the multi-drug therapy treatment who voluntarily agreed to participate in the

study. No selection was made based in the different clinical forms of leprosy.

Dermatology Life Quality Index questionnaire was used to the patients, validated to brazilian
portuguese, made with 10 questions about everyday life and scores are interpreted as: no
reduction in quality of life (0-1) ou low reduction (2-5), moderate (6-10), severe (11-20) ou
very severe (21-30)©).

Patient’s family inclusion criteria used it was being with a patient who have started the
leprosy treatment. To the families it was used a questionnaire elaborated by the researchers

with questions about about knowledge, prejudice and relation with the patient.

In this study was apllied Dermatology Life Quality Index and there was some informal

conversations with patients.
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Results

In 50 patients who participated of study, 56% (N=28) it was female and 44% (N=22) male,
the age vary between 8 to 88 years old. Dividing them into five age range approximately of 10
years groups, 10% (N=5) who participated had between 8 to 17, 26% (N=13) had between 18
and 29 anos, 18% (N=9) had between 30 to 39, 28% (N=14) had between 40 and 59 anos and
others 18% (N=9) had between 60 to 88 years old.

About patient’s educational level, 74% of them have not started the high school. Of these 74%,
only 6% ended the elementary school. Only 26% of them have ended high school and none

had higher level or have started a college or university.

Half (50%) of Dermatology Life Quality Index results was that disease has a small or
moderate effect on patient’s life, 26% was that disease affected very large or extremely large
their lives and 22% was that disease has no effect at all on patient’s life. Most of male (71%,
N=16) answered that the disease had a little or moderate effect, 20% (N=4) answered that the
disease had a lot or very much effect on their lives and 9% (N=2) answered that the disease
had no effect at all. Most of female 39% (N=11) has a small or moderate disease effect on
their lives, 29% (N=8) has a very large or an extremely large effect on their lives and for 32%
(N=9) disease had no effect at all on their lives. These differences between male e famale has

statistical significance according to Fisher’s exact (p<0,05).

Dermatology Life Quality Index evaluates several aspects of patient’s life as symptoms
feelings, emotions, daily activities, leisure, word or school, personal relationships and
treatment. Each of these was categorized according to this several aspects of Dermatology
Life Quality Index. For 26%, symptoms feeelings was a lot or very much bothering, 32% was
a little bothered and 42% was not bothered about it. About the emotions, 26% felt a lot or very
much affected and other 26% felt a little affected and 48% was not affected.

In daily activities as perform activities inside or outside home, 20% felt a lot or very much
affected, the other 20% felt a lot or very much affected and 60% felt no effect. On daily
activities like to dress up and clothes choice, 20% have changed a lot the way they dress, 10%
have changed a little and 70% haven’t changed. In leisure and social activities, 28% felt
affected a lot or very much, 20% a little affected and 52% was not affected. Regarding the
practice of sports, 20% was affected a lot or very much, 10% a little affected and 72% was not
affected.
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At work or at school, 28% felt a lot or very much affected, 16% felt a little affected and 56%
was not affected. In personal relationships (with friends and family) 20% a little affected and
other 20% felt a lot or very much affected. In sex life, 86% said was not affected, 8% a little
and 6% a lot or very much affected. In the loss of time because of the treatment, 18% was a

lot or very much affected, 18 % a little affected and 64% was not affected.

The majority of the family member who accompanied the patient was between 30 and 80
years old, most of them between 40 and 59 years old (43%, N=9), 81% (N=17) was female
and have not secondary education (62%, N=13). 39% (N=13) of family patients who had only
primary education level, knew about leprosy transmission. Only 12% (N=1) of family patients

who had secondary education, new about leprosy transmission.

Regarding the leprosy cure, all family members knew had a cure. When asked about heredity,
23% (N=3) who had primary education level said they believe leprosy is hereditary. Only
12% (N=1) who had ended secondary education said they believe leprosy is hereditary. Asked
if they heard about leprosy before they relative gets sick, 31% (N=4) who had primary
education level said they heard about the disease before and 63% (N=5) who had secondary

education said they heard about the disease before.

Who had primary and secondary education level have not changed their relation with the
family member who has leprosy and was not shame of having a family member who has
leprosy. Right after they knew diagnosis, 15% who had primary education level, said they felt
prejudice, who had ended secondary education said they never felt prejudice (100%). When
asked if was shame of having leprosy disease, 37% (N=3) who had secondary education level
answered they would be ashamed, as who had primary education level 23% (N=3) would be

ashame.

Discussion

In this study both male and female accepted to respond the questionnaire. But the answers
about leprosy disease in female and male lives was very different: 32% of female answered
that leprosy disease had no effect in their lives and only 9% of male answered the desease had
no effect in their lives, these values has statistical significance according to Fisher’s exact

(p<0,05).
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The majority of respondents (28%) was between 40 and 59 years old. This age was already
expected because leprosy is a disease caused by a bacillus with a long icubation period, on
average, is 5 years 19, A small part of respondents was children under ten years of age, but it
doesn’t meant there was only few cases of children, but it meant it was difficult to reach this
group in the research because the children should have shown interest in participate by

themselves and parents should have authorized the participation too.

Some patients, in this study, said they had moved away from places they used to go or live in
Ceard’s interior, to treat their disease in Capital because they suffered prejudice from
neighbors and co-workers. Leprosy treatment is considered easy to access for all patients, but
there is a lack of information for general population, letting false concepts and prejudices still
persists in society. This reflects on daily activities like to dress up and clothes choice, which
20% felt a lot or very much affected, and 28% answered have felt affected in activities like
leisure and in work or school, demonstrating to be affected in social interaction aspetcs or

having difficulty in socializing with people.

Regarding the practice of sports, only 20% answered have felt affected a lot or very much.
However, many of interviewed said they have not practiced sports before tthe disease and
after fall ill, have not beginned to practice sports. It is important to considerate that even
validated to brazilian portuguese, the Dermatology Life Quality Index questionnaire, it is
restricted to general questions about dermatological patient’s life and is limitated, unable to
reach moral, socioeconomic or contextual matters that can deepen these topics envolved in

life quality as a concept, or an area of knowlegde.

The result of having been affected in relationship with friends or relatives is in agreeement
with friends or sexual life bucause only 6% responded thert they were very or very much

affected. Among these, some said they had been left by their partners and had no sex life.

Majority of patients of companions were housewives, mothers or petients'wives and the
answers had different moral values according to the educational level. This different moral
value according to the educational level was very clear when 100% who had secondary
education level said they never felt prejudice and 15% who had primary education level said
felt prejudice. And about the transmission of disease the values were different too, according
to education level. Currently much research is being done or genetic factors of the host that
may be associated with susceptibility to leprosy or the more severe form of the disease,!!"1?),

which may be framed as a genetic disease, produced by changes in DNA, but not acquired by

the parents, which causes conflict in popular knowledge about the transmission of the disease.
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In specialized literature there is still much discussion about transmission, with the airways
transmission being established, but is already known that environmental and genetic factors of
the host and strain are involved, requiring futher research in these areas!>!>. Thus,
companions of patients with higher education level, had already questioned information on
the transmission was provided to them and had doubts about the corrects answers, while a
bigger number of individuals with primarly education level affirmed to know how the disease
was transmitted, but their responses were often based on associations to real life experiences,
not to official informations, like when they were questioned about heredity, some (23%)
answered they were sure leprosy could be transmitted from generation to generation. When

were companions of patients wih secondary education level, only (12%) said it is heredity.

Leprosy petients sometimes don’t believe in cure and fear to contaminate other people who
they are closely®”-19. However, all companions of patients of all education level, when asked
about this fear, answered they are not afraid of contamination after the beggining of treatment,
what reveals the companions are very elucidated about contamination, more than about

transmission.

When asked about how they react to leprosy diagnosis, the majority of respondents (V) said
they felt sadness, discouragement, surprise, amazement, schock, worry and fear, mainly due to
the prejudice that still permeates this disease, these feeelings can be extended to family
members by explaining the fact that at the time of the diagnosis, some of these members

reacted with prejudice, those who were primary educational level.

When a physical illnes occurs, represents a loss of control over your own body and your own
life and in a chronic disease, people have an altered view of themselves, their relation to the
future and to their projects of lifes, so In this study it was observed how human being reacts

differently about yourself ¢7-16),

Dunring the course of this study, many of leprosy patients complained about social
relationships, for example, taking a bus, some people were moving away or looking strangely.
Even in church interations some of them felt distancing coming from other people, some
prefere not to go out home to be secret about the illness. Some women complained about have
been left by their husbands, and some husbands said their wife were more close to them. By
these narratives during the conversations when the questionnaries where applied, it could be
well-marked the both sides of stigma: the public side, when the patient feel bothered about
other people behavior, look or attitude with the person and stigma internalized, when the

patient prefers not to go out from home to avoid a stigma already felt by the patient.
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Leprosy is a millenial disease known and feared mainly for its deforming characteristics, it
was hoped to find, in this research, obvious answers as to know how much or very much the
disease affected the patient’s life. However the results were very differnt than many
surveys(!®1% 7 This can be explained by the evaluation tool chosen, the Dermatology Life
Quality Index, bucause this only referns to the last week of patient’s life. In this way, it is
percieved that Dermatology Life Quality Index at least is not a sufficient tool to assess quality
of life and stigma this patients suffer. For WHO quality of life is measured in six broads
domais (physhical health, psychological, level of independence, social relations, enviroment

and personal beliefs).

Conclusions

O Dermatology Life Quality Index is not a tool that ecompasses the concept of life quality,
although this is its denomination. Dermatology Life Quality Index is used as one of the
information tools on the quality of life of the patient when the doctor and other health
professionals want to inform themselves, but it is perhaps exaggeration to name the tool of
qualification of patient’s life, even because questions are chronologically about the last week
of the patient, not replacing the idea of quality of life to be subjective and, especially in
diseases that are linked to stigma, the quality of life should be evaluated in conversations
rather than by indexe. Despite all, results demonstrated that patients undergoning tratment for
leporsy suffer in several aspects (social, psychic, everyday, etc.), and their quality of life is
affected by the disease, even if they have family support and these familiars are more

informed about the illness.
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