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QUALITY OF LIFE OF PEOPLE WITH LEPROSY SEQUELAE AND SELF-CARE:
AN INTEGRATIVE REVIEW

Rayla Maria Pontes Guimaraes Costa*
Layza Castelo Branco Mendes**

RESUMO

Objective: To identify the scientific literature on the quality of life of people with leprosy sequelae and its relation
to self-care. Method: An integrative literature review was conducted in July 2018. The databases PubMed,
LILACS, EMBASE, and Google Scholar were used. Nine articles that met the following inclusion criteria were
analyzed: published between 2008 and 2017, free full-text available online, written in Portuguese or English, and
addressing the themes quality of life, self-care, and leprosy. For data extraction, the selected articles were read in
full. Data analysis was descriptive. Results: By discussing the quality of life of people with leprosy sequelae, the
studies showed that the physical domain was the most affected, causing a self-care deficit. Few data have been
published on quality of life and its relation to self-care. Conclusion: Thinking through self-care is a need due to
the lack of studies on the theme, which has been emerging, as it is known that self-care may favor a significant

improvement in the quality of life of people with leprosy sequelae.
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INTRODUCTION

Leprosy is a chronic infectious disease that
has one or more clinical manifestations, namely:
skin lesion with altered thermal sensitivity,
painful or tactile, peripheral nerve thickening,
associated with sensory, motor, or autonomic
changes and presence of the Mycobacterium
leprae bacillus, requiring treatment with
multidrug therapy (MDT)®, in addition to being
a compulsory notification disease that is
included in the list of neglected tropical
diseases®.

Due to the involvement of peripheral nerves,
the prevalence of physical disability in leprosy
patients is high (64.4%), mainly due to late
diagnosis®.

These disabilities may be classified into
degrees (physical disability grade [PDG]),
according to neural impairment of eyes, nose,
hands, and feet: grade O — absence of motor-
sensory impairment; grade 1 — sensory
impairment; and grade 2 — motor impairment
and/or presence of sequelae®. Disabilities that
most affect the daily lives of leprosy patients are
related to difficulty closing their eyes, decreased
sensitivity, muscle weakness, ulceration, and
hand and foot deformities®.

Leprosy generates sequelae — chronic
conditions that permanently interfere with the
persons’ lives — that compromise the
performance of daily life activities and the
quality of life (QoL) of these individuals. It is
noteworthy that the PDG is responsible for
major consequences of disease, as it directly
affects labor productivity, daily life activities,
and interpersonal relationships, and it also
triggers psychosocial disorders and decreases
QoL in patients, with social, economic, and
psychological impacts®.

In this context, QoL has been the focus of
many studies in recent years, as it affects the
evolution of disease and people’s self-esteem(,
According to the World Health Organization
(WHO)®, health-related quality of life (HRQoL)
is defined as a person’s perception of her/his life,
in the domain of culture and value system,
considering her/his life goals, expectations,
standards, and concerns. Therefore, the
deployment of self-care actions to improve
HRQoL in these individuals is timely, since
decreased HRQoL is related to loss of functional
ability, compromising self-care actions®.

These actions include the execution of
practices performed individually or collectively
and they <can be managed by the
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multiprofessional team, in order to stimulate the
empowerment of patients as protagonists in
relation to their health needs. The actions that
people take on a daily basis to prevent, control,
or reduce the impact of chronic conditions
characterize self-care, while health team
interventions that help people to improve their
skills are named as supported self-care?.

Thus, this article shows to be relevant in
order to provide a stronger theoretical basis on
the theme, with compilation of scientific
evidence about self-care and QoL. The objective
of this study was:

e To identify the scientific literature on the
quality of life of people with leprosy sequelae
and its relation to self-care.

METHOD

An integrative literature review was carried
out, a methodology that aims to identify,
analyze, and synthesize research results on a
given theme, in a systematic and orderly manner,
producing a broad panorama of concepts™V. The
process to prepare an integrative review has 6
steps®?: 1) formulation of the guiding question —
identification of the theme and problem, as well
as the study descriptors; 2) literature search —
determination of the inclusion and exclusion
criteria; 3) data collection — definition of the
subjects, methodology, and concepts according
to the descriptors; 4) critical analysis of studies —
determination of the information extracted from
selected studies; 5) discussion of results —
interpretation and synthesis; and 6) presentation
of the integrative review — synthesis of the data
found.

This study has been guided by the question
based on the pico (p = participants; i =
phenomenon of interest; co = study context)
strategy:

o  What are the benefits of supporting self-
care on the quality of life of people with leprosy
sequelae?

In this review, the pico strategy was adopted
to formulate the guiding question based on
scientific evidence®®: participant = person with
leprosy sequelae; phenomenon of interest =
supporting self-care; and study context = quality

of life.
Articles within the following inclusion
criteria were considered eligible: published

between 2008 and 2017, free full-text available
online, written in portuguese and english, and
addressing the themes quality of life, self-care,
and leprosy. Full articles must be published and
indexed in the databases pubmed, lilacs, embase,
and google scholar. Articles that had only the
abstract available online, duplicate articles,
editorials, letters to the editor, theses,
dissertations, and monographs were excluded.

The survey was conducted in july 2018. To
do this, terms from the structured vocabularies
“health sciences descriptors” (descritores em
ciéncias da satde [decs]) or “medical subject
headings” (mesh) were used, by crossing the
descriptors between themselves, through the
boolean operation. In english, we used: quality
of life and leprosy and self care. In portuguese,
we used: qualidade de vida and hanseniase and
autocuidado. It is noteworthy that data search,
selection, and extraction were conducted by a
single researcher.

Having the descriptors as a basis, 73 articles
were found, which were assessed through
analysis of titles and abstracts. However, 56
were excluded, because they did not meet the
inclusion criteria. When the titles and abstracts
were not enough to define the initial selection,
the full publication was read, where 8 articles
were excluded, because they did not meet the
inclusion criteria defined for this study, too.
After this step, 9 articles that met the inclusion
criteria were selected.

The data extraction step considered the full
reading of eligible articles to confirm their
permanence in the sample. After this step, the
presentation of results emerged, where tables
and boxes were prepared. Data analysis was
performed descriptively, allowing us to evaluate
the available literature on the theme under study.

RESULTS

To consolidate the results of this study, only
9 articles, out of the 73 found, constitute the
sample because they meet the inclusion criteria
(Table 1).
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Table 1. Distribution of articles found, excluded, and selected. Parnaiba, Piaui, Brazil, 2018.

Database Found Excluded Selected
LILACS 04 00 04
PubMed 12 10 02
EMBASE 15 14 01
Google Scholar 42 40 02
Total 73 64 09

Source: Prepared by the authors.

Box 1 details the main results found in the
articles that constitute the sample: authors, title,

Box 1. Distribution of selected articles. Parnaiba, Piaui, Brazil, 2018.

database, year of publication, research design,
objectives, and main results.

Authors Titles Database/year Design/number Objectives Main results
of participants
Reis, Gomes, | Avaliagio da | LILACS/2013 Cross-sectional To identify the activity | Six patients had disability
and Cunha. limitacéo das study limitation degree and | grade 0, 18, grade 1; and 12,
atividades diarias e N =36 the quality of life of | grade 2. Many members had
qualidade de vida leprosy patients | activity limitations which are
de pacientes com undergoing neurolysis | higher in those with physical
hanseniase to treat neuritis. disabilities. ~ The  highest
submetidos a dissatisfaction in quality of life
cirurgia de concerned the physical
neurolise para domain, mainly related to pain
tratamento das and health care needs obtained
neurites. from the WHOQOL-BREF
analysis.
Santos, Functional activity | PubMed/2015 Cross-sectional To identify the | Functional limitations are
Oliveira, limitation and study association  between | associated with poor quality of
Castro, Gois- | quality of life of N =104 physical activity | life in leprosy patients, with
Santos, Lemos, | leprosy cases in an limitations and quality | low scores for the physical and
and Ribeiro. endemic area in of life in patients | environmental domains, in the
Northeastern during and  after | WHOQOL-BREF
Brazil. leprosy treatment. questionnaire evaluation.
Castro, Veloso, | Avaliacdo do grau | Google Observational, To assess the physical | Most patients (31%) had high
Matos  Filho, | de incapacidade | Scholar/2009 clinico- disability degree in | quality of life impairment;
Coelho, Pinto, | fisica de pacientes epidemiological leprosy patients by | 28%, moderate impairment;
and Castro. com hanseniase cross-sectional correlating it to quality | 24%, little compromise; 13%,
submetidos ao study of life impairment. extreme impairment; and only
Dermatology N=54 4% did not report quality of
Quality Life Index life impairment. Regarding the
em centro de disability degree, most (61.1%)
referéncia e had grade 1.
unidades bésicas de
saude.
Silva, Guisard, | Sonhos EMBASE/2013 | Population-based | To conduct a | The importance of pension
Metello, interrompidos, health survey, | population survey with | income on the survival of
Ferreira, caminhos with quanti- | leprosy patients | pensioners and their families,
Marzliak, and | desviados, marcas qualitative receiving State | as well as the impact of
Clemente. amenizadas por approach pensions as a | leprosy and  compulsory
pensdes. N =485 compensatory policy. isolation on the lives of leprosy
patients, is confirmed.
Rodini, Prevencéo de | LILACS/2010 Evaluative study To assess the physical | The most affected nerves were
Gongalves, incapacidade  na N =26 and functional status | the ulnar and posterior tibial
Barros, hanseniase com of eyes, hands, and | nerves, causing a disability
Mazzer, Elui, | apoio em um feet of leprosy patients | degree  and  deformities.
and Fonseca. manual de in relation to the onset | However, there was significant
autocuidado  para and  evolution of | improvement in the pain and
pacientes. sensory-motor social aspects domains of the

disabilities, the
disability degree, and
the quality of life.

SF-36 questionnaire, as well as
in the muscular function of
hands and feet and in feet
dryness.

Continua.
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Budel, Costa, | Perfil dos pacientes | PubMed/2011 Observational, To profile leprosy | The scores obtained by
Pedri, acometidos  pela clinico- patients treated at the | applying the Dermatology Life
Raymundo, and | hanseniase epidemiological, Outpatient Clinic of | Quality Index ranged from 1 to
Gerhardt. atendidos no cross-sectional the Evangelical | 25 points, with a mean of
ambulatério de study University Hospital of | 10.23. 50% of the patients had
dermatologia. N =22 Curitiba; to assess how | a severe or very severe Score;
leprosy affected the | 31.8% of the patients, from
quality of life in these | mild to moderate; and 18.25%
patients; to correlate | of the patients reported that
the scores to the | there was no quality of life
variables sex and | impairment.
disease form
(paucibacillary and
multibacillary).
Finez and | ldentificagdo do | LILACS/2011 Descriptive To assess the disability | Grade 2 was the most
Salotti. grau de exploratory study, | degree in  leprosy | prevalent, with several
incapacidade with a | patients after drug | disabilities that may be
em pacientes quantitative treatment  discharge, | indicative of late diagnosis.
portadores de approach by means of the
hanseniase através N=19 simplified
da avaliacéo neurological
neuroldgica assessment instrument.
simplificada.
Lima, Limitacao de | Google Descriptive  and | To describe changes in | 10 patients had no limitations;
Simpson, and | atividades e | Scholar/2014 exploratory study, | daily life activitiesand | 11 had mild limitation; and
Cabral. participacdo social with a | interpersonal only 1 had moderate limitation
em pacientes com quantitative relationships  of a | in their daily life activities.
hanseniase. approach leprosy patient. Regarding social participation,
N =22 only 3 respondents had social
restrictions.
Souza, Ayres, | Autocuidado na | LILACS/2014 Descriptive, To grasp the | The study showed the
Meneguin, and | percepgao de exploratory, with | perception of leprosy | hegemonic model and its
Spagnolo. pessoas com a qualitative | patients in relation to | concern to treat only the
hanseniase sob a approach self-care, from the | disease, disregarding the
otica da N =15 complexity viewpoint. | complex relationships that
complexidade. surround it.

Source: Prepared by the authors.

This study had predominance of articles
published in Portuguese (8) and only 1 in
English, with a concentration of publications in
the years 2011, 2013, and 2014. As for the
design, there were 4 cross-sectional studies, 3
descriptive studies, 1 evaluative study, and 1
health survey.

The instruments used to assess QoL, which
supported data collection, were: “World Health
Organization Quality of Life — Short Form-26~
(WHOQOL-BREF)(5-16), the “SF-36”"
questionnaire®, which has been translated to
and validated in Portuguese, and the
“Dermatology Life Quality Index,” developed in
the United Kingdom®2Y, translated to and
validated in Portuguese (DLQI-BRA). Also, data
were collected through structured and semi-
structured interviews%29),

To assess activity limitations, we used the
instrument “Screening Activity Limitation and
Safety Awareness” (SALSA), which was based
on the “International Classification of
Functioning, Disability, and Health” (ICF),

validated for Brazilian Portuguese>162%, The
simplified assessment of neural functions and
complications of the Brazilian Ministry of
Health®) was also used.

DISCUSSION

By discussing the gol of people with leprosy
sequelae, studies showed that the physical
domain was the most affected, followed by the
environment,  psychological, and  social
relationship domains®5-16),

Pain, discomfort, and drug dependence were
identified as the most compromised in the

physical domain®>7, In the environmental
domain, the  financial resources  and
transportation facets showed greater

dissatisfaction®>1), These 2 domains contribute
to decrease quality of life in people who have
some severe restriction or limitation due to
leprosy®®),

In the psychological domain, feelings of
unconformity, sadness, shame, insecurity, and
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worthlessness were the most mentioned®19), In
social and emotional relationships,
dissatisfaction ~with sexual activities and
friendships reflect the impact of leprosy on
social and family life®1), However, it was
found that there was a significant improvement
in the pain and social aspects domains among
literate patients, when compared to illiterate
patients®, It is believed that this occurs because
literate patients have more access to and
information on health information. Moreover, it
is known that the higher the education level, the
more knowledge a person has about the disease
and, consequently, more access to health
services, thus enabling an earlier diagnosis and,
as a result, less disability®.

Regarding gol, the scores obtained by
applying the dlgi-bra showed that 50% of the
patients had severe or very severe qol
impairment; 31.8% of the patients, from mild to
moderate, and 18.2% of the patients reported no
injury@, It is also claimed that 31% of the
patients had high qol impairment; 28%,
moderate; 24%, low impairment; 13%, extreme
impairment; and only 4% reported no qol
impairment®”,

These QoL impairments in people with
leprosy sequelae cause major physical and
mental damage, preventing them from having a
full life, requiring constant support in their daily
life activities, especially with regard to self-care
actions. Thus, it is expected that self-
responsibility among these people towards their
lives fosters self-care actions that contribute to
improve QoL. In this way, it is a must to prevent
complications and to put into practice a self-care
routine that enables health education actions
aimed at knowledge and development of the
skills needed to cope with their health
conditions®@?.

Furthermore, deploying preventive measures,
such as health education and monitoring of
leprosy control actions, implies higher education
level and more information about the disease,
providing a more effective self-care®,

As for daily life activity limitations, 1 study
conducted with 36 patients found that 6 of them
had grade O disability, 18 patients, grade 1; and
12 patients, grade 2. However, 2 other studies
identified predominance of patients with grade 2
disability®®?®), and in another study half of the

participating patients had grade 1 disability®".

In one study, the SALSA Scale was used and
it was found that 10 patients had no limitations;
11 had a mild limitation, and only 1 had
moderate  limitation in their daily life
activities®. Skin lesions, neural involvement,
and late diagnosis are responsible for these
limitations. It is noteworthy that neural
involvement can occur in all forms of leprosy®@®.

It is also worth emphasizing that the
development and onset of physical, emotional,
and social limitations and disabilities in these
people is one of the obstacles involved in disease
morbidity and chronicity, requiring effective
actions to control and monitor the cases®®),

Furthermore, it was found that the QoL
domains affected by leprosy could be mitigated
or avoided through early diagnosis and
treatment, since many patients discover the
disease late, already with deformities and
disabilities®® and, consequently, with daily life
activity limitations.

This fact leads us to infer that self-care is
significant to overcome daily life activity
limitations, as it stimulates people with leprosy
sequelae to learn more about themselves, their
bodies, and their needs. These people may be
advised by the multiprofessional team, in order
to meet their needs for support, daily inspection
skills, and procedures to protect the skin and
structures affected by disease (which include
recognition of signs and symptoms of reactions
and neuritis, use of daily protective instruments,
practice of prescribed exercises, and use of
adapted instruments, when recommended)®.

It was evidenced that people do not benefit
from self-care because they do not grasp how to
put it into practice autonomously and do not
know the disease and the readjustments needed
after diagnosis. Thus, they believe that their
actions do not interfere with their lives and self-
care and must be advised to know themselves, to
be aware of their chronic condition and,
therefore, to manage self-care@”. This is where
the importance of self-care support lies.

In this context, it is worth noticing that this
study has some constraints, among them the
search by a single researcher and the collection
process in only four databases stand out,
something which contributes to the scarcity of
articles found.
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FINAL CONSIDERARIONS

It was found that the gol of people with
leprosy sequelae was significantly compromised.
So, the adoption of strategies to minimize the
damage resulting from this millenary disease is a
must. Among such strategies, it is worth
mentioning those that raise awareness of self-
care or supported self-care actions — on the part

of health professionals — along with the patients
who, due to leprosy sequelae, show physical and
psychological losses. There is a need to highlight
the poor knowledge on supported self-care,
which could be an intermediate stage for self-
care awareness and practice. Overcoming these
losses requires a collective effort on the part of
health professionals and institutions and people
with leprosy sequelae.

QUALIDADE DE VIDA DOS SUJEITOS COM SEQUELAS PELA HANSENIASE E
AUTOCUIDADO: UMA REVISAO INTEGRATIVA

RESUMO

Objetivo: Identificar a producgao cientifica acerca da qualidade de vida dos sujeitos com sequelas pela hanseniase e
sua relagdo com o autocuidado. Método: Realizou-se, em julho de 2018, uma reviséo integrativa da literatura. Foram
utilizadas as bases de dados PubMed, Lilacs, EMBASE e Google Académico. Analisaram-se 9 artigos que atenderam
aos seguintes critérios de inclusdo: publicados entre 2008 e 2017, disponiveis na integra on-line e gratuitamente,
escritos em lingua portuguesa ou inglesa e que abordassem as teméticas qualidade de vida, autocuidado e
hanseniase. Para extracdo dos dados, fez-se a leitura na integra dos artigos selecionados. A andlise dos dados foi
descritiva. Resultados: Ao discutir a qualidade de vida dos sujeitos com sequelas pela hanseniase, os estudos
mostraram que o dominio fisico foi o mais comprometido, ocasionando déficit no autocuidado. Poucos dados foram
publicados sobre qualidade de vida e sua relagdo com o autocuidado. Concluséo: Refletir sobre o autocuidado é uma
necessidade diante da caréncia de estudos sobre o tema, que se torna emergente, na medida em que se sabe que o
autocuidado pode favorecer a melhora significativa da qualidade de vida dos sujeitos com sequelas pela hanseniase.

Palavras-chave: Hanseniase. Autocuidado. Qualidade de vida. Pessoas com deficiéncia.

CALIDAD DE VIDA DE LOS SUJETOS CON SECUELAS POR LA LEPRA Y AUTOCUIDADO:
UNA REVISION INTEGRADORA

RESUMEN

Objetivo: identificar la produccién cientifica acerca de la calidad de vida de los sujetos con secuelas por la enfermedad
de Hans o lepra y su relacion con el autocuidado. Método: se realizé, en julio de 2018, una revision integradora de la
literatura. Fueron utilizadas las bases de datos PubMed, Lilacs, EMBASE y Google Académico. Se analizaron 9
articulos que atendieron los siguientes criterios de inclusién publicados entre 2008 y 2017, disponibles en su totalidad
on-line y gratuitamente, escritos en lengua portuguesa o inglesa y que tratasen las teméticas calidad de vida,
autocuidado y lepra. Para la recoleccion de los datos, fue hecha la lectura en su totalidad de los articulos
seleccionados. El analisis de los datos fue descriptivo. Resultados: al discutir la calidad de vida de los sujetos con
secuelas por la lepra, los estudios demostraron que el dominio fisico fue el mas perjudicado, ocasionando déficit en el
autocuidado. Pocos datos fueron publicados sobre calidad de vida y su relacién con el autocuidado. Conclusién:
reflexionar sobre el autocuidado es una necesidad ante la carencia de estudios sobre el tema, que se vuelve prioritario,
en la medida que se sabe que el autocuidado puede favorecer la mejora significativa de la calidad de vida de los sujetos
con secuelas por la lepra.

Palabras clave: Lepra. Autocuidado. Calidad de vida. Personas con discapacidad.
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