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ABSTRACT:

Objective: Evaluate the degree of impairment of the quality of life of people with Hansen'’s disease,
according to social demographic and clinical variables

Method: Descriptive, transversal, quantitative study, involving 45 patients from a reference hospital
located in Jodo Pessoa, Paraiba, Brazil. For obtaining data, interviews were performed based on a
semi-structured questionnaire, including social demographic and clinic variables of the participants; to
evaluate their life quality the instrument Dermatology Life Quality Index was used, after approval in the
Committee of Ethics in Research of the Federal University of Paraiba. In the data analysis, the non-
parametric Test of the Chi-square of Pearson was used with level of significance of 5% (p<0,05), being
used the Yates correction continuity, when necessary.

Results: It is highlighted a prevalence of male, brown, single, aged 18 to 40 individuals, with family
income lower than three minimum salaries and low schooling. From this total, 88,9% presented the
clinical multibacillary form of the Hansen’s disease and 60% of them, with level of impairment of quality
of life varying between moderate and very serious, according to scores of the instrument used.

Enfermeria Global N° 56 Octubre 2019 Pagina 146


mailto:cibellynf@hotmail.com
http://dx.doi.org/10.6018/eglobal.18.4.342601

Conclusion: It is reassured the important impact of the Hansen'’s disease in the quality of life of their
carriers, as indicated by the high scores obtained in the application of the DLQI.

Key words: Hansen’s disease; Quality of life; Nursing.

RESUMO:

Objetivo: Avaliar o grau de comprometimento da qualidade de vida de pessoas com hanseniase,
segundo variaveis sociodemograficas e clinicas.

Método: Estudo descritivo, transversal, quantitativo, envolvendo 45 pacientes de um hospital de
referéncia, localizado em Jodo Pessoa, Paraiba, Brasil. Para obtencdo dos dados, realizou-se
entrevistas a partir de questionario semiestruturado, contemplando variaveis sociodemogréficas e
clinicas dos participantes; para avaliar sua qualidade de vida foi utilizado o instrumento Dermatology
Life Quality Index, apés aprovacdo do Comité de Etica em Pesquisa da Universidade Federal da
Paraiba. Na andlise dos dados, utilizou-se o Teste ndo-paramétrico do Qui-quadrado de Pearson com
nivel de significancia de 5% (p<0,05), sendo utilizado a Correcao de Continuidade de Yates, quando
necessario.

Resultados: Evidencia-se uma prevaléncia dos individuos do sexo masculino, pardos, solteiros, com
idade entre 18 e 40 anos, com renda familiar inferior a trés salarios minimos e baixa escolaridade.
Desse total, 88,9% apresentavam a forma clinica multibacilar da hanseniase e 60% deles, com grau de
comprometimento da qualidade de vida vaiando de moderado a muito grave, segundo escores do
instrumento utilizado.

Conclusdo: Reafirma-se o importante impacto da hanseniase na qualidade de vida de seus
portadores, tal como indicado pelos altos escores obtidos na aplicacdo do DLQI.

Palavras-chave: Hanseniase; Qualidade de vida; Enfermagem.

RESUMEN:

Objetivo: Evaluar el grado de deterioro de la calidad de vida de las personas con enfermedad de
Hansen, de acuerdo con las variables sociodemograficas y clinicas

Método: Estudio descriptivo, transversal, cuantitativo, que involucré a 45 pacientes de un hospital de
referencia en Jodo Pessoa, Paraiba, Brasil. Para la obtencién de datos, las entrevistas se realizaron a
partir de un cuestionario semiestructurado que incluyd las variables sociodemogréaficas y clinicas de los
participantes; para evaluar su calidad de vida se utilizé el instrumento Dermatology Life Quality Index,
luego de su aprobacion en el Comité de Etica en Investigacion de la Universidad Federal de Paraiba.
En el analisis de los datos, se utilizé la Prueba no paramétrica del Qui-cuadrado de Pearson con un
nivel de significacion del 5% (p <0,05), usandose la continuidad de correccion de Yates, cuando fue
necesario.

Resultados: Se destaca la prevalencia de individuos varones, pardos, solteros, de entre 18 y 40 afios,
con ingresos familiares inferiores a tres salarios minimos y baja escolaridad. De este total, el 88,9%
presentd la forma clinica multibacilar de la enfermedad de Hansen y el 60% de ellos, con un nivel de
deterioro de la calidad de vida que varia entre moderado y muy grave, segun los puntajes del
instrumento utilizado.

Conclusion: Se confirma el importante impacto de la enfermedad de Hansen en la calidad de vida de
sus portadores, como lo indican los altos puntajes obtenidos en la aplicacion del DLQI.

Palabras-clave: Enfermedad de Hansen; Calidad de vida; Enfermeria.

INTRODUCTION

The Hansen’s disease is a chronic infectious and contagious disease. It is considered
one of the most ancient diseases, which affect men, since 600 B.C., including cases
described in the Bible ™ Although it is curable, Brazil is considered the second most
endemic country in the world.

The epidemiologic situation of the Hansen’s disease in the country, according to the
Secretary of Surveillance in Health of the Ministry of Health Saude, points that the
coefficient of the year 2013 was of 1,42 case at each 10 thousand inhabitants. In
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1991, during the 49™ World Health Assembly (WHA), it was established as aim by the
World Health Organization that the 122 most endemic countries committed with the
elimination of the Hansen’s disease as public health problem, when reaching a
prevalence inferior to 1 case at each 10 thousand inhabitants ).

The clinical manifestations of the Hansen'’s disease are characterized, specially, by the
presence of skin lesions, loss of sensibility and neural thickening. It can affect people
of all ages, although, it is less frequent in children. There is higher incidence in male
people, in most regions of the world *.

For operational purposes, the World Health Organization (WHO) classifies the
Hansen'’s disease, according to the number of cutaneous lesions and neural damage,
in paucibacillary and multibacillary. The specific treatment of Hansen’s disease is
made with polychemoteraphy (PCT), globally standardized. The PCT eliminates the
bacillus, making it unviable and avoiding the evolution of the disease, preventing the
functional alterations, leading to cure when performed correctly and completely®.

Along the years, people affected by Hansen’s disease suffer discrimination by the
society. These attitudes, associated to the deformities and mutilations provoked by the
disease, generate prejudices which continue to hap(pen until today, affecting negatively
the quality of life of people with Hansen’s disease .

According to WHO, the term quality of life “[...] refers to the perception of the individual
in his or her position in the life in the context of the culture and systems of values in
which he or she lives related to their objective, expectancies, patterns and worries”®%,
The definition considers physical and psychological aspects, independence, social
relations, environment, spirituality, religion and personal beliefs. Therefore, a
grievance or infirmity might have negative impacts in the quality of life of the people ).
Aiming objective measures of the problem and their consequences, as well as a better
therapeutic approach of patients with Hansen’s disease, some questionnaires that
serve as evaluation instruments of the quality of life related to health , specifically for
the area of dermatology were developed, with emphasis to the Dermatology Life
Quality Index (DLQI), developed by Finlay and Khan, in 1994, in United Kingdom,
which was translated and validated to the English language in Brazil by Martins,
Arruda and Mugnaini em 2004 (Index of Quality of Life in Dermatology), already known
and applied previously, in other dermatological diseases®?.

The performance of this investigation was justified by the need of assessing how much
the Hansen’s disease affects the quality of life of affected people, allowing to display
the possibility of impact of the disease in the quality of life of the patients, and,
therefore present the results to the managers, to subside actions and strategies to be
implemented, as well as to the health professionals involved in the attention to the
patients, meaning a holistic and humanized care.

Among these professional the performance of the nurse is highlighted. According to
their Professional Ethics Code, he is the one committed to the health and the quality of
life of the people, working with autonomy in the promotion, prevention, recovery and
rehabilitation of health, having a fundamental role in this process and contributing for a
qualified and innovating nursing assistance to the patient with Hansen’s disease “*°.
Overall, this study aimed to evaluate the level of commitment of the quality of life of
people with Hansen’s disease attended in a Hospital in Jodo Pessoa-PB, according to
social demographic and clinical variables.
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MATERIAL AND METHOD

It is a descriptive, transversal study, with quantitative ** approach. The scenery of the
research was a hospital institution, of public management, destined to attend patients
with infections and parasitic diseases, located in the city of Jodo Pessoa — PB. The
choice of the place was due to the fact that the hospital is a reference institution in the
treatment of the Hansen’s disease in Paraiba.

The population of this study was composed of 151 patients, registered and attended in
the specialized ambulatory in dermatology of the selected institution, in the period of
data collection. The sample, obtained by the non-probabilistic technique of
convenience, was of 45 participants, who turned up expontaneously, to the outpatient
care, during the period from August to September 2016, and that attended to the
inclusion criteria: Be 18 years old or more and be in ambulatory treatment for at least
one month. On the exclusion criteria, the following issue was listed: the patient had
any kind of neurological or psychiatric disorder, which made him impossible to answer
precisely the items of the instrument.

The data collection was begun after the approval of the Ethics Committee in Research
of the Federal University of Paraiba (UFPB), under protocol number 0314/16, and
CAAE n° 56539516.0.0000.5188, with agreement of the Direction of the Institution
chosen as scenery of research. It is also highlighted that during all the phases
investigated the ethic aspects in researches involving human beings were considered,
contained in the Resolution number 466/12, of the National Council of Health*?.

In order to obtain the empiric material, a semi structured questionnaire was used,
composed of objective and subjective questions, referring to the social demographic
and clinical characterization of the participants of the research according to the
variables: gender, age, skin colour, marital status, level of education, situation of
residence, occupation, family income, operational classification of the Hansen’s
Disease, previous understanding on the term quality of life, besides the main
difficulties and clinical conditions most affected during the sickness process.

To evaluate the quality of life of the participants of the research a specific instrument
for dermatology was used, it was developed by Finlay and Khan in 1994 -
Dermatology Life Quality Index DQLI which was translated and validated to the
Portuguese language in Brazil by Martins, Arruda and Mugnaini in 2004®9.

The DLQI is composed of 10 multiple-choice questions, divided into six fields: work,
leisure, personal relations, treatment, symptoms and feeling, which evaluate the
individual from the dermatological point of view and can be used to either measure or
compare the quality of life among different skin diseases. The score of the instrument
varies from 0-30, when 0 is attributed to the best result and 30 to the worse, being:
without impairment of the quality of life (0-1), with mild impairment (2-5), moderated (6-
10), severe (11-20) or very severe (21-30). The screening study will bring relevant
information regarding the stigma of the Hansen’s disease, attending to the objectives
of the research.

The data were submitted to the software SPSS - Statistical Package for the Social
Sciences, version 20, aiming to perform the descriptive analysis of the variables
studied and testing the hypothesis of possible association between the dependent
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variable (impairment of the quality of life) and the independent variables (gender, age,
skin colour, marital status, school level, family income, operational classification).

To check this possible association, the non-parametric Test of the chi-square of
Pearson with significance level of 5% (p<0,05), being used the Correction of Continuity
of Yates, when necessary. It is worth to highlight that the dependent variable was
reorganized into two categories: without impairment (score from 0 to 1) and with
impairment (score of 2 or more).

RESULTS

The results of this investigation were arranged according to the social demographic
data (gender, age, skin colour, marital status, school level, family income and
occupation) of the interviewee, the clinical aspects related to the operational
classification of the Hansen’s disease and to the level of impairment, and also the
knowledge about the quality of life and main difficulties lived by the participants.

With regard to the social demographic data, it is emphasized that most of the patients
with Hansen’s disease is male (53,3%), aged up to 40 (44,4%), brown (64,5%), single
(55,6%), incomplete primary school level (44,4%) and family income ranging between
1 and 3 minimum salaries (53,3%), as show in the Table 1.

Table 1: Distribution of people with Hansen’s disease, according to the social
demographic variables. Jodo Pessoa, Paraiba, Brazil, 2016. (N = 45)

Patients with Hansen’s

Variable Category
N %
Gender Male 24 53,3
Female 21 46,7
Age Until 40 years old 20 44,4
From 41 to 60 years old 14 31,2
61 years old or more 11 24,4
Colour Brown 29 64,5
White 10 22,2
Black 06 13,3
Marital Status  gjingle 25 55.6
Married / Stable Union 15 33,3
Widow 02 4.4
Separated / Divorced 03 6,7
Schooling Level llliterate 12 26,7
Incomplete Primary school 20 44,4
Incomplete Secondary school 08 17,8
Higher education 05 11,1
Family Income * Until 1 MS* 18 40,0
Between 1 and 3 MS 24 53,3
Between 3 and 5 MS 02 4,4
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Above 5 MS 01 2,2
Total 45 100

*MS: Mininum Salary; Current value in the period of the study is R$ 880,00
Source: Research data

On the occupation or income source it was observed a higher prevalence of maids
(24,4%), followed by retired people (20%), bricklayer's mates (11,1%), agriculturist
(11,1%), student (8,9%), pedagogue (2,2%), among others (22,2%). From the total of
patients, 86,7% mention to live in the urban zone and 13,3% in the rural zone.

With regard to the operational classification of the Hansen’s disease it was highlighted
the multibacillary form, registered in 88,9% of the participants of this study, which can
be seen it Table 2.

Table 2: Distribution of people with Hansen’s disease, according to operational
classification. Jodo Pessoa, Paraiba, Brasil, 2016. (N = 45)

Number of patients

Operational classification of the Hansen’s disease

N %
Paucibacillary 5 11,1
Multibacillary 40 88,9
Total 45 100

Source:; Research data

With respect to the evaluation of the quality of life of the people with Hansen’s disease,
according to the scores obtained according to the classification of the DLQI, the study
showed that 84,4% of the participants presented any type of level of impairment of the
quality of life, as exposed in Table 3.

Table 3: Distribution of people with Hansen’s disease, according to level of
commitment of quality of life obtained of the instrument DLQI.
Jodo Pessoa, Paraiba, Brasil, 2016. (N = 45)

Patients with Hansen’s disease

Score Level of commitment

N %
(0-12) Without impairment 7 15,6
(2-5) Mild impairment 11 24,4
(6 —10) Moderated impairment 8 17,8
(11 -20) Severe impairment 14 31,1
(21 - 30) Very severe impairment 5 11,1
Total 45 100

Source: Research data

To the level of 95% of trust there are evidences of the significant association between
operational classification of the Hansen’s disease and level of impairment (p=0,024),
as exposed in the Table 4.
Table 4: Distribution of the level of impairment of quality of life of the people,
according to the operational classification of the Hansen’s disease. Joao
Pessoa, Paraiba, Brasil, 2016. (N=45)
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Impairment of the quality of life

Operational classification of the Without With Total

Hansen’s disease i2 *%k
N % N % N 9% °MWoP

Paucibacillary 429 2 53 5 11,1 5,08 0,024

3
Multibacillary 4 57,1 36 94,7 40 88,9
Total 7 100 38 100 45 100

**Correction of continuity of Yate
Source: Research data

However, it was not possible to observe a relation between the impairment of the
quality of life and the variables: Gender (p=0,634), Age (p=0,961); Skin colour
(p=0,251); Marital status (p=0,183); Education (p=0,777); Family Income Familiar
(p=0,074) and Diagnostic Time (p=0,797).

In relation to the understanding of the participants about the meaning of the term
quality of life, main difficulties found during the performance of the activities of the
daily/social life and about the clinical conditions that affect more their quality of life.
This study achieved multiple subjective answers, which varied particularly according to
the reality of each individual. However, for a better comprehension of the results we
preferred to categorize the answers according to their meaning, putting together the
ones with higher similarity, which can be seen on the Chart 1.

Chart 1: Frequency of subjective answers of people with Hansen’s disease,
according to knowledge about quality of life and main difficulties lived. Jo&o
Pessoa, Paraiba, Brazil, 2016. (N = 45)

Subjective questions* ATETIERE FIEEUETEY of
answers (n)

House to live 4
Support from the Family and 6
friends

What do you understand by | Good eating habits. 6

guality of life? Financial Stability /Income 10
Spirituality 12
Health and well-being 41
Cooking 3
Activity of daily life (dressing eating 4

What are the difficulties | €tC)

found in the daily/social | Sportand leisure 6

life? Walking 9
Domestic chores 9
Working 11
Loss of sensibility 5
Others (vision, dryness, aesthetic/ 3

What are the clinical | Prejudice etc.)

conditions of the day by day | Loss of Strenght (MMII/MMSS) 12

most affected? Pain 20
Dormancy 23
Systemic Alterations (weakness, 28
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chills, fever, tingling, cramps,
indisposition etc.)

*Questions which permito ne or more answers.
Source: Research data

It is highlighted in 41 of the answers the term ‘health/well-being’, as the most
mentioned when it was thought quality of life, followed by spirituality and financial
stability.

With regard to the main difficulty found by the participants of the study, during the
performance of any daily or social activity, multiple subjective answers were obtained.
Notably: Work, perform house chores and walking.

In the aspect clinical condition that most affects the quality of life, the most mentioned
were: systemic alterations, dormancy and pain.

DISCUSSION

The result of the research allowed to identify and comprehend how these individuals
tried the reality and the impact of the disease in their lives, in a social context with the
several complexities that involves them, as there are reports of numerous patients that
stopped working and producing due to the pathology.

Reinforcing data found in the literature about the theme, the Hansen’s disease is a
disease with high disabling potential, interfering drastically in the work and social life of
the patient, which causes big economical losses in the family ambit and psychological
traumas®.

As well as in several studies, regarding the demographical characteristics it was
checked a predominance of male participants, the same way pointing to a bigger
prevalence among young people, average age 40 years old. Most of the individuals
said they were brown®®314,

Highlighting data from previous studies about the theme, the interviewees revealed
low education level. Within the illiterates and the ones who had incomplete primary
school level were 71,1%. It is important to highlight the low school level of the
population studied, as a factor, which implies the dissemination of the disease, as it is
known that the Hansen’s disease affects exactly poor populations and with low level of
knowledge regarding important actions of prevention against drugs, connected to the
aggravating of the poor social condition. Such factors can, somehow, make difficult the
access and the apprehension of orientations about the prevention of the disease and
complications, treatments and continuous necessary care.

In this study, from the total of interviewees 86,7% answered to have domicile into the
urban zone. A very important datum, observing that studies from the Ministry of Health
indicate the domicile as being an important space of transmission of the disease.
Therefore, right after being diagnosed a case of Hansen’s disease it is recommended
that an active search be initiated in the communicating households, aiming to track
other possible cases of the disease *9.
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With regard to the family income, 40% of the investigated of the study in screen live
with up to 1(one) minimum salary, which is equivalent to R$ 880,00 per month. It is
considered one of the most used social economic indicators to identify and elaborated
the Human Development Index (HDI) of 2013, Brazil occupies the 79" position among
187 countries in the world ranking. Therefore, according to the document, 7,4% of the
Brazilians are classified in the index as population almost in multidimensional poverty
and that “suffers privation” in health, education and income™?.

However, the income source from labour and from the workforce is one of the most
important factors, which interferes directly in the quality of life of the people with
Hansen’s disease. Either regarding reduced or impeded Ilabour capacity, or,
principally, for being ta contingent that, most of the times, does not have other income,
but the physical force to get conditions of living. Over all, among the most mentioned
professions by the interviewees are: maids, bricklayer's mates and agriculturists.
Therefore, associated to several other components, it is difficult to change the
professional activity and relocation in the working market 8.

Regarding to the operational classification of the Hansen’s disease, it was observed in
this research the predominance of multibacillary cases with higher level of impairment
of quality of life, corroborating with data presented by other studies about this same
thematic**319),

The scores obtained in the evaluation of patients according to the DLQI ranged from 0
to 27. From the total of the sample most of the patients (84,4%) presents, according to
the instrument, any level of impairment of the quality of life. From these, 31,1% with
severe impairment and 15,6% did not present impairment of the quality of life. This
may be caused by the impact of the involvement of the Hansen’s disease in the
activities of life of the ill people, interfering in the interaction of the individuals with the
environment where they are inserted, as shown in a study which evaluates the impact
of diseases in the activities of life of the people that suffer with these grievances 9.

With regard to the subjective answers of the interviewees on understanding about the
term quality of life, there has been bigger frequency of participants that associated the
terms health and well-being. In the previous century, the World Health Organization
(WHO) clarified that the health must be understood in an expanded form, going
through all the human dimensions, which corroborates with the improvement of the
quality of life of the people. In this sense, due to the advances in the field of the health
sciences, the quality of life of the human being has been the object of the intervention
of several social sectors, associating health and well-being to the quality of life of the
population, as the empiric idea of the collaborators of this study is shown %22,

With regard to the main difficulties faced by the participants during any activity of the
social/daily life, multiple answers were obtained. Among the most mentioned are: the
daily life activities, emphasizing the difficulty to work, walk and perform house chores.
Previous study, performed in two deactivated colonies in the eighties and that continue
to attend patients remaining the institutionalization, confirms this finding, confirming
that the phP/sicaI incapacities are risk factors for worsening in the quality of life of these
individuals'®®.

Regarding the clinical conditions which most affect the quality of life of the Hansen’s
disease patients, several systemic alterations were mentioned, highlighting dormancy
and loss of motor strength in upper and lower limbs, accompanied by pain and loss of
sensibility. This relation will be influenced by the capacity that the individual will
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present facing the grievance, as in some patients the minimum interference coming
from symptoms can cause negative effects, in other individuals can react differently
facing the interference of this symptoms®¥.

Regarding the psychological dimension, the quality of life of people with Hansen’s
disease can be reached negatively, as the society configures an aesthetic paradigm
focused on the beauty and physical integrity, which can be changed due to the
disease *3%. Besides this, historically, as in many places, for centuries, the disease
was considered a maximum punishment coming from God, configuring, yet in
modernity, as an archaic idea of the involvement from gquilt and spiritual
unhappiness?®).

Overall, it is necessary to highlight the high level of clinical impairment observed
among the participants of this study and with consequent impact of varied levels in
their quality of life, with impairments for its functionality, sociability, as well as self-
esteem. Such results emerge reflections on the actions which are being implemented
in the attention to the health of the patients in the diverse assistance scenarios, as well
as to search effective and efficient strategies that change this reality.

It is highlighted as limitation of this study the fact of it having a transversal character
and uses a sample on demand of service in a centre of reference, which results may
not reflect all the universe of the community who suffers the infection studied.
However, it is conjecture the necessity of increasing and improving the attention to
health of people with Hansen’s disease, above all regarding the care to the
dimensions committed of these patients, through interventions in the ambit of the
health articulated to the public policies, aiming to improve the quality of life. It is
emphasized, therefore, the necessity of other studies, broader, regarding the theme,
involving participants and diversified regions.

CONCLUSION

Based on the interpretation of data from this study, it is reaffirmed the important impact
of the Hansen’s disease in the quality of life of the people infected, as indicated by the
high scores obtained in the application of the DLQI. It is shown the direct relation of
the occurrence of Hansen’s disease, mostly, males, with operational multibacillary
classification, in adverse social economic conditions, highlighted by low family income
per capita monthly, low scholar level and precariousness of the relations of work in
the participating population, found this in accordance to what is described in the
literature on the evident theme.

The evaluation of the quality of life from the specific point of view of the “Dermatology
Life Quality Index” — DLQI showed that the patients classified as multibacillary
presented important involvement of the quality of life, showing the highest scores in
level of involvement if compared to the paucibacillars.

It is necessary to turn the attention of the health professionals to recognize the
impairment of the quality of life, especially in those patients classified as multibacillary
Hansen’s disease, so that actions and care be implemented focusing on the
necessities in their diverse dimensions, general state of health, pain, physical,
psychological, social, emotional, functional aspects, vitality, spirituality and mental,
personalizing the health care individually and integrally of the human being.
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It is also important to highlight that it is necessary new studies which can be developed
in other levels of attention, aiming to understand how the Hansen’s disease interferes
in everyday life of the people with the disease in the several social strata, because, as
indicated in this study, the Hansen’s disease interferes in several dimensions of the
quality of life of the people, who suffer as a result of the infection.

This study enables evidences that information on life quality can be useful to evaluate
and increase the effectiveness of the treatments that aim not only the biological
necessities and the grievances to the health, but, also associate to the physical and
psychosocial impact, contributing to the improvement of the service rendered to the
patients, in several services of the Attention to the Healthcare network.
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