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RESUMO

Introducédo: A hanseniase é uma doenca cronica, infecto-casaginsidiosa, tratavel

e cronica que provoca afeccOes dermatoneurologissomplicacdes decorrentes do
comprometimento neurolégico provocam sequelas pegiéntemente atingem olhos,
nariz, maos e peés e se nao tratados precocemeantei para deficiéncias fisicas, por
vezes irreversiveis e funcionalmente desastrosas paindividuo. No Brasil, o
coeficiente de deficiéncias fisicas graves e visivigsrau 2) no diagndéstico é
considerado alto>(10%) pelo Ministério da Saude. O tratamento medé&doso que
elimina o bacilo, ndo garante o fim da progressodeficiéncias. Assim, ex-pacientes
com deficiéncias fisicas graves ou leves devem geeger sob os cuidados da equipe
de reabilitacdoObjetivo: Avaliar deficiéncias fisicas, participacdo socidih@tacao de
atividades em individuos afetados pela hansenipés a término do tratamento
medicamentoso com a poliquimioterapia, descrevarrslacdo conas caracteristicas
sociodemograficas desses individuos e estimar sddndias entre suas residéncias e
servicos de reabilitacdo do municipiGasuistica e Métodos: Estudo descritivo
transversal que incluiu todas as pessoas acomepielas hanseniase, residentes e
tratadas em Sao José do Rio Preto-SP no perioti®S#ea 2006. Aplicou-se protocolo
proprio para obtencdo de dados gerais e clinicesleficiéncias fisicas foram medidas
pelo Grau de Incapacidades da OMS (GI) e psles-Hand-FeefEHF). Aplicou-se a
escala_Sreening of Ativity Limitation and_&fety Awareness (SALSA) e a escala de
Participacédo (EP) versédo 4.6, para medir a paaipéip socialResultados: Das 335
pessoas tratadas no periodo, foram localizadaslmdas 223 (66,6%). Destes, 51,6%
eram do género feminino, com idade média de 54 @ipikb,7), 66,4% tinham até 6
anos de estudo, 43,5% trabalhavam e 26,9% estapaserstados, a forma dimorfa

(39,9%) predominou. A saude fisica e mental foistgrada boa no ultimo més por
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50,2% e 59,2%, respectivamente. Dores foram redatadr 54,7% dos entrevistados;
54,3% sofrem de alguma doenca. As deficiénciagafisiocorreram em 32% e a
limitacdo de atividades avaliada pela escala SAIEBA57,8% dos participantes. A
restricdo social ocorreu em 35,4% dos ex-paciedtgeesenca de deficiéncias fisicas
foi maior com aumento da idade, em casos multiaeslie com julgamento ruim sobre
sua saude fisica. Os que necessitam de prevergidibiagdo percorreram distancia
média de 5,5 km até o servico de reabilitacdo. ldoasgsociacdo significante da
restricdo social com renda familiar menor que arg@ minimos; doencas associadas;
hospitalizacdo no ultimo an® presenca de deficiéncia fisica. Houve associapée
limitacdo de atividades e género feminino, renduilfar < que 3 salarios minimos,
relato de lesdo significante, dores, doencas as$axie presenca de deficiéncia fisica.
Conclusbes:As deficiéncias foram frequentes e associaram-seinaento da idade,
formas multibacilares e julgamento ruim sobre sugne saude fisica. A restricdo
social foi frequente e influencida pela presenca deéiciéncias, outras doencas
associadas, hospitalizagdo recente e baixa rehdanitacdo de atividades foi mais
frequente que as deficiéncias fisicas, associoaesefatores de baixa renda, género
feminino, presenca de lesdo, deficiéncia fisicagngas e dores. Os servicos de
reabilitagdo no municipio estéo distantes das @éesids dos pacientes.

Palavras-Chave: Hanseniase; Atividades Cotidianas; Epidemiolodiégrbidade;
Classificacdo Internacional de Funcionalidade, pacadade e Saude; Qualidade de

Vida; Avaliacdo da Deficiencia; Participagcéo Sacial
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ABSTRACT

Introduction: Leprosy is a chronic infectious, contagious, ifmid, but treatable
disease that causes dermatoneurologic disorders. cbmplications resulting from
neurological involvement cause sequelae that @tlact the eyes, nose, hands and feet
and if not treated early, evolve to physical disabs that are sometimes irreversible
and disastrous for the functionally of the indivadluin Brazil, the coefficient of severe
and visible physical disabilities (Grade 2) at diagjs is considered higk (L0) by the
Ministry of health. The drug treatment that elintegthe bacillus does not guarantee
the end of the progression of the disability. Thes;patients with severe or mild
physical disabilities should remain under the oafrea rehabilitation teamAim: To
assess physical disabilities, social participatoml activity limitations of individuals
affected by leprosy after completing multidrug ey, describing their relationship
with the socio-demographic characteristics of thés#ividuals and estimate the
distances between their homes and rehabilitatiovices. Patients and methods:A
cross-sectional descriptive study was carried dudlloleprosy patients from 1998 to
2006 who were residents and treated in S&o Jos&al®reto, SP, Brazil. A specific
questionnaire was applied to obtain general amidceli data. The physical disabilities
were assessed using the Degree of Disability swfaitee WHO and the Eyes-Hand-Feet
score. The Screening of Activity Limitation and &gf Awareness scale (SALSA) and
the scale of participation (version 4.6) were aggplio measure social participation.
Results: Of the 335 people treated in the period, 223 @f.6vere contacted and
evaluated. Of these, 51.6% were women, the meanvagé4 years (SD 15.7), 66.4%
had up to 6 years of schooling, 43.5% worked an®%6were retired, and the

dimorphous form of the disease predominated (39.9%9 mental and physical healths
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were considered good in the previous month by 50a2% 59.2% of the participants,
respectively. Pain was reported by 54.7% of respots] 54.3% suffered from some
disease. Disabilities occurred in 32% and limitagiof activities as evaluated by the
SALSA scale affected 57.8% the participants. Retsbris in social participation
occurred in 35.4% of the ex-patients. The preseasfcdisabilities was higher with
increasing age, in cases of multibacilar disaeagsewahen individuals considered their
physical health was bad. Those who needed prewemeasures/rehabilitation travelled
a mean distance of 5.5 km to the rehabilitationviser There were significant
associations of social restriction with family imee of less than 3 minimum wages,
associated diseases, hospitalization within th@ipus year and physical disabilities.
There were also associations of activity limitatowith being female, household
income< 3 minimum wages, reports of significant injuryjrpaassociated diseases and
physical disability.Conclusions: Disabilities are common and were associateed with
increasing age, the multibacilar form of the digeaad the feeling that the physical
health was bad. Social restriction was also comarahinfluenced by the presence of
deficiencies, associated diseases, recent hogpiialn and low income. The limitation
of activities was more common than physical distdsd, and was associated to low
incomes, being female, presence of injury, disghillisease and pain. Rehabilitation
services are far from patients’ residences.

Key-Words: Leprosy; Activities of Daily Living; Epidemiology; Morbidity ;
International Classification of Functioning, Dislitlyi and Health ; quality of

life; Disability Evaluation; social participation
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1. INTRODUCAO

Clinica da hanseniase

A hanseniase foi descrita em 1873 e € uma doerigacar infecto-contagiosa, que
provoca afecgbes dermatoneurologicas. De carasatioso e tratdvel, tendo como
Unico agente causadoiycobacterium lepraé?

O bacilo de Hansen é um parasito intracelular geiemsiltiplica no interior do
macréfago e acomete fundamentalmente a pele, nsogmervosos e as ramificacbes
nervosas. O diagndstico baseia-se principalmenferesenca de lesGes de pele, perda
de sensibilidade e espessamento nétiral.

Embora o0 modo de transmissdo da hanseniase aij@anserto, a maioria dos
investigadores acredita queMycobacterium lepraé geralmente transmitido de pessoa
para pessoa por goticulas respiratdftas.

As diversas formas clinicas que se apresentamet@aminadas pelos diferentes niveis
das respostas imunes lslo leprae uma vez que a infeccao evolui de diversas mamneira
Encontra-se na formadeterminada a presenca de maculas hipocrémicas ou areas
circulares de pele aparentemente normal com peadsedsibilidade dolorosa e tétil
caracterizado como um estagio inicial da doefica.

A forma tuberculoide possui alta resisténcia a infeccdo, manifestaesa tesdes
cutdneas e/ou neurais Unica ou em pequeno numemo,delimitadas, com anestesia
local, maculas ou placas bem delimitadas, colorag@émato-acastanhada, podem
possuir espessamento de troncos neurais super@iciaprofundos geralmente em
pequeno nimeréd

A formavirchovianacorresponde ao polo de baixa resisténcia a doeargagterizando-

se pela cronicidade de sua evolucdo, por lesOémeas eritematosas, acastanhadas,



espessadas com limites externos nao nitidos, ratidles em placa, nodulos, e
hansenoma$ Na forma dimorfa da hanseniase, as manifestacdes clinicas sao
semelhantes, apresentando em geral, lesdes papuosamatosas, de limites externos
imprecisos, centro hipocromico e anestesia locgirésenca de nodulos infiltrados na
face e pavilhdes auriculares aproxima do polo wv@dmo e lesdes cutaneas pouco
numerosas e assimétricas revelam tendéncia adyi@cculdide 467"

As complicacbes decorrentes do comprometimentoofgico causam disturbios de
sensibilidade e da forca muscular advindo seqigles freqientemente atingem os
olhos, o nariz, as méos e os fé5Esses comprometimentos se nédo diagnosticados e

tratados com precocidade, evolui para incapacidédiess, por vezes irreversiveis e

funcionalmente desastrosas para o indiviéidt

Epidemiologia da hanseniase

A hanseniase acometeu aproximadamente 230.000 mwiv&kluos no mundo no ano
de 2010, sendo que a maioria dos casos perteramarpaises subdesenvolvidos. Nas
Américas, 37.740 casos novos da doenca foram ragjist, e deste 34.894 (92,4%) sao
brasileiros, sendo o pais o principal responsaeth gndemia da hanseniase no
continente americari®?

No Brasil, apesar de importantes variacoes regipnam 2011, a deteccdo da
hanseniase foi de 15,8/100.000 hab, parametro esmsiderado alto (10,0 a
19,99/100.000 hab) e a prevalencia de 12,4/100/08® (muito alto - 10,00 a
19,99/100.000 hab) com 23.660 casos em registro.dd estado de Sao Paulo atingiu
a eliminacdo da doenca (10/100.000 hab) desde #962010 no estado, a deteccéo

foi de 3,91/100.000 hab. e prevaléncia de 3,6/T00'¢



Séao José do Rio Preto entrou na fase de elimindgdanseniase em 2004, quando a
prevalencia foi 4,44/100.000 habitantes e em 2098.30.000 hab, atingindo a meta de
eliminac&o junto a 458 (71%) municipios do Estad®do Pauld?

Em 2009, surge entdo a proposta de ndo mais utdizpalavraeliminacdoe sim
controlee portanto, reduzir para menos de 10 casos/10@a®00a0 seria suficiente se
esses casos fossem menores de 15 anos ou aindprgeentassem deficiéncias graves
(Grau 2)*® Para tanto outros indicadores, que ndo s6 a deteecprevalencia,
passaram a ser considerados para avaliar a pragrdasendemia no mundo. Dentre
eles, a porcentagem de cura nas coortes, de corgatminados, de avaliacdo das
incapacidades fisicas e a porcentagem do Graufizifeia visivel) de incapacidade

fisica.(*®

Deficiéncias na hanseniase

As deficiéncias ocasionadas pela hanseniase sibodema das maiores preocupacgdes
dos pacientes, cientistas e familiares. No munddé rda 13 mil novos casos com
deficiencias visiveis, foram diagnosticados duranoteano de 2010. Nos paises
endémicos como Brasil, Nepal e india, os investioge®m torno da eliminacdo da
doenca tém sido ostensivos nas Ultimas décadadieadm pesquisadores a investigar
mais profundamente essa enfermidade mil&far.

No Brasil, em 2010, foram diagnosticados 2241 casm® deficiencias visiveis
ocasionadas pelas complica¢gbes advindas da hasse@i@oeficiente de incapacidades
Grau 2 foi de 10,1/1.000.000 habitantes, constitetamn coeficiente alto>(10%) pelo

Ministério da Saude®



Utilizar a “incidencia de casos novos detectades Grau 2 de incapacidade por cada
100.000 habitantes” para medir a forca da endemégnitude e perfil epidemioldgico
se da pelo fato de ser esse ‘iimdicador” menos influenciado por fatores operacionais,
que faz com que os servi¢os voltem a atencéo gadlafiencias que tanto prejudicam
as pessoas que tem ou tiveram a doenca. Além didstar esséindicador” incentiva

a qualidade no momento do diagndstico, tratametii e pos-alta medicamentosa dos
casos e aumenta 0 compromisso com 0s programaandartiase. Embora limitado,
ess€'indicador” quando utilizado conjuntamente com outros indicesl, colabora na
real notificacdo e direciona para a necessidadeedecos de prevencao e reabilitacdo
fisica e social. Os dados mundiais sobre éssicador” mostram uma tendencia
descrescente de casos diagnosticados com Grain@apacidadé:”

Direcionar as acfOes de eliminacdo exclusivamenta jpa tratamento e cura da
hanseniase ndo mais se encaixa nas novas propostakais. Atualmente, urge a
necessidade de ampliar as a¢fes para a prevemeabildacdo das lesGes neuroldgicas
e suas sequelas seja durante o tratamento ou aftésnaedicamentosa, haja vista que o
tratamento medicamentoso que elimina o bacilo causda hanseniase, ndo garante o
fim da progressao das deficiencids:?)

Observa-se que, mesmo ap0s a alta, € necessarim guaziente permaneca sob
cuidados continuos para evitar possiveis agravamelas lesdes que podem dificultar
a realizacdo de atividades diarias e a sua patiggpna sociedad®

Apesar de ser um assunto ainda pouco investigatlajas realizados no Brasil revelam
que de 10% a 23% aproximadamente dos pacientehianseniase apresentam algum
tipo de deficiéncia fisica apds a alta medicamefftt®, enquanto estudos

internacionais revelam que essa prevaléncia paitr ¢ 17% a 509



Apesar desses indices elevados, as deficiéncieenacbteadas pela hanseniase no
periodo pds-alta e a forma como as pessoas convdeemessas deficiéncias e com as
reais limitacdes das suas atividades diarias sim#ss ainda pouco conhecidos.

E nesse contexto que os especialistas da areaetgmescupado com a limitacdo das
atividades rotineiras do paciente e com a magnitiadedeficiéncias desenvolvidas no
periodo pos-alt§?

A determinacdo da dimenséo e da natureza dessklempes torna-se cada vez mais
necessarf&®? para que os profissionais de satide aprendam téceiestratégias de
prevencdo das deficiéncias e de tratamento dasstaladas nos pacientes e, com isso,
saibam orientad-los sobre como conviver diariamerden as sequelas fisicas da
hanseniase.

No Brasil, o Ministério da Saude preconiza que asigntes diagnosticados com
hanseniase no territério nacional sejam avaliagts grofissional de saude responsavel
pelo servico dePrevencdo e Reabilitacdo de Incapacidad®Rl) para que as
deficiéncias fisicas apresentadas pelo pacieraensegrificadas e tratadSs.

A avaliacdo de deficiéncias fisicas na hanseniase der feita por meio da aplicacédo
sistematica do protocolo de Avaliagdo Neurologicagificada (ANS) e registro dos
achados durante o tratamento e apds a alta pafarea evolucdo/regressdo dessas
deficiéncias e para propor vigilancia sobre o paeié®?¥ Para medir as deficiéncias
fisicas do individuo com hanseniase, utiliza-sedicador Grau de Incapacidades da
Organizacdo Mundial de Saude (GI-OM¥).

J4 a limitagdo das atividades dos individuos afstguela hanseniase em areas em
desenvolvimento € medida com base na Escala SALSZcreening of Activity

Limitation and Safety AwarenessTriagem de limitacdo de atividade e Consciédeia



Risco, criada por um grupo de pesquisadores dasvpartes do mundo e validada para
o Brasil em 2004 Esse instrumento fornece um escore total paraagait de
atividade dos individuos afetados pela hansenidsietes e outras neuropatias
periféricas tanto em areas desenvolvidas, quantaesenvolvimento. A pontuacao
varia de 10 a 80, cujo escore baixo indica poutiautlade com atividades de vida
diaria, enquanto que 0s mais altos sugerem nivaescentes de limitacdo de
atividade'®® (ANEXO 3)

Como ja exaustivamente descrito, é imprescindiedfigar e vigiar possiveis sequelas
fisicas, funcionais e sociais ocasionadas pela gdgemue acarretam graves
consequéncias na qualidade de vida dos pacightpodem ocorrer antes, durante ou
apds o tratament§22°39)

Além das deficiéncias fisicas e limitacdo de a#dies varios estudos descrevem a
restricdo social enfrentada pelos pacientes quéraiam hansenia§g3233:3435:36)
porém poucos trabalhos quantificaram a participacdo bowien a utilizacdo de
instrumento validado, sendo a investigacdo degtecss ainda mais restrita apds a alta
medicamentosg’

A Escala de Participagcdao (EP), versao 4.6, deseideol mediante trabalho
antropolégico e de campo, tem o propésito de dficantias restricdes a participacao
social experimentadas por pessoas afetadas peteriiase e avaliar a gravidade das
necessidades sociais dos pacientes com deficiémiajue tiveram a doent®)

Esse instrumento (EP) foi submetido a testes ps&triicos de validade, confiabilidade
e estabilidade e validada para a india, Brasil paNepos pesquisa multicéntrica. Inclui
diversos dominios da Classificacdo InternacionalFdacionalidade, Incapacidade e

Saude (CIF) e é composta por 18 itens, como o daio e aplicagdo do



conhecimentpa comunicacdo e os cuidados pessoais; a mobilidadiela doméstica;
as interacbes e 0s relacionamentos interpessoaias rincipais areas da vida e
comunidade; com escores que variaram de 0 a 90ganija pontuacdo sem restricées
a participacao social, os escores de 0 a 12 porosyestricdo leveys valores de 13 a
22; moderada, de 23 a 32; grande, de 33 a 52trene, de 53 a 96° (ANEXO 4)

Frente a atual realidade do pais e com o compromdisseduzir o numero de casos da
doenca e das deficiéncias por ela ocasionadasa-sernmprescindivel investigar as
possiveis sequelas fisicas, as limitacbes de atle] a participacdo social dessas
pessoas e mais do que isso, averiguar se 0s mosiagpntam com uma rede de
servicos capacitada para atender as demandas aslvibelsses casos, seja para

prevencao ou reabilitacdo das deficiéncias fiscsaciais.



2. OBJETIVOS
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2. OBJETIVO GERAL

O presente estudo teve por objetivo avaliar agideftias fisicas, a participacado social e
a limitacdo de atividades em individuos afetadda panseniase ap0s o tratamento
medicamentoso com a poliquimioterapia e descravetacdo dessas variaveis cam

caracteristicas clinicas e sociodemograficas désdesduos.

2.1. OBJETIVOS ESPECIFICOS

- Descrever as caracteristicas clinicas e sociogeaficas das pessoas que tiveram
hanseniase, residentes no municipio de Sao Jos&od@reto-SP, que iniciaram o
tratamento no periodo entre janeiro de 1998 a 30rde de 2006.

- Estimar a frequiéncia das deficiéncias fisicasiooadas pela hanseniase apos a alta
medicamentosa e sua relacdo com as caracteristinasms e séciodemograficas dos
ex-pacientes.

- Analisar a distribuigcéo espacial, consideranddisiincias entre as suas residéncias e
0s servicos de reabilitacdo do municipio.

- Avaliar a participacdo social dos individuos gcempletaram o tratamento da
hanseniase e descrever sua relacdo com as catadsrsociodemogréaficas e com as
sequelas fisicas.

- Avaliar as deficiéncias fisicas e medir a limdtage atividades, com a aplicacdo da

escala SALSA em pacientes apés a alta medicametddsanseniase.
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RESUMO

OBJETIVO: Estimar a frequéncia das deficiéncias fisicas emieptes apos alta
medicamentosa da hanseniase, descrever suas gati@ete sociodemograficas e
analisar sua distribuicdo espacial, consideranditist&ncias entre as suas residéncias e
0s servicos de reabilitagio do municiptiETODOS: Estudo descritivo transversal do
conjunto de pessoas tratadas de hanseniase, deal2086. As deficiéncias fisicas
foram avaliadas pelo“Grau de Incapacidades da Organizacdo Mundial de
Saude{GI/IOMS) e “Eyes-Hand-Feet(EHF). Os ex-pacientes foram geocodificados
pelo endereco de residéncia e os servicos de itaghd pelo endereco de sua sede.
RESULTADOS: Das 335 pessoas tratadas, foram avaliadas 223%®2 Destes,
51,6% eram do género feminino, com idade médiaddan®s (dpl5,7), 30,5% tinham
menos de 2 anos de educagcdo formal, 43,5% tralzathag 26,9% estavam
aposentados; a forma dimorfa predominou (39,9%)de&&iéncias avaliadas pelo Gl-
OMS e EHF atingiram 32% dos ex-pacientes. A preseéecdeficiéncias foi maior com
aumento da idade (valor-p=0,029), em casos muildvas (valor-p=0,005) e com
julgamento ruim sobre sua saude fisica (valor 0,0 0s que necessitam de
prevencao/reabilitacdo percorreram distancia meékia5,5 km até o servico de
reabilitacdo. As pessoas com deficiéncia fisicavesh distribuidas em todo municipio,
mas concentravam-se na area mais populosa e de paai&ncia socioecondémica.
CONCLUSAO: A freqiiéncia das deficiéncias apos alta medicamsenda hanseniase
foi elevada, associou-se com aumento da idade,afonmultibacilares e julgamento
ruim sobre sua prépria saude fisica. Os servicosedbilitacdo no municipio estédo
distantes das residéncias dos pacientes.

Palavras-Chave: Hanseniase. Salude do Portador de Deficiéncia oap#cidade.
Atividades Cotidianas. Epidemiologia. Morbidade.as3ificacdo Internacional de
Funcionabilidades. qualidade de vida. Incapacidadgstde.

ABSTRACT

Aim: To estimate the frequency of physical disabilitiek patients completing
multidrug treatment for leprosy, describe theirisdemographic characteristics and
analyze the spatial distribution by calculating tHestance between homes and
rehabilitation servicesMlethods: A cross-sectional study of all patients treatetvben
1998 and 2006 was performed. Physical impairmerdee vassessed by the "World
Health Organization Degree of Physical Disabilihditator® (WHO-DPD) and the
"Eyes-Hand-Feet" (EHF) score. The residential askiref study participants and
rehabilitation services were geocod&eksults: Of the 335 people treated, 223 were
evaluated (62.1%). Of these, 51.6% were femalerrban age was 54 years (SD 15.7),
30.5% had less than 2 years of formal educatiorn%3vere employed and 26.9% were
retired; borderline leprosy predominated (39.9%)pairment, assessed by the WHO-
DPD and EHF, affected 32% of participants. Disébsi were more common in older
individuals (p-value = 0.029), those who had hadtimacillary leprosy (p-value =
0.005) and those who reported bad physical hephtialue < 0.001). Individuals who
needed prevention/rehabilitation traveled an ave@gs.5 km to habilitation services.
People with physical disabilities were distributédadroughout the city, but were
concentrated in the most populous and most soamecially deprived regions.
Conclusions: The frequency of disabilities after completing tidrug therapy for
leprosy increases with age, is higher in those kdwbthe multibacillary form and when
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individuals feel their physical health is bad. Rahtation services in this city are far
from the patients’ homes.

KEY-WORDS: Leprosy. Disabled Health. Activities of Daily Livj. Epidemiology.
Morbidity. International Classification of Functioig. quality of life. Disability and
Health.

INTRODUCAO

O Brasil é o maior responséavel pela endemia daenémse no continente americano
com registro de 37.610 casos em 2009 e esta enfi2 paises que registraram 90% dos
casos no mundo. Ocupa o primeiro lugar em inci@ecprevaléncia, entre os trés
paises que ainda ndo eliminaram a doenca no meidm mais de um milhdo de
habitantes’

Um problema sério a ser enfrentado nas acfes deoleoe eliminacdo da hanseniase
sdo as deficiéncias fisicas ocasionadas pelo cangtimento neurolégico periférico
que pode afetar os individuos antes, durante osi @ap@tamentd.

Para medir as deficiéncias fisicas, utiliza-sendicadorGrau de Incapacidades da
Organizacdo Mundial de Saud@&l-OMS), que passou a ser um dos indicadores
utilizados para avaliar a endemia no Bradisse indicador gradua as deficiéncias
fisicas na hanseniase, colabora para a adequadaneig dos doentes pelos
profissionais de salde, ajuda a compreender a ecatkeitransmissdo e permite
acompanhar a evolucéo da doehca.

Na maioria dos servicos, a avaliacdo e o0 acompamm@mem prevencao de
incapacidades sao realizados no diagnostico, nodmede tratamento e no momento da
alta medicamentosa.

Pacientes e profissionais associam a alta medidasgercom alta no servico de
Prevencdo e Reabilitacdo das Incapacidades em Hiase (PRI), o que € um
equivoco. Croft em seu estddtemonstrou que os casos que iniciam o tratamemo ¢
funcdo alterada no nervigm risco de aparecimento de novos danos durante o
tratamentale até 65% para os casos multibacilares e 16%oggraucibacilares.

A adocao de um indicador de deficiéncias para ayai e vigilancia dos casos e
acompanhamento da endemia ndo garante o cuidaadbidtacao plena para as pessoas
gue apresentam incapacidades decorrentes da hansehiageacao fica ainda mais
delicada e pouco conhecida pelos gestores apds anatlicamentosa da hanseniase,
uma vez que os individuos continuam desenvolveneftciéncias por causa dos
episodios reacionais que podem ocorrer até 8 gssaaltd’

2 Global leprosy situatio’Wkly Epidemiol Re2010;85(35):337-48.

P Ministério da Satde. Secretaria de Vigilancia®aide. Departamento de Vigilancia
Epidemiolégica. Manual de prevencéo de incapacilaBfeed. Brasilia: Ministério da
Saude; 2008

. Secretaria de Comunicag¢do Social da PresidérzieRebublica [homepage na
Internet]. Brasilia (DF): Secretaria de ComunicaSacial da Presidéncia da Republica;
2009 [acesso em 2009 Ago 12]. OMS adota indicaddeesBrasil para controlar
hanseniaseEm questdo863 10 de Agosto de 2009; [aproximadamente 1 tela].
Disponivel emhttp://www.brasil.gov.br/noticias/em_questao/.qaefEQ863a
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As orientacbes para cuidados e vigilancia do doent@6s alta sdo recomendatjos
porém nao ha registros nacionais e o0 percentualdeficiéncias apos a alta
medicamentosa € praticamente desconhecido. Seguililnistério da Saude, 23% dos
pacientes com hanseniase apresentam algum gragapacidade (Graus 1 e 2) apds a
alta medicamento$a mas de acordo com revisédo de dados mundiaiseit®eepak
(2003), a prevaléncia das deficiéncias fisicas @raariou de 17% a 50% apods a alta
medicamentosa.

Somente serd possivel direcionar agdes para analjm e ou controle da hanseniase
como problema de saude publica com a utilizacatifdeentes estratégias que ampliem
a acessibilidade ao diagndstico, tratamento, vigie reabilitacéo plena.

Centros de referéncia que fazem parte do sistemaadde tém exercido papel
fundamental para ajudar os servicos de cuidadospos a lidar com as complicacdes
advindas da doenca, prevenir incapacidades e miopar a reabilitacdo das sequelas
fisicas na hanseniase, inclusive apds a alta nmaditasd.

Desta forma, o objetivo deste estudo foi estimafremiéncia das deficiéncias
ocasionadas pela hanseniase apods a alta medicamed&screver as caracteristicas
séciodemograficas dos ex-pacientes e sua relacdo pesenca de deficiéncias e
analisar a distribuicdo espacial, considerandastaretias entre as suas residéncias e 0s
servicos de reabilitacdo do municipio.

CASUISTICA E METODOS

Trata-se de um estudo descritivo transversal @dizno municipio de Sao José do Rio
Preto, Sdo Paulo, Brasil. Os indicadores demogmfie sociais do municipio sao
comparaveis aos de paises desenvolvidos. O mumicipiresenta indice de
Desenvolvimento Humano de 0,834, considerado eteyedb Programa das Nagbes
Unidas para o Desenvolvimerito.

O estudo admitiu todos o0s ex-pacientes residemt@sumicipio, que tiveram hanseniase
das formas multibacilares ou paucibacilares, deoamis sexos e sem idade pré-
estabelecida, que iniciaram tratamento entre OP9Q® e o finalizaram até 31/12/2006.
Os ex-pacientes deveriam estar necessariament@adeaicamentosa no momento da
aplicacao dos protocolos. Foram excluidos aquelesrudaram para outro municipio.
O projeto foi aprovado pelo Comité de Etica em Bissgda Faculdade de Medicina de
S&o José do Rio Preto (CEP/FAMERP) solB3 b48/2006.

Os casos elegiveis para o estudo foram identifead@vés do “Banco de Dados do
Projeto Hansert), criado ap6s detalhada investigacdo dos dados densisde
Informacao Nacional de Agravos e Notificacdo (SINANas planilhas de hanseniase
da Vigilancia Epidemioldgica da Secretaria Munitida Salude de S&o José do Rio
Preto/SP e das planilhas do Servico de Dermatol8giaitaria do Ambulatério do
Hospital de Base da FAMERP, SP. Para a construedsedbanco, os dados foram

8 Global leprosy situatio’Wkly Epidemiol Re010;85(35):337-48

®. Secretaria Municipal de Planejamento e Gestamtégica. Conjuntura Econdmica
2010. 252 ed. Sdo José do Rio Preto: SecretariacMahde Planejamento e Gestéo
Estratégica; 2010.
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comparados e sintetizados em uma unica planilhanéeicdos com informacdes dos
prontudrios dos individuos tratados no municipis aeos de 1998 a 2006.

No municipio, todas as pessoas que tem ou tivemmemiase sao atendidos em dois
servicos de referéncia, o Nucleo de Gestdo Assisie®O (NGA-60) e o Ambulatério
de Dermatologia do Hospital de Base (ADHB), da Fenle de Medicina de S&o José
do Rio Preto-SP. Os servigos de referéncia contaima@ atendimento dérevencao e
Reabilitacdo de Incapacidades em Hansenidselos passam por avaliacdo completa
nas intercorréncias ou minimamente de trés emnte&ses durante o tratamento e sao
orientados quanto as técnicas de prevencao deacidaples. Essas orientacbes sao
realizadas verbalmente, por vezes com ajuda deiaiatdidaticos, exemplificando na
pratica ao paciente e seus familiares, e confirmaadassimilacdo das orientacbes
durante as sessdes de Terapia Ocupaciypas a alta medicamentosa, 0s pacientes sao
orientados a comparecer no servicoPdevencao e Reabilitacdo de Incapacidades em
Hanseniaseem todas as intercorréncias, e na auséncia defidarmente de 6 em 6
meses no primeiro ano de pos-alta e uma vez aataremmpletar 5 anos poés-alta.
Todos os participantes deste estudo foram comsitgubr meio de telefone (até 03
tentativas), carta (até 03 convocacdes) ou visitaiciliar (até 02 tentativas).

Foram aplicadas aos participantes a Ficha com D@eoais e Clinicos e a Avaliagdo
Neurolégica Simplificada (ANS) para verificacdo d&rau de Incapacidades da
Organizacdo Mundial de Saugél-OMS) eEyes Hand and Fe¢EHF)”

A Ficha de Dados Gerais e Clinicos, em parte a@drala Checklistda CIF ©
Organizacdo Mundial de Saude, Setembro de 200tpfoposta por 20 questdes sobre
condicOes de saude do individuo e informacdes pesso

A Avaliacdo Neuroldgica Simplificada (ANS) permaealiar a deficiéncia dos olhos,
nariz, maos e pés e como sintese, estimandecador GI-OMS que gradua as
deficiéncias em Graus 0, 1 e 2 e pelo escore EB%, rhais sensivel que o GI-OMS.
Para o escore EHF somam-se os graus de incapazidaiteiidos para os olhos, maos
e pés utilizando os mesmo critérios que o indicad@bOMS totalizando assim um
escore com pontuacdo minima de zero (0- ndo apeedeficiéncias) e 0 maximo de
doze.

Os resultados sdo apresentados em porcentagemda endesvio padrédo, conforme
apropriado. Realizou-se a analise das variaveig)siderando indicadores de
deficiéncia, séciodemograficos, antecedentes oénigessoais e tempo do inicio da
doenca.

A andlise estatistica utilizou os aplicativos cotapionais SPSS versdo 15.0, SPSS
Inc., Chicago, ILe EPI-INFO 2002 (versdo 3.4.1). Na analise desaritforam
apresentadas as frequéncias para o total e payapass “Grau 0, Grau 1 e Grau 2 do
GI-OMS” considerando as variaveis clinicas e séemdgraficas estudadas.

Para a analise da associacao entre presenca diénlgéis e as variaveis independentes,
0os graus de incapacidade 1 e 2 foram agrupados, wvenaque a frequéncia de
deficiéncia grave (grau 2) foi pequena. Foram aados os testes t de Student, qui
quadradoy?) ou de Fisher, conforme apropriado considerangtuifaiativos os valores-

p <0,05.

b Ministério da Satde. Secretaria de Vigilancia®mide. Departamento de Vigilancia
Epidemiolégica. Manual de prevencdo de incapacslagfeed. Brasilia: Ministério da
Saude; 2008.
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Os enderecos de residéncia dos ex-pacientes edogos de reabilitacdo que atendem
pessoas que tem ou tiveram hanseniase no munfofpim geocodificados através do
processo de interpolacdo métrica. O procedimentoefmizado com ferramentas do
programa Mapinfo e com a utilizagdo da Base Cadfagr de Sdo José do Rio Preto
(em projecdo UTM - Universal Transversa de Mergatoom eixos de ruas,
disponibilizada pela Prefeitura Municipal do mupioi Foi produzido mapa temético
com a localizagcdo dos individuos, segundo grau efeciéncia, e dos servicos de
reabilitagdo.

Foram calculadas, para cada grau de incapacidatt®©NS) dos individuos, as
distancias médias (com desvio padrdo), maxima eémmajnem linha reta entre suas
residéncias e a localizacdo do servico de reatilitale referéncia do municipio, que
atende em torno de 80% do total de casos, por nesoferramentas do programa
ArcGIS 9.1.

RESULTADOS

De 335 pessoas tratadas no periodo, foram locabzaentrevistadas 223 (62,1%). Nao
foram localizadas 91 (27,2%), por mudanca de egdesstorno de correspondéncia ou
auséncia em ambas as tentativas de visitas damgslilO (3,0%) ndo aceitaram
participar, 9 (2,7%) foram a Obi®w2 (0,6%) negaram ter tido a doenca.

Dos 223 entrevistados, 115 (51,6%) eram do sexdnfiea; com média de idade de
54,04 anos (dp15,72), 138 (61,8%) tinham ensinddorental incompleto, 97 (43,5%)
trabalhavam, 60 (26,9%) eram aposentados e 66%@%ao trabalhavam.

A forma clinica dimorfa predominou acometendo 89,936) dos ex-pacientes, seguido
das formas clinicas virchoviana (n=53, 23,8%), tob®ide (n=47, 21,1%) e
indeterminada (n=34, 15,2%)A saude fisica e mental foi considerada boa nonalti
més por 112 (50,2%) e 132 (59,2%) dos entrevistadspectivamente. Dores foram
relatadas por 122 (54,7%) ex-pacientes, sendo coamsins as dores na coluna (n=70,
31,4%) e no joelho (n=38, 17%).

A distribuicdo das deficiéncias avaliadas pelo M$e EHF nos ex-pacientes é
mostrada na figura 1. Os graus 1 e 2 e EHF > Ommesp0s a alta medicamentosa,
foram encontrados em 32% dos casos, sendo que &)B8sentavam incapacidades
graves.

3 " Grau de incapacidades da OMS o Escores Eyes/Hands/Feet (EHF)
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FIGURA 1- Distribuicdo percentual a) do Grau de IncapacidatleeOMS e b) do
Indicador Eyes-Hand and Food — EHF dos 232 ex-pteseavaliados apds a alta
medicamentosa.
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A distribuicdo percentual das caracteristicas slaciwgraficas, de acordo com o GI-
OMS esta apresentada na Tabela 1. As deficiénmiamfmais freqiientes nos homens,
em pessoas com idade mais avancada, que possudgadermté 3 salarios minimos e
que frequentaram a escola formalmente por até & ano

Tabela 1 —Distribuicdo de frequiéncia das caracteristicasosdemograficas, de acordo
com o grau de incapacidade da OMS

Caracteristicas socio- N=1o1 N=52 N=19
demogréficas Grau 0 Grau 1 Grau 2
N n (%) n (%) n (%)

Sexo

Feminino 115 83 (72,2) 23 (20,0) 9 (7,8)

Masculino 107 68 (63,6) 29 (27,1) 10 (9,3)
Idade*

12 a 34 anos* 30 24 (80) 5(16,7) 1(5,3)

35 a 54 anos 78 56 (71,8) 16 (20,5) 6 (7,7)

55 ou mais 114 71 (62,3) 31 (27,2) 12 (10,5)
Anos de Educacao Format*

Menos que 2 anos 68 41 (60,3) 20(29,4) 7 (10,3)

2a7,9anos 91 63 (69,2) 23 (25,3) 5 (5,5)

8 anos ou mais 58 45 (77,6) 7 (12,1) 6 (10,3)
Estado matrimonial

Com companheiro 143 98 (68,5) 33(23,1) 12 (8,4)

Sem companheiro 79 53 (67,1) 19 (24,1) 7 (8,9)
Renda Familiar** ***
Até trés salarios minimos 124 80 (64,5) 31 (25) (1185)
Acima de 3 salarios minimos 94 69 (73,4) 20 (21,3) 5(5,3)

* 3 pacientes apresentavam idade inferior a 15 @mosdeles com 12 e dois
deles com 13 anos de idade)

** Salario minimo vigente no valor de trezenéositenta reais (R$ 350,00 = U$
160.5)

*** Os numeros totais (NJiferem em decorréncia de valorasissing

A idade média dos ex-pacientes com deficiénciasQM5 1 e 2), de 57,5 (dp 14,1)
anos foi maior do que naqueles com auséncia (Grade052,3 (dp 16,2) anos, com
valor-p=0,029. As outras caracteristicas sociodeéimgs ndo se associaram a
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presenca de deficiéncias, embora o valor-p tentla siuito proximo ao nivel de
significancia (valor-p= 0,051) quando da associagdiwe presenca de deficiéncias e
nao ter frequentado a escola ou ter frequentadan@ténaximo durante 2 anos de
educacao formal.

A distribuicdo percentual dos antecedentes clipesgoais, de acordo com o0s graus de
incapacidade da OMS esta apresentada na tabela 2.

Tabela 2 —Distribuicdo de frequiéncia e associacado entre edégttes clinicos/pessoais

e graus de incapacidades da OMS.

N=151 N=52 N=19
Antecedentes clinico/pessoais N Grau 0 Grau 1 Grau 2
n (%) n (%) n (%)
Forma Clinica
Indeterminada 34 32 (94,1) 2 (5,9) 0(0,0)
Tuberculbide a7 32 (68,1) 8 (17,0) 7 (14,9)
Dimorfa 89 60 (67,4) 22 (24,7) 7 (7,9)
Virchoviana 52 27 (51,9) 20 (38,5) 5 (9,6)
Julgamento sobre sua saude
fisica no ultimo més
Boa 111 91 (82) 13 (11,7) 7 (6,3)
Moderada 73 40 (54,8) 27 (37,0) 6 (8,2)
Ruim 38 20 (52,6) 12 (31,6) 6 (15,8)
Julgamento sobre sua saude
mental no ultimo més
Boa 131 95 (72,5) 27 (20,6) 9 (6,9)
Moderada 65 41 (63,1) 17 (26,2) 7 (10,8)
Ruim 26 15 (57,7) 8 (30,8) 3(11,5)
Doencas associadas
Nao 101 72 (71,3) 22 (21,8) 7 (6,9)
Sim 121 79 (65,3) 30 (24,8) 12 (9,9)
Hospitalizac&o no ultimo ano
Nao 186 130 (69,9) 43 (23,1) 13 (7)
Sim 36 21 (58,3) 9 (25) 6 (16,7)
Consumo de bebida alcodlica
Nao 184 123 (66,8) 44 (23,9) 17 (9,2)
Sim 38 28 (73,7) 8(21,1) 2 (5,3)

* As doencas associadas encontradas foram o d&afEe8%) e hipertensao (29,1%),
entre outras como depressdo, doencas gastricaipcas e reumaticas, epilepsia,
labirintite, osteoporose.
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A presenca de algum grau de deficiéncia, avaliada @I-OMS, foi mais frequentes

em pessoas que tiveram as formas clinicas dimoviacboviana em relacdo aqueles
que tiveram as formas paucibacilares (indetermirediaberculdide valor-p=0,005) e
em ex-pacientes que julgaram estar com a saudm fisim no ultimo més (valor

p<0,001).

Embora as frequéncias de deficiéncia tenham sidmresa em ex-pacientes que
julgaram a saude mental ruim no udltimo més, naguelge apresentavam alguma
doenca associada e nos que tiveram pelo menosniaraacédo hospitalar no ultimo
ano, ndo houve diferenca estatistica quando coupmreom os individuos que nao
apresentaram deficiéncias.
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FIGURA 2 - Distribuicdo espacial dos servicos de reabilitag@istentes no municipio
de S&o José do Rio Preto e residéncia de ex-pesieoim hanseniase, tratados no
periodo de 1998 a 2006, de acordo com graus daé&fefias da OMS que apresentam

A Figura 2 mostra a distribuicéo espacial dos gesrde reabilitagcdo existentes no
municipio de Sao José do Rio Preto e os locaisedaéncia dos ex-pacientes,
identificados segundo os graus de incapacidad€Mfa que apresentavam apos a alta
medicamentosa. Observa-se que 0s servi¢cos dditeedtni do municipio que realizam
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atendimento geral dos usuarios do Sistema Unic&alede, incluindo os casos de
hanseniase, estdo distantes dos ex-pacientes gassitem de atendimento seja de
prevencdo primaria (Grau 0) ou de prevencao sedan@@@rau 1 e 2). A distancia
média a ser percorrida por todos os usuarios é 41, tomando como ponto de
referéncia central, o Nucleo de Reabilitacdo Mynakilocal onde ocorre em torno de
80% do total de atendimentos em prevencao e regidib de incapacidades das pessoas
que tém ou tiveram hanseniase, como mostrado mdatd8b Os que necessitam de
prevencdao/reabilitagdo por ja apresentarem algponde deficiéncias instalada (Grau 1
e 2) necessitam percorrer uma distancia médiasdend até o servico.

Tabela 3— Distancia média, minima e maxima em kildmetmsetvico de reabilitacdo
(Nucleo de Reabilitagdo Municipal) e residéncia drgpacientes, tratados no periodo
de 1998 a 2006 no municipio de Sao José do Rio/Bret

Distancia  Desvio Distancia  Distancia

Situacéo NUumero 1 ~ L .
média padréao minima maxima
GI-OMS =0 147 5,3 1,7 1,0 8,6
GI-OMS=10u?2 70 5,5 1,5 2,3 8,3
TOTAL* 217 5,4 1,7 1,0 8,6

* 0s enderecos de 6 ex-pacientes ndo tiveram hagg#ldD exata identificada no
programa SIG Maplinfo7.

DISCUSSAO

Investigar fatores associados a presenca de defiaipode colaborar para estabelecer
estratégias de acdo na prevencdo de incapacidAdéiequéncia de deficiéncias
encontrada nesse estudo foi alta e de acordo csuitagos encontrados por Meima et
al (2001) e Ramos e Souto (20£65.

A maior ocorréncia de deficiéncias em casos mudiitaes observada nesse estudo e
em outro que avaliou ex-pacientes apds a alta medictosa por até 4 arodoi
também encontrada em estudos que avaliaram as iédefas durante o
tratamentd:>® Moschioni, et al (2010)mostraram que os pacientes multibacilares
aumentaram 5,7 vezes a chance de apresentarenémgls quando comparado aos
paucibacilareg. Os casos multibacilares sdo diagnosticados medsamaente, o que
pode propiciar a instalagdo de deficiéncias, quéaoesitimamente ligadas ao fator
tempd®.

A idade foi maior em ex-pacientes com maior freqiede deficiéncias. Independente
da hanseniase, as deficiéncias e limitacdo naglad®s parecem agravar e ser mais
freqlientes com a progresséo da idfade®

Estudos anteriores encontraram associacdo dagdefas no momento do diagnostico
com o baixo grau de escolariddde’’” Embora ndo significante (valor-p=0,051), os
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resultados desse estudo sugerem que maior esed@ridossa contribuir para a
prevencdo de deficiéncias. E possivel que a agsmcigossa ser verificada com
aumento do numero de casos analisaBessoas com educacao formal por mais tempo
podem ser mais atentas as mudancas fisicas deogBy 0 que pode fazer com que
procurem o servico de saude em tempo habil, alétarden acesso ao sistema de saude
com mais facilidadé*

Os resultados mostraram que o julgamento dos fasiepbre sua propria saude fisica
associou-se significantemente a presenca de dwfiaié Durante a avaliacdo e
entrevista para coleta de dados deste estudo,orpes referiam ndo terem as mesmas
habilidades para determinadas tarefas quanto tinlzmes da instalacdo das
deficiéncias. As atividades rotineiras e que, em iaioria, exigem funcdes neurais
preservadas, fazem com que o0s proprios pacientegiejn sua saude fisica
comprometidd?

Nesse estudo, foi possivel identificar que a disigdo das pessoas em alta
medicamentosa da hanseniase e com deficiénciassg&ra 2) € maior na regiao norte
do municipio, que possui maior densidade populatioa cujos bairros sao
considerados de maior caréncia socioeconarnica

No Brasil, e particularmente em S&o José do RitoPaevia de acesso aos servigos de
reabilitacdo ainda funciona em mao Unica, ou SE&jente-servicoEsse fato nao
favorece a acessibilidade a quem mais precisa.d¥iduo com deficiéncia fisica
necessita de proximidade para que os cuidadoseatagbes dos profissionais sejam
efetivos. Apesar de o municipio ter um servico de excelémgacuidado com o
paciente, ainda existe uma lacuna na articulacésedaco que realiza o atendimento
medicamentoso com 0s servicos que realizam a péuvere reabilitacdo das
incapacidades fisicas. Os pacientes que necessidos cuidados de
prevencdao/reabilitagcdo, mesmo apods alta, precissmooper uma distancia média de 5,5
km (dpl,7), que deve ser realizada com ajuda deratgansporte (6nibus, carro, moto),
onerando o tratamento.

O centro de referéncia, que assiste quase 80%eados de hanseniase, tem localizacao
proxima aos demais servicos de reabilitacdo. Ess®$;0s estdo afastados da area em
que vive a maior concentracdo de pacientes. pegte contribuir para que os ex-
pacientes, mesmo orientados, ndo passem por @edia@rientacdes rotineiras e
intervencdes precoces nos retornos apos a altacameeintosa, periodo este emue
facilmente ocorrem reacdes e neurites, fatoresndadeantes das deficiéncias.

Esse estudo teve como limitacdo o fato de ter pidksivel avaliar cerca de dois tergos
dos ex-pacientes tratados no periodo de estudoret&mto, a perda ocorreu
principalmente por mudanca de endereco ou pelalo@izacdo dos individuos. A
recusa em participar do estudo foi de apenas 3%seéDrma, pode-se supor que a
perda ndo tenha sido relacionada a ocorréncia fleiéeias. O delineamento do
estudo ndo permitiu avaliar a evolugdo ou incidgraas deficiéncias apdés a alta
medicamentosa. Entretanto, 0S ex-pacientes apaeserd alta frequéncia de

°. Secretaria Municipal de Planejamento e Gestamtégica. Conjuntura Econémica
2010. 252 ed. Sdo José do Rio Preto: Secretariaciahde Planejamento e Gestéo
Estratégica; 2010.
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deficiéncias, o que sugere a necessidade de cargimua receber cuidados apds o
término do tratamento medicamentoso.

A prevencéo e reabilitacdo das incapacidades $isiadnanseniase continuam sendo um
dos desafios dd&stratégia Global para Reducdo da Carga da HansseflaOs
resultados desse estudo sugerem que ex-pacientssvetlaos, que tiveram formas
multibacilares e com baixa escolaridade merecentcateespecial para a prevencao e a
reabilitacdo de deficiéncias. Os servicos de sa@édem ter localizacdo que facilite o
acesso dos pacientes aos cuidados necessariasseamttlalizacdo da reabilitacdo pode
ser uma das alternativas para aumentar a acedad®lOs investimentos e acdes com
propésito de melhorar a qualidade de vida das pessfetadas pela hanseniase
precisam ser incentivados, tanto durante como a@dt medicamentosa, por meio de
técnicas que favorecam a prevencdo de deficiéreig® medidas de reabilitagdo
baseadas na comunidade.
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Abstract

Objectives: To identify patients with disabilitieffer completing multidrug therapy for
leprosy and evaluate their limitations in dailyigties by applying the Screening of
Activity Limitation and Safety Awareness (SALSA)ate. Methods: A cross-sectional
study was performed of all residents of a mediumegicity who were treated for
leprosy from 1998 to 2006. A specific questionnawaes applied to obtain general and
clinical data and the SALSA scale was used to askestations in activities. The
disabilities were evaluated using the "World HeaBhganization leprosy disability
grading system” (WHO-DG). Findings: Of the 335 eats treated in the period, 223
(62.1%) were located and interviewed. A total 0f684 were female with a mean age of
54 years (SD+15.72) and 67.9% had up to six yearsdl education. The dimorphic
form predominated among interviewees (39.9%) an@%4suffer from associated
diseases with hypertension (29.1%) and diabete8%d)0being the most common. Pain
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was reported by 54.7% of interviewees. By multipdgistic regression analysis,
associations were found between limitations invaas and being female (p<0.025),
family income < 3 minimum wages (p-value<0.003), reports of mdgsions (p-
value<0.004), pain (p value<0.001), associatedades® (p-value<0.023) and the WHO-
DG (p-value<0.001). Disabilities, as identified ngithe WHO-DG, were less common
(32%) than limitations in activities as evaluateg the SALSA scale (57.8%).
Conclusion: Limitations in activities proved to bemmon in patients who have had
leprosy and were associated with low income, béergale, reported major lesions,
disability, disease and pain.

Keywords: Leprosy; Day-to-day activities; epidemiology; Matity; International
Functioning Classification, Evaluation of Disalyilit

Introduction

According to the census by the IBGE in 2000, inZBr&24.5 million people, that is,
13% of the population has some type of disabtlifihus, leprosy deserves greater
attention from healthcare professionals and govennofficials as it predisposes
patients to physical, social and emotional disaédj the elimination of the bacillus that
causes leprosy does not guarantee the end ofdleegsion of the disabiliti€s.

In other words, although currently the cure of teyyr is defined by completion of
multidrug therapy (MDT), it is important that thatnt remains under constant care to
avoid possible aggravation of lesions that maycafieeir day-to-day activities and their
participation in society.Nevertheless, in Brazil, the cure is defined by tompletion
of MDT and, even if any sequel caused by the deseasains, the patient is no longer
included in official statistics on leprosy.

Studies in Brazil showed that 10% to approximag3%o of leprosy patients had some
type of disability after completing MD1°, while international studies show that the
prevalence in 2003 was from 17% to 58%espite these high figures, how these
individuals live with their disabilities and thau& implications on their activities are not
well understood. Determining the degree and natdirthese problems is becoming
increasingly important for healthcare professionalprepare techniques and strategies
to prevent disability and treat patients who alyeédve disabilities and, thus, give
counseling on how to live with the physical consares of lepros$®

In Brazil, the Ministry of Health recommends thattipnts diagnosed with leprosy are
evaluated by a member of the Disabilities Prevendnd Rehabilitation service (PRI)
so that the physical disabilities of the patienh dze identified and treatédThe
assessment of disabilities in leprosy should beentatbugh the systematic application
of the simplified neurological assessment protaging and after MDT to check the
progress/regression of disabilitie$.

The WHO-DG is used to measure the physical disasilof individuals with lepros.
Moreover, the limitations in activities of individls affected by leprosy is measured
based on the Screening of Activity Limitation andfe@y Awareness (SALSA) scale
created by a group of researchers from around twdvand validated for Brazil in
20041

The aim of this study was to identify patients wdibabilities after completing MDT for
leprosy and evaluate their limitations in dailyiaties using the SALSA scale.

Method
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A cross-sectional study was conducted in the mpaiity of Sao Jose do Rio Preto, Sado
Paulo, Brazil. In 2006, this city had a populatafrabout 406,826 and social indicators
comparable to developed countries with a Human Deweent Index (HDI) of 0.83%

In this city, leprosy patients are treated at tvaference centers: the Center for
Management Program-60 (NGA-60) and the Dermatol@ppartment Outpatient
Clinic of Hospital de Base, Medicine School in S&sé do Rio Preto.

All patients attending the Occupational Therapyviger for Disability Prevention and
Rehabilitation in the city are submitted to a fthleck-up at diagnosis of leprosy, every
three months during treatment and at completiobDBf. Additionally, they are taught
techniques to prevent deformities and about therapce of seeking professional help
in the event of any complication during treatmemtorder to be immediately re-
evaluated and submitted to any necessary procediites completing MDT, patients
are evaluated every six months in the first yeartaen annually for another four years.
This study enrolled all men and women living in Sa@se do Rio Preto who had been
diagnosed with multibacillary or paucibacillary tepy, and started treated between
2/1/1998 and 21/6/2006 and had completed MDT whenSALSA scale was applied.
Patients that met the above criteria but were tearesd from Sao Jose do Rio Preto to
another municipality during treatment were excludeam the study. Individuals
eligible for this study were identified by combigithree databases on leprosy patients
in the city which resulted in a pooled databaseeththe "Leprosy Project Databasa".
Eligible patients were contacted by telephone @uthtee attempts), letters (up to three
attempts) and when necessary by home visits (Uyvdoattempts). A questionnaire to
collect general and clinical data and the SALSAese@re applied to those contacted.
Additionally, they were submitted to a simplifie@urological assessment to classify
their disability grade (WHO-DG).

The questionnaire, made up of 20 questions sonwhafh were taken from the ICF
Checklisf of the WHO, collected, among other data, inforovatiabout patients’
current and past health status.

The SALSA scale identifies limitations in activéi@nd awareness of risk of individuals
affected by leprosy, diabetes or other periphegaropathies. The scale ranges from 10
to 80; the higher the score, the greater difficthiy patient has with daily activities. The
SALSA scale scores were categorized as 10-24 (withd5-39 (slight), 40-49
(moderate), 50-59 (severe) and 60-80 (very sevienéptions’* These categories were
grouped together in the descriptive analysis asnamld/moderate and severe/very
severe.

Disabilities of patients were evaluated and graate@, 1 and 2 using the WHO-DG.

For analysis, the time after completing MDT wasegatized as between 0 and 3 years,
between 3.01 and 6 years and between 6.01 andrS. ydee occupations of patients
were categorized as high risk, activities or octiopa involving heavy full-time
manual work (e.g. farmer or farm worker, bricklgyeainter, cleaner, general assistant,
hodman), medium risk, activities or occupationsrabierized by repetitive work for 2/3
of the day's activities or lifting or carrying hgaweights during the day (e.g. maid,
mechanic, greengrocer, charge hand, supermarkieiecasursing assistant, salesman,
teacher, truck driver, electrician, seamstresdpwrrisk, activities or occupations that
do not require intense or constant effort or reépetimovements for most of the day
(e.g. student, pensioner, driver, security guaaghyer, night watchman, taxi driver,
office worker).
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The Statistical Package for the Social Sciencesiamerl5.0 (SPSS Inc., Chicago, 1t)
and EPI-INFO 2002 version 3.4.1 were used forstadl analysis.

The frequencies of individuals without limitatioms activities or with mild/moderate
and severe/very severe restrictions are presentdteidescriptive analysis. Due to the
small number of individuals in the latter categotlye univariate comparisons were
made for the presence (SALSA scale sco@b) or absence (score < 25) of disabilities.
The chi-square or Fisher's exact tests were usep@®priate. P-values 0.05 were
considered statistically significant.

Multiple logistic regression analysis was used $segs factors associated with the
presence of disabilities. The initial model inclddeariables with p-values < 0.15 in the
univariate analysis and those considered importantontrol possible confounding
factors such as gender (male reference); age €refes: up to 34.9 years, between 35
and 54.9 years and 55 years or more), years ofolofgo(references: 0-2 years, 3-7
years and 8 years or more), family income (refezemp to three minimum wages);
clinical form (reference "indeterminate"); assoethtliseases (reference: none), alcohol
consumption (reference: none), time since com@eMidT (references: up to 3 years,
from 3.01 to 6 years and 6.01 to 9 years); paifefeace: none); significant lesions
(reference: none), adaptations (reference; nond)VERIO-DG (reference: grade 0).
Adjustments of the model were assessed using themeleLemeshow test and
significance of the variables by the Wald test. Manificant variables were
progressively removed (backward selection) whery ttiel not alter the estimated
parameters of the other variables by more than 10%.

The project was approved by the Ethics CommittethefMedicine School in SdoJoseé
do Rio Preto (CEP/FAMERP: number 148/2006). Fred ariormed consent was
obtained from all participants.

Results

A total of 223 (62.1%) of the 335 persons affedigdeprosy and treated in Sao Jose do
Rio Preto between 1998 and 2006 were located aedviewed for this study. Of the
remainder, 91 (27.2%) were not found as they hadechchouse, the letters were
returned or they were absent at the time of botmehwisits; ten (3.0%) refused to
participate in the study; nine (2.7%) had died a&md (0.6%) denied ever having had
the disease.

Of those interviewed, 51.6% were female, the megveas 54 years (x 15.72) and 148
(67.9%) had up to six years of schooling. Ninetefi(42.6%) participants, were
working, 60 (26.9%) were retired, seven (3.1%) wenemployed because of health
problems and eight (3.6%) were out of work becaokeomplications related to
leprosy. One hundred and twelve (50.2%) patientsidered their physical health had
been good in the month prior to the interview. Amdhe interviewees, there was a
predominance of most respondents reported feehng(p = 122 - 54.7%), mainly back
pain (n = 70 - 31.4%) and pain in the knees (n =-3B7/%) and suffering from
associated diseases (n = 121 - 54.3%), in partidikbetes (n = 23 - 10.3%) and
hypertension (n = 65 - 29.1%).

Thirty-two percent of respondents had disabilitiascording to the WHO-DG
classification (Figure 1).
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Figure 1 - Degree of Disability according to the NMddHealth Organization degree of
physical disability classification

One hundred and twenty-nine (57.8%) intervieweekduame limitations in activities as
assessed by the SALSA scale with the vast maj¢&9#o) being slight limitations
(Figure 2).

42.2

B3 Escores SALSA

H None (n=94) 3 Slight (n=87) B Moderate (n=22) [l Severe (n=14) B Very severe (n=6)

Figure 2 — Distribution of limitations in activisebased on the SALSA scale
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A comparison of the frequency of limitations iniaities according to the SALSA scale
scores by sociodemographic characteristics is shiowable 1.

Table 1 - SALSA scale scores according to sociodgaphic characteristics

Limitations in activities

Sociodemographic characteristics Slight/ Severe/
Very
None moderate Severe
Total* N =94 N =109 N = 20
n (%) n (%) n (%)
Gender Female 115 40 (34.8) 66 (57.4) 9(7.8)
Male 108 54 (50) 43 (49.8) 11 (10.2)
12 to 34 years 31 22 (71.0) 7 (22.6) 2 (6.5)
Age 35 to 54 years 78 34 (43.6) 34(43.6) 10(12.8)
55 years or more 114 38(33.3) 68(59.6) 8(7.0)
Up to 6 years 148 49 (33.1) 84 (56.8) 15(10.1)
Schooling from 7 to 11 years 53 35(66.0) 16(30.2) 2(3.8)
12 years or more 17 9 (52.9) 5(29.4) 3(17.6)
_ With spouse 144 65 (45.1) 66 (45.8) 13(9.0)
Marital status
Without spouse 79 29 (36.7) 43 (54.4) 7 (8.9)
. High risk 24 16 (66.7) 7 (29.2) 1(4.2)
fi’sclf“pa“ona' Medium risk 89 42 (47.2) 44 (49.4) 3 (3.4)
Low risk 110 36 (32.7) 58(52.7) 16 (14.5)
Family < 3 minimum wages 125 38 (30.4) 70 (56) 17 (13.6)
income*** > 3 minimum wages 94 55(58.5) 36(38.3) 3(3.2

* The total numbers (n) differ due to "missing" aat
** Three patients were younger than 15 years olie(@2-year-old and two 13-year-

olds)

*** The minimum wage was R$ 350.00 (US$ 160.50)

In respect to the absence (score < 25) and presémiigabilities (score 25) according

to the SALSA scale, univariate analysis showedethvesis a significant difference with
gender, indicating that women have greater linotagithan men (p-value = 0.01) and
age, as the older the patient, the higher the SAkBévre, i.e., greater limitations in
activities (p-value < 0.001).
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Regarding education, univariate analysis showed tiia limitations in activities is
higher for those who have no more than six yearschboling compared to those who
attended school for longer periods (p-value < 0)001 relation to occupational risk,
patients with low-risk occupations or activitiesvhahigher limitations in activities (p-
value < 0.001).

Table 2 - SALSA scale according to medical/pess history

Limitations in activities

Medical/personal histories None Slight/ Severe/
N moderate  very severe
n (%) n (%) n (%)

Indeterminate 3 19 (55.9) 15 (44.1) 0 (0.0)
Clinical form Tuberculoid 47 16 (34.0) 26 (55.3) 5 (10.6)

Dimorphic 89 43 (48.3) 35(39.3) 11(12.4)
Lepromatous 53 16 (30.2) 33 (62.3) 4 (7.5)
Self- good 112 70(62.5) 40(35.7)  2(1.8)
assessment of moderate 73 21 (28.8) 48 (65.8) 4 (5.5)
physical
Bf:\',fgu's” the  pag 38  3(79) 21(55.3)  14(36.8)
month
Associated no 102 57 (55.9) 37 (36.3) 8 (7.8)
diseases yes 121 37 (30.6) 72 (59.5) 12 (9.9)
Hypertension  "° 158 76 (48.1) 67 (42.4) 15 (9.5)
yes 65 18 (27.7) 42(64.6) 5(7.7)

. no 200 91 (45.5) 92(46.0) 17 (8.5)
Diabetes yes 23 3(13.0) 17(73.9)  3(13.0)
Use of no 110 49 (44.5) 54 (49.1) 7 (6.4)
adaptations*  yes 113 45(39.8) 55 (48.7) 13(11.5)

* Eye glasses (n = 114); false teeth (n = 13); lmgo = 11); special footwear (n =
5); walking stick (n = 3); a splint for the hanas= 2); wheelchair (n = 1); crutches
(n = 1); elastic compression stockings (n = 1)

Patients with the tuberculoid, dimorphic and lepatoais clinical forms of leprosy had
greater limitations in activities than those wille indeterminate form (p-value = 0.03 -
Table 2). It was also noted that the worse theeptif self-assessment of physical
health, the greater limitations in activities weteserved (p-value < 0.001).

While on one hand, the presence of associateds#is€p-value < 0.001) such as
hypertension (p-value < 0.001) and diabetes (peval®.001) favored limitations in the
activity of patients, there was no statisticallgrsficant association between the use of
adaptations and limitations in activities (p-vai8.281).

The classification of patients by the WHO-DG inpest to the SALSA score is
shown in Table 3.
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Table 3 — Comparison between the SALSA score aad/Ntbrld Health Organization
leprosy disability grading system
Limitations in activities

SALSA
Slight/ Severe/
None

N n (%) moderate very severe

n (%) n (%)

Degree  of Grade0 151 81(53.6) 64 (42.4) 6 (4.0)
p_hysu_:lal Gradel 52 12(23.1) 33(63.5) 7(13.5)

t

&Sﬁg"y Grade2 19 00  12(632) 7(36.8)

Univariate analysis showed a significant correlatlmetween the WHO-DG and the
SALSA scale score (p-value < 0.001).

Table 4 shows the relationship between the timer aidmpleting MDT and limitations
in activities according to the SALSA scale score.

Table 4 - SALSA scale score according to time aftanpleting multidrug therapy

Limitations in activities
Time after completing
multidrug therapy

N=94 N=109 N=20

None Slight/moderate Severe/very

n (%) n (%) Severe (%)
from O to 3 years 30 (39.5) 39 (51.3) 7 (9.2)
from 3.01 to 6 years 40 (46.0) 37 (42.5) 10 (11.5)
from 6.01 to 9 years 24 (40.0) 33 (55.0) 3(5.0)

Univariate p-value = 0.65

In the final model of multiple logistic regressiamalysis, significance was found for
associations between limitations in activities dihg female, having a low income,
pain, associated disease and lesions considenmsificagt by the patient, besides having
a physical disability as classified by the WHO-Df&eaadjustment for other variables
(Table 5).

Table 5 - Variables independently associated vintiitdtions in activity *

Variable adjusted OR 95% CI p-value
Gender (female) 2.51 1.12-5.63 0.025
Income< 3 wages 3.17 1.46 - 6.88 0.003

Associated disease 2.44 1.13-5.27 0.023



35

Pain 4.73 2.14 -10.46 <0.001
Report of significant lesion 3.64 1.49 - 8.85 @.00
WHO-DG (Grades 1 and 2) 7.00 276 —17.74 <0.001

OR - Odds ratio, CI - confidence interval * Mulgphnalysis by non-conditional
logistic regression

Discussion

The international classification of functioningsdbility and health (ICF) broadened the
horizons of health care, transforming elements Wexe regarded consequences of the
disease into health componeft’ Both the CIF and SALSA propose that disabilities
are not only consequences of health/disease, lmat @l the social and physical
environment in which the patient lives, the differecultural perceptions, attitudes
towards disability, the availability of servicesdakegislation'®*® The findings of this
study confirm the importance of these factors ispeet to limitations in activities
related to leprosy.

International literature warned about the fact thet general, women have a
significantly higher prevalence of disabilities quamed to men at all agé%% this has
also been reported in leprosy. Although the vaidtastudy of the SALSA scale did not
show any association between gentfetthe findings of this study showed an
association between being female and limitationadtivities due to leprosy. The fact
that women are more careful and frequent healthicgsy more conscientiously than
men should be taken into account when analyzinggtfi@edings as data on women are
probably more accurafé It is for this reason that specific health progsamhich try to
encourage men to seek health services more frdgubeave recently been created in
Brazil ?* Regardless of gender, just eliminating the bagiiuinsufficient for patients to
return to the activities they exercised before beng ill.?®

The association of leprosy with low socioecononanditions has been investigated by
several researche?$?’ but to prove this association is still a challeAS&. This is the
case of a study carried out in the state of Marantsazil which reported on the
prevalence of leprosy patients with physical dis@ads that interfere with their quality
of life and who live in precarious socioeconomia anvironmental conditions, with
low education and low family incom&.The present study demonstrated a significant
association between limitations in activities andome of less than or equal to three
minimum wages (US$ 481.50). This finding may bédith to the fact that in the city
studied, most poor people live in the outskirtseveh similar to much of Brazil, access
to health services is poor, thus facilitating theronicity of the disease and the
subsequent evolution with physical disabilities anwrse health conditions of
individuals®®

In this study, there were also associations betviegtations in activities and reported
pain, major lesion and associated diseases, whatfirm the findings of other
authors™ Patrick et al. claim that pain may be an importctor for individuals to
stop performing daily activities, thereby causingitations. A study of elderly people
in 11 countries demonstrated that associations etitbnic diseases accounted for about
two thirds of predominant disabilitiés.

Depression was reported by 9.7% of respondentBisnstudy, a factor that may have
increased SALSA scores as was highlighted by theS®scale collaborative group.
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In addition, common reports of osteoarticular peols (31.1%) and heart disease
(24.7%) indicate that associated diseases may ilbotdrto limitations in activities.
Further studies may elucidate the effect of eachlihebe diseases on limitations in
activities.

The level of disability classified using the WHO-DEbrrelated to limitations in
activities characterized by the SALSA scale. Howgewvie findings show that
individuals who do not have physical disabilitieayrstill have limitations in activities
in their day-to-day life as, according to the WH@D32% of subjects had physical
disabilities while 57.8% of participants had lintites in activities. Gongalves reported
that 23% of patients in his study had disabiliteesording to the WHO-DG after
completing treatment with MDT which confirms theedeto further investigate this
reality is urgent as the true frequency of diséibsi may be higher and preventive
measures need to be defirfedeprosy causes injuries that are beyond purelysichi
limitations; some individuals have insensitive hanmat feet so they avoid certain
activities or adapt the manner of doing them toicvajury. Faced with this, the
emotional difficulties and social restrictions cadsy the disease seem to be obstacles
that limit patients’ lives:*

An interesting finding of this study is the asstiol between individuals in low-risk
professions or activities who have greater limiasi in activities. It is well known that
leprosy primarily affects people of working ageisitpossible that the limitations of the
disease interfere in the type of activity or prefes carried out by patients thus forcing
them to seek low-risk activities, excluding theranfr their previous work and in some
cases from the workforce altogether. Further studiee needed to better assess the
relationship between limitations and occupatiomns as this may have a major effect,
not only economically but also on social and psimetjcal aspects with a negative
impact on the quality of life of the individual.

Conclusion

In conclusion, limitations in the activities of indluals who had leprosy are common,
even after completion of MDT.

Limitations in activities are associated with beengvoman and having a low income,
associated diseases, major injuries and pain. &b bf physical disability according
to the World Health Organization degree of physidadability classification was
associatedvith limitations in activities as measured by th&LSA Scale.
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Abstract

Objectives: To evaluate social participation of individualsngaeting treatment for
leprosy and to describe the relationship with ptaissequelae and sociodemographic
characteristicsDesign: A cross-sectional, descriptive study was performedlving all
leprosy affected people who were treated betwe@&8 Bhd 2006 in Sdo José do Rio
Preto, Brazil. General and clinical data were abdld and the subjects were assessed
using the degree of physical disability of the WKIQPD-WHO), the Eye-hand-foot
(EHF) score, and the participation scale (PS), Wwhmeasures social participation of
individuals with stigmatising problemResults:Of the 335 people treated in the period,
223 (66.6%) were interviewed. Of these, 51.6% weomen, the mean age was 54
years (£ 15.7 years), 66.4% had up to 6 years ohdbeducation, 42.6% worked and
26.9% were retired. There was a predominance obwitihous (borderline) leprosy
(39.9%). Participants’ physical and mental healtswonsidered good in the month
preceding the interview in 50.2% and 59.2%, respelgt Disabilities according to the
DPD-WHO and EHF scores affected 32% of the paditip and restrictions in social
participation occurred in 35.4%. Multivariate argdy demonstrated a significant
association between restrictions in social paritgn and family income of less than
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three minimum salaries (US$ 160.50), associatedades, hospitalisation within the
previous year and physical disabilitg§.onclusion: The prevalence of restrictions in
social participation is high, even after completimgatment for leprosy. Physical
disability, associated diseases, recent hospitaiisand low family incomes influence
the social participation of these individuals.

Key words: Leprosy, International classification of functingi quality of life, social
participation, disabilities and health

Introduction

Leprosy is a concern for the person affected, thvase care for them, the population
and government and non-government organisatiorespdth to the physical and social
implications and to the number of people diagna@sedially.

Brazil has high new case detection and registeredatence ratesin 2008, the state of
Séao Paulo had a New Case Detection rate of 5.20Q00nhabitants and a registered
prevalence of 7.0/100,000.

Leprosy has been known by different names oversuods of years and has often been
associated with malignancy, social exclusion asdrithination’? It seems that little has
changed even with the official attempt in Brazil reduce stigma by changing the
terminology from leprosy to Hanseniasfs.

In endemic countries such as Brazil and India,itkestment aimed at eliminating this
disease has been extensive over the last decadeenCpolicies are almost solely
directed towards treatment and the cure of leprasyg, dermatological lesions have
been the subject of many studfek.is important to verify and assess the social an
physical sequelae caused by the disease, whichialgnaeate serious consequences in
the quality of life of those affectB@nd can occur before, during and after treatrfiént.
Several studies have described the social resmgtifaced by people affected by
leprosy**?*" Few studies have assessed their social participathploying a validated
instrument, and investigations of this aspect qirdey after treatment has been
completed are rar.

The Participation Scale (version 4.6) aims to assestrictions in social participation
experienced by people affected by leprosy and adieabled people. The scale was
submitted to psychometric validation, reliabilityca stability tests and validated in
India, Brazil and Nepal after a multi-centre tridlhe scale includes several of the
International Classification of Functioning, Dislitlyiand Health domains (ICF) such as
‘learning and applying knowledge’, ‘communicatiomda self-care’, ‘mobility’,
‘domestic life’, ‘interpersonal interactions andatenships’, ‘major life areas’ and
‘community’’® Rejection can start in the family, community,ewen in the affected
people themselves. It is necessary, therefore, ndenstand the extent of social
participation of such people and to determine tene of possible restrictions.

This study attempts to evaluate the social padicm of such individuals after
completing treatment for leprosy, and to describe telationship between physical
sequelae and the sociodemographic characterigtgtaay subjects.
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Materials and Methods

This is a cross-sectional descriptive study caraiedin the municipality of Sdo José do
Rio Preto, Brazil. The municipality, with a popudat of around 450,000, presents
development indicators comparable to developed toesnwith a Municipal Human
Development Index of 0.834, infant mortality rafeld.9/1000 and life expectancy of
71.3 years for 2008

This research included all people who had beerciaifieby leprosy (multibacillary and
paucibacillary) resident in the municipality, irpestive of gender or age, who started
treatment between January 1998 and December 32006, and who had completed
treatment at the time of the interview. People Wwhd started treatment in Sdo José do
Rio Preto but were transferred to other towns veaiduded from the study.

The project was approved by the Research Ethicsn@itbe®e of the Medicine School in
Sé&o José do Rio Preto (CEP/FAMERP - # 148/2006)randived financial support
from the Paulista Foundation against Leprosy (Fgaddaulista Contra Hanseniase).
There are two leprosy treatment reference centrdheé municipality: the Nacleo de
Gestao Assistencial 60 (NGA-60) and the Sanitargniagological Service of Hospital
de Base Outpatients Clinic (DAS) of the Medicindé&au in S&o José do Rio Preto.

The identification of people eligible to participain the study was made by cross-
checking information from the following leprosy dhases: National Information
System of Notifiable Diseases (SINAN), the Munidipi@alth and Hygiene Department
of Sdo José do Rio Preto/Epidemiological Survei#ar{Local database) and the
database of the Sanitary Dermatological Serviddaxpital de Base Outpatients Clinic
of the Medicine School in Sdo José do Rio Pretaalysis of these three databases
enabled the identification of all people who stdrteeatment in the municipality in the
period of the study. The data were checked, wheessary, with the peoples’ medical
records and a single database named the ‘Hans@tPDatabase’ was created for data
analysis’*

All the participants were contacted by telephoer#el or house call. The first attempts
to contact individuals were made by telephone otoupree different days of the week
and at different times. If it was impossible to @t the person by telephone, or if the
person did not show up for an interview after thee¢ telephone calls, up to three
further attempts were made by post. The last resad to contact them through a
maximum of two house calls.

Requests to participate in the study, schedulingintérviews and the interviews
themselves were all carried out in the NGA-60 widmsportation being provided to
participants. The people that could not attendppomtment at the allotted time had the
opportunity to choose a convenient day and timé wie objective of enabling those
who worked or had difficulties arriving at the cento participate.

All the people were interviewed and evaluated betwieebruary 2006 and July 2007 by
the head researcher who has worked in this fielleasame reference centre for more
than 15 years.
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A form was filled out with the participants’ genkrand clinical data and the
Participation Scale was applied. The general amdcal data form, in part extracted
from the checklist of the ICF of the World Healtihg@nizatior’> was composed of 20
guestions, and aimed at verifying the current healtatus as well as personal
information, with closed questions in respect te subject's age, marital status,
income, diagnosis, alcohol consumption, smokingpitalisations and a self-evaluation
of mental and physical health.

The Participation Scale (PS) version 4.6, compasek8 items with scores that ranged
from 0O to 90 points, and took on average 20 mintdesomplete. People with scores of
from O to 12 were considered without restrictionssocial participation, with scores
from 13 to 22 with slight restrictions, with scoreem 23 to 32 moderate restrictions,
with scores from 33 to 52, serious restrictions anith scores from 53 to 90, severe
restrictions:’

Disabilities were evaluated by the ‘degree of ptgisdisability’ indicator published by
the World Health Organization (DPD-WHO) and by tge-Hand-Foot (EHF) score,
which is 15% more sensitive than the DPD-WHOThe DPD-WHO graduates
disabilities as Grades 0, 1 and 2. For the EHFesomlues of 0 to 2 are attributed to
each eye, hand and foot utilising the same cri@sighe evaluations of the DPD-WHO
with the degree of disability of the six evaluateites being added resulting in a
minimum score of 0 (no disability) and a maximumiaf

Statistical analysis utilised the SPSS version, 1&®BSS Inc., Chicago, Il) and the EPI-
INFO 2002 version 3.4.1 computer programmes. In descriptive analysis, the
frequencies are presented for the total and fordifferent groups, that is, groups of
subjects categorised as without restrictions artd slight, moderate, serious and severe
restrictions in social participation.

Due to the small number of subjects with seriou$ severe restrictions, the statistical
comparisons by univariate analysis were performmdtiie presence or absence of
restrictions adopting a score of 12 as the cutpoiht in the PS. Chi-squared or the
Fisher Exact tests were employed as appropriate. lifiit of statistical significance
was set for &-value< 0.05.

Multiple logistic regression was made to evaluatetdrs associated to the presence of
social restrictions. The initial model included redtes with P-values < 0.2 in the
univariate analysis and those considered importantontrol possible confounding
aspects and thus was composed of gender (refenerate); age (reference: up to 34.9
years versus 35 to 54.9 years and 55 or more yegesys of formal education
(reference: 8 years or more versus 0 to 2 yeads3mo 7 years); marital status
(reference: does not live with spouse or partrfanjiily income (reference: more than
three minimum salaries US $160.50); clinical forni the disease (reference:
indeterminate); presence of associated diseasiesemee: none); alcohol consumption
(reference: none); time since cessation of medioat{reference: up to 3 years versus
3.01 to 6 and 6.01 to 9 years); hospitalised witha previous year (reference: no) and
DPD-WHO indicator of disability (reference: 0). Adtfments of the model were
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evaluated by the Hosmer-Lemeshow test and thefigignce of the variables by the
Wald test. Non-significant variables were progreslyi removed (backward selection),
when they did not modify estimates of the paransetérthe other variables by more
than 10%.

Results

Of the 335 individuals treated during the studyigeband that had completed treatment
by the time of the interview, 223 (66.6%) were fdand interviewed; 91 (27.2%) were
not found because they had moved and the correspoadvas sent back or they were
not at home at the time of both house calls; 10%3.did not agree to participate in the
study; nine (2.7%) had died and two (0.6%) deniext Baving the disease.

Of the 223 who participated, 51.6% were women,rtiean age was 54 years, 66.4%
(148) had had up to 6 years of formal education6%2(95) worked, 26.9% (60) were
retired, 3.1% (7) were unemployed for health-relgpeoblems and 3.6% (8) were on
sick leave due to complications related to leprosy.

There was a predominance of dimorphous (borderleppsy which occurred in 39.9%
(89) of the participants. The physical and mentalth was considered good over the
month preceding the interview for 50.2% (112) a®d2% (132) of the interviewees,
respectively. Pain was reported by 54.7% (122hefgarticipants, most commonly of
the back 31.4% (70) and the knees 17% (38). Disiabil as assessed by the DPD-
WHO and EHF, affected 32% (71) of the subjects.

Of the interviewees, 35.4% (79) presented with salegree of restriction in social
participation (Figure 1), with a median PS scor® ¢fange 0 to 79).

Figure 1 — Distribution of restriction in social participam as evaluated by the
Participation Scale.
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Table 1 shows the distribution of the frequencyhaf categories of social participation
in respect to sociodemographic variables.
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Table 1 Distribution of the frequency of sociodemograpbi@aracteristics and scores
of the Participation Scale considering no reswitsi slight/moderate restrictions and
serious/severe restrictions

N=144 N=57 N=22

Somodemogrgphlc N N slight/ Serious/

characteristics ) ?023 Moderate Severe

n (%) n (%)
Gender

Female 115 70 (60.9) 32 (27.8) 13 (11.3)
Male 108 74 (68.5) 25 (23.1) 9 (8.3)
Age*
12 to 34 years* 31 24 (77.4) 6 (19.4) 1(3.2)
35 to 54 years 78 48 (61.5) 19 (24.4) 11 (14.1)
55 or more years 114 72 (63.2) 32 (28.1) 10 (8.8)
Years of formal
education
Less than 2 years 68 35 (51.5) 24(35.3) 9(13.2)
210 7.9 years 107 75 (70.1) 23 (21.5) 9 (8.4)
8 years or more 43 31(72.1) 8(18.6) 4 (9.3)
Marital status
With partner 144 100 (69.4) 33 (22.9) 11 (7.6)
Without partner 79 44 (55.7) 24 (30.4) 11 (3.9)
Family income**
Up to 3 min salaries 125 68 (54.4) 42 (33.6) 15 (12)
More than 3 min o,  73¢77.7) 14 (14.9) 7 (7.4)

salaries
* 3 patients were younger than 15 years old (ong I2aand two were 13 years old)
** Minimum salary was equal to R$ 350.00 or US$ B80
*** There is a difference in the total number ottigats due to missing values

In the univariate analysis, there was no assodidigiween the presence of restrictions
in social participation and gendép-yalue = 0.180) or ageP{value = 0.296). The
restriction in social participation was worse fodividuals with family incomes of less
than three minimum salaries (US$ 160.50P-value = 0.001), that lived without a
partner P-value = 0.031) and for those that did not attezttbel or had no more than 2
years of formal educatiofP{value = 0.015).

Table 2 shows the distribution of the frequencyhaf categories of social participation
for the clinical and personal history variables.
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Table 2: Distribution of the frequency of clinical/persorfaktories and Participation
Scale scores grouped as no restriction, slight/mabeaestrictions and serious/severe

restrictions
N=144 N=57 N=22
Clinical/personal history None Slight/  Serious/
n (%) Moderate  Severe
n (%) n (%)
Clinical form
Indeterminate 34 28 (82.4) 5(14.7) 1(2.9)
Tuberculoid a7 28 (59.6) 14 (29.8) 5 (10.6)
Dimorphous (Borderline) 89 58 (65.2) 20(22.5) (12.4)
Virchowian (Lepromatous) 53 30 (56.6) 18 (34) y9.
Judgment of physical
health over the month
preceding the interview
Good 112 94 (83.9) 15(13.4) 3(2.7)
Moderate 73 42 (57.5) 21(28.8) 10(13.7)
Bad 26 8 (30.8) 14 (53.8) 4 (15.4)
Judgment of mental
health over the month 97 (73.5) 28 (21.2) 7(5.3)
preceding the interview
Good 132 39 (60) 15(23.1) 11(16.9)
Moderate 65 8 (30.8) 14 (53.8) 4 (15.4)
Bad 26 97 (73.5) 28(21.2) 7(5.3)
Associated diseases
No 102 76 (74.5) 17 (16.7) 9 (8.8)
Yes 121 68 (56.2) 40(33.1) 13(10.7)
Hospitalisation in the
preceding year
No 187 130(69.5) 41 (21.9) 16 (8.6)
Yes 36 14 (38.9) 16 (44.4) 6 (16.7)
Smoker
No 177 118 (66.7) 41(23.2) 18(10.2)
Yes 46 26 (56.5) 16 (34.8) 4 (8.7)
Alcohol consumption
No 184 113 (61.4) 49 (26.6) 22 (12)
Yes 39 31(79.5) 8 (20.5) 0 (0.0)
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In the univariate analysis, there were no significdifferences in the clinical form of
the disease that the person had presented withremtidctions in social participation
after completing treatment. Any reported poor ptgisiand mental health was
associated with social restrictioR € 0.001 in both cases). The presence of associated
diseasesH = 0.003), hospitalisatiorP(< 0.001) and alcohol consumptidA £ 0.037)
favoured restrictions in social participation, lliére was no association with smoking
(P =0.20).

Table 3 shows the distribution of the levels ofigbparticipation for the differing
degrees of disability of the participants after pbeting treatment, according to the
World Health Organization DPD-WHO and Eye/Hand/f{i6itiF) scores.

Table 3: Distribution of the frequency of disabilities evated by the indicators of the

World Health Organization (DPD-WHO) and eye-handtfdEHF) score and the

Participation Scale considering no restrictions ahght/moderate and serious/severe
restrictions

N=143 N=57 N=22
Disability indicator N Slight/ Serious/
one
n (%) Moderate Severe
n (%) n (%)
Degree of disability
WHO
Grade 0 151 111 (73.5) 31 (20.5) 9 (6)
Grade 1 52 26 (50) 19 (36.5) 7 (13.5)
Grade 2 19 6 (31.6) 7 (36.8) 6 (31.6)
Eye/Hand/Foot -
EHF (0 to 12)*
Score 0 151 111 (72.8) 31 (20.5) 9 (5.9)
Score of 1to 4 58 28 (48.3) 21 (36.2) 9 (15.5)
Scores of 5 or more 13 4 (30.8) 5 (38.5) 4 (30.8)

* median O (minimum 0 and maximum 11)

In the univariate analysis, there was less regindn social participation for subjects
that did not present with disabilities as assesseldoth indicatorsH-value < 0.001 for
both analyses).

Social participation had a similar distribution fpeople reporting different periods
since the cessation of medication as shown in Téble
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Table 4. Distribution of the frequencies between time with medications and
Participation Scale considering no restrictiongghtimoderate and serious/severe
restrictions.

. N=144 N=57 N=22
Time after
discontinuation of None Slight/ Serious/
multidrug therapy n (%) Moderate severe
n (%) n (%)

from O to 3 years 112 46 (60.5) 24 (31.6) 6 (7.9)
from 3.01 to 6 years 80 59 (67.8) 19 (21.8) 9 (10.3)
from 6.01 to 9 years 31 39 (65) 14 (23.3) 7 (11.7)

In the univariate analysis, there was no associabietween restrictions in social
participation and the time since medication waggifP-value = 0.727).

In the final model of multivariate analysis by meauf logistic regression, the social
restriction was correlated with family income3 minimum salaries (US $160.50), with
an associated disease, to hospitalisation withenptleceding year and the presence of
some degree of disability as measured by the DPD&Wtlicator, controlled by the
other variables of the initial model as describethe methodology (Table 5).

Table 5. Variables independently associated to restristiarsocial participation*

Variable adjusted OR Cl p-value
Income< 3 minimum salaries 2.05 1.02-4.13 0.043
Associated disease 2.51 1.25-5.05 0.009
Hospitalization in the 2.44 1.04-5.73 0.041
preceding year
DPD-WHO
Grade 1 3.00 1.42-6.34 0.004
Grade 2 5.31 1.69 — 16.68 0.004

OR - Odds ratio; Cl — 95% Confidence interval; * IM@riate analysis by means of
non-conditional logistic regression

Discussion

Social participation has been the focus of studisdiseases that historically

discriminate and exclude sufferers from social redéon as is the case of HIV,

tuberculosis, mental diseases, epilepsy and lepr&gsearchers have developed
instruments that can measure restriction in sogaticipation and stigma, both of

which are problems recognised by individuals wilese diseases and by those who
look after thenf*?’

With the utilisation of the Participation Scale,oand one third of interviewees

presented some type of restriction in social pgikton after completing treatment - a
high percentage when compared to the 7.2% repdnye@aracas in 2008. On the
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other hand, the mean age, the low schooling and stheificant percentage of
individuals on sick leave or retired corroboratémother studies that describe the same
characteristics in the studied grolpgé.

Social impairment due to several conditions inatgdstigma, discrimination, poverty,
disability and loss of independence are still giadtacles to be overcome by people
affected by leprosy, professionals and health piognes. Low wages seem to be
related to a series of negative conditions suckusseptibility to disease, functiona
incapacity, marginality and social exclusion andynexplain the differences with
respect to social participation of individuals imeir communities. Similar to other
studies, the results reveal a relationship beti@erfamily incomes and restrictions of
social participatiof®*

In Turkey, one study identified depression as ohghe most common psychiatric
problems® The results suggest that associated diseases ampitdisations have a
negative impact on social participation. Comparsswiith other studies are difficult as
these variables are not commonly investigated. i8pattention should be paid to pain,
which was a frequent spontaneous reply in thisystaliefly back and knee pain, an
aspect that has been more substantially investidatether authors: The influence of
associated diseases, hospitalisation and pain simicteons in social participation
requires further research.

According to publications, changes in physical andntal health lead to social
isolation?**? Studies carried out in Nepal in 2000 and in Turke004 demonstrated
that 95% and 75% of the study subjects, respegtivptesented with physical
disabilities resulting in social problers*® Martins et al®>* concluded that nasal
deformities, as they are very apparent, produgenstiand social isolation. In fact, when
the individual’'s perception about any aspect of I§ bad, the self-stigmatisation and
consequently social exclusion may occur in thediféne individuaP

The association found between limitations in sogatticipation and the disability
indicator (DPD-WHO) corroborates other studies tifagerved a link between physical
disabilities and social exclusidr!*

Factors such as functional limitations, pain andpitalisations impede the individual's
ability to perform everyday activities. The greatebstacle is when these aspects are
associated with visible physical disabilities. Sefection linked to aesthetics may
make the person affected avoid exposure and gaation in community life, as well as
nourish a feeling of social rejectiof®’ We live in a culture that almost exclusively
focuses on policies directed towards curative meéjcthus devaluing or relegating
both the investigation and prioritisation of phydiand social morbidities.

It is therefore necessary to use wider parameteesdluate the morbidity of diseases in
general and in particular of leprosy, the subjdcthes study. It is suggested here that
the scope of prevention and healthcare programhuwsddbe increased accordingly.

Conclusion
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After completing treatment, the prevalence of restms in social participation of
people that had leprosy was 35.4%. This was adedcwith disabilities, co-morbidity
with other diseases, recent hospitalisation andihmames.
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4. CONCLUSAO
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4. CONCLUSAO GERAL

- Conclui-se que do total de pessoas tratadasmkehgse entre 1998 a 2006, a maioria
foi do genero feminino, adultos, com baixa escdide e renda. Houve predominio da
forma dimorfa. A maioria dos entrevistados revefmesenca de dor e de doenca
associada. Em contrapartida, a saude fisica e hfentansiderada boa no ultimo més
pela maioria dos ex-pacientes.

- As incapacidades fisicas avaliadas pelos indiesld'Grau de Incapacidades da
OMS” e“Eyes Hands and Feet’atingiram 32% dos ex-pacientes e associou-seasom
formas clinicas multibacilares e em ex-pacientesjglgaram estar com a saude fisica
ruim no ultimo més. Os individuos mais velhos coaix® escolaridade merecem
atencado especiapara a prevencao e a reabilitacdo de deficiénaés gncontramos
associacao de deficiencias com individuos que ept@gam essas caracteristicas.

- Conclui-se que os servigos de reabilitacdo doicipio que realizam atendimento
geral dos usuérios do Sistema Unico de Saude,madws casos de hanseniase, estdo
distantes dos ex-pacientes que necessitam de @amdi seja de prevencao primaria
(Grau 0) ou de prevencdo secundaria (Grau 1 e 2).g0e necessitam de
prevencdao/reabilitagdo por ja apresentarem algponde deficiéncias instalada (Grau 1
e 2) necessitam percorrer uma distancia meédiasdend até o servico.

- A restricdo na participacé@o social ocorreu endBbdos ex-pacientes e associou-se a
presenca de deficiéncias, hospitalizacdo receraesabrenda e outras doencas
associadas.

- A limitacdo de atividades, medida pela Escala SAl das pessoas que tiveram
hanseniase mostrou-se frequente no periodo possa@icamentosa (57,8%), e
associou-se aos ex-pacientes que tinham deficidisita (Grau 1 e 2), do género
feminino, com baixa renda, lesbes significantes gelatavam presenca de dor e

doencgas associadas.

4.1. CONCLUSAO 1

Apés a alta medicamentosa, a prevaléncia de gégstrida participacdo social em
pacientes que tiveram hanseniase foi grande eiadaoa presenca de deficiéncias,
outras doencgas associadas, hospitalizagcéo receatrserenda.
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4.2. CONCLUSAQO 2

Conclui-se que a limitacdo de atividades das pespoa tiveram hanseniase mostrou-se
frequente no periodo pés-alta medicamentosa.

A limitacdo de atividades associou-se a pesso@gdero feminino, com baixa renda e

gue apresentavam doencas associadas, lesOescsigteifi e relatavam presenca de dor.
A deficiéncia fisica, avaliada pelo Grau de Incégeaes da OMS, também apresentou

associacdo com a limitacdo de atividades medidagsdala SALSA.

4.3. CONCLUSAO 3

Conclui-se que a frequéncia das deficiéncias apattaamedicamentosa é alta. Os
individuos com deficiéncia apresentaram julgameawnion sobre sua propria saude
fisica. Ex-pacientes mais velhos, que tiveram fermaultibacilares e com baixa
escolaridade merecem atencdo especial para a péevea a reabilitacdo de
deficiéncias.

As pessoas que tiveram hanseniase estdo distsbemddaodo o municipio, com maior
concentracdo na &rea norte onde existe maior ctvacén populacional e caréncia
socioeconOmica.

O centro de referéncia estad localizado afastadoam® em que vive a maior
concentracdo de pacientes. A sua localizacdo inadeqpode dificultar o acesso dos
pacientes aos cuidados necessarios para prevarioreéncia de deficiéncias, tanto

durante como apdés a alta medicamentosa.



55

5. REFERENCIAS BIBLIOGRAFICAS




56

5. REFERENCIAS BIBLIOGRAFICAS

1. GOULART IMB, ARBEX GL, CARNEIRO MH, RODRIGUES MSGADIA R.
Efeitos adversos da polioquimioterapia em paciecdes hanseniase: um levantamento
de cinco anos em um Centro de Saude da Universkidieral de Uberlandia.Rev.Soc.

Bras. de Med. Trop. 2002; 35(5):453- 460.

2. EIDT LM. Breve histdria da hanseniase: sua expadeanundo para as Américas, 0
Brasil e 0 Rio Grande do Sul e sua trajetéria nalsgublica brasileiré&Saude Soc.

2004; 13(2): 76-88.

3. Ministério da Saude. Secretaria de PoliticasSdade. Departamento de Atencdo
Basica. Guia para o controle da hanseniase. Séder@os de Atencdo Bésica n° 10.

Série A Normas e Manuais Tecnicos n°® 111. Braslba2.

4. Ministério da Saude. Secretaria de Atencdo a&aDepartamento de Atencéo
Béasica. Vigilancia em Saude Dengue, Esquistossanitegseniase, Malaria, Tracoma
e Tuberculose. 22 ed. rev. Serie A Normas e Marieasicos. Cadernos de Atencgao

Bésica. n° 21. Brasilia. 2006.

5. OPROMOLLA DVA, URA S. Atlas de hanseniase. Ingt Lauro de Souza Lima.

Bauru. 2002.



57

6. RIDLEY DS, JOPLING WH. Classification of Leprogyccording to Immunity. A

five-group system. Int J Lepr Other Mycobact Di86&; 34(3): 255-73.

7. ARAUJO MG. 1925 - 2005 Evolucéo e estado ataafjuimioterapia da hanseniase.

An. Bras. Dermatol. 2005; 80(2): 199-202.

8. NARDI SMT. Incapacidades fisicas durante o trelato dos pacientes com
hanseniase em dois municipios do Estado de Séo Rhksdertacdo]. Sdo José do Rio

Preto: Faculdade de Medicina de S&o José do Rio; Pi@04.

9. Ministério da Saude. Secretaria de VigilanciaSade. Departamento de Vigilancia

Epidemiolégica. Manual de prevencdo de incapacklad® ed. Brasilia (DF):

Ministério da Saude, 2008.

10. BRYCESON ADM. Leprosy. In: CHAMPION RH, BURTOBL, EBLING FLG.

Textbook of dermatology. 5 ed. Blackwell Scienti#ablications, 1992:1065-1083.

11. TALHARI S. Hanseniase: situacdo atual. In: Arriasileiros de DermatologiRio

de Janeiro, 1994: 69(3): 209-215.

12. World Health Organization. Weekly epidemiol@jicecord . 2011; 36: 389-400

13. Ministério da Saude. Secretaria de VigilancraS®aude. Sistema de Informacéo de

Agravos de Notificacdo-SINAN. Coeficiente de deferggeral de hanseniase por



58

Unidade Federada de residéncia Brasil- 2011 Dispbni em:

http://portal.saude.gov.br/portal/saude/profissimisualizar texto.cfm?idtxt=31200

Acessado em 24 fev de 2012.

14. PASCHOAL VDA, NARDI SMT, CURY MRCO, LOMBARDI CVIRMOND
MCL, NETA-DA-SILVA RMD, et al. Criacdo de banco de dados para sustentacdo da
pos-eliminacdo em hanseniase. Ciéncia & Saude iGnl€2011; 16 (Supl.1):1201-

1210.2011 2008.

15. Ministério da Saude. Secretaria de VigilanomSaude. Secretaria de Atencéo a
Saude. Portaria Conjunta n°125 de 23 de marco @@ Pfine acdes de controle da

hanseniase. Diario Oficial da Uni&y. mar 2009; Secéo 1:73

16. Ministério da Saude. Secretaria de Vigilancra &aude. Departamento de
Vigilancia e Doencas Transmissiveis. Coordenacdal@e Hanseniase e Doencas em
Eliminacdo. Sistema de Informacédo de Agravos defibatdo-SINAN. Indicadores
epidemiolégicos e operacionais de hanseniase Bt@eld - 2011* . Disponivel em:

http://portal.saude.gov.br/portal/saude/profissimisualizar texto.cfm?idtxt=31200

Acessado em 24 fev de 2012.

17. Organizacédo Mundial da Saude. Estratégia glfr@ihorada para reducao adicional
da carga da hanseniase: periodo do plano: 2011-2@Qk§anizacdo Pan-Americana da

Saude. Brasilia: Organizacdo Mundial da Saude,.2810.: il.



59

18. VIRMOND MCL. Alguns apontamentos sobre a histéda prevencdo de
incapacidades e reabilitacdo em hanseniase nol.Brasisen Int 2008; 33(2 Suppl

1):13-8.

19.GIRARDI DR, BULEGON H, BARRA CMM. A decision supposystem based on

leprosy scales. Int J Biol Life Sci. 2012;8(3): 1B3

20. DEEPAK S. Answering the rehabilitation needslegrosy affected persons in
integrated setting through primary health care isesv and community based

rehabilitation. Indian J LepR003;75(2):127-42.

21. RAMOS JMH, SOUTO FJD. Incapacidade pés-tratameem pacientes
hansenianos em Varzea Grande, Estado de Mato GrBgsoSoc Bras Med Trop.

2010; 43(3):293-7.

22. GONGALVES SD, SAMPAIO RF, ANTUNES CM. Fatoregegitivos de

incapacidades em pacientes com hanseriRaseSaude Publica. 2009;43(2):267-74.

23. EBENSO J, VELEMA J P. Test-retest reliability the Screening Activity
Limitation and Safety Awareness (SALSA) scale inrtNeNest Nigeria. Lepr Rev.

2009;80(2):197-204.

24. CROFT RP, RICHARDUS JH, NICHOLLS PG, SMITH WCRBerve function

impairment in leprosy: design, methodology, anéketstatus of a prospective cohort



60

study of 2664 new leprosy cases in Bangladesh Bemgladesh Acute Nerve Damage

Study). Lepr Rev. 1999;70(2):140-59.

25. SALSA COLLABORATIVE STUDY GROUPScreening of Activity Limitation
and Safety Awareness — SALSA. Pacote para o testiz & Escala SALSA — versao

1.0, maio de 2004.

26. SALSA COLLABORATIVE STUDY GROUP. The developnieof a short
questionnaire for screening of activity limitati@nd safety awareness (SALSA) in

clients affected by leprosy or diabetes. Disabih&®l. 2007;29(9):689-700.

27. HELENE LMF, SALUM MJL. A reproducdo social da hangese. Cad Saude

Publica, 2002; 18: 101-113.

28. TIENDREBEOGO A, TOURE I, ZERBO P. A surveyleprosy impairments and
disabilities among patients treated by MDT in bogkfaso. Int J Lepr Other Mycobact

Dis, 1996; 64: 15-25.

29. YAWALKAR SJ. Leprosy for medical practitionemé paramedical workers.

Eighth revised editioNovartis, Basle, 2009. 152p.:il

30. Ministério da Saude. Secretaria de Vigilancia Paiait Departamento de Vigilancia
Epidemiolégica. Programa Nacional de EliminacadHdaseniase. Plano Nacional de

eliminacdo da hanseniase em nivel municipal 200®-20Disponivel em:



61

http://portal.saude.qgov.br/portal/arquivos/pdf/remase plano.pdf Acessado 27

novembro de 2011.

31. KAUR H, VAN BRAKEL W. Dehabilitation of leprosy—aéicted people - a study

on leprosy—affected beggars. Lepr Rev, 2002; 76-385.

32. EL HASSAN LA, KHALIL EA, EL-HASSAN AM. Socio-cultual aspects of

leprosy among the Masalit and Hawsa tribes in tda8.Lepr Rey 2002;73: 20-28.

33. KUMAR A, ANBALAGAN M. Socio-economic experiences déprosy patients.

Lepr India,1983; 55: 314-321.

34. MOU HJ, KE W BAO, WANG Y. Study on the living cortdin of people affected
by leprosy in Guizhou province. Zhonghua Liu Xingn® Xue Za Zhi, 2005; 26:

348-350.

35. SENTURK V, SAGDUYU A. Psychiatric disorders and abdity among leprosy

patients; a review. Turk Psikiyatri Derg, 2004; 236-243.

36. KOPPARTY SN. Problems, acceptance and social i#gua study of the

deformed leprosy patients and their families. LIRpw. 1995; 66: 239-249.



62

37. BARBOSA JC, RAMOS JUNIOR NA, ALENCAR MJF, CASTRCGJ. Pos-alta
em hanseniase no Ceara: limitacdo da atividadeiolhalc consciéncia de risco e

participacdo social. Rev Bras Enferm, 2008; 61(e&pj—733.

38. NICHOLLS PG, BAKIRTZIEF Z, VAN BRAKEL WH, DAS-PATTANAYA RK,
RAJU S, NORMAN G,et al. Risk factors for participation restriction leprosy and
development of a screening tool to identify indivads at risk.Lepr Rey 2005; 76:

305-315.



63

6. APENDICES




6.1. APENDICE 1

FACULDADE DE MEDICINA DE SAO JOSE DO RIO PRETO

) Autamuiz Estadual - Lein,” B850 do 27/00:04
{Recanhecila pelo Decrato Federal n,” 74,179 de 149067 4)

i e — ——

Parecer n ° 148/2006
COMITE DE ETICA EM PESQUISA

O Protocolo n” 3441/2006 sob a responsabilidade de Susilene
Maria Toneili Mardi, com o fitulo “Diagndstico do dano fisice social em
pacientes com hansenigse no municipio de 580 José do Rio Preto-SP", estd de
acordo com a Resolugdio CMS 196/96 e foi aprovade por esse CEP.

Lembrames ao senhor{a) pesquisador{a) gue, no tumprimento da
Resolugdo 251/97, o Comité de Etica em Pesquisa (CEP) deveré receber
relatérios semestrais sobre o andamente do Estudo, bem como g qualquer
tempo e a critério do pesquisador nos casos de relevangia, além do envio dos
relatos de eventos adverses, para conhecimento deste Comité. Salientamos
ainda, a necessidade de relatdrio complefo ao final do Estude,

58o José do Rio Preto, 12 de junho de 2006.

Prof. Dr. José Paulo Cipullo
Vice-Coordenador do CEP/FAMERP

Av Brigadeirg Fana Lima, 5416 - 15080-000 - Sao José do Rio Pretn . SP.- Brasil
Tl (17) 3201-5700 - Fax 175 3227-6201 - www famiem br




6.2.APENDICE 2

Uninesshdade de 530 Paulo
Farudrkidn da Sadede Bobliza

TUnlize esta tela para consultar os artizos enviados.

Aprovados: Statns

4048 - Dedciéncias spos 3 slia medicamensosa da b Bl Aprovado 24052012

Elver FlReformulacic E)Ahers (B Avaliagies'Comentarios

Logog

-: vobiar -

C Facaldads de Sstde Piblca da Universidads de 550 Pemo
5 Puwarid by - Ferkdlen Dnkng - M20 lalesallsa Duslgoart by AP SR

65



66



67

/. ANEXOS

7.1.ANEXO 1

TERMO DE CONSENTIMENTO LIVRE E ESCLARECIDO

Vocé estad sendo convidado a participar da pesquisa chamada “Diagnostico
Fisico Social dos Pacientes com hanseniase no ipianite Sdo José do Rio Preto-SP”.

Sabemos que a hanseniase pode causar mgfsi@urante e apds o tratamento.
Essas deficiéncias podem ser tanto fisicas quactais em varios niveis de gravidade.
Conhecer eevitar essas deficiéncias € algo que as pessoas quantiveu tem
hanseniase precisam aprender.

O objetivo deste trabalho € conhecer a qpatdo social, a atividade e a
consciéncia de risco para deficiéncias fisicas @asoem individuos afetados pela
hanseniase, durante e apds o tratamento. Paraptisaremos um questionario que
avalia a participacdo social, as capacidades $igaspectos gerais da vida e saude. As
respostas serdo posteriormente analisadas. Infavsgoe a aplicacdo do questionario
ndo oferece qualquer risco a sua saude, que a dlahoracdo sera de extrema
importancia para conhecermos melhor essa realidadealisarmos necessidade de
mudanca nas ac¢des politicas de saude do municipio.

Ressaltamos que a concordancia em particgeste estudo ndo implica
necessariamente em qualquer modificacdo no tratamgne estd sendo feito.
Queremos deixar claro que o seu nome nunca setdgddo, nem a origem das
informacgdes que nos fornecer. Serd fornecido paksésibus para sua vinda. Antes ou
apos a aplicacdo do questionario vocé podera gualquer diavida a respeito do
trabalho, e se necessario, entrar em contato cpas@uisadora Susilene pelo telefone
17 3201-5917, na Faculdade de Medicina de Sdodm$&o Preto ou 17 9105-4399.
Para qualquer davida sobre seus direitos, proau@omité de Etica e Pesquisa pelo
telefone 17 3201-5813.

Eu, recebi dos pesquisadores esclarecimmgnanto ao Projeto “Diagndstico
Fisico Social dos Pacientes com hanseniase no ipionie Sdo José do Rio Preto-SP”.
Compreendi que posso livremente interromper mirgraggpacao a qualquer momento,
sem necessidade de justificar minha decisdo. Cangretambém, que sera preservado
o sigilo de minha identidade, bem como que nao tegpesas e nao receberei qualquer
beneficio material por participar do estudo.

Fui informado ainda que posso receber explicac@rsoaais dos pesquisadores assim
que gueira solicitar, bem como, terei acesso astaelos se assim o desejar.
Devidamente informado e esclarecido manifestgui meu consentimento em
participar do estudo.

Declaro que recebi cépia do presente Termo de @tnmsnto.

Assinatura do Paciente:

Nome do Paciente:

RG: Data:  /

Assinatura do Pesquisador:
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Nome do Pesquisador:

7.2. ANEXO 2

FICHA DE DADOS GERAIS E CLINICOS
1. Data: / /

2. Nome do entrevistado:

3. NO. prontuério:

4. Data de Nascimento: / /

5. E-mail:

6. SEXO:

(1) [ ] Feminino (2) [ 1 Masculino

7. FORMACAO:

(1) [ ] analfabeto (2) [ ] ensino fundamentalompleto
(3) [ ] ensino fundamental completo (4) [ ] emsmédio incompleto

(5) [ ] ensino médio completo (6) [ ] ensino sripr

(7) [ ] pbés-graduacéao (8) [ ] ensino supemazompleto

8. ANOS DE EDUCAGCAO FORMAL:

9. ULTIMO ANO ESTUDADO:

10.ESTADO MATRIMONIAL ATUAL: (confira somente aquele ais aplicavel)

(1) [ ] Nunca foi casado (2) [ ] Atualmerm@sado
(3) [ ] Separado (4) [ ] Divorciado
(5) [ ] Viavo (6) [ ] Coabitacéo

11.0OCUPACAO ATUAL (Selecione a tnica melhor opc&o)

(1) Emprego assalariado [ ] (2) Trabalha por agmbpria (autbnomo)
(3) Trabalho néo assalariado, voluntario/caridafle  (4) Estudante [ ]

(5) Prendas domésticas/Donade casa[ ] (6) Apaderj ]

(7) Desempregado (razéo de saude) [ ] (8) Desayagoe(outra razao)

(9) Outro [ ] . Por favor especifique)

12.RENDA PESSOAL

(1) até um salario minimo [ ] (2) de 1 a 3 sakuminimos [ ]

(3) de 3 a 10 salarios minimos [ ] (4) 10 aaigrsalarios minimos [ ]
Especifique:
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12.1 RENDA FAMILIAR

(1) até um salario minimo [ ] (2) de 1 a 3 salarminimos [ ]
(3) de 3 a 10 salarios minimos [ ] (4) 10 ou nsaigrios minimos [ ]
Especifique:

13.Como vocé avalia sua saude fisicaultimo més?
Muito boa [ ] Boa [ ] Moderada| ] Ruim [ ] Muito ruim [ ]

13.1 E no ultimo ano?
Muito boa [ ] Boa[ ] Moderada| ] Ruim [ ] Muito ruim [ ]

14.Como vocé avalia sua saude mental e emociomaltimo més?
Muito boa [ ] Boa [ ] Moderada| ] Ruim [ ] Muito ruim [ ]

14.1 E no ultimo ano?
Muito boa [ ] Boa[ ] Moderada| ] uRn [ ] Muito ruim [ ]

15.Vocé tem alguma doenca (s) ou disturbicafslaimente?
[ ] Nao [ ] SimSe sim, por favor, especifique . Desde quando?

16.Vocé ja teve qualquer lesdo significanige deixou sequelas impedindo de realizar
suas atividade diarias?
[ ]Nado [ ] Sim.Se sim, por favor, especifique

17.Vocé usa alguma adaptacéao/drtese
[ ] Nao [ ] Sim Se sim, por favor, especifique

18. Foi hospitalizadao ultimo ano?

[ ] Nao [ ] SimSe sim, por favor, especifigagazao (s) e por quanto tempo?
1. ; . . Qudrass

1. X . . Qudrdss

19.Vocé esta recebendo qualquer tipo de tratamgsa sua salude?
[ ] Nao [ ] Sim Se sim, por favor, especifique

20.Vocé fuma?
[ ]Nao[ ] Sim

21.Consome alcodal

(1) uma ou mais vezes ao dia [ ] (2) uma ou deasy por semana [ |
(3) uma ou duas vezes pormés|[ ] (4) mais de demss por semana| ]
(5) mais de duas vezes ao més [ ] (6) menos freqie]

(7) Nunca| ]

Parte das questbes foram retiradas da Checkli€llida® Organizagao Mundial da
Saude, Setembro 2001
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7.3. ANEXO 3
SALSA: Triagem de Limitacdo de Atividade e Consciécia de Risco
Formulario de informag6es sobre o cliente’ }\ 1
Pais Client ID SAL
Nome do entrevistador Interv. ID
Local Urbano/Rural
Idade (em anos) Sexo: Masc./ Fem. Data da entrevista [ /200____

Diagnostico principal: Hanseniase / Diabetes / Outro (especifique)

Outras condi¢cdes médicas que afetam as atividades diarias:
(pode-se pensar em diminuicdo de ADM de quadril, dor nas costas, problemas em ombro ou joelho,
trauma em mao...)

Ocupacdo:

Anote qualquer adaptacdo/értese  usado pelo entrevistado:
(pode-se pensar em oOculos, cadeira de rodas, bengala ou andador, muletas, tutor, splints,
talheres adaptados, instrumentos de trabalho adaptados, luvas ou panos, cal¢cado especial,
etc.)

Por favor registre dados de deficiéncias  de acordo com seu sistema. Esses dados sdo para
sua informacéo, e para Ihe ajudar a interpretar as respostas:

Acuidade visual Forca muscular Perda de sensibilidade
R L R L R L
Perto Olho Olho
Longe M&o M&o
Pé Pé
Outro Outro
R Contagem de Ulceras L Gl (OMS) / Escore EHF*
Ma&o — palma e costas da R L
mao
Braco Olho

o objetivo desse formulario é ajudar na coletalgeraas informacdes basicas sobre cada clientevisiardo. O

formato € apenas uma sugestao e vocé é livre gapdalo a suas necessidades e preferéncias.



Pé — sola e dorso do pé

Perna

Mao

Outro

Pé

*Apenas para clientes afetados
pela hanseniase
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Se SIM, o Se NAO, por
guanto isso é Le Nao?
Escala SALSA facil para vocé? q )
Screening of Activity Limitation & Safety Awareness 5 218 8
(Triagem de Limitacdo de Atividade e Consciéncia de .‘% § g a ;
Risco) o | B 5 | §8 oY
8 o = g9 <9
Z 3 |5 |ea2§ o]
= — a o =g g q
S S E [ o 2
o @ = S SN s@ S g
o Margue uma resposta em cada linha L > = W wg wg
Vocé consegue enxergar (o suficiente para realizar sups
1. - > 1 2 3 4
atividades diaria®)
2. Vocé se senta ou agacha no ch&o? 1 2 3 0 4 4
(]
3. | 8| Vocé anda descalco? i.e. a maior parte do tempo 1 2 3 0 ® @
o
4. | Z| Vocé anda sobre chdo irregular? 1 2 3 0 @ @
[e) ~ S T T > " T
5 | = Vc_)ce anda distancias mais longas” i.e. mais que 3Q 1 5 3 0 ® ®
minutos
~ I) = H H - .
6. Voce, lava seu corpo todo? (usando sabdo, esponja, jan a, 5 3 0 4 4
de pé ou sentado)
2| Vocé corta as unhas das maos ou dos pés?  e.g. usandd
£ Z| tesoura ou cortador 112131019 )0©
Vocé segura um copoltigela com contelido quente _ ?
8 e.g. bebida, comida 1 2 3 0 4 4
Vocé trabalha com ferramentas? i.e. ferramentas que voqé
9. ~ ; 1 2 3 0 ® )
segura com as maos para ajudar a trabalhar
A - >
10 Vocé carrega otyetos ou sacolas pesadas? eg| 5 3 0 ® ®
compras, comida, 4gua, lenha
§ Vocé levanta objetos acima de sua cabeca? e.g. parg
11 ZE colocar em uma prateleira, em cima de sua cabacagstendef 1 2 3 0 O] )
S| roupa para secar
12 E Vocé cozinha? i.e. preparar comida quente ou fria 1 2 3 0 @ @
13 g Vocé despeja/serve liquidos quentes? 1 2 3 0 @ ©)
a ?
14 Yoce ,abre/fecha garrafas com tampa de rosca*? eg| 4 5 3 0 4 4
Oleo, agua
15 Vocé abre vidros com tampa de rosca?  e.g. maionese 1 2 3 0 @ @
16 Vocé mexe/manipula objetos pequenos?  e.g. moedag 5 3 0 4 4
L Pregos, parafusos pequenos, graos, sementes
17 zé Vocé usa botdes? e.g. botdes em roupas, bolsas 2 3 0 4 4
~| Vocé coloca linha na agulha? i.e. passa a linha pelo olfjo
18 S| da agulha 1 2 3 0 ) )
£ voce apanha pedacos de papel, mexe com
19| @ 1 2 3 0 4 4
2 papel/coloca papel em ordem?
20 Vocé apanha coisas do chao? 1 2 3 0 4 4
Escores parciais
(S1)| (S2)| (S3) (S4) (S5) (st
Secdo 1.01 Escore SALSA ( some todos os escores
parciais) (S1+S2+S3+S4+S5+S6)

Secéo 1.02 Escore de consciéncia de risco  (Conte o nimero de @’s marcados em
cada coluna)




ANEXO 4

ESCALA PARTICIPACAO (versio 4.6)

NUmero

Escala de Participacao

De forma comparativa com os seus pares...

, hao

N&o espeficado
responde

Vocé tem a mesma oportunidade que seus parg
para encontrar trabalho?

bS

[Se as vezes, ndo ou irrelevantelté que ponto iss
representa um problema para vocé?

Vocé trabalha tanto quanto os seus pares (mesr
numero de horas, tipo de trabalho, etc.)?

[Se as vezes, ndo ou irrelevantelté que ponto iss
representa um problema para vocé?

Vocé contribui economicamente com a sua casg
maneira semelhante a de seus pares?

de

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

Vocé viaja para fora de sua cidade com tanta
freqiiéncia quanto os seus pares (exceto para
tratamento), p. ex., feiras, encontros, festas?

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

Vocé ajuda outras pessoas (p. ex., vizinhos, am
ou parentes)?

gos

[Se as vezes, ndo ou irrelevantafé que ponto iss
representa um problema para vocé?

Vocé participa de atividades recreativas/sociais
a mesma freqiiéncia que os seus pares (p. ex.,
esportes, conversas, reunides)?

[Se as vezes, ndo ou irrelevantafé que ponto iss
representa um problema para vocé?

Vocé é tdo ativo socialmente quanto 0s seus pa
(p. ex., em atividades religiosas/comunitarias)?

es

[Se as vezes, ndo ou irrelevantafé que ponto iss
representa um problema para vocé?

Vocé visita outras pessoas na comunidade com
mesma freqiéncia que seus pares?

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

Vocé se sente a vontade quando encontra pess
novas?

Das

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

10

Vocé recebe 0 mesmo respeito na comunidade
guanto os seus pares?

[Se as vezes, ndo ou irrelevantafé que ponto iss

representa um problema para vocé?

, €U nao

quero,eu nao preci

blema
PONTUACAO

30 é pro

Irrelevante

ETe)
Médio

AS vezes

N
N Pequeno

o |Sim
U1 |Grande

o
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NUmero

Escala de Participacao

De forma comparativa com os seus pares...

, hdo

N&o espeficado
responde

, €U nao

quero,eu nao preci

N

blema

do é pro

AS vezes
Irrelevante

Médio

PONTUACAO

o |Sim

N Pequeno

U1 |Grande

Vocé se locomove dentro e fora de casa e pela
vizinhancga/cidade do mesmo jeito que 0s seus
pares?

o

[Se as vezes, ndo ou irrelevantafé que ponto iss
representa um problema para vocé?

12

Em sua cidade, vocé freqiienta todos os locais
publicos (incluindo escolas, lojas, escritérios,
mercados, bares e restaurantes)?

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

13

Vocé tem a mesma oportunidade de se cuidar t§
bem quanto seus pares (aparéncia, nutricdo, $3

10
ude)

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

14

Em sua casa, vocé faz o servico de casa?

[Se as vezes, ndo ou irrelevantafé que ponto iss
representa um problema para vocé?

15

Nas discussdes familiares, a sua opinido é
importante?

[Se as vezes, ndo ou irrelevantafé que ponto iss
representa um problema para vocé?

16

Na sua casa, vocé come junto com as outras pe
inclusive dividindo os mesmos utensilios, etc.?

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

17

Vocé participa tdo ativamente quanto seus pare
festas e rituais religiosos (p. ex., casamentos,
batizados, velérios, etc.)?

5 das

[Se as vezes, ndo ou irrelevanta{é que ponto iss
representa um problema para vocé?

18

Vocé se sente confiante para tentar aprender co
novas?

isas

[Se as vezes, ndo ou irrelevantafé que ponto iss

representa um problema para vocé?

TOTAL

Comentarios:

Classificacéo Final

Nenhuma
restricao
significativa

Leve restricao

Moderada
restricao

Grande restricdo

Extrema
Restricdo

0-12

13-22

23 -32

33 -52

53-90

Nome do entrevistado:

Idade: Sexo: ( )M ( )F
Nome do entrevistador:

Diagnostico/problema
Local:

medico:

Data da entrevista:




