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RESUMO

A validade de questionarios para mensurar a saude bucal é importante para a
realizacdo de investigacao epidemioldgica. A escala de saude bucal para pessoas
com sindrome de Down foi desenvolvida para avaliar a condi¢cdo bucal dos
individuos de quatro ou mais anos de idade com sindrome de Down (SD). O objetivo
deste estudo é realizar a adaptacao transcultural e validacdo da escala para a lingua
portuguesa brasileira. A escala foi submetida a traducdo por trés tradutores
independentes. Cuidadores de pessoas com sindrome de Down e profissionais de
saude e educacdo que trabalham com estes individuos participaram do processo de
adaptacdo da escala. A versdo final obtida dessa etapa foi submetida a retro-
traducdo e esta versao foi comparada a original, pelo autor do instrumento. A verséo
final da escala em lingua portuguesa foi testada em 157 cuidadores de pessoas com
sindrome de Down. Para a realizacdo dos testes de validade, os individuos com
sindrome de Down foram avaliados clinicamente para a maloclusdo através do
indice de Estética Dental (IED), para a carie dentaria através do indice de cariados
perdidos e obturados (CPOd), para a saude periodontal através dos indices de placa
(IP) e gengival (IG). Dois examinadores devidamente calibrados para cada uma das
condi¢cBes de saude bucal realizaram os exames clinicos. As pessoas com SD foram
selecionadas a partir de instituicdes que assistem pessoas com sindrome de Down e
seus cuidadores no Brasil. A consisténcia interna do instrumento foi avaliada pelo
coeficiente alfa de Cronbach e a confiabilidade teste-reteste pelo Coeficiente de
Correlacédo Intraclasse (CCIl). O escore médio da escala foi de 18,6 [£9,0]. A
consisténcia interna variou de 0,49 a 0,80 e a reprodutibilidade variou de 0,78 a
0,88. O IED variou de 19 a 123, média 44,23 [£19,35]. O CPOd variou de zero a 32,
média 6,04 [£8,10]. O IP variou de 0,16 a 2,45, média 1,09 [+0,55] e o IG variou de
zero a 2,54, média 1,09 [t0,61]. A validade de construto foi verificada por
correlagdes significativas entre a escala e os indicadores clinicos como o IED (p
<0,05). A correlagdo entre a escolaridade do cuidador e a escala também foi
utilizada para verificar a validade de construto (p<0,05). A validade discriminante foi
verificada através da associacao entre a escala respondida para pessoas com SD e
para pessoas sem a sindrome (p <0,05). O questionario mostrou ser um instrumento
valido. O presente estudo demonstrou que a escala € aplicavel a pessoas com SD

no Brasil.



Palavras-chave: Validade, Confiabilidade, Sindrome de Down, Maloclusado, carie,

placa, gengivite, saude bucal.
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ABSTRACT

Translation, cross-cultural adaptation and validation of the Brazilian version of

an oral health scale for people with Down syndrome

The validity of questionnaires to measure oral health is important for epidemiological
investigation. The oral health scale for people with Down syndrome has been
developed to assess oral health status of individuals with four or more years old with
Down syndrome (DS). The aim of this study is to perform the cross-cultural
adaptation and validation of the scale for the Brazilian Portuguese language. The
scale was translated by three independent translators. Careers of people with Down
syndrome, health and education professionals who work with these individuals
participated in the process of the scale cross-cultural adaptation. The Portuguese
version obtained underwent back-translation and this version was compared to the
original one by the author of the instrument. The final version in Portuguese was
tested in 157 caregivers of people with Down syndrome. For the tests of validity,
individuals with Down syndrome were evaluated clinically for malocclusion through
the Dental Aesthetic Index (DAI), for dental caries through the index of decayed
missing and filled (DMFt), for periodontal health through plaque index (IP) and
gingival (IG). Two examiners were calibrated for each of the oral health status.
People with DS were selected from institutions that assist people with Down
syndrome and their caregivers in Brazil. The internal consistency was assessed by
Cronbach's alpha and test-retest reliability by intraclass correlation coefficient (ICC).
The average score of the scale was 18.6 [+ 9.0]. Internal consistency ranged from
0.49 to 0.80 and reproducibility ranged from 0.78 to 0.88. The DAI ranged from 19 to
123, average 44.23 [+ 19.35]. DMFt ranged from zero to 32, mean 6.04 [+ 8.10]. The
IP ranged from 0.16 to 2.45, mean 1.09 [+ 0.55] and IG ranged from zero to 2.54,
mean 1.09 [+ 0.61]. Construct validity was verified by significant correlations between
the scale scores and clinical indicators such as DAI (p <0.05). The correlation
between the caregiver schooling and the scale was also used to verify the construct
validity (p <0.05). Discriminant validity was ascertained through assossiation between
the scale answered for people with Down syndrome and those without the syndrome
(p <0.05). The questionnaire proved to be a valid instrument. The present study

demonstrated that the scale is applicable to people with Down syndrome in Brazil.
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1 CONSIDERACOES INICIAIS

A Sindrome de Down (SD) é uma das anomalias genéticas mais frequentes. Sua
prevaléncia varia de 1/1000 a 3/1000 ndo havendo evidéncias de diferenca entre os
sexos ou entre padrdes étnicos (DESAI, 1997; BITTLES et al., 2006; SHERMAN et
al., 2007; OLIVEIRA et al., 2008).

O individuo com SD apresenta tracos fenotipicos como olhos com linha ascendente
e dobras da pele nos cantos internos, nariz em cela, rosto arredondado, orelhas
proporcionalmente pequenas, estatura baixa, pescoco curto e largo, hipotonia
muscular, maos pequenas e falanges curtas, prega palmar Unica (DODD e
THOMPSON, 2001). Além destas caracteristicas fisicas, a sindrome €é também
caracterizada por hipotonia muscular e deficiéncia cognitiva, em graus variados
(DESAI, 1997; FRENKEL e BOURDIN, 2009).

A associacdo da sindrome com outros problemas de saude € usual. Sao frequentes
as doencas cardiacas congénitas, hipotireoidismo, problemas hematopoiéticos,
doenca celiaca, diabetes mellitus tipo “1”, problemas neurolégicos, depressdo, mal
de Alzheimer, deficiéncia auditiva, desordens oftalmoldgicas, problemas respiratérios
e imunoldgicos, eczema e osteoartrites (DESAI, 1997; BITTLES et al.,, 2006;
JAIESIMI et al., 2007; STEPHEN et al., 2007; HENDERSON et al., 2007).

A deficiéncia no tbnus muscular e na capacidade cognitiva do individuo com SD
podem ser minimizados com o0 acompanhamento multidisciplinar, envolvendo
especialistas como fisioterapeuta, fonoaudiélogo, psicologo e terapeuta ocupacional.
O auxilio de um nutricionista, além do fonoaudiélogo, pode garantir uma dieta
adequada para o individuo, o que ird favorecer ao desenvolvimento da linguagem e
na postura de labios e lingua (DODD e THOMPSON, 2001). Além disto, uma dieta
adequada ajudara a evitar a obesidade, uma condicdo frequentemente associada a
sindrome, principalmente nos individuos do género feminino (MELVILLE et al.,
2005). Entretanto, o envolvimento da familia e da escola com as necessidades
bioldgicas, sociais e emocionais do individuo com SD é um dos fatores que mais

influenciam no desenvolvimento de suas capacidades plenas (LI et al., 2006).
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Alguns problemas bucais sdo prevalentes em individuos com SD. S&o frequentes as
afeccdes no periodonto de sustentacdo e de protecédo, 0 que pode ser provocado
pela dificuldade de coordenacdo motora que afeta a higiene bucal (FAULKS et al.,
2006). Oredugba (2007) observou que a prevaléncia de gengivite € maior em
pessoas com SD. Na cidade de Belo Horizonte, a prevaléncia de gengivite em
pessoas com SD foi de 91% e a periodontite atingiu cerca de 33% (LOUREIRO et
al., 2007). Esta alta prevaléncia e a maior severidade da doenca periodontal ndo
estd associada apenas a uma possivel deficiéncia de higiene bucal, mas
possivelmente a frequente alteracdo de resposta imunolégica (MORGAN, 2007).
Chaushu et al. (2003) mostraram que esta deficiéncia imunoldgica pode ser devida a
menor secrecao de imunoglobulina salivar. Além disto, o sangramento gengival deve
ser observado com cautela na infancia uma vez que os individuos dom SD tém
maior chance de desenvolver leucemia (DESAI, 1997; BITTLES et al., 2006).

A maloclusdo é outra alteracdo prevalente em pessoas com SD (DESAI, 1997).
Devido a ma-formacdo dos 0ssos nasais, a hipotonia muscular e a possivel
macroglossia, o individuo com DS usualmente mantém a boca aberta e a lingua
entre os labios. Esta postura, além das frequentes infec¢des do trato aéreo superior,
ocasionam a respiracao bucal, o extravasamento de saliva, fissuras no labio inferior
e queilite angular. Além disto, o habito de mordedura de unha ou dedos ¢é frequente
(OLIVEIRA et al., 2008). Desta forma, o desenvolvimento da face média ndo é
adequado, comparativamente ao desenvolvimento mandibular, o que leva a um perfil
prognata. Ocorre usualmente uma reducdao em profundidade, altura e comprimento
do palato (DESAI, 1997). Oredugba (2007) mostrou que a maloclusao de classe lll
afeta cerca de 47% das pessoas com SD. No Brasil, aproximadamente 74% das
pessoas com SD entre as idades de 3 e 18 anos apresenta maloclusdo vertical ou
horizontal (OLIVEIRA et al., 2008).

Outra causa para a maloclusdo nos individuos com SD sédo as altera¢cdes dentais
frequentemente encontradas que provocam espagamentos dentais. Dentre elas
podem ser citadas a microdontia; a hipoplasia, provocada também por infeccdes
frequentes; a anodontia parcial e as agenesias. As deformidades na cavidade bucal
influenciam para que o individuo com SD apresente dificuldades no desenvolvimento
da fala (DESAI, 1997).
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A associacdo da SD com a carie dentaria ndo € consenso na literatura (Anders e
David, 2010). Oredugba (2007) ndo encontrou diferenca na prevaléncia de carie
entre pessoas com SD e pessoas sem SD. Jain et al. (2009) verificaram que a carie
foi mais prevalente em pessoas com SD entre as pessoas com deficiéncias
cognitivas. O menor fluxo salivar e a hipotonia muscular que envolve a lingua
justificariam uma maior prevaléncia de carie nas pessoas com Sindrome de Down.
Além disto, devido as dificuldades de degluticAo e mastigacdo, a dieta promovida
pelos cuidadores pode ser mais cariogénica (BROWN et al., 2008). Por outro lado,
outros estudos mostram que as pessoas com SD parecem ser menos acometidas
pela cérie dentaria (ASSOKAN et al., 2008; CHENG et al., 2007; FUNG et al., 2008).
A possibilidade de menor prevaléncia de carie poderia ser justificada pelo retardo na
erupcdo dentaria, que levaria a uma menor exposicdo a dieta cariogénica; pela
diminuicdo no numero de dentes; por um pH salivar mais elevado; pelos
espacamentos dentarios, propiciados pela microdontia; e a menor profundidade dos
sulcos dentarios (DESAI , 1997; DAVIDOVICH et al., 2010).

A saude bucal afeta a qualidade de vida das pessoas de forma geral, afetando sua
capacidade de mastigacao e de interacdo social (PERES et al., 2003; JOHN et al.
2004; MARQUES et al., 2009; BENDO et al., 2010). Nas pessoas com SD, a saude
bucal afeta sua propria qualidade de vida e a de seus cuidadores (OLIVEIRA et al.,
2010 a).

Vérios indices podem ser utilizados para acessar os problemas mais frequentes em
individuos com sindrome de Down, permitindo conhecer para buscar melhorias na
saude e qualidade de vida. A avaliacdo da saude feita através de questionarios pode
ser uma metodologia adequada a esta finalidade, evitando o acesso clinico ao

paciente que € sempre mais invasivo.

Neste intuito, uma escala para mensurar a saude bucal de pessoas com sindrome
de Down foi desenvolvida e validada por Allison e Lawrence (2005). A escala € uma
forma de acessar a saude bucal das pessoas com SD através de seus cuidadores,
podendo ser um instrumento para conhecer, quantificar e qualificar suas dificuldades

relativas a cavidade bucal.
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2 OBJETIVOS

2.1 Objetivo geral

Validar verséo brasileira da escala de saude bucal para pessoas com Sindrome de

Down.

2.2 Objetivos especificos

¢ Realizar a traducédo e a adaptacéo transcultural da escala;

e Investigar as propriedades psicométricas da escala, como a consisténcia
interna, a reprodutibilidade e as validades de construto e discriminante;

e Verificar a escolaridade dos cuidadores;

e Verificar a salude bucal das pessoas com sindrome de Down em relacdo aos
seguintes aspectos: maloclusdo (IED), traumatismo dentario, carie dentaria
(CPOd e ceod) e saude periodontal através dos indices de placa (IP) e

gengival (1G).
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3 METODOLOGIA

3.1 Area de Estudo

Este estudo foi realizado em cinco cidades da regido metropolitana de Belo
Horizonte, MG. Oito entidades de apoio a pessoas com necessidades especiais
foram selecionadas, as Associa¢gdes dos Pais e Amigos dos Excepcionais (APAE)
das cidades de Belo Horizonte, Betim, Santa Luzia e Ribeirdo das Neves e mais a
Fundacdo de Amparo ao Excepcional de Nova Lima (FAENOL), a Familia Down, o

CDDown e a escola Germinarte participaram do estudo.

Apenas o CDDown e a escola Germinarte sdo entidades particulares. As demais
entidades séao filantropicas, sobrevivendo de doacdes de particulares e de ajuda do
governo municipal. De forma genérica, as entidades disponibilizam informacdes
sobre pesquisas, avangos e problemas de saude ligados a sindrome de Down e
outras. Além disto, todas desenvolvem um trabalho de integracdo que envolve
profissionais das areas de saude, educacdo e cultura. Através de parcerias,
convénios e doagdes, promovem o encaminhamento das pessoas especiais, desde
a estimulacdo precoce até a insercdo educacional, cultural e profissional. Além disto,
sdo promovidos projetos de capacitacdo profissional, visando a insercdo dos

especiais no mercado de trabalho.

Sao também mantidos intercAmbios com associacbes coirmdas, entidades e
profissionais das areas afins para troca de informacdes e servicos bem como a
busca permanente por novas parcerias com entidades e profissionais em beneficio

das pessoas especiais.

3.2 Desenho do estudo

O estudo seréa do tipo de validacdo. A FIGURA 2 (Apéndice 1) mostra os passos do

estudo.

3.3 Amostra
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As pessoas com sindrome de Down que frequentavam estas instituicdes no periodo

de janeiro de 2010 a dezembro de 2010 foram selecionadas para participar.

3.3.1 Critérios de elegibilidade

Foram critérios de inclusao:

v

Pais de individuos com sindrome de Down com idades a partir de quatro
anos e em fase de denticdo mista;

Irmaos das pessoas com Sindrome de Down préximos em idade, que nao
apresentassem a sindrome ou outra anomalia;

Pessoas com sindrome de Down presentes nas instituicbes durante o

periodo de realizagdo do estudo.

Foram excluidos:

v
v

Individuos com SD que se recusaram a ser examinados;

Individuos fora da faixa etaria selecionada;

Individuos que nédo estivessem nas entidades nos dias agendados para 0s
exames clinicos;

Individuos com SD que estivessem em tratamento ortodontico;

Familias que ndo frequentassem as instituicbes durante o periodo de

realizacdo do estudo.

3.4 Elenco de variaveis

As variaveis do estudo e suas respectivas definicdes encontram-se no QUADRO 1.
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Quadrol. Elenco de variaveis e suas categorizacoes.

Variavel

Definicao

Agrupamento e categorizacdes

Idade da
pessoas com
SD

I[dade em anos.

Idade dos
cuidadores

Idade em anos

Escolaridade
dos cuidadores

Grau de instrucao formal

0=N&o estudou

1=12 a 42 série incompleto
2=12 a 4@ série completo
3=52 a 82 série incompleto
4=52 a 82 série completo
5=2° grau incompleto
6=2° grau completo

7= Superior incompleto
8= Superior completo

IED

indice de Estética Dental
para classificacao de
maloclusdo e necessidade de
tratamento

CPOD/ceod

NuUmero de dentes cariados,
obturados e perdidos por
carie

indice de placa dental

0 = Sem placa na area gengival.

1 = Filme de placa aderindo a gengiva
marginal livre e area adjacente ao dente. A
placa sé é reconhecida ao se passar a sonda
pela superficie do dente.

2 = Acumulo moderado de placa no sulco
gengival, na margem gengival e/ou superficie
adjacente ao dente. A placa pode ser vista a
olho nu.

3 = Placa abundante no sulco gengival e/ou
margem gengival e superficie adjacente ao
dente.

indice de saude gengival

0 = Gengiva normal.

1 = Inflamacdo leve: ligeira altera¢édo na cor e
discreto edema; sem sangramento a
sondagem.

2 = Inflamacdo moderada: eritema, edema e
superficie brilhante; sangramento a
sondagem.

3 = Inflamacéo grave: eritema e edema
acentuados; ulceracédo; tendéncia a
sangramento espontaneo.

Escala de
saude bucal de
pessoas com
SD

Versao brasileira da escala
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3.4.1 Escolaridade materna

A escolaridade materna e paterna ou dos responsaveis pelos cuidados com a
crianca foi mensurada através de pergunta fechada, conforme o questionario
(APENDICE 4). Optou-se por verificar apenas a escolaridade dos responsaveis uma
vez que a classificacdo econdbmica demonstra ter menos associagdo com a saude
gue os indicadores sociais (LOCKER, 2000).

3.4.2 Exame clinico intra-bucal

Os exames fisicos intra-bucais foram realizados em locais reservados, nas proprias
entidades, sob luz natural. Além do equipamento de protecdo individual (EPI), foram
utilizados espétulas de madeira, gaze, espelho clinico (PRISMA®, Sdo Paulo, SP,
Brasil) e sonda para o indice Periodontal Comunitario - IPC (WHO-621, Trinity®,
Campo Mourao, PE, Brasil) autoclavados a 136° durante 15 minutos. As criancas
foram examinadas individualmente por dois profissionais devidamente calibrados
(KB e TC) com o auxilio de um anotador. Para o exame, as pessoas com SD ficaram
assentadas em uma cadeira e 0s examinadores permaneceram em pé. Os dados
dos exames foram registrados em ficha clinica apropriada desenvolvida para este
estudo (APENDICE 6)

Os examinadores passaram por um exercicio de treinamento para a calibracédo
clinica e por duas etapas de calibracdo. A calibracdo para o critério CPOd foi
realizada por dente através do indice Kappa. Para os demais critérios, foi calculado
através do Coeficiente de Correlacdo Intraclasse (CCIl). A primeira etapa da
calibragdo iniciou com a leitura minuciosa e discussao dos critérios clinicos de
diagnostico a serem utilizados. Os examinadores discutiram as condigdes clinicas
em fotografias e modelos de gesso. Em seguida, foram submetidos a uma
calibragdo com outras fotografias e modelos de estudo previamente selecionados
por dois profissionais. Os examinadores avaliaram as mesmas fotografias e modelos
de gesso duas vezes com um intervalo de duas semanas. Os valores para a
calibracdo com as fotografias e modelos de gesso para o critério CPOd variou de

0,83 a 1,0 para o Kappa intra-examinador e inter-examinador. Para os demais
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critérios, o CClI variou de 0,85 a 1,0 para a concordancia intra-examinador e inter-

examinador.

A segunda etapa da calibracdo consistiu da calibracéo clinica. Apos a discussdo em
relacdo ao diagnostico das fotografias e modelos de gesso da etapa anterior, um
grupo de 20 pessoas com sindrome de Down foi avaliada pelos dois examinadores
duas vezes com um intervalo de duas semanas. O indice Kappa, utilizado para o
critério CPOd variou de um valor minimo de 0,8 e um valor maximo de 1,0 para o
Kappa intra-examinador e inter-examinador. Para o IED, o CCI variou de 0,92 a
0,97, para o IP variou de 0,8 a 0,85 e para o IG variou de 0,72 a 0,88.

3.4.2.1.1 Condicao dental

A condicdo das superficies dentais foi anotada na ficha de exame contendo um
odontograma, identificacdo, data de nascimento e género da crianca (APENDICE 6).
Os indices CPOd e ceod da Organizacdo Mundial de Saude (OMS, 1997) foram
utilizados.

Uma superficie foi considerada cariada quando apresentava descontinuidade de
esmalte e perda de substancia com ou sem o envolvimento dentinario ou
comprometimento pulpar. Sdo considerados perdidos os dentes perdidos por céarie.
Para a denticdo decidua, é considerado perdido o dente ausente da cavidade bucal
antes do periodo cronoldgico de esfoliacdo. Sdo considerados obturados os dentes

com restauracao permanente livre de infiltracdo ou carie secundaria.

Os critérios para a avaliacao das condi¢cdes dos elementos dentais utilizados neste

estudo estao descritos no ANEXO 2.

3.4.2.1.2 Condic¢Oes periodontais

Para a verificacdo das condicOes de saude periodontais foram utilizados os indices
de Placa (IP) e Gengival (IG) de Loe (1967). Todas as superficies dos dentes 16, 12,
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24, 36, 32, 44 sao avaliados para os critérios. Caso um desses dentes estiver

ausente, ele deve ser substituido pelo adjacente.

O IP avalia a presenca de placa e sua quantidade. O IG avalia a saude da gengiva

em relagdo a cor, edema, sangramento e ulceragao.

Para a denticdo decidua onde o0s incisivos e molares permanentes ainda nao
estivessem irrompidos, foram avaliados o0s incisivos correspondentes aos

permanentes e os molares deciduos.

Cada superficie recebe um codigo que varia de zero a trés para placa e para
gengivite (ANEXO 2).

3.4.3 Escala de Saude Bucal para pessoas com Sindrome de Down

A verificacdo do estado de saude através do auto-relato minimiza o0s custos
passiveis de ocorrer no decurso de um levantamento de pesquisa, uma vez que
evita 0 exame fisico intra-bucal. Para que este relato corresponda ao diagnostico
clinico e possa ser comparado entre diferentes populacdes, € necessaria a utilizacéo

de instrumentos uniformes e validados.

A Escala de Saude Bucal para pessoas com Sindrome de Down foi desenvolvida por
Allison e Lawrence (2005) no intuito de avaliar a saude bucal nesta populacdo em
pesquisas e no ambito clinico, de forma avaliativa e discriminativa. A escala foi
desenvolvida para ser aplicada em cuidadores de pessoas com Sindrome de Down
com idades a partir de quatro anos, uma vez que a alteragcdo cromossémica imputa
em limitada capacidade cognitiva. A idade de quatro anos foi escolhida para excluir

individuos com dentadura incompleta.

Originalmente a escala consta de 20 itens para serem respondidos em uma escala
Likert de quatro pontos, que abrangem as alteracées mais frequentes das pessoas
com Sindrome de Down. Os itens se distribuem em quatro dominios: fisico,

funcional, sintomatolégico e parafuncional. Os elementos psicolégicos, emocionais e
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sociais foram excluidos porque foram considerados como indicadores indiretos dos

dominios abordados. A escala original encontra-se no ANEXO 3.

A escala original mostrou ser valida e confiavel para a populacdo canadense de
lingua inglesa. Os valores de consisténcia interna dos dominios foi verificada através
do coeficiente a de Cronbach, que variou de 0,52 a 0,79; e da correlagdo de
Spearman, que variou de 0,12 a 0,64 (0,23 a 0,64 itens intra-dominios e 0,12 a 0,46
itens extra-dominios). A confiabilidade teste-reteste apresentou valores de 0,64 a
0,84 para o CCIl. Quanto aos testes de validacdo, a escala apresentou valores de
Kappa ponderado de 0,1 a 0,8 e valores de correlacdo de Spearman de 0,08 a 0,44
para as condi¢Bes clinicas, verificando a vaidade de construto. A escala mostrou
comportamento diferente entre individuos com a sindrome e sem a sindrome (teste
ANCOVA).

3.4.3.1 Validacédo da escala para a populacéo brasileira

O desenvolvimento e a validagao da escala original foi verificado em uma populacéo
de outro pais e de outra lingua, tendo sido adequada aquele grupo. Para ser
aplicado em uma populacdo brasileira de lingua portuguesa, a escala original foi
submetida ao processo de adaptacdo transcultural e aos testes psicométricos.
Durante este processo, alteracdes, como a remocdo de itens, nao foram
necessarias. Os autores que validaram o instrumento original forneceram
consentimento para que o estudo seja desenvolvido e um deles (Paul J. Allison)

integrou esta equipe de trabalho.

Os responsaveis pelas criangas responderam ao questionario na propria entidade,

em local reservado.

3.4.3.2 Adaptacéo transcultural

A traducdo e a adaptacdo transcultural da escala para a lingua portuguesa foi
realizada de acordo com a critérios determinados pela literatura (GUILHEMIN et al.,
1993; HERDMAN et al., 1997; HERDMAN et al., 1998; BULLINGER et al., 1998;
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BEATON et al., 2000; EREMENCO et al., 2005; VANWIDENFELT et al., 2005;
PETERS e PASSCHIER, 2006). A traducédo foi realizada por trés tradutores
independentes, dois brasileiros com fluéncia em inglés, sendo um profissional de
odontologia e o outro com formacdo em educacdo de linguas; e o terceiro um
profissional de lingua inglesa, fluente em portugués, com formag¢éo em educagéo de
linguas. Cinco cuidadores de pessoas com SD responderam esta versdo de
consenso do questionario traduzido em forma de entrevista. Eles fizeram sugestdes
de alteracdo de algumas palavras e no formato do instrumento. Desta forma, o
instrumento passou de formato de tabela para um formato de texto. Um profissional
de fonoaudiologia foi consultado para verificar dois itens do questionario que versam
sobre fonemas. Este profissional sugeriu a substituicdo de um dos fonemas que
constavam no instrumento original (“G”) para outro fonema (“L”), devido a maior

similaridade na producao do som.

Um grupo de sete profissionais de saude que trabalham com pessoas com SD
avaliaram a versao obtida. O grupo constou de um médico clinico geral, um cirurgido
dentista, um psicélogo, um terapeuta ocupacional, um assistente social, um
professor e um fonoaudiélogo. Nenhum destes profissionais esteve envolvido no
estudo nas etapas anteriores. O grupo definiu se o instrumento se comporta da
mesma forma nas duas culturas e, consequentemente, se 0s resultados podem ser
comparaveis. Foi dada atencdo ao questionario como um todo, desde o enunciado
até o mecanismo de resposta, levando em consideracdo a populacdo que o

responderia.

Esta versado sintetizada foi enviada a dois tradutores independentes, nativos em
lingua inglesa e fluentes em portugués para a realizacdo de duas versdes retro-
traduzidas. Os pesquisadores avaliaram estas versdes e determinaram em quais
pontos os objetivos do estudo foram mantidos nas duas versfes, criando uma
terceira versao sintetizada que foi enviada ao autor do instrumento para comparacgao
com a versao original. A versdo em portugués obtida e testada do questionario

encontra-se no Apéndice 5.
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3.4.4 Testes psicométricos

Os dados foram analisados no programa Statistical Package for the Social Sciences
(SPSS for Windows, versdo 17.0, SPSS Inc., Chicago, IL, USA). O nivel de
significancia adotado sera de 0,05.

A confiabilidade de consisténcia interna foi verificada pelas respostas de 157
cuidadores de pessoas com SD, através do coeficiente alpha de Cronbach. Um total
de 57 cuidadores respondeu ao questionario duas vezes com um intervalo de duas

semanas para a verificacdo da reprodutibilidade. O CCI foi aplicado.

A validade de construto foi verificada através da correlacdo entre os indicadores
clinicos e a escala. Para isto, um total de 112 pessoas com SD foram examinadas
clinicamente. A correlacdo dos escores da escala com a escolaridade do

responsavel também verificada (APENDICE 4)

Um total de 46 cuidadores respondeu ao questionario duas vezes, sendo a primeira
para a pessoa com SD e a segunda para um irmdo deste préximo em idade e sem
SD. A validade discriminante foi verificada através do teste T-pareado comparando
0s escores do questionario respondido para a pessoa com SD e 0s escores para 0

irmao.

3.5 Aspectos éticos

O estudo foi aprovado pelo Comité de Etica da UFMG (COEP/UFMG) sob o nimero
ETIC 305/09 (ANEXO 1). As instituicbes participantes assinaram um termo de
autorizacio para a realizacdo do estudo (APENDICE 2) e os cuidadores assinaram

um Termo de Consentimento Livre e Esclarecido (APENDICE 3).

As pessoas com SD que foram diagnosticadas como tendo algum problema de
saude bucal foram encaminhadas para tratamento em centros das prefeituras ou nas
APAEs.
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Validity of a Brazilian version of an instrument to assess impairments related

to oral functioning of people with Down syndrome

Abstract

Background: The availability of cross-culturally, multi-lingual versions of valid
instruments to access the oral functioning of people with intellectual disabilities is
important for epidemiological research. An instrument was developed in Canada to
assess impairments related to oral functioning of individuals under four years of age
or older with Down syndrome (DS). Method: The present study attempted to carry out
the cross-cultural adaptation and validation of the instrument as a scale, composed
of four subscales, for the Brazilian Portuguese language and to test its reliability and
validity. After translation and cross-cultural adaptation, the instrument was tested on
caregivers of people with DS. Clinical examination for malocclusion was carried out in
people with DS using the Dental Aesthetics Index (DAI) by two calibrated examiners.
Intraclass Correlation Coefficient (ICC) for inter and intra examiner agreement varied
from 0.92 to 0.97. Sample was selected from eight institutions that provide support
for people with DS and their caregivers in five cities into the region of southeastern
Brazil. The internal consistency of the instrument was assessed by Cronbach's Alpha
Coefficient and the test-retest reliability by ICC. Construct and discriminant validity
was accessed. Results: An amount of 157 people with DS and their caregivers were
able to compose the sample. The mean age of people with DS was 20.7 [£13.1] and
for caregivers, the mean age was 53.1 [+13.7]. The mean instrument score was 18.6
[£9.0]. Internal reliability ranged from 0.49 to 0.80 and external reliability ranged from
0.78 to 0.88. Construct validity was verified by significant correlations identified
between DAI and the total instrument (p<0.05). Also there was a highly significant
correlation with caregivers’ educational level and the instrument (p<0.05).
Discriminant validity was proved as the instrument presented different mean
comparing people with DS and non-DS (p<0.05). Conclusion: Initial validity tests
indicated that the oral health for people with DS may be a valid instrument to this
segment of the population in Brazil.

Keywords: Down syndrome, Measurement, Malocclusion, Oral health.
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Introduction

Down Syndrome (DS) can be detected in individuals of all ages, ethnicities and
socioeconomic levels. In Brazil, at the 14™ pregnancy week this prevalence is about
one individual in every 300 (Brizot et al. 2001). Within the stillbirths, the prevalence of
DS in Latin America and Australia is about one individual for every 1000 (Amorim et
al. 2004, Bittles et al. 2006) and about one individual in every 732 born in the United
States (Sherman et al. 2007).

People with DS features with some special characteristics that may affect their oral
functioning (Dodd & Thompson 2001). The muscular hypotonia and the respiratory
infections may increase their malocclusion prevalence (Henderson et al. 2007,
Oliveira et al. 2008, Frenkel & Bourdin 2009). As their motor coordination is affected,
the oral hygiene performance is hindered (Faulks et al. 2006). Besides that, people
with DS seem to present a higher prevalence of gingivitis and periodontal diseases
(Loureiro et al. 2007, Oliveira et al. 2008, Oredugba 2007).

The oral conditions as malocclusion and periodontal diseases lead to physical and
emotional discomfort and may influence the individuals’ quality of life (John et al.
2004, Henderson et al. 2007, Marques et al. 2009, Bendo et al. 2010). Concerning
children and people with intellectual disabilities even their caregivers’ life can be
affected (Loureiro et al. 2007, Oliveira et al. 2010a). The expected limitations of
people with DS added with any health problem seems to increase their parents
perceived stress and work absenteeism as decrease their perceived health and

sense of coherence (Hedov et al. 2002, Hedov et al. 2006).

Assessment of the oral health in people with intellectual disabilities can be performed
by trained professionals using a sort of valid indexes. These indexes provide
information about an individual's health, epidemiological information, discrimination
between groups, evaluation of treatment goals and improvement in the overall health
(Allison & Lawrence 2005). Most of the oral health indexes are assessed by clinical
examination that may be hampered in people with DS because of individuals’ lower
capacity of understanding and the staff deficiency to lead with special needs (Faulks
et al. 2006, Anders & Davis 2010).
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Another method to assess oral health could be indirect in a query. This method
avoids the clinical examination and allows a new knowledge of peoples’ oral
conditions. Specifically to evaluate the oral health of people with DS, a questionnaire
was developed and validated firstly to be applied in Canadian English-speaking
caregivers. The instrument assesses some impairment related to oral functioning of

people with DS by the report of their caregivers (Allison & Lawrence 2005).

The aim of this study was to perform the translation and cross-cultural adaptation of
the oral functioning impairment instrument for people with Down syndrome for the

Brazilian Portuguese language by examining its psychometric properties and validity.

Method

Description of the oral functioning impairment instrument for people with DS

The oral functioning impairment instrument for people with Down syndrome is a
specific questionnaire to assess some impairment related to oral health of people
with DS aged from four-years-old or more (Allison & Lawrence 2005). The 20 items
addressed the frequency of events in the past three months. The items are
distributed into four subscales of functional impairment: eating (items 1, 2, 3 and 12),
communication (items 14 to 19), oral parafunction (items 4, 5, 6, 9, 10 and 11), and
oral symptoms (items 7, 8, 13 and 20).

Responses are proposed to be answered in a four-point rating scale. Most of the

” “*

issues have the following response options: “not at all”, “a little”, “quite a lot”, “very

P
much”. Only one of them has a different response option: “poor”, “reasonable”,
“‘good”, and “excellent”. The scale score is computed by summing all of the item
scores. As some item have a positive form and others a negative form, some of them
must have their scores reversed to achieve a same response direction for all of the
items. This way, item number 12 and 14 to 20 were reversed. Since there were 20
items the final scores can vary from 0 to 60 for which a lower score denotes a better

oral health (Allison & Lawrence 2005).
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Translation and cross cultural adaptation of the instrument

In order to make the instrument comprehensible to the Brazilian population, it was
firstly submitted to translation and cross-cultural adaptation (Herdman et al. 1997,
Herdman et al. 1998).

Based on standard recommendations, translation was performed by three
independent translators to achieve the meaning equivalence. One of them was a
native English speaker fluent in Portuguese. The second one was a Brazilian fluent in
English. Both of them were English teacher in Brazil. The third translator was as the
second in respect to native language but whose profession was dentistry. All of them
made independent translations. All of the item and the response options were
reviewed during consensus meeting in which translation choices and cross-cultural

adaptations were made and a first translation version was obtained.

The semantic equivalence was then performed and this consensus version was
discussed with five mothers of people with DS in separate who suggested some word
alterations and a format alteration. A Phonoaudiologist was consulted because of two
items of the instrument concerning the speech of some words (item 18 and 19). After

this analysis a second synthesis version was obtained.

For the determination of conceptual and item equivalence, a group of specialists with
a significant level of experience in the field evaluated this version and compared it to
the original. This group consisted of a General clinician, a Psychologist, a Social
worker, a Teacher, an Occupational therapist, a Dentist and a Phonoaudiologist.
Attention was given to the meaning of the words in the different languages in order to
obtain similar effects on respondents from different cultures. An effort was made to
identify possible difficulties in understanding the questionnaire. The functional
equivalence was obtained from this process. A third synthesis version was developed

as a result of this process.

This final version was then translated back into English by two independent native
English-speaking translators who were blind to the original English version, as a

second step to obtain the content equivalence. These two back-translated English
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versions were compared and a fourth synthesis version was developed by another
Dentist and it was called the Back-translated version. To determine semantic
equivalence, the author of the original instrument compared the back-translated
version with the original version and found no need for changes. The aim of this step
was to achieve a "similar effect” on respondents who speak those different languages
(English and Portuguese). The steps of this process are presented in a flow chart
(Figure 1). Next the questionnaire was tested for its psychometric properties in the

target population.

Assessment of reliability and validity of the Brazilian version of the instrument

A convenience sample was selected from eight support entities for people with
disabilities from five cities in the region of southeastern Brazil. The total number of
people with DS into those entities has been verified through their medical records.
Only people with DS aged from four years or more and their caregivers were
included (Allison & Lawrence 2005).

The study received the approval by the Human Research Ethics Committee of the
Federal University of Minas Gerais state. Caregivers were assured that their privacy,
confidentiality and anonymity would be protected and informed consent form was
sought from each participant before the study began. All participants were informed

of their autonomy and that they could withdraw at any time.

An amount of 191 people with DS and their caregivers fulfilled inclusion criterion but
22 pairs of them were excluded to compose a sample for testing clinical calibration.
Thus, 169 people with DS and their 169 caregivers were included in the study. Only
157 of the caregivers returned the questionnaire at least once (response rate =
92.3%). Data were collected from this total sample of 157 people with DS, of both
sexes, and their 157 caregivers. The caregivers received the questionnaire to be self-
completed at home. In the cases when the caregiver was illiterate, the entities
provided support staff to help them.

Of those 157 caregivers, a total of 84 were excluded for test-retest reliability because

they could not be contacted in order to answer the questionnaire a second time. Of
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the total caregivers included, fifty seven completed the questionnaire twice whiting a
two-week interval and provided data for the assessment of the test-retest reliability

(response rate = 78.1%).

To assess the construct validity of the Brazilian version of the scale, it was necessary
to verify how well the scale measures the underlying construct being investigated.
Thus the oral health functioning impairments questionnaire responses were
compared with clinical examination for malocclusion of people with DS and with

caregivers’ social condition, assessed by their years of schooling.

Only individuals with DS presenting complete or incomplete permanent denture were
included in clinical examination. Those that refused to be examined, who were not
present in the institutions at the examination days and who were undergoing
orthodontic treatment were excluded. From the 157 people with DS in the total
sample, a total of 82 people fulfilled this eligible criterion and were submitted to

clinical examination.

Clinical examination was performed in the institutions. Dental Aesthetics Index — DAI
recommended by the World Health Organization (1997) were used for diagnosing
malocclusion. The index is composed of 11 items and an aesthetic component and is
verified by clinical examination. The aesthetic component was not applied in this
study. Item scores are multiplied by different constant values and then summed to
achieve a single score for the role index. The total score can be divided into
categories of severity of malocclusion. The index can be applied to individuals with

complete permanent dentition or with mixed dentition (Jenny & Cons 1996).

The examiners were two pediatric dentists (KB and TC) that used natural light,
disposable mouth mirrors (PRISMA®, Sao Paulo, SP, Brazil), periodontal probe IPC
(WHO-621, Trinity®, Campo Mourao, PE, Brazil), gauze and wooden spatula. During
examination, the examiner remained stood up in front of the DS people that were
seated down. The examiners participated of a calibration exercise for DAI criteria.
Firstly they were trained with photographs and plaster models. In sequence, 22
individuals with DS from one of the entities that was not part of the total 157 people in

the sample were examined and re-examined after a two-week interval to assess
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clinical examination agreement. Inter and Intra examiner agreement for DAl was

assessed by ICC and ranged from 0.92 to 0.97.

Caregivers were classified by their social condition, using their self-reported years of
schooling. It was expected that their educational level would influence the oral health
of people they care (Bonanato et al. 2009).

In order to assess the discriminant validity the scale behavior between the target
population and controls should be compared. Controls were the sibling closest in age
of DS people that did not presented DS or other alteration. From the total sample of
157 people with DS, only people with DS that presented a sibling closest in age
without DS could be included. A total of 46 people with DS and their 46 siblings
fulfilled eligible criterion. Caregivers completed the questionnaire a second time for
controls. The mean overall scores for the total questionnaire and for the subscales

were compared between the groups.

Data analysis and statistics

Statistical analysis was performed by Statistical Package for the Social Sciences
software (SPSS for Windows, version 17.0, SPSS Inc, Chicago, IL, USA) adopting a
significance level of 5%. The internal consistency was assessed by computing
Cronbach’s alpha for the questionnaire and for the subscales. Test-retest reliability
was tested by (ICC).

Correlations between total score and subscales scores with malocclusion and with
caregivers’ educational level were verified by Spearman’s correlation coefficient in

order to assess the construct validity of the Brazilian version of the instrument.

Paired-t test was used to compare the questionnaire answered by the same
caregiver for people with DS and their controls in order to assess the discriminant

validity.
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Results

People with DS participating in this study were equally distributed by sex, 49.0%
males and 51.0% females. Their mean age was 20.7 [£14.1]. Most caregivers were
female (95.3%) and their mean age was 53.1 [+13.7]. Data concerning descriptive
characteristics of the participants are presented in Table 1. The mean scale and

subscales scores are presented in Table 02.

DAI values varied from 19 to 123. The mean DAI was 44.2 [£19.3], median 40.6.
About 14.0% of them did not present orthodontic treatment need. Other 14.0%
presented defined malocclusion, 13.0% severe malocclusion and 57.0% presented

very severe or disabling malocclusion.

Reliability

The questionnaire and their subscales achieved an acceptable to good internal
consistence and good test-retest reliability. Cronbach’s alpha was 0.80 for the total
guestionnaire and ranged from 0.50 to 0.80 for the subscales. Test-retest reliability
achieved ICC values of 0.88 for the total instrument and ranged from 0.78 to 0.88 for
subscales (Table 03).

Construct Validity

The correlation between malocclusion and the questionnaire as a total score and as
the subscales ranged from 0.27 to 0.05. The total score of the questionnaire
presented positive and significant correlation with malocclusion. Between the
subscales only the “oral symptoms” presented significant correlation with

malocclusion (Table 04).

The association between scores of the total questionnaire and scores of subscales
with caregivers’ educational level is presented in Table 05. Data shows that only the
‘eating” and “parafunction” subscales did not have a significant correlation with

caregivers’ educational level. All of the significant correlations were negative,
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showing that the best oral health functioning of DS people was correlated with a
higher educational level.

Discriminant Validity

Data addressing discriminant validity is presented in Table 06. It could be observed
that there was a significant difference in the scores of the questionnaire and

subscales between people with and without DS.

Discussion

The oral health functioning impairment instrument for people with Down syndrome is
probably the only validated instrument to assess the oral health independently of
clinical examination. The Brazilian Portuguese version of the scale exhibited
acceptable reliability and validity. The validation and adaptation of instruments
related to oral health is important to ensure the comparability and usefulness of
research results (Torres et al. 2009, Allison & Laurence, 2005, Beaton et al. 2000.
Guilhemin et al. 1993, Bullinger et al. 1998).

To achieve validation it is necessary to follow some standard recommendations. The
basic recommendation for this process is in this order: translation, committee
approach and back translation (Guilhemin et al. 1993, Bullinger et al. 1998, Beaton et
al. 2000, Eremenco et al. 2005, VanWidenfelt et al. 2005, Peters & Passchier 2006).

Translation can be performed by two or more professionals. The inclusion of the third
professional as fulfilled in this study was designed to assess the clinical importance
of the items phrasing that might be of great importance for eventually distinguishing

cases in the clinical range (VanWidenfelt et al. 2005, Torres et al. 2009).

The back translation process is important to identify and correct discrepancies that
may occur in the translation process. In this study two back translation versions were
obtained as suggested by Beaton et al. (2000). The participation of the original
instrument’s author increased the assertiveness of the final version in Portuguese

language (Mannesrinwongul 2004, VanWidenfelt et al. 2005).
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Questionnaire’s internal consistency was almost equal to those obtained in the
original validation which presented values of 0.52-0.79. These results are in fact
acceptable as consistency of approximately 0.70 is ideally, over 0.90 it suggests
redundancy and under 0.50 it suggests poor internal consistency (Boyle 1991). Test-
retest reliability was considered good and showed similar results with the original
study, where it achieved ICC values of 0.64 to 0.84 (Allison & Laurence, 2005).

Instrument validity

Construct validity was verified by comparing the instrument scores with clinical
examination for malocclusion because it is a usual abnormality in people with DS
(Allinson et al. 2000, Oredugba 2007, Oliveira et al. 2008). Dental alterations as
microdontia, which causes tooth spacing; hypoplasia, also caused by frequent
infections; partial and total agenesis; and supernumerary teeth are common findings
(Desai 1997). The disharmony between the bones of the face has a high prevalence
in this group (Sherman et al. 2007). In India, about 76.0% of people with DS
presented midface deficiency, what will lead to the development of prognathism
(Oredugba 2007). In a previous study, approximately 74.0% of DS people in a
Brazilian sample showed vertical or horizontal malocclusion and 33.0% presented
anterior crossbite between the ages of 3 and 18 years. This inadequacy in addition
with the habit of nail or finger biting, the poor posture of the lips and the upper air
tract infections are the cause for malocclusion (Oliveira et al. 2008). Malocclusion in
DS people may be still associated with the same outcomes noticed for non DS

people, like sucking habits (Oliveira et al., 2010b).

DAl was chosen among the other indexes because it evaluates the severity of
malocclusion independently of the undergoing of an orthodontic treatment (Cons et
al. 1989). Analysis of DAI scores for severity of malocclusion showed that more than

half of the sample presented very severe malocclusion.

Despite the relevance of this abnormality in people with DS and in this sample, there
was a lack of correlation between communication, eating and parafunction subscales
with DAI. This finding should be carefully interpreted. There could be possible that
DAI have no relationship with these capabilities as this index classifies the severity of
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malocclusion basically throw some aesthetic features that may not interfere with
those capabilities. But other reasons can be pointed out to explain the lack of

correlation between DAl and each of those subscales.

It was expected that parafunction subscale presented association with malocclusion
what did not happen (Cesar et al., 2006). In regard of this result, it can be observed
that almost all of the six items of parafunctional subscale deal with habits concerning
feeding process (fours items), which do not have an association with malocclusion.
Only the items concerning protruding tongue (item 6) and grinding teeth (item 9)
could present relationship with malocclusion (Oliveira et al. 2008). The value of 0.49
Cronbach's alpha of the subscale parafunction shows that this is a subscale should
not be used alone. This way maybe the parafunction subscale needs to be correlated
with other clinical measures to assure its validity. That only makes sense if used in
the complete instrument, which showed a value of 0.80, being quite acceptable.

It was expected that communication subscale was correlated with malocclusion as
the deformities in the overall oral cavity lead DS people to present problems in their
speech development (Desai 1997, Dodd & Thompson 2001). Due to malformation of
the nasal bones, muscle hypotonia and the large tongue, the DS people usually
keeps his mouth open and the tongue between his lips (Desai 1997). This attitude
leads to mouth breathing, the saliva leakage, cracks on the lower lip and angular
cheilitis. Regarding this results it can be observed that half of the six items
concerning communication subscale deal with speech capability. But the other half of
them (items 14, 15, 17) deal with the ability to be fully comprehended, which may
leads with other abilities then only the speech capability explaining this lack of

correlation.

Eating capability of DS people is in fact affected by periodontal disease, the reduced
production of saliva, the large tongue, the small oral cavity, oral hypotonia, abnormal
tongue movement and uncoordinated sucking and swallowing. Besides, other overall
health problems will affect their eating capacity, as digestive dismotility (Cooper-
Brown et al. 2008). Thus the eating subscale may be influenced by the overall health

more than by the malocclusion severity.
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Symptoms subscale presented a significant correlation with DAI although the index is
based on aesthetic features. It must be noticed that items of this subscale concerns
about pain, bleeding gums, bead breath and the role perception about the oral
health. This way, symptoms subscale was in fact expected to present correlation with

DAI, instead its’ aesthetical feature.

Otherwise, there was a significant correlation between the total instrument assumed
as a scale with DAI, proving the construct validity despite the results for the

subscales in separate.

In the original validation study for the English version, all of the subscales presented
no correlation with the clinical outcomes observed, caries experience and periodontal
status. The instrument assumed as a role scale was not assessed in the Canadian
study (Allison & Lawrence 2005). This suggests that subscales may not present

construct validity in separate, but only when analyzed as a single measure.

Educational level was selected to be a second variable aiming to verify the construct
validity as social support influences the overall health of people more than economic
status (Locker 2000, Bonanato et al. 2009). The current study considered years of
schooling (caregivers) as proxies for socioeconomic status in the assessment of
independent negative impacts in the instrument. Low educational level may leads to
reduced income, unemployment and poor occupational status. These conditions
influence the health behaviours and self-rated oral health (Allinson et al. 2000,
Oliveira et al. 2008, Torres et al. 2009). On the other hand educational level did not
presented association with people with DS oral health indexes in another study
(Oredugba 2007). Results pointed out that caregivers’ schooling was correlated with
the scale and the subscales communication and symptoms. It is possible that those
aspects are in fact correlated with educational level (Oliveira et al 2008) In
conclusion, the construct validity of the overall scale seem to be proved but for

subscales it must be observed with careful.

Probably the weak correlations occurred because the instrument has very subjective
questions and also for being a proxy measure, which not always represents the real

oral health status of the individual with Down syndrome. Moreover, measures with
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fewer items tend to be more sensitive to this analysis. The authors of the original
instrument have not found high values in the respective correlations (Jokovik et al.
2002).

Discriminant validity proved to be valid. The results proved that the instrument as a
scale and the subscales behaves differently within DS and non-DS individuals. As in
the original study, the Brazilian version of the scale discriminates the specifically

problems of DS people and the result was similar (Allison & Lawrence 2005).

There are several limitations in this study that should be pointed out. First the sample
selection could arise some doubts. Convenience sample increases the possibility of
bias and may lead the sample to be similar in many aspects. The DS people in the
role population may present different characteristics. There was a greater range of
groups’ age. Thus the caregivers of the oldest people with DS were not their parents
but other people closest in age, as their brothers. They may not notice about their
health conditions or may have a worst expectancy compared with the youngest
caregivers as the DS overall heath seems to be improving as their life expectancy
(Bittles et al. 2006). Other limitation of this study is that the questionnaire is a proxy
measure, which not always represents the real oral health condition (Jokovick et al.
2003).

The oral health conditions affect quality of life of all types of individuals. Thus, check
symptoms, functional limitations, emotional and social wellbeing related to oral cavity
should be considered when evaluating the patient and the population overall health
(Jokovic et al. 2002). This scale has an important role in the evaluation of oral
conditions of individuals with DS, identifying, through the report of the caregivers, the
impact of oral diseases, mainly of malocclusion on quality of life in this part of the

population.

Initial validity tests indicated that the instrument related to the oral health for people
with DS may be a valid instrument to this segment of the population in Brazil.
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Table 01. Descriptive characteristics of the participants
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Variable Frequency % Mean (xSD)

Age group of DS 20.7 (x13.1)
people (years)

4-9 41 25.9 -

10-21 55 34.8 -

22-28 24 15.2 -

29-57 37 23.4 -
Caregivers’ age 53.1 (x13.7)
(years)

20-45 42 26.8 -

46-50 38 24.2 -

51-63 39 24.8 -

64-88 38 24.2 -
Caregivers’ -
schooling (years)

0-4 60 38.2 -

5-8 19 12.1 -

9-11 54 34.4 -

> 11 24 15.3 -




Table 02. Descriptive analysis of the total scale and subscales (n=157)

Number of ltems Std.

Variable Mean Median Minimum Maximum
(score rank) Deviation

Total scale 20 (0-60) 18.61 9.03 17.00 3 44

Subscales
Eating 4 (0-12) 3.96 3.44 3.00 0 12
Communication 6 (0-18) 6.24 4.23 6.00 0 17
Parafunction 6 (0-18) 5.04 3.08 5.00 0 16
Symptoms 4 (0-12) 3.36 2.52 3.00 0 10




Table 03. Reliability statistics for total scale and subscales
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Cronbach alpha

ICC (95% Cl)

Variable Number of Items
N=157 N=57
Total scale 20 0.80 0.88 (0.80-0.93)
Subscales
Eating 4 0.72 0.88 (0.79-0.93)
Communication 6 0.70 0.83 (0.71-0.89)
Parafunction 6 0.49 0.78 (0.64-0.87)
Symptoms 4 0.70 0.83 (0.71-0.90)
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Table 04. Construct validity: rank correlation between total scale and subscales with

malocclusion (n=82)

Variable DAI P-value*
Total scale 0.22 0.04
Subscales
Eating 0.12 0.27
Communication 0.05 0.68
Parafunction 0.13 0.24
Symptoms 0.27 0.01

*Spearman’s correlation coefficient, significance level of 0.05
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Table 05. Construct validity: Spearman correlation between total scale and subscales
with caregivers’ educational level (n=151)

Caregivers’ schooling

Variable r P-value
Total scale -0.16 0.05
Subscales
Eating 0.01 0.86
Communication -0.19 0.02
Parafunction 0.03 0.70
Symptoms -0.24 <0.01

*Spearman’s correlation coefficient, significance level of 0.05
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Table 06. Discriminant validity: Total scale and subscales’ scores for people with DS

and their siblings without DS

DS (n=46) Sibling non DS (n=46)
Variable Mean (+SD) Median Mean (+SD) Median P-value*
Total scale 18.72 (8.48) 17.00 7.63 (5.39) 6.50 <0.01
Subscales
Eating 3.52(3.18) 3.00 1.54 (2.35) 1.00 <0.01
Communication 6.22 (4.57) 6.00 1,24 (2.69) 0.00 <0.01
Parafunction 5.33(3.31) 5.00 2.15 (1.86) 2.00 <0.01
Symptoms 3.65 (2.54) 3.00 2.70 (1.92) 2.00 0.02

*Paired t-test, significance level of 0.05
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5 CONSIDERACOES FINAIS

A constituicdo brasileira define que pessoas com deficiéncia sdo aquelas que
apresentam impedimentos de longo prazo. Tais impedimentos podem ser de
natureza fisica, mental, intelectual ou sensorial acarretando prejuizo para sua plena
e efetiva participagdo na sociedade, em igualdade de condigbes com seus demais
integrantes (CONSTITUICAO, 2009).

O acesso aos direitos do deficiente € limitado por um fator comum, a discriminacao,
gue consiste em dar tratamento desigual ou injusto a uma pessoa ou grupo, com
base em preconceitos de alguma ordem. Ela pode assumir diferentes formas, desde
atitudes de rejeicdo até as de superprotecdo. A discriminacdo pode ocorrer em todas

as esferas da sociedade incluindo o ambito familiar.

A chegada de uma pessoa com deficiéncia em uma familia geralmente traz
desconforto. Os pais podem se sentir culpados e apresentar sentimentos de rejeicado
pelo filho. Por vezes a familia se desagrega e pode abandonar a crianca. Em outras
situacbes, 0s responsaveis tratam a crianca com um cuidado excessivo, por
considera-la totalmente incapaz. Ambos 0s comportamentos de rejeicdo e de
superprotecdo sdo perniciosos podendo propiciar o desenvolvimento de agravos a
saude. Além disto, o deficiente precisa de estimulo para desenvolver suas

capacidades plenas, o que se torna dificil guando recebe tratamento desigual.

Muitos profissionais de saude ndo se dispdem a atender pessoas com deficiéncia.
Isto dificulta 0 acesso ao tratamento curativo e preventivo. Considerando que 0s
deficientes podem apresentar maior chance de desenvolver diversos problemas de
saude oral e que podem exigir condicdes especiais para seu atendimento, 0 acesso
eficaz aos trés niveis de prevencao certamente diminuiria a complexidade das

intervencdes necessarias.

As alteracOes orais mais prevalentes entre as pessoas com sindrome de Down
acarretam dor e dificuldade de relacionamento, interferindo na qualidade de vida de
todos os envolvidos em seus cuidados. O presente estudo mostrou que a

malocluséo incapacitante foi muito prevalente dentre as pessoas com SD. Por outro
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lado, nenhuma das pessoas havia sido submetida a tratamento ortodontico, que
poderia trazer beneficios (BACKMAN et al., 2007; FAULKS et al., 2008).

Considerando a prevaléncia da SD e a populacdo nacional, pode ser estimado que
existam cerca de 100.000 individuos com SD no pais e 10.000 na regido sudeste
(IBGE, 2010). Estes valores ressaltam o volume de pessoas com necessidades de
atendimento e com impacto em sua qualidade de vida em decorréncia. Este impacto
abrange desde os sintomas fisicos até os emocionais que podem acarretar
desconforto social, aumentando as desigualdades e impedindo seu pleno

desenvolvimento e independéncia.

A escala de saude bucal em pessoas com sindrome de Down foi desenvolvida no
intuito de avaliar a saude bucal de pessoas com SD. A escala foi desenvolvida para
ser aplicada em pais de pessoas com Sindrome de Down uma vez que a populacao
€ considerada legalmente incapaz. Entretanto, devido ao fato de ser uma medida

proxy, pode ndo corresponder exatamente a situagdo observada.

A escala de saude bucal para pessoas com SD é um instrumento complexo. Apesar
de ter por objetivo mensurar a salde bucal, ela aborda os sintomas e as
capacidades do individuo relacionadas a funcdo da cavidade oral. Apesar das
limitagcbes por ser uma medida proxy, ela pode ser um importante instrumento de
avaliacdo e busca por mecanismos de intervencdo para a populacdo com SD no
Brasil.

Conforme previsto na legislacéo do pais (CONSTITUICAO, 2009), a escala pode ser
um instrumento para colaborar com a independéncia e o exercicio da cidadania das

pessoas com SD.
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APENDICE 1
— Autorizacies do COEP e das Instituicies
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FIGURA 2: Fluxograma explicativo da metodologia empregada no estudo.
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APENDICE 2 o)
UNIVERSIDADE FEDERAL DE MINAS GERAIS 2

FACULDADE DE ODONTOLOGIA

A Direcdo da

Estamos desenvolvendo um estudo sobre a salde bucal de criancas e adolescentes
com Sindrome de Down. Para tanto, gostariamos de contar com seu consentimento para

enviar um questionario aos pais dos jovens, nas idades de 4 anos ou mais, cadastrados na

O questionario versa sobre a saude bucal do jovem, constando de 20 perguntas.
Serd também perguntado sobre a escolaridade dos responsaveis e sobre o nimero de
consultas médicas a que o jovem precisa ser levado normalmente.

Um grupo destes pais respondera a este questionario uma segunda vez com um
intervalo de duas semanas. Outro grupo destes jovens serd avaliado clinicamente para
verificar sua saude bucal, na proépria instituicao.

Todo o grupo recebera uma segunda vez este mesmo questiondrio para ser
respondido para um irmdo mais préximo em idade e sem a Sindrome de Down. O estudo
serd ainda modificado e adaptado as exigéncias do Colegiado de Pés Graduagdo da
Faculdade de Odontologia da UFMG e do COEP-UFMG. Os responsaveis terdo garantidos
seus direitos de ndo serem identificados, de desistir da participacdo e de ndo terem nenhum
tipo de prejuizo por ndo participar ou por participar.

Estamos a disposicdo para quaisquer esclarecimentos. Agradecemos por sua
atencao.

Atenciosamente,

Pesquisadores:

Prof. Karina Bonanato (Professora de Odontopediatria da Faculdade de Odontologia da
UNINCOR/BH, Mestre em Odontologia pela FAO — UFMG). Contato: Karinabonanato@ig.com.br
Telefones: 8812-8901, 3047-0344 (comercial), 3542-6966 (residencial).

Rua Turquesa, 186. Condominio Vila do Ouro, Nova Lima — MG. Brasil.

CEP: 34000-000

Prof. Dr. Saul Martins Paiva (Professor de Odontopediatria da Faculdade de Odontologia da UFMG,
Doutor em Odontopediatria — cursando Pds Doutorado (Canada) Contato: Smpaiva@uol.com.br

A Instituicao autoriza a realizacdo do

estudo supra citado.

Responséavel pela instituicéo:

Assinatura;
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APENDICE 3
Termo de Consentimento Livre e Esclarecido

Os dentistas Karina e Thiago, dos cursos de doutorado e mestrado em Odontopediatria da
UFMG, estéo fazendo uma pesquisa para conhecer a saude bucal dos jovens com Sindrome de Down.
Gostariamos de contar com sua ajuda.

Esclarecemos que:

1. Vocé devera responder a um questionario sobre a salde bucal de seu filho, ou pessoa pela
qual é responsavel.

2. Ele sera examinado para ver se tem algum problema de saude bucal. Este exame ¢ simples e
indolor e sera realizado na prépria FAENOL, em um momento que ele ja estiver no local. Se
ele se recusar a ser examinado, 0 exame nao sera realizado.

3. Nao sera feito nenhum tipo de tratamento. Caso sua crianga apresente algum problema de
saude bucal, vocé sera orientado a leva-lo a um centro de tratamento adequado.

4. Seu nome e o0 de sua crianga ndo serdo identificados.

5. Esta pesquisa esta autorizada pelo Comité de Etica em Pesquisa da UFMG (COEP). Qualquer
davida, ligue para o COEP, telefone (31) 3409-4592. Enderego do COEP: Av. Anténio Carlos,
6627 Unidade Administrativa Il — 2° andar — Sala 2005 Campus Pampulha, Belo Horizonte —
MG. Brasil. CEP: 31270-901.

6. A autorizagdo para a participacao de seu filho ou pessoa pela qual é responsavel mostra seu
interesse em colaborar para o desenvolvimento da pesquisa, sendo sua a escolha de permitir a
participagéo dele, podendo desistir em qualquer época, sem prejuizo por isto.

7. Esclareco que os resultados poderéo trazer beneficios para os individuos com Sindrome de
Down, e vai permitir um melhor diagnéstico de sua saude bucal.

Esclarego, ainda, que néo tenho a inten¢do de vender qualquer produto, sendo a pesquisa de
cunho estritamente cientifico, ndo havendo custos para os pais € nem para as pessoas
participantes.

Coloco-me a inteira disposicdo para resolver qualquer duvida ou qualquer problema.

Pesquisadores: Karina Bonanato Teixeira (8812-8901)

Thiago Compart (9703-5458)

Orientadores: Prof. Dr. Saul Martins de Paiva

Prof?. Dra. Isabela Almeida Pordeus

Por este documento, eu, , responsavel por
autorizo o uso destas informagdes para fins

de pesquisa e ensino.

Belo Horizonte, de de 2010.

Assinatura do pai ou responsavel

SUA COLABORAGAO E MUITO IMPORTANTE. ELA DEMONSTRA SEU INTERESSE
EM COLABORAR COM A PESQUISA E COM A LUTA POR MELHORES CONDIGOES
DE VIDA PARA AS PESSOAS COM SINDROME DE DOWN.

DEVOLVER ATE QUARTA-FEIRA




APENDICE 4
Critério de escolaridade dos responsaveis

Para: Sr (a). Grau de parentesco:
Responséavel por: Data nasc.: 1
Tel de contato: Cel: Tem irméo(s)? ( )Sim ( )Nao

1.ldade damée emanos.____

2. Qual o grau de escolaridade da mée?

() N&o estudou () 1% a 42 série (incompleto) () 1% a 42 série (completo)
() 5%a 82série (incompleto) ( ) 5% a 82 série (completo) () 1°a3°ano (incompleto)
() 1°a3°ano (completo) () Ensino superior (incompleto) ( ) Ensino superior (completo)
3. Idade do pai em anos:

4. Qual o grau de escolaridade do pai?

() N&o estudou ()12 a4?série (incompleto) () 12 a 42 série (completo)
() 5%a 82 série (incompleto) ( ) 5% a 82 série (completo) () 1°a3°ano (incompleto)

() 1°a3°ano (completo) () Ensino superior (incompleto) ( ) Ensino superior (completo)
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Peco que responda as vinte perguntas abaixo.
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Marque a resposta que melhor descreve o que vocé observou sobre a pessoa com Sindorme

de Down de quem vocé cuida_nos ultimos trés meses.

1-Seu filho acha dificil morder uma maca inteira com casca?

N&o/ NuncalL] ~ Poucas vezes[] Muitas vezes L1 Sim/ sempre[]

2—Seu filho tem dificuldade de mastigar pedacos cortados de maga?

Nao/ NuncalL]  Poucas vezes[ ] Muitas vezes [1  Sim/ sempre[]

3—Seu filho tem dificuldade de mastigar pedagos de carne?

N&o/ NuncalL] ~ Poucas vezes[] Muitas vezes L1~ Sim/ sempre[]

4— Seu filho costuma arrotar durante uma refei¢do?

Nao/ Nuncal L] ~ Poucas vezes[ ] Muitas vezes L1 Sim/ sempre[]

5—Seu filho tem prisao de ventre (intestino preso)?

N&o/ NuncalL]  Poucas vezes[] Muitas vezes L1 Sim/ sempre[]

6—Seu filho costuma colocar a lingua entre os dentes ou para fora da boca durante o dia?

Nao/ NuncalL] ~ Poucas vezes[ ] Muitas vezes L1 ~ Sim/ sempre[]

7—A gengiva de seu filho costuma sangrar facilmente?

N&o/ Nuncal]  Poucas vezes[] Muitas vezes [1  Sim/ sempre[]

8—Seu filho costuma ter mau-hélito (mau cheiro na boca)?

Nao/ NuncalL] ~ Poucas vezes[ ] Muitas vezes L1 ~ Sim/ sempre[]

9—Seu filho costuma ranger os dentes?

N&o/ Nuncal L]  Poucas vezes[] Muitas vezes L1  Sim/ sempre[]

10— Seu filho deixa cair comida da boca quando se alimenta?

Nao/ NuncalLl ~ Poucas vezes[ ] Muitas vezes L1 ~ Sim/ sempre[]

11— Seu filho costuma ter engasgos fortes?

N&o/ NuncalL] ~ Poucas vezes[ ] Muitas vezes L1~ Sim/ sempre[]

12— Seu filho consegue comer tudo que ele tem vontade?

Nao/ NuncalLl ~ Poucas vezes[ ] Muitas vezes L1  Sim/ sempre[]



13— Seu filho costuma ter dor de dente?

N&o/ NuncalL]  Poucas vezes[] Muitas vezes L1~ Sim/ sempre[]

14— Vocé consegue perceber quando seu filho esta com dor?

Nao/ Nuncal L] ~ Poucas vezes[ ] Muitas vezes [1  Sim/ sempre[]

15— Vocé consegue perceber onde seu filho sente dor?

Nao/ NuncalL] ~ Poucas vezes[ ] Muitas vezes [1  Sim/ sempre[]

16— Seu filho consegue falar?

N&o/ NuncalL] ~ Poucas vezes[] Muitas vezes L1~ Sim/ sempre[]

17— Outras pessoas fora da familia entendem o qué seu filho fala?

Nao/ Nuncal L] ~ Poucas vezes[ ] Muitas vezes L1 Sim/ sempre[]
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18— Seu filho consegue falar de forma correta palavras que comegam com a letra “L” (de “lapis”,

“leite”, “lote”)?

Nao/ Nuncal L] ~ Poucas vezes[ ] Muitas vezes L1  Sim/ sempre[]

19— Seu filho consegue falar de forma correta palavras que comegam com a letra “G” (de “gato”,

“galinha”, “gola“)?

Nao/ NuncalL] ~ Poucas vezes[ ] Muitas vezes L1  Sim/ sempre[]

20— O que vocé acha da salde da boca e dos dentes do seu filho?

RuimJ Razoavel[] Boall Excelente[]



APENDICE 6
FICHA CLINICA
Nome:
Data de nascimento: / / Sexo: 1-Masculino () 2-Feminino ( )
Escola:
Data do exame: / /

Examinador: ( )Karina ( )Thiago
ODONTOGRAMA - TEMPO:
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50 54 53 52 51 61 62 63 64 65
18 17 16 15 14 13 12 11 21 22 23 24 25 26 27 28
48 47 46 45 44 43 42 41 31 32 33 34 35 36 37 38
85 84 83 8 8 71 72 73 74 75
INDICE DE PLACA (IP) E INDICE GENGIVAL (IG) - TEMPO:
16|12 |24(36 |32 |44 |IP médio 16|12 |24(36|32 |44 |IG médio
§ Vestibular g Vestibular
o , =4 .
o | Mesial o | Mesial
o o
8 [Lingual 8 [Lingual
2 2
— [Distal — |Distal
IP médio IG médio
DAl - TEMPO:
Numero de dentes ausentes na arcada superior e inferior ..........ccccccveeeeeeenn. S- | -
Apinhamento anterior:
(0-sem apinhamento, 1-um segmento apinhado, 2-dois segmentos apinhados)
Espacamento anterior: |
(0-sem espacamento, 1-um segmento espacado, 2-dois segmentos espacados)
DIaSteMa €M MM ..ot e e e e e e e e e e e e e s aeanees
Maior irregularidade anterior SUPErior €M MM ........iieneriiniiiiiieiieeeee e
Maior irregularidade anterior inferior em mm: ........ccoocoiiiniiiieiniiee e,
Sobressaliéncia superior anterior €M MIM: ......cccoiiiiiiee i
Sobressaliéncia inferior anterior @m MM: ...
Mordida aberta anterior vertical em mm: ...,
Relacdo molar antero-posterior: (0-normal, 1-meia cuspide, 2-uma cuspide) D- E-
Mordida cruzada posterior: (0-sem mordida cruzada, 1-com mordida cruzada) D- E-

TEMPO FINAL:
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Quadro 2. Distribuicdo dos pacientes da amostra por entidade e participagdo nas

etapas do estudo.

Instituicdo (Total) Questionarios Retestes Irmaos Total de Exames
Envio | Retorno | Envio | Retorno | Envio Retorno | CPO | IP/IG | IED | Recusa
FAENOL (37) 37 36 25 22 8 8 27 | 20 | 19 2
Familia DOWN 19 19 3 3 6 6 13 12 6 0
Germinarte (7) 7 6 0 0 4 4 6 6 6 0
CD DOWN 8 6 0 0 0 0 4 4 4 0
APAE BH (72) 42 42 16 16 12 12 26 | 24 | 21 0
APAE Betim (19) 19 17 18 12 5 5 14 6 3 0
APAE Neves (20) 12 11 11 4 11 11 11 10 | 11 0
APAE Sta Luzia (25) 25 20 0 0 0 0 13 12 | 12 0
Total 169 157 73 57 46 46 114 | 94 | 82 2




8 ANEXOS

ANEXO 1

UNIVERSIDADE FEDERAL DE MINAS GERAIS
COMITE DE ETICA EM PESQUISA - COEP

Parecer n2. ETIC 305/09

Interessado(a): Prof. Saul Martins de Paiva
Depto. de Odontopediatria e Ortodontia
Faculdade de Odontologia - UFMG

DECISAO

O Comité de Etica em Pesquisa da UFMG — COEP aprovou, no
dia 29 de setembro de 2009, apdés atendidas as solicitagdes de
diligéncia, o projeto de pesquisa intitulado "Tradugdo, adaptacédo
transcultural e validagdo da versdo brasileira do Oral health
problems in people with Down Syndrome (OHDS)" bem como o
Termo de Consentimento Livre e Esclarecido.

O relatorio final ou parcial devera ser encaminhado ao COEP um

ano apos o inicio do projeto.

MLQJQ

Profa. Maria Teresa Marques Amaral
Coordenadora do COEP-UFMG

Av. Pres. Antonio Carlos, 6627 — Unidade Administrativa I - 2° andar — Sala 2005 — Cep:31270-901 — BH-MG
Telefax: (031) 3409-4592 - ¢-mail: coepi@prpg.ufmg.br
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ANEXO 2
Condicdes de saude intra-bucal
Critérios adotados pela Organizacdo Mundial de Salde para o indice de Estética
Dental (IED)

Incisivos, caninos e pré-molares ausentes. O numero de incisivos, caninos e
pré-molares permanentes ausentes nas arcadas superior e inferior deve ser
contado. Isto deve ser feito contando-se o0s dentes atuais, iniciando-se no segundo
pré-molar direito e movendo-se para a frente até o segundo pré-molar esquerdo.
Deveria haver 10 dentes presentes em cada arcada.Caso existam menos de 10, a
diferengca € o numero de dentes ausentes. Uma historia clinica de todos os dentes
anteriores ausentes deve ser obtida para determinarmos se foram realizadas
exodontias por razdes estéticas. Os dentes ndo devem ser considerados ausentes
caso seus espacos esteja fechados. Caso um dente deciduo ainda esteja em
posicdo, e seu sucessor ainda néo tenha erupcionado, ou se um incisivo, canino ou
pré-molar ausente tiver sido substituido por uma prétese fixa.

Apinhamento nos segmentos anteriores.Tanto os segmentos anteriores
superiores quanto inferiores deveriam ser examinados para a deteccdo de
apinhamento. O apinhamento no segmento anterior é a condicdo na qual o espaco
disponivel entre os caninos direito e esquerdo é insuficiente para acomodar todos 0s
quatro incisivos em alinhamento normal. Os dentes podem estar girovertidos ou
deslocados para fora do alinhamento da arcada. O apinhamento nos segmentos
anteriores é registrado como se segue:

0. Sem apinhamento
1. Um segmento com apinhamento
2. Dois segmentos com apinhamento

Caso exista qualquer duvida, o indice mais baixo deve ser registrado. O
apinhamento ndo deve ser registrado caso 0s quatro incisivos estivessem em um
alinhamento adequado, mas um ou ambos 0s caninos estiverem deslocados.

Espacamento nos segmentos anteriores. Tanto 0s segmentos anteriores
superiores como inferiores devem ser examinados para deteccdo de espagcamento
entre os dentes. Quando mensurados no segmento anterior, 0 espacamento é a
condicdo na qual a quantidade de espaco disponivel entre os caninos direito e
esquerdo excede aquela necessaria para acomodar todos 0s quatro incisivos em
alinhamento normal. Caso um ou mais incisivos tenham suas faces proximais sem
quaisquer contatos interdentarios, o segmento € considerado como tendo
espacamento. O espaco oriundo de um dente deciduo recentemente esfoliado nédo
deve ser registrado caso pareca que o dente sucessor permanente ird erupcionar
logo. O espacamento nos segmentos anteriores é registrado como se segue:

0. Sem espacamento
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1. Um segmento com espacamento
2. Dois segmentos com espagamento

Caso exista qualquer duvida, o valor mais inferior deveria ser considerado.

Diastema. Um diastema mediano é definido como um espac¢o, em milimetros,
entre os dois incisivos centrais superiores permanentes na posicdo normal de pontos
de contato. Esta mensuragdo pode ser feita em qualquer nivel entre as superficies
mesiais dos incisivos centrais e deve ser registrada arredondando-se os milimetros.

Maiores irregularidades superiores anteriores. As irregularidades podem ser
ou rotacbes ou deslocamentos em relagdo ao alinhamento normal. Os quatro
incisivos na arcada superior (maxilar) devem ser examinados a fim de localizarmos a
maior irregularidade. O local de maior irregularidade entre os dentes adjacentes é
mensurado utilizando-se as sondas IPC. A ponta da sonda é colocada em contato
com a superficie vestibular do dente incisivo mais lingualmente deslocado ou
girovertido enquanto a sonda é mantida paralela ao plano oclusal e em angulo reto
com a linha normal da arcada. A irregularidade, em milimetros, pode entdo ser
estimada a partir das marcacbes milimetradas da sonda. O valor deveria ser
registrado arredondando-se os milimetros.

As irregularidade podem ocorrer com ou sem apinhamento. Caso exista
espaco suficiente para todos os quatro incisivos em alinhamento normal, mas alguns
deles estejam girovertidos ou deslocados, a maior irregularidade é registrada como
descrito acima. O segmento ndo deve ser considerado apinhado. As irregularidades
na superficie distal dos incisivos laterais também devem ser levados em
consideracao, caso estivessem presentes.

Maior irregularidade inferior anterior. A mensuracdo é a mesma que foi
realizada na arcada superior, exceto que ela é feita na arcada inferior (mandibular).
A maior irregularidade entre os dentes adjacentes na arcada mandibular é localizada
e mensurada como descrita acima.

Sobressaliéncia maxilar anterior. A mensuragéo do relacionamento horizontal
dos incisivos € feita com os dentes em oclusdo céntrica. A distancia a partir do
bordo incisal vestibular do incisivo superior mais proeminente até a superficie
vestibular do bordo incisal inferior correspondente é mensurada com a sonda IPC
paralela ao plano oclusal. A maior sobressaliéncia do maxilar é registrada
arredondando-se os milimetros. A sobressaliéncia maxilar ndo deveria ser
registrada caso todos 0s incisivos superiores estivessem ausentes ou em mordida
cruzada lingual. Caso os incisivos ocluam em topo-a-topo, o valor sera zero.

Mordida aberta anterior vertical. Caso exista falta de sobreposicao vertical
entre quaisquer dos incisivos antagonistas (mordida aberta), a quantidade de
mordida aberta é estimada utilizando-se uma sonda IPC. A maior mordida aberta é
registrada arredondando-se os milimetros.



69

Relacdo molar antero-posterior. Esta avaliacdo é mais freqientemente
baseada no relacionamento dos primeiros molares superiores e inferiores
permanentes. Caso esta avaliacdo ndo possa ser baseada nos primeiros molares
pois um ou ambos estdo ausentes, ndo totalmente erupcionados, ou com a anatomia
alterada devido a céaries extensas ou a restauracdes, os relacionamentos dos
caninos e pré-molares permanentes serdo avaliados. Os lados direito e esquerdo
sao avaliados com os dentes em oclusdo e somente registraremos 0 maior desvio
da relacdo molar normal. Os seguintes codigos séao utilizados:

0. Normal

1. Meia cuspide. O primeiro molar inferior esta meia cuspide mesial ou distal
a seu relacionamento normal.

2. Uma cuspide. O primeiro molar inferior esta uma cuspide ou mais mesial
ou distal a seu relacionamento normal.

A forma de medicdo das caracteristicas oclusais como preconizadas pela OMS é

descrita na figura a seguir:

7
\\\

Figura 3. Desenho esquematico para o uso da sonda IPC

A coleta de dados de acordo com os critérios do IED permite que seja feita
uma analise de cada um dos componentes separados do indice, ou agrupados, sob
as anomalias da denticdo, espaco e oclusdo. E também possivel calcularmos os
valores padréo do IED utilizando-se a equacdo de regressao do IED, na qual os
componentes mensurados do IED sdo multiplicados por seus coeficientes de
regressao, sendo seus produtos adicionados a constante da equacao de regressao.
A soma resultante é o valor IED padréo.

A equacao de regresséo utilizada para o célculo dos valores de IED padrao é
a seguinte:

(dentes visiveis ausentes x 6) + (apinhamento) + (espacamento) + (diastema
x 3) + (maior irregularidade maxilar anterior) + (maior irregularidade mandibular
anterior) + (sobressaliéncia maxilar anterior x 2) + (sobressaliéncia mandibular
anterior x 4) + (mordida aberta anterior x 4) + (relagéo antero-posterior x 3) + 13.

A necessidade de tratamento, bem como a severidade da ma ocluséo na
populacao sao classificadas baseando-se nos resultados do IED como demonstrado
no quadro que se segue.



Quadro 3. Classificagdo da malocluséo de acordo com os escores do IED.

Severidade da ma oclusao

Indicacao de tratamento

Valor do IED

Sem anormalidade ou mas
Oclusoes leves

Ma oclusao definida

Ma oclusao severa

M4 oclusao muito severa
ou incapacitante

Sem necessidade, ou
necessidade leve

Eletivo

Altamente desejavel

Fundamental

Menor que 25

26-30

31-35

Maior ou igual
a 36
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ANEXO 3

Questionario original validado em lingua inglesa

Over the course of the past 3 months...
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Notat Alittle Quitea Very
all lot much
1. Does your child find it difficult to bite into a whole, O O O O
unpeeled apple?
2. Does your child have difficulty chewing sliced pieces of m O O o
apple?
3. Does your child have difficulty chewing pieces of meat? O m m o
4. During a meal, has your child tended to bring up wind m O O o
(belched/burped)?
5. Has your child been constipated? m m m i
6. During the day, has your child often protruded his/her m m m i
tongue?
7. Have your child’s gums bleed easily? m m m i
8. Has your child had bad breath? O m m o
9. Has your been grinding his/her teeth? O m m o
10. During chewing, has food spilt from your child’s mouth? mi i i i
11. Has your child had a strong gag reflex? O m m o
12. Has your child been able to eat all the foods he/she wants m m m i
to?
13. Has your child suffered any painful dental problems? O m m o
14. Have you been able to judge if your child is in pain? m O O o
15. Have you been able to judge where your child has pain? | i i i
16. Is your child able to talk? O m m o
17. Is your child understood by people outside the immediate m m m i
family when he/she talks?
18. Is your child able to pronounce the syllable “t” (as in m m m i
“toy”)?
19. Is your child able to pronounce the syllable “g” (as in | i i i
‘grandma”)?
Poor Reaso- Good Excel-
nable lent
20. How would you describe the oral or dental health of your m m m i

child?
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intellectual disability and publishes papers reporting original observations in this field. The
subject matter is broad and includes, but is not restricted to, findings from biological,
educational, genetic, medical, psychiatric, psychological and sociological studies, and
ethical, philosophical, and legal contributions that increase knowledge on the treatment and
prevention of intellectual disability and of associated impairments and disabilities, and/or
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the paper and ALL must have critically reviewed its content and have approved the final
version submitted for publication. Participation solely in the acquisition of funding or the
collection of data does not justify authorship and, except in the case of complex large-scale
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The Journal of Intellectual Disability Research adheres to the definition of authorship set up
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authorship criteria should be based on 1) substantial contributions to conception and design
of, or acquisition of data or analysis and interpretation of data, 2) drafting the article or
revising it critically for important intellectual content and 3) final approval of the version to be

published. Authors should meet conditions 1, 2 and 3.

It is a requirement that all authors have been accredited as appropriate upon submission of
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for the study and any potential conflict of interests if appropriate. Suppliers of materials
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2.2. Ethical Approvals
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such research has been conducted in full accordance with ethical principles, including the
World Medical Association Declaration of Helsinki (version, 2002

www.wma.net/e/policy/b3.htm) and the additional requirements, if any, of the country where

the research has been carried out. Manuscripts must be accompanied by a statement that
the research was undertaken with the understanding and written consent of each participant
and according to the above mentioned principles. A statement regarding the fact that the
study has been independently reviewed and approved by an ethical board should also be
included. Editors reserve the right to reject papers if there are doubts as to whether

appropriate procedures have been used.

All studies using human participants or animal subjects should include an explicit statement
in the Material and Methods section identifying the review and ethics committee approval for

each study, if applicable. Editors reserve the right to reject papers if there is doubt as to


http://www.wma.net/e/policy/b3.htm

75

whether appropriate procedures have been used.

Ethics of investigation: Papers not in agreement with the guidelines of the Helsinki

Declaration as revised in 1975 will not be accepted for publication.
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Clinical trials should be reported using the CONSORT guidelines available at www.consort-
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journal may be stored on microfilm or videocassettes, in electronic databases and the like, or

reproduced photographically without the prior written permission of the publisher.

Correspondence to the journal is accepted on the understanding that the contributing author
licences the publisher to publish the letter as part of the journal or separately from it, in the

exercise of any subsidiary rights relating to the journal and its contents.

Upon acceptance of a paper, authors are required to assign the exclusive licence to publish

their paper to Wiley-Blackwell. Assignment of the exclusive licence is a condition of
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publication and papers will not be passed to the publisher for production unless licence has
been assigned. (Papers subject to government or Crown copyright are exempt from this

requirement; however, the form still has to be signed). A completed Exclusive Licence Form

must be sent to the address specified on the form, before any manuscript can be published.
Authors must send the completed original Exclusive Licence Form by regular mail upon
receiving notice of manuscript acceptance, i.e., do not send the form at submission. Faxing

or e-mailing the form does not meet requirements.

2.8 Online Open

Online Open is available to authors of primary research articles who wish to make their
article available to non-subscribers on publication, or whose funding agency requires
grantees to archive the final version of their article. With OnlineOpen the author, the author's
funding agency, or the author's institution pays a fee to ensure that the article is made
available to non-subcribers upon publication via Wiley Online Library, as well as deposited in
the funding agency's preferred archive. For a full list of terms and conditions, see

_http://wileyonlinelibrary.com/onlineopenOnlineOpen_Terms.

Any authors wishing to send their paper OnlineOpen will be required to complete the
payment and copyright licence form available from our website at:
http://www.blackwellpublishing.com/pdf/jidr_oof.pdf (Please note this form is for use with
OnlineOpen material ONLY.)

Prior to acceptance there is no requirement to inform an Editorial Office that you intend to
publish your paper OnlineOpen if you do not wish to. All OnlineOpen articles are treated in
the same way as any other article. They go through the journal's standard peer-review

process and will be accepted or rejected based on their own merit.

The copyright statement for OnlineOpen authors will read:

© [date] The Author(s)
Journal compilation © [date] [Society/Wiley-Blackwell Ltd]

For questions concerning copyright, please visit Blackwell Publishing's Copyright FAQ.
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3. SUBMISSION OF MANUSCRIPTS

Manuscripts should be submitted electronically via the online submission site

http://mc.manuscriptcentral.com/jidr. The use of an online submission and peer review site

enables immediate distribution of manuscripts and consequentially speeds up the review

process. It also allows authors to track the status of their own manuscripts. Complete

instructions for submitting a paper are available online and below. Further assistance can be
obtained from Ms Sue M Hampton-Matthews at the Editorial Office of JIDR, Second Floor,
Douglas House, 18b Trumpington Road, Cambridge, CB2 2AH, UK +44 1223 746 124; e-

mail: shm44@medschl.cam.ac.uk.

3.2.

Launch your web browser (supported browsers include Internet Explorer 6 or higher,
Netscape 7.0, 7.1, or 7.2, Safari 1.2.4, or Firefox 1.0.4) and go to the journal's online

Submission Site: http://mc.manuscriptcentral.com/jidr

Log-in or click the 'Create Account' option if you are a first-time user.

If you are creating a new account.

- After clicking on 'Create Account’, enter your name and e-mail information and click
'‘Next'. Your e-mail information is very important.

- Enter your institution and address information as appropriate, and then click 'Next.'
- Enter a user ID and password of your choice (we recommend using your e-mail
address as your user ID), and then select your area of expertise. Click 'Finish'.

If you have an account, but have forgotten your log in details, go to Password Help on

the journals online submission system http://mcv3support.custhelp.com and enter

your e-mail address. The system will send you an automatic user ID and a new
temporary password.

Log-in and select 'Author Center'.

Submitting Your Manuscript

After you have logged in, click the 'Submit a Manuscript' link in the menu bar.
Enter data and answer questions as appropriate. You may copy and paste directly
from your manuscript and you may upload your pre-prepared covering letter.
Click the 'Next' button on each screen to save your work and advance to the next
screen.

You are required to upload your files.

- Click on the 'Browse' button and locate the file on your computer.

- Select the designation of each file in the drop-down menu next to the Browse
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button.
- When you have selected all files you wish to upload, click the 'Upload Files' button.
e Review your submission (in HTML and PDF format) before sending to the Journal.

Click the 'Submit' button when you are finished reviewing.

3.3. Manuscript Files Accepted

Manuscripts should be uploaded as Word (.doc) or Rich Text Format (.rft) files (not write-
protected) plus separate figure files. GIF, JPEG, PICT or Bitmap files are acceptable for
submission, but only high-resolution TIF or EPS files are suitable for printing. The files will be
automatically converted to HTML and PDF on upload and will be used for the review
process. The text file must contain the entire manuscript including title page, abstract, text,
references, tables, and figure legends, but no embedded figures. Figure tags should be
included in the file. Manuscripts should be formatted as described in the Author Guidelines

below.

Please note that any manuscripts uploaded as Word 2007 (.docx) will be automatically
rejected. Please save any .docx file as .doc before uploading.

3.4. Blinded Review

All manuscripts submitted to The Journal of Intellectual Disability Research will be reviewed
by two experts in the field. The Journal of Intellectual Disability Research uses double-
blinded review. The names of the reviewers will thus not be disclosed to the author

submitting a paper and the name(s) of the author(s) will not be disclosed to the reviewers.

To allow double-blinded review, please submit (upload) your main manuscript and title page

as separate files.

Please upload:

e Your manuscript without title page under the file designation 'main document'
e Figure files under the file designation ‘figures'
e The title page, Acknowledgements and Conflict of Interest Statement where

applicable, should be uploaded under the file designation 'title page'.

All documents uploaded under the file designation 'title page’ will not be viewable in the

HTML and PDF format you are asked to review at the end of the submission process. The
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files viewable in the HTML and PDF format are the files available to the reviewer in the

review process.

3.5. Suggest a Reviewer

The Journal of Intellectual Disability Research attempts to keep the review process as short
as possible to enable rapid publication of new scientific data. In order to facilitate this
process, please suggest the names and current e-mail addresses of 1 potential international
reviewer whom you consider capable of reviewing your manuscript. In addition to your choice

the journal editor will choose one or two reviewers as well.

3.6. Suspension of Submission Mid-way in the Submission Process

You may suspend a submission at any phase before clicking the 'Submit' button and save it
to submit later. The manuscript can then be located under 'Unsubmitted Manuscripts' and

you can click on 'Continue Submission' to continue your submission when you choose to.

3.7. E-mail Confirmation of Submission

After submission you will receive an e-mail to confirm receipt of your manuscript. If you do
not receive the confirmation e-mail after 24 hours, please check your e-mail address carefully
in the system. If the e-mail address is correct please contact your IT department. The error
may be caused by spam filtering software on your e-mail server. Also, the e-mails should be
received if the IT department adds our e-mail server (uranus.scholarone.com) to their
whitelist.

3.8. Manuscript Status

You can access ScholarOne Manuscripts any time to check your 'Author Center' for the
status of your manuscript. The Journal will inform you by e-mail once a decision has been
made.

3.9. Submission of Revised Manuscripts

Revised manuscripts must be uploaded within 3 months of authors being notified of

conditional acceptance pending satisfactory revision. Locate your manuscript under

'‘Manuscripts with Decisions' and click on 'Submit a Revision' to submit your revised
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manuscript. Please remember to delete any old files uploaded when you upload your revised
manuscript. Please also remember to upload your manuscript document separate from your

title page.

4. MANUSCRIPT TYPES ACCEPTED

Original Research Article The main text should proceed through sections of Abstract,

Introduction, Methods, Results, and Discussion.

Full Reports of up to 4,500 words are suitable for major studies, integrative reviews and
presentation of related research projects or longitudinal enquiry of major theoretical and/or

empirical conditions.

Brief Reports of up to 1,500 words are encouraged especially for replication studies,

methodological research and technical contributions.

Annotation Articles should be no more than 5,500 words long including tables and figures
and should not have been previously published or currently under review with another
journal. The normal instructions to authors apply. The date for submission of the article
should be negotiated with the Associate Editor. An honorarium of £400 in total shall be paid
to the authors(s) when the article is accepted for publication.

Three main types of Annotations will be commissioned: 1. Authoritative reviews of empirical
and theoretical literature. 2. Articles proposing a novel or modified theory or model. 3.
Articles detailing a critical evaluation and summary of literature pertaining to the treatment of

a specific disorder.

A Hypothesis Paper can be up to 2,500 words and no more than twenty key references. It

aims to outline a significant advance in thinking that is testable and which challenges

previously held concepts and theoretical perspectives.

5. MANUSCRIPT FORMAT AND STRUCTURE

5.1. Format
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Language: The language of publication is English. Authors for whom English is a second
language must have their manuscript professionally edited by an English speaking person
before submission to make sure the English is of high quality. It is preferred that manuscripts
are professionally edited. A list of independent suppliers of editing services can be found at

http://authorservices.wiley.com/bauthor/english _language.asp . All services are paid for and

arranged by the author and use of one of these services does not guarantee acceptance or
preference for publication.

Abbreviations, Symbols and Nomenclature: Spelling should conform to The Concise
Oxford Dictionary of Current English and units of measurements, symbols and abbreviations
with those in Units, Symbols and Abbreviations (1977) published and supplied by the Royal
Society of Medicine, 1 Wimpole Street, London W1M 8AE. This specifies the use of Sl units.

It is important that the term 'intellectual disabilities' is used when preparing manuscripts.

Please note that 'intellectual disability', as used in the Journal, includes those conditions
labelled mental deficiency, mental handicap, learning disability and mental retardation in

some counties.

5.2. Structure

All manuscripts submitted to The Journal of Intellectual Disability Research should include:
Title, Keywords, structured Abstract, Main Text (divided by appropriate sub headings) and
References.

Title Page: Please remember that peer-review is double-blind, so that neither authors nor
reviewers know each others' identity. Therefore, no identifying details of the authors or
their institutions must appear in the submitted manuscript; author details should be
entered as part of the online submission process. However, a 'Title Page' must be
submitted as part of the submission process as a 'Supplementary File Not for Review'. This
should contain the title of the paper, names and qualifications of all authors, their affiliations

and full mailing address, including e-mail addresses and fax and telephone numbers.

Keywords: The author should also provide up to six keywords to aid indexing.

Abstracts: For full and brief reports a structured summary should be included at the

beginning of each article, incorporating the following headings: Background, Method,
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Results, and Conclusions. These should outline the questions investigated, the design,

essential findings, and the main conclusions of the study.

Optimizing Your Abstract for Search Engines: Many students and researchers looking for
information online will use search engines such as Google, Yahoo or similar. By optimizing
your article for search engines, you will increase the chance of someone finding it. This in
turn will make it more likely to be viewed and/or cited in another work. We have compiled

these guidelines to enable you to maximize the web-friendliness of the most public part of

your article.

5.3. References

The Journal follows the Harvard reference style. References in text with more than two
authors should be abbreviated to (Brown et al. 1977). Authors are responsible for the

accuracy of their references.

The reference list should be in alphabetical order thus:

o Giblett E.R. (1969) Genetic Markers in Human Blood. Blackwell Scientific
Publications, Oxford.

e Moss T.J. & Austin G.E. (1980) Preatherosclerotic lesions in Down's syndrome.
Journal of Mental Deficiency Research 24, 137- 41.

e Seltzer M. M. & Krauss M.W. (1994) Aging parents with co-resident adult children: the
impact of lifelong caregiving. In: Life Course Perspectives on Adulthood and Old Age
(eds M. M. Seltzer, M.\W. Krauss & M. P. Janicki), pp. 3-18. American Association on
Mental Retardation, Washington, DC.

Where more than six authors are listed for a reference please use the first six then ‘et al.’

The Editor and Publisher recommend that citation of online published papers and other
material should be done via a DOI (digital object identifier), which all reputable online
published material should have - see www.doi.org/ for more information. If an author cites
anything which does not have a DOI they run the risk of the cited material not being

traceable.

We recommend the use of a tool such as EndNote or Reference Manager for reference

management and formatting.
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EndNote reference styles can be searched for here: www.endnote.com/support/enstyles.asp

Reference Manager reference styles can be searched for here:

www.refman.com/support/rmstyles.asp

5.4. Tables, Figures and Figure Legends

Tables: Tables should include only essential data. Each table must be typewritten on a
separate sheet and should be numbered consecutively with Arabic numerals, e.g. Table 1,

Table 2, etc., and given a short caption.

Figures: All graphs, drawings and photographs are considered figures and should be
numbered in sequence with Arabic numerals. All symbols and abbreviations should be

clearly explained.

Tables and figures should be referred to in the text together with an indication of their

approximate position recorded in the text margin.

Preparation of Electronic Figures for Publication

Although low quality images are adequate for review purposes, print publication requires high
quality images to prevent the final product being blurred or fuzzy. Submit EPS (line art) or
TIFF (halftone/photographs) files only. MS PowerPoint and Word Graphics are unsuitable for
printed pictures. Do not use pixel-oriented programmes. Scans (TIFF only) should have a
resolution of at least 300 dpi (halftone) or 600 to 1200 dpi (line drawings) in relation to the
reproduction size (see below). Please submit the data for figures in black and white or submit
a Colour Work Agreement Form (see Colour Charges below). EPS files should be saved with

fonts embedded (and with a TIFF preview if possible).

For scanned images, the scanning resolution (at final image size) should be as follows to
ensure good reproduction: line art: >600 dpi; halftones (including gel photographs): >300 dpi;

figures containing both halftone and line images: >600 dpi.

Further information can be obtained at Wiley-Blackwell's guidelines for figures:

http://authorservices.wiley.com/bauthor/illustration.asp
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Check your electronic artwork before submitting it:

http://authorservices.wiley.com/bauthor/eachecklist.asp

Permissions: If all or parts of previously published illustrations are used, permission must be
obtained from the copyright holder concerned. It is the author's responsibility to obtain these
in writing and provide copies to the Publisher.

Colour Charges: It is the policy of The Journal of Intellectual Disability Research for authors
to pay the full cost for the reproduction of their colour artwork. Therefore, please note that if

there is colour artwork in your manuscript when it is accepted for publication,

Wiley-Blackwell require you to complete and return a Colour Work Agreement Form before

your paper can be published. Any article received by Wiley-Blackwell with colour work will
not be published until the form has been returned. If you are unable to access the internet, or
are unable to download the form, please contact the Production Editor (jir@wiley.com)

Figure Legends: In the full-text online edition of the Journal, figure
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