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Semantic validation of the Portuguese version of the Adult attention-deficit disorder/
hyperactivity disorder (ADHD) Quality of Life Questionnaire (AAQol)
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Abstract

Background: Attention-deficit disorder/hyperactivity disorder (ADHD) in adults is associated to worse measures of quality of life, both in clinical and epi-
demiological samples and their evaluation is important when understanding the burden of the disorder in different areas of patients’ lives. There is not any
instrument in the Portuguese language to assess quality of life in adults with ADHD. Objectives: To develop a Portuguese version of the Adult ADHD Quality
of Life Questionnaire (AAQoL) to be used in Brazil. Methods: Five consecutive steps including translation, back-translation, evaluation of semantic equivalence,
debriefing with patients and controls and definition of a final version. Results: After all steps, the final version was chosen considering many aspects, including
similarity to the original version, friendly understanding and level of semantic equivalence of the 29 terms. Discussion: The Portuguese version of the AAQoL
will provide measures of quality of life similarly to the original version.
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Resumo

Introdugio: O transtorno de déficit de atengdo/hiperatividade (TDAH) em adultos esta associado as piores medigdes de qualidade de vida, tanto em amostras
clinicas como em epidemioldgicas, e sua avaliagdo ¢ importante para entender a extensdo do transtorno nas diferentes areas da vida dos pacientes. Nao ha nenhuma
ferramenta em portugués para avaliar a qualidade de vida em adultos que apresentam TDAH. Objetivos: Desenvolver uma versdo em lingua portuguesa do Adult
ADHD Quality of Life Questionnaire (AAQoL) para ser utilizado no Brasil. Métodos: Cinco etapas consecutivas que incluem tradugéo, versdo para a lingua de
origem, avaliagdo da equivaléncia semantica, discussao com os pacientes e controles e definigao da versao final. Resultados: Apds todas as etapas, a versao final
foi escolhida levando em conta vérios aspectos, inclusive semelhanga com a versao original, facilidade de compreensio e nivel de equivaléncia semantica de 29

termos. Conclusio: A versdo em lingua portuguesa do AAQoL fornecerd medi¢des de qualidade de vida similar & versao original.
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Introduction

Although there are controversies about the number of symptoms
required for diagnosis of the adult form of ADHD, since DSM-IV
cutoff was established based on samples of 6 to 16 year-old subjects,
the majority of clinical trials use these criteria. In two studies with
non-clinical samplest?, validity of ADHD diagnosis in adults has
demonstrated that subjects with greater number of symptoms had
worse indicators of global functioning and impairment. Given the
single evidence of significant academic impairment of ADHD, among
many others, one should expect a myriad of worse outcome measu-
res for children with the disorders. Several cumulative evidences in
recent years revealed high rates of ADHD-associated functioning
impairment which potentially have a negative influence in quality
of life (QoL). Despite those findings, until recently there were no
instruments developed to capture quality of life indicators in adult
patients with ADHD. Studies using widely-used scales, such as SF-36,
have indicated that only certain subscales were related to remission
of ADHD symptoms, suggesting that more specific instruments for
these patients are needed+s.

The Adult ADHD Quality of Life Questionnaire (AAQoL)s was
developed based on systematization of data on the impact of the di-
sorder in everyday activities reported by patients, by experts and also
information collected from scientific literature. In its current version,
AAQoL is a Likert-type scale consisting of 29 items distributed in
the following four subscales: Productivity (11 items), Psychologi-
cal Health (6 items), Life Perspectives (7 items), and Relationships
(5 items). In the original study of scale validation, construct validity
of AAQoL was confirmed for the whole set of its items, as well as for
four dimensions (subscales) of the instrument. Internal consistency
of the scale has been shown to be adequate, with a Cronbach’s alpha
0f 0.93¢. In the validation study of the original scale, ADHD patients
had shown a greater number of divorces, higher unemployment rates
and lower mean income compared to the matched control group,
which are aspects that illustrate a more accentuated impairment in
Productivity and Relationships subscalese.

Quality of life scales are particularly important for efficiency as-
sessment of drug or non-drug therapies, as efficacy studies, by far the
most common ones, give information about symptomatic remission
with the therapy employed, but do not indicate changes occurred in
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the impact of disruption on different areas of patient’s life. Therefore,
the purpose of this study is to perform a semantic validation in Por-
tuguese of the ADHD Adult Quality of Life Questionnaire (AAQoL)
instrument in a sample of adult patients with ADHD.

Methods

After authorization of the original instrument’s authors, semantic
validation was based on general guidelines of a method proposed by
Herdman et al.” and previously used with an adult ADHD sample in
our country® with five consecutive stages: a) translation of the original
instrument; b) back-translation; ¢) formal appreciation of equivalence
between translation and back-translation; d) debriefing with a conve-
nience sample, and e) final review by field experts, involving authors
of this study, original scale’s author, and two invited psychiatrists,
who are experienced in treating adults with ADHD. This study was
approved by IPUB - UFR] Research Ethics Committee.

The first stage is consisted of two translations of the original
document from English into Portuguese, separately made, one of
which performed by a translator, and the other performed by a
fluently English and Portuguese-speaking psychiatrist with expe-
rience in treating adult patients with ADHD. The same number of
items, the same title and the same five or six options of frequency
responses were maintained. Block division was also maintained,
according to the original. The second stage is consisted of two
back-translations into English of such separately made translations
in the previous stage by professionals with the same profile of the
first stage. The third stage is consisted of the formal appreciation
of semantic equivalence by authors of this study. For this, general
meaning (concepts to which original terms refer) and referential
meaning (correspondence between terms in English and in Por-
tuguese) of wording of each item of scale were evaluated”?. Parti-
cularly regarding conceptual equivalence, it was tried to evaluate
the correspondence between the North-American and Brazilian
cultures for different daily life contexts addressed in the scale.
A summary version was prepared and used in the forth stage,
which was a debriefing with a convenience sample. In this phase,
10 healthy control subjects as well as 10 ADHD patients, as diagno-
sed according to DSM-IV system criteria, were interviewed using
Module K-SADS-PL Diagnostic Interview (adapted version 6.0).
Patients were also interviewed in order to control for any current
psychiatric diagnosis other than ADHD. Patients were considered
to be those having previous diagnosis before 12 years of age - as
proposed by some authors!® — and current diagnosis, i.e., at least
six inattention symptoms in Module A and/or six hyperactivity-
-impulsivity symptoms in Module B. Our group has previously
demonstrated Impairment in at least two areas was investigated by
a direct questioning by examiners who decided on the presence of
impairment according to their expertise and clinical judgment. Re-
maining criteria of DSM system were also employed. Patients were
enrolled consecutively in Attention Deficit Study Group (GEDA)
of UFRJ’s Institute of Psychiatry. Controls were equally enrolled in
GEDA; these were defined as subjects with less than four current
symptoms of both dimensions (inattention and hyperactivity-im-
pulsivity) matched for age, sex and education without any current
psychiatric diagnosis. The fifth stage is consisted of a final review
by field experts and by the original scale’s author.

Results

The final version in Portuguese is shown in table 1. Both back-
-translations revealed good measures of equivalence for referential
and general meaning compared to the original instrument; agreement
between pairs (translations-back-translations) varied somewhat in
the majority of 29 items. Questions presenting lower agreement
were discussed and redefined in stage 3. Among them, item “Lack
of satisfactory time” was the one with lower agreement between

translation and back-translation, and was discussed with the origi-
nal document’s author. The concept of “quality time”, in the original
document, has revealed to be of difficult correspondence and it was
chosen to use the term “satisfactory time” that has a broader sense
than only sufficient amount of time. In the forth stage, this item has
revealed to be of good understanding by patients.

In the forth stage, item “using your energy well” was poorly
understood by a small number of patients, to whom direct questio-
ning by the interviewer (after self-completion) has revealed certain
confusion regarding intended sense. Some subjects checked that
items “Feel you irritate people” and “Feel that people are frustrated
with you” were potentially correlated, but both were included in the
original instrument. The same was valid to items “Feel overloaded”
and “Felt upset because you were tired”.

Discussion

Several studies showing significant impairment associated to ADHD
symptoms in adults, such as listed on DSM-IV, stressed out the neces-
sity of investigating the impact of such impairment on quality of life
indexes of patients with this disorder. The use of more generic quality
of life scales — such as SF-36 - in studies with ADHD subjects have
shown that only some indexes were correlated to symptoms of this
disorder, stressing out the necessity of more specific instruments#s.

AAQoL was selected because it is an easily and rapidly applied
instrument, in addition to having been developed to investigate
the impact of ADHD symptoms on quality of life of patients with
this disease. Thus, items that may be divided in four subscales,
assessing productivity, psychological health, life perspectives, and
relationships, which are areas commonly affected in ADHD patients
and have closer relation to ADHD than areas assessed by SF-36 scale,
such as physical health and pain, for example, were used.

AAQoL translation used detailed systematic for formal appre-
ciation of semantic equivalence, similarly to several other similar
studies in our field, due to the fact that terms and expressions may
have different approaches, specifities, and connotations, inherent to
every language and culture.

Debriefing in a limited number of subjects should always be
considered as a main limitation of semantic validation studies, as in
this study, considering the sociocultural heterogeneity in Brazil. For
quality oflife studies, other forms of equivalence rather than semantic
- such as, for example, functional equivalence - have been emphasi-
zed by some authors’; this may be particularly important once quality
oflife is a concept widely subjected to variations in different cultures.
However, a comparative analysis of the traditional methodology,
similar to those used in the present study, with a laborious process
for its obtaining, including focus group and multiple pretests (among
other procedures), has not revealed significant differences in a study
on quality of life instruments!!.

Conclusion

The AAQoL Portuguese version obtained in this study will provide
measures of quality of life similarly to the original instrument,
meeting the need for specific instruments to evaluate this aspect in
ADHD adult subjects, and allowing an objective measurement of
the degree of disease impact on different areas contributing to the
quality of life of these subjects.
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Table 1. Versao final em portugués da Adult ADHD Quality of Life Questionnaire (AAQol)
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As perguntas a seguir referem-se ao impacto que o TDAH teve na sua vida nas ULTIMAS 2 SEMANAS. Para cada pergunta, circule sua resposta. Nao existem respostas

certas ou erradas

Nas ULTIMAS 2 SEMANAS, até que ponto foi dificil para vocé: Nem um pouco Nao muito Um pouco Muito Extremamente
Manter a casa (ou apartamento) limpa ou arrumada 1 2 3 4 5
Administrar suas finangas (como descontar cheques, controlar o saldo bancério, 1 2 3 4 5
pagar as contas em dia)
Lembrar de coisas importantes 1 2 3 5
Conseguir fazer suas compras (comida, roupas ou coisas para a casa, por ex.) 1 2 3 5
Ficar atento enquanto interagia com outras pessoas 1 2 3 B
Nas ULTIMAS 2 SEMANAS, com que frequéncia voce: Nunca Raramente | Algumas vezes | Frequentemente Muito
frequentemente
Sentiu-se sobrecarregado(a) 1 2 3 4 5
Sentiu-se ansioso(a) 1 2 3 4 5
Sentiu-se deprimido(a) 1 2 3 4 )
Sentiu que ndo foi capaz de atender as expectativas dos outros (em casa ou no 1 2 3 4 5
trabalho)
Sentiu que irritou as pessoas 1 2 3 4 5
Sentiu que é preciso muito esforgo para fazer e terminar as coisas 1 2 3 4 5
Sentiu que as pessoas ficam frustradas com vocé 1 2 3 4 5
Sentiu que teve uma reagao exagerada em situagdes dificeis ou estressantes 1 2 3 4 5
Sentiu que usa bem sua energia (que ela dd resultados positivos) 1 2 3 4 5
Sentiu que consegue passar bons momentos com 0s outros 1 2 3 4 5
Sentiu que é capaz de administrar bem a sua vida 1 2 3 4 5
Sentiu-se tdo produtivo(a) quanto gostaria de ser 1 2 3 4 5
Nas ULTIMAS 2 SEMANAS, até que ponto voce se perturhou com: Nem um pouco Nao muito Um pouco Muito Extremamente
Conflitos nos seus relacionamentos 1 2 3 4 5
Falta de tempo satisfatério para estar com as outras pessoas 1 2 3 4 5
Nas ULTIMAS 2 SEMANAS, até que ponto voceé se sentiu incomodadofa): Nem um pouco Nao muito Um pouco Muito Extremamente
Pelo fato de estar exausto(a) 1 2 3 4 5
Pelas oscilagdes (altos e baixos) de suas emogdes 1 2 3 4 5
Nas ULTIMAS 2 SEMANAS, até que ponto foi problematico para voceé: Nem um pouco Nao muito Um pouco Muito Extremamente
Terminar trabalhos ou tarefas (no trabalho ou em casa) 1 2 3 4 5
Comegar tarefas que vocé ndo acha interessantes 1 2 3 4 5
Administrar muitos projetos ao mesmo tempo 1 2 3 4 5
Terminar as coisas no tempo certo 1 2 3 4 5
Saber onde estao coisas importantes (como chaves, carteira) 1 2 3 4 5
Nas ULTIMAS 2 SEMANAS, com que frequéncia vocé: Nunca Raramente | Algumas vezes | Frequentemente Muito N3o se aplica
frequentemente
Sentiu-se bem consigo mesmo(a) 1 2 3 5
Sentiu que as pessoas gostam de estar com vocé 1 2 3 5
Sentiu que o seu relacionamento intimo esta indo bem do 1 2 3 5 a
ponto de vista emocional
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