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ABSTRACT

The amyotrophic lateral sclerosis (ALS) is a degenerative neurological disorder that has a
great impact in the quality of life of the patients. This study had the objective of validating
the ALS Assessment Questionnaire in the Portuguese Language (ALSAQ-40/BR). The
version of ALSAQ-40/BR, was adapted into the Portuguese language after the evaluation
and re-evaluation of 20 patients with a defined ALS diagnosis. The demonstration of its
reproducibility and reliability makes this instrument an additional and useful parameter
which can be used in the evaluation of ALS for research or assistance.
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Validagdo da escala ALSAQ-40 em pacientes com esclerose lateral amiotréfica para
a lingua portuguesa

RESUMO

Esclerose lateral amiotrofica, doenca neuroldgica, degenerativa, apresenta grande
impacto na qualidade de vida dos pacientes. Este estudo teve como objetivo realizar
a adaptacgao transcultural e validacdo da escala Amyotrophic Lateral Sclerosis
Assessment Questionnaire (ALSAQ-40) nestes pacientes. Foi aplicada em 20 pacientes
com reteste apos 30 dias. A traducdo para o portugués e sua adequagao as condicdes
socioecondmicas e culturais da nossa populacdo, bem como a demonstragéo de sua
reprodutibilidade e validade, tornam este instrumento um parametro adicional util
que pode ser utilizado na avaliagdo da ELA seja em nivel de pesquisa ou assistencial.
Palavras-chave: qualidade de vida, esclerose lateral amiotrofica, questionarios.

The amyotrophic lateral sclerosis (ALS)
is a degenerative neurological disease that
represents a great impact in the quality of
life (QL) of its patients. Currently, there is
no effective treatment; predominantly pal-
liative measures are being used. Howev-
er, new therapeutic resources are emerg-
ing to slow the progression of the disease
and extend survival'®. Quality of life is be-
ing able to understand the individual’s per-
ception in relationship to his/her situation

in the context of his/her culture and soci-
etal values where he/she resides, and in re-
lationship to his/her objectives, expecta-
tions, standards and interests®®. The use
of questionnaires, whether generic or spe-
cific, as instruments of evaluation for QL,
has been intensified in scientific research.
Literature reveals that researchers are in-
terested in the QL evaluation, due to the
fact that the main objective of clinical tri-
als is to evaluate the diverse dimensions
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of the patient’s life. This includes physical, psychological,
social aspects, pain, sleep and specific symptoms of the
disease, besides quantifying and standardizing the chang-
es that happen after certain interventions®”*'°. The in-
struments used for measuring must be sensitive to detect
changes that happen over time and amongst groups, as
well as identifying the benefit of different treatments®".
The interest of measuring and monitoring the state of
health and perspective of patients with diagnosis that lead
to neurological conditions, such as ALS, have grown dur-
ing the last few years*'”. The ALS Assessment Question-
naire (ALSAQ-40) is used in England, Portugal, Norway,
Greece, among other European countries to evaluate the
aspects of health and the impact of treatment for patients
with ALS***7131 Tn Brazil, the QL scale mostly used is
the Short Form Health Survey (SF-36) ®, which evaluates
QL, although it is not specific for ALS.

The translation of ALSAQ-40 to Portuguese and its
adequacy to the socioeconomic and cultural conditions,
with the objective of disseminating it within the Brazilian
culture, was accomplished by Pavan et al. in 2007".

The objective of this study is the validation of the AL-
SAQ-40/BR.

METHOD

Subjects

The research conducted refers to a prospective anal-
ysis with the participation of 20 subjects of both genders,
taken ill by ALS. All patients attend the ER (outpatient)
for Neuromuscular Diseases of Irmandade da Santa Casa
de Misericérdia of Sdo Paulo (ISCMSP). The inclusion
criteria used was the defined diagnosis for ALS. Patients
with a history of dementia, previously evaluated by the
neurologist, were excluded.

The research was approved by the Ethics and Research
Committee of the ISCMSP, protocol 240/06. All subjects
or responsible legal guardians signed the consent form,
in freedom and clarity, after being informed of the objec-
tive of the research.

Procedure

In the first interview, socio-demographic data was ob-
tained: gender, age and education; data referring to time
and manner of ALS evolution, as well as the application
of ALSAQ-40/BR and SF-36, with the finality of compar-
ing a generic scale against a specific. In the second inter-
view, done 30 days after, the subjects of the research filled
in the ALSAQ-40/BR again (re-evaluation).

Instrument

The ALSAQ-40/BR is comprised of 40 questions, di-
vided into five dimensions: (1) activities in daily life (ADL)
and independence (10 items); (2) physical aspects (10
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items); (3) food (3 items); (4) communication (7 items)
and (5) emotional aspects (10 items), involving the ar-
eas of physiotherapy, occupational therapy, speech ther-
apy and psychology.

The questions refer to two weeks prior to the day of
the application and the answers are given according to the
following variables: never, rarely, sometimes, frequently
and always. The score ranges from 0 to 100; the higher the
score, the worse the QL*>7,

The Scale of the Quality of Life - SF-36 was selected
due to the fact that it is already a validated scale in the
Portuguese language, through the evaluation of reliabil-
ity and reproducibility®. It is a generic, multidimension-
al questionnaire, formed by 36 items subdivided into 8
scales or components: (1) functional capacity (10 items);
(2) physical aspects (4 items); (3) pain (2 items); (4) over-
all state of health (6 items); (5) vitality (4 items); (6) social
aspects (2 items); (7) emotional aspects (3 items) and (8)
mental health (5 items). The final score ranges from 0 to
100; the higher the score, the better the QL*'"'®

Statistical analysis

For the validation of the instrument, the proposed
norms of the Instrument Review Criteria (SAC)" was fol-
lowed with analysis of internal consistency, reliability or
stability of the instrument and reproducibility'®"” .

The measure of reliability and internal consistency of
the instrument was obtained through Chronbach’s Al-
pha Coefficient, which can range from 0 to 1.0; between
0 and 0.6 the reliability is considered unsatisfactory; be-
tween 0.6 to 0.7 reliability satisfactory and, between 0.7
to 1.0 high reliability'.

The reproducibility of the scale was verified through
Wilcoxon’s test, compared to the results obtained be-
tween the evaluation and re-evaluation, with the inten-
tion of verifying possible differences amongst the results
given. The level of reproducibility can only be ‘acceptable’
or ‘not-acceptable’

The level of significance adopted was that of 0.05 for
all of the statistical tests. The program used for statisti-
cal analysis was the Statistical Package for Social Scienc-
es (SPSS), in its 13.0 version.

RESULTS

The social demographics of the individuals who par-
ticipated in the research can be observed on Table 1.

The level of reliability of ALSAQ-40/BR and SE-36 ob-
tained in Chronbach’s Alpha Coeflicient is demonstrated
on Table 2 and on Table 3 Chronbach’s Alpha Coefficient
for each dimension. As the value of Chronbach’s Alpha
Coefficient is statistically significant, we can infer that the
data presented offer high consistency and reliability.

The values observed in the evaluation and re-evalua-
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tion was statistically similar, with a level of reproducibil-
ity in the questionnaire ALSAQ-40/BR of 85%, consid-
ered ‘acceptable’

DISCUSSION

ALS presents considerable consequences for the pa-
tients. This way, the perception of the state of health and
the impact of QL', as well as the evolution of the disease
and the benefits of the treatment, are being broadly rec-
ognized as a topic of research in clinical and epidemio-
logical studies®'®.

The evaluation criteria currently used for individuals
with ALS is relatively limited, because throughout its ge-
neric measurements, such as the SF-36, there are specif-
ic aspects of the disease that are not measured, that are
not capable of saying exactly, what the health profession-
al must do, however, they are capable of showing whether
the patients can execute determined activities they nor-
mally perform and how they feel while practicing them®.

Table 1. Socio-demographics of 20 patients with amyotrophic
lateral sclerosis.

Socio-demographics data (average=SD)
SexF:M 1:1

Age 54.10£16.80
Education L:| 17:3
Time of disease (years) 1.97£1.13

SD: standard deviation; F: Female; M: Male; L: Literate; I: llliterate.

Table 2. Analysis of internal consistency of the ALSAQ-40/BR and
SF-36 through Chronbach'’s Alpha Coefficient.

Aspect Chronbach’s Alpha Coefficient p*
ALSAQ-40/BR 0.903 <0.001*
SF-36 0.789 <0.001*

ALSAQ-40/BR: amyotrophic lateral sclerosis assessment questionnaire —
Brazilian version; SF-36: short form health survey; *data statistically significant
for p<0.05

Table 3. Analysis of internal consistency of the 5 dimensions of
ALSAQ-40/BR through Chronbach’s Alpha Coefficient.

Dimension of Chronbach’s Alpha

ALSAQ-40/BR Coefficient p*
Food 0.858 <0.001*
Communication 0.915 <0.0071*
DLA 0.941 <0.001*
Physical mobility 0.871 <0.001*
Emotional 0.739 <0.007%

ALSAQ-40/BR: amyotrophic lateral sclerosis assessment questionnaire —
Brazilian version; DLA: daily life activity; *data statistically significant for
p<0.05
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Problems such as difficulty in communication, self-per-
ception, physical abnormalities or discomfort are rare-
ly present in the generic evaluations, being that these as-
pects are the ones that offer a higher impact in the QL of
the patients with ALS’. This is how the use of the specif-
ic scale of QL justifies itself to the disease.

Green et al.” observed that ALSAQ-40 was specifi-
cally developed to be used in patients with ALS/Neuro-
motor Diseases and has proven to be a valid instrument
for the evaluation of QL among the patients. The origi-
nal scale contained 78 items, however, afterwards, stud-
ies indicated that 40 items evaluated the main complaints
of these patients®,

The development and validation of ALSAQ-40 was
done by Jenkinson et al.’, in England and the United
States, in a study comprised of 75 ALS patients. The result
was compared to the application of SF-36 and turned to
be sensitive, reliable and reproducible, which is in agree-
ment with the results found and with the characteristics
of this study.

The transcultural adaptation of ALSAQ-BR/40 to the
Brazilian language (ALSAQ-40/BR), described by Pavan
etal in 2007", revealed that this one remained equivalent
to the original as far as the cultural concepts.

The homogeneity of the items of the instrument, or,
its accuracy demonstrated by the values of reliability are
statistically high (p=0,903) (Table 2), a value similar to the
one found by Jenkinson et al.** in 1999 and 2000 which
suggest that the values of Chronbach’s Alpha higher than
0.9 mean that the measurement is appropriate for indi-
vidual analysis.

Jenkinson et al.?, through the use of the SF-36 scale in
patients with ALS, concluded that this scale supplies re-
liable data for the group studied. However, in the dimen-
sions related to the function, the results do not demon-
strate good reliability, which also justifies the need for
specific instruments®. In this study, the index for Chron-
bach’s Alpha Coefficient for the ALSAQ-40/BR revealed
to be higher than the SF-36.

In this study, the reproducibility analysis in only 6 of
the 40 questions of the questionnaire evaluated, did not
reach the level of significance adopted, resulting in a lev-
el of 85%, which is considered, in the procedures of val-
idation, a sufficient satisfactory result according to the
criteria of Guillemin in 1995", which considers as sig-
nificant, results higher than 2/3, in the evaluation of re-
producibility.

The reproducibility and validation of ALSAQ-40/
BR, make this instrument a useful, additional parameter
which can be used in the evaluation of the results for re-
search or assistance of ALS patients.

In conclusion, the sample allowed for validation of the
ALSAQ-40/BR in the Brazilian population.
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