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HIGHLIGHTS

* International version of WHOQOL-DIS presents limitations.
» Brazilian version of the WHOQOL-DIS differs from international version.
* New questions of Brazilian version do not compose the calculation of score.

* Limitations of original version remain in Brazilian version.

Abstract: The present article aims to analyze the WHOQOL-DIS (World Health
Organization Quality of Life - Disabilities) structure to verify this instrument’s adequacy to the
theoretical principles underlying its construction. The methodology consists in an analysis of
the WHOQOL-DIS underlying theory, prompting questions about the adequacies of this
theoretical model. The procedure is complemented by a syntax analysis in order to verify the
relevant questions for the score calculation. The obtained results show that the subjects
"participation” and "autonomy" are not objectively present in the international version,
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although they are considered in the theories as justifying elements for the instrument’s
creation. In the Brazilian version, there are questions addressed to the themes. However,
these questions are also not factored into the score calculation. In conclusion, the presence
of autonomy and participation in the Brazilian version of WHOQOL-DIS represents a
proximity with the theoretical assumptions underlying its creation. However, because they
do not compose the score calculation, this adequacy is still limited.

Keywords: quality of life; disabled persons; disability evaluation.

INTRODUCTION

The 1970s has brought significant advances for the rights and equal conditions for
persons with disabilities, and it has also enhanced the conceptual evolution of the debate on
disability, especially those promoted by The Union of the Physically Impaired Against
Segregation (UPIAS) [1-3], constituting a form of cornerstone for the development of
studies directed to this population. Among these studies are those for the assessment of
quality of life developed by the World Health Organization (WHO) [4-6].

Debates encouraged by UPIAS have rendered another perspective of disability, which
highlights the role of accessibility for its (in)effectiveness. Such perspective redefines the
context of deficiency through the social model of disability, which is supported by welfare
policies and social justice, reinforcing the fact that the traditional explanation for disability -
the biomedical model — does not suffice. The theoretical basis of this model sets out that
disability does not arise solely from the individual and physical limitations, but rather from the
interaction between the physical characteristics of the individuals and social conditions in
which they live. That is, the combination of the limitations imposed by body - the result of
some kind of loss or reduction of functionality — and the social organization, which is
inconsiderate about body diversity [1,2,7].

In order to highlight this context, the UPIAS describes, based on the Persons with
disabilities’s perspective/sensation, two terms: impairment as the "partial or total absence of
a limb, organ or existence of a defective body mechanism”; and disability as the
"disadvantage or activity restriction caused by contemporary social organization, which does
not acknowledge, or barely, those who have physical limitations and, therefore, excludes the
participation of the main activities of social life" [1].

This change in terms of the perception of disability and, consequently, in the conceptual
model of disability led to a social and theoretical restructuring of its foundation. Among the
restructuring measures is the elaboration and, subsequently, the reformulation of the
International Classification of Impairments, Disabilities, and Handicaps: a manual of
classification relating to the consequences of disease (ICIDH).

The ICIDH was developed by the WHO in 1976 and was designed to be a disability
classification manual. It has brought significant contributions, but it has also been criticized
for reinforcing the biomedical approach to understand disability, based upon the idea that
the inability / disability is the direct result of the disease or disorder [8—10]. Due to this fact,
the WHO reviewed in 2001 the ICIDH - now called "preliminary" - and from that review, they
elaborated a new document, the International Classification of Functioning, Disability and
Health (ICF), which is also described by the WHO as International Classification of
Functioning, Disability and Health (ICIDH2). With aid of the ICF, the WHO seeks to adapt
effectively to the perspective of the social model of disability [7,11]. The ICF adopts the
concept based on the biopsychosocial model, an overview of the medical model and the
social approaches to disability [8,10,12].

After the conceptual adequacy of the ICIDH, the WHO also realized the need to
adequate Persons with disabilities-oriented quality of life assessment tools. Given this
necessity, the challenge to develop a guided instrument within such theoretical parameters
[4,5] has to be faced. On the basis of this theoretical scope, the WHOQOL- DIS emerges as
a quality of life assessment tool directly targeted to Persons with disabilities.

As a result of this process, three versions of the WHOQOL-DIS were developed: one for
people with physical disabilities (WHOQOL-DIS-PD), one for people with intellectual
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disabilities (WHOQOL-DIS-ID) and another for careers of people with intellectual disabilities
(WHOQOL-DIS-ID Proxy).

Meanwhile, so that the instrument may be applied in Brazil, researchers developed a
Brazilian version of WHOQOL-DIS. This version features five additional questions,
bracketed in a module called the Local Module, which is present in the three versions of the
instrument: WHOQOL-DIS-PD, WHOQOL-DIS-ID and WHOQOL-DIS-ID Proxy [13].

In a lift realized in Scielo, ScienceDirect, Scopus and Web of Science databases we
found 22 articles portraying studies related to WHOQOL-DIS. Among these, however, only
the Lucas-Carrasco and Gomez-Benito’s [14], Lucas-Carrasco et al. [15] and Jovanovi¢ et al.
[16] studies portrayed the instrument application, being the other ones related to the
development, translation and its psychometric properties testing process.

This study aims to analyze the construction and structure of WHOQOL- DIS in terms of
this instrument’s approach to the biopsychosocial model of disability. In order to conduct this
study, issues that constitute the instrument shall be taken into consideration, as well as the
elements that make up the Local Module of the Brazilian version, and also the structured
syntaxes to calculate the three versions of this instrument.

MATERIAL AND METHODS

Firstly, for the development of the present analysis, documents that provide the
theoretical guidelines to support the construction and structuring of the WHOQOL-DIS by
the WHO were analyzed. In this stage, a set of documents consisting of three texts of UPIAS
(Fundamental Principles of Disability, Discuss Fundamental Principles of Disability and
Disability Challenge) and by ICIDH2 was interpreted. This interpretation was substantiated
by an analysis of the papers published by the DIS-QOL Group, who developed the
WHOQOL-DIS instrument, with which the frequency of appearance of terms relevant to the
object under study was collected. Qualitatively, the equivalence of the terms was verified, as
well as their association with a theme identified as central [17].

The documentary procedure followed the criteria and care appointed by Smit [18]:
"gather and organize to find". In general, the task is to regard the thematic processing of
information, which in turn is related to the analysis, detailing and organization of the
documents’ content, as well as their associations with the supporting theories.

The analysis of the documents’ content identified two relevant matters for the life and
the quality of life of Persons with disabilities: "participation” and “autonomy".

This led us to the analysis of the questions of the WHOQOL-DIS and the relevant
syntaxes for the calculation of the versions of this instrument in the Statistical Package for
Social Sciences (SPSS). Consequently, this analysis was also directed to the syntax of the
Brazilian versions of the aforementioned instrument. By means of this analysis, the goal this
stage was to verify the procedure used to calculate the scores of the facets and the
instrument fields, especially in order to comprehend the relevance of WHOQOL- DIS
guestions in this evaluation process of quality of life assessment of Persons with disabilities.

In terms of the syntaxes, they were transcribed, interpreted and analyzed with focus on
the criteria adopted for the calculation of scores of facets and areas of the instrument.

RESULTS

Theoretical guidelines supporting WHOQOL-DIS’ construction

Based on the analysis of the investigated document, two central themes could be
identified: "participation” and "autonomy". These two terms are widely reoccurring in the
three texts of the UPIAS and the ICIDH2, which are considered as the theoretical support for
the development of the WHOQOL-DIS.

Table 1 shows the categories associated with the theme "Active Participation" and their
respective equivalent terms, identified in the table as components. The data in this table was
gathered from the content analysis of the three UPIAS’ texts.

Table 1. Categories associated with the active participation in the texts of UPIAS
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Categories Components Frequency Total % Total
T1 T2 T3 FT %
Participation Participation 16 13 38 67 70.5 95 28.8
Participate 2 1 12 15 15.8
Participating 1 1 2 4 4.2
Participant 1 1 2 4 4.2
Participants - - 3 3 3.2
Participative - - 1 1 1.05
Participated - - 1 1 1.05
Integration Integration 8 8 16 32 43.2 74 22.4
Integrated 7 6 14 27 36.5
Integrate 2 2 2 6 8.1
Integrative 2 2 - 4 5.4
Integrity - - 2 2 2.7
Integral 1 1 - 2 2.7
Integrating - - 1 1 1.4
Inclusion Include 4 2 5 11 39.3 28 8.4
Includes 3 2 3 8 28.6
Including 4 3 - 7 25.0
Included - 1 1 2 7.1
Access Accessible 4 4 1 9 64.3 14 4.2
Accessibility 2 2 0 4 28.6
Access - - 1 1 7.1
Segregation Segregation 9 1 19 29 42.6 68 20.5
Segregated - - 28 28 41.2
Segregate 1 1 2 4 5.9
Segregationist 1 1 1 3 4.4
Segregationists - - 2 2 2.9
Segregates - - 1 1 1.5
Segregating - - 1 1 1.5
Exclusion Exclusion 9 8 5 22 42.3 52 15.7
Excluded 6 4 1 11 21.2
Exclude 3 3 4 10 19.2
Excludes 3 4 2 9 17.3
TOTAL All words 331 100

Source: Adapted from UPIAS’ texts

T1 Text Discuss Fundamental Principles of Disability

T2 Text Fundamental Principles of Disability

T3 Text Disability Challenge

FT Frequency with which all the components of each category appear in the three analyzed texts

Table 2 shows the categories associated with the theme "Autonomy" and their
equivalent terms, identified in the table as components. The data in this table was gathered
from the content analysis of the three UPIAS’ texts.
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Table 2. Categories associated with the autonomy presents in the texts of UPIAS

Categories Components Frequency Total % Total
TL T2 T3 FT %
Activity Active 15 11 32 58 50.9 114 452
Activities 12 6 10 28 245
Activity 3 3 11 17 149
Actively 2 2 6 10 8.8
Inactive - - 1 1 0.9
Control Control 16 5 17 38 76.0 50 19.8
Controlling 1 1 3 5 100
Controlled 1 1 2 4 8.0
Controllers 1 1 - 2 4.0
Controls - - 1 1 2.0
Independence Independence 4 4 4 12 28.60 42  16.7
Dependence 4 4 4 12 28.60
Independent 2 1 4 7 16.65
Dependent 3 2 2 7 16.65
Independently - - 4 4 950
Capacity Capacity 5 3 2 10 50.0 20 7.9
Incapacity 5 5 - 10 50.0
Emancipation Emancipation 3 2 6 11 846 13 5.2
Emancipating 1 1 - 2 154
Mobility Mobility 5 1 4 10 76.9 13 5.2
Immobility 1 1 - 2 154
Immobile - - 1 1 7.7
TOTAL All words 252 100

Source: Adapted from UPIAS’s texts
T1 Text Discuss Fundamental Principles of Disability

T2 Text Fundamental Principles of Disability
T3 Text Disability Challenge

FT Frequency with which all the components of each category appear in the three analyzed texts
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Table 3 presents the categories associated with the themes "Participation” and
"autonomy" and their equivalent terms. These data was extracted from the content analysis
performed on ICIDH2.

Table 3. Categories associated with the autonomy and participation presents in the ICIDH2

Categories Components Frequency % Total
FT %
Impairment Impairment 229 100 229 21.7
Activity Activities 102 71.8 142 135
Activity 40 28.2
Environment Factor Environmental 123 100 123 11.7
Participation Participation 111 94.9 117 11.1
Participanting 2 1.7
Participants 2 1.7
Participant 1 0.85
Paticipate 1 0.85
Performance Performance 104 100 104 9.9
Capacity Capacity 92 97.9 94 8.9
Capacities 2 2.1
Task Tasks 78 100 78 7.4
Interaction Interactions 48 68.6 70 6.6
Interaction 13 18.6
Interact 5 7.1
Interacting 4 5.7
Limitation Limitations 28 53.8 52 4.9
Limitation 24 46.2
Mobility Mobility 45 100 45 4.3
TOTAL All words 1054 100

Source: Adapted from ICIDH2
FT Frequency with which all the components of appear each category

Analysis of the underlying structure during the development and construction of
WHOQOL-DIS

In order to ensure the transcultural condition, the WHOQOL-DIS project was developed
in research centers from different parts of the world (Edinburgh, United Kingdom; Barcelona,
Spain; Paris, France; Prague, Czech Republic; Tromso, Norway; Izmir, Turkey; Vilnius,
Lithuania; Sicily, Italy; Hamburg, Germany; Tilburg, Netherlands; Guangzhou, China; Porto
Alegre, Brazil; Montevideo, Uruguay; Auckland, New Zealand; Budapest, Hungary). The
project was conducted by the University of Edinburgh, and each center performed the same
essential components of the project at the same time [4,19,20]. The DIS-QOL project aimed
to develop an instrument that would allow an assessment of the quality of life of people with
physical disabilities, as well as of those intellectual disabilities [4,5,21,22].

The end result of the work provided the way to elaborate three versions: one for people
with physical disabilities (WHOQOL-DIS-PD); one for people with intellectual disabilities
(WHOQOL-DIS-ID); and another for those responsible and/or caregivers of people with
intellectual disabilities (WHOQOL-DIS-ID Proxy), for cases in which the Persons with
disabilities have no condition to respond [5].

The domain structure, facets, and content of representative questions of each facet is
the same for all three versions. These versions are characterized by the condition of
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additional module to the WHOQOL-bref. The structure of these modules covers 13 facets:
one that assesses, in general, the impact of disabilities on the population of quality of life
(impact of disability), and other 12 subdivided into three domains (Domain | - Discrimination:
discrimination, advocacy, future prospects; Domain Il — Autonomy: control, choice,
autonomy; Domain Il — Inclusion: communication ability, social acceptance, respect, social
network and interaction, social inclusion and contribution, personal potential).

The difference between the three instruments occurs due to small adjustments made in
WHOQOL-DIS-ID and WHOQOL-DIS-ID Proxy. These adjustments bore in mind the
adaptation of the instruments to people with intellectual disabilities and to their caregivers.

The WHOQOL-DIS-PD instrument, directed to people with physical disabilities, follows
the same structure of responses observed in the original assessment instruments of the
WHOQOL, for which a Likert scale of 5 points is used. The WHOQOL-bref also remains
unchanged for the application to this group.

As for the WHOQOL-DIS-ID instrument for people with intellectual disabilities, the Likert
scale was changed from 5 to 3 points [4,5,22,23]. The research that oriented the DIS-QOL
Group pointed out (21) the fact that the Likert scale with five response points was not
suitable for intellectual disabilities (19). For example, studies have shown that people with
low literacy level have difficulty understanding the five-points answer of the Likert scale [25];
people with intellectual disabilities are not able to grasp effectively the five-point scale [26];
and that people with low educational level do not have a valid discernment to answer the
scale of five points of the WHOQOL-bref [27].

Thus, based on the analysis of this data set and also from the pilot study of
WHOQOL-DIS, it was concluded that a response structure with a 3 - point scale is the most
appropriate for research with people with intellectual disabilities [4,22]. For the same reason,
the WHOQOL-bref aimed at this group has also been changed from 5 to 3 points in their
response scale. However, the representative questions of broad fields of both the
WHOQOL-bref and the WHOQOL-DIS-ID remained on five-point scales [5].

The Likert scale for the WHOQOL-DIS-ID Proxy instrument, which considers those
responsible and/or caregivers of people with intellectual disabilities, was unchanged,
remaining with 5 points. The questions were posed in order to refer to the individuals with
disabilities. The same happened applies in the WHOQOL-bref. The content of the questions
of both instruments remains the same [5,23].

For the application to a group of people with intellectual disabilities and the group of
caregivers, the WHOQOL-bref’s structure was altered, but its content was preserved. The
guestions of this instrument were simplified, and some examples were added to facilitate the
comprehension of both groups. The new versions of the WHOQOL-bref were named,
WHOQOL-bref-ID and WHOQOL-bref-ID Proxy, respectively [5].

The scales of WHOQOL- DIS answers also received illustrations. The illustrations are
facial expressions that represent satisfaction and are present in three modules [4]. In the
WHOQOL-DIS-PD instrument, facial expressions are present only in the additional module.
Therefore, they are not part of the WHOQOL-bref instrument. In the instruments WHOQOL-
DIS-ID and WHOQOL-DIS-ID Proxy, facial expressions are present both in the module, as
well as in the WHOQOL-bref.

Representative questions of each WHOQOL-DIS facet are arranged in Table 4.
Similarly to the WHOQOL-bref, this module consists of a corresponding question for each
facet. However, there is a difference in relation to the facet’s representation of the general
aspect: whereas there are two questions in the WHOQOL-bref,, the WHOQOL-DIS module
poses only one question.
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Table 4. Facets and questions of WHOQOL-DIS

Facets N Questions
General 27  Does your disability have a negative (bad) effect on your day-to-day
life?
Discrimination 28 Do you feel that some people treat you unfairly?
Advocacy 29 Do you need someone to stand up for you when you have
problems?
Future prospects 30 Do you worry about what might happen to you in the future?
For example, thinking about not being able to look after yourself, or
being a burden to others in the future.
Control 31 Do you feel in control of your life?
For example, do you feel in charge of your life?
Choice 32 Do you make your own choices about your day-to-day life?
For example, where to go, what to do, what to eat.
Autonomy 33 Do you get to make the big decisions in your life?
For example, deciding where to live, or who to live with, how to
spend your money.
Communication 34  Are you satisfied with your ability to communicate with other
ability people?
For example, how you say things or get your point across, the way
you understand others, by words or signs.
Social acceptance 35 Do you feel that other people accept you?
Respect 36 Do you feel that other people respect you?
For example, do you feel that others value you as a person and
Social network and listen to what you have to say?
interaction 37 Are you satisfied with your chances to be involved in social
activities?
For example, meeting friends, going out for a meal, going to a party
etc.
Social inclusion and 38  Are you satisfied with your chances to be involved in local activities?
contribution For example, being part of what is happening in your local area or
neighborhood.
Do you feel that your dreams, hopes and wishes will happen?
39  For example, do you feel you will get the chance to do the things you

Personal potential

want, or get the things you wish for, in your life?

Source: Adapted from WHOQOL-Disabilities module manual in WHO [5] and Power and Green [4]

Analysis of the Brazilian WHOQOL-DIS structure

The structure presented in the "International Version" of the WHOQOL-DIS is basically

the same as in the "Brazilian Version". However, the latter is increased by a set of questions
that are termed "local module" (table 5).

This local module in the Brazilian Field Test Version consists of "five local items

‘environmental adaptations to constraints', 'physical barriers’, 'employment opportunities’,

'learning opportunities' and ‘food

[13]. According to the group responsible for the

instrument’s development in Brazil, the inclusion of this local module this site module is
justified by the fact that it depicts more accurately the reality of PdW’s lives.
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However, the item "physical barriers (question 44)” (table 5) does not appear in the local
module of the Brazilian version of the validation article published by the group responsible
for the instrument’s development in Brazil [13]. In this case, the local module consists of only
four items.

Table 5. Questions of the Brazilian version of WHOQOL-DIS

N Questions

40 Are you satisfied with the opportunities you have to work?
For example, with the job offers you receive.

41 Are you satisfied with the adaptations of your environment to your limitation?
For example, access ramps, adapted restrooms, elevators, in the case of moving
difficulty; signaling in the streets, in the case of visual impairment; sign language
interpreters, in the case of hearing impairment.

42 Are you satisfied with the opportunities you have to study?
For example, if you want a school or university to accept you as a student.

43 Are you satisfied with your nutrition?
For example, with the amount and quality of the food you eat.

44 Do physical barriers in its environment affect its daily life?
For example, steps, stairs and slopes, in the case of difficulty of moving; holes in
streets, in the case of visual impairment; lack of people who speak LIBRAS, in the

case of hearing loss.
Source: Version from the Research Center of Porto Alegre, Brazil [13]

But it is worth emphasizing that the item "physical barriers (question 44)" is present in
the Brazilian Field Test Version used in doctoral theses associated with the group
responsible for developing the instrument in Brazil [28,29]. The absence of this item in that
article can be justified by an error in the construction of the table that contains the
WHOQOL-DIS module questions, due to the fact that the item is mentioned in the
publication [28].

The analyses carried out by the group responsible for developing the instrument were
based on classical psychometric methods and were conducted independently for the two
study samples: PD and ID. In order to evaluate the normality of distribution, the Shapiro-Wilk
test and Kolmogorov-Smirnov test were employed. Both the relationship between the
variables and the WHOQOL-DIS domains, and the evidence of criterion validity were
analyzed using the t test for independent samples, if normally distributed; or the
Mann-Whitney U test, otherwise. For the two subsamples, an exploratory factor analysis
was performed [13]. The Cronbach’s alpha was calculated for the reliability proof of the
instrument scales and subscales. In the subsample ID, the test-retest reliability was
analyzed by means of the intraclass correlation coefficient (ICC, the average measures of
two random ways) and the t test for paired samples (domain averages) [13]. The results
turned out to be satisfactory.

Analysis of syntaxes for calculating the scores of WHOQOL-DIS

The written transcript of WHOQOL- DIS syntax is presented as follows:

* All 12 questions must be filled out with values between 1 and 3 (the ID version) or
between 1 and 5 (the PD and Proxy versions);

+ All questions whose range of responses is reversed are inverted;

* The score of the disabilities module (WHOQOL-DIS) is calculated through the
average number of the 12 specific questions that constitute the WHOQOL-DIS, which will
only be calculated if the number of unanswered or incorrectly answered specific questions is
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equal or greater than three. The result is multiplied by 12 and is depicted in a scale from 12
to 36 in the ID version, or in a scale from 12 to 60 in the versions DP and proxy;

* The WHOQOL-DIS score is converted to a scale from 0 to 100.

Analogously to the WHOQOL-OLD, the WHOQOL-DIS is an additional module which is
to be employed in conjunction with the general assessment modules WHOQOL-100 and
WHOQOL-bref. Differently from WHOQOL instruments, WHOQOL-DIS is the first to present
different versions. It is also the first to use a range of responses that differ from other
instruments. The general questions of the WHOQOL-bref-ID (1G and 2G) and the general
guestion of the WHOQOL-DIS-ID (27G) have a range of responses containing five items,
such as in other WHOQOL instruments, while other questions have a scale responses
composed of three items.

Analysis of syntaxes for calculating the score of Brazilian versions of WHOQOL-DIS

Among the additional questions of the local module of the Brazilian version, the question
relating to environmental physical barriers is reversed.

In the context of the ongoing analysis, it is relevant to point out that local module
guestions of the Brazilian version of WHOQOL-DIS are not factored in the score. These
guestions are posed solely for a better understanding of the target audience [13].

DISCUSSION

The topics of "active participation” (table 1) and "autonomy" (table 2) are widely
discussed in the texts of UPIAS [1-3,30]. Active participation concerns the full social
participation of Persons with disabilities. This involves the participation in personal
development activities, such as decisions about what concerns you, study and work
activities for self-sustenance. The theme of autonomy, in turn, is linked to independence and
concerns the structuring of an environment that enables such a condition. This structuring
encompasses adjustments to minimize the barriers, both at residential level, as well as
everything related to social life.

The ICIDH2 also presented the categories that justify the selection of the same thematic
axes: participation and autonomy (table 3). The focus of ICIDH2, however, is on the
functionality and restrictions on the body [11]. This instrument has two major evaluation
focuses: functionality and disability components, represented by the body’s functionality and
the participation and development of activities; and contextual factors, represented by
environmental and personal factors. These ICIDH2 evaluation focuses underline the
relevance given by WHO to the themes autonomy and participation. Several studies have
highlighted the importance of these themes to the Persons with disabilities [31-34].

The DIS-QOL Group estimated that the WHOQOL-DIS would have significant impact
due to the psychometric advantages of transcultural assessment and the wide possibility of
using this instrument. The aforementioned Group’s perspective is that the instrument can be
used for the evaluation of different approaches to assess the welfare of Persons with
disabilities, taking into consideration social and health questions [19].

The additional WHOQOL-DIS module, in fact, added specificity to the assessment
context of quality of life of Persons with disabilities. The specific approach, as a result of the
valuation of the impact of disability, discrimination, autonomy and inclusion in the quality of
life of these people gives legitimacy to the expectation of the DIS-QOL Group. The
psychometric properties of the instrument also offer evidence of its validity and reliability.
These tests are represented by the construct validity, conducted through factor analysis, the
internal consistency (Cronbach's alpha), and hypothesis testing (test group); the criterion
validity, performed by concurrent and discriminant validity; and test-retest reliability [13].

However, compared to analysis in focus, it must be stressed that the attention to
participation and autonomy - topics of great relevance to the context, as noted - was not
taken at the level that is presented in the theoretical underlying assumptions that justify the
creation of an instrument, such as the case of the WHOQOL-DIS.
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On the topic of participation, the questions 34 to 39 give structure to the theme. These
six questions, each one with its specificity, offer the evaluation condition of the condition of
the sense of participation on the part of Persons with disabilities.

Regarding the autonomy, the questions 31, 32 and 33 represent this facet. However,
they question the individuals on their autonomy in major decisions about their life, for
example, if they decide where to live, how to feed or how they spend their money. The
addressed autonomy, in such perspective, do not infer autonomy as the condition to come
and go, or to perform daily life activities, which, in a way, is related to accessibility.

Questions 41 and 44 - only present in the Brazilian version (table 5) - offer direct relation
to autonomy concerning accessibility. Notwithstanding, this sphere represents significant
areas for the quality of life of Persons with disabilities [4,20,21,35]. In a way, this autonomy is
also related to a condition of participation, because without the condition for access, the
participation is compromised.

This context allows us to question about the fact that the two questions that show
relevance to the adequacy of the instrument to ICIDH2 are not part of the international
version. These questions give particular attention to what is advocated in the social model of
disability, meaning that the body disabilities, or functional level, occurs due to the influence
of the environment in which the person is inserted [1,2,8-10). It is worth mentioning that this
deficiency interpretation influenced the WHO to elaborate the ICIDH2 [4,5,20].

Disability is characterized as an interaction between the intrinsic characteristics of the
individual and the physical and social environment [11,12]. Thus, the two questions - in
direct reference to autonomy and accessibility - depict the perspective of Persons with
disabilities on the influence of the environment on their quality of life. It is worth mentioning
that well-being is perceived individually by the subjects, and can, consequently, best be
judged by them [36]. Therefore, quality of life must be considered from the individual’s
perspective; and from this this factor that the evaluation ought to be conducted [37].

Nevertheless, it should be noted that, although these two questions are part of the
Brazilian version of WHOQOL-DIS, they are not factored into the score calculation, as well
as other questions of the aforementioned module. The local module questions serve solely
to better understand the target audience. Consequently, even in the Brazilian version, the
importance of autonomy and participation is neglected in the evaluation process.

The general question concerning the impact of disability of the present instruments also
did not use it as a basis to calculate any scores. This is due to the imbalance caused by this
guestion in the psychometric properties of the WHOQOL-DIS module. Although it not used
for calculation of scores, it was still kept in the instrument.

In a general context, even if specific areas for additional module WHOQOL-DIS have
been defined, the SPSS syntax proposed for the different versions of the WHOQOL-DIS
does not consider the calculation of such domain scores.

Given the change in the answer scale of the WHOQOL-bref version during the
application of WHOQOL-DIS for people with intellectual disabilities - WHOQOL-bref-ID -, a
syntax corresponding such instrument should also have been made available, which in fact
did not occur.

CONCLUSION

Due to the fact that international version of the WHOQOL-DIS tool does not address the
guestions 41 and 44,whose structures are directly related to the theoretical concept that led
the WHO to its construction, and, hence results in a lesser capacity of this instrument to
adapt to the ICIDH2 and the psychosocial model deficiency.

These questions imply the environment’s influence on the daily life of Persons with
disabilities, and consequently concern the factors autonomy and accessibility. Failing to
include these issues neglect the fact that accessibility and autonomy are conceptually
related to the (in)existence of the disability. It is not without reason that the mention of these
two components is significant both in the documents of UPIAS, as in those of ICIDH2. This
set of facts leads to the understanding that these two would bring the instrument closer to
the concept and the goal that spurred its creation.
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The presence of representative questions regarding autonomy, which were set in the
condition of access, credits the structure of the Brazilian version of WHOQOL-DIS a more
appropriate setting to the theoretical assumptions of its creation. However, the fact that
these questions are not factored into the score calculation also bestows the Brazilian version
a condition of unsuitability for the instrument’s theoretical construction principles.

Although accessibility-related issues have been largely resolved in developed countries,
a quality of life assessment instrument should not contain in its structure questions related
solely to what is presumably flawed in the target audience’s life. Thus, even though
accessibility is not regarded as a problem in some countries, the existence of issues directed
to this matter would allow an assessment of the relevance of such condition - in a positive
manner - to the quality of life of this population.
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