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Abstract: BackGrounD: Vitiligo, although asymptomatic, highly compromises patients” quality of life (QoL).
Therefore, an adequate evaluation of QoL is essential.

OsJecTivEs: Translation, cultural adaptation and validation of VitiQol (Vitiligo-specific health-related quality of life
instrument) into Brazilian Portuguese.

MEtHoDSs: The study was conducted in two stages; the first stage was the translation and cultural/linguistic adap-
tation of the instrument; the second stage was the instrument’s validation.

Resurrs: The translated VitiQol showed high internal consistency (Cronbach alpha = 0.944) and high test-retest
reliability and intraclass correlation coefficient=0.95 (CI 95% 0.86 - 0.98), p<0.001. There was no statistically sig-
nificant difference between the means of the first completion of the VitiQoL questionnaire and the retest, p = 0.661.
There was a significant correlation between VitiQoL and DLQI (r = 0.776, p <0.001) and also between VitiQoL-PB
and subjects’ assessment of the severity of their disease (r = 0.702, p <0.001).

Concrusions: The impact of vitiligo on the QoL of Brazilian patients can be assessed by a specific questionnaire.
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INTRODUCTION

Vitiligo is an acquired pigmentary disorder,
characterized by achromatic spots due to a loss of me-
lanocytes. Its prevalence ranges between 0.5% and
1% worldwide. Gujarat, India, is considered to be the
place with the highest prevalence of vitiligo: approx-
imately 8.8%.! The average age of onset is 22 years in
the United States and India, 24 years in Brazil and 25
years in England, and half of the patients develop the
disease before 20 years of age."**

Adults and children of both genders are equal-
ly affected, but some studies indicate a slight prepon-
derance of cases among females, possibly because
women seek medical care more often than men due to
the secondary psychosocial consequences.’**¢ There
is no predilection for skin type or race.!
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There are genetic factors involved in its etio-
pathogenesis, and the relative risk of vitiligo in
first-degree relatives is estimated as seven to 10 times
greater than in the general population.’” Other aspects
involved include autoimmunity, intrinsic defects of
melanocytes and T-cells, and oxidative stress.®"

Many dermatological diseases are character-
ized by compromising patients” physical and rela-
tional well-being. For this reason, the assessment of
quality of life (QoL) is of fundamental importance.'>*
Vitiligo, although asymptomatic, highly compromis-
es QoL. It affects patients” lives in many ways, being
sometimes psychologically devastating. The condition
compromises self-esteem, body image and social life.
Individuals with vitiligo suffer social discrimination
and stigmatization, which result in significant chang-
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es in their lifestyles: from the choice of clothing, use of
sunscreen and cosmetic camouflage of the lesions to
the avoidance of social events or outdoor activities.'*"”

Recently, a specific questionnaire for vitiligo
has been developed and validated in the English lan-
guage: the Vitiligo-specific health-related quality of life
instrument (VitiQoL)."” To this date, there were no in-
struments in Brazilian Portuguese to assess the QoL
in vitiligo.

The VitiQoL is a questionnaire of 15 items,
with item scores from 0 (never) to 6 (all the time). It
yields a total score from 0 to 90. Moreover, it presents a
personal assessment of the severity of vitiligo, using a
scale ranging from 0 (no skin involvement) to 6 (worst
case), which corresponds to the 16th question of the
VitiQoL questionnaire. The questionnaire shows to be
a promising clinical and epidemiological study instru-
ment, and a powerful marker of outcome."”

The aim of this study was to perform the trans-
lation, cross-cultural adaptation and validation of the
VitiQoL into Brazilian Portuguese (VitiQoL-PB).

METHODS

The author of the VitiQoL questionnaire au-
thorized its translation, cross-cultural adaptation and
validation. The study was conducted in two stages:
the first stage was the translation and cultural/lin-
guistic adaptation of the instrument; the second stage
was the instrument’s validation. This is an observa-
tional study. Subjects were divided into two groups:
cross-sectional and follow-up (retest). Subjects were
selected from a Dermatological Outpatient Clinic from
Hospital de Clinicas de Porto Alegre. In this study,
we used convenience sampling of consecutive cases.
Inclusion criteria were: older than 18 years of age; able
to read and understand Brazilian Portuguese; diagno-
sis of vitiligo confirmed by a dermatologist. Exclusion
criteria were: presence of chronic, non-dermatological
disease or other concomitant dermatological disease.

In the first stage (translation and cross-cultural
adaptation), two independent translators performed
the literal translation of the VitiQoL instrument from
English into Portuguese. This version was later re-
viewed by a bilingual group, composed of health pro-
fessionals. Next, 10 subjects with vitiligo were asked
to answer the questionnaire and make suggestions
for its clarity and understanding. After repeat review
by the same bilingual group, this new version of the
questionnaire was translated into English and sent to
the author of the original questionnaire for approval.
This stage took place from January to June 2013.

Based on the original study and the WHO
recommendations for the development of quality of
life questionnaires, a specific questionnaire on demo-
graphic data, the VitiQoL questionnaire and a gener-
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ic instrument for dermatological diseases previously
validated for Portuguese, the DLQI (Dermatology
Life Quality Index), were administered to 74 subjects.
In addition, subjects made a personal assessment of
their severity of vitiligo, using a scale ranging from 0
(no skin involvement) to 6 (most severe cases), which
corresponded to the 16th question of the VitiQoL-PB
questionnaire.

For test-retest reliability, the sample was calcu-
lated based on the studies reliability graph, using a re-
liability coefficient (Cronbach’s coefficient) of 0.80 and
a confidence interval of 0.05. Statistical analysis was
performed using SPSS (SPSS Inc. Chicago, 1I, version
18.0 for Windows). The reliability of the instrument was
demonstrated through the analysis of internal consis-
tency using Cronbach’s coefficient of reliability. Test-re-
test reliability was assessed by intraclass correlation
coefficient (ICC) and Student t test for paired samples.

The PB-VitiQoL and DLQI were compared using the

Pearson correlation coefficient. General data were an-
alyzed using descriptive statistics (mean and standard
deviation for quantitative variables with symmetric
distribution; median and interquartile range for vari-
ables with asymmetric distribution; and frequencies
and percentages for categorical variables). The study
project was approved by the Research Ethics Commit-
tee and all subjects signed an informed consent.

RESULTS

The questionnaire was completed by 74 sub-
jects. For analysis of reproducibility (test-retest re-
liability), two to four weeks after the first interview,
a subgroup of subjects, corresponding to 20% of the
sample, completed the VitiQol-PB questionnaire again.

Subjects” demographic and clinical character-
istics are described in table 1. The translated VitiQol
showed high internal consistency (Cronbach alpha
= 0.944) and high test-retest reliability, with an intra-
class correlation coefficient of 0.95 (CI 95% 0.86 - 0.98),
p<0.001. There was no statistically significant differ-
ence between the means of the first completion of the
VitiQoL questionnaire and the retest, p = 0.661 (Graph
1)|. The 95% interval of agreement between the test
and retest was -25.46 to 22.71.

The single item that most contributed to the
total score of VitiQoL-PB was related to the frustration
about the skin condition (question 2). Other items that
significantly contributed to the final scores were: feel-
ing bothered by the appearance of the skin (question
1), worry about what other people think (question 5),
fear of criticism (question 6), embarrassment or inhibi-
tion because of the skin (question 7), social or leisure
activities (question 9), emotional well-being (question
10). In general, we found that all items contributed to
the final score (Table 2).

An Bras Dermatol. 2015;90(3):358-62.



360 Boza JC, Kundu RV, Fabbrin A, Horn R, Giongo N, Cestari TF

The average VitiQoL-PB score was 40.04+27.32;
while the median DLQI was 3 (interquartile range P25
=1 and P75 =7). The average patient assessment score
for severity of illness was 3.64 + 1.87 (Figure 1).

There was a significant correlation between Vi-
tiQoL and DLQI (r = 0.776, p <0.001) and also between
VitiQoL-PB and subjects” assessment of the severity
of their disease (r = 0.702, p <0.001). We also found a
good correlation between the total DLQI and subjects’
assessment of the severity of their disease (r = 0.673, p
<0.001) (Graph 2).

TasLE 1: Clinical and demographic data

Mean
(standard deviation)

Age 44.70 (17.107)
31 (median)

11 (median)

Age of onset
Duration of the disease

N (%)
Gender
Male 24 (324)
Female 50  (67.6)
Skin type
I 12 (16.2)
I 31 (419)
v 26 (35.1)
\% 5 (6.8)
Educational level
Incomplete primary education 21 (28.4)
Complete primary education 3 4.1)
Incomplete secondary education 13 (17.6)
Complete secondary education 12 (16.2)
Incomplete higher education 12 (16.2)
Complete higher education 13 (17.6)
Marital status
Married 27  (36.4)
Divorced/ Separated 12 (16.2)
Widowed 6 (8.3)
Single 29  (39.1)
Income
up to 500.00 3 (4.1)
500.00-1,000.00 20 (27)
1,000.00-3,000.00 33 (44.6)
>3,000.00 16 (21.6)
Was unable to report 2 2.7)
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GrapH 1: Clinical and demographic data Bland and
Altman’s graph showing agreement between test and
retest scores. The solid line shows the difference be-
tween the means of the test and the retest; the dotted
line shows the 95% limits of agreement (mean differ-
ence + 1.965D)

TasLE 2: Correlation between items and between the
items with the final score

Item Correlation Correlation
between items  between the

items and
the final score

1- Bother 0.27-0.84 0.83

2 - Frustration 0.28-0.85 0.85

3 - Difficulty showing 0.25-0.67 0.69

affection

4- Daily activities 0.29-0.75 0.77

5 - Worry about what 0.17-0.84 0.81

other people think

6 - Fear of criticism 0.17-0.84 0.82

7 - Embarrassment 0.35-0.85 0.83

or inhibition

8 - Type of clothing 0.25-0.68 0.72

9 - Social and leisure 0.30-0.75 0.81

activities

10- Emotional well-being 0.21-0.75 0.83

11- Physical health as 0.24-0.71 0.70

a whole

12 - Care with personal 0.24-0.59 0.66

appearance

13 - Sun protection care 0.12-0.35 0.41

14- Making new friends 0.12-0.67 0.75

15- Disease progression 0.24-0.59 0.62
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Ficure 1: VitiQoL PB

The purpose of these questions is to assess whether the aspect of
your skin affected your life during the last month.

DURING THE LAST MONTH|, from 0 (not at all/ not ap-
plicable) to 6 (very much):

1. Did you feel bothered by the appearance of your skin?

2. Did you feel frustrated about your skin condition?

3. Did you feel difficulty in showing affection because of

your skin condition?

4. Has your skin condition affected your daily activities?

5. While talking to someone, did you worry about what peo-

ple might be thinking about you?

6. Were you afraid that people would criticize you?

7. Did you feel embarrassed or inhibited because of your

skin?

8. Did the appearance of your skin influence your choice of

clothing?

9. Did your skin condition affect your social or leisure activ-

ities?

10. Did your skin condition affect your emotional well-be-
ing?

11. Did your skin condition affect your physical health (as a
whole)?

12. Did your skin condition influence your care with per-
sonal appearance (for instance, haircut or use of cosmetic
products)?

13. Did your skin condition influence your sun protection
care during leisure activities (for instance, limiting the
time of exposure to the sun during peak hours, staying
out of the sun, wearing a hat, long sleeves or pants)?

14. Did your skin condition affect the possibility of making
new friends?

15. Did you worry about disease progression to other body
parts?

16. Please rate how severe you think your skin condition is:

Severity of skin condition

Reproduced with permission of the authors
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DISCUSSION

The development and validation of dermatol-
ogy-specific QoL questionnaires is recent.'®" For the
evaluation of a specific dermatosis, there is a tendency
to combine two questionnaires: one generic question-
naire and another disease-specific dermatologic ques-
tionnaire, comparing both scores.” Disease-specific
instruments are already available for several chronic
dermatoses, such as atopic dermatitis, acne and me-
lasma.?-?
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GRrAPH 2 : Correlation between VitiQoL-PB, DLQI and
question 16 of VitiQoL (self-reported severity of viti-

ligo)

The absence of a vitiligo-specific questionnaire
for the assessment of QoL led to the use of the gen-
eral dermatology questionnaires, such as DLQI and
Skindex-16. However, they do not seem to be sensitive
enough for the assessment of an asymptomatic disease
such as vitiligo.** For conditions like acne and psoria-
sis, it has been shown that specific questionnaires bet-
ter reflect QoL.*? In addition, they make it possible to
correlate clinical and demographic aspects of a specif-
ic population with QoL.>%%

The VitiQoL-PB Cronbach’s alpha coefficient
was similar to the coefficient of the original question-
naire (original VitiQoL Cronbach’s alpha = 0.935),
which demonstrates the reliability of the instrument.
Additionally, it showed a strong correlation with both
the subjects” assessment of disease severity and the
DLQIL. In the original VitiQoL, one of the limitations
highlighted by the authors was the fact that no assess-
ment of test-retest reliability had been carried out. In
our study, 16 subjects (21% of the sample) completed
the VitiQoL-PB a second time, confirming the high
test-retest reliability with an intraclass correlation co-
efficient (ICC) of 0.95 (95% CI, 0.86 to 0.98). The intra-
class correlation coefficient ensures the reproducibility
of the questionnaire, and ICC values > 0.75 are consid-
ered excellent.

CONCLUSION

There are little data on the quality of life of
patients with vitiligo in Brazil. Most studies have
been conducted in children, by using the Children’s
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Dermatology Life Quality Index.***' Studies conduct-
ed with adults generally use the DLQI and the SF-36
(Medical Outcomes Study 36-item Short-Form Health
Survey).*>® Moving forward, the impact of vitiligo on
the quality of life of Brazilian patients can be assessed
using a disease-specific questionnaire, which will con-
tribute to a more complete and reliable evaluation of
these patients.
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