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psycho-social burden of vitiligo

Vishal Gupta, M Ramam

Department of Dermatology and Venereology, All India Institute of Medical Sciences, New Delhi, India.

Introduction

Vitiligo has a significant impact on the psyche, particularly
in communities where the contrast with normal brown skin
is disfiguring and the condition is socially stigmatized. This
impact is usually assessed informally by talking to the patient
and/or family members. But in some situations, both in the
clinic and in clinical research, it is helpful to have a valid and
reliable scale to measure the impact of the disease.

General dermatology scales such as dermatology life quality
index (DLQI) and Skindex have been used for this purpose
but because they were designed to be applied to a wide variety
of skin disorders, these scales contain some questions that are
not relevant to vitiligo (e.g., pain or pruritus) and do not cover
aspects particularly relevant to vitiligo (e.g., difficulty in
marriage). Till recently, vitiligo-specific quality-of-life scales
were not available. Vitiligo Impact Scale (VIS) was developed
in India in 2013. Around the same time, two other such scales
VitiQol,! and Vitiligo Life Quality Index? were developed in
the United States of America and Turkey respectively.

Development of VIS and refinement to VIS-22

VIS? was developed with the aim of addressing the concerns
of patients with vitiligo. The questions in the VIS were
primarily generated from the results of an earlier qualitative
study on the psychosocial impact of vitiligo on 50 patients
using semi-structured interviews which identified their
concerns.* Other sources included relevant questions
from other quality-of-life scales and suggestions from
departmental faculty. The final VIS consisted of 27 questions.
Internal consistency was demonstrated by Cronbach’s alpha
value of 0.83-0.85 for all items.? The scale had 21 questions
common to all patients, with five additional questions for
married patients and one additional question for unmarried

patients. This imbalance in the denominator required the
scale score to be calculated and expressed differently for
these two groups of patients. To overcome this problem,
item reduction analysis was used to reduce the number of
questions for married patients to one and thus, equalize the
number of questions for married and unmarried patients.

The modified scale, VIS-22 has 22 questions that cover
different domains viz., attitude (questions 1, 4, 17, 19),
anxiety (2, 11), social interactions (3, 12, 13), self-confidence
(5, 18), depression (6, 9, 10, 14), treatment (7, 15, 16), family
(8), marriage (20), occupation (21) and school or college
(22). Each question is scored from 0 to 3 (0: not at all, 1:
a little, 2: a lot, 3: very much). The total score ranges from
0 to 66 with higher scores indicating a higher effect on life
[Figure la and b]. Patients find the scale easy to understand
and complete.’

Validity of VIS-22

Validity refers to whether a scale measures what it intends to,
and is one of the fundamental properties of a scale. Validity
can be tested in different ways. Criterion validity refers to
the correlation of the scale scores with another scale that is
considered the gold standard. Convergent validity implies
a positive correlation of the scale with other scales that
measure the same variable. Known-groups validity assesses
the scale’s ability to discriminate between patients known to
have differing characteristics.

The criterion, convergent and known-group validity of
VIS-22 were demonstrated on a sample of 161 patients
(age >15 years) with vitiligo. VIS—22 was found to have good
criterion validity (strong correlation with patient-perceived
severity on visual analogue scale, r = 0.71, P < 0.001)
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Vitiligo Impact Scale-22 (VIS-22)

This questionnaire is meant to measure the effect of vitiligo on your life. Please read every
question carefully and answer them according to the best of your understanding.

0-Not at all 1- A little 2-Aleot 3-Very much
0)1]2]3

1 | Do you think this disease is incurable

2 | Do you change your doctor

3 | Do suggestions and advice from others about the disease bother

you

4 | Do other people feel that this disease spreads by touch

5 | Do you have problems in wearing your choice of clothes
6 | Do you feel helpless
7

8

Do vou face difficulties in adhering to the treatment

Do your parents keep asking you to seek treatment

9 | Do you feel life is not worth living with this disease

10 | Do you feel depressed

11 | Do you keep thinking about this disease

12 | Have vou stopped/reduced going to parties/get-togethers

13 | Do your friends/relatives avoid you

14 | Do you think about bringing your life to an end

15 | Do you observe anv kind of dietary restriction

16 | Does the amount of money you have spent on the treatment bother
you

17 | Do you believe that this is the worst disease anyone can have
18 | Do you get embarrassed when meeting people

19 | How worried will you be if you develop new lesions

If you are married, please answer the following question
[ 20 | Do your in-laws worry about your white patches | 1 [ ]|

If you are unmarried, please answer the following question
[ 20 | Are you facing problems in getting married NN

If you are working, please answer the following questions
[ 21 | Do your colleagues treat you differently because of the disease I T 1T 1 |

If you are studying, please answer the following questions
| 22 | Do vour classmates treat you differentlv because of the disease I | I | |

Figure 1a: English version of Vitiligo Impact Scale-22
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Vitiligo Impact Scale-22 (VIS-22) (Hindi)

EH WGl T 3¢ed Hhe gHT arell SART &l 39 Sfiaed 9 gl alel 38T & Aol LT gl
FIAT T NRA B LAF § 96 AR G FHST & AR 5 &

o=fasgereTer 1=4YzT 2=agd 3=agavam

0 1

(3%
[7%]

—

FAT AT 97T § ToF T8 AT S 76T @ THaT

FIT 3T 3FET Teoldd &7

F1 319 36 dART § FFaieud, dlEi $H Gollg Fold-Head R &1 ST g7
&1 gEY B o9 § % 7g A g & et €7

T IR YAl THG, o HIS Tgalel H IR gl 82

FAT T TR FAGHH L ¢ 2

FIT 59 1A &l ST FA H 39l 9T gidr g2

FIT 39S ATA-TUAT 379! Sl FaTeT Tl Fgd B 87

FAT YR 97T & foF 50 §H & I ST s 82

FAT 31T 3 A 82

FIT 3T 59 AN & IR H OEa ©d &7

FAT 3T ART-SIaar H SAAT Fog/hd B (G &7

FIT 39H Ed-ReIgR AT & Aoy 7 Fak &7

Far 39 et @cA Fa & aR H Tad g2

F7 3T fordt OE &1 T T Wil Wa 27

Far 50 fFEN & ST F HOT Hhr 4T T g AT & T I e
gIer 87

17 | 7ar 3mq g A & 6 a8 wow g8 Sl 82

18| gr 3maepr ot @ ey & e s &2

19 | srgent AT gt @9 @ g Rear g

o 0 I & wh - LV B ]

—
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—
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—
)
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3 T AT § At g weal & 3R &
20| R 3T RS A R e # | T[T

IR YT St A gF R A 5 WA # I E
|20 | qam sy oméY @ & qXemed am @ & | [ | | |

3R 3T Al R @ A g weaA @I &
21| ar &g S Y Ao B I WE-RAURT & euagR F A b 9 & HEEE

IR AT 9eSTE FT @ & at o woaAl &7 3w &
|22 lw%mﬁmﬁmmﬂ?mﬁﬁéﬁqﬁ?? ] \ ‘ | ‘

Figure 1b: Hindi version of Vitiligo Impact Scale-22
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and convergent validity (strong correlation with DLQI,
r = 0.71-0.78, P < 0.001; skindex—16, r = 0.72-0.79,
P < 0.001). Known-groups validity for VIS-22 scores was
shown by higher scale scores for groups expected to have a
higher level of distress related to vitiligo; women, patients
with progressive disease and those with lower education.’

Test-retest reliability of VIS-22

If a patient’s disease is unchanged between two visits, the
scale score should also remain unchanged; this is referred
to as test-retest reliability. A two-week interval is chosen
between visits so that enough time has elapsed for the person
to forget their previous responses but not so much time that
the disease has changed significantly.

VIS-22 was administered to 69 patients at an interval of two
weeks and the scores at baseline (27.16 + 14.33) and at two
weeks (27.26 + 15.62) showed a high correlation (r = 0.91,
P =0.049).° This indicates that the scale is reliable.

Responsiveness of VIS-22

Scale scores should change when the quality-of-life changes:
they should go up if the patient is feeling worse, and go down
when they feel better. If the patient feels a lot worse, the score
should change more than if they feel only slightly worse, and
similarly when they feel better.

This property, referred to as responsiveness, was demonstrated
for VIS-22 in 72 patients who were tested at baseline and at
the end of 12 weeks. The change in VIS-22 scores correlated
moderately well (r = 0.49, P < 0.001) with the change in
patient-perceived vitiligo distress. The VIS-22 scores were
statistically significantly higher (P < 0.001) in patients whose
distress had worsened as compared to those whose distress had
reduced. The change in VIS-22 scores also mirrored the change
in disease activity; VIS-22 scores were statistically significantly
higher when vitiligo worsened, did not change significantly
when clinical status remained unchanged and showed a graded
decrease for every degree of clinical improvement.’ Similarly, a
graded change in VIS-22 scores corresponding to improvement
or worsening in the patients’ quality of life was recorded in a
subsequent study.®

Clinical meaningfulness of VIS-22 scores

Scale scores are numbers but dermatologists need to know
how to interpret the numbers; what does a particular score
say about the severity of impact? Interpretability or clinical
meaningfulness refers to assigning a severity grade (for
example, mild, moderate or severe) to the scale scores.

A study of a cohort of 391 patients showed that a VIS-22
score of 0-5 indicates no impact; 6—15, mild impact; 16-25,
moderate impact; 2640, large impact and 41-66, very large
impact.” The interpretability of VIS-22 scores was studied
using an anchor-based approach where a global question

Vitiligo Impact Scale (VIS)}—22

(GQ) concerning the effect of vitiligo on patients’ lives
("How much does vitiligo affect your life?") on a five-point
Likert scale: 0, no effect; 1, mild effect; 2, moderate effect; 3,
large effect and 4, very large effect was used as the anchor.
The VIS-22 scores showed a good correlation with the GQ
score (r=0.76, P <0.001).

Overall, the VIS-22 bands agreed with GQ bands in
197 (51.6%) patients. This was statistically significantly
better than the agreement of DLQI bands with GQ in 138
(36.1%) patients. On comparing VIS-22 with DLQI, the
latter misclassified patients more frequently (VIS-22, 7.9%
vs DLQI, 15.4%). In addition, DLQI placed patients in a
lower distress category more frequently than VIS-22 (50.8%
vs 20.9%). These findings suggest that VIS-22 may be
better than DLQI in assessing vitiligo-related burden and
categorizing its severity.’

Minimal important change of VIS-22 scores

If a patient’s scale score is 20 on one occasion and 24 at
a follow-up visit three months later, does this represent
worsening? If the scores are 36 and 30 respectively,
does this mean the patient is feeling better? The minimal
important change of a scale refers to the smallest difference
in its scores that are considered clinically significant by the
patient or clinician.

The minimal important change of VIS-22 scores was estimated
to be five points for both improvement as well as worsening. The
minimal important change of VIS-22 scores was estimated in a
study on 309 patients using an anchor- and distribution-based
approach.® For this purpose, a GQ (see above) and a global rating
of change question concerning the change in quality-of-life
on a five-point Likert scale (-2, a lot worse;—1, worse; 0, no
change; +1, better; +2, a lot better) were used as anchors,
while standard error of measurement and one-half of standard
deviation was considered as distribution-based estimates.
The various estimates for the minimal important change in
VIS-22 ranged from 4.1 to 7.05 for both improvements as
well as worsening. Practically, a single estimate of five points
may be considered as the minimally important change of
VIS-22 scores in either direction. In simple terms, it means
that a change of VIS—22 scores by five points or more should
imply a clinically significant change in the quality of life of
the patient.

Limitations

The scale was developed in a culture where vitiligo places
a heavy psycho-social burden on patients; its validity in
other cultures needs to be studied. A Chinese study found
that VIS-22 was better than DLQI in covering aspects of
attitude, anxiety and family worries but lacked questions
about physical symptoms and sexual activity. They also
mentioned that some questions were not suitable for
Chinese patients, though they did not mention which ones
were unsuitable.

694 Indian Journal of Dermatology, Venereology and Leprology | Volume 88 | Issue 5 | September-October 2022



Gupta, et al.

Language versions

VIS-22 was developed in English and Hindi. Studies using
Kannada,® Chinese® and Urdu'® versions have been published.
An unpublished Arabic translation prepared by Egyptian
researchers is also available (personal communication).

Permission for use

Permission to use VIS-22 is required but academic,
non-commercial use is permitted free of charge. Permission can
be obtained by emailing a request to the authors of the scale.

Conclusion

VIS-22 is a valid, reliable and responsive vitiligo-specific
quality-of-life scale that was developed to address issues
important to patients.!! Scale scores range from 0 to 66 and
a score of 26 or higher indicates large or very large impact.
A change in score of 5 or more is clinically significant. It is
a tool that has been used for vitiligo research®!%1>14 and can
also be used in the clinic.
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