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Trandation and pilot validation of Hindi
trandation of assessing quality of lifein
patientswith primary brain tumoursusing
EORTC brain module (BN-20)

ABSTRACT

Aim: To translate and validate the European Organisation for Research and Treatment for Cancer (EORTC) brain cancer module (BN-
20) into Hindi to make it available for patients and scientific community.

Methods and Results: The EORTC BN-20 was translated into Hindi using standard guidelines by EORTC. The process included
forward translation by two translators, discussion with the translators in case of discrepancies and formation of first intermediate
questionnaire. This questionnaire was then given to two more translators who translated this questionnaire back into English. These 2
questionnaires were then compared with the original EORTC questionnaire and the second intermediate questionnaire was formed. The
second intermediate questionnaire was subsequently administered in 10 patients with brain tumors who had never seen the questionnaire
before, for pilot-testing. Each of these 10 patients after filling up the questionnaire themselves was then interviewed for any difficulty
encountered during the filling up of the questionnaire. These were in the form of specific modules including difficulty in answering,
confusion while answering and difficulty to understand, whether the questions were upsetting and if patients would have asked the
question in any different way. There were major suggestions in three questions, which were incorporated into the second intermediate

questionnaire to form the final Hindi BN-20 questionnaire.

Conclusion: The final Hindi BN-20 has been approved by EORTC and can be used in clinical practice and studies for patients with

brain tumors.
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INTRODUCTION

Brain tumors can affect patient’s physical and
cognitive functions considerably. Patients during the
course of diagnosis, treatment and follow-up go
through physical, psychological, emotional and social
problems. Quality of life (QoL) is a multidimensional
concept consisting of physical, psychological and
social issues and has been increasingly recognized
as an important outcome measure in addition to
classic endpoints of disease free and overall survival.
The European Organization for Research and
Treatment of Cancer QoL core questionnaire
(EORTC-QLQ-C30) is one of the frequently used
questionnaires in oncology practice, but is broad
and generalized without addressing specific issues
pertaining to patients with brain tumors. In this
regard, a specific brain tumor scale, the Brain Module
(BN-20), has been formulated to be used along with
the general questionnaire [Table 1]. However, the

module is in English language and since the
questionnaires are self-administered they cannot be
used in a large majority of patients seen in our set-
up. The aim of this work therefore was to formulate
an appropriately translated Hindi questionnaire as
per recommended guidelines, with the ultimate
objective to make it available for the clinicians and
scientific community dealing with Hindi speaking
patients for day-to-day practice and research.

MATERIALS AND METHODS

We adopted the suggested guidelines for translation
procedure as given by EORTC. One of the authors
(AB) acted as the local project manager and liaison
person for identifying and coordinating with the
translators. The suggested step methodology was
as follows:

Forward translations involved translation of the
original BN 20 English questionnaire into Hindi by
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Table 1: EORTC. QLQ BN20 Questionnaire
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Patients sometimes report that they have the following symptoms. Please indicate the extent to which you have experienced these

symptoms or problems during the past week.

During the past week: Not at A Quite Very
all much little a bit much
31. Did you feel uncertain about the future? 1 2 3 4
32. Did you feel you had setbacks in your condition? 1 2 3 4
33. Were you concerned about disruption of family life? 1 2 3 4
34. Did you have headaches? 1 2 3 4
35. Did your outlook on the future worsen? 1 2 3 4
36. Did you have double vision? 1 2 3 4
37. Was your vision blurred? 1 2 3 4
38. Did you have difficulty reading because of your vision? 1 2 3 4
39. Did you have seizures? 1 2 3 4
40. Did you have weakness on one side of your body? 1 2 3 4
41. Did you have trouble finding the right words to express yourself? 1 2 3 4
42. Did you have difficulty speaking? 1 2 3 4
43. Did you have trouble communicating your thoughts? 1 2 3 4
44, Did you feel drowsy during the daytime? 1 2 3 4
45. Did you have trouble with your coordination? 1 2 3 4
46. Did hair loss bother you? 1 2 3 4
47. Did itching of your skin bother you? 1 2 3 4
48. Did you have weakness of both legs? 1 2 3 4
49. Did you feel unsteady on your feet? 1 2 3 4
50. Did you have trouble controlling your bladder? 1 2 3 4

two native speakers with Hindi as mother tongue and fluent in
the English language as well.

First intermediate Hindi questionnaire was to be formed from
the two forward translations where the local project manager
discussed each question with the translators after personal
meetings and telephonic conversations and finally an
intermediate Hindi questionnaire was to be formed.

Back translation

The first intermediate Hindi questionnaire was to be then given
to two independent translators, fluent in English and Hindi, to
back translate it to English. The second intermediate questionnaire:
This back translation was then to be compared with the original
English questionnaire to form the second intermediate
questionnaire.

Pilot testing

This second intermediate questionnaire was then to be
administered to 10 patients with brain tumors who had never
seen the questionnaire to form the final questionnaire.

RESULTS

The result of carrying out the above methodology in our testing
and validation was as follows:

Step 1: Forward translations

The aim of this first step was to translate the BN-20 into Hindi
and produce a version that would be conceptually as close as
possible to the original questionnaire. The English
questionnaire was given to the two translators. Translator I
was an occupational therapist (T]J) with Hindi as the native
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language and had very good command over English. The
translator II was a radiation oncologist (R]) who also was a
native Hindi speaker and had extremely good command over
English.

Steps II and Step III
Difficulties encountered and the first intermediate Hindi
questionnaire

The two questionnaires were evaluated by the project co-
coordinators. There were no differences for the first seven
questions. In question eight, both questions had similar
meaning but word 3@ meant eyes compare to 75X meaning
vision as done by the translator II. Hence the question by
translator I was considered for the intermediate questionnaire.
Translator I used the word =i in question eight which means
illness while the translation by translator II appeared more
correct. In question 15, the word ¥5=1g used by translator I is
used in written language more. It is difficult to understand the
meaning of this word for the layperson. On the other hand the
word TH@ used by the translator II is routinely used in the
spoken language. Hence the question by the translator II was
considered for the first intermediate questionnaire.

Wherever there were discrepancies between the two, the points
were discussed with the translators either personally or over
the telephone. Based on the two forward translations and
individual discussion with the translators, a first intermediate
questionnaire was formed which was an amalgamation of
appropriate questions from the two translations depicting the
nearest translation to the questions contained in the original
English questionnaire. This was done by the two project co-
coordinators.
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Step IV: Back translations

The intermediate questionnaire was given to the two
translators working who had never seen the original EORTC
BCM-20 questionnaire before. They were given information
regarding the questionnaire explaining that it was a quality of
life assessment tool specific for brain tumors. They were
requested to formulate the questions in simple English
language understandable to every one.

Translator I (DS) was an official translator working at our
hospital. Translator II (TG) was another radiation oncologist
working at our hospital. Both of them had good command over
both English as well as Hindi languages.

Step V: Second Intermediate Hindi questionnaire

The two back translations were compared to each other and
also to the original questionnaire. All questions by both the
translators were similar to each other and to the original
questionnaire.

As the translations by both the translators were almost same,
the first intermediate Hindi translation did not need any
modification and was taken as the second intermediate Hindi
questionnaire.

Step VI Pilot testing

The second intermediate Hindi questionnaire was then
administered to 10 patients diagnosed to have a brain tumor.
These patients had never seen the questionnaire before and
were all native Hindi speakers. Patient population comprised
of six males and four females with a median age was 40 years
(range 22-54 years). The histopathological subtypes of brain
tumors included three high-grade gliomas, two glioblastoma
multiforme, one low-grade glioma, two pituitary adenoma, one
pineoblastoma and one schwannoma. The native language
(mothertongue) of all patients was Hindi. The educational status
was elementary school in one, junior high school in two, senior
high schoolin five, college and above in two patients. All patients
had undergone some sort of surgical procedure for their brain
tumors. Each patient after filling-up the questionnaire was
then interviewed, in which questions were asked directing
the each module with respect to difficulty in answering,
confusion while answering and difficulty to understand,
whether the questions were upsetting and if the patients
would have asked the question in any different way.

Difficulties encountered in the pilot testing

Minor difficulties encountered are not discussed over here.
There were significant problems for 3 questions for which the
questions needed amendment. Q5 Patient 1 (SK), patient 2 (RS)
and patient 5 (FD) found the word g difficult and suggested
the word 7=ifiar for it. Patient 6 (PT) and patient 9 (HB) also
found the word ==~ difficult but could not suggest any
alternative for the same. As 5 patients had difficulty in
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understanding the word g==M, we modified our question
replacing it with iftar and the final question was kept as: &1
AT Ao & an H TIRa forer?

Q13 Four patients had difficulty in understanding this question.
Patient 1 (SK) suggested: #1 3MI& @IS Jaq H TEHe® ardl o2
Patient 4 (JL) and patient 9 (HB) found the word smem e difficult
and suggested 37 <7 in its place. Patient 5 (FD) had difficulty in
understanding this question and suggested: ¥ # @t & ar
AT T | 47 3T Ared @ A g9 §eH # dwfow et 472 We felt that
the word #mer werm used by our translators is used more in
written language and is relatively difficult to understand for
the lay people. The word @7 &7 suggested by them appears
more understandable and useful in day-to-day practice and
therefore was modified in our final questionnaire.

Q15 four patients had a bit of difficulty in understanding this
question. Patient 2 (RS) found this question difficult to
understand. No single word was difficult for her. She suggested:
AT AH FIE HM FH H FE ot 2 Patient 3 (RS) and (10) had a
bit of difficulty in understanding this question but could not
suggest any simpler question. Patient 9 (HB) also found some
difficulty in understanding this question and suggested: %=
FH BT T THGE ot o ?

The questions suggested by the two patients do not convey
the same meaning as in the original questionnaire. Therefore
we felt that the question in our intermediate questionnaire
was more correct and retained the same. The suggestions
made by the patients were incorporated in the three questions
and the final Hindi BN-20 questionnaire was formed, which
was subsequently submitted to EORTC for ratification and
acceptance.

DISCUSSION

EORTC questionnaire consists of a core questionnaire and a
site-specific questionnaire. The core questionnaire consists of
30 questions of which two questions are for global quality of
life. BN-20 is a specific brain cancer module and consists of 20
items grouped in four domains and seven single items. The
four domains consist of various items concerning future
uncertainty, visual disorder, motor dysfunction and
communication deficit. The symptoms scale consists of various
symptoms related to the neurological problems. The
questionnaire is administered to the patient and the patient
has to answer the questions himself. Therefore it is very
important to have the questionnaire in patient’s own language
so that they can understand and answer in a better way.
Translation of the BN- 20 module in different languages has
been done previously.*? It is difficult for common people in
India to understand English as the national language in our
country is Hindi. The EORTC QLQC30 has previously been
translated into Hindi at our hospital and is used generally in
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the research protocols and clinical trials in the Hindi-speaking
communities.

The cultural adaptation of QOL questionnaire encompasses two
essential steps: a translation stage ensuring linguistic validity
of the questionnaire in the new language and evaluation of
the psychometric properties of the questionnaire and
psychometric validation. The two are complementary and
indispensable in demonstrating the equivalence between the
original and translated questionnaire. With a population of
one billion and the national language being Hindi, a majority
of people speak Hindi in India. Apart from India there are large
numbers of Indians who are settled in various parts of the
world and have Hindi as their mothertongue. It was therefore
very necessary to provide a translation of the Brain cancer
module in Hindi so that it could be used for clinical trials by
clinicians in India as well as abroad for the Hindi-speaking
patients.

We adopted the suggested guidelines for translating and
validating the Hindi translation of BN-20 questionnaire. The
final completed translation was submitted to EORTC where it
was evaluated for the accuracy in translation as well as method
of translation. A few queries related to the translation were
discussed with the translators and incorporated in the final
version, which has been approved by EORTC with the requisite
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copyright and can now be used in various clinical trials of brain
tumors as well as in routine QoL assessment for Hindi-speaking
patients [Table 2].

CONCLUSIONS

Quality of life is an important outcome measure especially in
brain tumors and is being increasingly used in clinical trials.
EORTC QLQ is the most commonly used QoL questionnaire.
The cultural adaptation of QLQ is a rigorous and complex
process. The main objective is to obtain a conceptual equivalence
between the original and translated versions which then allows
comparison amongst various international trials. The translation
of EORTC BN-20 was carried out as per the EORTC guidelines
for translation and within the confines of internationally
accepted methodologies. The pilot-testing of the questionnaire
showed some difficulties in three questions which were then
modified as per the spoken language. EORTC BN-20 now (Hindi)
has been approved by the EORTC and can be used in the clinical
trials involving brain tumors with permission from the EORTC
QLQ unit (www.eortc.be/home/qol).
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Table 2: EORTC QLQ- Translated final Hindi questionnaire EORTC QLQ - BN20
s 9 9 T fow g TweT gad @ F9Ar 3T 76 gaIe fF o W fee www ¥ Y e % o 5

%. f50 & gwe/Tw H fys®e I@  eigr@r  SIUer SEA SRl
9. T MR A Ay 7 Y= wm? 2 R 3 ¥
2. T YR W F AR Tl § g wEEd SRft? ? ? 3 ¥
3. FT AR YT URARE Sfed & Zad F AT g8? ? ? 3 ¥
¥. ¥ TR faRed ar? ? R 3 ¥
W, I 9fF T & aR H TJfar famer? 2 R 3 ¥
. T AR FE A% o (G femdr of? ? 2 3 %
G T TR gHeT femdr 912 ? R 3 ¥
¢. T YR TR F FoC Y T H FE T g5 2 ? 2 3 ¥
Q. T AMUH i AT / g MmAT? ? 2 3 ¥
90. AT ATH YRR F UF TWE & I H FE FASN o2 ? 2 3 ¥
99, T AN AT FAER WE F H SUGF Ve ged § HSS Bt €2 ? 2 3 %
93, TG AUH dlod GHA qHGIE el 2 ? 2 3 ¥
23, T A FAR & B o H FIAR et o2 ? ? 3 %
. & AR fed H G S o 82 i 2 3 %
24, T IS AOHG H I 3TT? ? ? 3 ¥
96,  FGT AW ATS ¥4 Y WIN B 4?2 ? E 3 %
Qo. I @A R GG T SR T fFAT? 2 2 3 %
9¢. T R AT M H FAS oft? ? ? 3 ¥
99, AT TR W H ST Hegd wraT A1? ? ? 3 %
Q0. T YR YIE A FH A THSIE Bt ofi? ? 2 3 ¥
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