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Chapterr 7 

Abstract t 

ObjectiveObjective The GO-QOL is the first disease-specific instrument available to measure Health-

Relatedd Quality of Life (HRQL) of patients with Graves' ophthalmopathy (GO). For the 

usee of the GO-QOL in English-speaking countries, this questionnaire should be 

translatedd into English and cross-culturally validated in English speaking patients. This 

chapterr describes the first step of this process, i.e. the translation procedure. 

MethodsMethods Independent forward translation was performed by three native English speakers 

withh excellent knowledge of Dutch. The three independent translations were compared 

andd integrated into one preliminary forward translation. The preliminary forward 

translationn was independendy translated back into Dutch by three native Dutch speakers 

withh excellent knowledge of English. The backward translations were compared and 

reviewedd for conceptual equivalence with the original Dutch version. A final English 

translationn was made. 

ResultsResults Detailed remarks of the forward and backward translations that resulted in the final 

Englishh version of the GO-QOL are presented. Except for the item "bicycling", which 

mayy be less relevant in the UK, there were no major problems with the translation. Some 

suggestionss are made to change the wording of some of the questions in the original 

Dutchh version. 

ConclusionConclusion In the next phase of the cross-cultural adaptation procedure, the psychometric 

propertiess of the English GO-QOL should be evaluated. The final English version of the 

GO-QOLL could then be used as a source version for translation of the GO-QOL into 

otherr languages. 
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Introductio n n 

Thee GO-QOL is the first disease-specific instrument available to measure Health-Related 

Qualityy of Life (HRQL) of patients with Graves' ophthalmopathy (GO).1 The GO-QOL 

wass developed in the Netherlands succeeding to the guidelines of the joined committee 

off  thyroid associations to include patient self-assessment in the evaluation of treatments 

forr GO.2 Validity and reliability of the GO-QOL have been assessed in multiple Dutch 

GOO patient populations and the results were promising.1,3'4 

Sincee the introduction of the GO-QOL in 1998, several investigators from multiple 

countriess have shown interest in using the GO-QOL in their clinical studies. The aim of 

thiss study was therefore to translate the Dutch GO-QOL into UK English. A translation 

intoo English was chosen as a first step before translation into other languages because 

Englishh is a common language and translation into other languages will be much easier 

fromm English than from Dutch. Therefore, the intention was to create an English version 

thatt can be used as a source version for translations into other languages. 

Cross-culturall  adaptation of a HRQL questionnaire into another language should involve 

twoo stages: (1) translation, and (2) evaluation of the psychometric properties of the 

instrumentt in its new language. This chapter describes the first step, i.e. the translation 

process.. The primary goal of the translation was to obtain a translated English version of 

thee GO-QOL that is not necessarily linguistically, but more importantly conceptually 

equivalentt to the original Dutch version. Linguistically or semantic equivalence refers to 

thee equivalence of meaning and formulation (question wording). Conceptual equivalence 

referss to the extent to which the questions reflect the same concept. Conceptual 

equivalencee is a prerequisite for valid cross-cultural comparisons.5"8 

Methods s 

Thee GO-QOL 

Thee GO-QOL was developed in co-operation with GO patients, and includes 16 

questionss that are focused on functional limitations in daily life caused by GO that are 

importantt to patients and influence their quality of life. The questionnaire is composed 

off  two multi-item scales: The first eight questions concern limitations in visual functioning 

ass a consequence of diplopia and/or decreased visual acuity ("visual functioning"); the 

secondd eight questions concern limitations in psychosocial functioning as a consequence 
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Chapterr 7 

off  a changed appearance ("appearance"). All items are scored on a three-point Iikert scale 

andd summarised into a raw scale score. The raw scores are linearly converted to a 0-100 

score,, with higher scores indicating better health. 

Translationn process 

Translationn was performed in accordance with general guidelines for cross-cultural 

adaptationn of HRQL questionnaires.9,111 The first step of the translation process involved 

independentt forward translation of the original Dutch GO-QOL (the 16 questions as well 

ass the response options and instructions) into English by three native English speakers 

withh excellent knowledge of Dutch (Figure 1). Two of the translators had experience in 

questionnairee translation. None of them was familiar with the GO-QOL. The translators 

weree instructed to focus on conceptual rather than literal equivalence, for the items as well 

ass for the response options, but to stick to the Dutch version as closely as possible. The 

choicee of wording was supposed to be common English phrasing that would be 

understoodd by the general public. In case of ambiguities or other difficulties in translation, 

thee translators were advised to give all alternative translations. 

Thee three independent translations were compared and integrated into one version by the 

twoo principal investigators (C.T. and F.D.). In case of ambiguities or differences between 

thee three translators the translators were asked to choose between all alternative 

translationss and motivate their choice. The two principal investigators made a preliminary 

forwardd translation. 

Threee native Dutch speakers with excellent knowledge of English independently 

translatedd the preliminary forward translation back into Dutch. Two translators had 

experiencee in using HRQL questionnaires. None of them was familiar with the GO-QOL. 

Thee backward translations were compared by the two principal investigators and reviewed 

forr conceptual equivalence with the original Dutch version. Questions or response 

optionss that were deemed not to be conceptually equivalent were discussed with an 

independentt investigator with experience in questionnaire translations. Finally, a final 

forwardd translation was made by the two principal investigators. 
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Identificationn of translation differences 

Preliminaryy forward translation 

Identificationn of translation differences 

Suggestionss for adaptation 
off  the Dutch G O - Q OL 

Finall  forward translation 

Figuree 1. GO-QOL translation procedure 
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Results s 

Beloww we present the detailed remarks of the forward and backward translations that 

resultedd in the final English version of the GO-QOL. In addition, some suggestions are 

madee to change the wording of some of the questions in the original Dutch version. Items 

orr response options that are not mentioned were translated without problems. 

QuestionQuestion 1-8 The Dutch word "beperkt" was translated as "limited" and "restricted" 

(referringg to daily activities). "Limited" was preferred because this word is commonly used 

inn comparable questions in English HRQL questionnaires, like the English version of the 

SF-366 (e.g. "Does your health limit you in the following activities?"). One back translation 

resultedd in "gehinderd", but the difference with "beperkt" was assumed to be small. 

InstructionInstruction The instruction "zet een kruisje in het hokje" was translated as "place a cross 

inn the square", "put a cross in the box", and "tick the box". The first two translations 

weree literally closer to the Dutch version, but the latter option was chosen because it was 

consideredd the best conceptual translation. 

QuestionQuestion 1 The activity "fietsen" was translated as "bicycling", "bicycle riding" and 

"cycling".. Because "cycling" sometimes refer to a more active form (like racing) 

"bicycling""  was chosen. 

QuestionQuestion 2 "Driving" was preferred to "driving a car" because the addition of "a car" 

seemedd redundant. All back translations resulted correctly in "autorijden". 

QuestionQuestion 3 The activity "lopen binnenshuis" was translated as "walking inside", "walking 

indoors""  and "moving around the house". "Moving around the house" was chosen 

becausee it was considered the best representation of the concept that was intended to 

measure.. The back translations resulted in "rondlopen/verplaatsen in en om het huis", 

"werkzaamhedenn in huis" en "klusjes in en rond het huis doen". The first option was 

consideredd a better concept than the original item and it was therefore suggested to 

changee the Dutch version. 

QuestionQuestion 4 The activity "lopen buitenshuis" was translated as "walking outside" and 

"walkingg outdoors". The latter one was chosen because of its better conceptual 

equivalence.. The back translations resulted in "(buiten) wandelen" and "buiten de deur 

begeven".. In analogy to the previous question, the option "buiten wandelen" was 

consideredd a better alternative for the Dutch version than "lopen buitenshuis". 
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QuestionQuestion 8 The Dutch word "belemmerd" was translated as "hindered", "constrained", 

"restricted""  and "unable to do". The options "prevented" and "limited" were also 

suggested.. "Hindered" was interpreted by one of the translators as something that stands 

inn the way, and was therefore considered the best conceptual equivalent. In the back 

translation,, this resulted in "gehinderd" and "beperkt", but the differences with 

"belemmerd""  were assumed to be small. 

Wee assumed no differences between the Dutch phrases "in verband met" "door", 

"vanwege""  or "als gevolg van", nor between the English translations of "due to", 

"becausee of' or "as a result of' (your GO). In the English version, the phrase "because 

off  you thyroid eye disease" was chosen to be used consequently throughout the 

questionnairee because it was preferred to "due to" and sounded less technical than "as a 

resultt of' according to the translators. 

QuestionQuestion 9 The word "sterk" in the first response option was translated as "very much so" 

byy two translators and as "a lot" by the third translator. "Very much so" was felt to be 

strongerr than "a lot" and more conceptually equivalent to "sterk". However, the back 

translationss resulted in "heel erg" and "erg veel". A change of "sterk" into "heel erg" was 

suggestedd for the Dutch version. 

QuestionQuestion 10 The phrase "nagekeken worden op straat" was translated as "being stared at 

inn the streets", being looked at while outside", and "causes people to look at you". The 

firstfirst option was chosen because according to the translators "looked at" was weaker than 

"staredd at" and could also be positively interpreted which was not the intention of the 

question.. The back translations all resulted in "(na)staren" instead of "nakijken". It was 

suggestedd to change the Dutch version into "staren" because of its better conceptual 

meaning. . 

QuestionQuestion 11 The Dutch phrase "onplezierige reacties krijgen" was translated as "people 

respondd unpleasandy", "get unpleasant reactions", and "causes unpleasant reactions from 

otherr people". One of the translators suggested that "getting unpleasant reactions" might 

bee ambiguous, e.g. interpreted as getting a rash. "People react unpleasantly" was 

consideredd to be less risky. The back translations resulted in "onvriendelijk benaderen", 

"onaardigg reageren" and "vervelend reageren". The latter option was suggested for the 

Dutchh version to make the versions more comparable. 
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QuestionQuestion 13 "Het sluiten van vriendschappen" was translated as "your way of making 

friends",, "beginning friendships", and "your ability to make friends". "Making friends" 

wass preferred because it was felt to be more common English and because the verbs 

"beginning""  and "ability" were felt to lay a stronger emphasis on the start of the action 

off  making friends than the Dutch verb "sluiten van" in this context. 

QuestionQuestion 15 The Dutch phrase "minder vaak op foto's staan" was translated as "appear on 

photographs/pictures",, "are less often on photos", and "less likely to be included in 

photographs".. "Photos" was considered more general than "photographs", and the final 

choicee was "appear less often on photos". 

QuestionQuestion 16 The word "camoufleren" was translated as "camouflage", and "disguise". 

"Hide""  was also suggested. "Hide" was chosen because it felt more associated with 

sunglassess by two of the translators. All back translations resulted in "verbergen", which 

wass considered not the same as "camoufleren". As an alternative, the English word 

"mask""  was suggested, which was considered the best conceptual term. 

Inn appendix 1 the modified Dutch version of the GO-QOL is presented. In appendix 2, 

thee English version of the GO-QOL is presented. 

Discussion n 

Investigatorss who want to use a HRQL questionnaire that is not available in their 

languagee have two options: they can either develop their own instrument, or translate an 

existingg questionnaire from another language. Both options have advantages and 

disadvantages.. Developing a new instrument is time-consuming and requires careful 

selectionn and reduction of (new) items. Translation of an existing instrument is obviously 

lesss time-consuming and enables cross-cultural comparison of study results. However, 

oftenn not only translation, but also adaptation of the instrument is required to ensure 

cross-culturall  equivalence. Guillemin et al10 suggested considering the following issues to 

verifyy cross-cultural equivalence: (1) semantic equivalence, which refers to equivalence in 

thee meaning of words. For example, we found that "being looked at" and "being stared 

at""  can have different meanings. (2) Idiomatic equivalence, which refers to idioms or 

specificc expressions. For example, "moving around the house" was found difficult to 

translatee into Dutch. (3) Conceptual equivalence, which refers to the validity of the 
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conceptt in the target culture, is essential for valid cross-cultural comparisons.7 For 

example,, the question about limitations in hobbies may have different meanings in some 

cultures,, although no large differences were expected between the Netherlands and the 

UK.. (4) experiental equivalence, which means that the situations depicted in the source 

versionn should fit  in the target cultural context. A problem was encountered with the item 

"bicycling".. While limitations in bicycling can be very important for Dutch patients, they 

mayy be less important for English patients, because bicycling is not such a common 

activityy in the UK. Three possible solutions for this problem were considered: (a) To 

replacee the item with another, more relevant item; (b) To exclude this item from the 

Englishh version; or (c) To include an extra response option "never learned to ride a bike". 

Thee best option depends on the effect on the reliability and validity of the instrument. If 

theree is another activity which has an important effect on visual functioning of English 

patientss that is not covered with any of the other 7 items of the scale, including this item 

couldd improve the validity of the English version. If no such item exists, then the concept 

off  visual functioning may be covered good enough with only 7 items in the English 

versionn or. The third option could be considered a compromise if bicycling is an 

importantt activity, but only in some patients. We have chosen this latter option as a 

makeshiftt solution. The relevance of this item or a possible substitute in the English 

versionn of the GO-QOL should be further studied. 

Conclusion n 

Inn the next phase of the cross-cultural adaptation procedure, the psychometric properties 

off  the English GO-QOL should be evaluated. Al l items should be tested and compared 

forr relevance in both languages (for example with a Likert scale of relevance). Patients 

fromm the new country should be encouraged to identify missing items that are relevant for 

themm and could be included. Item response theory methods could be used to examine the 

equivalencee of the item difficulties across languages.11 Finally, validity and reliability of the 

subscaless in an English patient population should be assessed. The final English version 

off  the GO-QOL could then be used as a source version for translation of the GO-QOL 

intoo other languages. 

139 9 



Chapterr 7 

Acknowledgements s 

Wee would like to thank Ken Redekop, Hanneke Klep, Peter Dix, Joke Korevaar, 

Maruschkaa Merkus, and Margot Reuselaars for their participation as translators in this 

study. . 

140 0 



Englishh translation of the G O - Q OL 

References s 

11 Terwee CB, Gerding MN, Dekker FW, Prummel MF, Wiersinga WM. Development of a 

disease-specificc quality of life questionnaire for patients with Graves1 ophdialmopathy: The 

GO-QOL.. Br J OpMalmol\998$2:173-179. 

22 Pinchera A, Wiersinga WM, Glinoer D, et al. Classification of eye changes of Graves1 disease. 

ThyroidThyroid 1992;2:235-236. 

33 Terwee CB, Gerding MN, Dekker FW, Prummel MF, van der Pol JP, Wiersinga WM. Test-

retestt reliability of the GO-QOL: A disease-specific quality of lif e questionnaire for patients 

withh Graves' ophthalmopathy./ Clin Epidemiol 1999;52:875-884. 

44 Terwee CB, Dekker FW, Mourits MP, et al. Interpretation and validity of changes in scores 

onn the Graves' Ophthalmopathy Quality Of Lif e questionnaire (GO-QOL) after different 

treatments.. Clin Endocrinol m press. 

55 Acquadro C, Jambon B, Ellis D, Marquis P. Language and translation issues. In: Spilker B, 

ed.. Quality of life and pharmacoeconomics in clinical trials. 2nd ed. Philadelphia: Lippincott-

Ravenn Publishers, 1996;575-585. 

66 Anderson KT, McFarlane M, Naughton MJ, Shumaker SA. Conceptual issues and 

considerationss in cross-cultural validation of generic health-related quality of life instruments. 

In:: Spilker B, ed. Quality of life and pharmacoeconomics in clinical trials. 2nd ed. 

Philadelphia:: Lippincott-Raven Publishers, 1996;605-612. 

77 Herdman M, Fox-Rushby J, Badia X. 'Equivalence' and the translation and adaptation of 

health-relatedd quality of lif e questionnaires. Quality of Life Research 1997;6:237-247. 

88 Hunt SM Cross-cultural issues in the use of quality of life measures in randomized controlled 

trials.. In: Staquet MJ, Hays RD, Fayers PM, eds. Quality of life assessment in clinical trials. 

Methodss and practice. New York: Oxford Univerity Press, 1998;51-67. 

99 Cull A, Sprangers M, Bjordal K, Aaronson N. EORTC quality of life study group. Translation 

procedure;; 1998. 

100 Guillemin F, Bombardier C, Beaton D. Cross-cultural adaptation of health-related quality of 

lif ee measures: Literature review and proposed guidelines. J Clin Epidemiol1993;46:1417-1432. 

111 Cella DF, Lloyd SR, Wright BD. Cross-cultural instrument equating: Current research and 

futuree directions. In: Spilker B, ed. Quality of life and pharmacoeconomics in clinical trials. 

2ndd ed. Philadelphia: Lippincott-Raven, 1996;707-715. 

141 1 



Appendixx 1 GO-QOLL  versie NL1.2 
Dee hierna volgende vragen gaan speciaal over uw oogziekte van Graves. 
Denkk bij het beantwoorden van de vragen aan de afgelopen week 

Inn hoeverre was u de afgelopen week als gevolg van de oogziekte van Graves beperkt in het uitvoeren 
vann de volgende activiteiten? 

Zett een kruisje in het hokje dat past bij uw antwoord. De hokjes komen overeen met de antwoorden die 
erbovenn staan. Eén hokje aankruisen achter iedere vraag. 

1. . 

2. . 

3. . 

4. . 

5. . 

6. . 

7. . 

Fietsen n 

Autorijden n 

Verplaatsenn in en om 

Buitenn wandelen 

Lezen n 

T.V.. kijken 

Hobbyy of liefhebberij, 
nl l 

[geenn rijbewijs [~~J ] 

iett huis 

Ja, , 
ernstig g 
beperkt t 

D D 
D D 
D D 
D D 
D D 
D D 
D D 
>, , 

ernstig g 
belemmerd d 

Ja, , 
eenn beetje 
beperkt t 

D D 
D D 
D D 
D D 
D D 
D D 
D D 
Ja a 

eenn beetje 
belemmerd d 

Nee e 
helemaall  niet 

beperkt t 

D D 
D D 
D D 
D D 
D D 
D D 
D D 
Nee e 

helemaall  niet 
belemmerd d 

Voeldee u zich de afgelopen week door uw oogziekte 
vann Graves belemmerd in iets wat u had willen doen? LJ D D D D 

Dee hierna volgende vragen gaan over uw oogziekte van Graves in het algemeen 

9.. Heeft u het gevoel dat u van uiterlijk veranderd bent 
doorr uw oogziekte van Graves? 

10.. Heeft u het gevoel op straat te worden nagestaard 
vanwegee uw oogziekte van Graves? 

11.. Heeft u het gevoel dat mensen vervelend reageren 
vanwegee uw oogziekte van Graves? 

12.. Heeft u het gevoel dat uw oogziekte van Graves 
invloedd heeft op uw zelfvertrouwen? 

13.. Heeft u het gevoel dat uw oogziekte van Graves 
invloedd heeft op het sluiten van vriendschappen? 

14.. Heeft u het gevoel dat u in een sociaal isolement zit 
vanwegee uw oogziekte van Graves? 

15.. Heeft u het gevoel dat u minder vaak op foto's staan 
dann vroeger, voordat u de oogziekte van Graves had? 

16.. Porbeert u veranderingen in uw uiterlijk als gevolg 
vann de oogziekte van Graves te camoufleren? 

Ja,, heel erg 

D D 

D D 

D D 

D D 

D D 
D D 

D D 

D D 

Ja,, een 
beetje e 

D D 

D D 

D D 

D D 

D D 
D D 

D D 

D D 

Nee, , 
helemaall niet 

D D 

D D 

D D 

D D 

D D 
D D 

D D 

D D 
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Appendixx 2 GO-QOLL  version UK1 
Thee following questions deal specifically with your thyroid eye disease. 
Pleasee focus on the past week while answering these questions 

Duringg the past week, to what extent were you limited in carrying out the following activities, because 
off  your thyroid eye disease? 

Tickk the box that matches your answer. The boxes correspond with the answers above them. 
Pleasee tick only one box for each question. 

Bicyclingg [never learned to ride a bike Q ] 

Drivingg [no driver's licence f j ] 

Movingg around the house 

Walkingg outdoors 

Reading g 

Watchingg TV 

Hobbyy or pastime, 

Yes, , 
seriously y 
limited d 

D D 
D D 
D D 
D D 
D D 
D D 
D D 
Yes, , 

severely y 
hindered d 

Yes, , 
aa littl e 
limited d 

D D 
D D 
D D 
D D 
D D 
D D 
D D 
Yes s 

aa littl e 
hindered d 

No o 
nott at all 
limited d 

D D 
D D 
D D 
D D 

No o 
nott at all 
hindered d 

88 During the past week, did you feel hindered from 
somethingg that you wanted to do because of your I | 
thyroidd eye disease? 

Thee following questions deal with your thyroid eye disease in general 

Yes,, very 
muchh so 

10 0 

11 1 

12 2 

13 3 

14 4 

15 5 

16 6 

Doo you feel that your appearane has changed 
becausee of your thyroid eye disease? 

Doo you feel that you are stared at in the streets 
becausee of your thyroid eye disease? 

Doo you feel that people react unpleasantly because 
off  your thyroid eye disease? 

Doo you feel that your thyroid eye diease has an 
influncee on your self-confidence? 

Doo you feel socially isolated because of your thyroid 
eyee disease? 

Doo you feel that your thyroid eye disase has an 
influencee on making friends? 

Doo you feel that you appear less often on photos 
thann before you had thyroid eye disease? 

Doo you try to mask changes in appearance caused 
byy your thyroid eye disease? 

D D 

D D 

D D 

D D 

D D 
D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 

D D 
D D 

D D 

D D 

D D 

Yes,, a littl e No,not at all 

D D 

D D 

a a 
D D 
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