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The Rheumatoid Arthritis Quality of Life (RAQoL) fdndonesia:
Translation and Pilot Test
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and adolescents less than 18 years of as muchi@8,Q00. It
Abstract— The primary objective of this research were tis estimated that the prevalence of RA sufferethatage of
produce and evaluate the official Indonesian lagguzersion 18 years and ranges from 0.1% to 0.3% of the pmtpllation
of the Rheumatoid Arthritis Quality of Life instrent of Indonesia [1-3].
(RAQoL). The UK RAQoL was translated into Indonesksy
a forward-backward translation. A separate lay pam@s This disease has an impact on the patient’s fumality with
conducted to consider the appropriateness anfifferent ways. Pain dominates in the early stagéh
comprehensibility of the items in Indonesidrhe translated functional limitations and tiredness, which arecassted to
version of the RAQoL was pilot testéd determine whether the inflammatory processes. In more advanced stages
the questionnaire RAQoL could be well understood @aell  persistent inflammation lead to joint destructia@formity
accepted.Pilot test was conducted by interviews with 2Cand dysfunction. The goal dherapeutic interventions in
subjects, which 10 healthy Indonesia people and XBeumatoid arthritis "is not only to improve symmi® and
rheumatoid arthritis patientsvho were recruited from X functional status, but also to improve quality dfe |of
hospital in Yogyakarta, Indonesidtems on the two response patients. To assess quality of life in patients hwRA
format questionnaire used in pilot study were stanee for a properly, required an instrument that is intendeddatients
‘ves’ response and zero for a ‘no’ response. Thitvidual with RA, disease-specific, reliable, valid, andpmssive to
total item scores with a high score indicating pQaiL. Few changes in quality of life following the intervemti and
difficulties arose in the translation process ah@ new practical for use in clinical trials [4]. Qualityf fe according
language version was well received by the lay pandlfield- to the World Health Organization (WHO) is the petoen of
test participants. Statistical analysis was conducted taa person in the context of the culture and normat th
determine the difference of completion time betwhealthy correspond to a person's life as well as relatethéogoals,
subjects and RA patients, and the total score & tlexpectations, standards and concerns during bigié [5].
questionnaire answers between healthy subjectpatients.
The average total score of responses to questiennaithe In the beginning, quality of life measurements fatients
healthy subject and patients by T test was sigmitly with RA were carried out with instruments designeith a
different (p < 0.05)The official Indonesian RAQoL was well focus on other diseases and subsequently adaptedtually
received by RA patients. The psychometric qualifyttee the need to have specific instruments became maderm.
translated gquestionnaire means that it is suitédolesalidity In 1997 Whalley et al performed an analysis witdexes
and reliability of the questionnaire towards paenith RA.  used up until then, including the Arthritis Impact
Measurement Scales (AIMS and AIMS2), the MOS 3lte
Short Form Health Survey (SF-36), the EuroQolL, the
Sickness Impact Profile (SIP) and the SEIQoL. Utadlée
methodological aspects were observed these scales,
. INTRODUCTION prompting the development of a new instrument dalle
heumatoid arthritis is an inflammatory disease ofRheumatoid Arthritis Quality of Life Scale (RAQOL)The
unknown origin that affects 1% of the adult popiolat RAQoL was brought about through direct free-form
The disease is characterized by inflammation of thaterviews with RA patients. This application was
synovium, progressive bone erosions, joint destnctand simultaneously conducted in 2 countries (United g€iom
weakness in the surrounding area and muscle tigxate. in and Holland) to reduce cultural bias, and has agadidity
2007 showed that in Indonesia, the prevalence ofvid and realibility, and well accepted by RA patienihe
32.2% with the highest prevalence simultaneoustyettwere RAQOL is a questionnaire consisting of 30 elemethizst
in the province of West Java, West Papua and EastN assess different aspects of the quality of life pieople
Tenggara with rheumatic largest proportion distiitru suffering from RA [4, 6].
contained in the province of West Java, Centrah dad Java
East. RA usually occurs at age 30-55 years , andtlyjno Research on quality of life in patients sufferimgni chronic
experienced by women. The disease attacks peoplal of diseases in Indonesia is still very limited, esakgiin
ethnics, with the incidence in people aged overyg@rs patients with RA. This is due to the unavailability quality
ranges from 0.1 percent to 0.3 percent, whereashildren of life questionnaire that has been validated & lItidonesian
version.
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RAQoL instruments have been used and adapted iiR#e version RAQoL instrument produced ordinal levelrssoand
population in Turkey, Canada, Estonia, Autraliag &weden consequently, non-parametric statistics were agpliehe
[7]. Although RAQoL has been used in various caestrin  data were analysed using the Statistical PackaghdoSocial
Indonesia is not available yeThis article describes the Sciences

process of translation RAQoL for use in the Inddmes

population and includes results produced by thastetion

panel and pilot tesTherefore, the purpose of this research is . RESULT

to translate RAQoL into Indonesian version in RAigats
that after a pilot test, the questionnaire can diwed on
validity and reliability test of the instrument.

Step 1: Translation and Back-Translation
Translation stage RAQoL questionnaire was transtage
guestionnaire with the objective that the questimn was
easy to understand and can be used to Indonesiabits and
Il. SUBJECT AND METHODS occupations. In this research, translation RAQoL

This study was an observational study with survesthod, questionnaire was translated from English to Ind@re
which uses questionnaire as the main instrumerdotiect RAQoL questionnaire was conducted by Forward and
data. RAQoL questionnaire translated into Indormesiathe Backward Translation. In the forward translatiorhe t
forward-backward translation method guestionnaire was translated from English to Ind@reby 2
. expert English separately until generated two domsaires
A. Translation Procedures (Step 1) RAQoL Indonesian version. The next two questioremir

RAQoL questionnaire in English version was tramslat RAQoL Indonesian versions are combined and views fo
into Indonesian to produce a good translation, apate and compliance by the coordinator of research into one
acceptable to the people of Indonesia. The forwamslation questionnaire RAQoL Indonesian version. One versibthe
of RAQoL questionnaire in English version into Imésian questionnaire is then carried backward translatip2 native
did by two experts in the English Department seelyaand speakers separately and obtained two versions ef th
coordinator of the study comparing the two transfet and questionnaire backward translation.

check for any differences between the results ob twrwo versions of the questionnaire were subsequently
translations. The differences were discussed witle tconsulted with one of the experts in English toirthe

translators until we agreed on the single provisidorward  compatibility translation results then obtained weesion of
translation.Modifications were made in this draft to diminishthe packward translation questionnaire. The resoft
discrepancies and it was adjusted with a view éohtébits of packward questionnaire then compared with a origina
Indonesian people. The result for the forward tititn was questionnaire to be seen whether there are wordssavh
then back translated by two native speakers of iBmgl meaning is different between the two versions oé th
independently.The questionnaire has been translated intguestionnaire. In this study, there were severéflergint
English and then compared with the original questiore to  \ords as “tired” in the original version of the gtiennaire,
ensure no different meanings of the questions i@ thyhereas in the backward version of the questiomnair
quest|0nna|re. The differences were discussed aadlived translation becomes “exhausted’There were some
until agreement within the translation group. differences in the back-translations of the questiire but
the translators had the opinion that the differenweuld not
change the meaning of word, because the Indonesian

B_‘ Pilot Test (Step 2) ) language has less vocabulary than the English &gegu
Pilot test was performed to determine whether the

questionnaire  RAQoL can be well understood and well
accepted by rheumatoid arthritis patienEhe translated gtep 2: Pilot Test

version of the RAQoL was pilot tested in 20 patienwho  Twenty people (10 healthy people and 10 rheumathoid
were recruited from X hospital in Yogyakarta, Indem. arthritis patients) were enrolled in the pilot té&te age range
Inclusion criteria for the pilot test were: rheumidtarthritis  for the healthy people varied from 19 to 45 yeaith @ mean
patients and healthy people; aged 18 years or;céddlity to  of 32.88 years (SD = 7.77), the age range of rhéhoith
read and write standard Indonesian; and willingadicipate  grthritis patients varied from 34 to 47 years withmean of
in the study. The Indonesian version of RAQOL wagj 44 years (SD = 4.53). The average completiore toh
distributed to the rheumatoid arthritis patientsd @0 the transjated version of the RAQoL were 3.9 minuted (S
healthy people. Any difficulties that the patient®dh 1 66) for healthy people and 4.9 minutes (SD = o4
experienced with the questionnaire were recordedift®y rheumathoid arthritis patients. Most patients weipée to fil
researcher during the time the patients completeel toyt the questionnaires by themselves, exceptdanst16 and
questionnaire. The patients’ obstacles in undedstgnand 29 where the patients needed an explanation atiwut
completing the questionnaires were reviewed andl Use meaning of the QoL in the less formal language estyl
modify the questionnaires by the translation group. Generally, the subjects asked about the meanin@odf or
asked to the researcher to give a short descriptionit QoL.

C. Statistical analysis (Step 3) Step 3: Statistical Analysis _
. L Statistical analysis to determine whether theredéferences
Iltems on the two response format questionnaire us@dot

study were scored one for a ‘ves’ response andf ‘o’ in the time to fill out questionnaire and the tatabre of the
y y P ® NO guestionnaire answers between healthy subjectpatients.
response. The overall score was the sum of thevithdil

it ith a hiah ndicati ah From the analysis has founded that the average of
item scores with a high score indicating poor Qdlhe questionnaires completion time by healthy subjeeis 3.9
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minutes, while the completion time by the patiewes 4.9 The only arthritis-specific health status instrutesmmonly
minutes. The results T test showed that the difflezein the used in clinical trials is the AIMS. Its content svderived
average of RAQoL questionnaire completion time leemv from existing measures and represents the opirfi@xgerts
healthy and patients was significantly differenpe<(0.05) . rather than patients. The instrument is limitederms of its
The average total score of responses to questi@snan the sensitivity to change and its practicality for aial practice.
healthy subject and patients by T test was sigumifly The AIMS is arthritis specific rather than RA sgeciand,
different (p < 0.05) . The post test results wasashin Table consequently, omits certain issues of importanceR#

1. patients.
Table 1. The Post Test Result of RAQoL Questiareniay t Test The RAQoL is the first patient-completed instrument
The Average of p The Average p specifically developed for use with RA patientscdnsists of
Cor("n?i'ﬁﬂtoens)t'me of Total Score 30 items derived directly from relevant patientsing, as far
Healthy a0 y as _possible, their own words. Requndents are nesttuo
Subjects ' 0,00 0,00 indicate whether or not each of the items appleeshem.
Patients 4.9 7 Scores can range from 0 to 30, with a high scqoeesenting

poor QoL. It was developed simultaneously in The
Netherlands and the UK with items that could onlg b
Post test results indicated that the questionnBAQoL expressed in one of the languages or that werapyulicable
Indonesian version can be used by the Rheumathaiditts to both cultures omitted from the questionnaire.
patients and sufferers to do the validation test. Consequently, adaptation of the RAQoL into add#ion
languages will be facilitated [6].

IV. DISCUSSION .
The development of the RAQoL brought to light some

Clinicians and policy makers are growing increalsirvare  aspects patients, indicated as relevant in the GmpaRA,
of the importance of measuring QoL. In the pastade¢ gych as mobility limitation, loss of dexterity, $tuation,
patient completed questionnaires have been intemito Gepression and anger, and feelings of humiliation o
clinical trials in RA. The most frequently used tmsnents emparrassment at having to ask for outside helpséone
are the Arthritis Impact Measurement Scales (AIMSHP, = ta5ks. Patients referred to difficulty in concetitrg, tiredness
EuroQoL, and MOS 36-Item Short Form Health SUN@¥-( and severe interference from the illness in soaial family
36) and the limitations of these have been reviewegiiities. All these aspects are assessed by RAQdle
elsewhere. Although such instruments were developed gyntax and relevance of the questions was wellivedeby
different purposes, they are all commonly refertedas the patients and gives it suitable validity regagdaspect and
measures of QoL. However they actually assesstewltus contents. The methodology used in the translatibrthe
(or health state preferences in the EuroQoL) ag twver pyitish English RAQoL to Indonesian utiized a pre-
impairments, disabilities and to a limited exteanhticap, as egtaplished methodology comparable to previousskasion
defined by the World Health Organization. Tennant a of RAQoL to other English versions (Canadian, Aain)
McKenna and Heinemann and Whiteneck have recenty o] or other languages (Estonian, Swedish, Thrkidutch)
shown that QoL measurement goes beyond such cotsstryy0-13]. The user acceptance parameters are veilasi

by assessing the impact of health status on thiidhdls,

and the interactions between health status andr otlThe RAQoL is a practical instrument, taking onlyo45 min
influences on their lives. In the development & RAQOL, g complete. It is easy to administer and scoréh wie total
Hunt and McKenna's model was adopted in which Q8L score being the number of items affirmed. As suitfe
defined as the extent to which RA interferes whtl patient's jnstrument is suitable for use in IndonesiRost test results
ability to fulfill his or her needs [4]. indicate that the RAQoL Indonesian version can bseduby

) the Rheumathoid Arthritis patients and sufferersdéo the
A disadvantage of some of the currently used hestiitus 5jidation test.

measures is that they are comprised of subscakestions
that cannot validly be combined into an index. Aofie
makes the assessment of change following an imeore V. CoNCLUSION

more difficult to interpret. Furthermore, an indigxessential  RAQoL questionnaire in Indonesian version is suéand
for incorporation into certain types of economialgses [4].  suggested to do validation and reliability test.

The commonly used generic health status measures we ACKNOWLEDGMENT
designed for use in population studies. In thesabs of an
RA-specific QoL instrument, these generic measurage
been employed as outcome measures in clinicalstria
However, as such instruments were intended to pécaple
to a wide range of diseases, they include irreleitams and
omit important areas for RA patients, reducing rthei
responsiveness. This, together with their relagiveloor
reliability, limits their value in clinical trial$4].
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