European Reference Network (ERN) ReCONNET methodology for the cross-cultural
adaptation of instruments for research and care in the context of rare connective tissue
diseases (CROSSADAPT)

The traditional process of intercultural adaptation, while suitable for one or a few target languages, is
not optimal for developing instruments for rare connective tissue diseases (CTDs) in multiple languages
simultaneously. The ERN ReCONNET presents a novel methodology for cross-cultural adaptation of
research and care instruments in the context of rare CTDs (ReCONNET-CROSSADAPT).

Summary of the ReCONNET-CROSSADAPT process:

The ReCONNET-CROSSADAPT methodology involves several steps. The first step aims at identifying
and verifying key-terms, ensuring linguistic and conceptual equivalence between different language
versions of the source document. Step 2 consists of translation by non-specialists, who produce a first
version of the translation following a focus group led by the coordinator. During step 3, a reconciliation
meeting, acting as a focus group, validates the final version of the translation.

Visual summary of the ReCONNET-CROSSADAPT process:
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In the example shown below, a group of international investigators from the ERN ReCONNET disease
group for Relapsing polychondritis, a rare systemic inflammatory disease involving the cartilages as
well as various other organs, conveyed to adapt the script of an online patient survey, from English
(original language) to 5 target languages: German, French, Italian, Portuguese and Romanian. This
patient survey was part of a broader research project, aiming at the development of a disease-specific
health related quality of life instrument, the RP-QoL.

The preliminary step of ReCONNET-CROSSADAPT is to form a language group for each target
language, each headed by a senior member and made up of two collaborators.

In the aforementioned example, the steering committee of the RP-QoL Study assembled 5 language
groups (one for each target language), involving one language coordinator and 2 collaborators. Each
of these 15 individuals had satisfactory level of knowledge in the original language (English), and




demonstrated a general understanding of medical knowledge related to the target disease (relapsing
polychondritis) taken into account in the intercultural adaptation process. Each language then
identified a relapsing polychondritis patient who was a native speaker of the target language and had
a satisfactory level of knowledge in English.

The first step of ReCONNET-CROSSADAPT is the review of the source document for key-terms, by the
project steering committee.

During that step, the steering committee met online, and reviewed by consensus the script of the
survey (cf source document, below), and extracted key-terms (highlighted in yellow)

Source document for the RP-QoL Survey

Question A1 | Please list the areas of your life (considering all aspects) that are impacted by
relapsing polychondritis
- Feel free to mention as many elements as you wish
- There is no need to provide details at that stage, as we will ask you more
specific questions during the remaining of the interview
- Please note that you will not be able to come back to this question once you
have clicked ‘next’.
Now we would like to understand more precisely the impact of relapsing polychondritis upon
several domains of life
- Please note that this section contains a total of 10 questions (so that you can manage your
time!)
- When answering, please try to explain in your own words what is the impact of relapsing
polychondritis upon the domain considered, and how it affects your life
- When possible, try to avoid very short answers such as: ‘yes’, ‘no’, ‘no impact’, or ‘a lot’
Question B1 | How would you describe the impact of relapsing polychondritis on your daily life
and activities?
Question B2 | How would you describe the impact of relapsing polychondritis on your professional
life (or studies, if you are a student)?
Question B3 | How would you describe the impact of RP on relationships (family, intimate life,
friends, etc...)
Question B4 | How would you describe the impact of relapsing polychondritis on your body?
Question B5 | How would you describe the impact of relapsing polychondritis on the way you see
yourself?
Question B6 | How would you describe the impact of relapsing polychondritis on your
mind/cognition (e.g., thinking, learning, memory and concentration, etc...)
Question B7 | How would you describe the impact of relapsing polychondritis on your energy and
sleep?
Question B8 | How would you describe the impact of medications and non-pharmacological
treatments for relapsing polychondritis upon your life?
Question B9 | Despite the impacts described in previous questions, did you identify any positive
impact of relapsing polychondritis upon your life (e.g., learnings or personal
growth)? Can you describe it?
Question B10 | Is there anything else that you would like to comment on that we have not
already asked you about?

Once this initial step was completed, the key-term document was prepared. The key-term document
contained the original document, all key-terms, and columns to report any adaptation problem from
the source language to the target language.



Example of key-term document for the RP-Qol study
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Each of the 5 language groups was then tasked with addressing two critical questions regarding these
key-terms: firstly, whether all the identified key-terms exist in the target language, ensuring linguistic
equivalence; and secondly, whether these key-terms are interpreted similarly in the target language,
ensuring conceptual equivalence.

If the language group encountered difficulties with one of the key-terms, a reconciliation meeting
became necessary. During this meeting, the group collectively assesses whether the identified cross-
cultural issue exists and, if confirmed, collaboratively proposes a mitigation strategy. This strategy may
involve reaching consensus on a specific term or expression in the target language that those language
group members agree to use when translating from the source to the target language. The aim of this
approach is to ensure the uniformity and clarity of the translated document, in order to improve
understanding and cultural appropriateness in all linguistic contexts.

In the RP-QoL survey example, participants from the German group highlighted 3 key-terms, for which
a cross-cultural issue might exist and, collaboratively proposed a mitigation strategy (ie. one agreed-
upon translation for each of these 3 key-words)
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At this stage, any discrepancies identified in the key-terms of one language group were reported to all
other language groups for additional verification. This collaborative approach was crucial to facilitate
alignment across all target language versions of the source document. By sharing discrepancies
between language groups, the adaptation process encouraged collective problem-solving and
promotes consistency in the interpretation and adaptation of key-terms.

In the RP-QoL example, none of the keywords identified as problematic by any of the language group
was cross-reported at this stage as problematic by the other language group.

Once all language groups had checked for potential discrepancies in key-terms reported by the other
language groups, and any potential issue had been resolved, the adaptation process was able to move
forward to the second step.

During the second step, each member of each language group independently translates the original
document into the target language.

An extract of the 3 translations to German is shown below. Although relatively similar, the 3
translations contained discrepancies (discrepancies for the 1% question are shown in red).

Example of the 3 German translations, for the RP-QoL study

TRANSLATION #1

Bitte listen Sie die Bereiche Ihres Lebens (unter Beriicksichtigung aller Aspekte) auf, die von TRANSLATION #3
einer RP betroffen sind. Bitte fiihren Sie die Lebenshereiche auf (unter Beriicksichtig aller Aspekte), die durch die
Wie wiirden Sie die Auswirkungen der RP auf Ihren Alltag und Ihre Aktivititen beschreiben? relapsing Polychondritis beeintrichtigt sind
Wie wiirden Sie die i der i itis auf Ihr tagliches Leben und Ihre
Aktivitdten beschreiben?

‘Wie wiirden Sie die Auswirkungen der RP auf Ihr Berufsleben (oder Ihr Studium, wenn Sie

Student®in sind) beschreiben? Wie wiirden Sie die i der psing Poly itis auf Ihr (oder Ihr
" . — N . - N Studium, falls Sie Studierende_r sind) beschreiben?
Wie wiirden Sie die Auswirkungen der RP auf Ihre (Familie, I leb S — — - - — —
3 de usw.) beschreiben? ‘Wie wiirden Sie die der RP auf (Familie, Freunde usw.)
reun . N Bitte fiihren Sie die Bereiche Ihres Lebens auf (unter Be peschreiben?
Wie wiirden Sie den Auswirkung der RP auf Ihi durch rezidivierende Polychondritis beeintrichtigt wer i wiirden sie die der ;i itis auf thren Karper beschreiben?
Wie wiirden Sie die irk der rezidivi de P
Wie wiirden Sie die Auswirkung der RP auf Ihr Leben und lhre Aktivititen beschreiben? Wie wiirden Sie die i der relapsing itis auf die Art und Weise, wie Sie sich
Wie wiirden Sie die i der rezidivi den selbst sehen
Wie wiirden Sie die Auswirkung der RP auf lhr (oder Ihr Studium, falls Sie Studi e sind) beschreib Wie wiirden Sie die i der drmig itis auf Ih (zB.
Lernen, Gedschtnis, Konzentration, etc..) besc Wie wiirden Sie die i der RP auf Bezi Denken, Lernen, l is und ion usw.)
‘Wie wiirden Sie die Auswirkungen der RP auf | usw.) beschreiben? ‘Wie wiirden Sie die il der drmige itis auf lhre (z.B.
Wie wiirden Sie die irk der rezidivierende P Denken, Lemen, Gedichtnis und ion usw.) i
Wie wiirden Sie die Auswirkungen der Medika  beschreiben? Wie wiirden Sie die Auswi der ing P itis auf Ihre Energie und hren Schiaf
der RP auf Ihr Leben beschreiben? Wie wiirden Sie die Auswi der rezidivierenden Deschreiben?
i Wie wiirden Sie di i i d nicht:
Haben Sie trotz der in den vorherigen Fragen £ beschreiben? u:'e war ‘_!n i€ cie — IhrvLoe[;]en und ni
— = = P d P
Auswirkungen der RP auf Ihr Leben festgestell Wie wiirden Sie die der rezidi N EEET
K&nnen Sie diese beschreiben? Gedanken/Wahrnehmung (z. B. Denken, Lernen, Ged& - en 5|elm11- erin E: N L"afe.". f1hr Leben (z. B. Ler d
. er auf Ihr Leben (z. B. Lernprozesse oder
i ir Si P ?
f'ht EEE= Etwas';ac:'dem peiSeinashinicl 3:““?:_:‘“'5_ di . d e o personliches wachstum) feststellen kénnen? Kénnen Sie diese beschreiben?
.ommentieren wiirden? ie wiirden Sie die er

d1h Schlaf beschreiben? ' Gibt es noch etwas, zu dem Sie sich GuBern méchten, was bisher nicht erfragt worden ist?
und lhren Schlaf beschreiben?

Wie wiirden Sie die i von Medil una nicnt-pr
Behandl bei rezidivi der Polychondritis auf lhr Leben beschreiben?
Haben Sie trotz der in den Fragen beschriet Auswirkungen

irgendeine positive Auswirkung der rezidivierenden Polychondritis auf Ihr Leben
fe It (z. B. Lernpi oder persé )? Kénnen Sie diese
beschreiben?

TS h

Gibt es noch etwas, zu dem Sie sich &uBern méchten und das wir Ihnen noch nicht
mitgeteilt haben?

TRANSLATION #2

Once the translation is complete, the most experienced member of each language group was
responsible for organizing a reconciliation meeting with the two collaborators of the same language
group. During this meeting, any discrepancies identified between the three translations were
thoroughly discussed, and efforts are made to reach a consensus on the most appropriate translation
for each term or phrase.

The final, reconciliated, German adaptation for the RP-QoL survey script is shown below



FINAL (RECONCILIATED GERMAN ADAPTATION)
Questions 0 lfragen___________________________________|

Please list the areas of your life (considering all aspects) that are Bitte filhren Sie die Lebensbereiche auf (unter Berticksichtigung aller Aspekte), die
impacted by relapsing polychondritis durch die Relapsing Polychondritis beeintrachtigt sind

TR [ R TR [ TR [T = e = BT e e G G L Wie wilirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihren Alltag und
your daily life and activities? lhre Aktivititen beschreiben?

p TR [ R TTRG e | TR = T T =T e = BT e e ol L G T B Wie witirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihr Berufsleben
your professional life (or studies, if you are a student)? (oder Ihr Studium, falls Sie Studierende oder Studierender sind) beschreiben?

L R LR TV Lo TR T T e T TR S (EL A Wie wilirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihre Beziehungen
intimate life, friends, etc...) (Familie, Intimleben, Freunde usw.) beschreiben?

p AT T [ RTEG TTRG [ o TR T T = T B = TS e e G T G T B Wie wilirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihren Korper
Wie wiirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihr Selbstbild
the way you see yourself? beschreiben?

p LTI [ R TR e | TR T T T S = T T e T G T G T B Wie wilirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihre Gedanken und
your mind/cognition (e.g., thinking, learning, memory and Wahrnehmung (z. B. Denken, Lernen, Geddchtnis und Konzentration usw.)
concentration, etc...) beschreiben?

LRI RV TR [ TR [T [ =T e = BT el e G L G T B Wie wilirden Sie die Auswirkungen der Relapsing Polychondritis auf Ihre Energie und
your energy and sleep? lhren Schlaf beschreiben?

How would you describe the impact of medications and non- Wie wiirden Sie die Auswirkungen von Medikamenten und nicht-medikamentésen
gL e e R TR T T T T BT T L e [ G [ e BT BT 88 Behandlungen der Relapsing Polychondritis auf Ihr Leben beschreiben?

lif

Despite the impacts described in previous questions, did you Haben Sie trotz der in den vorangegangenen Fragen beschriebenen Auswirkungen
R e D L T = L = BT e B G RS EGTE positive Auswirkungen der Relapsing Polychondritis auf Ihr Leben (z. B. Lernprozesse
life (e.g., learnings or personal growth)? Can you describe it? oder personliche Entwicklung) feststellen kénnen? Kénnen Sie diese beschreiben?

Is there anything else that you would like to comment on that we Gibt es noch etwas, nachdem wir Sie noch nicht gefragt haben und das Sie gerne
have not already asked you about? kommentieren wiirden?

In the third step of the adaptation process, the most senior member of each language group, together
with the two collaborators and the patient representative of the same language group, addressed the
following two key questions:

e Does the reconciled translation accurately reflect the content and meaning of the source
document?

e Are all elements of the final reconciled translation appropriate, relevant, clear and
understandable?

Each member of the adaptation team provided input and comments on these questions, ensuring a
comprehensive assessment from a linguistic, cultural and patient perspective.

Example of final feedback from the German language group, regarding the adaptation of the RP-QoL
survey from English to German:

C. Together with the 2 collaborators and the patient (this can be asynchronous), answer the
following questions (record answers into the tracking document) O

a. Does the reconciliated forward-translation reflects the source document content and
sense?
X Yes or L No

b. Are all items from the reconciliated forward-translation suitable, relevant, clear and
comprehensible
X Yes or U No

These steps were conducted simultaneously and in parallel for the 5 target languages.



