Supplementary Table 1. Feedback and Revisions - Information Sheet, First Round
	No
	Section
	Comment
	Reflected
	Response

	1
	Overall
	It may be better to unify the wording of “child” and “children” throughout the document.
	✓
	Terminology was unified throughout the document.

	2
	Purpose
	In addition to the stated objectives, a brief reference to the background or the fact that these issues are being debated daily in the medical field would help readers to better understand the purpose.
	✓
	Added a description of current challenges as part of the study background.

	3
	Purpose
	The premise of “asking about views on expressing one’s will” should appear before moving on to the specifics of “to what extent,” “when,” or “how.”
	✓
	Incorporated the suggested point.

	4
	Methods
	The phrase “fictional story (scenario) for situational setting” is used, but in Questionnaire Material 2 it is written as “〈situational setting (scenario)〉.” Considering the survey’s target age group and ease of understanding, the latter seems sufficient.
	✓
	Standardized the expression to “situational setting (scenario).”

	5
	Methods
	Why was the “scenario” method chosen? It might be helpful to state that it is intended “to encourage participants to think more concretely and personally.”
	✓
	Added the explanation: “to encourage participants to think about ‘research participation’ and ‘providing consent’ as their own matter.”

	6
	Methods
	The mention of “time” feels somewhat abrupt (both in terms of its necessity and how it is obtained).
	✓
	Moved the relevant section to the latter part of the Methods.

	7
	Voluntariness of Participation
	Some participants may worry about what happens to the honorarium if they withdraw. Clarifying that “points will still be granted even if one discontinues” may make it easier for respondents to stop honestly when needed.
	✓
	Added an item on honorarium, clarifying that it will be provided upon completion of the survey.

	8
	Handling of Personal Information
	It would be reassuring to include the researchers’ affiliations, roles, and areas of expertise.
	✓
	Added information on the researchers’ affiliations.






Supplementary Table 2. Feedback and Revisions - Questionnaire, First Round
	No
	Section
	Comment
	Reflected
	Response

	1
	Confirmation Statement
	Some respondents may interpret the scenario as implying a “blood-related” relationship. Shouldn’t there be a precise annotation?
Example: In this survey, “mother (parent)” refers to the biological mother who directly gave birth (i.e., blood-related). However, responses or views may also be imagined from the perspective of a stepmother or foster parent.
	✗
	Since the scenario is set during pregnancy, it is already clear that the proxy is the biological mother with a blood relationship. Therefore, we did not add further annotations that would increase the amount of information.

	2
	Confirmation Statement
	From the perspective of participants’ feelings, it may be important to add an option such as “I do not want to imagine this (I could, but I do not want to).”
	✓
	Incorporated the suggested addition.

	3
	Confirmation Statement
	The phrase “if you feel distressed or uncomfortable during the survey” might be better expressed as “if you feel distressed or if it becomes too difficult during the survey,” which may reduce discomfort with the wording.
	✓
	Revised the sentence as suggested.

	4
	Scenario Setting
	The title “Genetic analysis study on early-onset (juvenile onset/occurring at a young age) diabetes and its risk factors” (hereinafter referred to as ‘Study A’) uses many quotation marks and parentheses. This creates a high cognitive burden, especially for younger participants around age 16. Splitting it into two sentences and reducing the variety of symbols may make it easier to understand.
	✓
	The sentence was refined.

	5
	Scenario Setting
	Some participants may not understand what “specimen” means (e.g., blood, saliva). Clarification may be needed.
	✓
	Revised “specimen” to “blood.” Also deleted the earlier mention of “specimen.”

	6
	Scenario Setting
	The questionnaire states that the mother’s motivation was “to contribute to the advancement of medicine.” From the child’s perspective, the question “Why did my mother participate (consent)?” may influence their response to the later item on the “necessity of expressing one’s own will.” It may be necessary to frame it more positively, for example: “because she wanted to contribute to the advancement of medicine that her own children would benefit from.”
	✗
	As this scenario concerns a study involving healthy participants, it is assumed that participation is motivated more by a sense of social contribution than by a direct benefit to one’s own or one’s children’s medical care.

	7
	Scenario Setting
	Some participants may confuse type 1 and type 2 diabetes.
	✗
	While not many participants (especially younger ones) clearly distinguish between type 1 and type 2 diabetes, and perceptions of diabetes may vary, we consider that the disease name itself will not substantially affect responses in the present survey.

	8
	Overall
	For key terms such as “consent” and “proxy consent,” it might be helpful to display them consistently (e.g., in the screen footer).
	✓
	Reviewed the technical terms in each question and added clarifications where appropriate.

	9
	Q1
	The time axis of “use” feels somewhat unclear. From the participants’ perspective, there may be a distinction between “what has already happened without being informed” (past use) and “what will happen from now on” (future use).
	✓
	Revised the wording to “regarding future use” to make it explicit that the question asks about use “from now on.”

	10
	Q2
	Why are ages not shown alongside categories? What kind of application is envisioned for these particular age brackets?
	✗
	Grade-based categories are easier for participants to imagine in terms of developmental and knowledge levels. In addition, the national research ethics guidelines also use grade-based divisions when referring to assent from children (e.g., lower vs. upper elementary grades). Since a single grade can include multiple ages (e.g., first grade includes both 6- and 7-year-olds), we retained grade-based notation.

	11
	Q2
	It may be better to include “early childhood” as one of the response options.
	✓
	Added “pre-school age” as an option.

	12
	Q2
	The question might be clearer if phrased as “When do you think it would be appropriate for you to…” rather than the current wording.
	✓
	Revised the question as suggested.

	13
	Q2
	It may be easier to understand if the question “Would you like to be informed?” is asked first, followed by a question about the timing.
	✗
	As the questionnaire already includes an option of “not necessary,” we retained the current structure.

	14
	Q2
	In real family situations, in addition to the “age” of the participant, major “timing” factors—such as school entry or graduation, or illness affecting the participant or family members—may also be important.
	✗
	While that perspective (timing such as school entry, graduation, or illness) is valid, we prioritized clarity of response options and the intention to capture age-related timing. Therefore, we kept the current format.

	15
	Q3
	The question might be clearer if phrased as “When do you think it would be appropriate for you to…” rather than the current wording.
	✓
	Revised the question to “Would you like to receive an explanation from the researchers?” regardless of timing.

	16
	Q3
	Q2 is framed as “Would you like to be informed,” whereas Q3 is framed as “Would you like to know.” From the participants’ perspective, however, these may feel simultaneous, without a difference in timing. Rather, the distinction seems to lie in whether “you would like to receive an explanation about the content of the research.”
	✓
	Revised the question to “Would you like to receive an explanation from the researchers?” regardless of timing.

	17
	Q4-Q16
	The word “mijime” (miserable) gave me an unpleasant feeling. Perhaps something like “pitiful” would be closer?
	✓
	Revised as suggested.

	18
	Q4-Q16
	For scales such as “scared–okay,” it may be easier to read if the words at both ends are evenly aligned by adjusting the length of the lin
	✓
	Adjusted the layout so that the endpoints are evenly aligned.

	19
	Q4-Q16
	While showing opposites (e.g., scared vs. okay) is one method, it may be easier to answer—and closer to participants’ real feelings—if the question asked how much of a certain emotion they felt, rather than presenting contrasting poles.
	✗
	Although some options may feel slightly difficult to answer, we adopted the SD method (Semantic Differential method) for this survey and will keep it as is. The SD method places words with opposite meanings at both ends, asking respondents to indicate where they fall on a multi-point scale. This approach is used to capture multi-dimensional impressions of a given theme.

	20
	Q4-Q16
	It might be clearer if positive and negative expressions were standardized across the scale.
	✓
	Standardized the placement of positive and negative expressions (left vs. right).

	21
	Q17
	The questionnaire text states that the items are “(A)–(K),” but the response options are listed as “(K)–(S).”
	✓
	Corrected the typographical error.

	22
	Q17
	For the example of “anthropology,” a simpler and more understandable expression would be easier to grasp.
	✓
	Using “anthropology” as an example may constrain responses to that image. Therefore, in line with other items, we removed the example and revised the wording to “fields other than medical research” to allow participants to answer more freely.

	23
	Q17
	What does “medical research without genetic information” mean? It would be easier to understand if a brief explanation were added in parentheses.
	✓
	We judged that it would be difficult for participants to clearly distinguish between research with and without genetic information; therefore, this item was deleted.

	24
	Q17
	If possible, additional explanation would be helpful.
	✗
	Same as Comment No. 22.

	25
	Q17
	The phrase “future research and development” seems somewhat difficult for participants to grasp. Does it mean “other studies beyond the one to which the mother provided proxy consent”?
	✓
	Revised the wording to “other studies or product development beyond Study A.”

	26
	Q17
	For participants who would “not consent” to research under the mother’s proxy consent, it may be difficult to answer this item.
	✓
	Made it explicit that, as a premise, the mother has already provided proxy consent for future use.

	27
	Q18
	It might be useful to show that currently the majority of cases are “Option 4 (opt-out),” and then present the other options.
	✗
	To avoid giving respondents preconceptions, we did not indicate the current situation within the question itself. Instead, we added a separate item asking how participants feel about the fact that, in Japan, “Option 4” is the current practice.

	28
	Q18
	Options “2” and “3” could simply be expressed as “to inquire about willingness by mail.” The distinction between requiring or not requiring expression of will seems to reflect more of a researcher’s perspective.
	✗
	Since Option “2” (opt-in) and Option “3” (opt-out) represent different actions, we decided to present them separately. The explanatory notes in parentheses were revised to clarify whether data use would continue or stop if no response is provided.



