Appendix

Appendix A.1

Interview guide. This is an English translation of the Japanese language interview guide. The interview was conducted in Japanese.

Basic information
-Age
-Gender
-Disease
-What communities are/were you involved in?

Gained from the community.
-What did you learn from the community?
-What were your impressions and memories of the community?
-Have you experienced any renewed learning once you have returned to your daily life?
-What have you learnt from the health care providers you are participating with?

Comparison before and after participation
-What changes in attitudes and behaviors occurred before and after participation?
-What has changed in your thinking about healthcare and your own health?
-What has changed in terms of your conversations with healthcare providers and the way you make decisions about your treatment plan?
-How do you perceive your current health situation?
-What changes have been made by the presence of health professionals in the community?

About community activities
- What are the activities in the community?
- What kind of place do you see community activities as (e.g. a place for learning, a place for exchange)?


Appendix A.2

This is an English translation of the Japanese language questionnaire. The survey was conducted in Japanese. For measures that utilize existing scales, readers should refer to the original publications for the full scales.

Q1: About your information
Q1-1: Age
◯18 to 20 years old
◯20s
◯30s
◯40s
◯50s
◯60s
◯70s
◯Over 80s

Q1-2: Gender
◯Male
◯Female
◯Others
◯No answer

Q1-3: Education
◯Junior high school
◯High school
◯Technical college
◯Junior college
◯University
◯Graduate school

Q1-4: Employment
◯Student
◯Employed
◯Not employed
◯Others

Q1-5: Hospital visits
◯Yes, I am currently visiting a hospital ⇒ Go to Q1-5-1
◯No, I am not currently visiting a hospital ⇒Go to Q1-6

Q1-5-1: If you don't mind me asking, what is your medical condition?
	(Free text)

Q1-5-2: Duration of the disease
◯No answer
◯Less than 1 week
◯1-4 week
◯1-6 months
◯6-12 months
◯1-3 years
◯3-10 years
◯10 years or more

Q1-5-3: Frequency of hospital visits
◯More than once every week
◯Every 1-2 weeks
◯Every 2-4 weeks
◯Every 1-3 months
◯Every 3-6 months
◯Every 6-12 months
◯Less than once every year

Q1-6: Participation in patient communities* except PS 
(*: The term ' community' in this questionnaire refers to 'a network of supportive relationships where people can rely on each other and can easily access each other'.)
◯Yes ⇒ Go to Q1-6-1
◯No ⇒ Go to Q2

Q1-6-1: Of the patient communities you participate in, how often do you participate in the community you are most involved in?
◯1 time/3 months or less
◯1 time/2 months
◯1 time/month
◯2 times/month
◯3 times/month or more

Q1-6-2: Main activities in the community (multiple choice)
◯Attending lectures and study groups
◯Exchange of information among community members
◯Dialogue on a specific theme
◯Other (Free text)

Q2-1 ~ Q2-101: Health-related behaviors
Please select an applicable answer.

Q3-1 ~ Q3-172: About how you perceive the functioning of the patient community in which you participate.
Please select an applicable answer.

Q4-1 ~ Q4-243: About your sense of participation in the patient community in which you are engaged.
Please select an applicable answer.

Q5-1 ~ Q5-234: Your confidence in your own behaviors
Please select an applicable answer.

Q6-1 ~ Q6-215: Your resilience to bounce back from psychological depression.
Please select an applicable answer.

Q7-1 ~ Q7-166: About your ability to use your health knowledge.
Please select an applicable answer.

Q8-1 ~ Q8-57: Satisfaction with decision-making regarding treatment
Please select an applicable answer.

Q9: About your relationship with your healthcare provider
Please select the number that best describes your relationship with your healthcare provider after joining the patient community.
	
	Strongly Disagree
	Disagree
	Neutral
	Agree
	Strongly Agree

	Q9-1*: I feel more supported by my healthcare provider
	1
	2
	3
	4
	5

	Q9-2*: I am less likely to miss out on asking questions or other concerns to my healthcare provider
	1
	2
	3
	4
	5

	Q9-3*: I no longer feel uncomfortable talking to healthcare providers
	1
	2
	3
	4
	5

	Q9-4*: I have more trust in healthcare providers
	1
	2
	3
	4
	5

	Q9-5: I now ask questions of my healthcare provider
	1
	2
	3
	4
	5

	Q9-6: I now understand how healthcare providers think
	1
	2
	3
	4
	5

	Q9-7: I am less dissatisfied with my healthcare provider
	1
	2
	3
	4
	5

	Q9-8: I now understand conversations with healthcare providers more easily
	1
	2
	3
	4
	5

	Q9-9: I now understand conversations with healthcare providers
	1
	2
	3
	4
	5

	Q9-10*: I get a sense of shared goals of treatment with my healthcare provider
	1
	2
	3
	4
	5

	Q9-11: I feel more comfortable talking to my healthcare provider
	1
	2
	3
	4
	5


*: Items adopted for correlation analysis with PAM.
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