Appendix 1: Checklist for Reporting Results of Internet E-Surveys (CHERRIES)
	Item Category
	Checklist Item
	Explanation

	Design
	Describe survey design
	Page 4-6

	IRB (Institutional Review
Board) approval and informed consent process
	IRB approval
	Page 13-14

	
	Informed consent
	Page 13-14

	
	Data protection
	Page 13-14

	Development and pre-testing
	Development and testing
	Page 4-6

	Recruitment process and description of the sample having access to the questionnaire
	Open survey versus closed survey
	Page 4-6

	
	Contact mode
	Page 4-6

	
	Advertising the survey
	Page 4-6

	Survey administration
	Web/E-mail
	Page 4-6

	
	Context
	Page 4-6

	
	Mandatory/voluntary
	Page 13-14

	
	Incentives
	Page 13-14

	
	Time/Date
	Survey available online for 8 weeks

	
	Randomization of items

	Non-alphabetical order

	
	Adaptive questioning
	Page 4-6

	
	Number of Items
	Appendix 2

	
	Number of screens (pages)
	Appendix 2

	
	Completeness check
	Page 4-6

	
	Review step
	Yes

	Response rates
	Unique site visitor
	Page 4-6

	
	View rate (Ratio of unique survey visitors/unique site visitors)
	Page 4-6

	
	Participation rate (Ratio of
unique visitors who agreed to
participate/unique first survey
page visitors)
	Page 6

	
	Completion rate (Ratio of users who finished the survey/users who agreed to participate)
	Page 6

	Preventing multiple entries from the same individual
	Cookies used
	No

	
	IP check
	No

	
	Log file analysis
	No

	
	Registration
	No

	Analysis
	Handling of incomplete questionnaires
	Page 6

	
	Questionnaires submitted with an atypical timestamp
	[bookmark: _GoBack]As review step given, median duration of filling out the survey not to be determined

	
	Statistical correction
	No




Appendix 2: Survey Healthcare Professionals

Start of Block: Background Information 

Introduction

The use of person-centered health outcomes in routine IPF and PPF care:
 a survey on healthcare professionals’ views and practices 
Dear Colleague, 
 
We would like to invite you to participate in an international survey to understand which outcomes are currently being used in routine care for persons with idiopathic pulmonary fibrosis (IPF) or progressive pulmonary fibrosis (PPF), and which outcomes are deemed most important to consider in the future. The survey is part of the COCOS-IPF project (www.cocos-ipf.com)which aims to develop a Core Outcome Set for use in pulmonary fibrosis (PF) routine patient care. 
 
Do you have (clinical) expertise in IPF and/or PPF and do you currently work in Europe? If yes, we would be very grateful if you would spend 10 to 15 minutes of your valuable time to complete this online questionnaire. 
 
Participation to the survey is voluntary and you may at any time decline to take part or leave this survey. The information that you provide will be kept completely confidential. All entries will be collected and analysed anonymously. No personal data including e-mail addresses or IP- addresses are collected. Study findings will be reported in aggregated form. 
 
We thank you in advance for making time to complete the survey that ultimately aims 
to improve patients’ quality of care and life.

 The COCOS-IPF Consortium

Section 1 In this first section, we would like to collect some information on your professional occupation and country.

Q1 In which country do you currently work?
▼ Afghanistan (1) ... Zimbabwe (195)

Q2 What is your professional occupation?
Pulmonologist (1) 
Radiologist (2) 
Rheumatologist (3) 
Nurse (If you have any specialisation or qualification, feel free to share this with us) (4)
Lung function technician (5) 
Psychologist (6) 
Social worker (7) 
Physiotherapist (8) 
Dietician (9) 
Other, please specify (10)


Q3 Do you have experience/ expertise with patients with idiopathic pulmonary fibrosis or any other progressive pulmonary fibrosis?
No  (1) 
Yes  (2) 

Q4 Do you work in a specialised clinic for ILD (IPF/PPF)?
No  (1) 
Yes  (2) 

Q5 In which part of the care trajectory of patients are you involved? Please check all that apply
  Inpatient care (1) 
  Outpatient care (2) 
  Intensive patient care (3) 
  Diagnostic phase (4) 
  Palliative care and/or end-of-life care (6) 
  Clinical trial (5) 
  Clinical research (8) 
  Other? Please specify (7)

End of Block: Background Information 

Start of Block: Survey on outcomes
Section 2 In this second section, we would like to learn which outcomes you are currently using in your clinical practice and/or research.
 
Outcomes are “the results of care in terms of patients’ health over time” (1) or “a collection of reliable and valid endpoints that represent what matters most to individual patients in their day-to-day lives. These outcomes may represent how patients feel, or function, or how they view their quality of life” (2). 
 (1) Porter M. N Engl J Med. 2010; 363.    (2) Aronson K, et al. Am J Respir Crit Care Med. 2021;204(2).
 
Examples are lung function, quality of life, symptoms. Yet please do not consider only these examples but think of all clinical or patient-reported outcomes that are currently being used or ideally should be used in your clinical practice. At this point, we do not focus on how you measure these outcomes.  

Q6 Do you currently address outcomes on a regular basis, as part of your clinical practice of patients with IPF or progressive pulmonary fibrosis? Please consider here outcomes considered in clinical practice, and not outcomes collected in the context of clinical trials or other research projects.
Yes  (1) 
No  (2) 

Skip To: Q7 If Do you currently address outcomes on a regular basis, as part of your clinical practice of patients... = Yes
Skip To: Q9 If Do you currently address outcomes on a regular basis, as part of your clinical practice of patients... = No
Skip To: Q8 If Do you currently address outcomes on a regular basis, as part of your clinical practice of patients... = Yes

Q7 Which outcomes are currently being measured in your clinical practice? Please provide a list with all outcomes addressed in clinical practice (either formally measured or informally evaluated).
________________________________________________________________


Q8 How are these outcomes used in clinical practice? Please check all that apply. 
  Outcomes are measured and/or discussed with patients for clinical decision making (i.e., for decision making regarding treatment and/or follow-up care). (1) 
  Outcomes are measured and discussed with the clinical team to guide clinical decision making at the individual patient level. (2) 
  Outcomes are measured and discussed with the clinical team to inform quality improvement initiatives at the level of the care program. (3) 
  Other? Please specify (4)


Display This Question:
If Do you currently address outcomes on a regular basis, as part of your clinical practice of patients... = No
Q9 What are the main reasons why you are currently not measuring or discussing outcomes as part of the clinical practice for people with IPF/ progressive pulmonary fibrosis?
________________________________________________________________


Q10 Do you currently measure outcomes for research purposes (e.g., clinical trials, registries or other research projects)?
Yes (1) 
No (2) 

Skip To: Q11 If Do you currently measure outcomes for research purposes (e.g., clinical trials, registries or other... = Yes
Skip To: Q13 If Do you currently measure outcomes for research purposes (e.g., clinical trials, registries or oth... = No
Skip To: Q12 If Do you currently measure outcomes for research purposes (e.g., clinical trials, registries or oth... = Yes

Q11 Which outcomes are currently being measured for research purposes? Please provide a list with all outcomes addressed.
________________________________________________________________


Q12 In which context related to research purposes are outcomes currently being used? Please check all that apply.
  Registry (1) 
  Quality improvement project (2) 
  Clinical trial (3) 
  Cohort study (4) 
  Other? Please specify (5) __________________________________________________


Q13 Which outcomes/aspects do you deem most important to consider in the clinical practice of patients/caregivers?
________________________________________________________________


Q14 If you could select outcomes to be used for clinical decision making (i.e., decision-making regarding treatment and/or follow-up care), which outcomes would you use?
________________________________________________________________

End of Block: Survey on outcomes


