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Table A1: Results of the PubMed Review into PROM Development and Intersectionality
	Acronym
	Full Name
	Year/Reference

	Measures Developed with a Consideration of Intersectionality

	LGBT-POC
	The LGBT People of Color Microaggressions Scale
	2011 [1]

	GRMSAAW
	Gendered Racial Microaggressions Scale for Asian American Women
	2018 [2]

	GRSAM
	Gendered Racism Scales for Asian American Men
	2018 [3]

	SMASI
	Sexual Minority Adolescent Stress Inventory
	2018 [4]

	ESWS
	Experiences of Sex Work Stigma
	2021[5]

	MIDAS
	[bookmark: _Hlk198122400]Multidimensional Inventory of Deaf Acculturative Stress
	2022 [6]

	N/A
	Intersectional Stigma Scale
	2023 [7]

	G-SISI
	Gay-Specific Intraminority Stigma Inventory
	2023 [8]

	N/A
	Gender-Diversity and Autism Questionnaire
	2023 [9]

	RIASS
	Reproductive Injustice Across Systems Scale
	2024 [10]

	N/A
	Long Covid Survey (no official name provided)
	2024 [11]

	Retrospective Intersectional Interpretation of a PROM

	[bookmark: _Hlk193891223]EDE-Q
	Eating Disorder Examination-Questionnaire
	2022 [12] / 2024 [13]

	PHQ-8
	8-item patient health questionnaire
	2023 [14]

	EES-R
	Emotional Eating Scale-Revised
	2024 [13]

	PMQ
	5-item Parental Monitoring Questionnaire
	2025 [15]

	Tools to Measure Intersectionality to be Used Alongside Other PROMs

	BMES
	Black Men's Experiences Scale
	2016 [16]

	[bookmark: _Hlk193902389]IDI
	Intersectional Discrimination Index
	2019 [17]

	N/A
	Marginalized Identity Score
	2020 [18]

	SAFE
	Socially Ascribed intersectional identities For Equity
	2024 [19]

	N/A
	Jeopardy Index
	2025 [20]

	Literature review conducted on intersectionality and PROM development in August 2024 which retrieved 614 results and was supplemented by forward and backward searches as well as grey literature searches. Further targeted literature searches were conducted throughout the study until May 2025.














Appendix B
Table B1: Consolidated Criteria for Reporting Qualitative Studies (COREQ): An Adapted 32-item Checklist [21]
	
Item
	
Guide questions/descriptions
	Additional Details
	Page number where discussed in publication

	Research team and reflexivity

	1. Interviewer 
	Which author/s conducted the interviews?
	Tilly Stott
	pp. 6, 8-9

	2. Credentials
	What were the researcher’s credentials?
	Master of Public Health (MPH)
	p. 6

	3. Occupation
	What was their occupation at the time of the study?
	Research Associate (Clinical Outcome Assessment (COA) specialist)
	p. 6

	4. Gender
	Was the researcher male or female?
	Female
	p. 6

	5. Experience and training
	What experience or training did the researcher have?
	The interviewer had undergone qualitative interviewing training and had 5 years of experience working with COAs (mainly PROMs)
	p. 6 

	6. Relationship established with participants
	Was a relationship established with participants prior to study commencement?
	No relationship was established prior to study commencement between the interviewer and interviewees. 
	N/A

	7. Participant knowledge of the interviewer
	What did the participants know about the researcher? e.g. personal goals, reasons for doing the research
	As part of the informed consent process, all potential participants were emailed a detailed participant information form which outlined the study background, objectives, and what would be expected from the participants.
	p. 8

	8. Interviewer characteristics
	What characteristics were reported about the interviewer? e.g. bias, assumptions, reasons and interests in the research topic
	The relevance and importance of the topic were detailed in the participant information form to provide background to the researchers’ interest in the topic. 
	N/A

	Study Design

	9. Methodological orientation and Theory
	What methodological orientation was stated to underpin the study? 
	This study and its design drew on key tenets of grounded theory (GT). GT emphasises a data-driven research process [22] which was critical since there is very little research on the role of intersectionality in PROM development. Basing the findings on PROM researchers’ direct experience and viewpoints was therefore essential [23-25]. A particular influence was Charmaz’s constructivist GT stance [26]. We believed that data analysis is a construction based on our interpretation of what interviewees share which is aligned with Charmaz’s thoughts on the relationship between one’s positionality and role as a researcher [24]
	p. 6

	10. Sampling
	How were participants selected? 
	Potential participants were identified in the literature because explore a specific topic in-depth and to target participants with specific experiences. 
To supplement our recruitment, we asked potential participants to recommend fellow researchers who they thought fitted well with our inclusion criteria. This was because there is limited research related to intersectional PROM development and so tapping into the networks of researchers who had responded to our initial email was an opportunity to identify thought leaders [27].
	pp. 6-8

	11. Method of approach
	How were participants approached? 
	Participants were contacted by email since they were based worldwide, and the majority had a public webpage and/or publications with email contact details.
	p. 8

	12. Sample size
	How many participants were in the study?
	8
	p. 10

	13. Non-participation
	How many people refused to participate or dropped out? Reasons?
	24 potential participants were contacted who did not partake in the study. Some did not provide a reason but reasons for refusals were primarily related to the narrow data collection window (Jan-March 2025). However, several researchers also implied that the socio-political situation in the USA meant that they were reluctant to partake. 
	p. 8

	14. Setting of data collection
	Where was the data collected? 
	Data was collected via a Microsoft Teams video-call. The interviewer conducted the calls at home, and the interviewees were either at home or in their place of work.
	p. 8

	15. Presence of non-participants
	Was anyone else present besides the participants and researchers?
	No
	N/A

	16. Description of sample
	What are the important characteristics of the sample? 
	Participants (n=8) worked on PROMs used in a variety of contexts including clinical trials, hospital services, government programs, and clinical practice. They were based in the USA, UK, Canada, Brazil, and Australia/France. Three participants were recruited who had explicitly engaged with intersectionality in published PROM research literature and 5 who had not.
To protect participants’ anonymity, a high-level overview of interviewees’ background is presented in Table 2.
	p. 10

	17. Interview guide
	Were questions, prompts, guides provided by the authors? Was it pilot tested?
	A topic guide was used by the interviewer to provide a rough outline to the semi-structured interviews and was updated iteratively as more interviews were conducted and new ideas generated. The preliminary topic guide was pilot-tested with two external PROM experts who were not involved in the study. The final topic guides (one per group) are available in appendix C and D. 
	pp. 8

	18. Repeat interviews
	Were repeat interviews carried out? If yes, how many?
	No
	N/A

	19. Audio/visual recording
	Did the research use audio or visual recording to collect the data?
	The audio, video, and transcripts of the interview were recorded using Microsoft Teams. 
	p. 8-9

	20. Field notes
	Were field notes made during and/or after the interview?
	Field notes were made after each interview to support the contextualisation of transcripts during analysis. 
Regular journalling was also practiced before and after interviews as part of the reflexive process to help “bracket” the interviewer’s experience and emotive reactions [28]. 
	N/A

	21. Duration
	What was the duration of the interviews?
	Interviews ranged between 53 minutes and 1 hour 9 minutes
	p. 8

	22. Data saturation
	Was data saturation discussed?
	Saturation was not used as a concept to define the sample size as we would have been unlikely to attain saturation within the three-month recruitment and data collection timeframe. Furthermore, there is considerable controversy about what can be meaningfully understood when researchers claim to ‘reach saturation’ [29-30]. As such, the intention was to collect data of adequate depth and breadth to provide meaningful answers to the research questions [30].
	N/A

	23. Transcripts returned
	Were transcripts returned to participants for comment and/or correction?
	All participants were provided with the opportunity to comment on and make changes to the transcripts.
	N/A

	Analysis and findings

	24. Number of data coders
	How many data coders coded the data?
	2
	p. 9

	25. Description of the coding tree
	Did authors provide a description of the coding tree?
	Yes
	p. 9

	26. Derivation of themes
	Were themes identified in advance or derived from the data?
	Themes were not identified in advance, they were derived bottom-up (inductively) from the data. Although umbrella themes (facilitators and barriers) were pre-defined based on our research question.
	p. 9

	27. Software
	What software, if applicable, was used to manage the data?
	Nvivo14 [32]
	p. 9

	28. Participant checking
	Did participants provide feedback on the findings?
	No
	N/A

	29. Quotations presented
	Were participant quotations presented to illustrate the themes / findings? Was each quotation identified? 
	Yes, see the Results, Table 3 and Table 4
	N/A

	30. Data and findings consistent
	Was there consistency between the data presented and the findings?
	Yes, see the Results section.
	N/A

	31. Clarity of major themes
	Were major themes clearly presented in the findings?
	Yes, see the Results section. 
	N/A

	32. Clarity of minor themes
	Is there a description of diverse cases or discussion of minor themes?
	To some degree. For example, only a couple of participants discussed being pragmatic as an effective angle of persuasion. The same applies to the McDonaldisation of PROs. However, for the sake of pertinence, clarity, and the word constraints of this publication not all codes and themes have been described in the results. However, it should be noted that the process of developing these codes and themes listed above informed the final results presented.
	N/A

























Appendix C:
Topic Guide A: Group A (for researchers who have engaged with intersectional thought)
This interview will be semi-structured, the order of the questions below may vary for each interview as well as the content if new themes are raised by participants. Equally, not all questions listed below will be asked and will be adapted to participant content as informed by Charmaz [24]. 
Rapport – e.g. where are they based, what’s the weather like etc.? 
Introduction: Thank you for volunteering to take part in this study. Today I will be asking you questions about your experience of developing PROM(s), with a focus on what makes PROMs fit-for-purpose and how this may or may not relate to intersectionality. There are no correct answers, the main objective is to explore your experience and hear about your perspective on PROM development. If you wish to stop the interview and/or withdraw from the study you may do so at any point. 
Consent: Before we get started, I just want to confirm that as stated on the consent form that you still agree to me recording this interview and that you understand that what you will say will be used and may be quoted in the study? 
[If they opted in for not being anonymous] I would also like to confirm that as you opted in on the consent form that you are still happy not to be anonymous?
Misc.: I also wanted to say that I will be referring to the topic guide for today as we go through the interview, so if you see me looking at my other screen I am just checking back at my guide. I will also be taking written notes if you notice me looking down. 
Do you have any questions before I start the interview?
Recording: I will now start the recording and we can get things underway. 



	Topic
	Sub-topic
	Questions
	Probing

	








Introduction
	Professional and/or academic background
	1. Tell me a bit about your professional and/or academic background? 
	

	
	






PROM development experience
	2. How do you understand the term patient-reported outcome measure (PROM)?
	

	
	
	3. How did you first come to work on PROM development? 
	· What was your role in this development process?
· If you remember, tell me about what the first PROM that you developed measured and in what population it was for?

	
	
	4. What is the most recent PROM that you have developed and how were you involved in that process? 
	· What was this PROM measuring and who was it designed for?
· What was the sampling strategy for this PROM, were there any particular populations that you were trying to target?

	
	
	5. Could you tell me a bit about how you decide on what steps to follow when developing a PROM?
	· Experience, guidelines etc. 

	
	
	6. Do you think the way in which PROMs are developed has changed over time and if so please outline in what ways. This can either be from what you have seen in your own experiences or with what you see in the PROM literature?
	

	

Intersectionality
	Understanding of intersectionality
	7. In your paper XXX, you mentioned intersectionality in relation to XXX, explain to me how you understand the term intersectionality?[footnoteRef:1] [1:  Intersectionality offers the: “critical insight that race, class, gender, sexuality, ethnicity, nation, ability, and age operate not as unitary, mutually exclusive entities, but as reciprocally constructing phenomena that in turn shape complex social inequalities” [31]. In this sense, intersectionality serves as a framework for understanding how individuals experience inequity multidimensionally.	] 

	· How did you first come across ideas related to intersectionality?
· [If the participant asks what the definition is, provide them with Collins] I wanted to ask if, and if so how, you feel that this definition resonates with you or not? Is this understanding of intersectionality something that you feel is relevant for PROM development? 

	






















Barriers & Facilitators
	Experience of intersectional PROM development
	8. As we have discussed, in the development paper for the [PROM that the researcher developed], you discussed intersectionality. How did it come about that intersectionality was discussed in this paper? 
	· What did your team do to embed intersectional principles into the study design of your PROM development?
· How would you describe the team’s attitude to adopting a more intersectional approach and what do you think underpinned these views?

	
	Challenges
	9. Did the team encounter any challenges when developing the [PROM that the researcher developed] and if so what were they? 
10. Based on your experience of developing PROMs more generally, have you faced any other challenges when developing PROMs and if so what have they been?
	· What were the reasons why you and your team faced these challenges?
· How do you think that intersectional thought may have assisted with or hindered these other challenges?

	
	
Awareness of intersectional PROM development
	11. What other PROMs are you aware about that have implicitly or explicitly integrated intersectional thought into their study design? 
	· Have you noticed any patterns/similarities between these PROMs developed using an intersectional lens, e.g. population, what they are measuring etc.? 
· Have you come across references to intersectionality in the health outcomes literature and if so what has this been in relation to?

	
	

Fit-for-purpose
	12. Had you come across the term ‘fit-for-purpose’ before this interview, and if so please tell me when you did and what you understand this term to mean?
	

	[bookmark: _Hlk188698336]
	
	13. What do you think is lacking most in PROMs that are developed today? 
14. Are there any aspects of the PROM development process which could make PROMs more fit-for-purpose? 
	· How would you advice researchers to go about making their PROMs more fit-for-purpose. 
· Based on this understanding of fit-for-purpose, how do you perceive an understanding of intersectionality to be relevant (or not) to developing a PROM that is fit-for-purpose?

	
	


Benefits
	15. Do you believe that the [PROM that the researcher developed] is fit-for-purpose? If so, what makes it fit-for-purpose? 
	· How big of a role do you think that the research team’s intersectional lens played in supporting the generation of this evidence? 

	
	
	16. Would you have done anything differently to make the [PROM that the researcher developed] more fit-for-purpose and if so what?
	· What stopped the research team from being able to take these steps? 

	
	Research Team Diversity
	17. How would you describe the research team that worked on the development of the X PROM? 
18. How would you describe the types of research teams that you have worked with when developing PROMs in the past?
	· Were there any differences that you noticed between the research team that worked on the [intersectional PROM that the researcher developed] and previous PROMs?


	
	Summary
	19. Are there any other factors that influence the development of fit-for-purpose PROMs that you would like to share? 
	

	




Overcoming Barriers
	


How to overcome?
	20. Now that we have discussed some of the challenges involved in developing fit-for-purpose PROMs and intersectional approaches, how do you think these barriers could be overcome? 
	· Out of these challenges, is there one that stands out in particular and if so could you outline why you think that is?  
· What advice would you give to a fellow researcher that would like to develop a PROM using an intersectional lens? 

	
	Other changes
	21. Are there any other changes that you would like to see in the way in which PROMs are developed?
	

	






Closing Remarks
	
	22. Is there anything else related to PROM development and/or intersectionality that you would like to share with me – or that you think I ought to know about to better understand your experience as a PROM researcher?  
23. Is there anything in particular that you would like to ask me?
	

	
	Thank you very much for offering your time today for this interview. Your participation is much appreciated. If you chose to hear more from me about the findings or about reading the transcripts for redaction then I will be in touch in the next few months. If not, then thanks again and all the best! 



Stop the recording





Appendix D
Topic Guide B: Group B (for researchers who have not engaged with intersectional thought)
This interview will be semi-structured, the order of the questions below may vary for each interview as well as the content if new themes are raised by participants. Equally, not all questions listed below will be asked and will be adapted to participant content as informed by Charmaz [24].
Rapport – e.g. where are they based, what’s the weather like etc.? 
Introduction: Thank you for volunteering to take part in this study. Today I will be asking you questions about your experience of developing PROM(s), with a focus on what makes PROMs fit-for-purpose and how this may or may not relate to intersectionality. There are no correct answers, the main objective is to explore your experience and hear about your perspective on PROM development. If you wish to stop the interview and/or withdraw from the study you may do so at any point. 
Consent: Before we get started, I just want to confirm that as stated on the consent form that you still agree to me recording this interview and that you understand that what you will say will be used and may be quoted in the study? 
[If they opted in for not being anonymous] I would also like to confirm that as you opted in on the consent form that you are still happy not to be anonymous?
Misc.: I also wanted to say that I will be referring to the topic guide for today as we go through the interview, so if you see me looking at my other screen I am just checking back at my guide. I will also be taking written notes if you notice me looking down. 
Do you have any questions before I start the interview?
Recording: I will now start the recording and we can get things underway. 



	[bookmark: _Hlk187669709]Topic
	Sub-topic
	Questions
	Probing

	








Introduction
	Professional and/or academic background
	1. Can you tell me a bit about your professional and/or academic background? 
	

	
	







PROM development experience
	2. How do you understand the term patient-reported outcome measure (PROM)?
	

	
	
	3. How did you first come to work on PROM development? 
	· What was your role in this development process?
· If you remember, tell me about what the first PROM that you developed measured and in what population it was for?

	
	
	4. What is the most recent PROM that you have developed and how were you involved in that process?
	· What was this PROM measuring and who was it designed for?
· What was the sampling strategy for this PROM, were there any particular populations that you were trying to target? 

	
	
	5. Could you tell me a bit about how you decide on what steps to follow when developing a PROM?
	· Experience, guidelines etc. 

	
	
	6. In what ways, or not, do you think the way in which PROMs are developed has changed over time, either in your own experience or with what you see in the PROM literature?
	

	


Intersectionality










	Understanding of intersectionality
	7. Before this interview had you come across the term ‘intersectionality’ and if so 
how do you understand the term intersectionality?[footnoteRef:2] [2:  Intersectionality offers the: “critical insight that race, class, gender, sexuality, ethnicity, nation, ability, and age operate not as unitary, mutually exclusive entities, but as reciprocally constructing phenomena that in turn shape complex social inequalities” [31]. In this sense, intersectionality serves as a framework for understanding how individuals experience inequity multidimensionally.		] 

	· How did you first came across ideas related to intersectionality?
· [If the participant asks what the definition is, provide them with Collins] I wanted to ask if, and if so how, you feel that this definition resonates with you or not? Is this understanding of intersectionality something that you feel is relevant for PROM development? 

	
	Awareness of intersectional PROM development
	8. What other PROMs are you aware about that have implicitly or explicitly integrated intersectional thought into their study design? 
	· Have you noticed any patterns between the PROMs that have been developed using an intersectional lens, and if so please outline what these are? 
· Have you come across references to intersectionality in the health outcomes literature and if so what has this been in relation to?

	




Barriers & Facilitators
	Fit-for-purpose
	9. Had you come across the term ‘fit-for-purpose’ before this interview, and if so please tell me when you did and what you understand this term to mean? 

	· Based on this understanding of fit-for-purpose, how do you perceive an understanding of intersectionality to be relevant (or not) to developing a PROM that is fit-for-purpose?

	
	
	10. What do you think is lacking most in PROMs that are developed today? 
11. Are there any aspects of the PROM development process which could make PROMs more fit-for-purpose? 
	· How would you advice researchers to go about making their PROMs more fit-for-purpose?

	
	Challenges
	12. What are the common challenges that you have faced as a researcher when developing a PROM that is fit-for-purpose? 
13. Out of these challenges, is there one that stands out in particular and if so could you outline why you think that is?  
	· What were the reasons why you and your team faced these challenges?
· How do you think that adopting a more intersectional approach may assist or hinder these common challenges?

	
	Research Team Diversity
	14. Could you tell me a bit about the types of teams that you worked on when developing PROMs in the past, and the impact that the team had on how fit-for-purpose the PROM was that you developed. 
	

	
	Summary
	15. Are there any other factors that influence the development of fit-for-purpose PROMs that you would like to share? 
	

	




Overcoming Barriers
	How to overcome?
	16. Now that we have discussed some of the challenges involved in developing fit-for-purpose PROMs and intersectional approaches, how do you think that these barriers could be overcome? 
	

	
	Other changes
	17. Are there any other changes that you would like to see in the way in which PROMs are developed?
	· What advice would you give to a fellow researcher that would like to develop a PROM that is fit-for-purpose?

	
	Hypothetical Experience of intersectional PROM development
	18. If you were to develop another COA, would you consider trying to integrate an intersectional approach to PROM development and what would influence this decision? 
	· [If the researcher would try and integrate an intersectional approach] In what ways might you try and do this and why? 

	
Future
	Political Climate
	19. What role do you think that the recent political climate will have on the future of PROM development and research on fit-for-purpose PROMs? 
	

	


Closing Remarks
	
	20. Is there anything else related to PROM development and/or intersectionality that you would like to share with me – or that you were hoping that I’d ask you about?  
21. Is there anything in particular that you would like to ask me?
	

	
	Thank you very much for offering your time today for this interview. Your participation is much appreciated. If you chose to hear more from me about the findings or about reading the transcripts for redaction then I will be in touch in the next few months. If not, then thanks again and all the best! 



Stop the recording
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