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	General welcome

	· The researcher is introduced to the respondent.
· The researcher sets individuals at ease by welcoming them, asking about the journey, etc.

	Introduction to study and informed consent

	· The researcher fully explains the study to the participant, including the purpose of the interview, the types of questions that will be asked, and the time required to complete the interview.
· Completion of informed consent

	Self-complete booklet (Appendix 1)

	Collection of the following information in paper format:
· Socio-demographic details (age, gender, education, ethnicity)
· Health insurance
· Health details (chronic health conditions and/or disability)
· Satisfaction with life (on a scale of 0-10)
· EQ-5D-5L and EQ VAS

	EQ Health and Well-being interview

	· Cognitive de-briefing to examine the meaning of a sub-sample of E-QALY candidate items and the response levels

	Self-perceived burden interview 

	Introduction to the study:
“We want to learn more about a patient’s health, related quality of life, and wellbeing, as they relate to healthcare and social care. To that end, we would like to know your opinion about the impact of a patient's health problems on the lives of families and caregivers in your community.”
General Questions:
· In general, do you think your health condition interferes with your family/caregivers' daily activities?
· Do you feel that your health condition causes stress/distress and emotional issues for your family/ caregivers?
· Does your health condition impact your family/caregivers' financial situation? 
· Do you think patients make decisions about seeking medical attention based on their financial situation? 
· How do you feel this issue (financial situation) influences healthcare related decisions of the people you know?
· If we were to ask you in a questionnaire about the impact that your health problems have on your family and caregivers' lives, what questions would get to the issues that concern you the most?
Introduction to candidate items:
Now, let's have a look at this set of questions. We'll start with question number 1.
Examples of cognitive probe questions asked during cognitive debriefing on the set of candidate SPB items (presented to the participant in a paper form)1
[Ask questions on meaning, if relevant – terms that are underlined are those that should be explored.]
Comprehension:
· Item: What do you think of that question? Would you be able to read it easily? Are any words particularly difficult to understand? 
· Concept: What comes to mind when hearing the word [insert word "burden", "bother", or "stress" underlined in item to be explored]? 
· Additional probe: Could you compare and contrast bother, burden, and stress in your own words?
Information Retrieval: 
· What would you think about when trying to answer the question? 
· Is a 7 day recall period appropriate? 
Judgment: 
· What does [insert word: bother, burden or stress] mean to you? 
· Are there any potential problems with wording, item ambiguity, and potentially uncomfortable items causing you distress or that could cause social desirability issues (to you or others).
Response: 
· Would you be able to answer questions using these response choices? (frequency and severity scale shown) Would the item be easy or difficult to answer? [Point to the response scales used previously]
· Do the examples we've given for burden (e.g. physical, emotional, financial) make it easier to give an answer? Which proposed item is preferred?

	What else would you suggest?

	End of the interview, general thank you, and goodbye



Supplement 2. COREQ (COnsolidated criteria for REporting Qualitative research) Checklist
	No.  Item 

	Guide questions/description
	Reported on Page #

	Domain 1: Research team and reﬂexivity 
	
	

	Personal Characteristics 
	
	

	1. Inter viewer/facilitator
	Which author/s conducted the interview or focus group? 
	Yes, Page 3 / paragraph  1 (Line 52, 53 )

	2. Credentials
	What were the researcher's credentials? e.g., PhD, MD 
	Yes, title page
MK: MPharm, MSc 
LS: PhD 
RT: PhD
BM: PhD
TL: PharmD, PhD 
CEGR: PharmD 
ALM: PhD
ASP: PhD 

	3. Occupation
	What was their occupation at the time of the study? 
	Yes, Page 3 / paragraph 1 (Line 53,54)
MK: research resident
LS: professor
RT: outcomes researcher
BM: associate professor
TL: professor
CEGR: research resident 
ALM: research assistant
ASP: professor

	4. Gender
	Was the researcher male or female? 
	Yes, Page  3 / paragraph  1 (Line 52)
MK: female
LS: female
RT: female
BM: male
TL: male
CEGR: female 
ALM: female
ASP: male

	5. Experience and training
	What experience or training did the researcher have? 
	Yes, Page 3 / paragraph  1 (Line 53)
LS is a professor and holds a graduate course on qualitative research.
ALM & MK attended the course in qualitative research
CERG watched lectures on qualitative research from Yale University online
LS, RT, BM, TL, ALM, ASP had previous experienced researchers in qualitative studies and have collectively published numerous qualitative research articles.

	Relationship with participants 
	
	

	6. Relationship established
	Was a relationship established prior to study commencement? 
	Not reported on page. Yes, the relationship was established only for the purposes of this research.	

	7. Participant knowledge of the interviewer 
	What did the participants know about the researcher? e.g., personal goals, reasons for doing the research 
	Not reported. All participants knew that the interview was for research purposes. Participants were briefed on the purpose of the study and understood it. Ethical committee had granted, participants reviewed the participant information documentation prior to giving their written informed consent.

	8. Interviewer characteristics
	What characteristics were reported about the interviewer/facilitator? e.g., Bias, assumptions, reasons and interests in the research topic 
	The characteristics of each author have been reported in the section titled ‘Authors’ Information’.

	
Domain 2: study design 
	
	


	Theoretical framework 
	
	


	9. Methodological orientation and Theory 
	What methodological orientation was stated to underpin the study? e.g., grounded theory, discourse analysis, ethnography, phenomenology, content analysis 
	Yes, Page 3 / paragraph 3 (Line 74)

	Participant selection 
	
	


	10. Sampling
	How were participants selected? e.g., purposive, convenience, consecutive, snowball 
	Yes, Page 2 / paragraph  3 (Line 48 )

	11. Method of approach
	How were participants approached? e.g., face-to-face, telephone, mail, email 
	Yes, Page 2 / paragraph 3  (Line 50, 51)

	12. Sample size
	How many participants were in the study? 
	Yes, Table 1. And Page 4/paragraph 2 (Line 89)

	13. Non-participation
	How many people refused to participate or dropped out? Reasons? 
	Yes, Page  4 / paragraph 2 (Line 89, 90, 91 )



	Setting
	
	


	14. Setting of data collection
	Where was the data collected? e.g., home, clinic, workplace 
	Yes, Page  3 / paragraph 1 (Line 54) Meeting room at the College of Pharmacy, University of Illinois Chicago.

	15. Presence of non-participants
	Was anyone else present besides the participants and researchers? 
	No, not reported.


	16. Description of sample
	What are the important characteristics of the sample? e.g., demographic data, date 
	Yes, Table 1.


	Data collection 
	
	


	17. Interview guide
	Were questions, prompts, guides provided by the authors? Was it pilot tested? 
	Yes, Page  3 / paragraph 2 (Line 57, 78). Interview guide is in Supplement 

	18. Repeat interviews
	Were repeat inter views carried out? If yes, how many? 
	No repeat interviews were carried out.

	19. Audio/visual recording
	Did the research use audio or visual recording to collect the data? 
	Yes, Page  3 / paragraph 2 (Line 70)

	20. Field notes
	Were ﬁeld notes made during and/or after the interview or focus group?
	Yes, Page 3 / paragraph  2 (Line 69, 70)

	21. Duration
	What was the duration of the inter views or focus group? 
	Yes, Page  4 / paragraph 2 (Line 89)

	22. Data saturation
	Was data saturation discussed? 
	Yes, Page 4 / paragraph 1 (Line 82, 83 )

	23. Transcripts returned
	Were transcripts returned to participants for comment and/or correction? 
	No
 

	Domain 3: analysis and ﬁndings 
	
	

	Data analysis 
	

	

	24. Number of data coders
	How many data coders coded the data? 
	Two (MK, CER), reported on Page  3 / paragraph 3 (Line 72 )

	25. Description of the coding tree
	Did authors provide a description of the coding tree? 
	Yes, Figure 2.

	26. Derivation of themes
	Were themes identiﬁed in advance or derived from the data? 

	Themes were derived advance and from the data. 


	27. Software
	What software, if applicable, was used to manage the data? 
	Nvivo 1.6.1, Excel, Page 3 / paragraph  3 (Line 72, 73)

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

	Reporting 
	

	

	29. Quotations presented
	Were participant quotations presented to illustrate the themes/ﬁndings? Was each quotation identiﬁed? e.g., participant number 

	Yes in Table 2, Table 3.

	30. Data and ﬁndings consistent
	Was there consistency between the data presented and the ﬁndings? 
	Yes, there was consistency between the data presented and the findings. Page 4-7

	31. Clarity of major themes
	Were major themes clearly presented in the ﬁndings? 
	Yes, major themes was clearly presented in the findings. Page 4-7

	32. Clarity of minor themes
	Is there a description of diverse cases or discussion of minor themes?      
	No, there was no descriptions of the diverse cases. Minor themes are described in Table 2.



