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SUPPLEMENTARY APPENDIX I: COREQ CHECKLIST

The Consolidated Criteria for Reporting Qualitative Research (COREQ) 32-item checklist was completed to ensure transparency and rigour across all phases of the CARINA study. The checklist summarises the study’s reflexivity, design, data collection and analytic integrity (Table S1). 

Table S1. COREQ checklist.
	Domain 1: Research team and reflexivity

	Personal characteristics

	1.
	Interviewer/ facilitator
	Which author/s conducted the interview or focus group?
	Methods – data collection

	2.
	Credentials
	What were the researcher's credentials? E.g. PhD, MD
	Methods – data collection

	3.
	Occupation
	What was their occupation at the time of the study?
	Methods – data collection

	4.
	Gender
	Was the researcher male or female?
	Methods – data collection

	5.
	Experience and training
	What experience or training did the researcher have?
	Methods – data collection

	Relationship with participants

	6.
	Relationship established
	Was a relationship established prior to study commencement?
	Appendix II: Full methodological details

	7.
	Participant knowledge of the interviewer
	What did the participants know about the researcher? E.g. personal goals, reasons for doing the research
	Appendix II: Full methodological details

	8.
	Interviewer characteristics
	What characteristics were reported about the interviewer/facilitator? E.g. bias, assumptions, reasons and interests in the research topic
	Appendix II: Full methodological details

	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
	Methods – data analysis

	Participant selection

	10.
	Sampling
	How were participants selected? E.g. purposive, convenience, consecutive, snowball
	Methods – participants 

	11.
	Method of approach
	How were participants approached? E.g. face-to-face, telephone, mail, email
	Methods – participants 

	12.
	Sample size
	How many participants were in the study?
	Methods – participants 

	13.
	Non-participation
	How many people refused to participate or dropped out? Reasons?
	Methods – participants 

	Setting

	14.
	Setting of data collection
	Where were the data collected? E.g. home, clinic, workplace
	Methods – data collection

	15.
	Presence of non-participants
	Was anyone else present besides the participants and researchers?
	Methods – data collection

	16.
	Description of sample
	What are the important characteristics of the sample? E.g. demographic data, date
	Methods – participants 

	Data collection

	17.
	Interview guide
	Were questions, prompts, guides provided by the authors? Was it pilot tested?
	Methods – data collection

	18.
	Repeat interviews
	Were repeat interviews carried out? If yes, how many?
	Methods – data collection

	19.
	Audio/visual recording
	Did the research use audio or visual recording to collect the data?
	Methods – data collection

	20.
	Field notes
	Were field notes made during and/or after the interview or focus group?
	Methods – data collection

	21.
	Duration
	What was the duration of the interviews or focus group?
	Methods – data collection

	22.
	Data saturation
	Was data saturation discussed?
	Methods – data analysis

	23.
	Transcripts returned
	Were transcripts returned to participants for comment and/or correction?
	Methods – data collection

	Domain 3: Analysis and findings

	Data analysis

	24.
	Number of data coders
	How many data coders coded the data?
	Methods – data analysis

	25.
	Description of the coding tree
	Did authors provide a description of the coding tree?
	Methods – data analysis

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

	27.
	Software
	What software, if applicable, was used to manage the data?
	Methods – data analysis

	28.
	Participant checking
	Did participants provide feedback on the findings?
	Methods – data analysis

	Reporting

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

	30.
	Data and findings consistent
	Was there consistency between the data presented and the findings?
	Results

	31.
	Clarity of major themes
	Were major themes clearly presented in the findings?
	Results

	32.
	Clarity of minor themes
	Is there a description of diverse cases or discussion of minor themes?
	Results





SUPPLEMENTARY APPENDIX II: FULL METHODOLOGICAL DETAILS

Development of the interview guide

The interview guide was designed to capture experiences of people living with COPD across care settings and stages of disease management. It was developed collaboratively by academic and industry researchers and pilot-tested with patients to ensure clarity, cultural relevance and sensitivity.

Table S2. Predefined themes in the interview guide.
	Current care
	Health literacy
	Future care

	Day-to-day experience with COPD
	Information sources
	Expectations for better future care

	Journey to current care
	Interest in learning about COPD and health
	View on novel treatment prescribed by pulmonologist

	Expectations of treatment
	Level of health literacy
	View on self-management

	Satisfaction with current treatment and care
	Knowledge about new or other care options
	

	Relationship with healthcare professionals
	
	

	Experiences with acute exacerbation care
	
	



To support flexible, in-depth interviewing, each theme was operationalised using open-ended questions and prompts.



Table S3. Full topic guide with sample interview questions.
	Topics

Summary of the discussion topics that will be covered in the interview
	Example interview questions

Suggested questions including wording that was understood by patients in the test interviews. Moderators must always follow patient lead and, where possible, mirror language they hear from the patient.

	Verification questions

	
	· What is your year of birth?
· In which year were you diagnosed with COPD? [or approximation thereof]
· What text is on the medication box of your inhaler(s)? [brand name]
· Could you show me your inhaler(s)? [if video call is used]
· In the past year, have you been admitted to the hospital for your COPD, or did you experience a period in which your lung symptoms became worse than usual, requiring treatment with prednisone or antibiotics?


	Current normal care
(+/− 30 min)

	
· Day-to-day experience with COPD






































· Journey to current care







· Expectations of treatment






· Satisfaction with current treatment/care




























· Relationship with healthcare professional (HCP; e.g. general practitioner, pulmonologist, COPD nurse, etc)
	I am interested in understanding your perspective on life with COPD.
· In what way(s) does COPD affect your life, if at all?
· Does COPD limit or prevent you from doing things you would otherwise like to do?

How would you explain COPD to someone who had never heard of it? 
· How do people react when you tell them you have COPD? 
· What do you think other people think about COPD?
How would you describe the impact of COPD in terms of: 
· physical health – what symptoms do you experience? (e.g. cough, breathlessness)
· ability or motivation to do activities (e.g. hobbies, shopping) 
· work life (if applicable)
· mental health and emotions (e.g. mood, wellbeing)
· relationships with family or friends
How do you manage your COPD on a day-to-day basis?
· Treatment
· Contact with healthcare professionals 
· Help from family and friends
· Other support or services that help
· Are there things you do yourself to manage your COPD? Were these suggestions from your doctor or did you figure it out yourself?
Are there things in your day-to-day life that get in the way of your COPD management?
· Other health issues?
· Family responsibilities?
· Work?
· Hobbies or social activities?
· Cost concerns/worries? Do you partially pay (or have you previously) for your medication yourself?

Can you describe the journey of getting to your current treatment plan?
· How many other treatments have you had?
· Why did you switch to this current treatment?
· Did you understand why you were prescribed each of the treatments you took? 
· Did you make this decision together with the healthcare professional?

What were your expectations when your current COPD treatment was first explained to you?
· Did you have any worries or concerns about the treatment? 
· Were you fully informed about your treatment options?
· How well did you understand how your treatment would be working?

Is your current treatment living up to those expectations? 
· How important or necessary do you think your treatment is for you?
· Do you understand how you are supposed to take the treatments you are prescribed? [Treatment schedule; prompt understanding acute versus preventive treatments, inhaler use technique, medication adherence]

Besides your medicines, do you also use other treatments for your COPD? 
E.g. traditional/alternative medicine, smoking-cessation support, dietary advice, respiratory rehabilitation, breathing exercises, sputum/phlegm expelling/clearance training etc. 
· How did you find out about these treatments?
· Are there things that make it difficult to use or receive these treatments?
Do you currently smoke and what are/were your experiences with trying to quit smoking (if applicable)? 
· What is your doctor’s position and role in trying to quit smoking?
· Do you think the care you receive for your COPD is influenced by your smoking behaviour?

Are you happy with the treatment/care you are currently receiving?
· Could you please explain WHY you are happy/unhappy with your treatment?
· Did your initial thoughts or concerns about the treatment change over time?
· Are there any practical barriers (e.g. financial reasons) getting in the way of your treatment?

If using traditional/alternative medicine:
· What is your view on this? Do you use it in combination with Western/pharmacological medication, or do you prefer one over the other?

Do you use any other lifestyle changes? Can you elaborate on this, and could you explain what the effect of these changes are?

Which member of your COPD healthcare team do you have the most contact with?
· How often do you have contact with that person? (Do you have regular check-ups?)
· Is there someone else who helps you manage your COPD and treatments? Have you had referrals to other doctors?
· Who initiated your current treatment?

How is your relationship with that member of your COPD team? [the before mentioned primary point of contact]
· What is your opinion on the quality of care you receive from your doctor?
· How, if at all, could your doctor provide you with better care?
· How comfortable do you feel having open and honest conversations with your doctor? 
· Are there any things you would not feel comfortable asking them? 

In managing your COPD, what roles/responsibilities do you think you should have? And what should the role of the doctor be?
· Does this differ from your current situation?

[If the participant indicated earlier they were in contact with multiple HCPs, please try to get these insights for the different HCPs]
Can you tell me about your experiences with doctors/hospital appointments for your COPD? E.g. maybe tell me some of the positive stories and anything that did not go so well or caused you problems.
· How long do you have to wait before you can get an appointment with your doctor or can be referred to another doctor? Do you go to annual reviews?
· How do you feel about the actions that were taken after the appointments? Did these actions solve the problems you had?
· Do you get what you want when you call your doctor?
· Did the doctor give you a care plan after the appointment?
· How did your health change after the doctor/hospital visit? (better/worse/same?)
· Are there financial reasons for not consulting your doctor?
· How do you get to the appointment? (travel, rural vs urban)


	Care during exacerbations
(+/− 15 min)

	· Experiences with acute exacerbation care (flare-ups)
	Can you describe a time when your COPD symptoms were worse than usual? What happened?
What do you call an event like that? <flare-up term>
How much do your symptoms affect you when that happens?
· Daily life/activities
· Mental health and emotions
What do you do to try and make yourself feel better?
How do you know when symptoms of your COPD require action? What has helped you to make this judgement?
Who do you reach out to when that happens? (Doctor, hospital, rescue pack)
· If they don’t mention a healthcare professional, consider asking why not
When your symptoms worsened, did you receive any additional treatment? (Medication, hospitalisation, rehabilitation afterwards?)
How did you feel about that treatment/course of action?
What, if anything, happened because of this experience?
· Follow-up by doctor?
· Altered treatment plan?
· Actions taken by you?

Rescue packs (emergency medication)
· Access
· Availability
· What/when do you initiate?


	Health literacy
(+/− 10 min)

	
· Interest in learning about COPD and health




· Information sources




· Level of health literacy











· Knowledge about new/other care options
	
How active are you in looking up information about COPD, and/or treatments that are available for COPD?

What information do you look for? 
· What are the reasons for looking for information on treatment or COPD management? 
· How often do you look for this type of information?

Where do/would you look for information about COPD? (e.g. internet, health websites, doctor, social media, newspapers, magazines, relatives/friends/peers)

Have the places you go for information changed over time?

How understandable did you find the information you found? 
· Does this differ per source?

Have you ever received conflicting advice from different sources?

How do you judge the quality or trustworthiness of the information? 

How do you act on the information you find? 
· Can you share an example of what happened because of your actions?
· What was the impact on your COPD?

Does knowing more about COPD make you feel more confident in your ability to manage it?

Have you ever asked your doctor about a specific COPD medication you heard about (from TV, the internet, magazines...)? 
· What medication(s) have you asked about and what did you hear about them that encouraged you to speak with your physician about them? 


	Future care
(+/− 5 min)

	· Better future care

· View on novel treatment, prescribed by pulmonologist























· View on self-management




· Participation in Research
	What would an improvement in your treatment and/or your COPD care ideally look like?

Let’s imagine a new treatment has become available that can only be prescribed by your doctor/a lung doctor or in a hospital to prevent <flare-ups term> and improve respiratory symptoms. You would have to take this new medication in addition to using your current inhaled medication.

What do you think? What would be your reasons to try this new medication or not?
· If you think you would try it, are there things that might worry you or make you have doubts about trying a new medication?

Now imagine this new medication needs to be injected, like injecting with an insulin pen for diabetes: 

If the injections could only be performed by a doctor and you would have to make regular hospital appointments, how would that affect your opinion on taking such a medication?
· If you would still try it, are there things that would worry you or give you doubts?

[Only if the participant currently smokes]
If you would be asked to stop smoking to receive a new type of medication, how would you feel about this? What support would you need?

If the doctor could teach you how to do the injections yourself at home, how would that affect your opinion on taking such a medication?
· If you would still try it, are there things that would worry you or give you doubts?

Have you ever participated in clinical research related to your COPD?
· How has this influenced your knowledge about/perception of your COPD?

	Reflection
	Is there anything else you would like to share related to your experiences with COPD healthcare that hasn’t yet been covered today?

[Thank the participant for their time]





Participant flow and recruitment process

Figure S1 presents the full participant flow for this study, including the number of individuals who registered their interest, provided informed consent, were screened for eligibility, met the inclusion criteria and were ultimately interviewed. Participants were unfamiliar with the research team prior to participation.

Figure S1 Participant flow. Participant flow showing the number of individuals who registered their interest (signed up), provided informed consent (consented), were screened for eligibility (completed screening), met the inclusion criteria (preliminary and confirmed eligible) and were ultimately interviewed (interviewed).
[image: ]

Qualitative data analysis and coding process

Qualitative data were analysed using thematic analysis. Figure S2 provides an overview of the coding tree developed during analysis, illustrating how codes were organised and refined.

Figure S2 Coding tree. Coding tree illustrating main themes and sub-themes.
[image: ]

Figure S3 presents the complete coding structure used in the thematic analysis. The hierarchy begins with overarching analytic domains (day-to-day experience, chronic care, care during exacerbations, health literacy, future treatments), which branch into multiple sub-themes. Sub-themes are linked to illustrative codes derived inductively from the interview transcripts.


Figure S3 Full coding tree. Hierarchical coding tree illustrating all domains and sub-themes. Numbers between brackets display the amount of excerpts connected to a sub-theme.
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Mapping themes to the patient journey

To contextualise patient experiences across stages of care, coded excerpts were analysed alongside a schematic COPD care pathway. Figure S4 visualises how themes from the coding tree (Figure S3) were mapped to the stage(s) of the patient journey where participants described related experiences. This approach enabled identification of unmet needs and barriers at specific journey points.

Figure S4 COPD care pathway. Analytic framework mapping coded data to the COPD care pathway.




Screening and supporting materials

The screening questionnaire used to assess eligibility and collect baseline participant characteristics prior to interview is provided below.


Screening questionnaire

The purpose of the screening questionnaire is to confirm clinical eligibility, demographics and treatment background. 

Version 3.0 24 January 2024

The following topics will be addressed in the screening questionnaire. Specific wording of the questions (and response options) will have to be defined for each country individually.

1. Demographics
1.1. What is your biological sex? (Male/female)
1.2. How old are you?
1.3. What is your height? (Country-specific measurement unit)
1.4. What is your weight? (Country-specific measurement unit)
1.5. What is the highest degree or level of school you have completed? (Low, medium, high [country-specific definitions translated to ISCED])

2. Medical data
2.1. Has a doctor ever told you that you have COPD, emphysema or chronic bronchitis? (Yes/no)
2.1.1. 2.1.1. Who is monitoring your lung condition? (GP/pulmonologist/other) If ‘other’, go to question 2.1.1.1.
2.1.1.1. Please specify:
2.2. Has a doctor ever told you that you have asthma? If ‘no’, go to question 2.3, if ‘yes’:
2.2.1. How old were you when your asthma was confirmed by a doctor? (Age)
2.2.2. Do you currently have asthma? (Yes/no)
2.3. Do you have any other lung disease? (Yes/no) If ‘no’ go to question 2.4, if ‘yes’:
2.3.1. Please specify which other lung disease:
2.4. At the moment, are you participating in another study for which you are testing medications? (Yes/no)

3. Medication
In the last 12 months,
3.1. How many periods have you had in which your lung symptoms became worse than usual requiring treatment with a course of predniso(lo)ne or antibiotics? (Number)
3.2. How many times did you attend an emergency department of a hospital for lung symptoms?
3.3. How many times have you been admitted to hospital for lung symptoms?
In the last 3 months,
3.4. Did you use inhalers for maintenance treatment? (Yes/no) If ‘no’, go to question 3.7. If ‘yes’:
3.4.1. Which inhaler did you use for maintenance treatment?
3.4.2. How often do you use this inhaler? (1 puff once a day/2 puffs once a day/
1 puff twice a day/2 puffs twice a day/More than 4 puffs a day)
3.4.3. What is the dose per puff?
3.4.4. Have you used another inhaler for maintenance treatment? (Yes/no) If ‘no’, go to question 3.7. If ‘yes’:
3.4.4.1. Which inhaler did you use for maintenance treatment?
3.4.4.2. How often do you use this inhaler?
3.4.4.3. What is the dose per puff?
3.4.4.4. Have you used another inhaler for maintenance treatment? (Yes/no) If ‘no’, go to question 3.7. If ‘yes’:
3.4.4.4.1. Which inhaler did you use for maintenance treatment?
3.4.4.4.2. How often do you use this inhaler?
3.4.4.4.3. What is the dose per puff?
3.5. Have you used other maintenance medication for your lungs? (Yes/no) If ‘yes’:
3.5.1. Which medication? (Text)
3.6. Do you currently have health insurance? (country dependent) If ‘no’, go to question 4; if ‘yes’:
3.6.1. Are the costs for your respiratory medication reimbursed? (Yes/no/I don’t know/other) If ‘other’, go to question:3.7.1.1.
3.6.1.1. Please specify:
3.6.2. Are costs for consulting a doctor reimbursed? (All/GP only/no/I don’t know/other) If ‘other’, go to question: 3.7.2.1.
3.6.2.1. Please specify:

4. Smoking
4.1. Have you ever smoked for as long as a year? (Yes/no) If ‘no’, end of questionnaire. If ‘yes’:
4.1.1. How old were you when you started smoking daily?
4.1.2. Do you smoke now, as of 1 month ago? (Yes/no) If ‘no’, go to question 4.1.2.2. If ‘yes’:
4.1.2.1. On average, how many cigarettes/cigars do you smoke per day?
4.1.2.2. Have you stopped or cut down smoking? (Yes/no) If ‘no’, end of questionnaire. If ‘yes’:
4.1.2.2.1. How old were you when you stopped or cut down smoking?
4.1.2.2.2. On average of the entire time you smoked, before you stopped or cut down, how many cigarettes/cigars did you smoke per day?

5. Clinical COPD Questionnaire


Informed consent form framework

The informed consent materials provided to participants prior to enrolment are included below. These materials outlined the study aims, procedures, voluntary nature of participation, confidentiality safeguards and data handling practices. Written informed consent was obtained from all participants before any study procedures were initiated.


Study information and consent form for adults 
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	Study information and consent form for adults

	
	Study Code
	D9180R00003

	
	Version
	2.0

	
	Date
	25 January 2024

	
	
	

	

	Study information and consent form for adults

	

	Title page

	

	Protocol ID: <insert details>
Country: <insert details>





STUDY INFORMATION AND INFORMED CONSENT FORM

There are [4] parts to this document:
Part I:	the “Study Information” essential to your decision to take part in the clinical study
Part II:	the “Future Research Information”, which explains the possibility to contribute to future research, subject to an optional consent
Part III:	your “Consent Form”, which summarises what you may agree to
Part IV:	supplementary information in the “Additional information for patients” section, including a glossary.

PART I: STUDY INFORMATION

D9180R00003
CARINA: Barriers in clinical COPD care study

An international qualitative study to understand current and future barriers in clinical care in people with chronic obstructive pulmonary disease (COPD) 


PART I: STUDY INFORMATION

Dear Madam/Sir,

You are invited to take part in this research study because you have COPD, and you might be the right fit to join the CARINA study. The reason for the study is to better understand how patients with COPD experience healthcare. If you would like to take part, you will need to sign an informed consent form. You sign this form to show that you are happy to take part in the study. Before you decide whether you want to participate in this study, we want you to understand what taking part in the study involves. If you would like to have a call with one of the researchers to talk you through this document, please contact GPRI (see contact details in part 4: “Additional information for patients”).

This study (including the collection, storage and use of your data as well as this document) has been checked by a group of people from your country that want to make sure that the rights, safety and wellbeing of patients that take part are protected. This group is known as an independent Ethics Committee.

1. What is this study about?
We are doing this study to better understand how people with COPD experience healthcare. We want to know which parts of their care they are happy with and whether there are things that prevent them from getting better COPD care. Additionally, we want to study how people feel about how COPD healthcare might look like in the future.

We are working with a research company called ‘General Practitioners Research Institute’ (GPRI) in the Netherlands, whom is being paid by AstraZeneca to carry out the research and will therefore process your personal information. AstraZeneca is responsible for your personal information. Any results from research described in this letter is owned by AstraZeneca. 

The research study is planned to go on until August 2024 and include around 60 patients with COPD from 5 countries.

2. Do I have to take part?
You can decide yourself whether you would like to take part in this research study or not. 

Please take as much time as you need to make a decision about whether or not you would like to take part in this study. It may be helpful to talk with your friends and family as you make this decision.

You can decide to stop answering questions and take back your agreement to take part at any time (see section 8 part I of this letter for more details), but we would appreciate it if you can let GPRI know in that case (for contact details, see part 4: “Additional information for patients”). You do not have to explain why you want to stop, but it would be helpful for us to know.

If you decide not to take part in the study or stop taking part at any point, it will not have a negative effect on your medical care.  

3. What will happen if I join the study?
Because this is an observational study, we will not ask you to make any changes to your daily life. You are not given any medicines or other treatments as part of this study. You will continue to come for your normal doctor’s appointments and to take your normal medicines as advised by your doctor.

When you decide to take part in the study, it will take approximately 1.5 hours. 

Screening questionnaire to assess eligibility
We first want to know if you are the right fit to join the study. Therefore, we will ask you to answer some questions in an online platform. Some questions will be about your conditions and the medicines you use. There will also be some questions about personal traits, for example, about your age, your weight or smoking behaviour. If you would like, the pharmacist or GPRI researcher can help you with filling in the online screening questionnaire. This will take around 10 to 30 minutes.

When your answers in the screening questionnaire show that you are the right fit for this study, we would like to contact your doctor(s) about your diagnosis and the medicines you take before we will ask you to start with other study activities. 

GPRI will contact you to inform you whether you are the right fit to continue or not.

GPRI would like to store your contact details and the answers from the screening questionnaire so that in the future they can contact you if you are the right fit for future studies. You will always be given the choice whether or not you want to join these studies. Agreeing that you can be contacted for new studies in the future is optional. You can still take part in CARINA study if you do not want to be contacted for future studies. This is explained in more detail in part II. 

The interview
When you are the right fit, you will be in contact with the interviewer twice, once to make an appointment and once for the interview. We will reach out to you via phone and/or email to make an appointment for a date and time when you are free. The interview will take place online via a Zoom video-call, or when you prefer this, a phone call. You will receive an invitation with a link that you can click to join the call via a web browser. It will not be necessary to come to the research location. The interview will last approximately 60 minutes and can be split into two parts if that would be too tiring for you. The interview will be recorded. The recording will be used to create a report of the interview without your name or any other information that can lead back to your identity. After the report has been made, the recording will be deleted.

During the interview we will ask questions about your COPD care. We will ask you what kind of care you receive, but also about which parts of your care you are satisfied with and which parts you may struggle with.

We will ask questions about the following topics: 
· your current COPD healthcare and treatment
· your COPD healthcare and treatment during periods where your symptoms are worse
· how you find information about COPD 
· your view on novel COPD treatments

4. What are the risks of joining the study?
There are no risks when you take part in this study. Taking part will take time (approximately 1.5 hours).

5. What are the possible benefits of taking part?
Taking part in this study will not directly benefit your condition. But taking part in the study may help other patients in the future because the study will result in more knowledge about the treatment of COPD. The results can help pharmaceutical companies and healthcare providers to understand which parts of COPD care could be improved so that patients can get to the best care for them.

6. What is my information needed for? 
a. What information is collected?
In this study GPRI will have to collect and store different sorts of information:
· information about your identity (name, email address and telephone number, in order to contact you to plan the interview)
· information that is collected during the screening questionnaire
· information about your condition and medical history (this is either information from your doctor(s), or information that was already in your medical records)
· information that is collected during the interview.

b. What is my information needed for?
Your information is needed for AstraZeneca to: 
· better understand the studied diseases and associated health problems
· learn from previous studies to plan new studies or improve scientific analysis methods
· publish research results in scientific journals or use them for educational purposes.

[UK and Netherlands only]
The legal basis for the use of your information for the above purpose is based on AstraZeneca’s legitimate interest of conducting research studies and public interest (Further details can be found at the end of this document in part 4: “Additional information for patients”).

c. Who can access my information?
GPRI will be able to see your name and contact details to be able to invite you for the interview when you are the right fit to join. Non-medical personnel working for AstraZeneca, as well as Health authorities and Ethics Committees [edit on country level] [where required add: can also be given access to this information, but only to check that the study is carried out in the correct way, following legal and quality requirements. They must treat your information confidentially.

GPRI will share your information with AstraZeneca but only after it has been coded (which means that your name has been replaced by a code. For more information about coding, see details at the end of this document in part 4: “Additional information for patients”).

AstraZeneca can share your coded information with its Research partners and Service providers for the purposes of a drug development programme.

Your coded information can be shared so that others can check whether the study was performed in the right way. In order to ensure proper conduct and accurate results of the study, AstraZeneca will share your coded information with authorities and possibly with Ethics Committees [edit on country level]. It may also be shared with scientific journals, so the study results can be reviewed by independent scientists and to ensure the accuracy of results.

In none of these cases, your identity will be revealed.

Some of the above-mentioned persons who get your information to check whether the study was performed in the right way, may be located outside your country. If this other country does not have equivalent personal data protection standards than your country, appropriate Safeguards (such as contracts and technical Security measures) will be adopted to protect and maintain the confidentiality of your information as further described at the end of the document in part 4: “Additional information for patients”.

d. How long will my coded information be kept?
The information from this study will be stored for 25 years at GPRI after the end of the study. AstraZeneca is the owner of the data. This is needed  to comply with GPRI’s and AstraZeneca’s legal obligations. You can find out more about how AstraZeneca group of companies keeps personal information at www.astrazenecapersonaldataretention.com. Your information will then be deleted or anonymised. For more details about anonymising, see part 1 section 6f: “What does anonymised data mean?”. 

[UK and Netherlands only]
For internal document retention policy, you may go to www.astrazenecapersonaldataretention.com.

e. What are my rights under data protection law?
You have the right to review which parts of your information are collected and being used; you can also ask for a copy of this information, ask for restriction of use of this information, or ask to have incorrect information rectified. 

You may also ask GPRI to receive a copy of the information you have provided for the future research in a standardised electric format or to have the copy transmitted to another person of your choice.

To ensure the scientific integrity of the study, you will not be able to review some of the information or receive a copy of it until the study ends.

If you want to make use of these restricted rights, please contact GPRI (see contact details in part 4: “Additional information for patients”). Contact details of the Data Protection Officer (DPO) are provided in part 4: “Additional information for patients”. If there are issues related to the use of your information, you have the right to file a complaint. You may contact the Data Protection Officer of GPRI (see contact details in part 4: “Additional information for patients”) or the Sponsor Data Protection Officer at privacy@astrazeneca.com or c/o the Chief Privacy Officer, AstraZeneca, Academy House, 136 Hills Road, Cambridge CB2 8PA, England. If you are not happy with the answers you get, you can complain to <Name of local supervisory authority>.

f. What does anonymised data mean?
Anonymised data means that we remove all elements that could be linked to your identity from your information (such as your patient code or your date of birth). Your information will only be shared after it has been anonymised.

Health authorities as well as pharmaceutical companies believe that access to clinical studies’ data advances clinical science and medical knowledge and is in the best interest of patients and public health, provided that patient privacy is protected. Therefore, AstraZeneca may generate and share internally or with other researchers an anonymised set of your information collected in the study (e.g. on www.clinicalstudydatarequest.com). This means your coded information will be stripped of your patient code as well as of any other information that could reasonably be used to identify you, such as your date of birth. 

7. What are the costs of taking part?
Taking part in this study will not cost you anything. You will receive [amount in the local currency corresponding to €60 (or $100 in the US according fair market value)] for participation in this study.

8. What will happen if I want to quit the study? 
Taking part in the study is voluntary, which means you can stop taking part at any time. If you want to stop taking part, you should tell GPRI (contact details see part 4: “Additional information for patients”). 

If you stop taking part in the study, GPRI will stop the collection of your information. The information that they have already collected will be kept and used. This is done to make sure that the study results are valid and to comply with regulatory requirements, as allowed by law. 

GPRI will continue to use your information that was already collected as you originally agreed to, unless you would like your information not to be used after you quit the study. If you do not want your information to be used after you quit the study, you must inform GPRI. In that case, your coded information that was already collected will be stored as required by clinical rules.

9. When does the study stop?
The study stops:
· after the interview was completed
· when you decide you want to stop taking part in the study
· when AstraZeneca, health authorities, the ethics or regulatory agencies decide that the study must be stopped.

10. Who can answer questions I may have?
Remember, there are no stupid questions! Feel free to ask at ANY TIME! It is your right to have all information before you decide to take part in this study and in future studies. You can contact GPRI at any time via the contact details in part 4: “Additional information for patients”. If you have a complaint, you can discuss this with your pharmacist or with GPRI. Would you rather speak to someone else, reach out to the responsible researcher, Professor Dr. JWH Kocks (for contact details part 4: “Additional information for patients”).

11. How can I find out more after the study?
Information about the results of this study will be posted on http://astrazenecaclinicaltrials.com. These websites do not contain any information about you.

PART II: FUTURE STUDIES
In addition to taking part in the study, we would like to know if you agree that your coded information is used in future research projects (only after these projects have been approved by ethical committees). In your coded information, we have replaced your name by a code, it can thus not directly be linked to you.

You are free to agree to the use of your coded information for future research or not. If you decide not to do so, you may still take part in the study.

1. What is future research?
Future research is important to continue the disease knowledge progress and the development of new and better treatments. It is not possible to already know what kind of projects we will need in the future. The future projects may have different goals and use your information in a different way than was described in part I. 

Your coded information can only be used for scientific research about health and diseases. 

This includes finding new ways to detect, treat, prevent or cure health problems, or to develop new technologies and approaches that will assist with this activity, including developing machine learning and artificial intelligence technologies.

The coded information can also be used together with information from other places that are not clinical research studies, e.g. from public research databases. However, they will not be combined with other information in a way that could identify you. Your coded information can also be anonymized for some of the future scientific research. 

2. Can my coded information be shared?
AstraZeneca can share your coded information with other researchers. This is described at the end of this document in part 4: “Additional information for patients”. This could be researchers from universities, research hospitals and companies. 

The personal information that is collected in the study (see part I section 6a) can also be shared with service providers or third parties including IT providers for the purposes of developing new technologies, system development and technical support.

Some of the above-mentioned organisations that could receive your coded information may be located outside your country. The data protection laws in those countries may not be as strict as the laws in your country. Nevertheless, security measures will be taken to make sure that your information is protected. This is described at the end of the document in part 4: “Additional information for patients”.

3. How will my privacy be protected?
Your coded information will be protected, as specified in part 4: “Additional information for patients”. It will only be used for scientific research on health and disease. Your information will not be used to affect your care or any other decision affecting your life such as insurance rates or employment opportunities.
In future studies, you have the same rights as the ones described in the section “What are your rights under data protection law?” of part I of this document.

4. What if I do not want to take part in future research?
Taking part in future research is voluntary. You can say you no longer want your information to be used for future research at any time. You do not have to give a reason why and this will not have a negative effect on your medical care. If you no longer agree with taking part in future research, please inform GPRI.

You can still take part in the study even if you choose that your information cannot be used for future research.

If you do not agree to future research, your coded information will not be used for future research. Your coded information (either copied from the research study database or newly generated) will also be destroyed unless this information is already included in analyses or used in scientific publications or if the coded information has been anonymised and we therefore do not know which information is yours. 

5. Results from future research
We may have to study coded information from many people over many years before we can know if the results of future research are meaningful. 

Therefore, you should not expect to receive individual results from future research projects. We will not give any such data to your doctor and we will not put them in your medical record as they are not individual valid results.

You are free to agree to the use of your coded information for FUTURE RESEARCH. If you agree, you can indicate this in the CONSENT FORM.




PART III: CONSENT FORM

D9180R00003
CARINA: Barriers in clinical COPD care study

An international qualitative study to understand current and future barriers in clinical care in people with Chronic obstructive pulmonary disease (COPD) 

	I confirm that:
· I have had the opportunity to discuss the CARINA study with the GPRI researcher in case anything was unclear to me and all my questions were answered
· I have had enough time to consider taking part in the study
· I have read and understood all the above information related to the study
· I understand that I will receive a copy of this document once I have signed it
· I understand that my decision to take part in this study is entirely voluntary. If I decide not to take part in the study or to stop taking part during the study, this will not affect my standard medical care.

I consent to take part in the study. I understand that my participation also entails:
· My name and contact details being collected during the study as described to me, and accessed and reviewed by listed authorised people
· My coded information being used by AstraZeneca and GPRI or by people or companies acting on behalf of or working with AstraZeneca
· My coded information being used by persons or organisations located in countries that do not have data protection rules equivalent to those of my country. I understand that GPRI uses and takes all possible measures to protect my privacy
· My coded information being used for scientific publications
· Giving permission to the researcher to request information at my doctor/specialist/pharmacist
· Giving permission to being contacted by the researcher for the interview and for the recording of this interview.

I further understand that I can make a choice about the topics listed below and that by ticking “Yes” I do give consent and that by ticking “No” I do not give consent:

	The use of my coded information as required for future research, as described in part 2: “Future Studies”.
	
Yes           No

	I agree that my contact information and the information from the study are stored and used to contact me in the future for voluntary participation in new studies.
	
Yes           No



I agree to participate in the study.
	
	

	
	




	
	Study participant

	FULL NAME (capital letters)
	

	Email address
	

	Phone number
	

	DATE
(dd-mm-yyyy)
	

	SIGNATURE
	




	
	Signature of responsible GPRI researcher

	FULL NAME (capital letters)
	

	DATE
(dd-mm-yyyy)
	

	SIGNATURE
	




When signed and dated, we will give you a copy of this form.


PART IV: ADDITIONAL INFORMATION FOR PATIENTS

1. Contact details of GPRI
You can reach the researchers in the following manner:

 @       Email: carina@gpri.nl
[image: ]  
This telephone number can be called without additional costs, for the duration of the study. After the study has ended, you can call the general phone number of GPRI: (when calling from abroad additional costs might apply, you can also reach GPRI by email).

[image: ]CARINA – research 
General Practitioners Research Institute (GPRI)
Professor Enno Dirk Wiersmastraat 5, 9713 GH Groningen, The Netherlands

Data Protection Officer GPRI:

Questions or complaints?
If you have questions or complaints about the study or the processing of your personal data, you can discuss those with the coordinating researcher. If you would rather speak to someone else, you can contact the responsible principal investigator, Prof. Dr. Kocks, for questions, via:
When you have complaints, you can contact:


2. Glossary

	Your coded information/data
	All your data collected at the study site with your name and contact details have been replaced by a code. This is done by the study doctor who keeps the link between your name/
contact details and the code to ensure your safety and confidentiality.

Coded information cannot identify you unless your study doctor provides your name or contact details, where allowed by applicable law. 

[UK and Netherlands only]
Coded data is just another term for “pseudonymised data”, which is used in the GDPR and UK Data Privacy law, which was preferred to render the document more readable 

	Sponsor details
	Sponsor: AstraZeneca AB, s-151 85 Södertälje, Sweden 

For this study, your coded data will be managed by GPRI, an international company headquartered in Netherlands. 
 
The sponsor has the overall responsibility for a clinical study. 

	Health authorities
	Authorities who supervise the study, who approve the commercialisation of the drug or who receive the adverse events reporting, whether in your country or in other countries.

	
Research partners
	Any organisation that collaborates with the sponsor within the drug development programme or for future research.

	Service providers
	Any organisation bound to the sponsor by a contract that may conduct activities on behalf of the sponsor under its strict instructions. This may include other researchers including so-called ‘contracted research organisations’ (CROs) and IT companies hosting clinical data or providing IT services.

	Safeguards
	Appropriate safeguards will be implemented to protect coded data during and after the study and may include:
· Access to the coded data will be limited to specific individuals subject to confidentiality obligations (including the obligation to not attempt to re-identify individuals/decode the clinical data).
· The coded data will be protected with security measures to avoid data alteration, loss and unauthorised accesses and further de-identification techniques may be applied.
· A data protection impact assessment (DPIA) will apply to identify and mitigate privacy risks, if any, associated with each scientific research study.
· When required by applicable law, scientific research is subject to the approval of Ethics Committees.
· The coded data will not be shared for direct marketing purposes or other purposes that are not legal duties or are not considered scientific research according to the applicable data protection legislation. In particular, it will not be used to make decisions about future services available to you, such as insurance.

	Security measures: How is my data protected in other countries?
	In addition to having your data coded, your data are also protected by high standard technical security means such as strong access control and encryption. 

[For Portugal, UK, Netherlands]
They are also protected legally by the following means:

Within the European Economic Area (EEA), the data privacy laws and regulations are the same as in your country.

Outside the EEA, those countries are recognised by the European Commission as providing an equivalent level of data protection: Andorra, Argentina, Canada, Faroe Islands, Guernsey, Israel, Isle of Man, Jersey and New Zealand.

Within the Sponsor group, your coded data are protected by Binding Corporate Rules (BCR). You can find more information about the Sponsor’s BCRs at www.astrazenecabindingcorporaterules.com.

In all other cases, your coded data are protected by contractual arrangements, Codes of Conduct or certifications that set the rules for personal information protection to those available in European countries (this could for instance be the case if the Sponsor stores all its data with a US hosting company) or other alternatives set forth in the law.

You may obtain further information as well as a copy of these measures by asking your study doctor.

	Restricted rights
	Please note that the rights provided by the GDPR and UK Privacy Law to get data discarded (i.e. the right to be forgotten) as well as to get data transmitted in a standard electronic format (i.e. right of portability) do not apply to such studies.

	DPO (Data Protection Officer) details
	If you wish to contact the DPO of the sponsor, please be aware that your name is not known there. You would need to link your identity to your study participant number, which may compromise the coding of your data.

Sponsor DPO: AstraZeneca has assigned a data protection officer responsible for overseeing AstraZeneca’s compliance with EU and UK data protection law, which you may contact at privacy@astrazeneca.com, or at: Global Data Protection Officer, 1 Francis Crick Avenue Cambridge Biomedical Campus CB2 0AA Cambridge, UK.

	Scientific research
	Scientific research includes technological development and demonstration, fundamental research, applied research and privately funded research as well as studies conducted in the public interest in the area of public health. This means that we may use the data to advance our understanding of how to make new medicines, medical devices, diagnostic products, tools and/or other therapies, to treat diseases. We may also use this data to improve the design and execution of future clinical studies, services and treatments, for outcome research activities and to aid in pricing and reimbursement activities.

	Deposit in scientific databases
	To do more powerful research, it is helpful for researchers to share data by placing data into one or more scientific databases. Researchers can then study the data combined from several research projects and learn even more about health and disease.

If you agree to take part in future research, some of your coded data might be placed into one or more scientific database.

Researchers with an approved scientific research project may be able to see and use your coded data, along with that from many other people. 

Your name and other information that could directly identify you (such as address or social security number) will never be placed into such a scientific database. Researchers will always have a duty to protect your privacy and to keep your information confidential.

	Binding corporate rules
	Internal rules of multinational groups which set the minimum rules for data protection to those available in European countries. You can find more information about AstraZeneca’s BCRs at: http://www.astrazenecabindingcorporaterules.com/.

	EEA (European
Economic Area)
	All European Union Member States as well as Norway, Liechtenstein and Iceland.

	Legal basis
	You will participate in the study only if you consent to it. If you do so, data related to your health must be collected and processed to evaluate the disease/condition subject to this research study, in accordance with the Sponsor’s legitimate interest to conduct such research studies and public interest. The use of your coded data for future research will only be possible if you provide optional consent for it.





SUPPLEMENTARY APPENDIX III: RESULTS

Sociodemographic and clinical characteristics

Table S4. Sociodemographic and clinical characteristics of study participants (N=60).
	
	
	N=60

	Country
	China
The Netherlands
US
UK
Australia
	25 (41.67%)
17 (28.33%)
12 (20.00%)
5 (8.33%)
1 (1.67%)

	Age (years)
	50–59
60–69
70–79
80+
	6 (10.00%)
15 (25.00%)
33 (55.00%)
6 (10.00%)

	Gender
	Male
Female 
	40 (66.67%)
20 (33.33%)

	BMI
	<18.5
18.5–24.9
25.0–29.9
30.0–34.9
35.0–39.9
	2 (3.33%)
30 (50.00%)
18 (30.00%)
8 (13.33%)
2 (3.33%)

	Therapy
	Dual
Triple
	18 (30.00%)
42 (70.00%)

	Smoking status
	Never
Former
Current
Unknown 
	3 (5.00%)
43 (71.67%)
13 (21.67%)
1 (1.67%)

	Hospital admissions in past 12 months
	0
1 or 2
3 or 4
	39 (65.00%)
20 (33.33%)
1 (1.67%)

	Course of prednisolone or antibiotics in past 12 months without hospital admissions or emergency department visits
	0
1 or 2
3 or 4
>4
	3 (5.00%)
39 (65.00%)
15 (25.00%)
3 (5.00%)

	Emergency department visits in past 12 months
	0
1 or 2
3 or 4
	30 (50.00%)
27 (45.00%)
3 (5.00%)

	Clinical COPD Questionnaire score
	Mean
	2.50 (±0.85)

	Main COPD healthcare provider
	General practitioner
Pulmonologist
	31 (51.67%)
29 (48.33%)

	Previous asthma diagnosis
	Yes
No
	2 (3.33%)
58 (96.67%)

	Other respiratory diseases
	Yes
No
	8 (13.33%)
52 (86.67%)

	Education level
	Low
Medium
High
	7 (11.67%)
25 (41.67%)
28 (46.67%)

	Insurance status
	Yes
No
Unknown
	54 (90.00%)
5 (8.33%)
1 (1.67%)





Theme 1: Daily burden and activity impairment

A continuous daily burden and activity limitation (theme 1)

	No.
	Quote
	Participant number, country, sex, age in years

	1
	“Respondent: I just know that when I first got this condition, I could climb four flights of stairs without stopping. Now I have to rest halfway up. [um] [um] [um] That’s actually why I chose to live where I do now – it’s only on the second floor, which is more manageable. But even then, if I’m carrying groceries up to the second floor, I need to stop and catch my breath halfway.”
	C8, China, male, 75

	2
	“Respondent: Basically, you have to, you know, do everything in slow motion, and then it’s fairly manageable [chuckles], but sometimes it’s almost like slow motion within slow motion. If you walk 10 meters, it can take you almost 10 minutes or so. Yes, that really weighs on you mentally. Like, well, before, you’d walk 10 meters without even thinking about it. And now it’s like: okay, 10 meters, how am I going to do that?”
	N17, Netherlands, female, 65

	3
	“It greatly limits my stamina. So, I’m fatigued all the time, you know, like, when I wake up in the morning, I have a given amount of energy for the day… and it can dwindle pretty quickly; so it does affect my stamina. So, it affects my mobility, my ability to exercise, my ability to be independent and shop for myself and bathe and all that kind of stuff. So it affects all those areas.” 
	U7, US, female, 55

	4
	“I get tired more quickly than others, which is also a limitation. So I have to plan my life very carefully. And if I have a really busy day one day, then I just have to make sure I rest the next day.” 
	N16, Netherlands, female, 74

	5
	“Interviewer: [mhm] And [um] you said just you can’t—one thing is that you can’t do some of the things you used to be able to do. [um] What sorts of things are those?
Respondent: Well, I can’t shovel snow [um] it’s very difficult for me to walk up a flight of stairs. I can’t walk any great distance without becoming short of breath. [um] I just can’t do a lot of the physical—I used to take good care of myself and do a lot of physical things like I used to walk with my friends, and we would walk several miles, but I can’t do that anymore. [um] It’s just harder to, to do everything. You know, it’s harder to get dressed, it’s hard to put the sheets on the bed. [um] So I—I have to rest more often. I can do one sheet and then I have a rest, and then I put another sheet and have another rest.
Interviewer: [mhm] [um] So [um] some of these things that you’ve mentioned, well, going to walk with friends for sure, that sounds like something that you like to do. Putting the sheets on the bed, you know, nobody likes that. [chuckles] [um] Any other things that you, you know, like to do that, that you’re unable to do?
Respondent: [um] I can’t think of anything off the top of my head. I—I still can cook. I still take care of myself. I live alone. [um] I still drive. I still fly, I still travel. So, I’m—I’m trying to optimize what I can do.”
	U11, US, female, 75



Cough and mucus as particularly disruptive symptoms (theme 1)

	No.
	Quote
	Participant number, country, sex, age in years

	6
	“If I don’t use something like this [device to help clear phlegm], it tends to build up in the bottom of my chest and I become very tight-chested.”
	A1, Australia, male, 68

	7
	“Well, the most common right now is coughing. Since my last hospitalization, I’ve also been struggling a lot with mucus buildup, which I actually never experienced before. And just getting out of breath very quickly. Just very quickly feeling limited in staying active for longer periods, so to speak.”
	N15, Netherlands, female, 51

	8
	“Respondent: I’ve been coughing since last year and my voice has gotten hoarse, [um] can’t get the phlegm out. This year I can cough up the phlegm, but my throat gets terribly itchy, right here below the neck, [um] you know that itchy feeling in your throat? [um] When it gets itchy and I cough it out [sigh] then it feels better. [um] It improves after I cough up the phlegm, but at night [um] I still cough sometimes. [um] I start coughing as soon as I lie down.”
	C10, China, male, 69



A finite ‘energy budget’ shaping planning and participation (theme 1)

	No.
	Quote
	Participant number, country, sex, age in years

	9
	“Respondent: Phew, well, yes, I think it’s been quite severe in recent years. I’ve had COPD twice and twice had Corona, and I’ve become quite dependent. And that’s something I absolutely do not want. So yes, I still enjoy doing my gardening, but someone has to help in the house, I can’t do that myself. So I try to balance each time between what I can do and what I can’t. So I try to divide it up, but I used to do it all by myself. A quick trip to the shopping mall? Yes, forget about it, that’s not possible anymore. Going into town? Right, I haven’t done that in 8 years.”
	N7, Netherlands, female, 56

	10
	“It’s a struggle sometimes to motivate yourself, you know; anything that gets me significantly out of breath, I just don’t want to do anymore.” 
	A1, Australia, male, 68

	11
	“Respondent: Yes, well, that’s quite simple. Um, with COPD you get limited air, limited oxygen. So um, you are limited in your activities in daily life and on vacations and such. Um, climbing stairs, for example, that… that’s no longer possible. I can walk up one flight of stairs and then um, I’m totally exhausted. So um, if I were to move house, I would be forced to um live in an apartment with a lift or a ground floor apartment. Um. You travel not so far from home. Um. Always constantly makings sure to keep your medications, your um, supplies up to par. So yes. In other words, you are, you are on a tether.
Interviewer: Yes, yes and and. Um. Well, you um, mention the perhaps the choice of where you would live or for example the impact on, for example, um, vacations? Are there other activities you might have liked to do that you currently, for example, cannot do?
Respondent: Um, yes, I can no longer cycle.
Interviewer: Okay. Did you… and did you do that a lot in the past?
Respondent: Yes, I did that a lot, and um, I can no longer take long walks. Up to 10, 12 years ago, I used to walk 40 to 50 kilometres across [region] from village to village, and that’s, that’s just no longer possible. Um. I can’t walk uphill anymore, so it has quite a significant impact. ”
	N2, Netherlands, male, 67



Emotional, social and relational consequences (theme 1)

	No.
	Quote
	Participant number, country, sex, age in years

	12
	“Respondent: Emotionally [well], there’s definitely an impact, it comes and goes in waves. Like right now when my breathing feels good and clear [you know], I forget about all the bad stuff. But when I’m struggling to breathe and the coughing gets bad [you see], those thoughts come back, and I feel like there’s no hope left. That’s how it is. ”
	C6, China, male, 73

	13
	“At first, the stress was overwhelming, but it’s kind of dulled over time. Not like before when everything seemed pointless – living felt meaningless since it couldn’t be cured, and every day was just suffering because you can’t breathe. You know? With this disease, I can’t speak for other illnesses since I haven’t had them, but this one is pure torture. Not being able to breathe – there’s nothing worse than that.” 
	C12, China, male, 75

	14
	“For my wife, let’s say, she has quietly become a caregiver. Because I can do less and less and have to rely increasingly on her or on my surroundings—my friends, or my son-in-law—to ask for help.” 
	N14, Netherlands, male, 71

	15
	“Interviewer: Could you talk about how it affects your daily life and social interactions?
Respondent: I barely have any social life [you know]. Since it’s difficult to get around, I just don’t feel like going anywhere anymore.”
	C13, China, male, 68



Sleep disturbance and daily recovery (theme 1)

	No.
	Quote
	Participant number, country, sex, age in years

	16
	“Exhale wheeze… And try to sleep with that! So sleeping is a big issue too. You know, not just hearing that wheezing sound, you know, but like when you’re having a flare up, you automatically wake up. Like, when my oxygen drops out it wakes me up.” 
	U12, US, female, 55

	17
	“Interviewer: [um] So it’s affected your social life too.
Respondent: Yes, [um] I used to just watch chess games and exercise, [um] but even if they invite me, I don’t dare go – you end up bothering people, exactly, with the endless coughing, just coughing and coughing, [um] and the phlegm, especially in the morning when I go for walks.”
	C10, China, male, 69



Theme 2: Barriers to receiving optimal COPD care

Challenges in continuity, coordination and communication of care (theme 2)

	No.
	Quote
	Participant number, country, sex, age in years

	1
	“Interviewer: Okay. [um] And what made you—so you didn’t like the one before? Can you tell me a bit about that?
Respondent: [um] Well, I mainly saw him to go over the CT results of my lung scan… And he just really didn’t... we didn’t get along. [chuckles] I—I didn’t care for him. He… he just—I don’t think he really cared. He was—is more involved in looking at his computer screen and bringing in all kinds of information from my medical—past medical history into his note even though he didn’t really do much of an exam. I didn’t feel like he was going to be a good fit for me. 
Interviewer: Okay, and how long did you have him? 
Respondent: Just—I only saw him once. Decided I was never going back.”
	U11, US, female, 75

	2
	“Interviewer: Yeah. Okay, that’s good [um] because you do here. You know, I speak to… other people like yourselves, and, you know, some doctors are quite, you know, hesitant. 
Respondent: Yeah, I, I think I’ve had one like that. I went there, he was with [um] a locum, is it? A locum… Doctor. And I went to him and he wouldn’t give me any. He said no. He said, ‘I can’t hear nothing wrong with your chest.’ But I was struggling, bringing all the phlegm up. A couple days after that I seen my own doctor and he, he said, ‘oh, I don’t know what’s wrong with that bloke.’ And he gives me them. [laughs] Yeah.
Interviewer: Sometimes it’s just who you see, isn’t it? 
Respondent: Yeah. It is really, yeah.”
	G1, UK, male, 68

	3
	“Respondent: And one time, for example, I coughed up a lot of blood. And then initially I went to the GP with a picture I took, and they advised me to inform the pulmonologist about it. Yes. And I did that, and they didn’t respond. Well, I wasn’t happy about that. That happened another time when the pulmonologist didn’t respond to [um] my [um] call. And then I [um] lost my faith in him, and I also discussed with them why and so on and so forth. And then they [um] referred me or rather, helped me to quickly see another pulmonologist, which I appreciated.”
	N11, Netherlands, male, 72

	4
	“Then the pulmonologist also said that he would, uh, yes, have a kind of, uh, a treatment team with all sorts of different disciplines help to improve things, but I haven’t heard anything about it yet. About that, I called yesterday, a bit annoyed, saying, ‘hey, what’s going on? Yes. You said 4 weeks, and it’s been 7 or 8 by now.’ Yes. ‘Oh, must have forgotten.’ I think so. Do something about it, then. 
Interviewer: Okay, so that [um] that will [um] will still happen. 
Respondent: Yes.
Interviewer: No, okay. And [um] who, which healthcare provider [um]… because you told me the Trimbow was prescribed by the pulmonologist. 
Respondent: And the other two by the GP. 
Interviewer: Okay, okay. Got [um] got that. And since when have you been going to the pulmonologist… since when have you actually been in contact with the pulmonologist? Since when has that [um] been the case?
Respondent: Since last September, I had about six pneumonias in a row. And my GP was just vaguely messing around. Until there was a substitute GP. I said: ‘Listen, I’m fed up with this messing around, refer me to a pulmonologist.’ And he did. And it took 3–4 months before I could finally see him.”
	N8, Netherlands, female, 77

	5
	“Interviewer: Okay, right. And how long does it take before you are seen, and when you determine that you do want to be seen?
Respondent: If I wanted to be seen [chuckles] sometimes you write to your GP, you can go 3 months, so… I go to… you go to urgent care then you gotta sit there and wait, and wait, and wait and that, but… Or you just pick another doctor that you can get in to see, so… 
Interviewer: And when you say pick another doctor, like, how do you figure out who that’s gonna be, or—?
Respondent: Whatever—whoever they got on hand at the GP, so… 
Interviewer: Oh, so the GP has coverage with other doctors, and you can see them more quickly?
Respondent: Right. Yep. Well, some have an opening, and some don’t, so… 
Interviewer: Okay. So, if you do want to be seen, how quickly can you get in?
Respondent: Oh, 3 months.
Interviewer: [chuckles] That’s with your doctor?
Respondent: Yeah, yeah.
Interviewer: Okay, but if you want to be seen more urgently, like if you’re not feeling well and your symptoms are not good?
Respondent: And I want to see my GP? Oh that’s—that can be tough, but… Sometimes I go on MyChart, well, which I did this time, I… went on MyChart, and I had a closer date than what I had later in March So, I grabbed it. The 28th of this month, I’ll be seeing him.”
	U10, US, male, 70



Stigma, judgement and limited involvement in care (theme 2)

	No.
	Quote
	Participant number, country, sex, age in years

	6
	“The earlier ones were pretty much all: ‘this is what I'm going to give you’.” 
	A1, Australia, male, 68

	7
	“Interviewer: Do you understand the treatment plan?
Respondent: No.
Interviewer: Do you know why they’re treating you this way?
Respondent: [um] The doctor prescribed these medicines, so I have to take them. At [name hospital 1], I was admitted to [name hospital 6] for a week. [um] They also recommended continuing with these medicines, you can’t stop taking them, right?”
	C10, China, male, 69

	8
	“Interviewer: You would have confidence, okay. Have you ever asked doctors about certain medications for treating COPD?
Respondent: No, no, no, I’m too embarrassed to ask. Who, which doctor would ask me like you do? No one has asked me like this.”
	C2, China, male, 87

	9
	“My pulmonologist is a great guy, but he’s not good. I’ve seen another one before too, they are not good at explaining stuff. You know. At least mine isn’t. He’s just like, well, we’re going to try this. You let me know if it works. If it does, this is your new routine, you know. And I suppose I should ask questions but I’m just like, well, he knows his job and if it works for me, I’m just going to do it.” 
	U12, US, female, 55

	10
	“And later I told the GP, I still want it [1] [non-COPD-related physical concern] investigated because I feel something there. ‘Sure, that’s fine.’ And then the GP got a message back, and I got really angry about that. ‘What should we do with an 80-year-old woman who is on 100% oxygen?’ Period. In other words, why would they look into it anymore. You know? Phew.” 
	N9, Netherlands, female, 80


	
Lack of support and confidence in navigating care and managing symptoms 
(theme 2)

	No.
	Quote
	Participant number, country, sex, age in years

	11
	“Interviewer: Okay, so you haven’t.
Respondent: When I go to see the doctor, usually they give me no more than 3 minutes, it’s over in 2 minutes.”
	C2, China, male, 87

	12
	“Respondent: Well, the last time. I had actually made a double appointment. But yes, and then he says yes, listen, there is no, there’s no time for it so, and it was just for the coughing then, right? So yes, then you make a um, then you ask for double time and then he says yes no, it’s busy and um, off you go. Well, well yes, that um that, I must honestly say I don’t like that [chuckles]”
	N1, Netherlands, female, 85

	13
	“Interviewer: Yeah. So if you phoned up your practice and spoke to the receptionist and said, and you said, look, I just want to have a review. How would they react? 
Respondent: [uh] probably something like [uh] we can fit you in a year next February, do you know what I mean? [laughs] Yeah. It’s [um] unless your arm’s falling off, or you’re, you know, on death’s door, they’re not… they don’t seem to rush to get you an appointment. Like I said, it’s all this [uh] we, we’ll get a doctor to phone you back, and then will… they’ll phone then and say, right, what’s your problem? [um] And if they think that you need an appointment, then they’ll, they’ll make you an appointment. But [uh] I possibly, I probably could get to see somebody, but it’s just all the hassle of [laughs] you know… speaking to the receptionist, and then they ring you back, and then it’s like [sighs] I’ll just manage [laughs]”
	G2, UK, female, 57

	14
	“I think it’s a disgrace that I have to pay for it [medication spacer] myself, you know? Because I pay monthly fees for healthcare for two people. And such a shitty little thing I still have to pay separately.” 
	N2, Netherlands, male, 67

	15
	“Interviewer: Are there any practical barriers that keep you from getting treatment, like financial reasons or other factors?
Respondent: Can’t afford medical care, can’t see doctors – there’s really no way around it. With just this small pension to cover living expenses and everything else.
Interviewer: So financial factors – your current situation does impact your ability to get care, is that what you’re saying?
Respondent: Yes, exactly.”
	C16, China, male, 61

	16
	“It would be best for me to talk to the pulmonary nurse. […] It’s all a bit more understandable, it seems like she listens and just gets what I mean. And those doctors in the hospital themselves, right, my own pulmonologist; well, I see them once a year and, of course, everything is always just fine at that time. But when you’re in a hospital and you see different doctors all the time, and you basically have to tell the same story every day, and no one listens to you. I find that quite annoying. Why don’t they want to hear it?” 
	N5, Netherlands, female, 54





Theme 3: Barriers and experiences during and after exacerbations

Uncertainty about recognising exacerbations and downplaying symptom severity (theme 3)

	No.
	Quote
	Participant number, country, sex, age in years

	1
	“Well, that’s one of the hardest things for me to interpret, because they talk about lung attacks and I find it a difficult concept, because I don’t really know. Sometimes I get really bad colds, and then I get much more short of breath, of course, than someone else. And because I already don’t have much breath, yes, that will probably be a lung attack. But, if I’m not cold, don’t clearly notice: oh God, I’ve picked up an infection or a virus, then I don’t have that feeling of when they say: ‘If your symptoms get worse,’ then I think: well, I don’t know, they never get worse. […] I can, like anyone, catch a virus or a bacterial infection, and then I have a cold, or I get bronchitis, that’s what I can describe. But I find it very, actually impossible, to say: yes, what exactly is a lung attack then? I don’t know. Doesn’t it just start with a virus or bacteria? Yes, I find that very difficult.” 
	N16, Netherlands, female, 74

	2
	“When my chest starts to feel tight. When I start getting a sore throat. And when I begin to feel fatigued, and I start having trouble breathing.” 
	U3, US, female, 78

	3
	“Interviewer: Right, so for this kind of coughing or wheezing that’s worse than usual due to getting tired from work, what do you call this event? Do you have a term for it yourself?
Respondent: [Sigh] I can’t think of an appropriate word to describe it.”
	C3, China, male, 80

	4
	“Interviewer: [um] If you had to put into words how it feels during these flare-ups, how would you describe it?
Respondent: [um] [um] What’s the right word for when it gets worse? I’m really having trouble finding the right words.
Interviewer: Flare-up or worsening would work.”
	C8, China, male, 75

	5
	“Interviewer: Okay. And what do you call an event like that? [um] When that happens, what do you call that?
Respondent: I call… I don’t call it anything other than, you know… if it’s one of those events, it’s like, ‘Go get checked out.’ You know, concerning enough to… I call it concerning, okay? [chuckles]
Interviewer: [chuckles] Okay. Concerning, period.”
	U8, US, female, 76



Delay in treatment and delay in getting support from healthcare professionals (theme 3)

	No.
	Quote
	Participant number, country, sex, age in years

	6
	“I usually wait a couple of days just to see, and if it persists, if my symptoms persist, then I start and ring up.” 
	G3, UK, male, 79

	7
	“I’m not someone who often goes to the doctor. So the doctor usually says I come in too late. And I think; yes, well, maybe it’ll be better tomorrow.” 
	N3, Netherlands, female, 77

	8
	“Interviewer: So generally, when you experience those situations you mentioned, who do you usually turn to for help?
Respondent: I can only go to the nearest one, and then to someone I’m familiar with, like doctors such as Dr. [name Dr. Y]. I can only seek help from related personnel like that.
Interviewer: [Um] Are there any situations that are more urgent where you need to call an ambulance?
Respondent: No, even the night before last when it was so severe, my wife insisted on going to the hospital, but I didn’t go.”
	C3, China, male, 80

	9
	“Interviewer: Are you talking about when you were hospitalized in January?
Respondent: [Ah] Yes, yes.
Interviewer: So how did you end up going to the hospital?
Respondent: Eh, my wife saw I wasn’t well, she told me to go to the hospital, to go to the [name hospital D].
Interviewer: Did you go to the outpatient department or the emergency room at that time?
Respondent: [Uh] Was it emergency or outpatient [huh?] At the [name hospital D], was it emergency or outpatient?
Respondent’s wife: We went to the emergency room.”
	C2, China, male, 87

	10
	“Interviewer: So when it gets worse, you immediately call your daughter?
Respondent: [um][um] If it’s not too serious, why bother calling an ambulance? That would just be causing unnecessary trouble.
Interviewer: So you contact your daughter first, then go to the hospital?
Respondent: [um][um] Right, why make things complicated? I just go to whichever hospital works, or they can transfer money, make an appointment for me, and I’ll get there when I can.”
	C10, China, male, 69

	11
	“Interviewer: Okay. But you say you refused, but was that suggested?
Respondent: With the first pneumonia, a substitute GP wanted to admit me. I said: ‘Listen, whether I’m coughing there or at home. It stays exactly the same.’ I said: ‘The medication too, and my husband can take good care of me.’ So I just didn’t go, that’s it. I don’t do that. [chuckles] I don't need it.”
	N8, Netherlands, female, 77

	12
	“Interviewer: Got it. Got it. Okay. [um] [clears throat] And so, I mean if you had an exacerbation tomorrow, without Covid I guess… what—what would you do?
Respondent: Well, I would probably monitor it for a day and then decide whether I was going to take the drugs. And let my pulmonologist… and I would let my PCP know as well. Because I feel that they’re both involved in my care. [um] I—I would probably take the drugs.”
	U11, US, female, 75

	13
	“Interviewer: And I, and I am, I’m curious, because [um] who do you go to when that happens, do you go to the GP or [um].
Respondent: Well, to the GP. At least, that’s the plan, but that’s getting more difficult nowadays. Because you have to go through a whole bunch of nurses before you can see your GP these days.”
	N4, Netherlands, male, 74

	14
	“Interviewer: Right. Okay. And who [um] because if you have such a moment when things are worse for you, who do you… who do you contact then? [um] [um] The GP’s practice?
Respondent: The GP. The GP’s practice. Because if I [um] call the hospital, I first get an assistant and they… of course, also [um] have knowledge of it. But [um] you almost never get to talk to the pulmonologist. So that’s why, why I call the GP.”
	N11, Netherlands, male, 72



Independent management during severe episodes (including self-treatment and medication adjustment) (theme 3)

	No.
	Quote
	Participant number, country, sex, age in years

	15
	“But if it’s really a lot, all of a sudden and it’s during the weekend, then I’m like, well, I’m not going to wait, and I’m also not going to the emergency GP service. That’s not necessary, I already know what’s going on. Only prednisone [I start on myself]. I don’t add antibiotics yet at that point.” 
	N7, Netherlands, female, 56

	16
	“I can just use them. And the GP, I know it’s just based on my word to the GP. If I need it, I only take 1 per day for 2 days. And then I stop taking it again. And I only ever get a 7-day course, so I usually have about 3–5 of them at home.” 
	N6, Netherlands, female, 70

	17
	“At one point, I’m going to refuse. I’ll take the 40 mg, but instead of taking it for 3 or 4 days, I’ll take it for 1 or 2, and then, I’ll scale down to 30, 20, whatever. Because at the end of a week, I have to be off of it. Otherwise, I feel like somebody wired me into an electric outlet. I can’t sleep, and I’m maniacal, okay? I mean, you don’t even want to be near me. I just snap. It’s like some sort of an endocrine insanity. But physically I have a lot of trouble with it, and so I take this as little as I possibly can, to accomplish it.” 
	U2, US, female, 76

	18
	“Respondent: And now I just keep it in my fridge, and I’m like: if I feel like I’m getting the flu or [um] bronchitis, then [um] I won’t have to go to the GP because I can handle it myself [um] I can arrange it myself, and yes, I quite like that.
Interviewer: Yes. Oh, but it is. Usually you don’t have that [um]. Usually, you would first go to the GP or whoever, to get that antibiotic [um], so to speak.
Respondent: Yes, because... I’ve been living in [City 1] for a year. I had to move because of these earthquakes [unintelligible] in [City 2]. And my GP there, he [um]. I was always allowed to keep a stock of that [um] medication in the fridge, but I couldn’t arrange that with this GP.
Interviewer: Okay, but you did discuss that with the GP.
Respondent: I did ask, but he said... He didn’t think it was such a good idea.”
	N4, Netherlands, male, 74

	19
	“Interviewer: A chest infection, yeah. And… how would you think, oh gosh, you know, I think I might need to start this?
Respondent: There, there are symptoms as well. I mean, I’m coughing up [um] odd coloured stuff and things like that, you know. What’s usually is… the phlegm is the… the main indicator.”
	G3, UK, male, 79

	20
	“Interviewer: Okay. And then when you call them, what happens? Who do you call, and what happens?
Respondent: If it’s, like I said, if it’s something different, I call her. If it’s something like I did last week, I didn’t even bother to call her. I just called him and I said, [um] ‘A little tired, and I’m starting to bring up some blood in the sputum. I’ve had it a couple days in a row. It’s not a lot, and, [um] but, you know, I want to nip this in the bud for the… because the holidays.’ And then he, you know, he… he said to me, ‘Okay, we’ll put you on… on Augmentin.’”
	U2, US, female, 76



Lack of follow-up post exacerbation (theme 3)

	No.
	Quote
	Participant number, country, sex, age in years

	21
	“When you’re in the hospital, you’re lying in bed and, yes, you occasionally have to walk around. And that was fine at first, but at a certain point, it no longer worked. Then you’re lying in bed and you’re just sick, and that’s it, and yes, then you come home, and you’re really confronted with how you’re doing.” 
	N14, Netherlands, male, 71

	22
	“Interviewer: Yes. And may I ask you, [um] when does the moment come that you [um] contact the GP?
Respondent: [um] Yes, normally, if after 2 days of doubling Foster I notice it’s not improving, then I contact the GP. Yes. Or if I have a fever with it, then I’ll reach out earlier, of course.”
	N15, Netherlands, female, 51

	23
	“Interviewer: And, and you mentioned to me, because you’ve now also had a conversation with your GP about what to do if you feel bad again?
Respondent: Yes.
Interviewer: Just for clarity, what-what were the next steps again?
Respondent: Well, as soon as I’m short of breath and I feel that I [um] have mucus in my throat again. Or I, or I feel that I [um] am short of breath, or I get the flu, that I [um] have a fever, immediately call the GP and consult her. And that’s after 3 days. So don’t wait too long. If after 3 days [um] I have severe flu, or I’m short of breath, or I have a lung attack where I have little air, then I have to consult with the GP.”
	N13, Netherlands, male, 73



Theme 4: Barriers and opportunities for future add-on treatment options

Recognising a need for additional therapy and the value of meaningful benefit (theme 4)

	No.
	Quote
	Participant number, country, sex, age in years

	1
	“Interviewer: well, suppose the GP or pulmonologist were to present something, [um] a completely new medication, and it would, [um] would, would, [um] work very well for you. I wonder… if we suppose that such a medication existed, and you had to use it alongside the, [um] medication that you… or the inhalers you’re using now. [um] What are your thoughts? What would your reasons be to use or not use such an additional medication? Or would you have any doubts?
Respondent: Well, if they have proof that it works, I’d be willing to use it. But then they really need to provide proof, right, that people have gotten better, that things have improved for those people. Then I’d be quite willing, [um] to use those medications as well. Because it could very well be that at some point you won’t need to use one of the other medications anymore... because it’s something beneficial. That’s possible.” 
	N6, Netherlands, female, 70

	2
	“Interviewer: If there was a new medication we could add to your current treatment, would you be willing to try it?
Respondent: If it would help my condition, I’d be willing to give it a try.
Interviewer: [um] If you were to try it, would you have any worries or concerns?
Respondent: Not really, [um] I think [um] if it helps my condition, I’d try it, but if I don’t see any real improvement [um] or if there are any side effects, I’d stop taking it, [um]”
	C5, China, male, 75



Cautious mindset: safety, side effects and interactions with existing medicines (theme 4)

	#
	QUOTE
	PARTICIPANT NUMBER, COUNTRY, SEX, AGE

	3
	“Interviewer: Yeah, no, but that’s clear, clearly explained. And [um] I have... I’d first like to sketch out a sort of scenario, and then... I’ve got a few questions about it.
Respondent: Okay.
Interviewer: Because I’d like to present the following scenario to you: let’s imagine a new treatment becomes available that can only be prescribed by a pulmonologist in the hospital. To [um] still... and then I’d usually mention the lung attacks here, but in your case, as you described it... [um] well, for example, the period of [um] a lung infection, fever...... when that does occur, to clearly prevent those periods and to improve your symptoms. [um] And suppose you had to use such a new... new medication alongside your current inhalation medication. What do you think? What would be the reasons to try or not to try such a new medication?
Respondent: Well, the, the, the best reason to try it is [um] if it offers improvement in my symptoms. Yeah. It's that simple. Yeah.
Interviewer: And, [um] would you have any doubts before starting? [um]
Respondent: Well, it’s all about side effects for me. If it [um], if it would [um] significantly reduce my symptoms, but I’d end up feeling depressed... Yeah, that’s quite a strange choice then. What would you do then?”
	N16, Netherlands, female, 74

	4
	“Interviewer: Okay. Got it. Yeah. [um] Well, I’ve gone a couple minutes over, but I just have a last few questions for you. Is that okay with you? [respondent says nothing, but probably nods, it’s a video call] Okay, thanks so much. So, I want you to imagine a scenario where a new treatment has become available, and it can only be prescribed by, you know, a lung doctor or a hospital to prevent flare-ups and improve respiratory symptoms. You’d have to take this medication in addition to using your current inhaled medication. So, what do you think? What would be a reason to try this new medication or not?
Respondent: If I can have more energy, if I can last longer, [um] on the current drugs that I’m taking, because they started to fall short on me, okay? And this nebulizer is just a, a stop-gap. [um] You know, and anything that will improve shortness of breath, yes, that would be... I, I... There would be very little I wouldn’t try, you know what I mean?
Interviewer: Yeah. And so if you were willing to, to think you would try it, are there things that might worry you or that might make you have doubts about trying a new medication?
Respondent: Yeah, severe side effects. You know, is it going to affect my kidneys? Is it going to affect gastro… you know, and that kind of trouble? And are those problems worth it, you know, in view of the outcome of the drug? [um] Cost, of course, would be tertiary. But, I mean, I, you know, again, I’m financially okay. So I would pay for something if I really thought it worked, and, and my [unintelligible] wouldn’t pay for it. But, [um]…”
	U2, US, female, 76

	5
	“Interviewer: No, sure. So if you think about a new medication, if this medication that I was mentioning, you know, say it was proposed to you… anything that you’d be worried about, about in terms of trying a new medication?
Respondent: [um] Maybe side effects. If there were some strong side effects, or if they were going be complicated with my own [um] what I already take, like… Interact with what I already take, those, those would be concerns.”
	U7, US, female, 55

	6
	“Respondent: Well, extra, extra, I think that’s. I think [um]... if it’s instead of, if it replaces something, then [um] I’d be up for that. And I’d also be up for an extra medication if it really produces good results. But I’m not really eager to start taking extra medications because I already take so much now.
Interviewer: Yes, I understand that. And is the fact that you’re already taking so much the reason? Because I also mentioned: suppose, suppose you could only get it at the hospital, so only in [City 5] for example, would the distance to the hospital then already be a factor you’d take into consideration?
Respondent: [um]. Yes, but I. I’d even be willing to drive to the [Hospital 2] again, especially now [um], now that the road closures are finished. But I’d need a good reason for it.”
	N4, Netherlands, male, 74



Practicalities and treatment logistics as secondary considerations (theme 4)

	No.
	Quote
	Participant number, country, sex, age in years

	7
	“Interviewer: I’m asking specifically about this new medicine - what do you think? It could help improve your symptoms along with your current treatment.
Respondent: That would be okay [um] if... I mean, of course I want to get better, right? I’m open to anything that could help with the symptoms.
Interviewer: If you’re willing to try it, do you have any concerns?
Respondent: With big hospitals [um], I get nervous. I don’t understand much – I can’t keep up with all these new things.” 
	C10, China, male, 69

	8
	“Respondent: I don’t know if I’d do it. With biometric stuff, I don’t know if I would. I would have to really concentrate and think hard about that.
Interviewer: And, sorry, what—you said biometric?
Respondent: Isn’t that what it is? Bio something.
Interviewer: [um] It’s, it’s—at this point [uh]
Respondent: It’s an injection.
Interviewer: It’s an injection. Yeah.
Respondent: Yeah. But—I, I don’t know if I would do it or not.
Interviewer: [mhm] What—what’s the concern?
Respondent: I just—I want to make sure it works good. I mean—it’s hard to find people [unintelligible] this—this stuff they got around here now that you can’t talk to anybody or… Can’t give out info to somebody. [coughs] [unintelligible]
Interviewer: [mhm] [mhm] So [mhm] but—so when [um] I guess I’m trying to narrow down what the worry is for you. Is it [um] so, you mentioned biometric. Is it that it is sort of a different kind of medication? Is it the fact of—of using an injection? Is it the fact of going to the doctor or your hospital to receive the injection? All of the above?
Respondent: I go to the doctors enough. I don’t need to go more routine… I want to stay home more. I’ve been going a lot this week, this month, so. Not just the doctors, the other appointments, and… I’m trying to cut down on my cost of running around, so [chuckles]”
	U10, US, male, 70
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