Supplementary file 2- Topic guides
Patient Interview Topic Guide
[bookmark: _Hlk124860997][bookmark: _Hlk125374299][bookmark: _Hlk112312997]Research study - Improving confidence to recognise and report signs of breast cancer recurrence

We are seeking the views of people who have previously been diagnosed with and treated for breast cancer.  Our study is seeking to develop a support resource for people that aims to help them feel more confident in being able to recognise and report any possible signs or symptoms of a breast cancer recurrence, should they ever need to. 
We wanted to talk to you today to ask you about your views about any information you have been given or have found yourself on the signs or symptoms to look out for, your awareness of what recurrence symptoms might be and experiences of checking yourself or being ‘breast aware’ following breast cancer treatment. We also wanted to ask you about your experiences, if you have any, of seeking help for any possible signs or symptoms of recurrence, any fears you might have and your views on a future support resource to help patients in the future. 
Check have received information sheet and consent form.
· Go through consent form (record separately)
· Can take a break if they get tired or upset or need one, and freedom to stop the interview at any time. 
· Emphasise confidentiality and anonymity 
· Please let me know if there are any questions you are not comfortable answering
· I am not clinical and can’t give any medical advice
*Press record*
1.Background- initial diagnosis and views towards current follow up 
[bookmark: _Hlk150181268]I would like to start off with asking you some brief questions on the background to your breast cancer journey to date
How long ago did you have your diagnosis of breast cancer? 
How did you come to be diagnosed? (screening, symptoms? lump found etc.)? 
What treatment for breast cancer did you receive? 
Are you currently on any treatment now? If so, what? 
Are you on, or have you been on a clinical trial? 

How are you being followed up? (prompt: do you go back for regular appointments at the hospital or do you make appointments yourself if and when these are needed?) 

[bookmark: _Hlk150181604](If you have to organise appointments yourself) - Can you recall your last hospital appointment (Probe: can you recall the appointment, who was it with, what was discussed? Did you have a holistic needs assessment (explain what this is) or discharge appointment (last appointment in person at the hospital) before you started on follow up?)

2. Understanding of, and views towards information provided /accessed about potential recurrence symptoms and breast awareness
· Do you routinely check your breasts? (when, how, what prompts you to do this?)
· (If checking) How confident do you feel that you’re doing this right? (what has helped you to feel confident do you think?)
· (If not checking) is there anything that prevents you from checking your breasts routinely? (probe: do fears of a recurrence ever prevent you from checking? or anything else?)
· [bookmark: _Hlk148354419]Have you ever been given any information or advice about how to do this? (If so, can you tell me what this was e.g. what told, how often did they tell you to check, when and by whom) (If not, have you ever asked for any information or looked online?) 
· Would you know what signs or symptoms to look out for, for a recurrence in your breast? 
· What do you know about breast cancer recurrence that might occur elsewhere in the body, sometimes called secondary breast cancer or metastatic breast cancer? 

[Explanation - If the breast cancer comes back in the same breast it's called local recurrence. There is also locally advanced recurrence which means that the breast cancer has spread beyond the breast and the lymph nodes under the arm but has not spread to other parts of the body. Cancer can also come back in the other breast. Cancer that has spread from the breast to other parts of the body is called secondary breast cancer] 
· Do you know what signs and symptoms of secondary breast cancer to look out for?
· Can you recall being given any information or advice about theses symptoms?  (If so, can you tell me what this was?) (If not, have you ever asked for any information or looked online?)
· Would you want information and advice on this? If so, what sort of information or advice do you think would be most helpful for you in looking out for signs and symptoms of recurrence? Leaflets, infographics (pictures), videos, animations, 1:1 sessions, group sessions, apps?
· Have you looked at any information from charities such as Breast Cancer Now? Or social media? Any other information (e.g. ITV had a big campaign on)


3. Fears and worries of cancer recurrence
[bookmark: _Hlk149139381]Tell me a bit about any worries or concerns that you may have about the cancer returning 
· Do you ever have difficulty with fears surrounding the cancer coming back? If so, how often does this bother you? what are the triggers?
· Any situations/events that make you think more about the cancer? 
· Explore beliefs surrounding diagnosis (possible causes of cancer) 
· Have you ever received any information or support for worry about the cancer coming back? 
What, if anything, do you think might help with this? (probe: what about more information or support for fear of recurrence from HCPs, or peer support from others with breast cancer for example?).
4. Perceptions and discussions regarding recurrence risk 
· Has anyone discussed with you the risks of having a recurrence? (Is yes, was this generalised, or more specific to you personally? explore their awareness of any risk factors and what they think these are) Were any risk prediction tools offered/used e.g. the Predict Tool or other assessments? (Probe: What was your experience of and views towards this? Was it helpful or not?)
· Has anyone ever discussed with you risk factors e.g. diet, smoking, exercise, alcohol?
· [If knows about risk factors] have you changed anything to try and reduce your risk factors? [if doesn’t know] would you be likely to change anything about your lifestyle if you knew more about the risk factors?
4. Help-seeking; barriers and facilitators 
· Have you ever needed to make contact with a health professional because you had concerns that you might have a potential symptom of recurrence? [If yes,] Can you tell me about this (e.g. when and what symptoms?) 
· What was the outcome? (e.g. was a recurrence suspected?)
· What do you think helped you decide to seek help for this potential symptom? 
· What could be potential barriers for you to seeking help (e.g. worry about health professionals being busy for example, other practical barriers?)
· Could anything have been improved about your experience of seeking help for a suspected recurrence? (probe: would you have wanted any additional support or information around the time of noticing that something was wrong/seeking help?)

5. Views towards the acceptability, content, format and delivery of a support resource  
We are wondering whether it could be helpful to develop a support resource to help people who have had breast cancer to feel more confident to recognise potential signs of recurrence and to feel able to report them promptly to their healthcare team, should they ever need to do so. 
· Do you think this would be helpful? Any initial thoughts?
· What sort of information should it contain? [information on charities and support, peer support, information on lifestyle, forums, info for partners/families, anything else you think this should contain?]
· Do you have any views as to what form this resource might take? i.e. digital apps, booklets, text reminders or prompts, online resources - YouTube, animation, diagrams?
· [bookmark: _Hlk149139710]How would you make this resource available? How would you raise awareness of the resource?
· Do you think this could or should be supplemented with information and advice from healthcare professionals in person? [Individually or in a group? Online or face to face?]
· What else might be needed to ensure that advice and support is more readily available and used by people? [e.g. extra training for health professionals, buddying support for people?]  

Finish – is there anything you were expecting me to ask that I haven’t, or anything additional you would like to add? 
Demographics
· Could I ask for a few demographic details about yourself
· Your age
· Your ethnicity 
· Your work status 
· Recent educational level
[bookmark: _Hlk112315075]Closing
· If you would like I can email you a list of organisations you can contact if you feel you need support with any of the issues raised today (Breast Cancer Now specialist nurse helpline, Macmillan, signpost to the person’s own CNS or hospital helpline)
· Would you like to participate in an online workshop next year which aims to further develop the support resource? If so, can I retain your contact details and contact you nearer the time to arrange a date for the workshop? 
· Would you like to be kept informed of the study findings? 
· Thank for participation 



Patient Interview Topic Guide – experience of recurrence 
Research study - Improving confidence to recognise and report signs of breast cancer recurrence

We are seeking the views of people who have previously been diagnosed with and treated for primary breast cancer, including those who have had a recurrence.  Our study is seeking to develop a support resource for people that aims to help them feel more confident in being able to recognise and report any possible signs or symptoms of a breast cancer recurrence. 
We wanted to talk to you today to ask you about your experience of both your initial diagnosis and your breast cancer recurrence, and particularly your views regarding information and advice or support on the signs or symptoms of recurrence and your views on a future support resource to help patients in the future. 
Check have received information sheet and consent form.
· Go through consent form (record separately)
· Can take a break if they get tired or upset or need one, and freedom to stop the interview at any time. 
· Emphasise confidentiality and anonymity 
· Please let me know if there are any questions you are not comfortable answering
· I am not clinical and can’t give any medical advice
· Any questions before I start recording?
*Press record*
1.Background- initial diagnosis and views towards current follow up 
I would like to start off with asking you some brief questions on the background to your breast cancer journey to date
How long ago did you have your diagnosis of breast cancer? Since your initial diagnosis, when did you have a recurrence of breast cancer? What type of recurrence was it? [if local or regional, see section 2a. If distant/metastatic, see section 2b)

[bookmark: _Hlk149048218]How did you come to be diagnosed? (probe: on both occasions - screening, symptoms? lump found etc.)?
What treatment for breast cancer did you receive (for primary, for recurrence?) 
Are you currently on any treatment now? If so, what? 
Are you on, or have you been on a clinical trial? 

How are you being followed up? (prompt: do you go back for regular appointments at the hospital or do you make appointments yourself if and when these are needed?) 

(If you have to organise appointments yourself) - Can you recall your last hospital appointment (Probe: can you recall the appointment, who was it with? what was discussed? Did you have a holistic needs assessment (explain what this is) or discharge appointment (last appointment in person at the hospital) before you started on follow up?)

2. a) Experience of seeking help (Local or regional recurrence): 

· Can you tell me about the lead up to being diagnosed with a recurrence? [probe: did you notice some symptoms of recurrence, or did the diagnosis result from a follow-up mammogram? Or some other intervention? How long did this take?]
· (If from noticing a symptom) so, were you routinely checking your breasts? Had you ever been given any information or advice about how to do this or found information yourself? (what this was?) How did you know what signs or symptoms to look out for, for a recurrence in your breast? 
· What do you think helped you decide to seek help for this potential symptom? 
· (If from a mammogram) so, were you routinely checking your breasts as well? Were you confident you were doing it right? Had you previously been given any information/advice about what signs or symptoms to look out for, for a recurrence in your breast?
· [bookmark: _Hlk150183912]Did you have any barriers to seeking help (e.g. worry about health professionals being busy for example, other practical barriers?)
· Could anything have been improved about your experience of this diagnosis of recurrence? (probe: would you have wanted any additional support or information around the time of noticing that something was wrong/seeking help?)
· Have you ever looked at any information from charities such as Breast Cancer Now? Or social media? Any other information (e.g. ITV had big campaign on) (probe: what are your views on this and any improvements?)

2. b) Experience of seeking help (Distant recurrence):
· Can you tell me about the lead up to being diagnosed with a recurrence? [probe: did you notice some symptoms of recurrence, or did the diagnosis result from some other intervention? How long did this take?]
· (If from noticing a symptom) so, were you routinely checking your breasts? Had you ever been given any information or advice about how to do this or found information yourself? (what this was?) How did you know what signs or symptoms to look out for, for a recurrence elsewhere in your body?
· What do you think helped you decide to seek help for this potential symptom?
· (If from some other intervention) Had you been advised at any point about looking out for signs and symptoms of recurrence elsewhere in the body?
· Did you have any barriers to seeking help (e.g. worry about health professionals being busy for example, other practical barriers?)
· Could anything have been improved about your experience of this diagnosis of recurrence? (probe: would you have wanted any additional support or information around the time of noticing that something was wrong/seeking help?)
3. Understanding of, and views towards information provided /accessed about recurrence and breast awareness /symptom checking 
· Do you now routinely check your breasts since having the recurrence? (when, how, what prompts you to do this? Any advice given?)
· (If checking) How confident do you feel that you’re doing this right? Are there any things that a) help you or b) hinder you to be breast aware and check yourself? 
·  (If not checking) what do you think prevents you from checking your breasts routinely? (e.g. fear, forgetting, fatalism etc)
· What sort of information or advice do you think would be most helpful for people with breast cancer regarding looking out for signs and symptoms of recurrence? (e.g. leaflets, infographics (pictures), videos, animations, 1:1 sessions, group sessions, apps?)
Fears and concerns 
Tell me a bit about any worries or concerns that you have at the moment regarding breast cancer? (probe: what are the main ones?)
What might help with this? 

4. Perceptions and discussions regarding recurrence risk 
· Prior to this recent diagnosis of a recurrence, had anyone discussed with you the risks of having a recurrence? (Is yes, was this generalised, or more specific to you personally? what did you think about your chances of getting a recurrence? ) Were any risk prediction tools offered/used e.g. the Predict Tool or other assessments? (Probe: What was your experience of and views towards this? Was it helpful or not?)
· [bookmark: _Hlk150184001]Had anyone ever discussed with you risk factors (explore their awareness of any risk factors and what they think these are)- if aware, discuss if they had changed anything in their lifestyle? If not aware, would they have liked more information on what are the risk factors for recurrence? 

5. Views towards the acceptability, content, format and delivery of a support resource  
We are wondering whether it could be helpful to develop a support resource to help people who have had breast cancer to feel more confident to recognise potential signs of recurrence and to feel able to report them promptly to their healthcare team, should they ever need to do so. 
· [bookmark: _Hlk149139536]Do you think this would be helpful? Any initial thoughts? 
· What sort of information should it contain? [information on charities and support, peer support, information on lifestyle, forums, info for partners/families, anything else you think this should contain?]
· Do you have any views as to what form this resource might take? i.e. digital apps, booklets, text reminders or prompts, online resources - YouTube, animation, diagrams?
· How would you make this resource available? How would you raise awareness of the resource?
· Do you think this could or should be supplemented with information and advice from healthcare professionals in person? [Individually or in a group? Online or face to face?]
· What else might be needed to ensure that advice and support is more readily available and used by people? [e.g. extra training for health professionals, buddying support for people?] 

Finish – is there anything you were expecting me to ask that I haven’t, or anything additional you would like to add? 
Demographics
· Could I ask for a few demographic details about yourself
· Your age
· Your ethnicity 
· Your work status 
· Recent educational level
Closing
· I will email you a list of organisations you can contact if you feel you need support with any of the issues raised today (Breast Cancer Now specialist nurse helpline, Macmillan, signpost to the person’s own CNS or hospital helpline)
· Would you like to participate in an online workshop next year which aims to further develop the support resource? If so, can I retain your contact details and contact you nearer the time to arrange a date for the workshop? 
· Would you like to be kept informed of the study findings? 
· Thank for participation 









