Table 1: Additional exemplar quotes
	[bookmark: _Hlk160094722]Theme 1: Barriers and facilitators to self-surveillance for breast cancer recurrence 

	“I’d like quite specific information on these are the red flags, these are the things that if you get this we want to know about it, or if you get this you know you need to see your GP kind of thing, anything else, if you’re worried obviously this is where you go. But I suppose it’s those, what’re the things that I really shouldn’t ignore, or what’re the things that I really should look out for.” P22

“No, I was never taught how to examine the other breast, never certainly was given any, really any discussion about recurrence and what to look for. ... So I’m kind of aware of recurrence but not really what to look for.” P11

“I don’t do it regularly and perhaps I should do, it’s kind of almost like an avoidance, is, and when I did and I do it occasionally, I found lots of lumpy bits that really did feel like lumps,..So I haven’t really…  I don’t sort of check myself every month, I just think well I wouldn’t know, I can’t work out which might be new lumps or not.” P27

“So because I am so naïve about what secondary is, and because I’ve never ever felt a lump in the breast that’s gone now, I think you know what, I think I’d probably be wasting my time. And anyway lobular cancer doesn’t present like that, it presents in a line or something, so I doubt if I would spot something.... so, ...no I don’t bother checking!” P5

“[HCP] did say, ‘check yourself regularly’, but as I say just focus more on that if you find another breast lump’, but nothing really about any of the other symptoms of secondaries that you might get.” P12 
“So this conversation about moving to self-supported [PSFU] happened on the phone.  I was given some guidance which then came back to me in the letter, you know you get a copy of the letter that goes to your GP, and the guidance was to be…  This is from memory, was to be alert for any new pains or symptoms, and to be triaged through the breast care nurse. ” P6

“no, it’s probably only through chatting to, like I say, other people from different forums I’m on, and also part of the group, to understand what other symptoms could occur for people that have had a double mastectomy. I don’t know what I’m looking for,.” P24


“Do you remember what they did say to you or if there was anything said about this whole topic really? No, I don’t think so.  I think maybe check yourself regularly, don’t hesitate to come back if you spot anything, but that was about it, and I think probably just focus primarily on finding another lump in my breast, but not really anything to do with any of the other symptoms that you might get that could be indicative, like nothing to do with bone pain or anything like that, it’s been very much more being led by me asking ques…  Because I’ve read things and then I’ve asked questions about what should I do if X, Y and Z.” P12

“I said to my oncologist, I said so is that it now?  This is my last phone call with him, at the end of it I said is that everything, like what do I do now, what do I look out for?  And he said you don’t look for anything, we’re gonna keep an eye on you...And again with looking out for things, I could have maybe done with a leaflet on the symptoms to look out for possibly.”P21

“So I don’t think I know very much.  I think the places to, the most common places, is it, is your brain, your lungs, your bones, your liver, I think..I suppose I’m looking for anything that’s new and persistent that could be…  New and persistent maybe headaches, aches and pains, that sort of thing is what I’m thinking.” P22

“if it weren’t for the Facebook group and this lady that posts these images I would know absolutely nothing, I wouldn’t know anything about it.” P5

“[HCP] said I would never have detected it, it was fluid, they were like little cells running around in the breast just eating away at everything, so it was just free flowing all the way round.” P24

“But if mammography after all the years, I’ve been having them since I was 47, if it hadn’t seen what was going on before it got to the extent that it did, why would I be relying on it for the other side? It would be psychological torture to say here you are, this is all we’re offering you to check your other breast, it didn’t see the one that you’ve got already, but hey, that’s all we’re offering you.  That really isn’t fair, that’s not fair at all, psychological torture...And the worst part of this whole lobular breast cancer is, is it won’t be seen, so any time you go somewhere and get investigated by a different clinician who’s of a different discipline, they haven’t heard of it, they don’t know how it behaves,”. P8

“So if they’d done an ultrasound at the time then I would have got diagnosed earlier, do you know what I mean?  So I think it’s something they should automatically be doing, especially with women with dense breasts, was my first point. … But I feel if they’d done an ultrasound on the first one they would have picked something up, because I could definitely feel a lump, do you know what I mean? And they’re just telling me it’s extra muscle” Workshop 3 patient

“As for recurrence, what to do, how to deal with it, what to look for, I think they expected me perhaps to discuss that with my GP. It wasn’t something I discussed with the surgeons or the lead nurse or the oncologist.” P48 

“At the moment, .. the only thing I would know is if a lump appeared, but because my initial cancer wasn’t a lump what else am I supposed to look for? “P24

“I think she said try and do it a couple of times a month, get into the habit, she said if you get into the habit of having a little feel every time you have a shower then it, you know, just sort of doing it whenever really.” P4


	Theme 2: Barriers and facilitators to help seeking regarding recurrence concerns

	“Do you know what, there is a tremendous sense that you might be wasting somebody’s time, and that you’re wasting the NHS time, there’s a massive guilt feeling.”. P5 

“They also have a phone system where you have to leave a message, and you never know when they’re gonna phone you back, .. it may well not be the person, your own breast care nurse..  So you never know who is gonna answer your question and when it’s gonna get answered, which is very difficult.” P20
 
“I think it was an NHS departmental leaflet.  Nothing was explained, it was just very short, give you the leaflet and you have to go away and work it out yourself. P27

“I feel that the barriers at the moment are around the leaving a message on an answering machine thing, and having an experience where the message that I left was a red flag message, it was I’ve got a pain in my ribs, this is one of the things on the list that I’ve been told to look out for, I’ve had it for three weeks....Now I feel that should have warranted a very quick response, and when I did eventually get to speak to my breast care nurse several weeks later she obviously had not read that message, she had no knowledge of what I’d said in that message.” P6

“I’ve seen different breast nurses, and one gave me her e-mail and I e-mailed her and she never got back to me.  And then the other one said oh, I’ll ring you, and she never rang me, and then it all goes again through your head, oh, am I wasting their time?” workshop 4 patient

“felt guilty that it was my fault that I could have acted sooner, and I didn’t push hard enough” workshop 1 patient

“do get told our line is very busy at the moment, please can you leave a message and one of our nurses will try to get back to you within the next 48 hours.  So sometimes when you hear that you go oh, my need’s not as great as somebody may be going through the start of their journey. I don’t want to raise a red flag if there isn’t one to raise, and they said you have to stop thinking like that.  But that’s difficult when you hear how busy they are”. P24

“because we got this message we shouldn’t burden our doctors, and I knew if I phoned up I would only get a GP chat on the phone, not even a Zoom or anything, and how can you tell or get somebody, your GP to look at you when you’re talking on a phone?  And you had to then say everything to the receptionist, which I understand, but sometimes you don’t want to share everything with people, you just want to see your GP.” workshop 4 patient

Researcher: Have you had occasion to seek advice from him?
“Yes, earlier this year, January, February time, I had some horrible back pain at the top of my back and in my shoulder, and I did contact him about that and he jumped on it straight away and got me scanned to make sure that there wasn’t anything nasty there, and there wasn’t so that was a relief.” P30

“Now that that five-year follow-up is over I don’t feel as if I could go to the hospital, go to those breast care nurses .I think a lot of women feel like me, that they do not want to be a nuisance, that if something is not obviously there and promoted and in front of them and accessible then you are being a nuisance.  I’m speaking personally there as well...but I do think it should, but then there’s part of me that feels a little bit guilty, oh maybe I’m asking too much, these people are so busy, of course they’re prioritised just clinical needs.” P48

“I was a bit shy about contacting them and asking for help, but they didn’t come to me either, so yeah..” P48

“just maybe some of those other things that aren’t necessarily to do with checking your breast, but might be things to just have in the back of your mind, not to turn us all into hypochondriacs but just to help women have in the back of their mind yeah, if I do, maybe not tomorrow, not next year, maybe in five, 10 years’ time, if I start to see some of these, ..seek help and advocate for ourselves with our GPs a bit earlier. Cause I have read lots of really sad stories of women who’ve had some of those other symptoms and have just put it down to oh, it’s the treatment I’m taking or it’s my age or everyone gets backache, and they don’t think to flag it to someone till it’s too late. “P12

“It was to do with being discharged without any proper information at all initially, without any checkup list as to what symptoms to look out for, or any, just they forgot to give me discharge information” P27

“The only time when I really had any sort of delay was there was a point when my opposite armpit swelled up, and rang up the breast nurses, the number that I had for my primary, and they sort of said well you’re gonna have to go back through your GP cause it’s on the other side, it’s different.  ..But I do think, with your research, maybe if we’ve had breast cancer we should be able to go, you know, have like a hotline to contact.” [workshop 4- recurrence)

“I mean the breast nurses will always say if you’re worried about anything please just ring us.  They’re so good and they’re so nice, and I would at the moment” P22

“You also feel like you don’t want to cause too much of a fuss and be constantly, the thing of not becoming neurotic about going back because you just want to kind of move on, forget about it, but it can be really hard to judge yourself.“ P27

“I tried with my surgeon but felt a bit dismissed, a bit like almost don’t be silly, your chances, it’s not gonna come back, don’t be silly…because I feel, sort of fear of not want…  Fear of the consultant thinking you’re a bit stupid for getting in such a tizz about it“P12


	Theme 3: Tole of fear of cancer recurrence 

	“I haven’t got a fear of it, because I know the risk is very small” P30

“It comes in waves. I have moments when I ruminate on it, I’m over dwelling on it…. I think symptoms, they could be due to me being overweight or having a bit of arthritis or just having aches and pains, but…. there’s always a feeling at the bottom of my mind about recurrence, it never really goes away, and there are moments when it breaks through into my everyday activity and I become a bit, well I say paranoid, over worrying about it.” P48

“I feel guilty about making a fuss and worrying when I know deep down my chances are so much better than a lot of other people that really have a right to be worrying about recurrence” P12

“For us with lobular, because it doesn’t make a lump, we’re not reassured, because nobody knows what we’re talking about and then they said well we can’t see anything, and I say what you looking for?  I’m looking for a lump.  Well you’re not gonna get a lump..And then they say that’s ridiculous, and then you have to explain well it doesn’t have .. so it won’t form a lump... ‘ Well I can’t see anything on there, and I’m sure the radiologist would have seen it’.  And you think hmm, would they? .So we kind of live under this little grey cloud a lot of the time”. P8 (lobular BCa)

“Well I’m convinced that it will come back, because I was stage 3C, so, and it was in all the lymph nodes that they took out, so I kind of know that it will come back, it’s just a case of where and when.” P4

“I think, well I found it [ABCD infographics], I’m someone who likes to know the detail and the evidence, but even in my case I found it really helpful, because the whole thing emotionally is overwhelming, so .. just to have that on the wall and to be reminded of the kind of things I should be looking out for I found really helpful. P6

“that’s probably the most difficult thing, is knowing that I didn’t find this lump until it was about an inch first time round.  I didn’t have any other symptoms, I felt perfectly well, and knowing that, and then knowing that it’s my responsibility to find a recurrence going forward, that may not have any symptoms, is very difficult… that anxiety is over you the whole time.  Are you gonna miss it, is there something that is happening that you don’t know about..” P20

“Because I have dense breasts, and because of my experience of having three mammograms in two years and then by luck the last one…  Which ..it could have been nothing to do with the pain, I think I was very aware at that point because they, prior to being diagnosed that pain is not considered a particularly strong indicator of [BCa]…because I have dense breasts, …  There’s no way, it was very far back in the breast, I would never have picked it up..Yeah, so I don’t put so much reliance on finding lumps myself basically”. P27

“there’s a lot of people who’ve had, a lot of people who’ve had mastectomies somehow seem to think that they can’t get a recurrence, and that’s I think a bit worrying, that some people think oh, if I’ve had a mastectomy I can’t get a recurrence, a local one, and people don’t get that, and think yeah, you can actually, you can.” workshop 1 patient

“So my fear of reoccurrence is lessened because I know that I’ve managed to advocate for the right things [MRI scan] that will find it if it happens again, if I’m unable to detect it for myself” workshop 2

“It would be psychological torture to say here you are, this is all we’re offering you to check your other breast, it didn’t see the one that you’ve got already, but hey, that’s all we’re offering you. That really isn’t fair, that’s not fair at all, psychological torture.” P8



	Theme 4: Informing intervention co-design 

	
“Artificial intelligence should be making those connections, because GPs are not infallible, none of us are infallible, we’re all gonna make mistakes, we’re all gonna miss things, and whereas if a computer can just flag up and go this lady had breast cancer 14 years ago and the symptoms she’s presenting with now are saying it could possibly be breast cancer, not saying it definitely is, let’s get the ball rolling soon.” P11

“I think I needed a leaflet, I think I still…  It was who do you go back to.  So even a leaflet that said do I ring…  If I find something do I ring my GP or do I ring the breast care centre again, or do I ring my oncologist, or who do I ring if I find something else.  That’s something that I’ve never really been told and I’m probably still not 100 percent sure on” P21

“videos are better.. you can definitely see, especially if they’re showing you pictures of things or demonstrations on how to do things, it’s clearer that way” P21

“An app would probably be helpful and it would be nice maybe to make a note there, so say you did feel something or you felt something, if you made a note of it on that date you could then go back to it maybe in a fortnight’s time and think oh yeah, I had that, and then you’d think oh, I haven’t got it anymore.. that might be quite useful.” P5

“I’d like quite specific information on these are the red flags, these are the things that if you get this we want to know about it, or if you get this you know you need to see your GP kind of thing, anything else, if you’re worried obviously this is where you go. ...it’s just I kind of want someone to say you can relax unless you have these three or four things, I suppose that’s what I’m looking for.” P22 (Lobular BCa)

“We should know what it is we can do for ourselves.” P6

“I think it probably would be good to have a little booklet with what to look for” P40

“An in-person chat about it as opposed to yet another leaflet or a website to go and read, to actually go and talk to somebody about it, because then you can talk, well that’s my fear about this or that’s what I worry about this" workshop 2 (patient)

“For a meaningful conversation about where next and what are your anxieties, and then once somebody knows what your anxieties are then they can suggest the right kind of sources of support and information”. P6

“I can see that when they’re presented with someone like me who’s early stage, low grade, I’m low risk for recurrence, and so then they probably seen loads of other women during the day that are far higher risk, but I think just to communicate, like you say, for any woman who gets cancer the fear is real, and even if like me you’re a scientist and you can try and separate the facts from the emotions, it’s very hard, so I think just yeah, some kind of empathy awareness of not making women feel dismissed, because I think it has put me off a bit wanting to, if I have any symptoms I think it’s put me off wanting to go and talk to someone for fear of being dismissed again...I almost needed that kind of validation that even if your treatment is quite early, it’s OK to feel anxious and to reach out for help.  I think that would be really…  I’m sure I’m not alone in feeling like that, and that no stage of cancer is too early to be dismissed..” P12

“it would be really nice to have someone to calmly talk to you about this at times, because obviously you have that fear, well initially I think particularly for the first year or so, that fear of constantly thinking will it return, but it’s better to talk about it than avoid it “ P27

“whether or not there could be something that could be developed for people who can either download pictures to, can type in yes it looks like this, no it doesn’t look like that, and once they hit a certain thing it gets flagged or gets sent to somebody and they make that phone call back to that person.” P24

“I’ve always found the things that’ve stuck with me have been things that’ve actually been delivered by a real person in real time in a real place.” P6

“I think there’s an element of anything with the side effects, I know it’s a bit different to secondaries, but the side effects that you get from Tamoxifen with like the joint pain and things, I’m never quite sure should I flag that to my GP or should I save that and talk to my oncologist about it...So that in general I find yeah, I don’t really know where I’m supposed to go to be honest.” P12

“So maybe something about when you should worry and when you should just kind of give it a little bit longer and see type thing..when to do something instantly and when to just kind of give it a week or two and just kind of see”. P4

“I would be more reassured if someone would look at things rather than say well you tell us when there is a problem or when there’s a change, but if you don’t know the change, isn’t it...But when you don’t know what you’re looking for, I mean maybe, I mean especially for local recurrence, maybe, I don’t know whether photos or images would be good” P13

“it might sound very childish, but what I wanted was somebody to ring me up after a couple of weeks and just say are you OK? “ workshop 1 patient

“So I don’t think I’ve spoken to anyone about my emotional feelings about recurrence, and there’s a part of me that’s thought well should that come from the health [professionals], but I do think it should, but then there’s part of me that feels a little bit guilty, oh maybe I’m asking too much, these people are so busy, of course they’re prioritised just clinical needs.” P48

“It would be lovely to have a different source of information, rather than just a sheet of paper at the end that’s not explained, if you’re lucky to get it from the hospital!” P27

“I think something that’s led by a breast cancer nurse or team or validated by them I think would be really helpful.” P12

“When you’re going through all the treatment you’re so bombarded by so many things going on and so many appointments, I think yet more information at that point is possibly just gonna be just yet more noise”. Workshop 2

“I think it kind of, it would be really nice to have someone to calmly talk to you about this at times...I guess the breast care nurse, yeah”. P27

“I think booklets and apps are fine, you need to do all sorts of things because some people don’t use apps, don’t use computers,”workshop 1 patient

“I would rather the personal touch with maybe some homework and a follow-up, whereas some people don’t like dealing with people and just want to do the reading.  One size doesn’t fit all” workshop 2 patient

“I think people have to be in the right frame of mind, so timing is probably, in some senses is quite individual.” Workshop 2 patient

“I think it probably needs to be something that’s done with a healthcare professional, because you know, apps, you can put in one answer and you get one thing, put another answer and you get another thing.  I think if you’ve actually got a professional there kind of going through it with you it’s probably more, you probably get the right results, you know what I mean, and it’s definitely something that needs to be done because I think everybody that has cancer worries about it coming back” P4

“I think if they showed you exactly how to check your breasts, that would be useful.  If they had that conversation about all the possible signs of secondary and a recurrence, that would be helpful.” P20

“you know your own body better, and also maybe information that you are entitled for a second opinion…. that you can get a second opinion and how to do it, how to go about that if you feel someone’s brushing you off or, you know.” Workshop 1 patient

“In terms of lobular, you know, I would have said explicit signposting to the ABCD infographic, to Lobular Cancer UK...I think probably something simple like the infographic, with links to further information that you can explore at your leisure….. P6

“actually helping support for health professionals is quite a good way to go…cause you’ll have proper data about the kind of anxieties that people having, the kind of problems that they’re having, and that must be something that would be really helpful to be feeding back to health professionals, in a positive way, these are some simple things that you can do to avoid these problems”. P6



