
	Group Experiential Themes
	Extracts from Interviews

	Sub-themes
	

	Theme 1 – Out of Options

	Life is threatened
	“It is a matter of life and death anyway. So if you don’t have the operation, more than likely you will die anyway. So to me, having the operation was not even questionable. It was saved my life.” (M2.1)

	
	"But we went to see [my surgeon] and the team and a guy have been doing some research on a 3D X-ray and it was your whole body. And it was like, you know, rotating on the screen so you could see every part that my tumour had touched. And when I saw that, that was the real… I think it just came home to us when I saw that 3D scan. I think it was all 3D of where the tumour had touched. But yeah, I've gotta have this. I have to have this operation." (M3.1)

	
	"I mean it, it sort of, I didn't. I wasn't given a choice, you know, I was. I was told about the recurrence and the speed. The tumour was growing. And I probably had two and a half weeks between the di-re-diagnosis and the surgery, so I really didn't. I'd never heard of the operation and I really, even before I had it, I had didn't really know. I just knew I'd end up with two bags. But that was that was really all I knew. I I I I just thought what it's gonna save my life. So so no brainer so." (M1.1)

	Forced to accept the risks
	"But my personal view is there is that risk. Everyone's aware of that risk. When you go on the operating table and does it make it any different being a total pelvic exenteration? I know it's a massive massive operation.” (M2.2)

	
	“Um I think the loss of life to me was it didn't even come, come into my head. I knew I had to have this operation. I had to be here this year for [daughter’s] wedding." (M3.2)

	No control: 
Blame
	“I then gave myself a [perineal] hernia stupidly.” (M1.3)

	
	“They had done away with bone on my sacrum, and I couldn’t cope with that, so it was rejected, so it [fluid] kept coming out of that wound.” (M4.1)

	Fear
	“Feeling terrible and remaining that way for several months, which just was not like me at all. You know that scary.” (M2.2)

	
	"With me was a bit of scary because I, you know, is seven months later and I'm thinking if this was gonna happen [chronic perineal sinus], it would have happened in maybe October time and but it didn't. It had happened quite a long time afterwards and it and it it all could then starts coming back about what happened January last year, you know, and you're thinking this is how my cancer started again." (M3.2)

	Polarising statement – A lack of control can be helpful in some circumstances
	“...strange calmness came over me on the day of my operation and I wasn't actually nervous or anything cause I just knew it was all gonna be alright on that day cause I was in the right hands." (M3.1)

	Theme 2 – The New Normal 

	Journey is worth it
	"So I I honestly a fluid person and and it's going to be one of those things I'm gonna have to live with. But to me I'm alive and that's all that matters. So few pills down your throat each day and. Um. A pad to be worn. It’s nothing to have the the life to be able to enjoy with my daughter and getting married and things to look forward to." (M3.2) 

	
	"You know I'm, I'm able to live and I'm sure we'll able to live. You obviously it's a massive change and everything and there's so many complications. But I I'm I'm happy to be alive so." (M1.1)

	Rollercoaster getting there
	"Do normal daily stuff again, you know which I can, which is great, but I think it's it's a long period it takes to get there, but quality of life isn't my life isn't the same. But it's, I’m here and I’m telling the tale. It’s the way I see it. Yeah.” (M3.1)

	
	"That I had a wound that was very difficult to heal, but in the meantime that has been resolved and I don’t actually suffer any more. I had a certain moment when I could no longer sit down on a chair but now, none of that is a problem. I can ride a horse by myself. So it is fine." (M4.2).

	
	"...you see how far you've come. So you you might feel like you know this is such a long road to recovery and what not. But I think from a patient point of view seeing. And measuring what the difference is in between the months for me was really good to kind of just mentally think actually you are doing way better cause what you're answering in the next three months is better than what you answered three months previous." (M1.2)

	
	“Yeah, and it does get a whole lot better. But if you'd asked me that just after the surgery, I would have not been able to say that at all. I thought my life was over." (M2.2)

	
	"I did ask [my partner] a couple of times when I came out of hospital. Am I gonna die? Cause I felt so rubbish." (M3.1)

	Polarising statement – Poor pre-surgery quality of life may be so low that the rollercoaster is not experienced in the same way
	"I have to be honest, before that operation, that was untenable for me. And after the operation I was, I may say anyway, 90% of my pain was gone, so I’m content with my life now. With the situation I’m in now, you see? Much Improved!" (M4.2)

	Complications as bumps in the road
	“And yeah, so it [chronic perineal sinus] was just another thing to face, but it was a minor thing to face after everything.” (M3.2)

	
	“It's bad enough after these operations that you can't sit down properly for months afterwards. Anyway, if you've had no complications but let alone with that on top of it.” (M1.2)

	Polarising statement – Complications needing surgical re-intervention are more than just a bump in the road and re-introduce uncertainty
	"They don’t know, they all don’t know yet. That all needs to be sorted out. At least. If I say yes then I can have surgery possibly. But they can’t say which way. They won’t know until I’m on the operating table. And I’m like, yeah, should I do that. Because now I know what my condition is. And then it’s just a question of how I’m going to come out of it. And what the complications are going to be?"  (M4.3)

	Theme 3 – Symptoms 

	Loss of part of yourself
	"Yes I do have a big part there too that is numb. Partially numb. Superficially you feel nothing, but deeper you feel. But only [my surgeon] had said to me, because so many nerves have been cut and cut away. And also with the bladder is that, with me also a piece of sacrum was removed because there was a piece of tumour on the sacrum. The end time I was diagnosed with rectal cancer. And I also have absolutely no pelvic floor muscles left, so it’s all, yes… Rectal amputation. Anal amputations. It’s all closed up. It’s very difficult." (M4.3)

	
	"...and that's never gonna come back. I realise that now. When I'm walking sometimes, like ohh, I can't feel that. Ohh yeah. Cause I had the operation, didn't I? Because and I could poke it as hard as I like and you cannot feel it." (M3.1)

	
	"I think prior to the operation, you're told, you know what might happen. Um and what you might lose. You know, I went in thinking I might not lose my bladder, but I did in the end as well. So all those sort of things and quality of life and. And sort of like tied with partner and things all of that changed though. The quality of life is. Has been hard." (M2.3)

	
	“So that was an advantage. Because of that, I did feel it, but it was less pain. It’s a weird explanation. But, yes." (M4.1)

	Physical limitations:
Sitting
	“And I couldn't sit. The sitting was horrendous cause I just could not sit at all, even on the cushions. They, they provided me, which was special. I couldn't sit so. And you don't realise how much you rely on sitting when you're recovering." (M2.1)

	
	"I mean, it's very painful to sit in a chair for a long period of time. I I mean, I always have to move no matter where I'm sat. You know, I have to keep shifting my position and perching and then moving to another chair or standing for a bit." (M1.1)

	Mobility
	"I mean, when you come out of hospital, you're not particularly mobile, are you? You're all. Very tentative and what not and I think is only now, what, 10 months after mine that I'm actually. Beginning to feel a lot more confident in different movement ranges and things like that." (M1.2)

	Driving
	"When I went to a party on Saturday and it's a 2 hour drive there and two hour drive back. And I suffered on Sunday for that. So I ended up laying on the sofa in the afternoon too. Just have to.” (M3.1)

	Reliance on others
	"But I think it's because you feel so exhausted and low and you're lying on the sofa and you're thinking that this is a boring old fart. Time off, you know, how long have I gotta lay here for ringing your bell? Cause you need to go to the toilet and it's upstairs and all that sort of rubbish, you know?" (M3.1)

	Occupational difficulties
	“And then this, the leakage started in March and I've had to give up again because obviously I can't work in that industry with health and hygiene purposes. So at the moment I'm not doing anything." (M3.2)

	Empty pelvis complications: infected pelvic collection
	"And I I think that must have prolonged my hospital stay for at least another five weeks. And so I would that's right up there for me because I think that was probably I didn't. I had the drain same as [M1.1] in the initial parts of my surgery and they were bad enough but that one I had to go back in and have him because this collection of additional fluid got infected that was probably the worst part of. The whole lot I was pretty much alright for the rest of it, but that was probably the worst part of that." (M1.2)

	Chronic perineal sinus
	“And also it can be, you know, quite smelly as well, which is not pleasant either. So it's it is something, it is something you sort of deal with that's you know not not nice so." (M2.3)

	Bowel obstruction
	"The pain vomiting. Um ohh gosh I'm in this long trying to think. Just felt it was the pain. Mostly the discomfort, mostly that you get from it. It was just not and and also not knowing why because at the time you didn't know why. So it's quite horrendous." (M2.1)

	Morbidity from reconstruction
	”And the flap reconstruction further up is ugly done. It’s like having a tail there. That I get a cow tail there like that." (M4.4)

	Theme 4 – Information influencing adaptation

	Knowledge facilitates coping
	"...part of the bowels, obviously dips, but because of that you have if you think in a sink system, you'd have a sump underneath. So your bowel comes in. What happens is this is where they thought the fluid and the infection. Might have come because he said if you think about sump in your sink, all the, all the bad stuff collects in that part of the bowel because it goes up and down and then obviously your bowel’s permeable. So things can transit in and out of it and they think that that might have been a a reason for my recurrent infections" (M1.3)

	
	"...my partner and I asked thousands of questions. I used to go with my list, and [my surgeon] used to laugh at me. I've got more. Yes. No. I asked loads and loads of questions because I wanted to know every detail because I'm that sort of person. We're all different. You know, we all look at things and face things in a very different way, which is what I say all the time when I'm answering something on Facebook. On the Facebook page, but I wanted to know everything and she told me the work I was doing at the time was for [an organisation], which entailed me sitting here. Doing [online communication]. She says you won't be able to do that. You won't be able to do that for a long time. And I thought. Ohh yeah, yeah, but actually, you know what? No, I wasn't and I'm still not” (M3.2)

	Not knowing complicates coping
	"...that needs to be looked at because nobody warned me. About that. And the worst thing was when it happened after the operation, nobody acknowledged it either. That was that was the worst thing for me is that I suddenly stood up and had this gush of fluid come out of me and nobody seemed to be concerned. And I don't know why it happens and no one can tell me why it happens. You know, they say we might dry up and I wish it would. I really wish it would, but unfortunately it doesn't" (M2.2)

	
	"My life has totally changed. I have quite a lot of … I also have fluid in my hip joints, but they don’t actually know where it comes from. It showed up on the scans, but … Is it from my hips themselves? Or is it from other problems?" (M4.3)

	Survivors’ insight supports coping
	"I think it's important to, to make people aware of what could be, but also it's really, really more important to have real people that have come out the other end that have experienced those problems, overcome them, learn to live with them however you want to put it. Like you say, you need to have positive as well as the the reality because it is reality. It's not negative. It's reality isn't it? But, but we are all different and we can come out the other end. And that is exactly what I needed that I didn't have." (M2.2)


	
	"I must admit when I read her story, I was like, no way. I'm not doing it. Do it and then I contacted her and she told me, it told me exactly how the operation was, but then said where there's a chance there's hope. And I just thought you that one sentence I just thought, right I'm doing it" (M2.1)



Table S3 – Group experiential themes with illustrative verbatim quotes, some patients gave polarising views to particular points which are labelled under corresponding sub-themes.

