Table 2: Quotation to illustrate patient and caregiver (lived experience) action themes and subthemes
	Theme
	Quotation

	Theme 1. Information – Accessibility and Amount

	1.1 Lack of information 
(-)
	“I feel like I should have been told about diet before treatment and there was no mention of this”

	
	“But didn’t know why I had to see nutritionist.”

	
	“You need to build yourself, with high protein drinks and things before treatment. But I didn’t know anything.” 

	
	“They never turn around and said you might get depressed here, you might be fed up, you are going to go through a hard time, no no no you are going to have 30 radiation or you you’ll die, they didn’t say you are going to lose weight, they didn’t tell me I might go mental in me head or owt like that, nothing.”

	
	“Sadley it’s a massive lack of information and sometimes when you get the information it’s too late. Like when you’ve lost two stone in weight. Before that no one told me that I would lose weight”.

	
	“I think that's what they concentrate on telling you about the diagnosis telling you will have radiotherapy, how about something like this, they've got to tell you, you probably won't eat, you will struggle eating, I'm sure, I would have asked what does this mean?”

	1.2 Key information (+)
	“Important to know about feeding tubes and to be given the option to have a feeding tube.”

	
	“What is the nutritional, how do you know what you should be eating, for the best nutrition”

	
	“The greatest source of information I found… Macmillan books… There is a book this thick and it’s about this, and it helps you mentally”

	
	“If you had information taken down to take with you..then I can read it again and then next day and the next day.”

	
	“Some sort of leaflet or pamphlet with information like protein all the things you've got to get like your protein and carbs and what calories and what should be on food now I think.”

	1.3 Information uncertainty (+/-)
	“Having someone there to take information. i.e. caregiver.” 

	
	“The main things that you come across is information overload.. It’s prioritising a lot of information, in order, that’s the key.”

	
	“The thing is you can't say to people if you told people what was going to happen, they wouldn't go through with it for sure.”

	
	“Sometimes I think too much information, I mean [partner with HNC] didn’t know what was going to happen, I knew exactly where we were going and we were in trouble, like a steam train, he didn't want to know, so where do you draw the line, so you enable without disabling. Getting it in the right time in the right place and to the right level yes.”

	
	“What I think for a lay member, for a patient it's really important, to educate people about this about prehabilitation, because imagine somebody might not be familiar with this. It might be that they are new to this country, maybe it's about cultural and knowing people's culture and background is really important maybe they're coming from a BME community or a South Asian community and where cancer stigmatises people and people might not feel comfortable we need to educate people, we need to give them information leaflets we need to give them word of mouth and coming from a trustworthy person, maybe coming from a GP, coming from a community centre coming from a champion, who they can trust, nutrition and make a plan for them this is nutritionally good for you and this is the plan”

	Theme 2. Emotional and Mental Wellbeing- Demands and Impacts 

	2.1 Control (+/-)
	“A lot of this is coming back to the mental side. To understand the attitude, personality, you may have mental control, a lot of this is, is about physical, if you don’t have mental side of it it’s a lot more difficult”

	
	“Biggest problem with nutrition is that when you start treatment you don’t want to eat.  It’s like when you are ill, like when you have the flu, you don’t want. That’s the biggest problem, not how you should. You don’t want to eat. You just feal lousy and you don’t want to eat, it’s like when you are ill you don’t want to eat.”

	2.2 Motivation (+/-)
	“If you’re told you are going to have major operation and after that you’re going to have 6 weeks of Radiotherapy and you’re going to feel crap running and you’re not going to want to eat and won’t be able to eat but you need to have strength. So that is why you should be engaged with this.”

	
	“I think for me it was losing all, I had a lot of muscle, losing all that, I did get back to playing rugby,  but it’s psychological and then having no saliva, there’s few hurdles and no one realises, I’m not saying no one helped me, you had to just get on with it.”

	
	“I went through a phase when I gave up, I was massively depressed.”

	2.3 Psychological impact (-)
	“Wearing a mask caused anxiety.”

	
	“I think a lot of it is a lot about attitude.  if you've got a positive attitude I was lucky that mine could have been a lot worse they could have had my tongue cut off there is always something worse that can happen to you, so a lot of it is psychological and some people are not like that some people, are my brother is like doom and gloom, were as I am not like that, it doesn't matter what happens to me I just get up and think..”

	Theme 3. Nutritional and Physical Health- Demands and Impacts

	3.1 Being strong (+)
	“You need to have strength. You might have some now but once you go through that you are going to have a minimum, bare minimum, of energy for two months, and that’s going to be made even longer, when you are going to lose muscle and you are going to lose strength.”

	
	“But it’s not just about gaining weight, it’s about muscle for the strength”

	
	That wasn’t good, there was nothing of me, I disappeared. All my muscle tissues in my arms, where gone, what happened to my arms I’ve no idea.”

	
	I was physically fit beforehand, so I would say a big precursor to having an operation is get yourself fit. I’m not saying to an Olympic standard but just do some exercise. It helped me through both.”

	
	“But you have to be as strong as you can before you start because that determines the outcome for you I think”

	
	“I used to try press up, after my op, but I had blood in my mouth, so I thought I can’t do that now there was a mouthful of blood, so I thought I can’t do that any longer.”

	3.2 Managing side effects (-)
	I think for me it was losing all, I had a lot of muscle, losing all that, i did get back to playing rugby,  but it’s psychological and then having no saliva, there’s few hurdles and no one realises, I’m not saying no one helped me, you had to just get on with it

	Theme 4. Social Connections -Creating Support and Acceptance

	4.1 Peer support and connecting with others (+)
	“When being prepared asking demographic questions- finding out who is your support network and then find out who it is you need.”

	
	“I had a big support network, but I've always lived on my own since then, so both times now it's about picking myself up”

	
	“Somebody needs to be supporting the patient journey.”

	
	“The wife has helped me and the stepdaughter has helped. [ with nutrition]”

	4.2 Family and caregiver support (+) 
	“There was an impact on husband- he has to eat at that time”

	
	“Caregivers are as important”

	
	“I had researched it all I was armed and ready, but it was hard, I could tell him I knew you had to eat it….. As a partnership, he's an ex-miner he's very strong, well I look into things and I research the dietitian and nutrition.”

	
	 “I think you need another half, someone with that person whether that is a wife or spouse, that other persons needs to be informed equally, because they are the one when it goes into treatment and before that are getting on with it and doing.”

	
	“I know that my husband wouldn’t have been able to do it all, the eating that he needed, on his own. 
I was that practical getting on with it, emotionally crumbling, and he was just a strong ex miner who just couldn’t believe what had happened and in denial.”

	
	“Tube feeding meant change to work and social activities” 

	
	“You have to learn to eat. You have to learn how to do it again. I remember that Christmas, having stacks of gravy and a little mash and it was case of do what you can. That was the start of my learning to eat.”

	4.3 Personal adjustments (+/-)
	“You just want to be normal don’t you?”

	
	“And it won’t be the same normal will it, but It’s a new normal that we embrace if we can.”

	
	We like to go out to eat. But we couldn’t go because it affected [partner with HNC] because as he couldn’t eat

	
	“People need to get their heads around the fact that you have to make lifestyle changes. I think that’s a good one beforehand. I think people do need to realise that it's a lifestyle, it's like a diet, not to lose weight, and you've got to get your head around this, and if that's the worst that can happen to you, that you have to change your diet then it's not that bad.”

	
	“People need to get their heads around the fact that you have to make lifestyle changes. I think that’s a good one beforehand. I think people do need to realise that it's a lifestyle, it's like a diet, not to lose weight, and you've got to get your head around this, and if that's the worst that can happen to you, that you have to change your diet then it's not that bad.”

	Theme 5. The Care Pathway

	Disconnected pathway 
(-)
	“But all the information is there and the books are fantastic, great source of information, it learned me a lot , they have all the information there you need, you don’t need to ask them for it, you just get the books and take them home, you learn so much, I learnt too late mostly, but it’s all there”.   

	
	“I think at time of diagnosis it [nutrition] should be discussed”

	
	“And I don't think it's just about getting the information, I think it's about where it's put because when you're diagnosed, there's a lot of information you're having the mask fitted where does that fit in with where the right time to put it in is and where is the importance,  we're here for this appointment, were having this done were the at the dentists we're getting teeth out, were doing this, we need it there, in the right order, it needs to be put in early on, when all the information is there, it needs to be there in the right order.”

	
	“And also, I don't think nutrition is taken seriously, well, it's not at the forefront of the NHS, and it should be , it should be given more importance, because if not you're just going to have people going back, so I think there is definitely a gap for where, but I'm not sure, I think if you went to see the oncologists they are more likely just to tell you about your treatment and not bothering about your diet.”

	
	“Oncologist isn’t the nutrition expert, I just think, I've been to see [ a dietitian] in [place name] and that was brilliant for me and I can ask her a question,….., it was brilliant meeting [the dietitian] and just opened up, she was able to guide me, on what I need to do..”

	
	“I was a bit, rabbit in the headlight it all happened so fast.”
















