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Appendix S2: Additional quotes

	Themes
	Subthemes
	Illustrative quotes

	1. External demands and pressures
	
	

	
	1.1 Pressures of the school system
	“I think it might be because I’m like in secondary school, so everything’s just like- There’s more like homework, there are more people. I think because it’s like the grief, all of that” (AYP, female, aged 13)

“I was anxious about everything. The exams didn't help because the amount of pressure they put on them. They need to be changed because the fact that you get your entire life defined by them is ridiculous and I was pressuring myself to pass all of them. It's just ridiculous. I passed them and they still stress me out because I feel like I didn't pass them at a high enough level even though everyone was really proud of me in the end I still didn't feel proud of myself because I still felt like I didn't do best of the best.” (AYP, male, aged 17)

“She then started to refuse to go to school, and the school refused to acknowledge that she’d got any difficulties.  They didn’t put any support in place, they refused to help, even though they were telling me they had serious concerns, this was her teacher’s words, “I have serious concerns about your child’s mental health,” and then they did nothing.  They kept telling me there was nothing wrong, there was no problem, there was nothing going on.  So, as a result of that, they just kept piling the pressure on.  They kept telling her, “Well, you’ve just got to come in.  You’ve just got to do it.”” (Parent of female AYP aged 13)

“She was in a mainstream infants’ school that was absolutely fabulous, and she loved it, and we were seeing no difficulties whatsoever. She’s just changed – because the school comes to an end – to a private school which is just a lot bigger, there’s a lot more staff, and so she has to navigate getting to know a lot more people. They’re a little bit more pressured in terms of wanting the children to kind of academically achieve and conform socially as well. Which obviously, then, is harder for her.”. (Parent of female AYP aged 7)


	
	1.2 Social pressures and demands
	“Sometimes I worry that maybe people on my football team or in my lessons behave differently with me because I’m autistic (although they don’t actually know officially), which occasionally makes me lose faith in myself and consider stopping football etc” (AYP, female, aged 17)

“I find it sometimes like a bit difficult with like friendships, just because I don’t always view friendships the same as other people do” (AYP, female, aged 13)

“I just don’t know what I'm doing but like with the relationship thing, that just makes me sad because every time I try and become friends with someone they kind of just disappear. So I don't know how to become friends with people because that wasn't something that- You don't get taught how to make friends do you?” (AYP, male, aged 17)

“I think that is probably a good way to look at it. I think her anxiety is probably a bit higher when they’re friends with her and her mood is lower when they’re not. I think that’s probably how the ebb and flow works because she’s exhausted, she’s masking, she’s trying so hard to do what she thinks they want her to be but she just doesn’t have certain things in her.” (Parent of female AYP aged 15) 

“I think the main thing that causes them depression right now is social complexities. It’s when you- Somebody doesn’t message you straight back again and you start thinking, do they not like me anymore? And it just spirals from there. I think I had to reassure them quite a lot about, well, this is how friends are sometimes. People- You experience things different, and- Mainly miscommunication, I think, is the main one at the moment.” (Parent of male AYP  aged 10)

“But she just finds that exhausting and overwhelming to socialise on [name of young person’s friend]’s sort of neuro- whether it's on [name of young person’s friend]’s terms or neurotypical terms I don’t know” (Parent of female AYP aged 16)


	
	1.3 Sensory demands
	“I think Sundays when I’m not fully, like recharged, it hits me quite a lot, you know, the loud corridors and everything going on around you can get quite overwhelming.” (AYP, male, aged 15)

“She is very overwhelmed by sensory things, so being in a car is really difficult for her. Being in a noisy room. Being somewhere busy. You know, so it means that she can't access a lot of stuff because the getting to it and the doing of it involves things that make her unable to access it.” (Parent of female AYP, aged 10)

“Like the sound, you know like sounds, setting off fireworks, you think that’s going to be a fun thing right? I didn’t think that my child would come screaming through the backdoor like in absolute pain, like other children are like wow, he was totally freaked. And like I used to use the blender, you know, for blending food and he would sit there screaming and crying through the house.” (Parent of male AYP aged 13)


	1. Autonomy and (lack of) control
	
	

	
	2.1 Lack of control over the environment
	“I think I was more worried because of the transition from primary to secondary and also the fact that it was straight after Covid, that made me feel a lot more worried which is why I think it started then.” (AYP, male, aged 14)

“at the moment in school, this week’s been like a weird week, because I have to have like a plan. I have to have that, because otherwise I’ll freak out, I’ll just shut down. But this week, like, we do sport, we had sports day, so that was weird. We were going to have like the colour run, so you get like paint thrown at you while running, which is fun, but it was cancelled and it just all messed up my brain. And then, today was like a festival thing that we have at school, which again, because it’s not a particular routine so it freaks me out a bit.” (AYP, female, aged 13)

“I’ve been keeping a daily record of anxiety levels for past few months to see if there was a pattern to it. The highest level mornings were nearly always Mondays and Wednesdays. This makes sense as she always struggles to adjust from “home weekend brain to school brain” as she puts it. Teacher job share so a different teacher was in on Wed from the Mon and Tues so found it hard to adjust to the different teaching styles.  (Parent of female AYP, aged 8)

“[name of son] struggles with being away from parents and away from his familiar routine. He doesn’t like unfamiliar situations/people.” (Parent of male AYP aged 11)


	
	2.2 Importance of autonomy
	“It's not that the things don't affect me anymore I think it's more that I’ve just, I’m better at dealing with it and coping. Like if I’m doing a piece of homework and I’m really struggling with it I’ll take a break rather than keep on pushing to do it which ends up taking longer and causing me more stress.” (AYP, female, aged 16)

“So, I actually don’t mind concerts, because I think at concerts, you’re almost fully focused on one thing.  So, you kind of together focusing on one things.  Whereas in a corridor everyone’s going different ways, trying to get to different classes and that’s got more of like a- You know, you don’t know what everyone’s doing almost.” (AYP, male, aged 15)

“the more predictable environment we can make, the more we are making sure that we are managing. He knows where to go, he knows where to get what he will get. He knows the boundary, the more we clarify those boundaries, it works.” (Parent of male AYP, aged 11)

“preparing her for things can really help.  So, feeling like she has control of the situation.  Knowing as much as possible.  So like the Disney we looked at lots of videos beforehand.  Lots of pictures of rooms, lots of pictures of rides.  So she’s prepared as much as possible about the situation and that, you know, again, with the 11 Plus, we’ll do mocks so that she’s had the experience of going in to a big hall and it doesn’t surprise her.” (Parent of female AYP, aged 10)


	1. Safety, trust and predictability
	
	

	
	3.1 People
	“I don’t feel comfortable talking to anyone unless it’s the teachers that I feel comfortable talking to which there’s very few of.  Even though we’re not allowed to, I often secretly pull my phone out to text my mum.  That rarely ever happens.  It’s only if I feel really bad about something, I text my mum.  Sometimes she doesn’t answer obviously because she might be in a meeting.  Sometimes she does but also she can’t do much.  She can’t come in because she’s working but it just makes me feel a bit better, because there’s a bit of support.  I obviously feel comfortable talking to them about it so yes, that helps.” (AYP, male, aged 14)

“if they’re like open to listen and they help you. Because I used to have like a buddy at school who was in Year 13, so she used to help me because she went through the same things as I did, like with friendships and stuff. So, she used to just listen, and I’d get advice like a couple of times a week” (AYP, female, aged 13)

“[Professionals] just don’t listen, they’re very tick box like, feeling like another person that they’ve got to get to know, that sort of thing. Maybe at the start they’re like really empathetic but once it’s like, like everyone talking to me for a month, oh, you’re thinking like why is she still here, do you know what I mean?” (AYP, female, aged 16)

“So now, she's got that base, that strong, solid base of like I'm safe, I'm loved, there is a place where I can be totally myself and I can now go out into the world knowing who- Because I have my base, whereas before the base wasn't there and then she couldn't do it, so I think that's a really key part of the social thing is to have a really solid base at home.” (Parent of female AYP aged 10)


	
	3.2 Places and activities
	“I just love really connecting with nature. I feel like nature can never hurt me, like everything else can but nature can’t. And I love animals. I love going to see animals when I’m upset. They’re innocent and they’re not going to hurt me.” (AYP, female, aged 16)

“Minecraft has endless possibilities so I can log out of that world and into another one” (AYP, female, aged 10)

“When he’s gaming and he’s monitoring his mind, he’s gaming, he’s so in there but also I think sometimes that’s a distraction from all these things in life that are difficult. That’s his way of escaping. It’s pleasurable and an escape at the same time.” (Parent of male AYP, aged 10)

“But he does also like to be outdoors, he does like to be physically active.  He does really like small, quiet animals as well.  So, the most calm I’ve ever seen him since he’s been born probably would be stroking a bunny rabbit or a guinea pig.  He sat there for kind of like 30, 45 minutes straight, really, really still, really quiet just stroking an animal and not really saying anything.  That memory sticks with me because he was just so calm.” (Parent of male AYP, aged 6)



