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Parent interview semi-structured guide 
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Clinician interview semi-structured guide 
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Supplemental Material Table 1
Saturation Table 
	
		Interviews


	Codes and categories 
	1,2,3
	4,5,6
	7&8*, 9
	10,11,12
	13,14,15
	16,17,18
	19,20,21
	22,23,24

	Sleep
	 
	 
	 
	 
	 
	 
	 
	 

	· Difficulty getting to sleep
	X
	 
	 
	 
	 
	 
	 
	 

	· General sleep disruption
	X
	 
	 
	 
	 
	 
	 
	 

	· Notice at night
	X
	 
	 
	 
	 
	 
	 
	 

	· Wake up at night
	X
	 
	 
	 
	 
	 
	 
	 

	Physical health
	 
	 
	 
	 
	 
	 
	 
	 

	· Ear pain
	X
	 
	 
	 
	 
	 
	 
	 

	· Headache
	 
	 
	X
	 
	 
	 
	 
	 

	· Tired/ fatigue
	X
	 
	 
	 
	 
	 
	 
	 

	School/ Learning
	 
	 
	 
	 
	 
	 
	 
	 

	· School (general)
	X
	
	
	
	
	
	
	

	· Affects concentration
	X
	 
	 
	 
	 
	 
	 
	 

	· Affects school performance
	 
	X
	 
	 
	 
	 
	 
	 

	· Behaviour (school)
	 
	 
	 
	 
	X
	 
	 
	 

	· Exams or assessments
	X
	 
	 
	 
	 
	 
	 
	 

	· Hearing or listening (school)
	X
	 
	 
	 
	 
	 
	 
	 

	· Interferes with work
	X
	 
	 
	 
	 
	 
	 
	 

	· Loud environments
	X
	 
	 
	 
	 
	 
	 
	 

	· Missing school
	 
	 
	X
	 
	 
	 
	 
	 

	· Particular lessons
	X
	 
	 
	 
	 
	 
	 
	 

	· Quiet environments
	X
	 
	 
	 
	 
	 
	 
	 

	· Teachers lack awareness
	 
	 
	 
	 
	X
	 
	 
	 

	· Worry about getting into trouble
	X
	 
	 
	 
	 
	 
	 
	 

	Cognitive impact
	 
	 
	 
	 
	 
	 
	 
	 

	· Concentration
	X
	 
	 
	 
	 
	 
	 
	 

	· Confusion
	 
	X
	 
	 
	 
	 
	 
	 

	· Difficult to ignore
	X
	 
	 
	 
	 
	 
	 
	 

	· Distracting
	X
	 
	 
	 
	 
	 
	 
	 

	
	
	
	
	
	
	
	
	

	Hearing and listening
	 
	 
	 
	 
	 
	 
	 
	 

	· Hearing and listening (general)
	X
	 
	 
	 
	 
	 
	 
	 

	· Altered perception of sound
	X
	 
	 
	 
	 
	 
	 
	 

	· Difficulty hearing speech in noise
	X
	 
	 
	 
	 
	 
	 
	 

	Activities
	 
	 
	 
	 
	 
	 
	 
	 

	· Activities (general)
	X
	 
	 
	 
	 
	 
	 
	 

	· Avoidance of quiet or loud sound
	X
	 
	 
	 
	 
	 
	 
	 

	· Computer or tv
	X
	 
	 
	 
	 
	 
	 
	 

	· Family or Home life
	 
	 
	 
	X
	 
	 
	 
	 

	· Games and sports
	X
	 
	 
	 
	 
	 
	 
	 

	· Hearing tests
	 
	X
	 
	 
	 
	 
	 
	 

	· Homework
	 
	X
	 
	 
	 
	 
	 
	 

	· Music or loud events
	X
	 
	 
	 
	 
	 
	 
	 

	· Need to remain close to home
	X
	 
	 
	 
	 
	 
	 
	 

	· Social events
	X
	 
	 
	 
	 
	 
	 
	 

	· Swimming
	X
	 
	 
	 
	 
	 
	 
	 

	· Using the telephone
	 
	 
	 
	X
	 
	 
	 
	 

	Emotions
	 
	 
	 
	 
	 
	 
	 
	 

	· Anger
	 
	X
	 
	 
	 
	 
	 
	 

	· Anguish
	 
	X
	 
	 
	 
	 
	 
	 

	· Annoying (general)
	X
	 
	 
	 
	 
	 
	 
	 

	· Annoying when going to sleep
	X
	 
	 
	 
	 
	 
	 
	 

	· Being bothered by tinnitus
	X
	 
	 
	 
	 
	 
	 
	 

	· Anxious
	X
	 
	 
	 
	 
	 
	 
	 

	· Depressed
	 
	 
	 
	 
	 
	 
	X
	 

	· Embarrassed
	 
	 
	 
	 
	X
	 
	 
	 

	· Frustration
	X
	 
	 
	 
	 
	 
	 
	 

	· Grumpy
	X
	 
	 
	 
	 
	 
	 
	 

	· Hopelessness
	 
	 
	 
	 
	X
	 
	 
	 

	· Insecure
	 
	 
	X
	 
	 
	 
	 
	 

	· Lack of enjoyment
	 
	 
	 
	 
	 
	X
	 
	 

	· Less tolerant
	 
	 
	 
	 
	X
	 
	 
	 

	· Mood
	 
	 
	 
	 
	 
	 
	X
	 

	· Negative thoughts feelings
	 
	X
	 
	 
	 
	 
	 
	 

	· Hates life
	 
	 
	 
	 
	X
	 
	 
	 

	· Thinking - 'why me' or it's unfair
	 
	 
	X
	 
	 
	 
	 
	 

	· Unable to control or can’t find things to help
	 
	X
	 
	 
	 
	 
	 
	 

	· Unable to relax
	 
	X
	 
	 
	 
	 
	 
	 

	· Wanting tinnitus to go away
	 
	 
	X
	 
	 
	 
	 
	 

	· Nervous
	 
	X
	 
	 
	 
	 
	 
	 

	· Overwhelmed
	X
	 
	 
	 
	 
	 
	 
	 

	· Panic
	 
	 
	X
	 
	 
	 
	 
	 

	· Sad
	X
	 
	 
	 
	 
	 
	 
	 

	· Scared
	X
	 
	 
	 
	 
	 
	 
	 

	· Stressed or distressing
	X
	 
	 
	 
	 
	 
	 
	 

	· Unsettling
	 
	X
	 
	 
	 
	 
	 
	 

	· Upsetting
	 
	 
	 
	X
	 
	 
	 
	 

	· Worried
	X
	 
	 
	 
	 
	 
	 
	 

	· Wound up
	 
	 
	 
	 
	X
	 
	 
	 

	Concerns and questions
	 
	 
	 
	 
	 
	 
	 
	 

	· Concerns and questions (general)
	 
	 
	 
	X
	 
	 
	 
	 

	· Concerns for the future
	X
	 
	 
	 
	 
	 
	 
	 

	· Fear you won’t be believed
	 
	 
	X
	 
	 
	 
	 
	 

	· Feeling to blame for the tinnitus
	 
	 
	 
	X
	 
	 
	 
	 

	· Hoping tinnitus will go away
	 
	 
	 
	X
	 
	 
	 
	 

	· It won’t go away
	 
	 
	X
	 
	 
	 
	 
	 

	· Tinnitus is something serious
	 
	X
	 
	 
	 
	 
	 
	 

	· Why me, not others
	 
	 
	X
	 
	 
	 
	 
	 

	· Worry about getting teased or bullied
	 
	 
	 
	X
	 
	 
	 
	 

	· Worry about sleep
	 
	X
	 
	 
	 
	 
	 
	 

	· Worry about tinnitus difficulties
	 
	X
	 
	 
	 
	 
	 
	 

	· Worry about school
	X
	 
	 
	 
	 
	 
	 
	 

	· Worry tinnitus will get worse
	X
	 
	 
	 
	 
	 
	 
	 

	Behaviour
	 
	 
	 
	 
	 
	 
	 
	 

	· Behaviour (general)
	 
	 
	X
	 
	 
	 
	 
	 

	· Don't want to be alone
	 
	 
	 
	 
	 
	 
	X
	 

	· Lack of confidence
	 
	 
	 
	 
	X
	 
	 
	 

	· Looking for an external noise
	 
	 
	 
	X
	 
	 
	 
	 

	· Over-alertness
	 
	 
	 
	 
	 
	 
	X
	 

	Negative coping
	 
	 
	 
	 
	 
	 
	 
	

	· Bottling up difficulties
	 
	 
	X
	 
	 
	 
	 
	

	· Over-attending to the sound
	 
	 
	 
	 
	 
	 
	X
	

	· Physical response
	X
	 
	 
	 
	 
	 
	 
	

	· Talking to distract self
	 
	X
	 
	 
	 
	 
	 
	

	· Thinking or talking about tinnitus a lot
	 
	 
	X
	 
	 
	 
	 
	

	· Try to get rid of it
	X
	 
	 
	 
	 
	 
	 
	

	Social impact
	 
	 
	 
	 
	 
	
	
	

	· Affects conversations
	X
	 
	 
	 
	 
	
	
	

	· Being singled out or bullied
	 
	 
	 
	 
	X
	
	
	

	· Don’t want to draw attention to it
	 
	 
	X
	 
	 
	
	
	

	· Family relationships
	 
	 
	X
	 
	 
	
	
	

	· Feeling different isolated or lonely
	X
	 
	 
	 
	 
	
	
	

	· Hard to talk to others
	 
	X
	 
	 
	 
	
	
	

	· Social impact – general
	 
	X
	 
	 
	 
	
	
	

	· Weird
	 
	 
	 
	 
	X
	
	
	

	· Withdrawn
	 
	 
	 
	 
	X
	
	
	

	· Social impact
	 
	 
	 
	 
	 
	
	
	

	Perception of others
	 
	 
	 
	 
	 
	 
	 
	 

	· Don’t believe you
	 
	 
	X
	 
	 
	 
	 
	 

	· Lack awareness, understanding, forget
	X
	 
	 
	 
	 
	 
	 
	 

	· Lack of support
	X
	 
	 
	 
	 
	 
	 
	 

	· Parental anxiety
	 
	 
	 
	X
	 
	 
	 
	 

	Knowledge and resources
	 
	 
	 
	 
	 
	 
	 
	 

	· Lack of health care services
	 
	 
	 
	 
	X
	 
	 
	 

	· Not knowing what tinnitus is
	X
	 
	 
	 
	 
	 
	 
	 

	Exacerbating Factors
	 
	 
	 
	 
	 
	 
	 
	 

	· Accumulates over time
	 
	 
	 
	X
	 
	 
	 
	 

	· Cold weather
	 
	X
	 
	 
	 
	 
	 
	 

	· Difficult situations
	X
	 
	 
	 
	 
	 
	 
	 

	· Having a cold
	 
	X
	 
	 
	 
	 
	 
	 

	· Lifestyle change
	 
	 
	 
	 
	 
	X
	 
	 

	· Loud noises 
	X
	 
	 
	 
	 
	 
	 
	 

	· Notice in quiet
	X
	 
	 
	 
	 
	 
	 
	 

	· Speaking and thinking about it
	 
	X
	 
	 
	 
	 
	 
	 

	· Specific noises
	 
	 
	 
	X
	 
	 
	 
	 

	· Transition from loud to quiet
	 
	 
	 
	X
	 
	 
	 
	 

	· When or after seeing a health care professional
	 
	X
	 
	 
	 
	 
	 
	 

	· When at home or in evenings
	 
	 
	 
	 
	X
	 
	 
	 

	· When in situation cannot control
	 
	 
	X
	 
	 
	 
	 
	 

	· When not engaged in situation
	 
	 
	 
	X
	 
	 
	 
	 

	· When stressed
	X
	 
	 
	 
	 
	 
	 
	 

	· When tired
	X
	 
	 
	 
	 
	 
	 
	 


Note. *Group interview
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Supplemental Material Figure 6
Clinician survey outline
· Where is your department based? (NHS Trust)
· How many people in your department (including you) have reviewed the questionnaire and provided feedback for this survey?
· Is the instruction text suitable? (Suitable/ Mixed Views/ Not Suitable)
· Please explain your answer.
· Is the recall period (last TWO weeks) suitable? (Suitable/ Mixed Views/ Not Suitable)
· Please explain your answer.
· The questionnaire uses the following response scale throughout: Are the response scale options suitable? (Suitable/ Mixed Views/ Not Suitable)
· Never 
· Please explain your answer.
· A little of the time
· Please explain your answer
· Some of the time
· Please explain your answer.
· A lot of the time	
· Please explain your answer.
· All of the time
· Please explain your answer.
· Asked for each item: 
· Is the item suitable? (Suitable/ Mixed Views/ Not Suitable)
· Please explain your answer.	
· Asked for each subscale:
· Is the response scale (Never, A little of the time, Some of the time, A lot of the time, All of the time) suitable for these items? (Suitable/ Mixed Views/ Not Suitable)
· Were there any questions missing?
· If you have any other general feedback about the questionnaire  please include it here.













Supplemental Table 2
Domains and subdomains of the conceptual framework, alongside supporting quotes from interviews with children and parents and the 38 items from the iTICQ pilot version
	Conceptual Framework
	
Example quote from interviews
	
Pilot questionnaire item

	Domains
	Subdomains
	
	

	Sleep & Feeling Tired
	General sleep problems
	“I won’t be able to go to sleep. Some nights I can and it’s fine and I’m straight to bed, but other nights it just gets quite bad and I'm rolling on both my sides trying to get to sleep. All I can hear is this really frustrating noise.” CH9F16
	My tinnitus stops me from sleeping well
Even with my tinnitus, I sleep well

	
	Difficulty getting to sleep
	“I’ll get to bed and lie down. I’ll turn off my light…and it will be okay for a while…it will be there quietly…but then it will get really loud when I am trying to fall asleep. I don’t know why.” CH16F12
	My tinnitus makes it difficult for me to get to sleep

	
	Waking up in the night
	“In the morning, a few hours before I normally wake up, I just wake up and I can't get back to sleep. Or I go to the toilet, and I can't get back to sleep because I can just hear it all the time.” CH4F11
	My tinnitus makes me wake up during the night

	
	Tired/ fatigue
	“I'm tired so it gets harder to concentrate in lessons and I think it just kind of spirals...” CH16F12
	I feel tired because of my tinnitus

	
	Don’t want to go to bed
	“Sleep tends to be the most common one. So, they have trouble getting to sleep, or they don’t want to go to bed, or they don’t like going to bed.” CN6
	I don't like going to bed because of my tinnitus

	
	Worrying about not sleeping because of tinnitus
	“Children are worried that it is stopping them from going to sleep and the effects it has on them.” CN3
	I worry that my tinnitus will stop me from sleeping

	Learning
	School performance
	“Last year he didn’t have a very good year at school. He spent a lot of time outside of the classroom because his tinnitus was so bad…that really affected his school year and he didn’t perform as well as expected.”P1M11
	Even with my tinnitus, I am able to do my schoolwork

	
	General concentration and attention difficulties
	“It’s kind of annoying. Like it’s hard to concentrate…in lessons, trying to concentrate and listen to the teacher. I can just hear it sometimes…and then I try to block it out, but it’s hard to block out. So I'm losing more concentration on my work at the same time.” CH4F11
	My tinnitus makes it difficult for me to concentrate

	
	Exams, assessments, or tests
	“It was quite frustrating because during my GCSEs, obviously no one knew there was an issue and it was really overpowering. I think stress triggers it because I was obviously quite stressed out and also if the room is quite quiet, it can get louder. So, I was in the exam hall and all I could hear was this really high pitch… I couldn’t concentrate.” CH9F16
	My tinnitus makes tests, assessments, or exams more difficult to do

	
	Finding school stressful
	“It’s mostly stress when you get stressed a lot it comes and it really bothers you. You might be thinking about that too much and mess up the test.” CH1M13 (Group)
	I find school stressful because of my tinnitus

	
	Missing school/lessons
	“I don’t always feel like I want to go and do [the lesson], I’m like, ‘can I go somewhere else?’ I’ve got one lesson where I know it’s going to be bad. It’s just tiring.” CH12F13
	Because of my tinnitus, I miss my lessons

	
	Getting into trouble at school
	“…if you don’t make yourself different, you don’t show any signs of anything then the teacher’s not going to get frustrated, you’re not going to be told you’re going to be kept in.” P3M9
	I get into trouble at school because of my tinnitus

	Emotional Health
	Worried/ scared
	“If my tinnitus was quite bad [in the future] how would it affect me then? Or even if I got an apprenticeship or into the world of work, that it’s not like school where I can say, my tinnitus is bad, or I'm stressed out, can I leave?…you're an adult then, so you have to try and cope. What if my tinnitus was quite overpowering? Especially if it was in a university room…what if I can't hear the lecturer? Then there’s no point in me even being there really…” CH9F16
	My tinnitus makes me feel worried

	
	Panic/Stressed
	“I didn’t know what it was but I remember it distressing me quite a lot and I was asking my parents what it was, but they said that it wasn’t a big deal…” CH14F12
	My tinnitus makes me feel stressed

	
	Sad/ bad mood/ depressed
	“He’s got really bad tinnitus this morning and was crying. He didn’t sleep very well last night. He gets really upset, saying that we don’t understand what it’s like for him… He has said to me before that he hates his life.” P4M12
	Even with my tinnitus, I feel happy
My tinnitus puts me in a bad mood

	
	Feeling different/ embarrassed
	“No, he doesn’t [talk to his friends about tinnitus]. He said he’s embarrassed by it. He thinks it’s a sign he’s a bit weird.” P4M12
	My tinnitus makes me feel like I am not normal

	
	Lonely
	“It obviously wasn’t nice knowing that [another child at school had tinnitus]but it was like…I’m not the only one who has it.” CH9F16
	My tinnitus makes me feel lonely

	
	Anger
	“She goes into her own world. You can actually see it in her face that she’s just somewhere else. She gets quite frustrated. She tends to shout at us, and she actually takes it out on her big sister and it’s like ‘why’s it always me that’s got to have this?’…it’s just horrible to see.” P5F12
	My tinnitus makes me feel angry

	
	Helpless/ can’t cope
	“He feels hopeless, that nothing is helping.”P4M12
	There are things that I can do that help me cope with my tinnitus

	
	Overwhelmed
	“The sound doesn’t change, but how I can handle it, or if it is overpowering, that kind of changes.” CH9F16
	I struggle with how tinnitus makes me feel

	
	Tense/ can’t relax
	“I’m like really annoyed that it would be something which I couldn’t stop and I’d be trying to relax and it made me more annoyed.” CH3F14
	Even with my tinnitus, I can do things to relax

	Hearing & Listening
	Difficult to hear
	“Yes, it makes it difficult to hear teachers talking because I was trying to focus on the teacher and get rid of it at the same time, which doesn’t work.” CH12F13
	My tinnitus makes it difficult for me to hear

	
	Makes things sound different
	“…after the alarm is turned off I can keep hearing the alarm, sort of, type thing...” CH5M12
	Because of my tinnitus, things don't sound like they should

	
	Makes conversations difficult
	“In the canteen when it’s really loud. It gets hard. The booming comes in really loud, over the top of everyone else and it drowns out everyone else and just makes it like that noise is all I can hear…it gets a bit annoying, because I can't actually hear what other people are saying.” CH16F12
	My tinnitus makes it difficult to take part in conversations

	
	Worry about not being able to hear
	“Once I had a sleepover at my friend’s house and my tinnitus was so bad. I was getting so worried that I wasn’t going to get to sleep that I actually couldn’t hear him when he was talking to me.” CH1M11(Group)

	I worry about not being able to hear properly because of my tinnitus

	Taking Part
	Affects activities with others
	“Sometimes when it gets really noisy when I go to football, my tinnitus starts.” CH1M11(Group)
	My tinnitus interferes with the activities I do with others (e.g. friends, family)

	
	Affects activities I do on my own
	“Sometimes, if I’m watching something on my laptop, and I’ve got headphones on that fill my whole ear, it makes the tinnitus really loud. It’s not distressing, it’s just unsettling when it’s really loud, and I’m trying to do other things.” CH14F12
	My tinnitus interferes with the activities I do on my own

	
	Stops activities
	“There are certain activities that he wouldn’t go to. For example, there was a birthday party at the weekend. He didn’t want to go to that because it would be noisy and would make it worse.” P4M12
	Because of my tinnitus, I have stopped doing the activities I used to do

	
	Avoid loud or quiet places
	“Friday lunchtime in the common room is like hell, it’s so busy. There’s so many people and I try and avoid that. I’d rather go with one or two friends to the shop or something like that… because I know that my tinnitus will be really bad in situations like that, I just won’t be able to hear what people are saying...” CH9F16
	Because of my tinnitus, I avoid certain places

	
	Dislike being far from home
	“Parties aren’t so bad because…I can just ring my mum or my dad and one of them will pick me up. Whereas festivals would stress me our because it is a further distance away.”CH9F16
	Because of my tinnitus, I don't like being far from home

	
	Dislike being alone
	“They can withdraw. They can be clingy. So they don’t want to be on their own….because that can be when it is worse.”CN8
	Because of my tinnitus, I don't like being on my own

	Relationships
	Affects friendships
	“They would make fun of her because she was hearing noises in her ear and then she wasn’t able to concentrate and then they were starting to call her names.” P5F12
	Even with my tinnitus, I enjoy spending time with friends

	
	Affects family relationships
	“He’s quite good at keeping it in when he’s in public or when he’s at school, and so then we as a family get the brunt of it when it’s been a bad day, because he can't always express verbally how he’s feeling, so then that will come out in a bit of an outburst. Angry, shouting and cross. But it’s because he can't handle what’s happening inside.” P1M11
	Even with my tinnitus, I get on well with my family (e.g. my parents, brothers, sisters)

	
	Others don’t understand
	“School is a nightmare for him. It’s an old school so that doesn’t help….He has teachers that don’t want to understand.”P3M9
	Other people don't understand how tinnitus affects me (e.g. teachers, friends, family)

	
	Lack of support
	“The boarding house were banning phones at night…he explained to the housemaster ‘I need my phone to help me get to sleep because I’ve got tinnitus’ and he said, ‘well you’ll need a medical letter’.” P2M15
	I feel like I get enough support for my tinnitus

	
	Hard to talk to others
	“They don’t know about it. I never really complain about it to the teacher, or anything, because there’s not anything they can do. But I also don’t really like talking about it to people, so I wouldn’t want to tell my teacher anyway.” CH14F12
	I find it hard to talk to other people about my tinnitus


Note. Respondent ID format: CH9F16 refers to child number 9, female, aged 16. P3M9 refers to parent number three, male child, aged 9. Code CN6 refers to clinician number 6.




Supplemental Material Table 3. 
[bookmark: _heading=h.fwnmjvgimcuy]Amendments to the tinnitus definition, instructions, and question text. 
	
	Pilot v1.0 text
	Pilot v1.5 text
	Rationale for change

	Tinnitus definition
	Tinnitus is the name for hearing sounds in the ears or head when there is no sound coming from outside the body.
	Tinnitus is hearing sounds in the ears or head when there is no sound coming from outside the body.

Tinnitus is sometimes called “ear noises” or “ringing’ or ‘buzzing’ in the ears.
	Removed redundant text and added child-friendly examples.v1.3

	Instructions
	This questionnaire will ask you about how your tinnitus has been in the last TWO WEEKS (including today). For each row, please tick (🗹) the box/click the answer that matches your experience or feelings. There are no right or wrong answers.

Please ask for help if there is something you are not sure about.
	These questions will ask you about how your tinnitus has been in the last TWO WEEKS.

For each row, please [tick (🗹) the box/ click the answer] that matches you. There are no right or wrong answers.

Please ask for help if there is something you are not sure about.
	Simplified text. Removed more complex three and four-syllable words ‘questionnaire’ and ‘experience.’ v1.4

	Question text
	Thinking about how your tinnitus has been in the last TWO weeks, how much does this sound like you?
	Thinking about how your tinnitus has been in the last TWO weeks…
	Removed ‘how much does this sound like you’ as phrase highlighted as confusing in cognitive interview/ was no longer logical to include following removal of agreement scale. v1.1


Note. Green text highlights new or updated text. Superscript text indicates the pilot version where the change was made (as shown in Figure 1).

Supplemental Material Table 3. 
Amendments to the response scale.
	
	Pilot v1.0 text
	Pilot v1.5 text
	Rationale for change

	Scene-setting items
	Frequency scale: Never, A little of the time, Some of the time, A lot of the time, All of the time
	Frequency scale: 
None of the time, A little of the time, Some of the time, A lot of the time, All of the time.
	Replaced ‘Never’ with ‘None of the time’ for parity with the latter end of the scale. v1.2

	Subscale items
	Agreement scale: Strongly disagree, Disagree, I don’t agree or disagree, Agree, Strongly Agree
	Frequency scale: 

None of the time, A little of the time, Some of the time, A lot of the time, All of the time
	To address inconsistent use of agreement scale. v1.1


Note. Green text highlights new or updated text. Superscript text indicates the pilot version where the change was made (as shown in Figure 1).
[bookmark: _heading=h.1fob9te]
Supplemental Material Table 4
[bookmark: _heading=h.ai04l419qpmz]Amendments to the questionnaire items.
	Section/
Subscale
	Pilot item v1.0
	Pilot v1.5 text
	Rationale for change

	Scene-setting items
	How much have you noticed your tinnitus?
	How much have you noticed your tinnitus?
	No change


	
	How much have you felt annoyed by your tinnitus?
	How much have you felt annoyed by your tinnitus?
	

	
	How much has your tinnitus made it difficult to do things?
	How much has your tinnitus made it hard to do things?
	Substituted a simpler, single-syllable word. v1.4

	Sleep and feeling tired
	My tinnitus stops me from sleeping well
	REMOVED
	Covered by other items in sleep subscale. v1.4

	
	Even with my tinnitus, I sleep well
	Even with my tinnitus, I sleep well
	No change

	
	My tinnitus makes it difficult for me to get to sleep
	My tinnitus makes it hard for me to get to sleep
	Substituted a simpler, single-syllable word. v1.4

	
	My tinnitus makes me wake up during the night
	My tinnitus makes me wake up during the night
	No change


	
	I feel tired because of my tinnitus
	I feel tired because of my tinnitus
	

	
	I don't like going to bed because of my tinnitus
	I don't like going to bed because of my tinnitus
	

	
	I worry that my tinnitus will stop me from sleeping
	I worry that my tinnitus will stop me from sleeping
	

	Learning
	Even with my tinnitus, I am able to do my schoolwork
	Even with my tinnitus, I am able to do my schoolwork
	No change

	
	My tinnitus makes it difficult for me to concentrate
	My tinnitus makes it hard for me to focus or concentrate
	Substituted a simpler, single-syllable word.v1.4

Added ‘focus’ as an alternative common word for ‘concentrate’. v1.4

	
	My tinnitus makes tests, assessments, or exams more difficult to do
	My tinnitus makes tests or exams harder to do
	Removed redundant word ‘assessments’. v1.1
Substituted a simpler word. v1.4


	
	I find school stressful because of my tinnitus
	I find school stressful because of my tinnitus
	No change

	
	Because of my tinnitus, I miss my lessons
	I miss my lessons because of my tinnitus
	Aligned structure with other items for parity. v1.2

	
	I get into trouble at school because of my tinnitus
	I get into trouble at school because of my tinnitus
	No change

	Emotional Health
	[bookmark: _heading=h.3znysh7]My tinnitus makes me feel worried
	I worry about my tinnitus
	Amended to cover children’s common experience of worrying about tinnitus. v1.2

	
	
	NEW ITEM:
My tinnitus makes me feel scared
	New ‘scared’ item added as widely reported and not sufficiently covered by other items. v1.3

	
	My tinnitus makes me feel stressed
	My tinnitus makes me feel stressed
	No change


	
	Even with my tinnitus, I feel happy
	Even with my tinnitus, I feel happy
	

	
	My tinnitus puts me in a bad mood
	My tinnitus puts me in a bad mood
	

	
	My tinnitus makes me feel like I am not normal
	My tinnitus makes me feel like I am not normal
	

	
	My tinnitus makes me feel lonely
	REMOVED
	Scores showed a possible floor effect. Lacked relevance for children and mainly parent-reported in previous interview study. v1.4

	
	My tinnitus makes me feel angry
	REMOVED
	Feedback suggested anger was covered by ‘bad mood’ item. v1.2

	
	
	NEW ITEM:
My tinnitus makes me feel sad
	‘Sad’ item by clinicians not covered by other items.v1.2

	
	There are things that I can do that help me cope with my tinnitus
	There are things that I can do that help me cope with my tinnitus
	No change

	
	I struggle with how tinnitus makes me feel
	REMOVED
	Not well understood by children. Abstract concept.v1.4

	
	Even with my tinnitus, I can do things to relax
	Even with my tinnitus, I can do things to relax
	No change

	Hearing and listening
	My tinnitus makes it difficult for me to hear
	My tinnitus makes it hard for me to hear
	Substituted a simpler, single-syllable word.v1.4

	
	Because of my tinnitus, things don't sound like they should
	REMOVED
	Not well understood. Lacked relevance to children.v1.4

	
	My tinnitus makes it difficult to take part in conversations
	My tinnitus makes it hard to take part in conversations
	Substituted a simpler, single-syllable word. v1.4

	
	I worry about not being able to hear properly because of my tinnitus
	I worry about not being able to hear because of my tinnitus
	‘Properly’ removed as considered redundant. v1.2

	Taking part
	My tinnitus interferes with the activities I do with others (e.g., friends, family)
	My tinnitus gets in the way of things I do with friends or family
	Substituted a simpler words/ phrases. v1.4

	
	My tinnitus interferes with the activities I do on my own
	My tinnitus gets in the way of things I do on my own
	Substituted a simpler words/ phrases.v1.4

	
	Because of my tinnitus, I have stopped doing the activities I used to do
	My tinnitus stops me from doing the things I used to do
	Substituted a simpler words/ phrases.v1.1 and v1.4

	
	Because of my tinnitus, I avoid certain places
	There are places I avoid because of my tinnitus
	Initial decision to substitute ‘avoid’ to ‘do not go to’ however decision later reversed to maintain simplicity and meaning. v1.4 and v1.5

	
	Because of my tinnitus, I don't like being far from home
	REMOVED
	Children said item lacked relevance as they are not often away from home. Scores suggested floor effect.v1.4

	
	Because of my tinnitus, I don't like being on my own
	REMOVED
	Not well understood. Item with response scale considered complex. Scores suggested floor effect.v1.4

	
	
	NEW ITEM:
I prefer to spend time on my own because of my tinnitus
	Item suggested by clinicians not felt to be covered by original items.v1.2

	Relationships
	Even with my tinnitus, I enjoy spending time with friends
	Even with my tinnitus, I enjoy spending time with friends
	No change


	
	Even with my tinnitus, I get on well with my family (e.g., my parents, brothers, sisters)
	Even with my tinnitus, I get on well with my family (e.g., my parents, brothers, sisters)
	

	
	Other people don't understand how tinnitus affects me (e.g., teachers, friends, family)
	REMOVED
	Not well understood. Found complex due to inclusion of three diverse example groups. Felt covered by ‘support/help’ item.v1.4

	
	I feel like I get enough support for my tinnitus
	I feel like I get enough help for my tinnitus
	Substituted a simpler, child-friendly word.v1.4

	
	I find it hard to talk to other people about my tinnitus
	I find it hard to talk to other people about my tinnitus
	No change


Note. Green text highlights new or updated text. Superscript text indicates the pilot version where the change was made (as shown in Figure 1).
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Tinnitus-related problems in children
Child discussion guide
Face-to-face discussion

(30-60 minutes)

Format key

Interviewer script
Question
Interviewer
instruction/tips
TURN ON AUDIO RECORDER

1. Introduction & Housekeeping (5 minutes)

Thank you for agreeing to take part in my research. We are going to spend some time
talking about the sounds you hear. This will involve some games that will get you to think
and talk about your experiences. There are no right or wrong answers. You are the
person that knows your sounds best and | want to know what you think,

o Check consentform has been signed by parent/guardian and returned

o Remind that discussion is being recorded so it can be remembered later

o Remind ok tonot answer /stop atany time

2. lee-breaker (5 minutes)
Interviewer and child to both take turns to do this
' Pick your favourite activity from the picture cards In front of you and tell me why
you like it
W Is there anything here thatyou don’tlike doing?

3. Describing tinnitus (10 minutes)
Tinnitus is when your brain hears sound inside your ears or head when there is no sound
coming from outside the body. Everyone's tinnitus sounds can be different.
What are your sounds like?
How wouldyou describe them?
Do they change?
Do they come and go?
Use this paper to describe what tinitus sounds like toyou. You could use words
or draw a picture.
Pass child blank paper and pen to use. The child may want to name their tinnitus sound. Ask
if OK to use this name for the remainder of discussion,
Sometimes people aren't bothered by tinnitus, but sometimes people can find it makes
them have unhappy thoughts or feelings, or even stops them from doing things.
¥ How doyou feel about the tinnitus?
¥ How does the tinnitus make you feel?

EE R R

Tinnitus-related problems in children, Child interview guide, version no 1.0, Date
30/10/2018
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= Wiy hav th stars been put on [prblem x/ environment 2
Wiy have nostars been placed on [problem y/ environment 1>
Wiy doyou think some problems are harder thanothers?

5. stateges (5 min)
How we ae ging o tink abou the things we use o th things w doto helpus when
tinnitu s bo.

Forthe importantproblems expor..
= what do you do when you have [prblem 2
« vihatheps ou feel btter?
« Wihathave doctors (auiclogists hearing therapists G’ etc) suggested o
ey
What works n dferent environments/ ifrentsitations?
What Rave you trid that dosst work?

3. bukd 3 person: hid with tinitus elted problems (10 min)
We o now going todo something bt dferent Together, s  goup, we re going to
i person with tinntu. LeCsthinkofsomeone togeher.
- arethey maleorfemale?
age?Sehoal vear?
What do they ook ie? Culy hair?Glsses? s photos 1o promit
What do they ke doing? s sty cards 35 3 raminder
Whatare thei favourite subjects 3t schoal?
What subjects don' they ike?
What do hey et for breakiast?
Whats thei avoure thing to watch on V2
What doss thei tinnitus sound ike? How loud? One 21 Sathears?
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= Does tanitus cause a problem for your hld 2 school?
fyes:
= What problems does your child experence?
= Where and when do problems occur?
= Innoise/inquit
> When working/ studving
S atbreak e with rends
Wit doss your chid do fproblems arise atschool due t thlrtnitus?
« What do your child's eachers do?
« What do your chi's riends do?

= Does tnitus cause a problem for your child 2t home?
ryes:
« What problems does your child experence?
= Where and when do problems occur?
= Innoise/inquit
> Watching ./ i room | during actics / dimer ime.
< Daytme  ighttme.
> Withsibings / with parents
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1. ntroduction & Housekeeping (2 minutes)
Thankyou for agreeng o takepart n tis discusson.  would ke o spend th next 30-
50 minutes dscussing your perspective on how tinnitus has/has hd an impacton your
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innitus may affect you and yourfomiy.
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o Remind ok to ot answer / withdraw 3t amy time
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« arethereany actiidsthat yourchid wants t do but can's dobecause of ther
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Friends and family:
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fyes:

« please explan?
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 Askthe chld o help you make t us for them? by arranging umiture andseecting
Characters o represent fiends and themseives.

 dentity th primary commnication partners ntheselected environment

 Askthe child tosegest tinnitu rlated challenges tat might arseand sz the chid
o descrbe th stustions toyou.

Use the chi'sresponsestoprobe urther/understand which challengesare most
bothersome.

 For 2 younge chid, use wordingsuch a e’ lay pretend” “Let’s maketis your
cassroom, house or layground.” or Can you ol me about what happens when you
Exthome from school>

Foran kder chi, use wordingsuch 2 “Can you show me 3 dallyroutine or lace
where s 35 ofGificult o ommunicat and hear what  Eong on?

1 neaded, usethe characters nthe hirdperso’. The am would beto ofe st of
charactersthat parall mirro th chid'scurentsitatin.Suggesta
communicaion environment such s, This s my riend Johnay,he hs Gnnius. Heis
nineyears ld-just e you. This s s casroom. where houid he 5271 wonder
‘what chalengeshe has becauseoftits?”

s emironmentspeciic questions suggested blow.

Enironment specic questions:
Classoom:

+ Where doyou it inthe dassroom?
 Can you show me where your finds s
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Where does th teacher mstly st o sand?

Where are the windows? And theteschers omputer screen nd whitebosrd?

‘What do you enjo doing i school?

15 the tiitus annoying i the classroom?

When and where s th tinitus annoying inthe as room?

15t aonoying n any particular esson o withany particuar tescher?

When and where s th tiitus no aancying nthecas room?

the tnnitus i annoying, wht do you do?

What do you think? what doyou eel?

Hows your concetraton i clss?

How s your hearingn ass?

sk ony, Gt elted concentation probem s mentioned:

+ When and where i t casy nd when s ¢ hardto concentrte inthe dassroom?

1 you cammot concentate, what do you do?

sk ony, ftitus elted hearingproblem i mentioned:

= When and wher i t casy and whenis € ard to hear i the classroom?
1Fyou camnothear well,what do you do?

Canyou hear and understand what your tescher s saying?

What do you do f you cannot hear the teacher?

‘Where in the house i your room?
Whati th et thin you do when you come home from schoal?
Where might mum)cad be? What sbout brother/sster/dog/cat?
Where do you it a the dinner tabie?
Show me where you it when you watch television.
What do you oy deing 3t home? Wit yourfamiy? on your own?
15 thetinitus annoying 3¢ home?
Where and when s the St amnoying st home?
Whatare you ding whe the initus s annoying 3¢ home?
& annoying during th day? Or 3t night?
1 the unnitus s anoying at ome, what do you do?
What do you think? What doyou el
sk only, f Gnnis reatedseep probem s mentionad:
" probe: when and how s seep sfectec. Gong o slesp and/or wakin st night?
+ Whatdo you do when th tiitus has interrupted your seep?
Actvies:
= Do you do actiies ouside o school?
+ whatdo you enjo doing? probe: Clbs/sports/actvites with riends
pick outdooror ndoor smronment 22 spproprats
+ Are thereany actvities thatyou want o do tht you arenotdoing now? Why s
hat? I because of thetinntus?
s th tinitus annoying when you are doing [acity]?
1 the tnnitus s annoying whe you ae doin [ctiy,what do ou do?
« Whatdoyou think? What do you el
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