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Box 4: Quotes from interviews about patient and parent role in decision-making

Parent perception
of decision-

making

Advocacy

“{The Consultant} ultimately looks at her case and makes all
the big decisions” [S101, Mother]

“We are more or less in their hands..... they’ve not forced us
down any particular path but you’ve got to go on the best
aadvice they have and they’re doing it day in day out, so if they
think there’s two or three options but this one is the most
suitable you really are led by your clinicians to say this is the
best option for you so we have no reason to say it isn’t” [SI03,
Father]

“All the head people got together to decide what they were
going to do...I'll just go with whatever, she knows her own mind,
she can make her own decisions I'll just be there to support her
whatever she decides to do” [S104, Mother]

“I think it would be a case of someone telling us the options and
probably going away and researching it a little bit and then
sitting down with {patient} and work out what’s the best and
also taking advice from the consultants because they're the
ones that will see on a daily basis” [SI06, Mother]

“I'd ask them both {parent and dentist} and see what they would
recommend because | might get the wrong thing and regret it in
the future so I'd get everyone’s advice” [S106]

“I would just ask my mum and dad if they knew a little bit” [SI03]

“The dentist has always been really open to her asking
guestions and she was quite shy, well she was in the beginning
but she isn’t now, she was quite shy but before we came she
would tell me what she wanted to ask and | would ask it but
now you just generally just ask” [SI01, Mother]




