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What they said

Stories of patient experience

"He cried a lot in toilet and he was just
feeling... Like he loved to play soccer
and at one stage he was not feeling
like he's gonna play soccer at all one
day. He was thinking he like his life is
almost gone and it's, it's, really like
heartbreaking for parents for mum
and dad both.”

"I found it frustrating when we first
started on board. Um, no one picked up

on this, which was fine, | understand, but

we got told, '"Wait, wait, let's see what

happens.' And, you know, the weight was
dropping off her and you could clearly see
something was wrong, to the point where
it got urgent and months later it was sort
of too late, and then hospitalisation and

feeding tube and all that kind of stuff.”

Mother of a 9-yo living
with ulcerative colitis

"They've all been
like offered to me
[multidisciplinary

specialists]... but once
we are home and in the

[local] region, there's

really nothing”

Mother of a 14-yo living
with Crohn's disease

Mother of a regionally
located 16-yo living with
Crohn's disease

"Um, so that, that's my big
thing. That these kids need
to be having help in, in the,

the minefield of the emotions
and the predictions and the
thoughts and the worries.
You know, that come with
all this physical stuff and all

the multitude of needles and
scans and surgeries and pain
and, you know, that, thatisn't
really addressed by the doctors
because that's not what
they're there to do."

Mother of a 6-yo with
Crohn's disease

"l don't know if there
are any dietitians that
specialise in IBD, but to
have had that opportunity
initially would have been
brilliant. Um, and we trust
our consultant [...] he's been
very trustworthy and very
good information, but there
hasn't been much focus on
it. Just really like, 'no, eat
whatever, you'll be fine.'
and then let's move on to
the next conversation.”

Mother of a 17-yo living
with Crohn's disease

"He actually went into a simulated machine, an
MRI machine, before he had the actual real one.
[Interviewer: Yes] So, that he had an understanding.
He's sort of always been the kid that's, um, he likes
to know. Knowledge is power for [youth]. Um, and,
you know, they were there holding his hand all, you
know, on the day of the procedures, but now he's,
they've helped him so much that [youth] can tackle
these things all by himself."

Mother of a 15-yo living
with Crohn's disease
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