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Aim of Presentation


Chronic Kidney Disease (CKD) has profound physiologic effects, which can
have immense physical and psychological consequences for children and young
people



Adolescents suffering from CKD have to cope with bodies that have been greatly
changed by both disease and medical technologies, this can impact on their
engagement in their social world.



This presentation will focus on adolescents’ experiences of living with CKD and
the impact it has had on their psychosocial wellbeing.

Methodology


A narrative study was used to explore the experiences of five
adolescents aged 10 -17 years living with CKD.



Focus on participants’ embodied experience as expressed through
verbalised stories and visual narrative (body maps) using
Riessman's Narrative inquiry method.



Data was collected over 18 months using three types of data –body
maps, informal conversations and observational field notes.
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Experiencing the ill body
Losing Spoons


They’ve (her friends) started using the spoon
theory. It’s a thing I found in this story where
people with disabilities and chronic illnesses
measure their energy in spoons. So where a
healthy person would have unlimited spoons, they
would be tired but they could do as many things in
a day, it like costs spoons for people with
disabilities and chronic illnesses.



So we just decided, ‘That’s a usable thing.’ So a
healthy person has….unlimited spoons. But if
you’re sick you have to try and balance out
throughout the day. You borrow them from the
next day. We don't really know how it works but
we’ve decided it’s a good enough example of when
I’m really tired I need to stop.


(Lucy aged 14 years)

The Inscribed and Damaged body
It’s like being a vampire


When I was still on P.D. like my face used to swell every day I wouldn’t go outside until about 6 o’clock
til it had come down completely. You see nephrotic syndrome is a kind of swelling like…Look that’s me
there (Jack shows me a photo on his phone when his face was swollen) I couldn’t even recognise myself
in the mirror. I don’t even look like myself. I stayed in for 24 hours after that til it came down to a point
where you couldn’t notice it.



You wouldn’t want to go outside cause your face is swollen and you just look like an alien or something.
Sometimes my eyes they would be shut. It was just sore and you couldn’t see in the sunlight. It’s like being
a vampire or something. When you’d go out in the sun. It’s like sore eyes when you go outside and it
stings. I’m pitched out by the sun. I never went outside because I was a vampire. I never went outside
because I was basically a vampire. So nobody asked questions.
(Jack aged 17 years)

Pubertal Development
‘Get me a kidney so that I can
grow!!


I’m quite small. Um am I really that small’ I
look smaller there than I do in real life’. I
come from a small family …don’t judge me!.
The thing is I think my body is saying now this
is just my opinion but I think it is beginning to
say I’ve had enough of being underweight of
the average 12 year old should be. I think I
should go to what a 12 year old should be you
know. So get me a kidney so that I can grow
back to that!
(Emily 12 years old)

Pubertal Development
‘What am I a criminal’?


Wait and I tell ya what happened in the
 I’m 17 and do you know what I said to
pool. They put me out and I was like I’m
her. I said to her ‘There’s 14 and 15 year
allowed in here and the women said ‘Don’t
olds in there and just cause they look 18
be getting all cheeky’ and I didn’t say
they get to stay in’. Anyway they can’t put
nothing cheeky to her. I just said I’m
me out, they’re letting 15, 16 year olds in
allowed in here’. ‘No you’re not’! She came
cause I know there ages and they never
in and started shouting at me in the middle
check them. My little cousin gets in and
of the pool for no reason. Oh I was just
he is only 15 and just cause he looks
pissed off and she made me walk out and
older than me he gets in.
excepted me to go to the front desk in my
 (Jack aged 17 years)
shorts and (in front of) everyone.

Body in the World.
“Organized chaos”


I'm going to draw an atom. It's very
scribbley because I decided that when it
comes to kidney transplants and kidney
diseases, you just don't know what the
hell's going on, even when you get an
answer



There was a lot of scribbling, because I
decided scribbling was appropriate for
this. Because scribbling symbolizes
madness, and you've just got to go with
the madness, you know! It’s... organised
chaos.
(Lucy aged 14 years)

‘So it’s just all medical’


‘Doctor A’s really happy. Yeah. Every time we go
in it's, "You're great. You're great." because
they're talking medical-wise. ‘The medical side of
the story, it’s important to learn about the medical
side, but once you've learned there's other stuff to
it as well...Other stuff to the story, but they
(doctors) just don't ask that question to bring up
that stuff. If someone asked that, it'd probably be
a question of, like, "How are you?" You just
automatically answer good’. ‘Because if someone
asks, "How are you?" it's not like they want to sit
down and have a giant conversation... if you went,
"Actually no, I'm not. Sit down. I want to tell you,"
they'd be like, "I don't care’’. (Maggie 15 years)

‘So it’s just all medical’


So it’s just all medical, they don't even think about
that (social side of illness)’. It’s just like when
you’re in hospital, they say that when you’re a
teenager and then you’ve got to go back, it’s like
you didn’t learn the social skills that everyone else
did, because you missed out on making friends and
stuff like that. So it’s like trying to fit in with that
again.



It was more important to be well but then when you
went back…..well they all made friends in 1st year
and they had like their groups sorted and then you
come in 2nd year and you kinda have to find what
group your in. And you're trying to learn that.

‘So it’s just all medical’


Yeah, it was... I didn't really know at the time which
group I was in. I made a couple of friends. But then, if
you left, you go over to England for an appointment,
and then you come back, and like... Two of them are
in a fight, and they're not talking, so you're like...
[laughter] Which one...? Yeah you come back, and
loads of stuff has changed... You don't really get it,
what's going on, so you're kind of just like, 'What
happened?' you kind of missed all the cliques
forming, and then you kind of come back and there's
already the groups…there's like... The class is split in
three, Yeah, there's like, the popular, the girly, and
then... and I'm in like, the unpopular... The unique
ones. The ones that don't fit in…..

‘I just want to be prepared socially’


I just want to be prepared socially. Socially, just instead of educationally as
well…because I missed like… you could say technically I missed two years of school.
Technically.



I: Are you worried because you’ve missed more the social part of it, than the…



R: Educational part of it. That’s because I think I'm kind of covered up here, because
there's Teacher A and everything up here as well, and there's the school and because like
you're up here, you’ve no idea what they're talking about down there, because you can't
text them because they're in school, and you can't hear them because they're miles and
miles away. So, I study. Like as in I text Claire, "What happened in school today?" "Oh
this and this." "What were you talking about?" "Oh this and this." "What were you
learning about?" "Oh this and this." So, that I know all what to… so, I know what to say
when I go back on the next day.


(Emily 13 years)

Findings


The findings revealed the chaotic nature of living with CKD.



Adolescents described the profound changes in their bodies and in how they
perceived themselves in the world as a result of CKD.



Hospital life and dialysis meant that meaningful activities had to be
sacrificed and disrupted. Such disruptions inhibited adolescents’ ability to
engage with their peers.



Adolescents also expressed frustration towards healthcare professionals’
who failed to realise the impact CKD had on their engagement with the
outside world.

Conclusions


Understanding adolescents experience is necessary for the delivery
of effective holistic care that meets the psychosocial as well as the
medical needs of this patient group.



Healthcare staff need to provide care that centres upon maximising
not just the physical health of those living with CKD but also
psychological and social health.



This study adds a substantial contribution to healthcare
practitioners’ understanding of the unique contexts and needs of
this population.

Concluding
Message
My life, less sparkly than
others.. Ah yes. This is my
life, less sparkly than
others.
(Emily 13 years)

Any Questions?

