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The clinical problem;
Apps to support home-based conditionmanagement
UK-based research:
◦ A parent web app in CKD stages 3-5
◦ A Qualitative study …

“What happens early in life affects health and wellbeing in later
life…we are not doing as well as we should to achieve good health
and wellbeing outcomes for our children” (CMO: 2012:2)
}

Children and young people ought to be involved from the outset

}

Resources need to be evidence-based and continually updated
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Parents and children recommended that we:
} Create bespoke versions for children and
parents
} Adapt and extend it to:

◦ A digital-app for smart-phones
◦ Stages 1-5 CKD UK-wide
◦ Other conditions that also need complex homebased condition-management (
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widely used by healthy children &
those with long-term conditions
now poised to become major
source of health-guidance
app-development processes
seldom systematic [1]
effective/cost-effective novel,
digital apps are critical and timely

[1] Majeed-Ariss, Swallow, V.et. al. (2015). Apps and adolescents: A systematic review of
adolescents' use of mobile phone and tablet apps that support personal management of their
chronic or long-term physical conditions. Journal of Medical Internet Research, 17(12).
doi:10.2196/jmir.5043
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36 participants (six 5-10 year olds, six 11-14
year olds, five 15-18 year olds, 12 mothers,
two fathers and seven professionals.
Data analysed using Framework Analysis and
behaviour change theories [2]

[2] Nightingale, R., Hall, A., Gelder, C., Friedl, S., Brennan, E., &
Swallow, V. (2017). Desirable Components for a Customized, HomeBased, Digital Care-Management App for Children and Young People
With Long-Term, Chronic Conditions: A Qualitative Exploration. Journal
of Medical Internet Research, 19(7). doi:10.2196/jmir.7760

Children
aged 5-10

6 in total
consisting of
• 3 females
• 3 males
• 4 White
British, 2
other
ethnicity

Young
Young
people aged people
11-14
aged 1518
6 in total
consisting of:
• 3 females
• 3 males
• 5 White
British, 1
other
ethnicity

5 in total
consisting
of:
• 2
females
• 3 males
• 4 White
British, 1
other
ethnicity

Parents

Profession
als

12 in total
consisting
of:
• 10
mothers
• 2 fathers

7 in total
consisting
of:
• 1 doctor
• 2 nurses
• 1 play
specialis
t
• 2 social
workers
• 1
therapist

Table 1: Participant characteristics

Difficulties
experienced by
children with a
long- term
condition

Gaps in current
online
information
and support

Suggestions for
a digital, caremanagement
application

Specification for a child focused, digital,
care-management application

Most of the sites regarding stuff like diet are
like forums, so anyone can post, so there’s
not really that much reliability...the Kidney
Foundation or something, that’s pretty
reliable obviously ‘cause it’s a government
website, so I use that mostly (Young person
aged 17)

the written information’s a bit dull, …not
hugely fit for purpose, it’s not interactive,.
You look at kids now and the way they learn
is through iPads and apps, and it’s all of this
isn’t it? And I think we’re [professionals]
quite behind on that, but it’s just trying to
find the time to develop that. (Professional)

I only have one friend, but she always asks
how I am and everything, and I tell her,
because she understands what I’ve been
through. But, the only thing is, I only tell her,
but I think she keeps telling everyone, when I
say at the end of our conversation, ‘please
don’t tell anyone else, because they tell
everyone else as well’. (Young person B,
aged 11)

don’t really like looking at the ebsites…because
it reminds me of how much I’m different from all
the rest of my friends. (Child aged 8)
he'll have his transplant and then he'll move on
and have a relatively normal life. And that's what
I want for him.. So I want him to feel like he
understands his condition .. but I don't want it to
define him. I want it to just be something that's
part of him. (Parent A, 13 year old child)

I think an app would probably be better,
rather than going on a website to do it,
because apps are more convenient. You
don’t have to type anything up and you can
just click on it (Young person aged 16)
The knowledge about the transplant process,
and pictures, and she can look at it for
herself, instead of me telling her, or
somebody else telling her. (Parent B, 13 year
old child)

Some sort of planner on it, when their
appointments are, little alerts for medication,
that might help, especially as they’re beginning
to transition, giving them a bit more
independence (Professional)
If I was in a shop and I could, like, scan
something, and if it told me what it had in
it,….and, it could rule out if it has phosphate,
and it could tell you what’s in it, and if it’s a bad
thing, that you’re not allowed, it could be in red,
so you know that it’s bad (Young person aged
13)
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Developing and evaluating child and parent
friendly condition-management app for
smartphones/tablets

}

Involving children in the process

}

Future app to be informed by these findings

}
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Children, parents and health-professionals who participated
Ruth Nightingale and the entire research team
Funders who have contributed to our programme of work:
◦ National Institute of Health Research, Research for Patient
Benefit Programme
◦ Kids Kidney Research
◦ British Renal Society
◦ British Kidney Patients Association
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