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Scientific Summary

Background

Commensurate with trends in the adult population, long term conditions in childrgf¥and

young people are increasing, and there is growing international emphasis on de

cing the fiscal burden

intain their physical and

ent illness or accidents and

ectively. Children diagnosed with long term conditions face a
anagement, and the extent to which they and their families negotiate
ikely to influence their longer term health outcomes, life chances and

se t patterns of health service utilisation. Providing optimal, evidence-based support

r sélfscare thus has the potential to make significant and sustained contributions to NHS
efficiency, as well as improving quality of care and health outcomes.

© Queen’s Printer and Controller of HMSO 2017. This work was produced by Bee et al. under the
terms of a commissioning contract issued by the Secretary of State for Health. This first look’
scientific summary may be freely reproduced for the purposes of private research and study and
extracts may be included in professional journals provided that suitable acknowledgement is made
and the reproduction is not associated with any form of advertising. Applications for commercial
reproduction should be addressed to: NIHR Journals Library, National Institute for Health Research,
Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



Objectives

To determine which models of self-care support for long term condition management ar
associated with significant reductions in health services utilisation and cost, without

compromising quality of life or health status outcomes for children and young p e.

Methods

We conducted a systematic review with meta-analysis. We defi
as ‘any intervention primarily designed to develop the abilities of ¢
people (and/or their adult carers) to undertake manage e erm health

condition through education, training and support to develo ledge, skills or

psychological and social resources.’ Our review in e as follows:

o Population: children and young years with a long term
physical or mental health condit
¢ Intervention: Self-care

community setting.

MB , PsycINFO, CINAHL, ISI Web of Science (including SSCI and SCIEXPANDED),
HS EED, Cochrane Library (including CDSR, DARE and CENTRAL), Health Technology

sessment database, PEDE and IDEAS. All databases were searched from inception to

March 2015. No language restrictions were applied. Additional search strategies included
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scanning the bibliographies of all relevant retrieved articles, targeted author searches and

forward citation searching.

Data were extracted on populations, interventions, study quality, and outcomes. W

extracted data that allowed us to report a measure of the magnitude of effects

standardised ‘effect size’) for both health outcomes and costs. We conducted m

group analyses for level of evidence quality(@efi eqguacy of allocation
concealment), age of the children and of long term condition and the
setting and type of self-care suppetisi [ was evaluated (i.e. intervention target,

format, delivery method, and i

Results
We screenedv36493‘unique records for eligibility; 97 studies reporting on 114 interventions
were included in our review. Thirty seven trials (38% of all included studies) were judged to

be high ' rishbias) on the basis of adequate randomization and allocation

8%) or long term mental health conditions (n=18, 19%). Fewer studies included
children with diabetes (n=6), other physical health conditions (n=2) and behavioural
iculties (n=5). The mean age of the children and young people participating in the
primary studies was 10.12 (SD 3.9) years. Of the interventions, 4% were categorised as
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pure self-care (i.e. delivered through a health technology without any additional support),
23% as facilitated self-care (<2 hours/4 sessions of support), 65% as intensively facilitated
self-care (>2 hours/4 sessions support) and 8% as ‘case management’ (>2 hours supp
including input from a multidisciplinary team).

The majority of self-care support interventions targeted adult caregivers, either togethéy’or in

parallel with children and young people. These interventions were most t delivered

face-to-face to individuals, or individual families, in either an outpatient sett
home.

analyses will in part reflect differences in the number of studies available and the precision of

led effects; additional evidence is required to confirm or reject these hypotheses.
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Preliminary analyses suggest that the effects of self-care support on children’s and young
people’s quality of life and emergency department visits may be optimised by interventions
that include the child or young person, and deliver at least some of their content to an
individual or individual family. Group-based delivery may be more advantageous in

hospital admissions, although effects are likely to remain small.

Self-care support interventions for children and young people can vary consie
extent to which they target different service utilisation behaviours and it is p@s
influence is meaningful. Itis plausible for instance, that while wrj ion p
asthma exacerbations may play a direct role in reducing emergen
care support for mental health may be focused on longe er d service user

empowerment.

Preliminary data in our permutation plots sugg at self-care support for asthma is

capable of reducing some aspects of heg ildren and young people, but

high variability in patient outcomes means that com ises in health status cannot

patient outcomes, but limited date
results must be treated cautioniiizaek’of data prevented permutation plots being
generated for ot ong ter nditiens.

Conclusi

support fafchildren and young people is advocated as a key method of increasing

se cy, but there remains some uncertainty regarding the scale of the contribution

made. Current evidence suggests that self-care support interventions will have
osi but minimal effects on children’s and young people’s quality of life, but may have
limited impact on health utilisation and costs. Self-care support for children and young
ple is associated with significant but small reductions in emergency department use,

particularly in relation to asthma. Models of self-care support that reduce utilisation do not
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routinely compromise patient outcomes. However, the effects are highly variable and

compromises in children’s and young people’s quality of life cannot be definitely ruled out.

New primary research is urgently needed to ascertain the effects of self-care suppo S

a wider range of long term conditions, and to explore whether, and which,mode self-ca

support can achieve more powerful, consistent effects on health service utilisati

Future studies should adopt clear and consistent standards of data reporti
comprehensive reporting of patient outcomes, utilisation and co
adopt innovative methods of patient recruitment to maximise inter nd consider

the feasibility of longer term follow-up to explore potenti

longer term effects of self-care support for children and yod
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