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BackgrouNd
Children and young people (CYP) in the 
UK suffer worse health and well-being 
outcomes than their peers in comparable 
countries across a range of physical and 
mental health measures, including overall 
mortality and deaths from long-term 
conditions such as epilepsy, asthma and 
diabetes.1–6 While social determinants, 
in particular relatively high rates of child 
poverty, account for some of this mortality 
gap, there is growing evidence that many 
deaths could be prevented through more 
accessible and higher quality National 
Health Service (NHS) care.2 3 

In addition, evidence suggests that 
the NHS care typically results in worse 
patient experience for young people aged 
16–24 than older adults,7 and that there 
is sometimes objectively lower quality 
care for CYP than for adults. The UK 
ranked fourth out of 30 countries in a 
recent comparison of the quality of adult 
diabetes care, whereas the quality and 
outcomes of diabetes for patients aged 
0–24 years lag well behind that of compa-
rable countries.8 9 In addition to moral, 
public health and economic arguments 
for improving care quality for CYP, the 
UK also has legal obligations under the 
United Nations Convention on the Rights 

of the Child to provide the best healthcare 
possible (article 24) and to involve CYP in 
decisions that affect them (article 12).10–12

Validated and appropriate quality 
measures are necessary (but not suffi-
cient) to improve care quality and health 
and well-being outcomes.13 CYP have 
historically been under-represented in 
many quality frameworks; for example, 
one 2015 study reported that 0/77 indi-
cators in the Quality Outcomes Frame-
work for primary care were applicable to 
CYP.14 Following the recommendations 
of the CYP Health Outcomes Forum,15 
the number of indicators in the NHS 
Outcomes Framework has increased,16 
and the perspectives of CYP using NHS 
services have been given greater weight in 
some settings.17 However, there has been 
limited response to many of the Forum’s 
recommendations, and many of the indi-
cators that have been introduced are of 
limited benefit, as they have not been vali-
dated for this age group and/or CYP data 
are aggregated with those of older adults.

Building on previous recommendations 
by the Chief Medical Officer for England1 
and the CYP Health Outcomes Forum,15 
and as a follow-up to the publication of 
the Royal College of Paediatrics and Child 
Health (RCPCH) services standards,18 19 
the RCPCH initiated a 2-year project to 
agree on 5–10 core quality measures for 
acute general paediatric care. The final 
2016 report20 represents an important 
advance in bringing together key princi-
ples for measuring and improving quality 
in acute general paediatric services (see 
box 1), but the project was not able to 
reach agreement on its original goal. One 
key barrier was the lack of a common 
language and framework for under-
standing the purpose of measuring quality, 
what should be measured and how; we 
attempt to address these concerns in the 
sections below and in box 1. Another 
recurring issue was the lack of knowledge 
about existing quality measures and data 
sources. This was addressed by convening 

a workshop in May 2017 to which each 
relevant national body was invited to 
submit their existing measures, as well 
as related challenges and priorities for 
future work. A summary of this material 
is presented in table 1. Lastly, a relative 
lack of primary research was noted in 
developing, validating and implementing 
appropriate quality measures.21

key coNceptS iN quaLity aNd 
MeaSureMeNt
Analysis of existing indicators and subse-
quent workshop discussions revealed a 
lack of clarity around the key questions 
relating to quality measurement: ‘Why 
measure?’ ‘What to measure?’ and ‘How 
to measure’. Box 1 summarises important 
concepts relating to these questions. The 
tensions and interactions between these 
factors can be complex and are often not 
fully appreciated.13

First, distinct indicators may be needed 
for different purposes—no single quality 
measure or set of measures is likely to be 
appropriate for the purposes of quality 
improvement (QI), quality assurance, 
research, and supporting informed choice. 
For example, measures that are appro-
priate for QI (where the focus is often 
on improving one or more aspects of 
care quality at the local level) may be less 
helpful if used for quality assurance (where 
the aim is to reduce variation and hold 
providers accountable for care quality, and 
may therefore require significantly greater 
rigour in data quality and attribution to 
individual services). However, services 
which engage in quality improvement 
and research typically have better lead-
ership teams, safety records and clinical 
outcomes than other services, suggesting 
these activities may in themselves provide 
an added degree of assurance about care 
quality.22 23

Second, while the National Quality 
Board (NQB) framework emphasises the 
importance of a shared view of quality 
across patients and families, professionals, 
providers, commissioners and funders, and 
national bodies, there has been little work 
to understand the different perspectives 
between different groups. For example, 
the optimal balance between short-term 
pain or inconvenience and expected long-
term benefit will often be viewed differ-
ently by children, their parents/carers and 
their doctors. Further, there is likely to be a 
wide range of views among CYP and their 
parents/carers on these issues; defining 
high-quality care may involve trade-offs 
between supporting patient/family choice 
and ensuring the best possible health and 
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well-being outcomes. Most importantly, 
young people have consistently high-
lighted the need for services and profes-
sionals to recognise and address their 
distinct needs, and take an integrated 
approach to meeting those needs.

Lastly, while the NQB care domains are 
relevant to all age groups, adult-focused 
indicators and research will often need 
to be adapted and validated in order to 
be useful for CYP services. For example, 
although mortality is an important 
outcome for CYP—particularly for 
specific conditions and infants—death 
rates are fortunately much lower than 
among older adults. This highlights both 
the importance of publishing age-specific 
mortality rates, and the need for wider 
outcome measures that reflect long-term 
prognosis and quality of life, including 
resilience and attainment of lifelong 
goals. Similarly, although patient experi-
ence and patient-centredness of care have 
historically received much less attention 
for CYP than adults, and may need to 
be measured differently, CYP have the 
right to have their voice heard,10 24 they 
provide information which cannot be 
gleaned from other sources,25 and they 
consistently rate feeling listened to as 
their most important care priority from 
the age of 8 onwards.26

key tHeMeS to guide future 
quaLity MeaSureMeNt work for 
cyp ServiceS
1. Increase awareness of, and engagement 
with, quality measurement for CYP.
Better quality measurement is key to 
improving health outcomes for CYP in 
the UK and is everyone’s business. In 
order to engage front-line staff, measures 
must be perceived as fair and rele-
vant to improving outcomes for their 
patients and must not impose a dispro-
portionate burden of data collection. 

2. Improve collaboration and partnership 
working.
No single organisation or group has the 
remit or resources to address all aspects 
of quality measurement for CYP. Coor-
dinated working will support a common 
understanding of quality, avoid unneces-
sary duplication, facilitate learning and 
comparison across systems, and stream-
line the process of undertaking research 
and implementing research findings into 
routine quality assurance and QI practice. 

3. Focus on what matters most to chil-
dren, young people and families.
Despite a welcome consensus about 
the importance of addressing children, 
young people and families’ (CYPF) prior-
ities, many gaps remain in current quality 
improvement and assurance programmes 
and research in this area. Addressing 
these gaps must be a priority in order 

to understand how CYPF’s perspec-
tives on quality may differ from those 
of other stakeholders, and how these 
perspectives can be explored and used. 

4. Simplify where possible.
Quality measures and quality frameworks 
should strike the correct balance between 
simplicity and rigour. Complex measures, 
which result in a significant additional 
burden of data collection on clinical 
staff, are unlikely to be widely adopted. 
However, it is recognised that different 
measures will be needed for different 
contexts and that single, simple measures 
may need to be complemented by wider 
balancing or contextual measures. 

5. Combine existing and new data sources.
Many aspects of quality could be 
measured by more rigorous or creative 
use of existing and routinely collected 
data sources. Using existing data 
from Hospital Episode Statistics and 
survey data from patients, families 
and NHS staff will minimise costs and 
the burden of additional data collec-
tion on clinical staff. However, some 
gaps can only be addressed through 
commissioning new data sources. 

6. Link measurement to action.
A workforce skilled in data analysis and 
QI methodology is essential so that 
better QI measurements can translate to 
sustained improvement in service quality. 
Similarly, quality assurance measures are 
very unlikely to have any sustained impact 
unless they are integrated with the existing 
frameworks for monitoring and inspecting 
service quality, such as those developed 
and used by the Care Quality Commission.

coNcLuSioNS aNd Next StepS
We cannot hope to understand or improve 
the quality of care that CYP receive in 
the NHS if we cannot agree on what to 
measure, for what purpose and how to do 
that in a coordinated fashion. This article 
reports the early discussions of a collab-
oration between national bodies to artic-
ulate and plan a shared vision of quality 
measurement for health services for CYP.

For national bodies, the first key recom-
mendation is that, in future, quality 
measurement within NHS services for 
CYP should receive the same rigour and 
attention as within adult services. One 
example of this would be that appro-
priate validation and case-mix adjustment 
processes, which are routinely used for 
adult data, should be adapted and used for 
measures relating to CYP.27 28 Similarly, all 
relevant bodies should commit to working 

Box 1 why, what and how to 
measure quality

why measure?*
 ► Quality improvement.
 ► Accountability and performance 
management (often called quality 
assurance).

 ► To support informed choices by 
patients and families.

 ► Research.

what to measure?†
 ► Safety.
 ► Clinical effectiveness.
 ► Positive experience (defined as 
experiencing care which is responsive, 
patient-centred and delivered in a 
caring manner).

In order to meet these goals, providers 
should ensure that they:

 ► Are well-led.
 ► Use resources sustainably.
 ► Are equitable for all.

How to measure?‡
 ► Only use quality measures which 
have been validated in a transparent 
manner.

 ► Only use quality measures to compare 
services where relevant confounding 
factors are understood and can be 
adjusted for where appropriate.

 ► Where possible, align quality 
measures with existing data and 
frameworks; where additional data 
collection is needed, the benefits 
should be proportionate with the 
resources needed for data collection.

 ► Ensure that the measures reflect the 
priorities and perspectives of children, 
young people and families.

 ► ‘No-one is better qualified to 
comment upon the quality of care 
provided by a paediatric centre 
than the children and young people 
receiving that care’.

*Source: Dixon et al.14

†Source: National Quality Board,29 building on 
previous quality frameworks including the US 
Institute of Medicine Crossing the Quality 
Chasm report in 2001,30 framework and Lord 
Ara Darzi’s High Quality Care for All (2008).31

‡Royal College of Paediatrics and Child 
Health.20
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table 1 Current quality measures for children and young people, challenges and priorities identified by selected national bodies

which quality measures are currently in use or under development? what are the major gaps/challenges/priorities to address in the future?

NHS England  ► Indicators in NHS structure, for example, commissioning indicators—obesity and 
mental health.

 ► Clinical Service Quality Metrics (currently in development)—asthma and diabetes 
indicators.

 ► gaps: holistic metrics.
 ► challenges: information governance and data linkage.
 ► priorities: metrics which focus on what matters to children and young people and 

their parents/families/carers.

Public Health England  ► Child Health Profiles—headline indicators for population health distributed to local 
authorities on an annual basis—comparability and benchmarking.

 ► Early year profiles—trend data.
 ► Health visiting indicators.
 ► Healthy behaviours in young people summaries.
 ► Public Health and NHS Outcomes Frameworks for children (comparability, trends 

and correlations).
 ► Hospital utilisation.
 ► CYP mental health and well-being system profiling too: indicator list (prevalence 

data, estimates).
 ► Recent data sets: CYP data set (linking community and acute hospital data sets).

 ► gaps: dearth of data for young people.
 ► challenges:

1. Increase awareness of data among people who need it most.
2. Restrictions on data that can be used and ability to link data sets.
3. Some of them are descriptive—may not be valid for understanding trends or 

making comparisons.
4. Limited to local populations, which limits comparisons. 

 ► priorities: more data about/for young people.

Care Quality Commission  ► Bed occupancy for paediatric intensive care beds.
 ► CQC children’s survey.
 ► Community Data Set.*
 ► Emergency readmission rates.
 ► Inflammatory bowel disease.*
 ► Immunisation.
 ► Late neonatal mortality.†
 ► Maternity and Children’s Data Set.*
 ► Management of sepsis.*
 ► Mental Health Services Data Set.*
 ► Multiple emergency admissions for long-term conditions (asthma, epilepsy and 

diabetes).
 ► National congenital heart disease audit.*
 ► National neonatal audit programme.
 ► National paediatric diabetes audit.
 ► Never events.
 ► Non-elective neonatal readmissions.†
 ► National Reporting and Learning System notifications.
 ► Paediatric epilepsy audit.*
 ► Paediatric intensive care audit.
 ► Paediatric surgery indicators.*
 ► Perinatal mortality.†
 ► Safety thermometer.
 ► Serious incidents.
 ► Whistleblowing.

 ► gaps/problems: we expect clinical services to be engaged in well-planned clinical 
audit and we expect them to monitor their outcomes, to compare them with expected 
results and to use them to drive improvements.

 ► challenges: there are not enough paediatric audits as yet to compare outcomes with 
expected results for a wide range of common conditions.

 ► priorities: building partnerships with bodies that can develop better outcome 
benchmarking tools.

NICE  ► Quality Outcomes Framework for general practice: asthma, diabetes, smoking 
cessation support.

 ► CCGs: diabetes care process and pregnancy and neonates.
 ► In development: CYP with mental illness.

 ► gaps: there are few indicators for paediatrics due to focus of work to date.
 ► challenges: data—risk of measuring what we always measure because we can 

measure it.
 ► priorities: largely driven by Quality Standards work programme, but open to working 

with key partners.

Healthcare Improvement Scotland
SPSP MCQIC

National Quality Improvement programme
 ► All Scottish NHS boards ‘signed up’.
 ► Full measurement plan for quality improvement data.
 ► Monthly data submission.
 ► Biannual data self-assessment by Scottish units with accompanying feedback from 

national team at HIS.
 ► Stakeholder engagement strategy with regular learning sessions/networking events/

WebEx schedule.
 ► Achievements of the paediatric care programme so far include the development of 

a national system-wide Paediatric Early Warning Score and the development of the 
Paediatric Sepsis Six.

 ► gaps:
1. Capacity and capability at board (local trust) level.
2. Lack of national electronic data system.
3. Benchmarking.

 ► challenges: lots of units focusing on process measures without monitoring 
associated outcome measure.

RCPCH & Us Collaborative Summary of recommendations for measuring and improving service quality
 ► For all children and young people, especially regular patients with complex and lifelong conditions, it is vital a meaningful framework is able to follow their journey and progress 

in a way that can be easily accessed by all agencies who support their needs.
 ► It is right that each young person has a tailored plan to ensure their own requirements can be met, which is as accessible to them as it is to any clinician who has access to their 

information.
 ► Any feedback given has to be equally justified by the difference it will have on the service and to have a meaningful approach in improving quality of a young person’s own 

outcomes and for their peers.

*Indicators to be developed.
†Maternity core service measures.
For further details, please see the following links (all accessed on 14 February 2018):
NHS England: https://www.england.nhs.uk/publication/commissioning-for-quality-and-innovation-cquin-201617-indicators/; https://www.england.nhs.uk/ourwork/tsd/data-info/open-data/clinical-services-quality-measures/.
Public Health England: https://fingertips.phe.org.uk/profile-group/child-health; https://fingertips.phe.org.uk/profile-group/child-health/profile/child-health-early-years; https://fingertips.phe.org.uk/profile-group/mental-health/profile/cypmh; http://
content.digital.nhs.uk/nhsof; http://content.digital.nhs.uk/maternityandchildren.
Care Quality Commission: http://www.cqc.org.uk/publications/surveys/children-young-peoples-survey-2016; https://www.cqc.org.uk/sites/default/files/20170629-IH-children-and-young-people-core-service-framework_0.pdf; https://www.rcpch.
ac.uk/national-paediatric-diabetes-audit-npda; https://www.rcpch.ac.uk/epilepsy12; https://www.rcpch.ac.uk/improving-child-health/quality-improvement-and-clinical-audit/national-neonatal-audit-programme-nn-3; https://report.nrls.nhs.uk/
nrlsreporting/; https://www.safetythermometer.nhs.uk/index.php/c-yps.
NICE: https://www.nice.org.uk/standards-and-indicators/qofindicators; https://www.nice.org.uk/Media/Default/Standards-and-indicators/indicators-CCGs.pdf.
Healthcare Improvement Scotland: http://www.healthcareimprovementscotland.org/; http://ihub.scot/spsp/maternity-children-quality-improvement-collaborative-mcqic/paediatric-care/; http://www.ihi.org/resources/Pages/HowtoImprove/default.
aspx (model for improvement used to support testing and implementing changes).
RCPCH & Us: https://www.rcpch.ac.uk/improving-child-health/us-voice-children-young-people-and-families/us-voice-children-young-people-an.
CCG, Clinical Commissioning Group; CQC, Care Quality Commission; CYP, children and young people; HIS, Healthcare Improvement Scotland; NHS, National Health Service; MCQIC,  Maternity & Children Quality Improvement Collaborative; 
NICE, National Institute for Health and Care Excellence; SPSP, Scottish Patient Safety Programme .

together and adopting a unified, evidence-
based approach to quality measurement 
for CYP.

Regarding data challenges, we anticipate 
that some metrics will be derived from 
existing data, including clinical audits, 

primary and secondary care records, and 
patient experience surveys. These metrics 
are likely to align with strategic priorities 
identified above, such as improving patient 
experience, delivering more joined up 
care, improving transition from children 

to adult services, preventing avoidable 
admissions to hospital and keeping CYP 
safe while in hospital. Other metrics 
are likely to link to place-based quality 
metrics, including the early development 
index. However, there is a recognition 
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that as this endeavour progresses, we will 
have to look beyond existing data sets and 
traditional healthcare-centric perspec-
tives. In many cases, there is a clear need 
for new data sets to be commissioned 
which measure what matters most to CYP 
and their families—from outcomes and 
experience of CYP in primary care to new 
measures of educational, social and voca-
tional outcomes for CYP with long-term 
conditions.
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