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The Royal College of Paediatrics and Child Health (RCPCH) is responsible for training and examining
paediatricians, setting professional standards and informing research and policy. RCPCH has over
20,000 members in the UK and internationally. We work to transform child health through
knowledge, research and expertise, to improve the health and wellbeing of infants, children and
young people across the world.

Empowering local leaders

Questions

1 Please share examples from the health and care system, where local leaders and
organisations have created transformational change to improve people’s lives. (250 word
limit)

This can include the way services have been provided or how organisations work with
residents and can be from a neighbourhood, place or system level.

The examples below demonstrate how local and system leaders have created transformational
change for children and young people (CYP), improving population health and tackling health
inequalities. The common factors to their successes are multi-agency working, the use of robust
data and prioritising direct engagement with children, young people and families.

e The North East and North Cumbria Child Health and Wellbeing Network brings together
people from all sectors across the region, including health, education, local authorities
and the voluntary and community sector, to work with children, young people and their
families. The work is driven by children and young people and strongly focuses on
understanding and addressing health inequalities.

e Connecting Care for Children is a model of integrated child health that supports GPs so
that children can access the best possible advice and care within home and community
settings.

e Lambeth Early Action Partnership (LEAP) is @ multi-agency partnership that works to
improve babies and children’s life chances through a combination of enhanced early
years investment and from knitting local services together.

e Born in Bradford is an internationally-recognised research programme which aims to
find out what keeps families healthy and happy and to use the findings to develop new
and practical ways to work with families and health professionals to improve the health
and wellbeing of communities.

e Raising Rochdale is a multi-agency approach to developing and embedding an
outcomes-based approach to children’s health and care, including embedding
outcomes-based commissioning across Rochdale.

2 Do you have examples where policy frameworks, policies and support mechanisms have
enabled local leaders and, in particular, ICSs to achieve their goals? (250 word limit) This
can include local, regional or national examples.

The Health and Care Act 2022 and subsequent statutory guidance sets out a number of
requirements for ICSs in relation to CYP. These include:



https://www.rcpch.ac.uk/
https://northeastnorthcumbria.nhs.uk/our-work/workstreams/optimising-services/child-health-and-wellbeing-network/
https://www.cc4c.imperial.nhs.uk/
https://www.leaplambeth.org.uk/
https://borninbradford.nhs.uk/
https://councilfordisabledchildren.org.uk/sites/default/files/uploads/attachments/Rochdale%20Case%20Study%20260522.pdf
https://www.legislation.gov.uk/ukpga/2022/31/contents/enacted

e Arequirement on Integrated Care Boards (ICBs) to set out the steps they will take to
address the needs of CYP aged O- 25 in their five-year forward plans.

e A duty on ICBs to consult with service users, including children, young people and their
families, on the commissioning and provision of services.

e Arequirement that each ICB must have an Executive Lead for CYP, responsible for
championing the needs of those aged 0-25 years.

e DHSC Guidance makes clear that the ICP’s Integrated Care Strategy must consider child
health and wellbeing outcomes and should be developed and implemented in
consultation with local children’s leadership, and children, young people and families
themselves.

Setting clear expectations in legislation and national guidance about ICSs' responsibilities for
children has focused attention and helped drive work for CYP, a group who can all too often be
forgotten when strategies and structures are developed.

Because of the crucial role ICSs play in child health policy and outcomes, the College has
developed a network of RCPCH Ambassadors who, with the support of the College, are engaging
with leaders within their ICS to advocate for the needs of CYP to be better understood and
prioritised, and to drive forward work to improve children’s health.

3 Do you have examples where policy frameworks, policies, and support mechanisms that
made it difficult for local leaders and, in particular, ICSs to achieve their goals? (250 word
limit) This can include local, regional or national examples.

Some existing policies act as barriers to ICSs ability to easily capture and share data to improve
child health outcomes. Children are often in contact with a range of services within and outside
of the health system who face challenges sharing information across service boundaries due to
the interoperability of systems and the lack of a consistent child identifier.! These challenges are
compounded by the lack of clear guidance on exactly when, how and what information about
children’s health and care should be collected and shared, with the relevant sections in the
Health and Social Care Act 2012 only referring to information sharing between health and adult
social care.?

Children and young people make up 25% of the population and effective and timely support has
the potential to reduce the impact of ill health over the life course, reducing the burden of care
both now and in the future. However, all too often policies focus on adults, either explicitly or
implicitly, as highlighted above. For example, the CORE20PIus5 approach for CYP* was published
almost a year after the adult version without the equivalent financial resource and the
population-level Investment & Impact Fund“ which incentivises primary care performance at
PCN level focusses heavily on adults. This hampers ICSs from delivering on their aims to improve
the health of the whole population and tackling widening health inequalities.

1 RCPCH. NHS number as a unique identifier for children — position statement
https://www.rcpch.ac.uk/resources/nhs-number-unique-identifier-children-position-statement

2 Health and Social Care Act 2012, section 251B
https://www.legislation.gov.uk/ukpga/2012/7/section/251B#:~:text=(b)a%20common%20law%20duty,and%20not
%20under%20this%20section)

3 NHS England. Core20PLUS5 — An approach to reducing health inequalities for children and young people.
2022. www.england.nhs.uk/about/equality/equality-hub/national-healthcare-inequalities-improvement-
programme/core20plus5/core20plus5-cyp/

4 NHS England. Investment and Impact Fund https://www.england.nhs.uk/primary-care/primary-care-
networks/network-contract-
des/iif/#:~:text=The%20Investment%20and%20Impact%20Fund.five%2Dyear%20GP%20contract%20framework.



https://www.gov.uk/government/publications/guidance-on-the-preparation-of-integrated-care-strategies/guidance-on-the-preparation-of-integrated-care-strategies
https://www.rcpch.ac.uk/resources/ambassadors
https://www.rcpch.ac.uk/resources/nhs-number-unique-identifier-children-position-statement
https://www.legislation.gov.uk/ukpga/2012/7/section/251B#:~:text=(b)a%20common%20law%20duty,and%20not%20under%20this%20section
https://www.legislation.gov.uk/ukpga/2012/7/section/251B#:~:text=(b)a%20common%20law%20duty,and%20not%20under%20this%20section
http://www.england.nhs.uk/about/equality/equality-hub/national-healthcare-inequalities-improvement-programme/core20plus5/core20plus5-cyp/
http://www.england.nhs.uk/about/equality/equality-hub/national-healthcare-inequalities-improvement-programme/core20plus5/core20plus5-cyp/
https://www.england.nhs.uk/primary-care/primary-care-networks/network-contract-des/iif/#:~:text=The%20Investment%20and%20Impact%20Fund,five%2Dyear%20GP%20contract%20framework
https://www.england.nhs.uk/primary-care/primary-care-networks/network-contract-des/iif/#:~:text=The%20Investment%20and%20Impact%20Fund,five%2Dyear%20GP%20contract%20framework
https://www.england.nhs.uk/primary-care/primary-care-networks/network-contract-des/iif/#:~:text=The%20Investment%20and%20Impact%20Fund,five%2Dyear%20GP%20contract%20framework

We recommend as a principle that prevention, early intervention and responsive support
throughout childhood should be considered in the development of all policies.

4. What do you think would be needed for ICSs and the organisations and partnerships
within them to increase innovation and go further and faster in pursuing their goals?

Paediatrics 2040, which set out a vision for child health services, noted the importance of
improved integration across physical and mental health, better integration between existing
data systems and a culture of research embedded across paediatrics, ensuring innovative
practice is designed both with and specifically for children and young people.®

Such innovation is most needed in areas that have been struggling to meet the needs of this
population, for example paediatric emergency care and mental health, where current systems
are fragmented and unable to meet demand with a lack of joined up care pathways, decision-
making and planning.t” There is an opportunity for Integrated Care Boards to work in new ways
to commission, plan and deliver more tailored, integrated and responsive models based on
collaboration with a wider system and a robust understanding of the needs of their populations. &

To enable this there should be clear guidance and incentives including time and resources that
support collaboration between organisations and services (including education and the
voluntary, community sector) and with children, young people and families.

Developing a sustainable, multi-disciplinary child health workforce that supports a whole system
approach, embraces new models of care and protects staff wellbeing is key to promoting and
implementing innovation and enabling ICS to achieve their goals. Planning should be based on
robust data, future trend modelling and consultation with frontline workers and children and
young people. This should happen at a local, regional and national level and be led by a national
independently verified workforce plan.®

5. What local, regional or national policy frameworks, regulations and

support mechanisms could best support the active involvement of partners,
including adult social care, children’s social care services and voluntary, community
and social enterprise ( in integrated care systems?)

National guidance and local frameworks should strongly encourage Integrated Care Partnerships
to engage with relevant partners across the children’s health, care and education system, who
are collectively responsible for supporting children’s health needs, as well as requiring
engagement with children, young people and their parent carers.

RCPCH & Us, the RCPCH network of children, young people and families, in collaboration with
South Yorkshire ICS have developed a short leaflet looks at how systems can amplify children and
young people's voices, work collaboratively and support meaningful engagement.

5 RCPCH. Paediatrics 2040. February 2021. https://paediatrics2040.rcpch.ac.uk/

6 RCPCH, RCEM and RCPsych. Meeting the mental health needs of children and young people in acute
hospitals: these patients are all our patients — joint position statement. December 2021
https://www.rcpch.ac.uk/resources/mental-health-needs-children-young-people-acute-hospitals

7 RCPCH. Workforce pressures this winter - supporting paediatrics in local settings. December 2022.
https://www.rcpch.ac.uk/resources/workforce-pressures-winter-supporting-paediatrics-local-settings

8 RCPCH. Response to Department of Health and Social Care consultation on the 10-year mental health and
wellbeing strategy. July 2022 https://www.rcpch.ac.uk/resources/dhsc-10-year-mental-health-wellbeing-strategy-
consultation-response

9 RCPCH. Workforce Census 2022 - Overview of our key findings and recommendations. October 2022.
https://www.rcpch.ac.uk/resources/workforce-census-2022-overview#recommendations



https://paediatrics2040.rcpch.ac.uk/
https://www.rcpch.ac.uk/resources/children-young-peoples-engagement-your-ics-integrated-care-systems
https://paediatrics2040.rcpch.ac.uk/
https://www.rcpch.ac.uk/resources/mental-health-needs-children-young-people-acute-hospitals
https://www.rcpch.ac.uk/resources/workforce-pressures-winter-supporting-paediatrics-local-settings
https://www.rcpch.ac.uk/resources/dhsc-10-year-mental-health-wellbeing-strategy-consultation-response
https://www.rcpch.ac.uk/resources/dhsc-10-year-mental-health-wellbeing-strategy-consultation-response
https://www.rcpch.ac.uk/resources/workforce-census-2022-overview#recommendations

National guidance and local frameworks should also ensure there is robust governance in place
to enable effective communication between Integrated Care Partnerships and Integrated Care
Boards to ensure the health and care needs of children and young people are properly
considered and met.

The Healthier Together Programme provides online resources and an app that promotes
integrated working across health and social care to ensure consistency across the urgent care
pathway and provide access to high quality resources promoting self-care for families.

ICSs offer a good opportunity for more and improved joint working between health and other
key partners, such as local authorities and education, however there is a need for stronger
support and direction to join-up care between agencies and enable effective joint
commissioning arrangements. Commissioning frameworks which focus on measuring and
improving holistic outcomes for children and young people require cross agency input and help
to support effective collaboration between partners.

National targets and accountability

Question

5 what recommendations would you give national bodies setting national

targets or priorities in identifying which issues to include and which to leave to local
or system level decision making?

While we recognise the need for local flexibility to set agendas and models of care based on local
need, national standards and targets are essential to ensure safe, high quality and consistent care
across organisations and across the country, for example RCPCH's Facing the Future Service
Standards.

Clear expectations for meeting the needs of children and young people should be included in
national guidance to ensure that children and the workforce which supports them receive
appropriate strategic focus and the resources necessary to meet their needs in every Integrated
Care System across the country.

Although national standards, targets and priorities which focus on delivering good care for
children and young people are essential there may be scope for flexibility in how these are met
locally.

It is important that national bodies ensure that standards, targets and priorities, as well as being
evidence based and reviewed regularly are specifically relevant to children and young people. To
support this, frontline experienced workers, children, young people and families should be
involved in the development and sense checking process.

NHS England was undertaking a clinically led review of urgent and emergency care standards'®
looking at ways of measuring performance, which included considering measures relating
specifically to children and young people but this work has been discontinued. We would urge
that future work in this area ensures standards and measures are developed that support the
unigue needs of children and young people.

10 NHS England. Clinically led review of urgent and emergency care standards: measuring performance in a
transformed system. May 2021 https://www.england.nhs.uk/publication/clinically-led-review-of-urgent-and-
emergency-care-standards-measuring-performance-in-a-transformed-system/



https://www.what0-18.nhs.uk/
https://www.rcpch.ac.uk/resources/facing-future-standards-paediatric-care
https://www.rcpch.ac.uk/resources/facing-future-standards-paediatric-care
https://www.england.nhs.uk/publication/clinically-led-review-of-urgent-and-emergency-care-standards-measuring-performance-in-a-transformed-system/
https://www.england.nhs.uk/publication/clinically-led-review-of-urgent-and-emergency-care-standards-measuring-performance-in-a-transformed-system/

6 What mechanisms outside of national targets could be used to support performance
improvement? (250 word limit)

Examples could include peer support, peer review, shared learning and the publication of
data at a local level. Please provide any examples of existing successful or unsuccessful
mechanisms.

Mechanisms to support performance could include peer review and support through invited
reviews and quality improvement collaboratives, for example the RCPCH Diabetes and Epilepsy
Quality Improvement Programmes have been supporting services across England and Wales to
make sustainable improvements for children and young people.

Social action programmes led by children, young people and communities extend the quality
improvement approach to experts by experience, where they can work on the tricky issues and
create solutions and resources to improve outcomes for patients, the public and professionals.
RCPCH &Us has examples of social action programmes led by young people in areas such as
epilepsy, asthma, workforce modelling, health promotion, climate change and other areas.

Peer support via professional networks are an important way of sharing good practice and
encouraging performance improvement. Supporting and resourcing these networks can be a
cost-effective means of promoting quality improvement.

Publication of data at national and local level can also support performance improvement. The
RCPCH national paediatric audits for diabetes, epilepsy and neonatal services provide a range of
data that is available nationally and locally to allow benchmarking and improve care and health
outcomes for babies, children and young people.

There should be responsible officers clearly identified and roles assigned at ICB Board level to
ensure there are points of contact with the appropriate levels of responsibility to oversee change
management and delivery against an operational plan (particularly on workforce and systems-
based change).



https://www.rcpch.ac.uk/work-we-do/quality-improvement-patient-safety/diabetes-quality-programme
https://www.rcpch.ac.uk/work-we-do/quality-improvement-patient-safety/eqip
https://www.iwill.org.uk/the-movement/youth-social-action/
http://www.rcpch.ac.uk/and_us
https://www.rcpch.ac.uk/work-we-do/clinical-audits/npda
https://www.rcpch.ac.uk/work-we-do/clinical-audits/epilepsy12
https://www.rcpch.ac.uk/work-we-do/clinical-audits/nnap

Data and transparency

Question

7 Do you have any examples, at a neighbourhood, place or system level, of innovative uses
of data or digital services? (250 word limit) Please refer to examples that improve outcomes
for populations and the quality, safety, transparency or experience of services for people; or
that increase the productivity and efficiency of services.

An innovative project in Sunderland developed a clinic booking out slip that doubles up as a way
of capturing and coding data at the point of care using the Disabilities Terminology Set (a set of
SNOMED CT harmonised terminologies) to consistently describe child health needs. This enabled
the system to quickly capture extensive and high-quality data on the multifaceted needs of
disabled children, which has supported service planning, local care pathway development, and
identification of risk and needs across the population.

The Midlands regions supported a pilot project to develop an outcomes-based data dashboard
for children and young people. Health and local authority systems came together to agree a set
of outcomes-based data indicators on children’s health, care, and life outcomes, and to develop
an approach to capture and share this data.

Alder Play is a web-based service for children and adults, developed at Alder Hey Children’s
Hospital, that aims to familiarise children and families with the hospital, distract them during
procedures or downtime and to reward for positive health behaviours in an engaging and
informative way.

The Young People'’s Health Special Interest Group (YPHSIG) App, based on the original adolescent
HEADSSS psychosocial assessment, provides a guide to developmentally appropriate healthcare
for young people and clinical resources for healthcare professionals.

The Healthier Together Programme provides online resources and an app that promote
integrated working across health and social care to ensure consistency across the urgent care
pathway and provide access to high quality resources promoting self-care for families.

8 How could the collection of data from ICSs, including ICBs and partner organisations, such
as trusts, be streamlined and what collections and standards should be set nationally?

It is important that when developing standards and data collection systems, national bodies and
ICSs consider the unique needs of children, young people and the workforce which supports
them, ensuring children are specifically mentioned in any guidance and standards on data to
allow parity with the adult system and confidence across the children’s workforce. ™

To enable robust and effective information sharing and data collection for children and young
people we recommend the national adoption of the NHS number as a unique, consistent
identifier for children and young people to allow professionals to more easily share information to
provide better care for children and to drive improvements across systems.!

A key part of developing high quality data on children’s health is to use a set of harmonised
terminologies which describe children’s needs consistently and allow for data to be captured in a
accurate way, and therefore for trends over time to be meaningfully understood and analysed.
We therefore recommend the continued development and adoption of the SNOMED CT
paediatric terminology.

11 RCPCH. DHSC draft data strategy for England - consultation response. July 2021
https://www.rcpch.ac.uk/resources/dhsc-draft-data-strategy-england-consultation-response

12 RCPCH. SNOMED-CT - How-to guide for clinicians. August 2028 https://www.rcpch.ac.uk/resources/snomed-ct-
how-guide-clinicians



https://councilfordisabledchildren.org.uk/sites/default/files/uploads/files/SNOMED-CT%20Case%20Study%20-%20Sunderland.pdf
https://councilfordisabledchildren.org.uk/resources/all-resources/filter/inclusion-send/outcomes-based-send-data-dashboard
https://alderhey.nhs.uk/parents-and-patients/alder-play-app#:~:text=Alder%20Play%20is%20a%20fun,informative%20experience%20for%20the%20user.
https://www.yphsig.org.uk/resources-1/app
https://www.yphsig.org.uk/resources-1/app
https://www.what0-18.nhs.uk/
https://www.rcpch.ac.uk/resources/dhsc-draft-data-strategy-england-consultation-response
https://www.rcpch.ac.uk/resources/snomed-ct-how-guide-clinicians
https://www.rcpch.ac.uk/resources/snomed-ct-how-guide-clinicians

We would also like to see a greater emphasis in national standards on the importance of
developing easy-to-use data capture interfaces, so data on patient needs can be collected at the
point of care.

System leaders will need support to ensure they get data relevant to their community and their
priorities, but it is important that data on outcomes, as well as service level data, is captured and
accessible to local leaders in real time to drive improvement and address inequalities.

9 What standards and support should be provided by national bodies to support effective
data use and digital services? (250 word limit)

We need to see improvements in infrastructure, data capture and data sharing around child
health if ICSs are to deliver on their obligations to improve population health and address
inequalities, and this work should be driven nationally and adequately resourced.™

Better integration of data and interoperability of different data systems is desperately needed,
between information held by hospital and primary care, between Mental Health Trusts and
physical health records, and integration with data held by education and Local Authority SEND
teams.

Adopting the NHS number as a consistent identifier for children would be transformative for
Integrated Care Systems, supporting them to capture more accurate information about their
populations, particularly on vulnerable children who interact with many different aspects of the
health, care and education system; delivering more relevant and targeted services; and ultimately
improving health outcomes. Clear national guidance and legislation on sharing relevant
information on children’s health and care would support the health system to better understand
what data on children can legitimately be shared and how to do so effectively and safely.

There should also be comprehensive training, support and resources for healthcare professionals
to know how to input data at the point of care and use data more effectively.

RCPCH has worked in collaboration with other organisations as well as children and young
people to produce information and guidance on the benefits, challenges and risks of remote
consulting for children and young people. National bodies should consider this information when
developing standards and support around digital services.”® 1415

System oversight

Question

10 What do think are the most important things for NHS England, the CQC and DHSC to
monitor, to allow them to identify performance or capability issues and variation within an
ICS that require support? (250 word limit)

13 YPHSIG. Joint Statement on Virtual Consultations. https://www.yphsig.org.uk/resources-1/adolescent-
healthcare/communication-skills/joint-statement-on-virtual-consultation

14 RCPCH. Health appointments advice for young people. May 2022 https://www.rcpch.ac.uk/resources/health-
appointments-advice-young-people https://www.rcpch.ac.uk/resources/health-appointments-advice-young-
people

15 RCPCH. COVID-19 Book Club - children and young people's views. May 2020.
https://www.rcpch.ac.uk/resources/covid-19-book-club
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https://www.rcpch.ac.uk/resources/covid-19-book-club

All too often policy and impact measures focus predominantly on how the system is working for
adults. It is therefore vital that ICS are monitored and supported to ensure the needs of children
and young people from 0-25 are being adequately considered and addressed. In addition to
existing monitoring arrangements for safety and quality, we suggest that ICS are supported to
ensure they are considering the needs of children and young people in the following areas:
leadership structures, governance, integration of services, use of data, health inequalities and
workforce.

The number of children on waiting lists for NHS care is at the highest level on record and child
waiting lists are increasing faster than those for adults. It is therefore important that ICS are
monitored and supported to address the backlog of care experienced by children and young
people, including community paediatrics and mental health services.'® Any targets and
assessment of elective recovery should include specific measures for the children’s system.

Patient reported experience measures (PREM) and patient report outcome measures (PROM) are
important ways of measuring the quality of services and should be considered including those of
children, young people and their families. An example is the PREM report published by the
National Paediatric Diabetes audit. Outcome measures should form a key part of monitoring
ICSs, alongside service specific metrics, as they are the data points which evidence whether
service activity is having an impact on children’s health, inequalities and wider life outcomes.

11 What type of support, regulation and intervention would be most
appropriate for ICSs or other organisations that are experiencing performance or
capability issues?

N/A

16 RCPCH. Paediatricians call on government to take action as children’s waiting lists soar to 350,000 for the
first time. June 2022. https://www.rcpch.ac.uk/news-events/news/paediatricians-call-government-take-action-
childrens-waiting-lists-soar-350000
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