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1. Introduction 

Collaboration across stakeholder groups is essential to ensure that research using public sector 

data is truly in the interests of those it hopes to benefit. Stakeholders include the intended users 

of research findings (for example, policymakers, service providers and public advocacy groups).  

All these groups have an interest in knowing whether the focus and methods of research using 

public sector data are ethical, robust and useful, and that any potential negative consequences 

have been considered and mitigated. 

On 29 April 2021, a range of stakeholders came together to discuss the Education and Child Health 

Insights from Linked Data (ECHILD) Database, a new linked data resource (see Box 1) for research 

in the public interest. The purpose of the event was to provide an opportunity for stakeholders to 

ask questions about and share their views on the ECHILD Database, and to suggest priority areas 

for its use in future research for the public benefit. The event consisted of short talks from the 

event panel (representatives of the ECHILD project partners) and a facilitated discussion with 

stakeholders. Stakeholders from government, the third sector and children’s services with 

expertise in health, education and social care were invited. A full list of attendees is given in 

Appendix 1. This report covers the key messages arising from discussions at the stakeholder event. 

 

 

 

 

Box 1: Overview of the ECHILD Database1 

The ECHILD Database brings together information about health, education and social 

care for all children in England for the first time. It includes de-identified, linked records 

for around 14 million children. The ECHILD Database links two existing data sources: 

 The National Pupil Database (NPD) – which includes information about 

students at schools and colleges in England and about contact with children’s 

social care services. 

 Hospital Episode Statistics (HES) – which includes information on hospital 

admissions, A&E attendances and outpatient appointments in NHS hospitals in 

England. 

The de-identified ECHILD Database will soon be made available to external researchers 

via the Office for National Statistics (ONS) 

https://www.ons.gov.uk/aboutus/whatwedo/statistics/requestingstatistics/approvedresearcherscheme
https://www.adruk.org/our-mission/working-with-researchers/
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3. The importance of data security 

Stakeholders raised 

https://www.adruk.org/our-mission/ethics-responsibility/
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are not interested in individuals; they're interested in groups of children , and so we designed the 

system to meet that need whilst minimising disclosure.” 

 

Stakeholders also questioned whether commercial organisations would be able to use the ECHILD 

Database. Emma Gordon (ADR UK) explained that research projects using de-identified 

administrative data, such as the ECHILD Database, must be approved by UK Statistics Authority’s 

https://uksa.statisticsauthority.gov.uk/digitaleconomyact-research-statistics/research-accreditation-panel/
https://uksa.statisticsauthority.gov.uk/digitaleconomyact-research-statistics/research-accreditation-panel/
https://www.gov.uk/government/publications/putting-good-into-practice-a-public-dialogue-on-making-public-benefit-assessments-when-using-health-and-care-data
https://www.gov.uk/government/publications/putting-good-into-practice-a-public-dialogue-on-making-public-benefit-assessments-when-using-health-and-care-data
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/977737/PGiP_Report_FINAL_1304.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/977737/PGiP_Report_FINAL_1304.pdf
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4. The importance of public engagement and involvement  

Central to discussions throughout the stakeholder event was the importance of embedding 

children and young people’s voices in the way the ECHILD Database is made available and used 

by researchers. Engaging with children and young people around the use of their data for research 

is essential to ensure data is used ethically and appropriately, and with full consideration of the 

needs and interests of those the research hopes to benefit. 

Stakeholders discussed the importance of engaging with intended users of the research (such as 

school leaders and teachers) to ensure that research findings are useful to them and they can 

understand and apply them to the immediate benefit of children and young people.  The 

importance of engagement between stakeholders when developing research questions to ensure 

findings are based upon shared needs and interests and are therefore useful to all was also 

highlighted. Stakeholders described a diverse 

range of questions of interest that could be 

explored in future research using the ECHILD 

Database (Appendix 2). 

 

Jennifer Preston of Generation R (a national 

network of Young People’s Advisory Groups) 

stressed that it’s essential to establish a process for 

involvement of children and young people in shaping research using the ECHILD Database, 

“especially those who don't normally get a voice.” Michael Chapman of NHS Digital went on to 

explain that, to tackle any underlying concerns around the use of the ECHILD Database, it’s 

essential to ensure that “the people whose data we're using – the children and young adults – are 

aware, involved and willing to support… It's about transparency, and it’s about ensuring that we 

involve the people that we’re working for at every stage.” 

Engagement has been central to the work already carried out as part of the ECHILD project, which 

has involved a range of patient, pupil, parent and other groups to understand different views on 

the use of linked data for research, and get valuable feedback on plans for research using the 

ECHILD Database. As of July 2021, the ECHILD project has had seven engagement events involving 

87 people.2 The ADR England Children & Young People Representative Panel will enable further 

users of the ECHILD Database to ensure the needs and interests of children and young people are 

properly considered in their work. The Panel is made up of representatives from a variety of third 

sector organisations, voluntary and community groups and professional practices – all working 

directly with or on behalf of children and young people. The Panel’s input and advice will help 

researchers frame their work around the most pressing issues faced by children and young people, 

as well as to help facilitate direct engagement with children and young people in the research. 

 
2 Further information about the engagement activities of the ECHILD project can be found on the ECHILD 

website. 

“It's about transparency, and 

it’s about ensuring that we 

involve the people that we’re 

working for at every stage.” 

Michael Chapman, NHS Digital 

/child-health/research/population-policy-and-practice-research-and-teaching-department/cenb-clinical-23
/child-health/research/population-policy-and-practice-research-and-teaching-department/cenb-clinical-23
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5. The future expansion of the ECHILD Database 

Emma Gordon highlighted that, “as we move out of the critical and into the recovery phase of the 

pandemic, the need for insights based on health data linked to education and other forms of 

administrative data will only grow.” Stakeholders expressed an interest in expanding the range of 

datasets included in the ECHILD Database to broaden the range of research questions it could 

address. The main datasets of interest for future expansion of the ECHILD Database were: 

 

Primary care data 

Primary care is often the first point of contact with health services, and data from this sector – 

such as from GP practices – would add even greater depth to the ECHILD Database. It would, for 

example, enable a deeper understanding of the impact of reduced primary care services on 

vulnerable children’s lives during the Covid-19 pandemic. Stakeholders highlighted that not all 

children with ill health go to hospital, and primary care data would enable researchers to better 

understand the healthcare interactions of children with conditions that are often managed in the 

community, such as autism. 

 

Community Services Data Set (CSDS) 

https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-sets/community-services-data-set
https://www.gov.uk/government/statistics/graduate-outcomes-for-all-subjects-by-university
https://www.gov.uk/government/statistics/graduate-outcomes-for-all-subjects-by-university


/child-health/research/population-policy-and-practice-research-and-teaching-department/cenb-clinical-20
https://www.lshtm.ac.uk/
https://www.lshtm.ac.uk/
https://www.ifs.org.uk/
https://digital.nhs.uk/
https://www.gov.uk/government/organisations/department-for-education
https://www.adruk.org/about-us/our-partnership/office-for-national-statistics/
https://www.adruk.org/about-us/our-partnership/office-for-national-statistics/
http://www.adruk.org/
mailto:elizabeth.waind@ukri.org
mailto:l.mcgrath-lone@ucl.ac.uk
/child-health/research/population-policy-and-practice-research-and-teaching-department/cenb-clinical-20
http://www.adruk.org/
https://twitter.com/ucl_echild
https://twitter.com/adr_uk


http://clairebolderson.com/
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.childrenscommissioner.gov.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340047678%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=jQFsw9oZaqWA%2FksZKKJLKwOpDAfRES8Mf8YDbehadSo%3D&reserved=0
https://contact.org.uk/
https://councilfordisabledchildren.org.uk/
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.downs-syndrome.org.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340027767%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=Fab%2FaHAbU%2FhVbOQic7nRwP4xS4GXfs2WuLt6LzC4jg8%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fgenerationr.org.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340017810%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=WjJX6U8eCoazatL3D%2Fp8z8YXOvO%2FZvCcZh0s5qVzv9c%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.mencap.org.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340027767%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=Up%2Fl5v4Ueum5YtIXu3qAELxCVIGqCVT5VXhluIBttBc%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fnasen.org.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248339997897%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=NRhs2yXzCScY592wstbeR0K3xOegmUfm8Y8eWO%2F9N7o%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.nspcc.org.uk%2Fabout-us%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340037724%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=n2Dz1FiFb7GniVQOErKZDEyBbTOgvvRX8wsxUZebJQc%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.parentkind.org.uk%2FAbout-Parentkind&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248339987945%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=VKMOfQhW18sV48toTsA2DU%2FwEsk9w9dVlVQH2djydSw%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.redthread.org.uk%2Fabout-us%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340037724%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=%2ByOgdQNsrqbDjQLxzUQXYxW%2F4CR8bdC2365jTt1Vwxo%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.riverside.haringey.sch.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248339997897%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=cYGnPCkjMLQtfvM5sNSXWgevQjqpb7qq6Unu6VRHOU8%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.scope.org.uk%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340007853%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=9VdYU1WLCPMq%2Bfsj5olnlF4M8zHgPwTSeOZsJTDIy8Y%3D&reserved=0
https://www.elft.nhs.uk/SCYPS
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fteachertapp.co.uk%2Fmeet-the-team%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248339987945%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=HlF%2FFExJcyB7QY%2F2SZrUrBAa1wGgIwfz6rXO4Q2VX10%3D&reserved=0
https://eur01.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.usemydata.org%2F&data=04%7C01%7C%7C21f00706412548c146ef08d90892ad98%7C1faf88fea9984c5b93c9210a11d9a5c2%7C0%7C0%7C637550248340047678%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=noklVW2%2BZcrGOiSbTXkdw4PmTu0x0iKy6q3A4bOC1Z8%3D&reserved=0



