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NHS Long Term Plan

January 2019

Saving and Improving Lives

March 2021

Life Sciences Vision

July 2021

Genome UK

March 2022

Mandate for change
Delivering a range of ambitions across life sciences, research, and data-driven innovation

Up to £200 million to boost NHS 

healthcare data research

March 2022

Goldacre review 

April 2022

Data Saves Lives Strategy 

June 2022

James 

O'Shaughnessy's Clinical Trials 

Review

May 2023



Usage Cases



Why do we need 
SDEs?



ICB as Single Region-Wide Data Controller

Single Process

Single Approval

De-risks Individual
data controllers



The NENC R&D Data Repository

• A rich, curated, persistent regional R&D 

data asset

• Underpinned by Section 251 application 

allowing legal use of data to flow for 

research

• Reduced workload and complexity for data 

controllers

• Ability to develop multi-SDE research 

programs



Using AI to characterise the dynamic inter-relationships between 
Multiple Long-term conditions and Polypharmacy 



Achievements 

14  

Public members 

recruited to date
Hours given since 

October 23

13  

In-person 

meetings

3

Evaluation criteria 

created

14  

PM surveys 

completed

8  

Document reviews

4  

SDE Strategy 

Groups/ Prog Board

15  

Task and Finish 

groups

3  

PMs at advocates 

induction

512

512



PPIE involvement topics and issues covered
                                                    

        

       



Data Access Process



Establish legal 

basis to hold data

Create technical platform

Agree Single Data 

Controller
Sign data sharing 

agreements

Data flow into SDE

Data directory

Researcher/Project 

engagement



Provider Data

Provider Data 

Catalogue

Data 

Landing 

Zone

SDE 

Database

Processing 

Report

Data Owner

Secure Data Environment

OMOP

Project 

Data 

Prep

Secure

Code/Data

Ingress

Secure

Egress

Data and 

Researcher 

Workspaces

Data Access Committee

Researcher Support Processes

Technical Support Processes

PPIE/Communications

National Alignment and Federation

Section 251 Approval     |     Single Regional Data Controller     |     Information Governance Frameworks

NENC SDE High-level end to end 
infrastructure



Data pipeline status

Building a rich, comprehensive regional dataset initially based on statutory data flows:

Acute

SUS – Inpatient

SUS – Outpatient

SUS – Accident & Emergency

Emergency Care Data Set

Maternity Services Data Set

ePrescribing and Medicines 

Admin

Diagnostic Imaging Dataset

Cancer Waiting Times

Community

Community Services Data Set

Mental Health and Learning 

Disabilities

Mental Health Services Data Set 

(covers Hospital, community, 

Mental Health Act, PROMS, 

clinical activity)

IAPT - Improving Access to 

Psychological Therapies

ePrescribing and Medicines 

Admin

Ambulance

Ambulance Data Set

(also local 999/111 flows)

Social Care

Client Level Data Set

Primary Care

Local Data Flows

Additional

Various local Data Flows



End to End Process
Overview





Piloting of forms and user understanding feedback so 
far
• Positive user feedback

• Information requested via forms has provided sufficient detail for 

feasibility exercise

• Details provided on these forms have supported the team to assign 

projected costs.

• Alignment to NHS E requirements and national Data Access Request 

Form (DARF)

• Further testing ongoing
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