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Data & Connectivity National Core Study 

Sprint 4:  6 January – 3 February 2021 

OUTCOMES 

What were our aims for Sprint 4? 

1. To respond to National Core Study (NCS) emerging data and connectivity needs: 

• Vaccine research data infrastructure – including defining and communication of an agreed 'Vaccine 

minimum research dataset' and key linked datasets for vaccine research.  

• Genomic data and other key clinical data assets: including enabling greater access and linkage to 

genomic data (e.g COG-UK) and COVID 19 clinical characterisation data (ISARIC 4C).  

 

2. To engage researchers to use and enrich the Data and Connectivity data infrastructure: 

• Supporting successful researchers from the joint HDR UK, ONS and UKRI rapid funding call 

apply for data access and develop patient and public involvement and engagement (PPIE) plans 

for their COVID-19 research projects via the HDRUK Innovation Gateway 

• Develop Gateway and data access user feedback questionnaire for projects to inform current 

and future improvements. 

 

3. To make core datasets relevant to COVID response available to approved researchers in secure cloud-

based Trusted Research Environments (TREs) in England, Northern Ireland, Scotland, and Wales: 

• Continue to work towards making sprint 3 datasets available:  

o Vaccine data  

o Viral genome data (COG-UK) 

o Serology datasets (Pillar 3 and priority Pillar 4 studies) 

o Intensive care data 

o Symptom Tracker: Zoe App data 

 

• Continue progress build plan link secondary datasets before the end of March 2021: 

o Tracing data 

o Shielded people list 

o Wastewater  

o Prescriptions  

o Mental health  

o Emergency care 

o 999 records/ambulance and 111 data 

o Maternity and neonatal  

o Mobility data 

https://www.cogconsortium.uk/
https://isaric4c.net/
https://www.healthdatagateway.org/collectioncategories/national-core-studies
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4. To make all these priority COVID datasets discoverable and accessible through a single “shop 

window”, the Health Data Research Innovation Gateway. This includes having metadata visible for all 

datasets and creating one aligned data access form for researchers to use to request data.  

5. To implement a targeted programme of communication and engagement to inform sprint activities, 

increase researcher engagement and to improve patient and public involvement and understanding. 

 

What has been achieved in Sprint 4? 

1. Responding to National Core Study (NCS) data and connectivity needs  

Designing a robust UK research data infrastructure for the COVID-19 Vaccination Programme.   

a) We coordinated a large group of researchers and organisations with expertise in vaccine 

surveillance, chaired by Professor Sir Munir Pirmohamed. The group aims are to map vaccine data 

flows and linkages required for research, identify key research questions and enable data access. 

b)  In Sprint 4, the group specified a Minimum Vaccine Dataset for research, identified data linkage 

needs and set up two task and finish groups. The first group will focus on national vaccine data 

flows (to ensure high quality, linked vaccine data is accessible for research in TREs across the 4 

nations) and the second group on acute care rapid access data (to enable a near real time rapid 

access flow of acute care data to allow early detection of serious adverse events). 

c) Vaccine data now flowing to national TRE delivery partners in England and Wales soon to be made 

available for research, progress made with availability and access to vaccine data in Scotland and 

Northern Ireland. 

 

2. Engaging with researchers to increase use of data infrastructure 

 

a) The 12 research projects awarded in our rapid funding call enable research which uses and 

enriches the data within the Data and Connectivity National Core Study met their initial 

milestone objectives.  

b) All 12 projects now listed on the HDRUK Innovation Gateway, submitted Data Access Requests 

(DAR) via the Gateway and developed PPIE plans for their projects.  

c) The projects have submitted 15 DARs covering 63 data assets. 

d) We are collecting user feedback from the researchers and TRE delivery partners to drive forward 

improvements in the Gateway and DAR process. We will continue to collect user feedback 

throughout the life cycle of the projects.  

e)  The studies will use data from across the 4 nations and will make their own data accessible for 

other researchers too 

 

 

 

Office for National Statistics: All applications for data access 

requests for the rapid funding all projects are being given 

priority status as soon they arrive, we are making good progress 

and engaging with the research teams.  

“ 

https://web.www.healthdatagateway.org/collection/6372136984450563
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3. Making Data Available  

Data has been linked and made available during the sprint: 

a) Vaccine data flowing into ONS Secure Research Service (SRS), NHS Digital and SAIL, accessible 

soon for approved researcher use. Progress being made in Scotland and Northern Ireland to enable 

access.  

b)  Data from the Covid-19 Clinical Information Network (CO-CIN) available via Scottish National 

Data Safe Haven for research use, which includes a sub-set of CO-CIN and COG-UK linked data. CO-

CIN data now also being linked with Pillar 1 and 2 testing data in England and work underway to  

link to PHOSP-COVID data and vaccine data. 

c) The ONS and NHS Digital joint health data asset approved and will be made available for approved 

researcher use via the Gateway. 

d) Pillar 3 serology data available in ONS SRS (and linked to genome testing data for positive C-19 

infection survey participants) and in NHS Digital and SAIL. 

 

 

 

 

 

 

 

 

e) There is ongoing work across all the TRE partners to onboard and link COG-UK genomic data 

f) New ORCHID RCGP Trusted Research Environment added to ‘TRE Collections’ on the Gateway  

g) All the TRE delivery partners have built a roadmap to ensure the newly identified datasets added in 

previous Sprints can be onboarded and linked by the end of March 2021.  Many of these datasets 

are already available via the Gateway.  

 

 

 

 

 

 

SAIL: In Sprint 4, we have put most effort into setting up the 

flow of Welsh Immunisation Service data into the SAIL 

Databank, which is now live, and we are now beginning to 

construct documentation and data quality reviews on the data 

before making it more widely available to NCS and other studies. 

The data will be linkable to other NHS Wales data routinely 

within SAIL, such as GP, hospital episode, and COVID-19 testing 

data.. 

 

 

“ 

Scottish National Data Safe Haven: Data provisioning times 

are improved for projects. Greater collaboration across data 

controllers and research community.   

“
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4. Making Data Discoverable and Accessible   

a) Enhancements to meta-data:  

• 62 (+15 from sprint 3) National Core Study priority datasets are now listed on the Gateway 

with detailed technical metadata for 56 (+19 from Sprint 2) 

• Significant increase in metadata richness scores in Sprint 4: 36 identified datasets have a 

score of platinum and vast majority of NHS Digital, SAIL and Scotland datasets have a 

platinum or gold score. All but 2 datasets have seen an increase in these scores. 

b) Evaluating dataset utility or ‘usefulness’ 

• 47 datasets for the National Core Study programme have now had their data utility 

evaluated using a new framework developed and launched in sprint 3. Data utility 

evaluates the ‘usefulness’ of the priority datasets for researchers. 

 

 

 

 

 

 

 

 

5. Communicating and Engaging with partners, researchers, patients, and the public  

a) Collections now launched for all TRE delivery partners; providing an openly accessible summary of 

the capabilities, software, and compute available in each TRE and helping to inform the 

researcher data access process 

• Scottish National Safe Haven 

• ONS Secure Research Service 

• NHS Digital Trusted Research environment for England 

• Northern Ireland Honest Broker Service TRE 

• Secure e-Research platform / SAIL databank 

b) During Sprint 4 we continued delivery of the communications and engagement plan to provide 

progress and updates on Data and Connectivity work. This included a video interview with Munir 

Pirmohamed on COVID-19 vaccine research. 

c) Supported the 12 rapid funded projects to develop PPIE plans for each of their projects and 

engaged public contributors to provide advice and feedback on these plans.  

   Northern Ireland Honest Broker Service: The NCS 

programme has helped raise the profile of the Honest Broker 

Service and helped expedite the collaboration with Swansea 

University and negotiations around the use of the UK Secure e-

Research Platform. We are already seeing additional benefits to 

strengthen this partnership and collaborate further as part of the 

NCS work. and the Co-Connect project.. 

“

https://web.www.healthdatagateway.org/collection/4984635552758454
https://web.www.healthdatagateway.org/collection/5493969548153421
https://web.www.healthdatagateway.org/collection/9118411587595364
https://web.www.healthdatagateway.org/collection/9395697949340248
https://web.www.healthdatagateway.org/collection/15352639334591968
https://www.hdruk.ac.uk/covid-19/covid-19-national-core-studies/
https://www.hdruk.ac.uk/covid-19/covid-19-national-core-studies/
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d) Put together lay summaries for each of the 12 rapid funded projects to be reviewed by public 

contributors and published on the website.  

e) Recruited one additional new Lay Member to join the Delivery Group and three new Members to 

develop a new Advisory Group.   

 

f) Further progressed the development of an overarching PPIE strategy, work ongoing to develop a 

longer-term strategy that will focus on transparency, public trust, accessible communication and 

focused approach to engaging with the wider public, and establish ways of working in which PPIE 

can influence decision making.  

What we have learnt for next Sprints and key risks to delivery 

1. There is still much complexity with vaccine data. There are complicated issues around data controllership 

of this data, and across the four nations varying levels of complexity and political sensitivity. There has 

however been real progress made with access to this data for research and we hope wider access for 

approved researcher use will be forthcoming in Sprint 5. Working closely with our delivery partners and 

other key stakeholders however has allowed us to identify the key issues and progress towards an 

enabling environment which allows open research (with appropriate governance for safe researcher 

access) and ensure transparency and trust despite the sensitivity. There has been demonstrated value 

within this Sprint of the Data and Connectivity team acting as a neutral third party to convene 

stakeholders in this space and drive progress. 

2. The rapid funding call has driven a sharp increase in Data Access Requests (DARs) for NCS datasets via 

the Innovation Gateway. This has identified potential areas for improvement that could further 

enhance the user experience of the Gateway. Key to the next Sprint will be collecting user feedback 

that will drive improvement to the data access request process and increase engagement with the 

research community.  

3.  There is demonstrable interest in using and accessing the NCS C-19 data infrastructure from the 

research community, as evidenced by the number of applications to the researcher funding call and 

subsequent increase in DARs via the Gateway. However, to ensure that we continue to focus on data 

sets of priority and continue to engage the research community, we will conduct a data needs mapping 

exercise again in Sprint 5 and focus on sharing the impact of the Data and Connectivity work as a 

priority for future sprints.  

4. Finalising data sharing agreements, and the timeframe required to resolve these remains a risk to our 

ability to achieve sprint deliverables at pace. We will continue to work closely with our TRE delivery 

partners and stakeholders to help facilitate and support progress.   
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Outline for Sprint 5 
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 Annex: Current Status of Health Data Research (SAGE Report 9th 
February 2021) 
Openly available here 
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