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Data and Connectivity National Core Study 

UK- Delivery Group Lay Member - Role Profile 
Health Data Research UK is seeking to appoint an additional Lay Member to sit on the Data 

and Connectivity National Core Studies Delivery Group. 

 

Health Data Research UK is the national institute for health data science. Our mission is to unite the UK’s 

health data to enable discoveries that improve people’s lives. By working in partnership with the NHS, 

industry, academia and patients, and providing safe and secure access to rich health data, we aim to 

better understand diseases and discover new ways to prevent, treat and cure them.   

The National Core Studies programme is enabling the UK to use health data and research to inform both 

our near and long-term responses to COVID-19, as well as accelerating progress to establish world-

leading health data and research infrastructure for the future.  

The programme comprises of six studies:  

Epidemiology and Surveillance – collecting data to inform safe level of restrictions and protection 

against imminent outbreaks. 

 

Clinical Trials Infrastructure –  building on established NIHR infrastructure (and equivalent in Devolved 

Administrations) to accelerate delivery of large scale Covid trials for drugs and vaccines.  
 

Transmission and Environment – understanding and mitigating transmission of the disease in 
workplace, transport and public places  

 
Immunity – understanding immunity against Covid to inform back-to-work policies  

 
Longitudinal Health and Wellbeing – using data from longitudinal studies to address the impact of 
COVID-19 and of associated viral suppression measures on health and wealth to inform mitigating 

strategies  
 

Data and Connectivity – making routinely collected data and data from all studies available and 

accessible to inform decision makers and catalyse COVID-19 research  

 

Health Data Research UK, in partnership with the Office for National Statistics, are leading the “Data and 

Connectivity” study . This study supports the other five studies and accelerates the approach to 

answering key research questions by enabling streamlined data access and analysis. The study is 

responsible for linking relevant health, social and administrative data and making it available to the 

other core studies. The study is working in partnership with stakeholders from across the four nations to 

organise medical, biological and social science data on an unprecedented scale.  

https://press.hse.gov.uk/2020/11/04/hses-chief-scientific-adviser-welcomes-introduction-of-new-covid-19-research-programme/
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As publicly funded research, the data, outputs and observations generated from the National Core 

Studies will be openly accessible via the Health Data Research Innovation Gateway. Making this available 

will allow the scientific and research community to pool expertise, draw fresh insights and more rapidly 

increase the understanding of COVID-19. As part of our wider commitment to engagement, the 

programme will involve the public in every stage from data use to analysis and insight.  

 

THE ROLE 
We are currently recruiting for an additional Lay Member to join the Data and Connectivity National Core 

Study Delivery Group. The Delivery Group reports to the leads of the National Core Study for Data and 

Connectivity and Office of National Statistics and then in turn into the National Core Studies Oversight 

Committee who ensure the programme of work meets the needs and is delivered across the UK.  

 
Public and patient engagement and involvement is crucial to monitor study developments and ensure 
that trustworthiness and transparency is demonstrated and to ensure that benefit to the public is key to 

all actions.  

 

The aim of this role is to bring a public/patient perspective and to raise any concerns and help shape the 
development and delivery of the study. 
 

IN THIS ROLE, YOU’LL BE REQUIRED TO… 
- Attend and actively participate in the Data and Connectivity Delivery Group (held every Thursday 

from 11am-12pm via zoom.  

- Have a base understanding in health data and research (we will provide support and training as 

required) 
- Be able to provide meaningful contributions to the design and delivery of the study including 

o how to appropriately and inclusively engage and involve the public 

o how to be accessible and inclusive of diverse communities and groups 

o how to be open, transparent and accountable 
o how to demonstrate impact, outcomes and success to the wider public 
o provide advice on public and patient involvement and engagement planning and delivery   

- Support public and patient engagement and involvement activities when opportunities arise to 

partner or support other national core studies or delivery partners.  

- Provide updates from the Delivery Group meeting to the wider Advisory Group (made up of Lay 
Members) as well identify with the Advisory Group areas of the Data and Connectivity study that 

need wider public and patient engagement and involvement.  

- Have confidence to voice own opinions clearly and constructively, ask questions and participate 
in group discussion 

- Read and review required paperwork before and after each meeting. Paperwork is usually sent 
out the morning of the weekly meeting so some time post meeting to review the documents will 

be required.   

- Respond to communications and request for input in a timely manner 
- Where necessary, maintain confidentiality 
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THE IMPACT YOU’LL HAVE…  

 
You will have a direct impact on the study design and delivery and contribute to accelerating the 
progress of the Data and Connectivity study and the response to Covid-19.  
 
Our existing Lay Member on the Delivery Group describes their experience below.  

 
“My involvement began when I responded to a request for public and patient representatives to attend the 
initial planning meeting at the end of August where it was made explicit that there would be absolute 
transparency and public and patient involvement (PPI) from Day 1. Although the content of the Delivery 

Group meetings would primarily be technical, it was apparent to me that PPI was needed if only to monitor 
study developments and to ensure that trustworthiness in the use of these data was demonstrated and to 
ensure that benefit to the public was paramount to all endeavours.  

 
During these fast-paced weekly meetings, I have had the opportunity to raise questions and concerns along 

the way.”  

 
For the entire blog post please visit https://www.hdruk.ac.uk/news/reflections-on-the-covid-19-national-core-

study-data-and-connectivity-delivery-group/ 

 
EXPERIENCES AND SKILLS WE’RE LOOKING FOR… 

 
Experience: 

• Working with senior leaders and/or at a strategic level for example as a board member 

• Previous experience either advising or participating in public and patient engagement and 
involvement opportunities 

• Able to read and absorb complex information (seeking clarity through key contact at Health Data 

Research UK and/or through own research) 

• Good communication skills and able to listen and respect differing opinions 

• Understanding of how health data can be used for research and innovation and the language 

used OR a willingness to learn 
 
Interest in: 

• How health data is collected, processed, accessed and safeguarded 

• The role of research in improving health and healthcare for patients and the population 

• How patients and the public have a role to play in health data in research and innovation 

• Connecting with the wider patient and public population to inform own views 

• Committed to openness & transparency  

• Have an awareness of equality & diversity 

• Proficient in written and spoken English 

• IT literate 

 
At Health Data Research UK, we embrace diversity and all the ways we are different – visible and non 
visible alike. We actively encourage applications from people of all backgrounds and cultures and believe 

that a wide range of views, insight and experiences will help us to better represent the public experience 
and make a difference.  

https://www.hdruk.ac.uk/news/reflections-on-the-covid-19-national-core-study-data-and-connectivity-delivery-group/
https://www.hdruk.ac.uk/news/reflections-on-the-covid-19-national-core-study-data-and-connectivity-delivery-group/
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Health data and the Covid-19 pandemic affects everyone, and we want to encourage everyone who has 
an interest in health data (including whether or not you are pro-access to health data) to get involved.  
 

To apply for this role please fill out the linked expression of interest form. Shortlisted candidates will be 
invited to attend an informal 30 minute interview on Zoom.  
 

  

Length of 

Role 
 

Weekly Delivery Group meetings until 25th March 2021. There may be a possibility of 

extension.  

 

Location 
 

Meetings will be held virtually on Zoom 

Time 

Commitment 

90 minute induction session to help you prepare for the role 

 

Meetings will run weekly 11am-12pm Thursdays until March 25th 2021. Dates for the 
year will be put in your diary if you are selected for the role.  
 

You may need a couple of hours (inclusive) before and after meetings to read 

through any relevant papers as well as in between meetings as and when needed. 

 

Honoraria 

and 
Expenses 

Honorarium payments are made to Lay Members who sit in our Governance 

structure in recognition for their contribution made to HDR UK and the standard fee 
rate is £75.  This covers attendance at meetings and when invited to review 

documents.   
 

Support in 

your Role 

We will support you to carry out the role by providing: 

• A mandatory 90 minute training / induction session 

• Peer support from the second Delivery Group lay member 

• An assigned key contact within Health Data Research UK who will provide 
you with relevant information and will be available to answer any questions 

• Ad-hoc training as identified by individual Lay Members and/or Health Data 
Research UK 
 

 

 

HOW TO APPLY   
Important Dates – please do keep these times free where possible:  

• Deadline for ‘Expressions of Interest’ – 12.00pm Wednesday 20th January 2021   
• Interview, over videoconference on Zoom – Monday 25th January 2021 

• Induction Session, over videoconference – time convenient to the successful 

candidate (before 28th January) 
• First Delivery Group meeting, over videoconference – Thursday 28th January from 

11am-12pm 

• Weekly Thursday Delivery Group meetings 11am-12pm until 25th March 2021 
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When you have completed the Expression of Interest form please email it 

to  alice.dowden@hdruk.ac.uk   (Public Involvement and Engagement Officer) by 12.00pm on 
Wednesday 20th January 2021 – expressions of interest after this time will not be considered. We will 
then shortlist and will get in touch to let you know next steps.  

  
If you have any questions or need any help completing the form, please email judy.slape@hdruk.ac.uk   

  
If appointed, to support you in your role and to ensure you have the information you need you will be 
contacted by Judy Slape, Public Engagement and Involvement Officer at Health Data Research UK.   

  

Please have a look at the Privacy Policy of Health Data Research UK to find out more information about 

how the organisation collects and uses the personal information you provide to 
us (https://www.hdruk.ac.uk/privacy-policy/).   
  
 

ADDITIONAL BACKGROUND INFORMATION 

 
About Health Data Research UK 
Our mission can only be achieved if the public has trust and confidence in the use of health data for 

research and innovation. To help us achieve this we want to work in partnership with all of the different 

types of stakeholders such as researchers, members of the public and cohort participants. This will help 

ensure we strike an appropriate and safe balance between recognising the benefits and the risks of this 

activity. We can only do this with your help.  

 

As the national institute for health data, Health Data Research UK (HDR UK) is working in partnership to 

enable rapid health data research across the UK as we respond to the COVID-19 challenge. We’re 

committed to ensuring patients, carers and the public are involved throughout our work and are an 

essential part of this partnership. 

 

Equal Opportunities Policy Statement 
Health Data Research UK is an equal opportunities employer, and as such aims to treat all employees, 
consultants and applicants fairly. It is our policy to provide employment equality to all, irrespective of: 

• Gender, including gender reassignment 

• Marital or civil partnership status 

• Having or not having dependants 

• Religion or belief 

• Race (including colour, nationality, ethnic or national origins) 

• Disability 

• Sexual orientation 

• Age 

 
We are opposed to all forms of unlawful and unfair discrimination.  All job applicants, volunteers and 
employees who work for us will be treated fairly and will not be unfairly discriminated against on any of 

mailto:to alice.dowden@hdruk.ac.uk
mailto:judy.slape@hdruk.ac.uk
https://www.hdruk.ac.uk/privacy-policy/
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the above grounds. Decisions about recruitment and selection, promotion, training or any other benefit 

will be made objectively and without unlawful discrimination.   


