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IBD REGISTRY DATA AND ANALYTICS MANAGER 
 

ABOUT US 

There are approx. 500,000 people in the UK with inflammatory bowel disease (IBD), which 
be debilitating and difficult to manage and is still not well understood. Our mission is to 
provide better understanding of IBD based on data, to improve care of and treatments for 
patients, better information for clinicians and other stakeholders, with the aim throughout of 
improving outcomes for patients.    
 
We’re the largest repository of UK IBD data in the UK, but we’re also a young and dynamic 
not-for-profit company founded just two years ago from a long-running project within the BSG 
(British Society of Gastroenterology).  We’re fast re-shaping the way we serve our clinical 
stakeholders and patients by harnessing the best of the technologies available to us collect 
data and deliver results, and we’ve doubled our size in just two years (and still growing).  We 
are deeply involved in the fast-moving and exciting area of health data, and the technologies 
that underpin and transform that data.   We’re a small and highly collaborative team, but we 
work with the biggest:  with hospitals, doctors and nurses across the UK; with drug studies 
and pharmaceutical industry, with the NHS, with key Universities.  Although now 
independent, we are owned and governed by the BSG, the Royal College of Physicians and 
Crohn’s & Colitis UK; all of which give us further strong and close working relationships. 
 
In pursuit of our mission we have also partnered with Cambridge University Hospitals and the 

University of Cambridge on a 3 year/£5M project to link and make accessible diverse 

datasets in a Hub for researchers.  This project will involve the FHIR transformation of our 

existing dataset and linkage of it with Bioresource IBD dataset and also with the key NHS 

HES and electronic Prescribing datasets . This is a national project very much at the leading 

edge, looking to transform the landscape for researchers and the data they need for their 

work.  

 

ABOUT THE ROLE 
 
Our Data & Analytics Manager is a new senior management position in the IBD Registry that 
reflects both our fast growth and increasing maturity. The primary function of this role is to 
manage the effective collection, curation and utilisation of clinical data, surgical data, patient 
reported outcomes and other relevant data.  The goal is to ensure quality IBD data is 
available to support our goals in quality improvement, service evaluation, pharmacovigilance 
/ post-marketing surveillance and eventually research. You will especially play a key role in 
the curation, transformation and linkage of the IBD datasets required for the Hub with the 
Cambridge data specialists.  
 
You will be part of a small and growing and highly collaborative team, reporting directly to 
and working closely with the CEO, as well as with clinical and academic data specialists 
including our Academic Lead, a doctor and senior academic in the Health Data department 
of the University of Liverpool.  
 
 

ABOUT YOU 
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To be successful in this role you will be a delivery-focused problem-solver, both organised 
and adaptable, with massive attention to details and a practical hands-on style. You will have 
significant experience in data management across the data lifecycle, including ETL (using 
scripting languages such as Python, C#, JSON, XML), databases (primarily MySQL) and 
analytics environments (such as R/R Studio).  You will have a strong academic qualification 
record, showing a disciplined numerate background as a foundation for your later experience 
in data.  Ideally, you will have come from the healthcare or pharmaceutical industries, or as 
an alternative from a highly-regulated sector where both data protection and delivery are 
critical. You may have gained your experience in a large consultancy or in a start-up 
environment; in either case, your most important attributes will be your rigour in thinking, 
readiness to learn and your 'can do’ mindset. Above all, you need to believe in our mission 
and want to join us to make a difference: our small team makes a big difference in IBD 
across the UK and this needs to be more than ‘just a job’ for you.  
 
More information about our organisation can be found on our website: www.ibdregistry.org.uk 
 

REPORTING AND KEY RELATIONSHIPS 

 
The role reports to the Chief Executive Officer and has key relationships with the Clinical 
Lead for Data Collection, the Academic Lead and with the University of Liverpool.  The role 
line manages the Data Analyst/Statistician 

 
KEY RESPONSIBILITIES 

Data Management 

• Monitor and assure high quality Registry data.  To own the Registry’s data curation and 
data analytics processes, working within a systematic process to ensure improvements 
are identified, incorporated and communicated on an ongoing basis 

• Oversee and improve the ongoing ETL process to ensure the data quality of the UK-wide 
data submissions to the Registry from patients and clinical teams across the UK (using 
C#, JSON and XML)  

• Ensure that clinical studies, including the pharmacovigilance study, have the data they 
need extracted and curated within their scheduled timetable (using SQL and R) 

• Manage the Registry’s secure data platform (MySQL database, SFTP transfer platform, 
API data transfers), looking for continuous improvements 

• Manage the relationship with the secure data platform providers (AIMES) 

Data Collection and Capture 

• Oversee the effective collection of clinical, consent and patient reported data. 

• Manage the main data capture systems (the REDcap tools, InfoFlex tools) as well as the  
APIs/exchanges with third party data systems (including Patient Knows Best and other 
patient facing apps) 

• Help support the development of relevant Forums and User Group(s) for the Registry 
dataset, data capture tools and processes 

• Further widespread adoption of the Registry dataset by suggesting then undertaking 
actions as appropriate: giving demonstrations on site, discussing with key Trust technical 
leads, etc 

http://www.ibdregistry.org.uk/
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• Manage the relationships with the tool providers (CIMS, PKB). 

Datasets Management 

• Maintain and update as required the master version of the core Registry dataset 

• Map the Registry dataset to other datasets as may be required  

• Work with clinical teams and organisations looking to integrate the Registry dataset into 
their clinical or hospital systems 

• Coordinate wider scale projects involving the dataset, for example: integration with 
Bioresource, casting the dataset into FHIR 

• Working closely with our Clinical Leads wherever required, especially the Clinical Lead 
for Data Integration on data mapping and the data model 

• Lead the Hub project of mapping and integrating the Registry dataset to the BioResource 
dataset, working in a team with the external data scientists and Universities involved in 
this 

  
 

Data Reporting 
 
• Plan for and produce the analysed data required for reports for key stakeholders, leading 

the curation and design of the main data warehouse to be able to make these available in 
increasingly short timescales 

• Work with key stakeholders to understand their data results requirements, and be able to 
link these requirements back into the design of the Registry data model and curation 
models 

• Ensure the readiness of the data required for and to prepare aggregated statistical 
reports as required for external clients and internal reporting 

• Perform any ad-hoc or additional curation or statistical analysis that may be required, 
(e.g. using SQL, R, Excel) 

 

Information Governance and Data Security 

• Understand our IBD Registry Information Governance and Data Security (IG & DS) 

policies and procedures and ensure the effective implementation of these 

• Act as IAO for the main Registry, creating reports that demonstrate compliance as 

required, referencing the records kept, including maintaining the data flows register  

• Model to staff at all times the rules set out in our guiding IG & DS documents, including 

the importance of the annual IG & DS training, and in addition to these, the IG &DS 

requirements set out by key stakeholders (e.g. Confidentiality Advisory Group (CAG) and 

NHS Digital)   

• Support the staff team including our Caldicott Guardian in resolving IG issues as may be 

required 

• Lead the processing of approved third party requests for data access, ensuring 
appropriate IG approvals and data controller sign-off 

• Review the audit trail information on access to the Registry systems and monitor for any 
inappropriate activity or inactive usernames. 
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Strategic Development 
 

• Represent the Registry appropriately and professionally in external meetings; and 
present and showcase the Registry at educational events 

• Work as part of the senior team in development of organisational plans; and in the 
monthly tracking and assessment of those plans 

• Support the CEO and Clinical Leads with the preparation of relevant materials as 
required 

 
Team Development 

• Demonstrate data leadership 

• Manage own and team’s work to deliver tasks on time and to the required standard 

• Contribute to the good and efficient working of the team in delivering against the business 
plan.  

• Be a role model for professional working and positive change in a fast-moving 
environment 

Other 
 

• Maintain an awareness of Health and Safety legislation, demonstrated in safeguarding 
the actions of both yourself and others at all times 

• Work within company policies and procedures at all times, proactively raising suggestions 
for improvement where-ever seen, and writing procedures or supplying content for them 
where required and requested. 

• To maintain appropriate records and logs as may be required (proactively suggesting if 
none) so that there is a followable trail of information 

• Any other duties as may be reasonably expected and are commensurate with the level of 
the post. 
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PERSON SPECIFICATION:  

Qualifications: 

• Degree-educated with a strong result in a relevant subject (e.g. maths/statistics, 
biostatistics, science) gained at a leading University 

• A higher degree, further education or formal training in the management, curation and 

analysis of structured data is highly desirable 

Experience in data management (minimum of 5 years): 

• Understanding of and experience with data manipulation and analysis concepts 

• Demonstrable experience of working with structured data, preferably within a data 
warehouse environment.  

• Experience in linking datasets, ideally in a health-related field 

• Experience and understanding of data curation, data modelling and dataset management 
(ideally with experience in both health data and in real world data) 

• Strong understanding of SQL to curate and analyse data in a database/warehouse is 
essential 

• Strong working knowledge of statistical analysis and data manipulation tools and 

languages, including R, SQL, SQL stored procedures and Excel (advanced) 

• Experience and proficiency in configuring typical tools for health data/ clinical data 

capture (e.g. REDcap, OpenClinica, or similar tools with a configurable interface; 

desirably for health services)  

Experience in management (minimum of 2 years): 

• Demonstrable experience in managing and supporting (data/analytics) staff to deliver 

results 

• Experience in planning, managing and reporting on projects, demonstrating ability to 

deliver.   

• Practical understanding of the importance of business process/ procedure, ideally within 

a regulated and /or audited environment.  

• A sound understanding of Information Governance and Data Security issues including 

GDPR and ideally including NHS related IG compliance 

• Exposure to working with health, hospital, clinical trials and/or pharmaceutical company 

experience is highly desirable; experience in a translatable field is essential    

Competencies: 

• Innovative and pro-active problem-solver, presenting creative solutions to problems 

• Self-aware, open to new learning and continuous self-development  

• Excellent interpersonal skills, written and spoken, able to act as an ambassador for the 

Registry 
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• Methodical approach, with effective attention to detail and accuracy. Have exacting 
standards and a keen eye for detail 

• Ability to communicate effectively with key stakeholders including hospital teams, assess 
their requirements and document solutions 

• Planning skills, able to estimate the effort required in a project, and present as plan 

• Delivery focus, able to work the plan to achieve delivery, and report on progress 

• Strong team-working skills, with a collaborative approach to working.  

 

SALARY AND OTHER DETAILS 

This is a permanent role for 40 hours/week (30 hours to be worked over 4 or 5 days/week is 
also possible) and offering a salary £35,000 - £50,000 FTE (40 hours) depending on relevant 
skills and experience.   

We make appointments at an initial salary level (90 or 95% of the proficient salary) or at the 
depending upon skills and abilities as assessed during the recruitment process. On 
successful completion of probationary period, proficient salary will be re-assessed).   

We offer 25 days holiday each year plus 8 Bank Holidays (all FTE, pro-rata for part time); 
plus a 5% employer’s contribution to your pension. 

Our fulltime (FTE) working week is 40 hours/week, and there may be a requirement to 
periodically work outside of standard office hours (usually remotely), for example, to fit in with 
clinical schedules.  

Our office is in Epsom, only minutes from the station in brand new offices in a bright modern 
complex including library, cafes and restaurants.  Epsom itself is only 30 minutes train 
journey from Waterloo, Victoria and Blackfriars, 15 minutes from Wimbledon.   

We are a young and growing company, and so there is great scope for skills development 
and real career development opportunity. 

 

OUR RECRUITMENT PROCESS 

 

During the COVID-19 restrictions, our interviews will be by Teams video call.  Additionally, 
the successful applicant will be fully supported to work from home for the initial period where 
restrictions on non-essential travel are in place. 

There is no fixed closing date for this role.  We want to appoint soon, but we also want to find 
the right candidate, and we will be shortlisting and inviting to interview on a rolling weekly 
basis by the end of each week (Fridays).  We will close the process when we have 
appointed a candidate.  Our interview process will involve a combination of two Teams video 
calls and 2-3 practical relevant tasks done offline, to allow you to demonstrate your ability in 
relevant key areas. This also aligns with how we work, which is very focused on end results.  

HOW TO APPLY 
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To apply, all candidates are required to complete and submit our Application Form.  This is 
an online application form that is asks questions in four sections: about you; about your 
education; about your experience; and about your fit for the role.   The application form is 
available on our website and also here:  https://tinyurl.com/ycugwhun 

 

Please note that we will not accept applications that are just a generic CV and that we can 
only accept applications from candidates who have the right to work in the UK.   

If you have any questions, or would like to talk with us beforehand, please email Katie Gray 
on finance@ibdregistry.org.uk (also for a talk - so that we can arrange a time for a 
conversation). 

Your referees may be contacted prior to a final decision being made, and only after you have 

attended the interview and with your permission.  

An employment decision and offer of employment will be made promptly.  We will be looking 

for the successful candidate to start as soon as possible.   

This document describes the main elements of the job. This a new role in a young organisation 

and this description is a guide to the expectations and main duties as we understand them 

currently, but it is not intended as a wholly comprehensive or permanent schedule and is not 

part of the contract of employment. This document is subject to review on an on-going basis. 

https://tinyurl.com/ycugwhun
mailto:finance@ibdregistry.org.uk

