
IBD Registry:
joining in
IMPROVING QUALITY IN IBD CARE

At least 260,000 people in the UK have Crohn’s disease or
ulcerative colitis. Much has been done to improve services
since the first UK IBD Audit in 2006 showed an unacceptable
level of variation, but most would agree there is still a way to
go to ensure that all patients across the UK receive the same
standard of high quality care. 

The IBD Standards set out the essential components of a
quality IBD service. Standard E focuses on data, IT and audit:
“Developing a service which provides high quality,
benchmarked care to patients is facilitated by the systematic,
structured collection of data, ideally at the point of patient
contact…The UK IBD Audit, IBD Quality Improvement
Programme and IBD Registry all enable services to
benchmark their quality of care, develop action plans for
driving improvement and inform local and national planning
and research.”

The IBD Registry Patient Management System (PMS) has
been designed not only to facilitate data entry during the
consultation but also to support optimal clinical
management; its adoption by a service is likely to mean
greater adherence to the Standards. There are two other
options for data entry: existing systems and a new web data
entry portal, due to be launched late 2014.
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LOCAL BENEFITS 

Being part of the UK IBD Registry brings many benefits to patients, clinical teams

and hospitals. The data collected by the Registry includes key outcome metrics.

NHS managers and IBD teams can use this data to compare outcomes with

patients in other areas. 

The PMS has been designed to support best practice clinical care, as you can see

from the screenshots included in this pack. It also allows clinicians to generate GP

letters, a summary of the consultation for the patient, and local reports. Early

adopters have also identified potential opportunities to save on follow-up outpatient

appointments. One service has used the data they collected using the IBD Registry

PMS to demonstrate the value to patients of its telephone consultations; the CCG

has agreed to pay for them when they avert an outpatient appointment, leading to a

cost saving and funding a new IBD specialist nurse. An example of local data

reporting is included in this pack. 

Early Adopters’ Lead and consultant gastroenterologist at Luton and Dunstable

University Hospital, Dr Matthew Johnson said: ‘the PMS helps us look after our

patients better by, for example, generating work lists for azathioprine monitoring,

colonoscopic surveillance work lists, biologics follow-up, ECCO compliant immunity

and vaccination checklists, problem lists and lists of patients to be discussed at

MDT meetings.”

While Tracey Price, IBD clinical nurse specialist from Luton and Dunstable University

Hospital, said: “our patients love the system because it allows us to access all their

information at a glance. All members of the clinical team have the same information

immediately to hand when a patient phones or comes to clinic, so can deal with any

issues promptly and effectively.”

THE REGISTRY TEAM: WHO DOES WHAT

Dr Stuart Bloom, chair

Dr Fraser Cummings, clinical lead

Richard Driscoll, director of development

Claire Munro, project manager

Dr Matthew Johnson, early adopters’ lead

Dr Keith Bodger, chair of research committee

Dr Stephen Grainger, assisting with web data entry portal development 

Simone Cort, administrator for IBD Registry at BSG

Carol Hodgson, project manager at CIMS
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HOW WE CAN HELP

We’ve collated a number of resources to help you get started. Some are included in

this pack and all are available by contacting simone.cort@ibdregistry.org.uk. 

l Example business case 

l A letter to your chief executive can be requested

l PowerPoint presentation 

l Installation flowchart

l IT fact sheet

l Information for Caldicott Guardians

l Patient information and consent materials: (draft pending final approval)

l Patient information leaflet 

l Clinic poster

l Consent form

The Registry Board has a small amount of funding available each year. Clinical teams

who have secured IT and Caldicott Guardian commitments may apply to the Board

for part funding to support local implementation. The criteria are as follows: 

l The applicant can demonstrate clinical leadership and support from the local IT 

team who will be responsible for installation or migration of existing data

l The application is for no more than 50% of the total required funding

l Finance is the only barrier to local uptake

l There is a commitment to, and resources available to support an agreed level of 

data entry within an agreed period of time

To apply for funding please email claire@dovetailstrategies.com

Information pack contents: 

1 IT fact sheet

2 Information for Caldicott Guardians

3 Business case example

4 Local report example

5 IBD Registry PMS screenshots

6 GP letter and patient summary examples

7 Draft patient information leaflet

www.ibdregistry.org.uk

info@ibdregistry.org.uk

Joining in

Takeda Ltd UK funded the development and

production of this Registry information pack. BSG has

had full editorial control of the information pack.
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