
Success Stories

PoPSTER and AWARE-IBD
Alan Lobo, Sheffield



PoPSTER and AWARE-IBD 

PoPSTER AWARE-IBD

Commissioned Call Common Ambition Programme
CCUK Lead organisation

Patient and clinician preferences for adults 
with steroid-resistant ulcerative colitis

AWARE-IBD = Putting People with 
inflammatory bowel disease (IBD) in control 
of their care

Mixed methods Mixed methods research nested in 
Quality Improvement programme



Where do these studies sit?

Basic Science Applied research

eg Health economic analysis, 
Qualitative research, 
Stated preference studies

Clinical trials
Cohort/ Real world



PoPSTER
Patient and clinician preferences for adults 
with steroid-resistant ulcerative colitis

Health Care Professional Survey

- differing definitions
- steroid resistance vs dependent
- anti TNF use less in thiopurine naïve
- range of individual considerations in choice of agent
- clinician preferences relate to long term remission
- patient preferences related more to toxicity
- services could be organised to respond

Qualitative
interviews

scenarios

Health Care 
Professionals

People 
with IBD

Discrete choice 
Experiments

People 
with IBD

Health Care 
Professionals

Multistakeholder 
workshop



Qualititive
interviews



Key themes and 
messages:

• Patient involvement and leadership

• Project management

• Methodology

• Dissemination and spread, Impacts and 
outputs

• Partnerships



Project 
management

PARTNERS

RESOURCES ACTIVITIES OUTPUTS OUTCOMES NATIONAL IMPACTS

HF FUNDING
Engagement £188,796
Improvement £155,976

Evaluation £132,814

Crohn's & Colitis UK

EpiGenesys

University of Sheffield
incl. project manager

Sheffield Teaching
Hospitals IBD Service

Voiceability

PROJECT GOVERNANCE
PLG meets every 2 weeks.

POC meets quarterly.

DEVELOP WEB SURVEY
In consultation with patients.

DEVELOP PREM

By workshops, "think aloud"
interviews and psychometrics

STH business analyst

Sheffield MCA

ADAPT DASHBOARD
(Integrate patient-generated
with existing clinical data)

MICROSYSTEM
IMPROVEMENT WORK

ENGAGE STAFF

LONGITUDINAL
EVALUATION COHORT

QUALITATIVE INTERVIEWS

SURVEY LINKED TO
DASHBOARD

PEER LED EVALUATION

TRAINING

PDSA CYCLES
 DONE & DOCUMENTED

DISSEMINATION
Presentations at

conferences, open access
journal articles, commandeer

CPD, lobbying, Crohns' &

Colitis UK platforms

Feedback from patients,

carers, families,
community groups

TWO p.w. IBD TRAINED AS
MCA COACHES

Decisions, actions, risk
register and programme log

updates.

WEB SURVEY LIVE

DATA IN DASHBOARD

DATA AVAILABLE TO 
MDT / EVALUATORS

Sheffield CCG

ENGAGE p.w. IBD incl
hard-to-reach groups

People with Crohn's
and Colitis

Patient priorities are made
explicit in clinical

encounters which are 
refocused on what's
important to patients.

Other areas adopt new
service involvement practices
and improve IBD services on

a local and national level

Patients from all

backgrounds and their
family, carers and

communities are included

and listened to.

Social exclusion more visible
in clinic data

Patient involvement in
service development

sustained after the project

Learning from the project
is reflected in the next

iteration of the IBD

Standards.
DISSEMINATED LEARNING

Sustainability Plan
(with input from NV)

Exclusion plan

Improved patient experience

POC hold the PLG to

account and ensure outputs
are patient-centred

Disseminated learning
reaches people with IBD and

healthcare professionals

across the UK,
empowering them to start

conversations locally

Patients feel in control of
their care

Logic Model

Managing the partnership
- Leadership group meetings alternate weeks 
- Patient oversight committee

Budget
- liaison between 
organisations
- staffing
- reporting to funder
- no-cost extension

Workshops 
- Sustainability, Project running, Dissemination

Project manager

Project
Management



Methodology

• Survey

• Qualitative interviews

• Discrete Choice Experiments

• Quality Improvement

Help to understand values

- Microsystem
- Co-production



Methodology – be curious!

• Survey

• Qualitative interviews

• Discrete Choice Experiments

• Quality Improvement

- Lean

Knowledge transfer

Implementation  
science

Large data sets

AI

Complexity science

Help to understand values

- Microsystem
- Co-production

Improvement 
science



Dissemination: Impact and Outputs

Scand  J Gastro 2022

Sheldon 2022



Dissemination: Impact and Outputs

Scand  J Gastro 2022

New studies

Sheldon 2022



Dissemination: Impact and Outputs

Scand  J Gastro 2022

New studies

Sheldon 2022

QI Dissemination
Eg Rogers Everard, Moore ‘Crossing the chasm’, 1991
What is your intervention?
Who are might collaborate in adoption and spread?



Dissemination: Impact and Outputs

Scand  J Gastro 2022

Development of researchers

New studies

Sheldon 2022

QI Dissemination
Eg Rogers Everard, Moore ‘Crossing 
the chasm’, 1991
What is your intervention?
Who are might collaborate in 
adoption and spread?



Partnership



AWARE-IBD and POPSTER: Where do these studies sit? 
3 Pillars of Evidence Based Medicine / Health Care

Patient values

Best evidence

Clinical trials
Real world

Clinical insight

(Mechanisms)





For the public

Greater involvement of 

members of the public 

in the design and 
delivery of health care 

For professionals

Professionals are better 

equipped to co-produce 

improvements to health 

care with the public

For decision-maker

Understanding of how 

the public can 

contribute to care 

improvement

For everyone

Improved access to and 

quality of care, 

especially for those 

who are poorly served

4 projects funded from 356 applications

• A radical new approach for services for people with learning disabilities and autistic people in London
• Working with people of African and Caribbean heritage to reduce HIV transmission in Bristol
• Improving health services with homeless people in Brighton
• AWARE-IBD - Putting People with inflammatory bowel disease (IBD) in control of their care
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