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Who is the James Lind Alliance (JLA)

• Non-profit making initiative, supported by the NIHR.  

• Established in 2004, first PSP 2007 in Asthma 

• Completed over 150 Priority Setting Partnerships (PSPs)

• JLA International PSPs – Canada, Germany, Netherlands, Uganda, Ethiopia 

• To ensure that those who fund health research are aware of what matters to 
patients, carers and clinicians who need to use the research in their everyday 
lives.

• Transparency of process 



JLA Principles 

• Transparency of the process

• Balanced inclusion of patient, carer and clinician 
interests and perspectives – equal voice

• Exclusion of groups or organisations that may have 
competing interests, e.g. pharmaceutical companies

• Using the existing evidence base to make sure 
questions are not already answered

• Maintained audit trail from original first survey, to final 
prioritised list 



What is a Priority Setting Partnership (PSP)? 

• Bring patients, carers and clinicians on an equal footing – balanced inclusion

• Identify evidence uncertainties (questions which cannot be answered by existing 
research) which are important to all groups

• Work with all groups to jointly prioritise identified uncertainties

• Produce a Top Ten final list of jointly agreed research priorities, publicise them 
widely, and make sure that other uncertainties are recorded and available for 
researchers and research funders to access

• Provide a rare and valuable opportunity for patients and clinicians to shape the 
health research agenda.



Why a JLA PSP in Pancreatitis

• Pancreatitis is underfunded and under researched 

• No PSP has been undertaken previously in this condition 

• Equal voice - patient/carers and healthcare professionals

• Those funding health research are aware of what matters to the 
people who need to use the research in their everyday lives.

• Recognised by the NIHR 



NOT POSSIBLE WITHOUT FUNDING +     
RESOURCES PROVIDED BY:



Pancreatitis PSP steps and timeline  

Setting Gathering Analyse responses Interim                            Final priority
Up uncertainties & evidence check prioritisation                   setting workshop 
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7th September 2021
Initial steering committee meeting. Preparing protocol

8 lay members, 8 healthcare professionals 

December 2021-February 2022
Initial survey open, online/paper formats, promote
via social media, target seldom heard groups, professional 
organisations 

March 2022- June 2022
Sub-group set up, Filter questions, generated summary

questions, checked against evidence

Pancreatitis PSP: timeline (1)

751 people took part 1,717 questions were asked
823 questions were out of scope and 894 were in scope

Causes, Diagnosis, Treatment, Support, 
Management

59 summary questions were evidence checked
55 unanswered questions remained



July 2022
Steering group finalized and produced two surveys 

November 2022
Final zoom workshop

TOP TEN

NEXT STEPS
Face-to-face meeting 

March 2023 
Started the PICO process

Published the final report 

Pancreatitis PSP: timeline (2)

August – October 2022
Second survey (prioritisation) opened. 

Young People 11+ - 28 Questions, Adult - 55 
questions 

23 questions final questions



First Survey (Dec’21-Feb’22)

• Designed by the Steering Group 

• Open-ended question – asked people to 
respond with comments and questions 
based on their own experience 

• Patients, carers and healthcare 
professionals 

• Dissemination both digitally and poster -
social media platforms, professional 
organisations, support groups, religious 
organisations, community notice boards 
+++



Second (Prioritisation) Survey 

• Move from a long list of unanswered questions, 
to a short list 

• Long list is included within the second survey 

• Ask patients, carers and healthcare 
professionals to vote on the most important 
questions in their experience 

• Dissemination as per first survey + additional 
contacts 



Second Survey (Aug –Oct’22)

• 55 evidence checked questions 

• Two versions of the survey:

• 11-18 years (Young Person) 28 questions taken from the list of 55 –
no changes to wording, questions that were age 
appropriate……….83 responses 

• 18+ years (Adult)  55 questions……….682 responses 



Questions taken to final workshop
Calculating what questions went to the final workshop:

Top ten questions asked by Young Person from the survey 
Adult survey:  

Top ten questions asked from the patient/carer/family/friend
Top ten questions asked from the Healthcare professionals 

Many questions asked were in all three of the top tens 

TOTAL:  23 QUESTION FOR FINAL WORKSHOP 



FINAL WORKSHOP (Nov 2022) 

• Flipped online last minute due to train strikes 

• 31 people attended with 5 observers

• Chaired by the JLA Adviser and supported by JLA facilitators 

• 5 groups of 6 made up of equal representation of patients/carers 
and healthcare professionals

• Ranking of the Top 23 questions  



TOP 10 PRIORITIES FROM FINAL WORKSHOP

1
Are there better ways to treat and manage acute and long-term pancreatitis pain, for example using non-opioid 
(painkillers) drugs?

2 What can be done to prevent pancreatitis becoming worse, and to stop or reverse the damage to the pancreas?

3
Are there better ways to reduce inflammation in people with pancreatitis, both in the pancreas and the rest of the 
body?

4 How can pancreatitis be diagnosed more quickly and accurately, especially on admission to hospital?

5
How can people with pancreatitis be helped to manage their condition post-diagnosis (after being diagnosed) e.g. 
by giving information about diet, medication and lifestyle changes?

6
Are there better ways to treat and manage flare-ups (when symptoms get worse) in people with chronic 
pancreatitis?

7 Can gene therapy (altering genes inside the body’s cells) be used to treat people with pancreatitis?

8
How can multiple organ failure be prevented in those people with pancreatitis who become seriously ill? How can 
the care of those people with multiple organ failure be improved?

9 How can pancreatic cancer be diagnosed earlier in people with pancreatitis?

10
What are the psychological (mental and emotional) impacts of pancreatitis? What are the best ways to treat and 
support people (both young people and adults) with pancreatitis who experience mental health problems?



For more  information on the Pancreatitis PSP and 
next steps …………

See GutsUK webpage & reports: 
gutscharity.org.uk/research/psps/shape-the-future-of-
pancreatitis-research/

or James Lind Alliance link:
www.jla.nihr.ac.uk/priority-setting-partnerships/
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