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oPtimising post-dischArge care pathways after acute paNcreatitis: 
evaluatiOn of health seRvice utilisAtion, outcoMes (PANORAMA)  
 

PANORAMA WP5 PARTICIPANT INFORMATION SHEET (PATIENT) 
Version 1.1, (11-May-2026) 

 

Invitation to participate in a one-day workshop 

We would like to invite you to take part in one-day workshop as part of a research study sponsored 
by the University of Birmingham and funded by the National Institute of Health Research. Before you 
decide, it’s important that you understand why the research is being done and what it would involve 
for you. Please take the time to read the following information carefully and discuss it with others if 
you wish. If there is anything that is not clear, or if you would like more information, please ask us.  

 
What is the purpose of the study? 

There is a lack of evidence regarding the post-discharge management of patients treated for acute 
pancreatitis (AP). Specifically, there is no guidance on who needs to be followed up early or routinely, 
what needs to be assessed during outpatient follow-up, and what information patients need after 
discharge. We have completed a project to find opportunities to improve care. We now want to bring 
patients, doctors, nurses, and others involved in the care of people with acute pancreatitis to help us 
work out what we should do with our findings. 
 
Why have I been invited to take part?  

You have been invited because you are a patient who has had acute pancreatitis. We would like to ask 
your views on how to improve care for patients following discharge from hospital. 

 

Who is eligible to take part?  

People who have experience of acute pancreatitis as a patient or carer can take part and have been 
treated by the NHS. Surgeons, gastroenterologists, general practitioners, and other doctors involved 
in the care of people with pancreatitis, as well as nurses and allied health professionals can take 
part. 

 
Do I have to take part? 

No, taking part is entirely voluntary. If you agree to take part and later change your mind, you can 
withdraw (leave the study) at any point without giving a reason. To withdraw from the study, you 
can contact the study team to let them know of the withdrawal from the study.  If you choose to 
withdraw this will have no impact on the care or treatment you receive, your welfare will remain the 
priority. 
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What will happen to me if I decide to take part? 

If you would like to take part, please complete an expression of interest online <<redcap link>>You 
will be asked to provide your name, whether you are a patient/carer or healthcare professional, 
contact details, and geographic region. This will help us to make sure that we capture a range of 
experiences from around the country.  If you are eligible to take part, a member of the research team, 
will then contact you to answer any questions that you might have and to inform you of arrangements 
for the workshop. This will be held face to face in Birmingham.  If you are not eligible to take part in 
the study, you will be informed using the contact details you have provided, after which your data will 
be deleted.  If you have told us that you wish to be informed about the results of the study, we will 
keep your contact details until we can do that, after which they will be deleted. 

Prior to the workshop you will be asked to electronically complete a consent form to agree to take 
part in the study.  
 
At the workshop, we will share the findings of the study so far. We will ask participants to tell us how 
the findings reflect their experiences. We will also ask what we should do with the findings to improve 
care for people after acute pancreatitis. We will take notes during the meeting but will not share any 
identifiable data. 

 

Are there any possible disadvantages or risks from taking part? 

We do not anticipate any major disadvantages to taking part in this. Some people may find it 
distressing to take part. If so, participants are free to withdraw from the study and will be given 
details of potential support groups. 

 
What are the possible benefits of taking part? 

Taking part in the study will not benefit you directly but may help to improve care for patients with 
similar problems to you in the future.  

 

Will I be reimbursed for taking part? 

We will cover reasonable travel expenses to attend the one-day workshop, with the use of public 
transport being encouraged.  For example, the cost of a standard class return fare on the train to the 
University of Birmingham train station, long-distance return coach journeys and/ or local bus tickets. 

 

How will we use information about you?  

We will need to use information from you for this research project.  

This information includes your: 

• Name 
• Contact details (telephone & e-mail) 
• Demographics  
• Anonymised quotes from the meeting 
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People will use this information to do the research or to check to make sure that the research is 
being done properly. 

People who do not need to know who you are will not be able to see your name or contact details. 
Your data will have a code number instead. 

The University of Birmingham is the sponsor of this research. 

The University of Birmingham is the sponsor of this research and is responsible for looking after your 
information. We will share your information related to this research project with the following types 
of organisations: 

• Other Universities directly involved with PANORAMA (University of Newcastle upon Tyne) 

We will keep all information about you safe and secure by: 

• Restricting access to your information to just those who need to see it; typically the 
PANORAMA research team at your hospital and the study management team running the 
study.  Sometimes the sponsor or regulatory bodies may wish to review conduct of a study 
and request access to data. These are the only groups outside the research team who may 
have direct access to the database. 

• Your data is stored on a database at the University of Birmingham. This database is 
encrypted, and access requires personal passwords and two-factor authentication to take 
place. 

• All activity on the database is logged, so we can see who has added and viewed your data. 

International transfers 

Your data will not be shared outside the UK. 

How will we use information about you after the study ends? 

Once we have finished the study, we will keep some of the data so we can check the results. We will 
write our reports in a way that no-one can work out that you took part in the study.  We will keep 
your study data for a maximum of 10 years. The study data will then be fully anonymised and 
securely archived or destroyed. 

 
What are your choices about how your information is used? 

• You can stop being part of the study at any time, without giving a reason, but we will keep 
information about you that we already have.  

• You have the right to ask us to access, remove, change or delete data we hold about you for 
the purposes of the study. You can also object to our processing of your data. We might not 
always be able to do this if it means we cannot use your data to do the research. If so, we 
will tell you why we cannot do this. 

 

Where can you find out more about how your information is used? 

You can find out more about how we use your information from: 
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• our leaflet (http://www.hra.nhs.uk/patientdataandresearch) 
• by asking one of the research team 
• by sending an email to panorama-study@contacts.bham.ac.uk 
• by ringing us on +44 (0)121 4159106 
• the University’s Data Protection Officer (dataprotection@contacts.bham.ac.uk) 

 
How have patients and the public been involved in this study? 

Patients have been consulted on the design of this study, and are involved in the management team. 
Who has sponsored, insured reviewed and funded the study? 

All research in the NHS is looked at by an independent group of people, called a Research Ethics 
Committee, to protect participants’ interests. This study has been reviewed and given a favourable 
opinion by the XXXXX Research Ethics Committee (Ref:  XX/XX/XX). 

The study is funded by the NIHR (NIHR165210) and is sponsored and insured by the University of 
Birmingham. 

The University of Birmingham has in place Clinical Trials indemnity coverage for this study which 
provides cover to the University for harm which comes about through the University’s, or its staff’s, 
negligence in relation to the design or management of the trial and may alternatively, and at the 
University’s discretion provide cover for non-negligent harm to participants. 

 
What if there is a problem during the study? 

If you have any concerns or questions about this study, please discuss with a member of the 
research team in the first instance, contact details are available towards the end of this sheet.  

If you remain unhappy with their reply and wish to make a complaint you can contact the Research 
Governance team at the University of Birmingham by contacting researchgovernance@bham.ac.uk. 

If you wish to complain about how your information has been handled please contact the University 
of Birmingham’s Data Protection officer via email: dataprotection@contacts.bham.ac.uk 
 
What do I need to do now? 

If you would like to take part in the workshop please enter this weblink into your internet browser 
<<redcap link>> 

 
Contact for further information 

If you would like any further information, or have any questions concerning this study, please 
contact: 

Mr Matthew Lee by emailing panorama-study@contacts.bham.ac.uk 

Department of Applied Health Research, University of Birmingham, Edgbaston, Birmingham, B15 2TT  

Please keep this information for future reference. Thank you for reading this information and for 
taking an interest in this research study. 
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