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Abdominal pain during remission  
An interview study investigating the views of people with Crohn’s Disease or 

Ulcerative Colitis 
 

Information sheet for participants 
 
Principle Investigator: Professor Rona Moss-Morris, Lead Investigator: Danielle Huisman 
Ethical Clearance Reference Number: MRSP-19/20-19284 
 

 
Invitation to participate 
We would like to invite you to participate in this interview study organised by researchers at King’s 
College London. The study is part of a bigger PhD project which explores abdominal pain in 
Inflammatory Bowel Disease (IBD) and Irritable Bowel Syndrome (IBS).  
 
To help you decide if you would like to participate, please read the information sheet below. If you 
have any questions or would like any further information about the study, please ask the lead 
researcher, Danielle Huisman (danielle.1.huisman@kcl.ac.uk, mobile: 0774 5878 200)  
 
 
Why are we doing this research? 
A large proportion of people with Crohn’s Disease and Ulcerative Colitis report abdominal pain 
when the disease in remission (i.e. when there is no obvious active disease and the flare has 
settled). We want to get a better understanding of how people with Crohn’s Disease and 
Ulcerative Colitis experience and view abdominal pain during remission. Additionally, we would 
like to hear about their views and understanding of irritable bowel syndrome. If you currently are 
not in remission, we are still interested in hearing your story and experiences. 
 
Why have I been invited to take part? 
We are inviting people of 18 years and older, who have Crohn’s Disease or Ulcerative Colitis, who 
continue to have abdominal pain during remission, and who have been told by their clinicians that 
they might also have irritable bowel syndrome. In total the study will include 10-20 people. 
 
What will happen if I take part? 

• You will be contacted by one of the researchers because you have responded to our online 
advertisement or have agreed to be approached for future research when you participated 
in an earlier study organised by the lead researcher. The researcher will explain the study, 
answer any questions and ask if you are still interested. 
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• If you are interested and agree to participate the researcher will ask you for your contact 
details (as far as you have not already provided those) and send you a link to a consent 
form and a brief screening questionnaire. You will be asked to complete these to make 
sure that you have read this information sheet and are happy to take part. (Alternatively, 
you may give verbal consent during the interview.) 

• After you have completed the online documents the researcher will contact you again to 
discuss your eligibility and arrange a suitable time to carry out your interview. Due to 
restrictions posed by the outbreak of COVID-19, interviews will primarily take place over 
the telephone or via online videoconference. However, once restrictions are loosened, you 
will have the option of a face-to-face interview at your home or another suitable location.  

• The discussion will last about an hour and will be recorded. It is up to you whether you 
want to answer all questions, you can always ask us to go to the next question if that feels 
better.  

 
Do I have to take part? 
No. Participation is completely voluntary. You should only take part if you want to and choosing 
not to take part will not disadvantage you in anyway. Please contact us if you have any questions 
that will help you make a decision about taking part. If you decide to take part we will ask you to 
give verbal consent during the interview.  
 
What are the possible risks of taking part? 
There are no anticipated risks in taking part in the study. However, some people find it 
emotionally distressing to discuss their disease in detail, especially its psychological aspects. If you 
feel that the questions are too disturbing, do not hesitate to take a break or stop the interview. If 
you feel you need further support after the interview, please contact us. You can find our details 
at the bottom of this document.   
 
What are the possible benefits of taking part? 
There are no direct benefits to you from taking part. However, participants will be providing 
information about the factors that might be related to abdominal pain during remission which will 
help researchers to gain a better idea of what’s going on. This information will then be used to 
help researchers come up with a way to help individuals manage their pain more effectively in the 
future.  
 
Data handling and confidentiality 
Your data will be processed in accordance with the General Data Protection Regulation 2016 
(GDPR). If you would like more information about how your data will be processed in accordance 
with GDPR please visit the following link: https://www.kcl.ac.uk/research/support/research-
ethics/kings-college-london-statement-on-use-of-personal-data-in-research 
 

• The interview will be recorded with a videoconferencing app. If video is captured 
(recordings with this app will capture whatever is shared between parties) editing software 
will be used to separate this from the audio-records. Audio-records of the interviews will 
be anonymised and transcribed verbatim by a professional transcriber.  

• Both audio and video recordings will be destroyed following transcription. 
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• Your contact details and consent form will be kept securely and separately from any other 
information you provide. You will be given a participant code, which will be used to 
anonymise the audio recordings as well as the transcripts of these recordings. 

• Any collected information will be stored on a password protected computer and only the 
research team will have access to it. After completing the project, the obtained 
information will be destroyed in accordance to the UK Data Protection Act 2018. 

 
What if I change my mind about taking part? 
You are free withdraw at any point of the project, without having to give a reason. Withdrawing 
from the project will not affect you in any way. You are only able to withdraw your data from the 
project up until 2 weeks after your interview. Withdrawal of your data after this time will not be 
possible because it will have been analysed and used to inform further interviews. If you withdraw 
from the project, we will keep the information about you that we have already obtained. To 
safeguard your rights, we will use as little identifiable information as possible.  
 
Who is organising and funding the study? 
The research is organised by King’s College London and is being carried out by PhD student 
Danielle Huisman and MSc student Lara Tonsular. The study has been reviewed by King’s College 
London Ethics Committee which has granted ethical approval on 5th June 2020. The project is 
funded by the NIHR Maudsley Biomedical Research Centre 
(https://www.maudsleybrc.nihr.ac.uk/research/clinical-disorders/). The study will go towards 
Danielle’s PhD degree under supervision by Professor Rona Moss-Morris, Professor Stephen 
McMahon, and Kirsty Bannister, as well as towards Lara’s master’s degree under supervision of 
Professor Rona Moss-Morris. 
 
What will happen to the results of the project? 
Our aim is to submit the results to scientific journals for publication. The results may also be used 
for internal presentations and will be written up as part of the lead researcher’s PhD thesis in 
Psychology. If you would like to receive a copy of any publications associated with this study, 
please let us know. 
 
What if I have further questions, or if something goes wrong? 
If you are concerned about any aspect of the study or wish to make a complaint, please contact 
Danielle Huisman (danielle.1.huisman@kcl.ac.uk) or another member of the research team 
(Professor Rona Moss-Morris by email: rona.moss-morris@kcl.ac.uk or telephone: +44 (0) 207 
1880 180). They will do their best to answer your questions.  
 
If you have any problems, concerns or questions about this study, you should ask to speak to a 
member of the research team. If you remain unhappy and wish to complain formally, you can do 
this through King’s College London complaints procedure. To complain about the study, you need 
to phone 0207 8483 758. You can then ask to speak to the Secretary to Senate Research Ethics 
Committee. 
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Who should I contact for further information? 

If you have any questions or require more information about this study, please contact us using 
the following contact details:  
 
Lead Researcher 
Danielle Huisman 
King’s College London 
Health Psychology Section 
5th Floor Bermondsey Wing, Guy’s Hospital 
London SE1 9RT  
Telephone: 0207 1880 188 (*) 
Email: danielle.1.huisman@kcl.ac.uk 

  Chief investigator  
Rona Moss-Morris 

King’s College London 
Health Psychology Section 

5th Floor Bermondsey Wing, Guy’s Hospital 
London SE1 9RT  

Telephone: 0207 1880 180 (*)  
Email: rona.moss-morris@kcl.ac.uk 

 
(*) These telephone numbers won’t be in use during the COVID-19 outbreak, please use Danielle’s 
mobile instead: 0774 878200 
 
 

Thank you for considering taking part in this research. 
Please keep this information sheet for your own records. 

 
 
 

 

 

 

 


