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Participant Information Leaflet  

Intimacy and sexuality concerns of those living with IBD and the need for 
these to be addressed by healthcare professionals. A qualitative study. 

Version 1.0  01/11/2018 

 

You are being invited to take part in a research study. Before you decide whether or not to 
take part, it is important for you to understand why the research is being conducted and 
what it will involve. Please take time to read the following information carefully. 
If you have any questions or would like further information about the study, please contact 
the research team via email at orniid@ndm.ox.ac.uk or phone 01865 231461. 
  
What is the purpose of this research? 
We are carrying out this study because we do not know if IBD is affecting peoples’ intimacy 

and sexuality. 

Inflammatory Bowel Disease affects the lives of those who have the condition in many ways. 
The existing evidence suggests that the symptoms have a great impact on peoples’ lives as 
they struggle with fatigue, abdominal pain and medication side effects whether you have a 
flare or not. 
There are many studies that looked at treatment options or at what may cause the illness, 
but we know little about how people with the condition deal with their daily life. There are 
studies that looked at how adults experience living with IBD but we have found very little 
evidence if the condition is affecting their sexual function and intimacy.  People living with 
IBD can experience body image issues or difficulties in disclosing their condition. 
 
We would like to find out from you either face to face, via phone or, if you wish to remain 
anonymous, via Google forms. We would like to hear your story of how it is to live with this 
illness and what your experiences are. Also, we would like to know if you would like to 
discuss such issues with your healthcare professionals, and if you do, how best to do it. 
By gaining this knowledge we will understand better what issues are important for people 
living with IBD and how best to discuss these with healthcare professionals. 
 
Why have I been invited to participate? 
You have been invited to participate as you are over 18 and have been diagnosed with IBD 
at least 18 months ago.  
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Do I have to take part? 

No. You can ask questions about the research before deciding whether or not to participate.  
If you do agree to participate, you may withdraw yourself from the study at any time, 
without giving a reason, by advising the researchers of this decision. 

What will happen to me if I take part?  

You will have time to consider this participant information sheet and you are invited to 
contact the researchers should you have any questions.  

If you decide to take part in the study you will be invited for a face to face interview of 
approximately an hour, or a telephone interview, or to write a detailed account (your story) 
on how your condition has affected your intimacy and sexuality (if applicable). A few details 
about you will be also recorded, such as the age you were diagnosed and if you have 
Crohn’s or Ulcerative colitis. 

If you wish to have a face-to-face or telephone interview please contact the research team 
on 01865231461 or email orniid@ndm.ox.ac.uk to discuss the most suitable alternative for 
you. Depending on your location, it will not always be possible to have a face-to-face 
interview. Face- to- face interviews may take place at your home or at Oxford University, 
according to your preference. A written consent form will be signed before the interview 
starts.  
If you wish to have a telephone interview, this will be done at a time agreed with you. 
Before the start of the telephone interview we will ask you for your verbal consent and this 
will be recorded. 
If you wish to take part in this study anonymously please follow the link 
https://goo.gl/forms/gGTp19dKGKXZ9JUB2   and answer in as much detail as you can the 
questions on the Google form.  
 
Are there any potential risks in taking part? 
 
You may feel distressed when talking about sensitive issues and how illness is affecting you. 
If you feel distressed or you want to get further information about IBD and the charity, call 
Crohn’s and Colitis UK (CCUK) Helpline on 0300 222 5700. For emotional support the 
Support Line is available on 0121 737 9931. A list of external support groups can be found at 
the end of this leaflet.  
 
 Are there any potential benefits in taking part? 
  
There are no direct benefits of taking part in our study, however although there is evidence 
to suggest that people who openly discuss certain aspects of their life after being diagnosed 
with a chronic condition feel that the discussion can be therapeutic. However, interviewing 
during the study should not be seen as a substitute for counselling.  
  
Expenses and payment. 
There will be no payment for taking part in this study. 
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What happens to the data provided? 
 
The information you provide as part of the study is the research data. Any research data 
from which you can be identified is known as personal data. It does not include data where 
the identity has been removed. We will minimise our use of personal data in the study as 
much as possible. 
All the interviews will be transcribed by the research team in Oxford; no third party will be 
involved. We will only store your name and address/ telephone number until the interview 
has taken place. An external researcher working with us will be able to see your anonymised 
interviews, but will not have access to any data that can identify you. 
Only the research team members will have access to the data. The research data (which 
includes the consent forms and audio recordings of the interviews) will be stored 
confidentially in encrypted files on a secure drive hosted by University. Any data submitted 
via Google Forms cannot be withdrawn. Paper documents (anonymised transcripts and 
written consent forms) will be securely stored for a period of 3 years at Oxford Research 
Nurses for Immunology and Inflammatory Diseases (ORNIID) offices, in filing cabinets that 
are kept locked. Responsible members of the University may be given access to data for 
monitoring and/or audit of the study to ensure that the research is complying with 
applicable regulations. 
All research data will be stored for at least 3 years after publication or public release of the 
work of the research.  We would like your permission to use direct quotes. 
Data Protection 

The University of Oxford is the data controller with respect to your personal data and, as 

such, will determine how your personal data is used in the study. 

The University will process your personal data for the purpose of the research outlined 

above.  Research is a task that we perform in the public interest. 

Further information about your rights with respect to your personal data is available 

http://www.admin.ox.ac.uk/councilsec/compliance/gdpr/individualrights/. 

Will the research be published?  
The research may be published in peer reviewed international journals for specialist 

audiences. Any publication as a result of this study will not make it possible for you to be identified. 

Who is organising and funding the research? 
This study is organised by Nuffield Department of Medicine, Weatherall Institute for 
Molecular Medicine and funded by internal grants. 
 
Who has reviewed this study? 
This study has been reviewed by, and received ethical clearance though the University of 
Oxford, Central University Research Ethics Committee (Reference number R60900/RE001) 
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Who do I contact if I have a concern about the study or I wish to complain? 

If you have a concern about any aspect of this study, please speak to the relevant researcher on 
01865231461, who will do their best to answer your query. The researcher should acknowledge your 
concern within 10 working days and give you an indication of how they intend to deal with it. If you 
remain unhappy or wish to make a formal complaint, please contact the relevant chair of the 
Research Ethics Committee at the University of Oxford who will seek to resolve the matter in a 
reasonably expeditious manner: 
 
Chair, Medical Sciences Inter-Divisional Research Ethics Committee; Email: ethics@medsci.ox.ac.uk; 
Address: Research Services, University of Oxford, Wellington Square, Oxford OX1 2JD 

 

Further information and contact details 

If you would like to discuss the research with someone beforehand (or of you have any 

questions afterwards) please contact 

Prof Alison Simmons 

WIMM, Nuffield Department of Medicine 

John Radcliffe Hospital, Headley Way 

Tel: 01865231461 

Email: Orniid@ndm.ox.ac.uk  

 

 

Thank you for taking the time to read this leaflet 

 

Organisations providing information and support 

 

If you need further support for your emotional needs, you have unmet needs in your care or 

safeguarding issues, please find a list of external organisations available to offer information 

and help. 

1. Crohn’s and Colitis UK offers information about IBD and charity on Helpline 0300 222 

5700.  

Information Service https://www.crohnsandcolitis.org.uk/support/information- service. 

CCUK Support line is available for emotional support on 0121 737 9931. 

https://www.crohnsandcolitis.org.uk/support/emotional-support  

2. Relate offers counselling and psychosexual therapy to anyone who seeks help. Search 

for your local centre on www.relate.org.uk  
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