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INFORMATION SHEET FOR PARTICIPANTS 
(Family member/partner)  
 
Ethical Clearance Reference Number:  

 
YOU WILL BE GIVEN A COPY OF THIS INFORMATION SHEET 
 
Title of project 
 
The impact of Inflammatory Bowel Disease on family: A qualitative exploratory study 
 
 
Invitation Paragraph 
 
I would like to invite you to participate in this research project which forms part of my postgraduate 

research. Before you decide whether you want to take part, it is important for you to understand why 

the research is being done and what your participation will involve. Please take time to read the 

following information carefully and discuss it with others if you wish. Ask me if there is anything 

that is not clear or if you would like more information. 

 
What is the purpose of the project? 
 
The aim of this project is to explore the impact of Inflammatory Bowel Disease (IBD) on family.  

 

Inflammatory Bowel Disease (IBD), including Crohn’s disease and ulcerative colitis, has become a 

worldwide healthcare issue. IBD not only affects the individual, but can also impact members of a 

family. We want to understand more about how having a relative with IBD affects the whole family.  

So far, no study has adequately investigated the impact of IBD on family members, and so we do not 

really understand what sort of help and support the family might need when someone has IBD. 

Therefore, this interview study aims to explore the impact of IBD on families. We hope to use the 

results to develop more support and help in the future if this is needed.  

 
 
How will the research be done? 
 
The study will involve individual interviews with 5-6 families of participants (5- 6 patients with 

IBD, and 5-6 family members) in total 10-12 participants. We will ask you about the impact of 

Inflammatory Bowel Disease on your family, how you manage living with IBD in your family and 

what might be helpful.   
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Why have I been invited to take part? 
 
You can participate in this project if: 

• you are a family member or partner of patient whose IBD had been diagnosed for at least 1 year 

including parents, spouse, child and sibling (brother /sister)  

•  you live or have lived in the same house with patient 

•  you are aged 16 years old or older  

• you are able to participate in an interview in English.  

 
 
What will happen if I take part? 
 
You will be interviewed for about 50-60 minutes and will be asked to share your experience of how 

your family member/partner having IBD impacts your life, Do you have any ways of making life with 

IBD easier in your family. The Lead Researcher, Parichat Thapwong (known as “Minty”, a student 

in the Master of Research programme, King’s College London) with a supervisor will interview you 

either at your home, or if not convenient, at another suitable location or you can choose to be interview 

by telephone or Skype, if you prefer. With your permission, this interview will be recorded.  

 
 
Do I have to take part? 
 
Participation is completely voluntary. You should only take part if you want to and choosing not to 

take part will not disadvantage you in any way. Once you have read the information sheet, 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 provide you with a Participant Consent Form. If you prefer to be 

interviewed face-to-face, we will provide you with a written consent form to sign before the interview 

and you will be given a copy of this consent form to keep. If you choose a telephone interview, we 

will ask you for verbal consent to each question and this will be recorded.  

 
What are the possible risks of taking part? 
 
You will be asked to share your experience of the impact of Inflammatory Bowel Disease on your 

family. Although there is no direct risk related to the study, there may be a risk of you becoming a 

little distressed when you are being interviewed. The research team is very experienced in the field 

of IBD and familiar with many of issues that you may be concerned about. All team members are 
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experienced in offering reassurance to, and caring for, people with IBD, and will support you at all 

stages of the study.  

 

 
What are the possible benefits of taking part? 
 
The information gathered will be used to develop an intervention in order to improve the quality of 

life of the family members of people diagnosed with IBD in future studies. Although this may not 

benefit you personally, the information you give may help influence and shape IBD services in the 

future.  

 
Data handling and confidentiality 
 
All information which is collected about you during the course of the research will be kept strictly 

confidential and secure in line with the law as set out in the General Data Protection Regulation 

(GDPR).  

 

The study is being conducted by a student in the Master of Research programme and supervisors in 

collaboration with King’s College London, who are the sponsor for this study. The Lead Researcher 

is Parichat Thapwong and she will act as the data controller for your data collected as part of this 

study, which mean that she is responsible for looking after your information and using it properly. 

 

If you decide to take part in this study, a secure database (containing your name, contact details and 

some information about you and your health that you have given us) will be maintained by the Lead 

Researcher, Parichat Thapwong, stored electronically and encrypted accessed by a password and 

stored on the server at King’s College London and  will remain confidential at all times. These details 

will only be used by the study research team.  

 

The recording of the interview will be transcribed by a professional transcriber who has a contract 

with King’s College London and who will keep all details confidential. The written transcript will be 

anonymised so that you cannot be identified and it will kept securely at King’s College London. Only 

the research team will have access to the interview transcript.  

  

The audio tapes of the interview will be stored on a secure server and accessed via a secure network 

at King’s College London. Access is restricted to authorised personnel only and via secure password-

controlled access. The audio recording will be destroyed on completion of the study.  
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All the research data stored electronically will be encrypted and password- protected. 

 

Room 2.25, Prof Christine Norton’s (co-supervisor) office for the location at which hard copies of 

data will be stored during and after the study. All identifiable data stored in paper files will be 

managed securely in restricted access, lockable containers at the Faculty of Nursing Midwifery and 

Palliative Care King’s College London, James Clerk Maxwell Building 57 Waterloo Road, London 

SE1 8WA. Following the study completion, all data will be archived at the sponsor site and held for 

10 years, before being destroyed as confidential waste, in accordance with sponsor requirement. 

 

Data Protection  Statement  

Your data will be processed in accordance with the General Data Protection Regulation (GDPR). If 

you would like more information  about how your data will  be processed in accordance  with  GDPR 

please visit the link below, or contact the Lead Researcher using the contact details below. 

https://www.kcl.ac.uk/research/support/research-ethics/kings-college-london-statement-on-use-of-

personal-data-in-research 

What if I change my mind about taking part? 
 
You are free withdraw at any point of the project, despite having given consent to take part. You 

should let the research team know that you wish to withdraw without having to provide a reason for 

doing so. Withdrawing from the project will not affect you in any way. You are able to withdraw your 

data from the project up to the point of data analysis, about 1st  March 2020, after which withdrawal 

of your data will no longer be possible as the analysis will be merged across all interviews and 

committed to the final report. If you choose to withdraw from the project we will not retain the 

information you have given thus far. No further details will be sought. If you have any questions or 

need more information about this study, please contact the Lead Researcher using the contact details 

below. 

 
What will happen to the results of the project? 
 
You will not be personally identifiable by name or any personal details in any report of this research. 

However, we will, use exact quotes from interviews without using your name or details.  The results 

of the project will be summarised in dissertation for the Master of Research programme. We will 

submit the results for publication in multidisciplinary academic journals (such as Gut, Inflammatory 

Bowel Diseases or  Journal of Crohn’s & Colitis) to disseminate to professional audiences. The 

anonymised data will set be made publicly available. King’s College has an open access publication 
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policy ensuring that all manuscripts will be made freely available, enabling global access to clinicians, 

researchers, charities, patients and the general public.  

 
Who should I contact for further information? 
 
If you have any questions or require more information about this project, please contact me using 

the following contact details:  

Parichat Thapwong, Student in Master of Research Programme 

 King’s College London, Faculty of Nursing, Midwifery & Palliative Care 

Adult Nursing 

Franklin Wilkins Building, 150 Stamford Street, London SE1 9NH 

E-mail: Parichat.thapwong@kcl.ac.uk  

 
What if I have further questions, or if something goes wrong? 
   
If this project has harmed you in any way or if you wish to make a complaint about the conduct of 

the project you can contact King's College London using the details below for further advice and 

information:  

 

Dr Wladzia Czuber-Dochan, Senior Lecturer and the Director of Postgraduate Research Studies 

King’s College London, Faculty of Nursing, Midwifery & Palliative Care 

James Clerk Maxwell Building, Room 3.37, 57 Waterloo Road, London SE1 8WA 
E-mail: wladzia.czuber-dochan@kcl.ac.uk 

 

Professor Christine Norton, Professor of Clinical Nursing Research  

King’s College London, Faculty of Nursing, Midwifery & Palliative Care 

James Clerk Maxwell Building, Room 2.25, 57 Waterloo Road, London SE1 8WA 
E-mail: christine.norton@kcl.ac.uk 

 

 

 
Thank you for reading this information sheet and for considering taking part in this research. 


