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Participant Information Sheet 

 

Title of study: Exploring The Experience Of Patients Under 50 Years Old On The Journey To Early-onset 

Oesophageal Cancer Diagnosis: A Descriptive Phenomenological Study 

 

You are being invited to take part in a research study. Before you decide whether or not to take part it is 

important that you understand why the research is being done and what it will involve. Please take the 

time to read the following information carefully and discuss it with others if you wish. Please ask us if there 

is anything that is not clear or if you would like more information. Thank you for reading this. 

 

We are a group of researchers from Queen’s University Belfast, Northern Ireland. We have a combined 

interest in cancer research, particularly gastrointestinal cancers, and their impact on patients and 

caregivers. 

 

2. What is the purpose of the study? 

There is a lack of information available on individuals under the age of 50 diagnosed with oesophageal 

cancer on the island of Ireland and in the United Kingdom. The challenges and experiences of younger 

patients with an oesophageal cancer diagnosis have not been studied here before. The study will look at 

the process of being diagnosed with oesophageal cancer, from first noticing symptoms and undergoing 

tests to receiving a diagnosis. We hope to better understand  the specific challenges faced by younger 

patients, to understand what matters to patients and work out how we can improve healthcare services.  

 

3. Why have I been chosen? 

This information sheet is sent to individuals who have completed an online form expressing interest in 

taking part in this research study. This information sheet has been designed to provide as much information 

as possible to help you make an informed decision on your participation in this study. 

 

4. Do I have to take part?  

No. It is up to you to decide whether or not to take part. If you do decide to take part, you will be asked to 

sign a consent form. If you choose to take part, you can change your mind at any time and withdraw from 

the study without giving a reason. A decision to withdraw will not affect any care you receive. 
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5. Who can take part in this study?  

We would like to hear from  individuals who were diagnosed with oesophageal cancer (of any stage) within 

the island of Ireland or United Kingdom between the ages of 18-49 years. The oesophageal cancer 

diagnosis should have been received between 2 months to 5 years prior to the date of signing the consent 

forms. Participants must be able to take part in an interview speaking English. We are aiming to recruit 20-

30 participants.  

 

6. What will happen to me if I take part? 

If you decide to volunteer your participation in the project, you will be invited to participate in an online 

interview that will take place through Microsoft Teams. The interviews are expected to last between 45-60 

minutes. You may choose to have a family member or friend present at the interview for support (please 

note only you will be interviewed, with your family member/friend there for support only). The interview will 

be recorded and transcribed. Once the interview has been transcribed, the transcript will be anonymised, 

and the recording of the interview will be deleted. The transcript will be sent to you if you wish, and a 

summary of our findings will be sent to you prior to any publication. Any publications will also be shared 

with you. 

 

7. What are the possible risks or disadvantages of taking part?  

We understand that the topic of cancer diagnosis and treatment may be sensitive and distressing. You 

may decline to answer any question at any time.  

 

With your consent, the interviews on Microsoft Teams will be recorded, and later transcribed to produce a 

written record of the interview. The transcripts will be anonymous, and an anonymous number will be 

assigned to the transcripts. Recordings will be securely stored and deleted once transcribed. The report 

will contain direct quotes from participants; however, these quotes will be anonymised, and you will remain 

unidentifiable. Written notes taken during the interview will also be anonymised. 

 

8. What are the possible benefits of taking part? 

Our research study aims to better understand the struggles and challenges that individuals under 50 years 

of age experience during the process of being diagnosed with  oesophageal cancer. The findings of our 

study will help understand patient priorities, and highlight challenges faced by younger individuals. We 

hope this will inform healthcare services and further research in the future. 

 

9. What if something goes wrong? 

If you have any concerns about any aspects of the study, you can contact the research team, via email at 

youngogcancer@qub.ac.uk. Should you remain unhappy and wish to make a formal complaint, you can 
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contact the Research Governance Team at Queen’s University Belfast (Telephone: 028 9097 2529; Email: 

researchgovernance@qub.ac.uk).  

 

10. Will my taking part in this study be kept confidential? 

Yes. With your consent, the interviews will be recorded via Microsoft Teams and will be stored securely. 

The interviews will then be transcribed word for word using Microsoft Word. Transcripts will be anonymous, 

and the recordings will be deleted once they have been transcribed. All information in the report will be 

anonymised, no real names will be used, and you will not be identifiable. All information will be stored 

securely for five years and destroyed after.  

 

Up until the point that the interview has been transcribed and anonymised, you will be able to withdraw 

from the study. Once the interview has been transcribed and anonymised, you will not be able to withdraw 

from the study. Nonetheless, your information will be anonymised, and no real names will be used in the 

final report. Your healthcare providers will not be informed that you are participating in this study, or that 

you are withdrawing should you wish to withdraw from the study. 

 

The data collected through this study will remain confidential. However, should there be findings that cause 

concern (e.g., in relation to harm or criminal activity), these will be disclosed to relevant bodies. 

 

11. What will happen to the results of the research? 

All published results will be anonymised and unidentifiable. The results will be published in scientific 

journals and at relevant conferences to raise awareness around the findings of our study. A lay summary 

will also be shared on social media. 

 

12. Who is organising and funding the research? 

This interview is part of a larger PhD project conducted by Abigail Jeyaraj on oesophageal 

adenocarcinoma in individuals aged under 50 years. Abigail Jeyaraj is funded by Breakthrough Cancer 

Research. Professor Helen Coleman and Dr Ashleigh Russell are supervisors on this research project. 

Professor Helen Coleman is the lead of the Cancer Epidemiology and Data Research Group at the Centre 

for Public Health, Queen’s University Belfast. Dr Ashleigh Russell is a Clinical Academic with an interest 

in early-onset cancers. For the purposes of the research study, however, Dr Ashleigh Russell will be 

regarded as a researcher rather than a medical doctor and will not be in a position to provide medical 

advice or assessment. 

 

13. Who has reviewed the study? 

This study has been reviewed and received ethical approval from the Faculty of Medicine, Health and Life 

Sciences Research Ethics Committee. 

mailto:researchgovernance@qub.ac.uk
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14. Contact for Further Information 

Abigail Jeyaraj, Centre for Public Health, Queen’s University Belfast, ICS-B Building, Royal Victoria 

Hospital Site, Grosvenor Road, Belfast, Northern Ireland, BT12 6BA.  

Email: youngogcancer@qub.ac.uk 

 

This research will be conducted in compliance with data protection legislation.  For more information about 

how we look after your information, how to access your rights and who to contact if you have any queries 

or concerns about data protection please visit the Queen’s University Belfast website - 

www.qub.ac.uk/privacynotice/Research/ListofResearchPrivacyNotices/PrivacyNoticeforResearchParticip

ants 

 

For more information about Microsoft Teams and how your information is stored, please visit their Privacy 

Statement here: https://www.microsoft.com/en-gb/privacy/privacystatement 

 

For more information about Microsoft Forms, please visit their website on Security and Privacy:  

https://support.microsoft.com/en-us/office/security-and-privacy-in-microsoft-forms-7e57f9ba-4aeb-4b1b-

9e21-b75318532cd9 

 

 

Thank you for your interest in this study and for taking the time to read through this information 

sheet. 

http://www.qub.ac.uk/privacynotice/Research/ListofResearchPrivacyNotices/PrivacyNoticeforResearchParticipants
http://www.qub.ac.uk/privacynotice/Research/ListofResearchPrivacyNotices/PrivacyNoticeforResearchParticipants
https://www.microsoft.com/en-gb/privacy/privacystatement

