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PARTICIPANT INFORMATION SHEET  
 
 
LIMBER - LIving with Metastatic Breast CancER  
 
You are invited to take part in a research survey. Please take time to read the following 
information carefully and discuss it with others if you wish. Before you decide whether to take 
part, it is important for you to understand why the project is being done and what it will involve. 
Please get in touch with us if anything is unclear, or if you would like more information.  
 
1. What is the purpose of the study?  
Approximately 35,000 people in the UK are living with metastatic breast cancer (MBC), which 
is breast cancer that has spread to other parts of the body, such as the bones, liver, or lungs. 
Little research has been done on the way that the disease and treatment can impact an 
individual’s ability to maintain their lifestyle. We aim to examine and identify gaps in the sorts 
of information and support people with MBC are offered and receive, and how their day-to-
day roles and responsibilities are affected. This information will be useful when designing 
educational materials for doctors, nurses, friends and relatives of patients. We hope a 
minimum of 100 participants will complete the survey. 
 
2. Why have I been invited to participate?  
You have responded to an advert for the survey and identified as someone living with MBC. 
 
3. Do I have to take part? 
It is up to you to take part or not. If you wish to join the study, we will ask for your consent 
before beginning. You will be free to withdraw at any point, without giving a reason.  
 
4. What will happen to me if I take part?  
If you decide to take part, we will ask you to complete an online survey. This has 7 sections: 
1) about you, 2) your day-to-day roles and responsibilities, 3) terms used to describe 
metastatic breast cancer (MBC), 4) communication of diagnosis 5) treatment and 
management 6) information needs and 7) final reflections. You will only be asked to complete 
the survey once.  
 
5. What are the possible benefits of taking part?  
There are no direct benefits for you in taking part. However, the results will help us understand 
the support and information needs of people living with MBC.     

 
6. Are there any possible disadvantages or risks of taking part?  
You will be asked about topics such as the care and support you have received, which you 
may find upsetting. Another disadvantage is that the survey will take up about 20 minutes of 
your time but it could take you more or less than this.  
 
7. What about confidentiality?  
All responses you make will be kept confidential in line with data protection legislation that 
researchers need to understand and follow. Your information will be given a unique identifier 
that will be used to name the files. Any publications or reports arising from the research will 
not contain anything that would identify you. 

All data are password protected and stored on the University of Sussex server. Only members 
of the research team have access to these, and we will not share your data with others.  
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8. What will happen if I don’t want to carry on with the study? 
Taking part in the study is voluntary and you are free to stop at any time. Closing the survey 
window will indicate that you no longer wish to continue. As we do not save any identifiable 
data, we cannot withdraw any of your completed data from the study.  

9. What should I do if I want to take part?  
If you would like to take part, please go to: https://shore-c.sussex.ac.uk/limber/limber.php. You 
will need to read and confirm agreement with an online consent declaration before accessing 
the survey. Please complete the questions in one sitting and take as long as you need, but 
you will be logged out if you are inactive for 15 minutes or more. Once a session has ended, 
you will not be able to log back in.  
 
10. What will happen to the results of the research study?  
The results will be used to understand the current information and support needs of patients 
with MBC in the UK. We hope this will improve future experiences for patients and their support 
systems. We will produce a report of our findings that will be made available on several  breast 
cancer charity websites. Survey data will be kept electronically for 10 years, after which it will 
be destroyed.   
 
11. Who is organising and funding the research?  
The SHORE-C (Sussex Health Outcomes Research & Education in Cancer) group as part of 
the Brighton and Sussex Medical School (BSMS) are organising this research. The project 
has received funding from the Charity, Make 2nds Count.  
 
12. Who has approved this study?  
This research has been approved by the Brighton and Sussex Medical School Research 
Governance and Ethics Committee (RGEC) under application number ER/RMLS21/7. 
 
13. What if there is a problem? 
If you have any concerns about any aspect of this study including the way you have been 
approached, or how your information is handled you should contact the lead researcher who 
will do their best to answer your questions. Their contact details are provided at the end of this 
sheet.  
 
Alternatively, you may wish to contact the University of Sussex Research Governance Office 
via: rgoffice@sussex.ac.uk. 
 
14. Contact for further information?  
If you would like further information, please contact the Chief investigator, Professor Dame 
Lesley Fallowfield on 01273 873019 or via adminshore-c@sussex.ac.uk. 
 
15. Insurance 
The Universities of Brighton and Sussex have insurance in place to cover their legal liabilities 
in respect of this study. 
 

 
Thank you for taking the time to read this information sheet 
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