
You are being invited to take part in a research study involving young
people who have stored ovarian or testicular tissue for future fertility, and
the healthcare professionals who care for them. 

The study aims to understand how best to care for people aged 0-24 years
with stored ovarian or testicular tissue as they grow up.   

Taking part can involve: 

Answering some questions about providing care for young people with
stored fertility tissue in the UK using an online survey

Talking to the lead researcher for around 1 hour about your experiences
and views 

Taking part is voluntary. You will not be reimbursed financially for taking
part in this study. 

Contact details:
If you have questions or need more information, please feel free to reach
out to:

Rebecca Mottram r.mottram@leeds.ac.uk 
Professor Richard Feltbower r.g.feltbower@leeds.ac.uk

Thank you for considering taking part. 
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Rebecca Mottram, a children's nurse and Doctoral student at the
University of Leeds, is leading this study. The University of Leeds
will be acting as sponsor for this study.  This work is funded by
the National Institute for Health and Care Research (NIHR).

WHO'S DOING THIS STUDY? 

WHY YOU'RE BEING INVITED 
You're invited to join this study if you're a healthcare professional involved in tissue
harvest, storage, reproductive healthcare or cancer survivorship care of those with
stored tissue aged 0-24 years. We want to give everyone involved a voice in shaping
care after fertility tissue preservation.

Nearly 2,000 young people in the UK have stored ovarian or testicular tissue, but
follow-up reproductive health care for them isn't well established. Experts agree that
every young cancer survivor should receive personalised care, and many feel their
reproductive health is a top concern after treatment. 

WHAT’S THE PURPOSE?
This study aims to improve the care given to parents and young people after ovarian
or testicular tissue storage for future fertility. 

Please note that the purpose of the study is not to critique or evaluate your
performance. 
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WHO CAN TAKE PART?
To take part you need to be:

A healthcare professional who is involved in tissue harvest, storage, reproductive
healthcare or cancer survivorship care of those with stored tissue aged 0-24 years,
Professionals may include haematologists, surgeons, reproductive medicine
specialists, andrologists, embryologists, clinical nurse specialists, psychologists
late effects specialists. 

HEALTHCARE PROFESSIONALS
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WHAT’S INVOLVED?

If you choose to take part in a survey, you will be asked to answer some questions
about: 

About your healthcare role and experience

Your experiences of providing care for young people with stored fertility tissue and
their parents/guardians.  

Whether you would be willing to tell us more about your experiences and thoughts
in a follow-up survey or meeting with the researcher.

To take part in a survey, you will need to use  laptop, computer, tablet or smartphone.

Surveys will take around 10-15 minutes to complete. 

You can take part in the survey anonymously. 

If you choose to take part in a meeting with the researcher,  you will be asked to have
a one-to-one meeting with the lead researcher to talk about your perspectives and
experiences. The meeting will take place online and consent will be taken verbally at
the beginning of the meeting. The meeting will be audio recorded using Microsoft
Teams software so that it can be transcribed. 

The meeting will last for up to 1 hour and information from it will be made anonymous.

If you are interested in finding out more about taking part in a meeting with the
researcher, you can contact the research team directly via email to
r.mottram@leeds.ac.uk 
Alternatively,  there is a page within the survey where you can send us your contact
details. 

After you contact us, we will send you a separate information sheet to give you more
details about what taking part in a meeting will involve.

WHO HAS REVIEWED THIS STUDY?
This study was reviewed by the Health Research Authority reference 25/YH/0082. 
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DO I HAVE TO TAKE PART? 
You do not have to take part. Participation is entirely voluntary and you can choose
not to participate without giving a reason.  You are free to stop participating in the
study at any time.

HOW WILL WE USE INFORMATION ABOUT YOU?  
We will need to use information from you for this research project. 
 
This information will include your initials, name and contact details. People will use
this information to do the research or to check your records to make sure that the
research is being done properly. People who do not need to know who you are will not
be able to see your name or contact details. Your data will have a code number
instead. The University of Leeds is the study Sponsor and is responsible for looking
after your information. 

Once we have finished the study, we will keep some of the data so we can check the
results. Information from this study may be published in professional journals or
presented at scientific conferences, including quotes of things you have written or
said in a survey or one to one meeting with the researcher. We will write our reports in
a way that no-one can work out that you took part in the study.
 
 If you agree to take part in this study, you will have the option to take part in future
research using your data saved from this study. Anonymised information may be used
for future research and shared anonymously with other researchers. Your data will
not be shared outside the UK. 

ARE THERE ANY BENEFITS OF TAKING PART? 
We believe that the information you give is vital in helping us improve the care of
patients in the future. We are very grateful for all the information we receive.  While
there may not be immediate benefits to participating, many people find it rewarding
to share their experiences and contribute to positive change. You will not be
reimbursed financially for taking part in this study.

ARE THERE ANY RISKS? 
Discussing your work in the area of cancer care and fertility preservation may raise
sensitive or challenging topics. While the focus is on your professional experiences,
some aspects of your role or patient care may be difficult to reflect on or discuss. 
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WHAT IF THERE IS A PROBLEM? 
If you have any concerns about any aspect of the study please speak to the researchers
who will do their best to answer your questions.  If you were harmed by taking part in
this research University of Leeds indemnity applies where it has been negligent in the
design or the management of the research. Clinical negligence indemnification will rest
with the participating NHS Trust under standard NHS arrangements.  You can also
contact the University of Leeds Sponsor Representative  governance-
ethics@leeds.ac.uk or the University data protection officer dpo@leeds.ac.uk 

WHERE CAN I FIND OUT ABOUT THE RESULTS? 
Alongside publication in academic and clinical journals, the results of this research
will be made public via the website https://ukfertilityregister.org.uk

WE WILL KEEP ALL INFORMATION ABOUT YOU SAFE AND SECURE BY: 

Survey data and the recording made during a meeting with the researcher will be
stored on an encrypted University of Leeds folder until it is transcribed, after which it
will be destroyed. 
 
The transcription will be done by the University of Leeds professional transcription
service who will remove any information that could identify you. 

If you tell us something that makes us worried about your safety, like if you plan to hurt
yourself or someone else, we would need to let the right people know to help keep
everyone safe. We would only share the information necessary to get the right support.

Once submitted, survey responses cannot be withdrawn, but if you share any
identifiable information in your survey, we will delete this within 12 months. 
 
We will keep your transcribed study data for a maximum of 5 years. The study data will
then be fully anonymised and securely archived or destroyed. You have the right to ask
us to access, remove, change or delete data we hold about you for the purposes of the
study. You can also object to our processing of your data. We might not always be able
to do this if it means we cannot use your data to do the research. If so, we will tell you
why we cannot do this. After this 5 year period, identifiable information will be deleted
and it will no longer be possible to withdraw it. 

Further information is available via the University of Leeds Privacy Notice
(https://dataprotection.leeds.ac.uk/wp-content/uploads/sites/48/2019/02/Research-
Privacy-Notice.pdf) and www.hra.nhs.uk/patientdataandresearch
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