Healthcare professionals survey: Care after fertility tissue preservation
(print and return by post version)

Welcome.

We would like to know how you feel about the care you provide, including follow-up care for
people with stored ovarian/testicular tissue. Your responses will be anonymous and will be
used to help improve care. The survey will take around 10 minutes to complete.

Important information:

Providing this information is voluntary. Please note that the comments you provide will be
looked at in full by the researchers analysing the data. Any information you give that could
identify anyone will only be used if there are areas of concern about that person's safety. We
will remove any private information that could identify you before publishing any of your
feedback.

If you have any queries about the survey, how your information may be used or wish to opt
out please contact the study lead, Senior Research Nurse r.mottram@leeds.ac.uk or
Professor Richard Feltbower, r.g.feltbower@leeds.ac.uk. For more information on how we use
your data, please see our privacy notice at the end of the survey. Thank you for taking part in
this survey.

If you have not been given a participant information leaflet, it can be downloaded via
https://ukfertilityregister.org.uk/fertility-after-cancer-study/
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Please complete this page to confirm your eligibility to participate in the survey.

| confirm | have read the Participant Information Sheet, version 2.0 dated July 2025. | have had the
opportunity to consider the information and | have received satisfactory answers to any questions |
had.

O Yes
Q No

| confirm that | am a UK-based healthcare professional who is involved in ovarian/testicular tissue
harvest, storage, reproductive healthcare or cancer survivorship care of those with stored
ovarian/testicular tissue aged 0-24 years.

O Yes
O No

| understand that my participation in the project is voluntary and that | am free to withdraw at any time
without giving a reason and without detriment to myself.

O Yes
O No

| understand that after submitting my responses to the survey, | will not be able to withdraw my data
from the research.

O Yes
O No

| agree that data collected may be published in anonymous form in academic books, reports or
journals.

Q Yes
O No

| understand that the information | provide will be used to support other research in the future, and
may be shared anonymously with other researchers.

O Yes
Q No

| agree to take part in the survey

O Yes
O No

If you have answered ‘no’ to any of the above questions, you are not eligible to continue with this
survey. Thank you very much for your time — you do not need to complete the rest of the questions.
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What to do

Some questions involve ticking boxes, and others require writing answers. There are no right
or wrong answers, we are interested in your perspectives. For each question, please give the
response that is closest to your views. If you cannot or do not want to answer a question, you
can leave it blank.

About you

First, we would like to know a little about you. This information helps us build a picture of your
background.

What is your job title?

How many years of experience do you have working with people aged 0-39 years on matters
to relating to fertility tissue preservation?

O Less than 5 years
O 5-10 years

U 10-15 years

U More than 15 years

Which part of the UK do your work in?

U0 England

O Wales

U Northern Ireland

O Scotland

O Isle of Man/Channel Islands/Isle of Wight
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Which ethnic group do you belong to?
Please tick an option:

White — British

White — Irish

White - Any other White background

Mixed - White and Black Caribbean

Mixed - White and Black African

Mixed - White and Asian

Mixed - Any other mixed background

Asian or Asian British — Indian

Asian or Asian British — Pakistani

Asian or Asian British — Bangladeshi

Asian or Asian British - Any other Asian background
Black or Black British — Caribbean

Black or Black British — African

Black or Black British - Any other Black background
Other Ethnic Groups — Chinese

Other Ethnic Groups - Any other ethnic group
Prefer not to say
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Knowledge of fertility tissue preservation care

In general, how confident do you feel in your knowledge of the following topics in relation to
fertility tissue preservation?

Very Somewhat | Not Not This is not
confident | confident confident | sure relevant to
my role

The process of ovarian/testicular tissue
preservation and storage in the UK

Methods of conceiving using stored
ovarian/testicular tissue

Restoration of endocrine function using
stored ovarian/testicular tissue

Associated risks of ovarian/testicular
tissue transplantation e.g. subsequent
malignancy

Effect of gonadotoxic therapies on
reproductive health

Ovarian/testicular transplant procedures

Co-ordination of using ovarian/testicular
tissue

Sexual health after cancer treatment

Safe sex after cancer treatment

Different types of psychological support,
e.g. psychosexuall/ fertility counselling

How accessible is psychological support, including psychosexual counselling for the patients
and families that you work with?

U Very accessible

U Somewhat accessible
U Not accessible

O Not sure

HCP Survey Version 2.0 1 July 2025. IRAS Project ID: 339562, sponsor reference 2024-NCT13 25/YH/0082



Please use this space to provide any additional details about your experience of supporting
the patients with stored ovarian/testicular tissue to access psychosexual support, such as any
challenges, successes or other relevant factors.
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Supporting young people and their parents/guardians

Since there is no universally agreed follow-up pathway specifically for young people with
stored ovarian/testicular tissue, we want to know what might be needed. This section asks
you to consider what is needed for this patient group from your perspective and experience.
We are particularly interested in understanding needs between the point that
ovarian/testicular tissue has been stored and when the young person can make decisions
independently from age 16.

Between the point that a young person has fertility tissue stored and the age of 16:

what support do you think patients most need from healthcare professionals in your role?
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What support do you think their parents/quardians most need from healthcare professionals in
your role?

Are there resources you feel are missing or lacking for either young people with stored
ovarian/testicular tissue or their parents/guardians during this time?
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What support or resources would you like more of as a healthcare professional working with
young people and their families in this situation?

We know that sometimes the questions we ask may not cover everything you think is
important on the topic. So, finally:

Is there anything we haven’t asked you about your experiences of working in this area that
you would like us to know?
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Consent for further contact

As we continue learning from your responses, we may like to reach out to you for a follow-up
survey or a one-on-one interview to explore things further. This will help us understand the
issues raised in more depth and is a very important part of planning care for people with
stored ovarian/testicular tissue. Providing your contact details is entirely voluntary, and even if
you do, there’s no obligation to take part in any future research. Any personal details you
share here will not be linked to your survey responses in any way.

Are you willing to be contacted to receive more information about participating in a follow-up
survey or interview?

U Yes please
U No thank you

Your preferred method of contact
U By Email Email address

O By telephone phone number
U By post Address and postcode

Complete only the contact details for the preferred option/s you selected:

Email address

Telephone number

Address and postcode
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You have now answered all the questions.

Please send your completed responses back via post to:

Rebecca Mottram

School of Medicine/LIMR, Level 11, Worsley Building
University of Leeds

Woodhouse Lane

Leeds

LS2 9JT

If you have indicated you are willing to be contacted to take part in an interview, we will
contact you about this.

Below is our privacy notice and information on how to access the debrief document.

Thank you again for taking part in this vital research.

You may like to keep these pages for your records.

Taking part in this survey may have raised personal issues. Please take a moment to visit
this page on our website to access a debriefing document for support, further information
about the purpose of this research and contact details for the research team:
https://ukfertilityregister.org.uk/fertility-after-cancer-study/

If you have any concerns, would like further information or have any queries about this study,
please contact us: Senior Research Nurse r.mottram@Ieeds.ac.uk

Privacy notice:

This privacy notice explains how your data will be collected, used, and protected while you
take part in the Survey (Meeting the needs of young cancer patients and their caregivers after
fertility tissue preservation: A mixed methods study to inform a reproductive clinical care
support tool.

1. Who is in charge of your data?

HCP Survey Version 2.0 1 July 2025. IRAS Project ID: 339562, sponsor reference 2024-NCT13 25/YH/0082


https://ukfertilityregister.org.uk/fertility-after-cancer-study/
mailto:r.mottram@leeds.ac.uk

The person responsible for looking after your personal information is: Rebecca Mottram,
Research Nurse and Principal Investigator, School of Medicine, University of Leeds, Worsley
Building, Leeds, LS2 9JT

2. Why are we collecting your data?

We are carrying out surveys to find out more about what you think and feel about the support
and care given to young cancer patients with stored fertility tissue and their caregivers. The
information you give will only be used for research purposes.

3. What information will the surveys collect?

Your responses to the questions in the survey, which might relate to personal or health-
related matters. This part is completely anonymous, and you can complete the survey without
providing any personal details. If you are interested in taking part in an interview, we will
collect some personal information including your name and contact details. This information
will be used to contact you about taking part in an interview for the next stage of this project,
but providing personal information is entirely optional. If you prefer, you can still complete the
survey anonymously without sharing any personal details. Your choice will be respected.

4. Why are we allowed to use your data?

We are only allowed to use your data because you give us permission when you agree to
take part. Your consent lets us collect and use your data for research purposes.

5. Keeping your data safe

We take the safety of your data very seriously. We have put in place strict policies and
procedures to protect your data from unauthorised access, disclosure, changes, or loss.

6. How long will we keep your data?

We will only keep your personal data for as long as it is needed to answer specific research
questions about stored fertility tissue and the care received for cancer patients. Any
identifiable data in the survey data will be removed 12 months after the surveys close. After
this point, it will not be possible for participants to withdraw these details from the survey data.

7. Sharing your data

We will only share your data with researchers who are working on this study. When we
publish reports or medical journal articles about the research findings, none of your personal
information will be revealed in any form.

8. Your rights

If you take part in this study, you have the following rights:
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e The right to see your personal data.

e The right to correct any mistakes in your personal data.

e The right to change your mind and withdraw your consent at any time.
e The right to ask us to delete your personal data.

e The right to get your data in a format you can use.

The right to complain if you're not happy with how we're using your data.
9. How to get in touch to find out more about the research study

If you have any questions or concerns about how we're going to use your data, or if you want
to use your rights, please contact:

Rebecca Mottram r.mottram@leeds.ac.uk

10. Changes to this notice

Sometimes we might need to change this privacy notice. If we do, we'll put the updates on the
project website www.ukfertilityregister.org.uk

By taking part in the survey you are confirming that you have read and understood this
privacy notice, and you are happy for us to use your data in the way we have explained. You
do not have to take part if you don't want to, and it won't affect your rights.

HCP Survey Version 2.0 1 July 2025. IRAS Project ID: 339562, sponsor reference 2024-NCT13 25/YH/0082


mailto:r.mottram@leeds.ac.uk
http://www.ukfertilityregister.org.uk/

