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Why am | being asked to complete this survey?

This is the second phase of a project at the University of Plymouth to co-develop research priorities
for end of life and palliative care research with patients, families and carers, and professionals across
the South West. Understanding what the important areas are from those who matter will support
the development of research studies which are critical to people who live in this area. In the Summer
of 2023 we conducted a set of focus groups where we co-developed a list of research priorities with
participants. This survey will now help us to rank these research areas in order of priority.

As well as developing priorities for research this study will also facilitate engagement, collaboration
and dissemination. It will enable the development of a research programme to ultimately improve
the experience and outcomes of people at the end of their lives.

What are the benefits of participating?

We cannot guarantee any specific benefits. However, your responses will help us to ensure that
future research is tailored to the areas which you think are most important and which will help to
improve the experiences and outcomes of people receiving palliative and end of life care, as well as
those of their families and carers.

Do | have to participate?
No, participation is entirely voluntary, participating or choosing not to participate will not affect your
position, status, and future opportunities in any way.

What will happen if | agree to take part, and then decide | do not want to carry on?

You are free to withdraw from the study up to 6 weeks after completing the survey without giving a
reason. You will be assigned a Response ID when you complete the survey so if you make a note of
this, we can identify and delete your response. If you leave the study, we will delete your contact
details from our records. You do not have to provide reasons. We may ask if you would like to tell us
more about your decision to leave the study. You do not have to tell us but there may be something
we could be doing better.

Will it be anonymous?

Your responses will be anonymous unless you choose to leave your contact details at the end of the
survey. However, the research team will anonymise all data before it is analysed. Confidentiality,
privacy and anonymity will be ensured in the collection, storage and publication of research
material.

What will happen to my data?

All data will be stored on encrypted password protected University of Plymouth computers until the
completion of study reports and publications. All research data will be stored securely for ten years..
Anonymised information from this study will be used as part of a publication in academic journal/s
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and will be presented at conferences, research meetings and a future stakeholder event. You can
contact the researcher after data analysis is complete to obtain a study summary if you wish.

How much time will it take?
The survey should take no more than 10 minutes to complete.

What should I do if | have questions about the survey?
If you have any questions or comments about this survey please contact the research team via
email, you can contact either:

Gina Kallis gina.kallis@plymouth.ac.uk or
Susie Pearce Susie.pearce@plymouth.ac.uk

You may also contact the research team following participation to receive support or for a follow-on
conversation if you feel that is needed.

What should I do if | have concerns about the conduct of this study, or if | want to make a
complaint?

If you have any concerns or complaints about the ethical conduct of this study, please contact the
Research Administrator at:

Faculty of Health Research

Ethics and Integrity Committee,

University of Plymouth, Level 2 Marine Building,
Drake Circus,

Plymouth PL4 8AA

Email:

FOHEthics@plymouth.ac.uk
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