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Study Name: [Study title]
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Version: [number]

BEFORE YOU BEGIN

· Participant Information Sheets should be clear to a lay person (your participants) and consistent with the information provided in the Consent Form

· Statements highlighted in yellow are study dependent. The number of statements can and should be increased, reduced and/or tweaked for relevance to your project.

· Sections in black are almost certainly needed for all studies. Please do not amend or delete sub headings unless you are completely sure that this does not fit your project.

There is an A-Z at the bottom of this document for further guidance 

Please delete this text in red and remove any yellow highlight, and the guidance pages before submitting your ethics application and providing to participants.

Study title

The title should be simple and self-explanatory to a lay person.

Invitation paragraph

This should explain that the individual is being asked to take part in a research study. The following is an example of how this may be phrased:

You are being invited to take part in a research study. Before you decide whether or not to take part, it is important for you to understand why the research is being done and what it will involve. Please take time to read the following information carefully and decide whether you wish to take part. Please ask if there is anything that is unclear, or if you would like more information.

Who is organising and funding the research?

You should explain that you are conducting the research as a student or member of staff at University of Sussex or Brighton and Sussex Medical School and also provide the name of your School. If you are collaborating with researchers from other universities, please also provide their names and affiliations in this subheading. You should also state the organisation that is funding the research (e.g. Economic and Social Research Council, Nuffield Foundation, Wellcome Trust, etc.) if appropriate.

What is the purpose of this study?

The background and the aim of the study should be given here. You should state the duration of the study and outline the overall design of the study.

Why have I been invited to participate?

You should explain how the individual was chosen to take part in the study and how many people in total will be asked to participate.

[bookmark: _What_will_taking]What will taking part involve?

You should explain your methods of data collection, including what the individual will be asked to do and how much time will be involved.

Compensation should also be explicit here if relevant to your study. You should outline the amount of compensation and how participants will be reimbursed. If there are prize draws, you should explain how they will be drawn and when. 

If there are attention checks, you should explain how failing these checks can affect compensation (https://researcher-help.prolific.com/en/article/fb63bb).

If you are reimbursing participants through an online platform (e.g., SONA, Prolific or Mturk), please outline the timeframe that participants can expect their payment (e.g., after responses have been checked for authenticity).

Example wording below (non-exhaustive)

If providing compensation: You will be reimbursed [amount and currency] for your participation.

If providing a prize draw: If you would like to be entered into a prize draw for [amount and format] please [give instructions]

If the project contains multiple phases: You will be reimbursed [amount and currency] for your participation after phase one [describe/amount/currency] and again if you take part in phase [describe/amount/currency]

If you are adding measures to reduce non-genuine participation: We have implemented a few steps [outline here] to ensure the integrity of the data collected. Responses will be checked by the research team before participation and/or reimbursement. Participants believed to have completed multiple responses will not be reimbursed.

Do I have to take part?

You should explain that taking part in the research is entirely voluntary. 

Taking part in this research is entirely voluntary. It is up to you to decide whether or not to take part. If you do want to take part you will be given this information sheet to keep and be asked to sign a consent form. If you decide to take part you are still free to withdraw at any time during the study and without giving a reason.

If your study involves recruitment of students or pupils: your decision whether or not to take part will have no impact on your marks, assessments or your grades.

You should also clearly state if your research asks any questions that may evoke an emotional response so participants can make an informed decision about whether to take part. 

How can I withdraw my data?

Please include the relevant statement for your research and provide a definitive time period for withdrawal (date or timeframe). But also note that requests for data withdrawal are not always possible after the study has been carried out. For example, it will be impossible to withdraw from anonymous surveys, or after interviews have been anonymised. If this is the case, please state this to the participants.

The following are examples of how this could be phrased

Anonymous surveys: Since the study is anonymous, it will be impossible for you to withdraw your data once you have completed and submitted the survey. If you leave the survey before its completion, this data will not be used by the researcher.

Focus groups: You can exit the focus group at any point, without giving any reason. Because of the nature of the group discussion, it is not possible for us to withdraw your data once it has been given - there are usually lots of people talking, and it can be hard to pick out who is saying what, and what one person says may have an effect on what another participant says. Therefore, if you do choose to withdraw from this study then the researchers will retain any data that you have provided up to that point and will include this data in any subsequent analyses.

Data deletion: If you would like us to delete your data, please ask the researcher before X date [or timeframe] – after this, it will no longer be possible to withdraw your responses before the results are [delete as appropriate] aggregated OR anonymised and used for the final report/publication. You can request deletion by [insert method] (in person, email, contacts below)

What are the possible benefits of taking part?

You should outline any direct benefits for the individual and any other beneficial outcomes of the study, including furthering our understanding of the topic.

‘There are no direct benefits for you in taking part in this study. However, the study may help further our understanding of… This may help people with… in the future.’

What are the possible disadvantages of taking part?

You should describe any disadvantages or 'costs' involved in taking part in the study, including the time, travel or potential distress involved.

What should I do if I want to take part?

Explain exactly how the participant should sign up and provide their consent to participate in the study, and how they are able to ask questions about the study.

What will happen to the information collected about me in this study?

Research data refers to any data that has been collected, observed, generated, or created as part of the study. 

The participant should be informed about how their personal data will be used, who it will be shared with, how long it will be kept for and what safeguards will be in place to ensure it is secure. You will need to provide as much detail as possible if you are processing special category personal data and you should outline if there are any limits to confidentiality.

Please explain to participants:

What data are you collecting from/about the participants [e.g. name, age, contact details, health diagnosis, political views, genetic information]. If you are using a Qualtrics survey, please ensure that you disable IP address collection and include this as a statement.

Where are you storing data (electronic or hard copies) [Sussex Servers / Box / OneDrive] (detail if names and contact details will be stored separately from research data in a password protected file)

Who will have access to data? [e.g., which organisation, who is on the research team?] Are you sharing data outside of the UK? [Consider collaborators or websites/apps] are there limits of confidentiality and do you have a responsibility to share data with anyone outside of the research team? [safeguarding lead, GP]

How long will you store 1) personal data, 2) pseudonymised data, and/or 3) anonymised data. There will likely be a difference between storage of raw data and research data which has been anonymised. See A-Z at the end of the template for guidance. If this is not defined by the funder or other relevant stakeholder, the University’s Records Management Policy and Master Records Retention Schedule should be used for reference. If you are processing personal data collected for administrative purposes (names/emails), please also state when this will be deleted.

How will participants appear in research outputs (such as blogs, presentations) and/or publications (like peer reviewed journals, or book chapters). Will they be fully anonymised, pseudonymised, and/or in aggregate form? Will participants be fully identifiable? Please consider your funder requirements or additional conditions or practices within the field. Please specify any differences and explain in lay language. Consent for publishing names/identity should be explicitly sought from the Consent Form.
If using Transcription Services, Artificial Intelligence or other third parties to process personal data: If you are employing professional transcription services or third party AI, please do so via University procurement procedures. Please note that all third party services used to process personal data will need to be data protection compliant and reviewed by the Information Management team before use. Use of third party providers will need to be clearly stated in the Participant Information Sheet, and the Privacy Notice of the third party should be provided in the Consent Form. You should explain how information that enables the individual to be identified (‘personal data’) will be processed before the use of third party providers and describe how confidentiality, privacy and anonymity will be ensured in the collection, storage and publication of research material. 

If using UoS Zoom or MS Teams: This research project involves the use of [delete as appropriate] UoS MS Teams and/or UoS Zoom. Details of the platform’s privacy notice can be found here: MS Teams Privacy Policy/Zoom Privacy Policy. All data collected will be stored securely on a University of Sussex managed system. For more information on how the University of Sussex uses your personal data, see our Privacy notice.


If your study will involve fMRI imaging, please include the following:

‘The MRI images that will be acquired are not for clinical diagnostic purposes and the examination should not be considered an alternative to a proper medical consultation. However, very rarely something may be found in the images and an expert opinion sought. If there are any unexpected findings that need further tests, your GP will be contacted in the first instance with your permission. The GP will then contact you if further tests are required. If you have any concerns about this please contact a member of the team.’


What will happen to the results of this study?

You should tell participants what will happen to the results of the research; include all potential research outputs e.g. journal articles, conference presentations, policy consultations, blogposts etc. Please include your degree name and if the results will be used in your dissertation or thesis or any publications. Please inform participants of how they can obtain a copy of the published research.

If you are planning to share your research data, (which is likely a condition of funded research) you must explain how and where the data will be published (e.g., repositories such as Sussex Figshare, OpenNeuro, UK Data Archive, Open Science Framework – state explicitly if known) and how long data will be retained. 
Future use of the research data: Please explain to participants:
· What will happen to their research data once the project is complete. If pseudonymising or anonymising the data before re-use, please explain how you are going to do this in lay terms.  
· If the research data will be published for example to a repository, please specify which data will be deposited, e.g. raw data, anonymised transcripts, aggregated data, audio recording etc. and which repository(s) you will be using. 
· Please also note if the data will not be published, but will be kept by the research team to be used in the future, then consent for re-use should also be explicit in the Consent Form.
If you are a student, and the research data may be used by your supervisor and/or other researchers at the Universities of Sussex/BSMS in the future, please specify and gain explicit consent from the Consent Form.

Who has approved this study?
Faculty names are:
· Media, Arts and Humanities
· Social Sciences
· University of Sussex Business School
· Science, Engineering and Medicine: Brighton and Sussex Medical School (BSMS)
· Science, Engineering and Medicine: Science, Engineering and Technology (SEMSET)

For staff and PGR: This research has been approved by the [Faculty name] Faculty Research Ethics Committee (F-REC) (reference: XXXX).

For UG/PGT: This research has been approved by the School Research Ethics Officer (reference: XXXX).

Who to contact for further information or if you have any questions or concerns

If you have any concerns relating to this project please contact [add your name and UoS email and your supervisors name and UoS email] and/or the Science, Engineering and Medicine: Brighton and Sussex Medical School (BSMS) Faculty Research Ethics Committee (F-REC) SEMFRECBSMS@sussex.ac.uk

Alternatively, you may wish to contact the University of Sussex Research Governance Office via: rgoffice@sussex.ac.uk.

Where the research involves personal data, the following should be included:

Please see the University’s Privacy Notice in relation to how personal data is processed for research purposes. If you have further questions about how your personal data will be used, you can contact [researcher details] or the University’s Data Protection Officer. 

Support Materials

It is recommended that you signpost participants to appropriate and relevant support services if your research is on a particularly challenging research topic or you expect questions could elicit distress.

Please note that surveys that can be used as a diagnostic medical tool (e.g., for mental health conditions) should not be described as a diagnostic tool and instead should be made clear the survey is for research purposes only. Participants should instead be signposted to their GP or other support services if they wish to discuss a formal diagnosis.
Example wording: Some of the questions or topics of discussion in this research may cause some mild distress. Please see below a list of resources which can offer help and support.
The questionnaires are not being used for diagnostic purposes. If you have any concerns about your mental health please contact the following services (INSERT) Please note that we do not have direct affiliations with these services and cannot guarantee the quality of their services. If at any point you feel concerned about your wellbeing, we recommend visiting your GP and they will be able to refer you to specialists or provide additional information and support.

If you are recruiting students through the University of Sussex, please make sure to signpost to the University of Sussex Wellbeing team (https://student.sussex.ac.uk/wellbeing/). Please also signpost to additional charities or organisations relevant for your research topic. You should include a brief description of the organisation, what they can help with, and their contact details (e.g., phone number, email address, website link).

If you are recruiting participants in other countries, please also consider local support services relevant for your research.

Insurance

The Universities of Brighton and Sussex have insurance in place to cover their legal liabilities in respect of this study.

Thank you

Thank you for taking time to read this information sheet.
[bookmark: _THESE_GUIDANCE_PAGES]


[bookmark: _GUIDANCE_PAGES]GUIDANCE PAGES

THESE GUIDANCE PAGES ARE FOR YOU AS A RESEARCHER, PLEASE DELETE BEFORE SUBMITTING YOUR ETHICS APPLICATION
What is the purpose of a Participant Information Sheet?
Participant information sheets and consent forms are designed to uphold the following key principles:
1. Voluntary participation and informed consent.
Participation must be voluntary, and consent should be freely given. Participants must be able to make a meaningful choice about whether to take part, free from coercion (e.g., undue influence from others or excessive incentives). They should be informed of their right to withdraw from the research at any time without penalty, and understand under what circumstances and by what date they are able to withdraw any research data. Where applicable, granular consent should be obtained for the future use or sharing of research data. Information provided in the Consent Form must be consistent with that in the Participant Information Sheet.
1. Transparency and clear information.
Participants must be fully informed about the research. Researchers should clearly explain the purpose of the research, what participation involves and any potential risks and benefits. In instances in which the true purpose of the research  is initially concealed (e.g., deception studies), a full debrief must be provided, and participants should be given the opportunity to withdraw their data. Any limits to confidentiality such as situations involving safeguarding or risks to the participant or researcher that may require disclosure to third parties must be explained.
1. Documentation of consent.
Consent forms provide a formal record of consent and demonstrate a clear affirmative action. However, in some circumstances, written consent may not be appropriate (e.g., where anonymity or safety is a concern), and verbal consent may be preferable. In such cases, the chosen method of obtaining consent should be clearly justified in the ethics application. Researchers should seek appropriate advice and guidance if they have any doubts about their responsibilities.
[bookmark: _A-Z_terminology_and]
[bookmark: _A-Z_terminology_and_1]A-Z terminology and guidance for Participant Information Sheet and Consent Forms

Aggregate Data
The ICO defines aggregate data as statistical data about several people that has been combined to show general trends or values without identifying people within the data. Example: data about income, but provided in brackets, or where data is presented at group level.

Anonymous/Anonymising
Research data is anonymous when there is no way of identifying the individual participants from the data. Anonymising data does not simply mean removing names, it means ensuring that there is no way to trace the individual, see Pseudonymous/Pseudonymisation for difference. For example, online surveys or questionnaire that do not collect IP addresses or any information from which a participant is identified or could be identifiable. 
Where particular data is anonymised, but you could still identify a participant using other information that you hold separately, the data is not anonymous.

Confidentiality

Explain if there are limits of confidentiality. Depending on the study topic, the researcher may have a duty to pass on information that may have a bearing on the safety of others (in the context of possible terrorism or safe-guarding concerns). Such disclosures may arise in focus groups, one to one interviews or any other forms of communication. If this is a possibility, this should be explained in the information sheet and included in the consent form.

Data repositories

Data repositories are online services in which researchers can publish and/ or store research data. Different repositories offer different options for controlled access to data. You can find support from the Library around research data management, including use of Sussex Figshare.

Data Sharing

If you are planning for your data to be re-used for future research and analysis (and for funded research, this is likely to be a requirement from your funder), you must obtain explicit permission and describe what you want the participant to agree to in the Participant Information Sheet, with clear consent points in the Consent Form. Please ensure you:
1. Specify in which form the data will be deposited, e.g. anonymised transcripts, aggregated data, audio recording etc.
2. Specify whether deposited data will anonymised or pseudonymised and how. Make sure to describe this in more detail in the information sheet and include details on licencing and access requirements if known (see support from the Research Data Management pages for more details)
Pseudonymous/Pseudonymisation
Pseudonymisation refers to the processing of personal data in a way that means that the personal data can no longer be attributed to a specific data subject / research participant, without the use of additional information such as the ‘key’ that links a participant name with a participant ID / number. When researchers are storing pseudonymised data, it must be kept separate from the key or other information that would enable individuals to be identified (such as the consent form). Pseudonymised data is still personal data and data protection requirements apply – please see the Information Commissioner’s guidance on pseudonymisation.

Personal Data
According to data protection legislations, personal data relates to “any information relating to an identified or identifiable natural person (‘data subject’)”. 
Personal data is anything that enables a living person to be identified. It includes information that enables a person to be directly identified as well as information that enables them to be indirectly identified, such as a research participant number. In particular, personal data includes the physical, physiological, genetic, mental, economic, cultural or social identity of a living person. This includes any in-person studies and any online questionnaires where you are collecting personal data in an identifiable format (for example, names, email addresses, place of residence). Identifiable research also includes face-to-face interviews (both in-person and online).

Research Data
Research data is the collection of information generated as part of the research project for analysis. This could be qualitative or quantitative. Such as: interviews, observations, videos, images, samples, codes and more.

Special Category Data
The University process these categories of personal data for a limited range of purposes and only where necessary. These types of data are: personal data revealing racial or ethnic origin; personal data revealing political opinions; personal data revealing religious or philosophical beliefs; personal data revealing trade union membership; genetic data; biometric data (where used for identification purposes); data concerning health; data concerning a person’s sex life; and data concerning a person’s sexual orientation. Please see the data protection webpage for further guidance and to consider when a Data Protection Impact Assessment might be appropriate.

Transcription Services/Translation Services
If you are employing professional transcription services, please do so via University procurement procedures. Please note that all third party transcription services – or any other third party supplier used to process personal data - will need to be data protection compliant and reviewed by the Information Management team before use. This includes using translators during research activities or later, during analysis. Use of third party providers, whether AI or not, will need to be clearly stated in the Participant Information Sheet, and the Privacy Notice should be provided in the Consent Form.
Further information and guidance on research ethics and governance can be found at
http://www.sussex.ac.uk/staff/research/governance
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