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You are being invited to take part in the above research study. To help you decide whether you would like to take part or not, it is important that you understand why the research is being done and what it will involve. Please read the information below carefully and ask questions if anything is not clear or you would like more information before you decide to take part in this research.  You may like to discuss it with others but it is up to you to decide whether or not to take part. If you are happy to participate you will be asked to sign a consent form.

What is the research about?
My name is Sophie Forster, and I am a BSc Psychology student at the University of Southampton in the United Kingdom. 

I am inviting you to participate in a study regarding how people who had selective mutism as a child feel it affected their school experience and what they believe to be barriers and facilitators of their social and academic achievements in school. This research uses a retrospective questionnaire and aims to expand the body of qualitative research into the experiences of selectively mute individuals to highlight areas where their educational experience succeeded and areas where it fell short. The research question for this study is ‘How did having selective mutism in childhood impact school experience?’. This research question is used to target 2 key areas of school experience, ‘what were facilitators and barriers to learning?’ and ‘what were facilitators and barriers to social experiences?’. The questionnaire will explore how participants feel these facilitators and barriers impacted their school experience. 

The information collected will be analysed and written up as part of the researcher’s dissertation. 

Why have I been asked to participate?
You are receiving an invitation to participate because SMiRA/SMA/SMart Center agreed to forward to you information about this study on the researcher’s behalf. 

You have been asked to take part because the organisation who you were contacted through agreed to forward this research to all their members or to make it available on their website to interested parties. This is because your interest in the above organisations suggests you may have experienced selective mutism at some point in your life. This study requires participants of any nationality who experienced selective mutism in childhood and are currently aged 18 or over, a clinical diagnosis of selective mutism is not necessary to participate in this study. 

I am aiming to recruit around 15 participants for this study. 

What will happen to me if I take part?

This study involves completing a questionnaire which should take approximately 25 minutes of your time. The questionnaire involves 2 sections, the first collects special category demographic information about participants age, gender, ethnicity, nationality, and level of educational attainment. In this section you will also be asked to disclose whether you have ever received a clinical diagnosis of selective mutism, although this is not required to participate. In the second section of the questionnaire you will be asked to answer 12 open-ended short-answer questions regarding your personal experiences with selective mutism at school. Open-ended questions are used so that the researcher can quote specific answers/parts of answers in the research paper to evidence trends in the data. If there are any questions you do not wish to answer you may leave them blank. If you wish to leave the questionnaire and return to it your answers will be saved so that you can return to it later. If you are happy to complete this survey, you will need to tick (check) the box below to show your consent. 

At the end of the questionnaire there is an option to enter a prize draw for a £50 Amazon e-voucher. If you wish to enter this prize draw you will be asked to provide your email address to the researcher and to quote a unique participant number which will be randomly generated and provided to you at the end of the questionnaire. If you wish to enter the prize draw, the researcher will be able to identify what answers you have provided to the questionnaire based on your unique participant number, however only the researcher will have access to this information and it will remain confidential. If you do not decide to enter the £50 Amazon prize draw, the researcher will not be able to know whether you have participated or what answers you provided.

Are there any benefits in my taking part?

If you decide to take part in this study, you will have the choice to enter your name into a prize draw for a £50 amazon gift voucher on completion of the study. To do this you will be asked to provide your email address and a unique participant code found on the final page of this questionnaire to the researcher. The only personal information you will be asked for is your email. The unique participant code is designed only to allow researchers to check you have taken part in the questionnaire to ensure eligibility for the prize draw. The unique participant number will allow researcher to identify what answers you provided to the questionnaire, however only the researchers will know this information and it will remain confidential. If you do not decide to enter the £50 Amazon prize drawer, the researcher will not be able to know whether you have participated or what answers you provided. 

Are there any risks involved?

It is expected that taking part in this study will not cause you any psychological discomfort and/or distress, however, should you feel uncomfortable you can leave the survey at any time or contact the following resources for support: 

Anxiety UK:
Call: 03444775774 (Monday-Friday, 9:30am-5:30pm)
Website: https://www.anxietyuk.org.uk/

National Alliance on Mental Illness (US):
Call: 1-800-950-NAMI (6264) (Monday-Friday, 10am-8pm, ET)
Website: https://www.nami.org/help 

What data will be collected?

The questions in this survey ask for information in relation to participant experiences with selective mutism in school. Specifically, you will be asked to discuss your relationships with other students, relationships with teachers, and your views on how teaching and assessment methods acted as barriers or facilitators for your selective mutism. Some participants may find providing this information distressing, however the discomfort of providing these answers is expected to be mild. Additionally, participants will be asked to provide their age, gender, ethnicity, nationality, level of educational attainment, and whether they have received a clinical diagnosis of selective mutism or not.

Some of the survey questions contain textboxes where you will be asked to type in your own answers. Please note that you should not include in your answers any information from which you, or other people, could be identified. 

You do not have to answer all the questions if you do not wish to do so.

At the end of the questionnaire you will have the choice to enter your name into a prize draw for a £50 amazon gift voucher. To do this you will be asked to provide your email and a unique participant code found on the final page of this questionnaire to the researcher. The only personal information collected for this will be your email and unique participant number which will allow researchers to identify what answers you provided to the questionnaire, this is purely to ensure you are eligible to take part in the prize draw. If you do not decide to enter the £50 Amazon prize draw, the researcher will not be able to know whether you have participated or what answers you provided, and they will not require any identifying personal information.

[bookmark: _Hlk66991848]This information will all be stored on a secure University of Southampton server. No-one except the accountholder of the experimental software (Sophie Forster) will be able to access and download this data. 

Will my participation be confidential?
Your participation and the information we collect about you during the course of the research will be kept strictly confidential. 

Only members of the research team and responsible members of the University of Southampton may be given access to data about you for monitoring purposes and/or to carry out an audit of the study to ensure that the research is complying with applicable regulations. Individuals from regulatory authorities (people who check that we are carrying out the study correctly) may require access to your data. All of these people have a duty to keep your information, as a research participant, strictly confidential.

Electronic data will be encrypted, password protected, and stored on a secure University of Southampton server. No-one except the accountholder of the experimental software (Sophie Forster) and their supervisors (Erich Graf and Hanna Kovshoff) will be able to access and download this data. The organisations which you were contacted through will not have access to this data. 

Do I have to take part?
No, it is entirely up to you to decide whether or not to take part. If you decide you want to take part, you will need to sign the following consent form to show you have agreed to take part. 

What happens if I change my mind?
You have the right to change your mind and withdraw without giving a reason and without your participant rights being affected. Because your answers to the questionnaire will remain anonymous unless you chose to take part in the £50 Amazon voucher prize draw, your answers cannot be withdrawn/destroyed one you submit the questionnaire in accordance with the GDPR exemption for research.   

If you withdraw from the study, we will keep the information about you that we have already obtained for the purposes of achieving the objectives of the study only.


What will happen to the results of the research?
Your personal details will remain strictly confidential. Research findings made available in any reports or publications will not include information that can directly identify you without your specific consent.

The information collected will be analysed and written up as part of the researcher’s dissertation. 

Where can I get more information?
If you have any questions you can contact the researcher Sophie Forster on the following contact details:
Email: sjf1g18@soton.ac.uk 

What happens if there is a problem?
If you have a concern about any aspect of this study, you should speak to the researchers who will do their best to answer your questions. 
If you remain unhappy or have a complaint about any aspect of this study, please contact the University of Southampton Research Integrity and Governance Manager (023 8059 5058, rgoinfo@soton.ac.uk).


Data Protection Privacy Notice
The University of Southampton conducts research to the highest standards of research integrity. As a publicly-funded organisation, the University has to ensure that it is in the public interest when we use personally-identifiable information about people who have agreed to take part in research.  This means that when you agree to take part in a research study, we will use information about you in the ways needed, and for the purposes specified, to conduct and complete the research project. Under data protection law, ‘Personal data’ means any information that relates to and is capable of identifying a living individual. The University’s data protection policy governing the use of personal data by the University can be found on its website (https://www.southampton.ac.uk/legalservices/what-we-do/data-protection-and-foi.page). 

This Participant Information Sheet tells you what data will be collected for this project and whether this includes any personal data. Please ask the research team if you have any questions or are unclear what data is being collected about you. 

Our privacy notice for research participants provides more information on how the University of Southampton collects and uses your personal data when you take part in one of our research projects and can be found at http://www.southampton.ac.uk/assets/sharepoint/intranet/ls/Public/Research%20and%20Integrity%20Privacy%20Notice/Privacy%20Notice%20for%20Research%20Participants.pdf 

Any personal data we collect in this study will be used only for the purposes of carrying out our research and will be handled according to the University’s policies in line with data protection law. If any personal data is used from which you can be identified directly, it will not be disclosed to anyone else without your consent unless the University of Southampton is required by law to disclose it. 

Data protection law requires us to have a valid legal reason (‘lawful basis’) to process and use your Personal data. The lawful basis for processing personal information in this research study is for the performance of a task carried out in the public interest. Personal data collected for research will not be used for any other purpose.

For the purposes of data protection law, the University of Southampton, Sophie Forster, Dr Erich Graf and Dr Hanna Kovshoff are the ‘Data Controller’ for this study, which means that we are responsible for looking after your information and using it properly. The University of Southampton will keep identifiable information about you until the conferment of the researcher’s degree in summer 2021 after which time any link between you and your information will be removed and the data will be securely destroyed.

To safeguard your rights, we will use the minimum personal data necessary to achieve our research study objectives. Your data protection rights – such as to access, change, or transfer such information - may be limited, however, in order for the research output to be reliable and accurate. The University will not do anything with your personal data that you would not reasonably expect. 

Personal data in the answers to the questions of this questionnaire will be pseudonymised through key-coding and removal of personal identifiers. This data will be pseudonymised to reduce privacy risks by making it more difficult to identify individuals. 

If you have any questions about how your personal data is used, or wish to exercise any of your rights, please consult the University’s data protection webpage (https://www.southampton.ac.uk/legalservices/what-we-do/data-protection-and-foi.page) where you can make a request using our online form. If you need further assistance, please contact the University’s Data Protection Officer (data.protection@soton.ac.uk).

Thank you for taking the time to read the information sheet and considering taking part in the research.
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