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Participant information sheet
Exploring late diagnosis of autism, camouflaging behaviours and gender

We would like to invite you to be a participant in this research study. This study is an independent research project being conducted by a medical student at Brighton and Sussex medical school. 

Within this document, you will find all of the information relating to this study. Before taking part, it is important that you have read through this information so that you can make a fully informed decision about becoming a participant. Please take your time to read this information carefully and discuss your decision with others if you would like to. If anything about this study is unclear or if you would like more information, please do not hesitate to contact the researchers. 
1. What is the purpose of the study? 

Camouflaging or masking describes a behaviour whereby autistic people attempt to mask some of their autistic characteristics, and it is particularly associated with individuals who identify as female. Research suggests that females are commonly misdiagnosed or experience delays in their diagnosis of autism. 
This study will look at whether there is an association between these camouflaging behaviours and age of diagnosis of autism. This study will then also explore how gender identity and sex may play a role in this association. In addition, this study will also explore whether any demographic information we gather is important in this association. 

2. Why have I been invited to participate? 

You are being invited to participate in this study because you have engaged with our advertisement. This may mean that you have a diagnosis of autism and may be interested in autism research.

This study aims to recruit around 100 participants over a 4 month period.  

3. Do I have to take part?
The study is entirely voluntary, so you do not have to take part. If you are a student at Brighton and Sussex Medical School, please be aware that if you do not wish to take part in the study, this will have no bearing on any marks, assessments or future studies. 
If you wish to take part, you will be asked to sign a consent form within the online survey. If you wish to withdraw from the study after signing this consent form, you can withdraw up until the point you complete and submit the survey without needing to give any reason for doing so. 
4. What will happen to me if I take part? 
We will be using an online questionnaire that will ask about your diagnosis, your sex and gender identity and your demographics. This questionnaire will also include a section that will tell us about your camouflaging behaviours. Therefore, to take part in this study you will need to be happy to anonymously disclose your gender identity and sex assigned at birth. 
The whole questionnaire will take around 20 minutes to complete, but feel free to take as much time as you need to answer the questions. If you would like to take a break, you can leave the questionnaire and will be still available for up to 2 weeks. You can do this by closing the browser. 
Please see the example question below:
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How old were you when you were diagnosed with Autism?

Please type your age in years in the text box below.
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5. What are the possible benefits of taking part? 

There are two benefits to taking part in this study. Firstly, you can be entered into a prize draw where you have a chance to win £25 in the form of a GiftPay voucher. If you would like more information about GiftPay, please see their website at https://www.giftpay.com. There will be 16 winners of this prize draw. Entering this prize draw is optional, but if you choose to then you will be asked to leave your email address through a link to a separate questionnaire at the end of the study. The details of the separate questionnaire can be found in question 7. Please be aware that your details being entered into this prize draw is subject to an internal validation procedures. Additionally, this voucher can only be offered in pound sterling. 
Secondly, by taking part in this study you will be helping us understand autism further and may be able to help us explore a reason why some people may experience a late diagnosis. This will mean you will be contributing to a collection of research that may be able help autistic people in the future. 

6. Are there any possible disadvantages or risks of taking part? 
There should be no significant disadvantages to taking part in this study. 
However, the topics raised in this questionnaire may feel quite personal or may be a sensitive topic for you. This questionnaire will ask about your gender identity and the sex you were assigned at the time you were born. This questionnaire will also ask about some characteristics or behaviours that have been associated with Autism that you may have experienced yourself. If you feel affected by the topics raised in this questionnaire or require more information about these topics, there will be a link available for sources of support and information. This link will also allow you to contact the researchers if you need more assistance, and leave comments or feedback if you would like to. This link that states ‘Click here for support, information and leaving comments’ which can be found at the bottom of each page. The same information will again be listed at the end of the questionnaire. 
Additionally, this questionnaire will take around 20 minutes to complete as explained in question 5, so it will require a short amount of your time. 

7. What about confidentiality?
Your data will be processed in line with the guidance from the Data Protection Act 2018. 
All of the data collected from the questionnaire will be confidential. When your responses to the questionnaire are collected, it will be automatically anonymised so that it is impossible for the researchers or anyone else to identify the person submitting the responses.
At the end of the questionnaire, you will be given the option to leave your email address in a separate questionnaire. You will be able to leave your email address so that you can enter the prize draw, so you can be contacted about future research opportunities and/or so that you can be contacted about the results of this research study. This is completely optional, therefore you can leave this separate questionnaire blank if you prefer. Alternatively, if you would like to leave your email address, you can agree to be contacted about only one, two or all three of these options. If you choose to leave your email address then this will be done through a completely separate questionnaire so that it is impossible to link your email address to your responses to the original questionnaire. 
The data collected in this study such as your email addresses will only be available to members of the research team and will only be used in the ways described in this information sheet. Please see question 10 to see what will happen to the results of this study. 
Please only continue with this study if you are happy with the above information. 
8. What will happen if I don’t want to carry on with the study?

You are free to withdraw from the study at any point before you submit the questionnaire. You do not need to provide any reason for doing so. You can do this by closing the browser, at which point you will have 2 weeks where you can return to the questionnaire to complete your answers. After the 2 weeks, your responses will be deleted and you will have withdrawn from the study. 
You will be unable to withdraw from the study after submitting the questionnaire because your response will be anonymised so it will not be possible to determine which response is yours. 
We would encourage you to read through this leaflet and really consider if you would like to be part of this study before submitting the questionnaire. 

9. What should I do if I want to take part? 

If you would like to take part in this study, then please return to the questionnaire and click the blue arrow. 
Alternatively, if you have not already accessed the research questionnaire please click the link provided in order to request access. To request access, you will need to provide your email address and a personalised link to the research questionnaire will be sent to you. Your email address will only be used for the purposes of sending this link, and cannot be linked to any responses you give in this research. The study has been designed in this way to ensure that we are not receiving fake or spam responses. 
Once you have accessed the questionnaire, you will be directed to eligibility questions which ensures that you fit the criteria we have set out for our participants. From there, you will be asked to complete a short consent form so that you can provide your consent to take part in the study. After this point, the questionnaire will begin.
If you have any questions regarding how to take part, please email the researchers at Neurosurvey@bsms.ac.uk.
10. What will happen to the results of the research study? 
How this study will handle the data from this study follows the guidance from the University’s Master Records Retention Schedule. Further information about this can be found by following the link provided below: (http://www.sussex.ac.uk/ogs/policies/information/recordsmanagementguidance).
All of the collected data will be stored on secure password-protected university services. This will only be accessible by the members of the research team. If you have opted to enter the prize draw, then your email address will be deleted after the prize draw is completed. If you opted to be contacted about the overall results of this study, then your email address will be deleted after you have been given the results. However, if you want to be contacted about future research opportunities, then your email address will be stored for the 2 years and deleted after this time period. The anonymised data that is used as part of the research study will be stored for 10 years and deleted after this time period.
The results from this study form part of medical degree being undertaken at Brighton and Sussex medical school by the student researcher. As such, the results will be used to produce research reports, will be presented at conferences and may be published in peer reviewed journals. The results may also be shared with other researchers or research teams. However, please note that the data used for these results will be completely anonymous.  

As previously mentioned, we would be more than happy to provide you with the results of this study. You can choose to do this within the separate questionnaire that you will be given a link to in the original questionnaire.
11. Who is organising and funding the research? 

This study is being conducted by a student at Brighton and Sussex Medical School with the guidance of supervisors. This study is being funded by Brighton and Sussex Medical School. 
12. Who has approved this study? 

This study has been approved by the Brighton and Sussex Medical School Research Governance and Ethics Committee (RGEC). The ethical review application number of the study is ERA/BSMS9CQ6/1/1.
13. Who is responsible if something goes wrong?/What if there is a problem?

If you have any concerns about this study, please feel free to contact the supervisor for this study. The research team will do their best to solve any problem that arises. You will find their contact details at the end of this document. 
Alternatively, you may wish to contact the University of Sussex Research Governance Office via: rgoffice@sussex.ac.uk.

14. Contact for further information? 

Please feel free to contact the researchers if you require any support or further information: 

Email: Neurosurvey@bsms.ac.uk 

15. Insurance

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

Thank you for taking the time to read this information sheet
We really appreciate you considering becoming a participant in this research study
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