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Information sheet 

1. Study title and Researchers Details
Developing a Theory of Social Wellbeing in Autistic Adults.

Student researcher: Dr Iona Lewis-Smith (email: 2957817L@student.gla.ac.uk)
Chief investigator: Prof. Hamish McLeod (email: hamish.mcleod@glasgow.ac.uk)
Field supervisor: Dr Jamie Kirk (email: jamie.kirk2@nhs.scot)

2. Invitation to take part in research
You are being invited to take part in a research study, which aims to develop a theory of how autistic adults experience social wellbeing. The purpose of this information sheet is to ensure that you understand why the research is being conducted and what participating in it will involve for you. 
Please take time to read the following information carefully. You can request this information in the form of a recorded video message - please contact the NHS GGC Adult Autism Team. 

3. What will I have to do?
If you express interest in participating, you might be invited to join either Stage 1 or Stage 2 of this research study. 
Recruitment for Stage 1 of the study will take place first and recruitment for Stage 2 of the study will commence after the recruitment for Stage 1 has finished. If the maximum number of participants for each stage has already been reached, you may not be invited to take part.
Stage 1
Participation in Stage 1 of this research study will involve joining an in-person group workshop with the research team and other autistic adults. The purpose of this workshop will be to help the research team choose questions or statements about social wellbeing to be used in a survey sent to autistic adults in Stage 2 of the study. 
During the workshop, you will share and discuss your ideas with the other people in the group. This will involve writing your thoughts or opinions down and sharing these with the group. The workshop will be audio-recorded. Your involvement in this stage of the research project will help us make sure that the questions we ask autistic adults in the Stage 2 survey about social wellbeing are accessible and that they will allow us to gather relevant information.

Stage 2
Participation in Stage 2 of this research study will involve completing a series of up to 3 rounds of questionnaires online. These questionnaires will ask what you think social wellbeing is like as an autistic adult. A group of up to 20 autistic adults will be completing these questionnaires. Your responses to the first two questionnaires will be pooled together with the responses from the other individuals in the group, and a summary of these will be shared with you to help inform your answers to the next questionnaire. This method is often used in studies where the aim is to develop a consensus or shared view on a topic. The group’s questionnaire responses will be used to develop a theory of social wellbeing in autistic adults. 

4. What is the purpose of the study?
The purpose of this study is to develop a theory of social wellbeing in autistic adults. There has been very little research on autistic adults’ experience of social wellbeing. In research and clinical settings, we don’t know a lot about what individual, social, and environmental factors contribute to and maintain it. We cannot assume that autistic adults’ wellbeing will be the same as for adults without autism. Research shows that autistic people are more likely to experience mental illness, but also that they are less likely to receive treatments that are effective for them. We hope that by adding to the research literature on social wellbeing in autistic adults, the findings of this study can be used to inform and improve health and wellbeing support offered to autistic individuals.   

5. Why have I been chosen?
You have been invited to participate in this research study because you have been seen by the NHS GGC Adult Autism Team. You and the other participants in this study: a) are aged 18 years or above; b) have a diagnosis of Autism Spectrum Disorder; c) can speak and read English d) have access to an electronic device.   

6. Do I have to take part?
No, your participation is entirely voluntary and requires your informed consent. You can stop participating in the study at any point. You do not have to state a reason for your withdrawal from the study. If you wish to withdraw your data after it has been collected, please contact a member of the research team (who can be contacted using the email addresses at the top and bottom of this information sheet).  

Please be aware that you may not be able to withdraw your data if it has already contributed to data analysis in the study. This differs slightly across the stages, as explained below:


Stage 1
If you have participated in the stage 1 workshop, your data will have already contributed to the analysis during the workshop, and therefore this data cannot be withdrawn. However, if you have agreed to participate in the stage 1 workshop but change your mind before the workshop takes place, you can still withdraw.

Stage 2
If you are participating in stage 2 of the study, you will be able to request to withdraw your data from the study up to one week after the first questionnaire has been sent to you for completion. You will be unable to withdraw your data from any of the questionnaires you have completed before this point, since your data will have already contributed to the analysis. However, you can still choose to not complete any further questionnaires.
 
7. Will my taking part in this study be kept confidential?
Your information and participation data will be stored securely, and no identifiable information about you will be disclosed when the research team report the findings of the study. 

Stage 1
Since participation in this stage of the study will involve an in-person group workshop with the research team and other autistic adults, your involvement in the study will be known to the other members of the workshop group. However, all members of the group will be informed that what is shared within the group cannot be disclosed outside of the workshop.

Stage 2
Your participation in this stage of the study will not be disclosed to the other individuals completing the questionnaires. Only members of the research team will know about your participation. 


8. What will happen to the results of the research study and my data?
Your data will be stored securely, and any identifiable data will only be accessible to the research team. Research or data protection regulators may request to see that your data is stored securely according to the University’s Data Protection policies. Your data will be pseudonymised prior to reporting so that you won’t be identified. The findings from this study will be reported in a thesis submitted to the University of Glasgow for the fulfilment of the student researcher’s Doctorate in Clinical Psychology. It is planned that the study will then be prepared and submitted for publication in a peer-reviewed research journal. The study data with all personal identifiers removed will be stored for up to 10 years in University of Glasgow’s archiving facilities in accordance with the University’s Data Protection policies and regulations.

9.  Who can I contact if I want more information about the study? 
You can contact the researchers if would like to ask any questions or if you would like to be sent a summary of the research outcomes after the study has finished.
Student researcher: Dr Iona Lewis-Smith (2957817l@student.gla.ac.uk)
Chief investigator: Prof. Hamish McLeod (hamish.mcleod@glasgow.ac.uk)
Field supervisor: Dr Jamie Kirk (jamie.kirk2@nhs.scot)

If you have concerns about the study and would like to contact someone independent from the research team, you can contact: 
Dr Laura Hughes (laura.hughes@glasgow.ac.uk)

10. Who can I contact if I need more support?
We hope that participating in this research study is a positive experience. However, if you are experiencing distress or would like further support, you can let a member of the research team know, you can speak to a member of the NHS GGC Adult Autism Team involved in your care, or you can speak to your GP. Below are some other support services you might like to access:
· NHS 24 Mental Health Hub – support can include listening, offering advice, and guiding you to further help if required. Just phone 111.
· Breathing Space – is a free, confidential phone and webchat service for anyone over the age of 16 experiencing low mood, depression or anxiety. You can call them on 0800 83 85 87 (open evenings and weekends) or visit the website https://www.breathingspace.scot/.
· Shout – is a free, confidential, 24/7 text messaging service for anyone who is struggling to cope. Text 85258.
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