
Research Participant Information and Consent Form

Study Title: Exploring how autistic people think and feel about their body,  eating and certain eating styles. 
Researcher and Title: Blair Burnette (PhD), Assistant Professor; Phaedra Longhurst (MSc), PhD Student
Department and Institution: Psychology, Michigan State University; School of Psychology & Sport Science, Anglia Ruskin University
Contact Information: Blair Burnette, cbb@msu.edu; Phaedra Longhurst, PL428@pgr.aru.ac.uk
Sponsor: Department of Psychology, Michigan State University. 

BRIEF SUMMARY
You are being asked to participate in a research study. Researchers are required to provide a consent form to inform you about the research study, to convey that participation is voluntary, to explain risks and benefits of participation including why you might or might not want to participate and to empower you to make an informed decision. You should feel free to discuss and ask the researchers any questions you may have. 

You are being asked to participate in a research study exploring autistic people’s thoughts and behaviours toward eating, as well as certain eating styles. Here, you will be asked to answer some questions about yourself and then details about the way you eat. You can skip any questions you don't want to answer. Your participation in this study will take about 60 minutes. To participate in this study, you must be: 

1. At least 18 years old
2. A UK resident and citizen
3. Have either received a formal diagnosis of Autism (including Asperger’s syndrome and Pervasive Development Disorder [PDD-NOS]) or are currently in the process of receiving a diagnosis for Autism. 
4. Not currently pregnant, do not have an active eating/feeding disorder, and/or do not have a medical condition which imposes dietary requirements (e.g., Crohn’s disease, Celiac disease, Diabetes Type I or II).

Participation is voluntary, and you may request to withdraw from this study at any time.

You will not directly benefit from your participation in this study. However, your participation in this study may contribute to understanding how autistic people think and feel about their bodies and eating.


PURPOSE OF RESEARCH AND WHAT YOU WILL BE ASKED TO DO
· The purpose of this research is to understand autistic people’s thoughts and behaviors regarding their body, eating and certain eating styles.  
· For this study, about 20 autistic individuals from the United Kingdom will be asked to participate. 
· You have been selected as a possible participant in the study because you meet the eligibility criteria and have expressed interest in taking part in this study by contacting the researcher through the study advertisement. 
· In this study, you will be asked to complete this initial online survey which will ask you questions about yourself. You will then be asked to take part in a one-to-one interview online via Microsoft Teams or Zoom where you a series of questions on various topics. Specifically, we will start with some questions about yourself, before asking about your eating-related behaviours and your attitudes toward certain eating styles. 
· For your interview, you will be invited to share photographs you have taken and/or pre-existing images which you feel are relevant to the interview questions. Please be aware that this is not compulsory for taking part in the study. Instead, this is to help you communicate your thoughts and ideas to the researcher. The photographs and images will not be stored as data. 
· We kindly ask that you do not take any photos containing nudity and explicit or triggering material (e.g., self-harm), as these will not be used in the study. We also ask that you do not share photos which contain other people, as doing so requires their written consent.  
· Before your interview, you will also be asked to read the definition of an eating style. During the interview, you will be asked a series of questions based on this definition. You may wish to share photos/images to communicate your thoughts and ideas. 
· You are free to skip any questions you do not want to answer.
· The interview should take about 60 minutes.
· A summary of the findings will be made available upon request. The researcher will require your written consent to store your contact details and provide you with a written report via email once the study is completed. Your contact details will be immediately destroyed once you have been provided with this report.  


POTENTIAL BENEFITS
· You will not benefit personally from being in this study. However, we hope that, in the future, other autistic people might benefit from this study because we will learn more about aspects of how they feel about their bodies and eating. 

POTENTIAL RISKS                  
· While we expect that participating will not cause you any negative feelings during or after your participation, you may encounter a question that might make you feel uncomfortable answering. In such cases, you may take a break and/or skip any questions without penalty. 
· You may also decline to share photos or images if you feel uncomfortable to do so. This is not a requirement to take part in the study. 
· In the unlikely event that participating in this study causes you distress, you may withdraw from the study at any time without stating a reason. You are also encouraged to contact the following support services: 

Beat:
Website: https://www.beateatingdisorders.org.uk Helpline: 0808 801 0677

National Autism Society: 
Website: https://www.autism.org.uk/what-we-do/help-and-support

If you are having a difficult time following your interview and need urgent help and support, you can call the Samaritans anytime, day or night, on 116 123 or you can email jo@samaritans.org 

Alternatively, Shout 85258 is a free, confidential 24/7 text messaging support service for anyone who needs support.


PRIVACY AND CONFIDENTIALITY	
· In relation to this specific study, we need to make you aware that Anglia Ruskin University (ARU) are in sole control over the research and will be responsible for the personal data you give to us. We will be asking you for the following information: 
· Personal data: Age, experiences, and opinions 
· Sensitive: Racial/Ethnicity data, health 
· The data collected from your interview will be kept confidential and there is minimal risk of revealing your identity and the associated data you provide. Your confidentiality will be protected to the maximum extent allowable by law. The researchers, the MSU Human Research Protection Program and ARU will have access to the research data. Your data may be made publicly available, but any data made available will have any potentially identifying data removed to protect your confidentiality. 
· We will assign a random pseudonym (i.e., a fictional name) to your data. No identifying information will be stored with the responses you provide. Thus, the researchers nor anyone else will be able to link data to you.
· Your anonymized data will be stored on a secure ARU Microsoft OneDrive in a password-protected, end-to-end encrypted file. This may be shared among strictly authorized research team members; however, no information will be linked back to you.
· In cases where you wish to share your photographs/imagery electronically, the researcher will provide you with a password-protective, end-to-end encrypted file on the ARU Microsoft OneDrive to upload your images. This file and all uploaded data will be destroyed immediately once your interview has ended. 
· The results of this study may be published or presented at professional meetings, but your identity will remain strictly confidential through anonymization.
· Your data will be processed under the terms of UK data protection law (including the UK General Data Protection Regulation (UK GDPR) and the Data Protection Act 2018). All data will remain in the European Economic Area (EEA) i.e., EU member states and also Iceland, Liechtenstein and Norway. To ensure compliance with the UK data protection law, you will be given a unique participant number for anonymity. 
· Qualtrics’ Privacy Policy can be found here: https://www. Qualtrics.com/privacy-statement/ and the data will be held by the survey provider.

YOUR RIGHTS TO PARTICIPATE, SAY NO, OR WITHDRAW   
· You have the right to withdraw from participating in the research. You can stop at any time after your participation has already started. There will be no consequences if you stop. You will not lose any benefits that you normally receive.

COSTS AND COMPENSATION FOR BEING IN THE STUDY	
· Participants who take part in this study will receive a £25 Amazon voucher upon completing the interview. This will be received via email using the contact details you provide to the researcher. 
· Please do not complete this survey if you do not meet the eligibility criteria listed above. If you have not contacted the lead researcher of this study and have been provided the link to this survey, you should not complete this survey. To receive reimbursement for participation you MUST be registered for this study and have taken part in an interview.
· Participation in this study is voluntary. You may withdraw at any time without penalty. 

CONTACT INFORMATION 	
If you have concerns or questions about this study, such as scientific issues, how to do any part of it, or to report an injury, please contact the researcher: Blair Burnette, Ph.D. (cbb@msu.edu or 316 Physics Rd, Rm 107-D, East Lansing, MI 48824) OR Phaedra Longhurst, MSc. (pl428@pgr.aru.ac.uk). 

If you have questions or concerns about your role and rights as a research participant, would like to obtain information or offer input, or would like to register a complaint about this study, you may contact, anonymously if you wish, the Michigan State University’s Human Research Protection Program at 517-355-2180, Fax 517-432-4503, or e-mail irb@msu.edu or regular mail at 4000 Collins Rd, Suite 136, Lansing, MI 48910.

DOCUMENTATION OF INFORMED CONSENT.

By clicking on the button below, you indicate your voluntary agreement to participate in this online survey.

If you would like a copy of this form, please click here to download it in PDF form.

