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Participant Information Sheet 

Title of study: What are the challenges that Autistic people experience in inpatient care? Reflections and learning from the Culture of Care programme.
Organisations involved in this research: 
· Neurodiverse Connection
· National Collaborating Centre for Mental Health (NCCMH), Royal College of Psychiatrists
· Research Department of Clinical, Educational & Health Psychology, University College London (UCL)
Study team: 
· Jessica Barrett, Research Fellow, Research Department of Clinical, Educational & Health Psychology, UCL; Research Fellow, NCCMH (jessica.barrett@rcpsych.ac.uk) 
· Jill Corbyn, Founder and Director, Neurodiverse Connection (jill.corbyn@ndconnection.co.uk)
· Dr Blossom Fernandes, Research Fellow, Research Department of Clinical, Educational & Health Psychology, UCL; Research Fellow, NCCMH (blossom.fernandes@rcpsych.ac.uk)
· Lucy Gilbert, Senior Lived Experience Advisor, Neurodiverse Connection (lucy.gilbert@ndconnection.co.uk)
· Alexis Jaber, Workforce and Retention Co-ordinator, Royal College of Psychiatrists (Research Placement) (alexis.jaber@rcpsych.ac.uk)
· Eleanor O’Sullivan, Lived Experience Research Assistant, NCCMH; Honorary Researcher, Research Department of Clinical, Educational & Health Psychology, UCL (eleanor.osullivan@rcpsych.ac.uk) 
· Joanna Popis, Project Manager, NCCMH (joanna.popis@rcpsych.ac.uk)
Head of Research: Dr. Katherine Clarke, NCCMH (katherine.clarke@rcpsych.ac.uk)
[image: A group of colorful circles

Description automatically generated]
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Invitation
You are being invited to take part in a research project. Before you decide whether you would like to participate, it is important that you understand why the research is being conducted and what the participation will involve. Please take time to read the following information carefully and discuss it with others if you wish. You can ask us if anything is unclear or if you would like more information. Thank you for reading this.

What is the research project’s purpose?
We would like to better understand the experiences of Autistic people receiving care in inpatient mental health care settings, particularly inpatient wards involved in the Culture of Care (CofC) programme. To achieve this, we will be holding focus groups with staff members to reflect on the results reported in the CofC patient experience surveys.
Using the CofC survey data, we will examine the differences and similarities in experiences of Autistic people compared with non-Autistic people. Through the staff focus groups, we hope to deepen the understanding of the different experiences reported in the survey data. 

Who is doing the research?
The study team is made up of people with lived experience of Autism and/or mental ill health, some of whom are also researchers, a project manager, and research staff.
The focus groups will be facilitated by Jill Corbyn and Eleanor O’Sullivan.
· Jill Corbyn is Founder and Director of Neurodiverse Connection. They have written several papers about supporting Autistic individuals and considering and meeting sensory needs in a variety of settings and led on the development of NHSE’s Sensory Friendly Ward Principles. They have worked with community and inpatient services to support the development and implementation of Autism-informed practice. They have lived experience as an Autistic person and of inpatient care.
· Eleanor O’Sullivan is a Lived Experience Research Assistant at the NCCMH. She has previously worked with charities researching gendered discrimination in employment and developed research into co-production methodologies with a disability rights collective. She has lived experience of mental health issues and as a service user.

Why have I been chosen to take part?
We have invited you to take part in the focus group as you are working within the CofC programme. We are hoping to gain insights from the following groups of people:
· Members of the Autistic Lived Experience CofC delivery team (including those from the NCCMH, Black Thrive Global, Neurodiverse Connection, and the National Confidential Enquiry into Suicide and Safe Care)
· Autistic staff in Lived Experience roles working within the 58 NHS Trusts that are part of the CofC Programme, and 
· Non-Autistic ward staff.
We would value your thoughts and reflections from your experience of working within the CofC programme and, if applicable, your own lived experience as an Autistic person and/or lived experience of inpatient mental health care. 
Participating in the focus group is voluntary. If you choose not to participate, it will have no impact on your current work or your role in the CofC programme.
We are running 3 focus groups, one for each of the listed staff groups. You will be in a group of around 6-10 participants. If we receive greater interest than the number of focus group places, we will select participants at random and send email notifications to all who have registered interest. You will be contacted no later than Tuesday 17th February 2026.

When will the focus groups take place?
You will be invited to one of three focus groups. The focus group sessions will take place on Microsoft Teams at the following times:
· Autistic Lived Experience CofC Delivery Team: Wednesday 11th March 2026, 1pm-2:30pm
· Autistic Lived Experience staff (exc. Delivery Team): Wednesday 18th March 2026, 1pm-2:30pm
· Non-Autistic ward staff: Wednesday 25th March 2026, 1pm-2.30pm

What will happen in the focus group?
The focus group will be approximately 1.5 hours in duration and will take place online, via Microsoft Teams. You will receive an agenda prior to the focus group containing detailed information on what will be involved. You will also be contacted regarding your accessibility requirements before the focus group takes place.
Before the focus group, you will also have the option to meet the study team via a Microsoft Teams call. On this call, you can hear more about the project and ask any questions you may have. The details of this option will be available closer to the time.
During the focus group, participants will reflect on the CofC patient experience survey results and share experiences that are important to them. The topic areas will be centred on the following 12 areas from the survey: lived experience, safety, relationships, staff support, equality, avoiding harm, needs led, choice, environment, things to do, therapeutic support, and transparency. Participants will initially be asked whether the survey results are unexpected or not, and why. Following this, the flow of the discussion will be led by participants.
You are encouraged to share as much or as little as you are comfortable with and are under no obligation to share anything you are unsure about. We encourage you to consider what you are comfortable discussing and how this may affect you, both in the moment and after you have shared it. You can choose what you share, and you have control over this. For more support on understanding personal boundaries, please see Neurodiverse Connection's 'Understanding Boundaries' guidance.
The online meeting will be facilitated by two members of our team (Jill Corbyn and Eleanor O’Sullivan) and will be audio and video recorded using the Microsoft Teams record and transcription function. Recordings will be used to ensure that the transcripts are accurate. Video will also be recorded as audio alone cannot be recorded via Microsoft Teams; however, you are able to turn your camera off if this is more comfortable.
We will have planned breaks during the meetings, and you can also take breaks at any point without having to ask or explain. There will be a quiet space available in a virtual room within the Teams call, which will be hosted by a member of the study team.
There will be an option to join a debrief space after the session for psychological support. This will be a Teams call facilitated by an NCCMH staff member, lasting 30-60 minutes after the focus group, allowing people to share any concerns or reflections before the session ends. Hosts for the quiet space and debrief session will be confirmed when focus group session details are finalised.
You will also have the option to send further reflections by email (or have a one-to-one video call session with the facilitators) up to 14 days after the focus group.
You will have the opportunity to withdraw consent from the study, and/or to ask for any or all of your own quotes to be removed, up to 2 weeks after the focus group has taken place. You may, however, request the deletion of your personal data from the study (e.g. name, contact details) at any time. For more details on how your information will be used, please read the section titled What will happen to my information? 
What are the possible benefits and disadvantages to taking part?
We hope that this work will contribute to research exploring Autistic people’s experiences of inpatient mental health care, encouraging reflection on how to better consider and address the needs of Autistic people. We also hope that this work will add to the visibility of Autistic voices and perspectives in research and mental health care.
There may be discussion of topics and experiences that could be distressing, especially for those with lived experience of the circumstances being discussed. We encourage everyone to only contribute what they feel comfortable with, to take breaks at any point during the focus group, if required, or to make use of the virtual quiet room if the discussion is causing distress. We also encourage use of the debrief time after the session and private discussion with anyone from the study team for further support.

[bookmark: _Ref215754331][bookmark: _Ref211417992]What will happen to my information?
All information collected during the study will be stored on a secure, encrypted server hosted by the Royal College of Psychiatrists. All files will be password protected and accessible only to the study team. Any personal and identifying information (such as names, email addresses, job titles), will be stored separately from information shared in the focus group to preserve anonymity.
Please note that we will also be collecting demographic data and may include this as summary data (averages or totals) in the final report. You will have the option to select ‘prefer not to say’ on every question if you are not comfortable sharing this information.
Recordings of the focus group will be used for transcription checking only. Only the study team will have access to recordings as these will be locked by password encryption. Audio and video recordings will be securely deleted after transcription and analysis. Transcripts will be held for 5 years after the study, after which they will be deleted.
The information that you share in the focus group will be thematically analysed with the support of a qualitative data analysis software called N-Vivo. The Lived Experience members of the study team will play an integral part in the analysis and understanding of the themes from the focus groups. The themes and quotes you provide will be used in a report which we plan to publish in an academic journal. We may also present the research findings at meetings and conferences. We may use direct quotes or paraphrased items of discussion. We will ensure that no personal information that could identify you is included in the final report, unless you have requested to be named as a contributor.
Our hope is that this report will feel reflective of the conversations and views of the focus group attendees. Before publication, we will share a draft of the report to all participants and invite feedback from you to check and challenge the accuracy of how views are represented.
If you choose to withdraw your consent from the study, your quotes will not be analysed or included in any publications, however your ideas may have prompted discussion or similar contributions from other participants. In this case, we will ensure that any of your identifying data will be removed from other participants’ quotes, but the general theme of that discussion will remain in our analysis and reports. 
If you request for your personal data to be removed from the study (e.g. name, contact details), this data will be securely deleted. If you have any questions or concerns during or after this timeframe, please contact the study team to discuss.
Further details on data protection can be found in the section titled Local Data Protection Privacy Notice.
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Yes, you will be anonymous in the final report (i.e. your name will be replaced with a pseudonym, and any identifiable details will be removed), unless you have requested to be named as a contributor. If you would like to be named in our final report, please request this by contacting Joanna (joanna.popis@rcpsych.ac.uk).
Because this is a focus group, complete confidentiality cannot be guaranteed as other participants will hear what you have shared. All participants will be reminded to respect each other’s privacy and to not share information outside the group without explicit permission from the person who shared it. 
When sharing, please think about how things you share may include information that could inadvertently identify you or others, even with specific details, such as names, removed. For example, sharing an experience that could have only taken place in a specific environment at a certain time might make it easy to identify those involved.
Please note that while your personal information (e.g. your name, contact details) will be stored securely and only accessible to the study team, if someone appears to be at risk of harm to themselves or others we may be required to break confidentiality to ensure the CofC safeguarding procedures are followed. We will always aim to have a conversation with those involved before escalating this. If you would like access to a copy of our safeguarding policy, please contact Joanna at joanna.popis@rcpsych.ac.uk.

Who is funding the research? 
This piece of work has not received separate funding or sponsorship, but additional costs are covered by the CofC Quality Improvement Programme delivery budget. 

Will I be paid to participate?
We anticipate that those in staff roles will contribute to this study as part of their paid employment, i.e., they will not be paid by the study team for their time. If you are not in a paid role or you are not able to contribute during your normal working day, we will provide £40 in vouchers for the 90-minute focus group (and optional debrief space) as a thank you for contributing. Please let us know ahead of the session if you are unsure or not able to take part within your current role. 

What happens next?
If you have read all the information and would like to take part, please register your interest via the Microsoft Form. If selected to take part in the study, you will be sent a consent form to complete and return to the study team.

Who can I contact if I have questions or concerns?
If you have any questions about the study design, delivery, results or your participation please contact:
· Jill Corbyn, Founder and Director, Neurodiverse Connection (jill.corbyn@ndconnection.co.uk)
· Joanna Popis, Project Manager, NCCMH (joanna.popis@rcpsych.ac.uk)
If you would like to raise a complaint or felt a concern was not handled properly, please contact:
· Tom Ayers, Director, NCCMH (tom.ayers@rcpsych.ac.uk) 
For queries about personal data and information, please read the Local Data Protection Privacy Notice below.

[bookmark: _Ref211421590]Local Data Protection Privacy Notice
The data controller for this project will be the Royal College of Psychiatrists. The Royal College of Psychiatrists’ Data Protection Officer provides oversight of College activities involving the processing of personal data. The Royal College of Psychiatrists is responsible for complying with all data protection principles, as outlined in its privacy policy. This includes keeping the data secure, ensuring it is used only for the agreed purposes, and responding to any requests you may have about your rights.
The categories of personal data used will be as follows: job role (if applicable) and type of ward worked on (if applicable), and demographic data (e.g. age, gender, ethnicity, sexuality, neurotype). The lawful basis that would be used to process your personal data will be performance of a task in the public interest. The lawful basis used to process any special category personal data provided (e.g., health related) will be for scientific and historical research or statistical purposes. 
Your personal data will be processed so long as it is required for the research project, after which it will be securely deleted. Only research data (summary demographics and pseudonymised transcripts) will be held on the secure, encrypted server for 5 years. We will endeavour to minimise the processing of personal data wherever possible. 
If you are concerned about how your personal data will be processed, or if you would like to speak to someone about your rights, please contact the Royal College of Psychiatrists Data Protection Officer at dataprotection@rcpsych.ac.uk.
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