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Participant Information Sheet (Patient, carer or public)
Version 2 date 05/09/2025

You are being invited to take part in a research study looking at the use of remote assessment questionnaires in NHS outpatient services

SUMMARY:
· A remote assessment questionnaire (RAQ) is a questionnaire that you complete at home (online or by telephone) in between planned appointments with your doctor, nurse or other health professional at the hospital.  
· A RAQ may ask about your health (symptoms) and / or your experience of the healthcare service and may contain other information such as who to contact if you have any problems, or when you are next due to see a doctor or nurse. 
· RAQs are increasingly being used within the NHS but different hospitals and services may use very different approaches. At the moment there is no agreement about how RAQs can be developed and used.
· We want to find out what people think about RAQs and to create some guidance on how RAQs can better support patient care.  
· We are inviting you as a patient, carer or member of the public to share your views on RAQs through taking part in any of the following activities:
· An online questionnaire about your views on RAQs (takes about 10-20 minutes)
· An online interview to get more detailed information about your views on RAQs (lasts up to an hour). Interview participants will have the option to be emailed a £15 Love2shop or Amazon voucher to thank them for their time. 
· An online survey that will be held early 2026. This is a special type of survey that is done in two parts with a few weeks between each part. It aims to get agreement on how RAQs should be developed and what should be included in them. 
· In this research study we will use information from you. We will only use information that we need for the research study. We will let very few people know your name or contact details, and only if they really need it for this study. Everyone involved in this study will keep your data safe and secure. We will also follow all privacy rules. 
· At the end of the study we will save some of the data in case we need to check it. We will make sure no-one can work out who you are from the reports we write. The information pack tells you more about this.
Read on to find out more and how you can get involved ….

What is the purpose of the study?
The GENESIS study plans to look at how remote assessment questionnaires (RAQs) are used within NHS outpatient services. It aims to explore areas where RAQs could be the same across clinical specialities and develop guidance on how RAQs should be developed and used.
What is a remote assessment questionnaire (RAQ)?
A RAQ is a questionnaire that patients complete themselves at home in between hospital visits or planned consultations. It includes questions about your health and/ or your recent experiences of healthcare. It may also include other questions and important information about your health or healthcare.
Who can take part?
You have been invited to take part as you are either a patient or carer of someone who uses outpatient services or as a member of the public.  The research will be all be online, so you will need access to a tablet, computer or mobile phone with internet to take part. 
What will happen if I take part?
We would like to invite you to share your views on the use of RAQs in outpatient care. We are collecting different information through different research activities. Taking part or not is entirely up to you. You can also decide to take part in all or just some of the activities described below. 
1. A short online questionnaire about your experience of RAQs and general views on using them in outpatient care. The questionnaire takes about 10-20 minutes to complete. 
2. An interview where we will ask you about your views on different ways of using RAQs. The interview will last up to an hour. In order to get a range of experiences we are choosing people to take part in the interviews. First, we will ask you a few questions about you and your experience of RAQs. If selected, we will contact you to arrange an interview at a time of your choosing. Before the interview we will ask you to complete an online consent form and then we will send you a link to join the video call in Microsoft TEAMS. With your permission we would like to use the auto transcribe function in TEAMS to create a record of the discussion for analysis purposes. We would also like to record the meeting in TEAMS in order to check the accuracy of the auto transcription. Once this has been checked the video recording will be deleted. All names and identifying information will be removed from the auto transcribed document before analysis. 
3. A Delphi survey to identify what type of content should be included in RAQs. This is a special kind of survey that aims to find where there is agreement between different groups of people who may have different views. The Delphi survey will ask patients, clinical teams and people who manage health information to vote on what should be included in RAQs. A few weeks later you will be asked to log back into the survey to see what the different groups felt was important.  You will then have the option to change any of your votes if you wish. Further information on Delphi surveys will be provided nearer the time or can be found here (www.genesis-study.uk) The Delphi will be held in early 2026. 
From what we learn in the questionnaires, interviews and surveys we will create guidance on best practices for developing and using RAQs in outpatient services. Findings of the study will be written up and may be published in a peer review journal or used in presentations and reports. You will have the option to receive a summary of the study results. You will not be identifiable in any publications. However, we would like your permission to include anonymised quotes. 
What do I do if I want to take part?
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To express interest in taking part in the interviews or Delphi please email a.kearney@liverpool.ac.uk.
What if I want to stop taking part?
If you do take part you can decide to stop at any time. If you decide to stop you will have the option to delete any research data that has not yet been anonymised or analysed.
What are the benefits and risks of taking part?
This is a low-risk study. For most GENESIS research activities there are no direct benefits to taking part, although we hope the study will provide information on how we can develop and use RAQs to better support patient care in the future. Interview participants will have the option of receiving a £15 voucher (Love2shop or Amazon) by email to thank them for their time. 
How will we use information about you?
We will need to use information from you for this research project. This information will include your name and contact details (where provided by you). People will use this information to do the research or to check your records to make sure that the research is being done properly. People who do not need to know who you are will not be able to see your name or contact details. Your data will have a code number instead.
The University of Liverpool is the sponsor of this research. The University of Liverpool is responsible for looking after your information. We will share your information related to this research project with the following types of organisations:
· Regulatory authorities to check research procedures have been followed.
· The GENESIS patient and public research partner team will have access to anonymised data (data that doesn’t contain names or identifiable information).
We will keep all information about you safe and secure by:
· Storing data in password protected files on a secure server within the University of Liverpool. 
· Removing any identifiable information from interview transcripts and survey responses.
· Interview data and survey responses will be identified by a number rather than by participant names. 
· Consent forms will be securely stored separate to research data.
Your data will not be shared outside the UK.
How will we use information about you after the study ends?
Once we have finished the study, we will keep some of the data so we can check the results. We will write our reports in a way that no-one can work out that you took part in the study. We will keep your study data for a maximum of 10 years. The study data will then be fully anonymised and securely archived or destroyed.
What are your choices about how your information is used?
You can stop being part of the study at any time, without giving a reason, but we will keep information about you that we already have.
You have the right to ask us to access, remove, change or delete data we hold about you for the purposes of the study. You can also object to our processing of your data. We might not always be able to do this if it means we cannot use your data to do the research. If so, we will tell you why we cannot do this.
Where can you find out more about how your information is used?
You can find out more about how we use your information:
· our leaflet (www.hra.nhs.uk/patientdataandresearch)
· by asking one of the research team
· by sending an email to a.kearney@liverpool.ac.uk , or by ringing us on 0151 7949719
· By contacting the sponsors data protection officer via email at Legal@liverpool.ac.uk

What if I am unhappy or if there is a problem?
If you are unhappy, or if there is a problem, please let us know by contacting Anna Kearney on 0151 7949719 and we will try to help. If you remain unhappy or have a complaint which you feel you cannot come to us with then you should contact the Research Ethics and Integrity Office at ethics@liv.ac.uk. When contacting the Research Ethics and Integrity Office, please provide details of the name or description of the study (so that it can be identified), the researcher(s) involved, and the details of the complaint you wish to make. The University strives to maintain the highest standards of rigour in the processing of your data. However, if you have any concerns about the way in which the University processes your personal data, it is important that you are aware of your right to lodge a complaint with the Information Commissioner's Office by calling 0303 123 1113.
Who has reviewed the study?
The study has been reviewed by the Health Research Authority (IRAS ID: 356413) and an NHS Research Ethics Committee (Ref: 25/WM/0176) who have agreed that the study in being conducted in a correct manner. 
Thank you for your time.
 If you have any questions, please contact Anna Kearney 
Phone: 0151 7949719 / Email: a.kearney@liverpool.ac.uk
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