What factors affect families' abilities to access Educational Health Care Plans for Special Educational Needs and Disabilities children in Manchester?

Participant information sheet 
You are being invited to take part in research for a dissertation at the University of Manchester that aims to discover and explore the factors that affect families' ability to access Educational Health Care Plans (EHCPs) for their children with Special Educational Needs and Disabilities (SEND) in Manchester, using both statistical analysis of government data, alongside a focus group with parents of children with SEND, to understand lived experiences and explain trends in data.
Before you decide whether to take part, it is important for you to understand why the research is being conducted and what it will involve. Please take time to read the following information carefully before deciding whether to take part, and discuss it with others if you wish. Please ask if there is anything that is not clear or if you would like more information. Thank you for taking the time to read this.
About the research
Who will conduct the research?
Imogen Ellis from the School of Social Sciences at the University of Manchester 
What is the purpose of the research 
This research project is being conducted for the purposes of completing an undergraduate dissertation in sociology at the University of Manchester.
Through this research I am aiming to gain a holistic view of the different barriers faced by families when obtaining an EHCP and experiences in the system once they have. Factors could include but are not limited to; gender, ethnicity, age of child, type of disability or socioeconomic position, as well as difficulties understanding and filling out paperwork to the struggles in the process of tribunals or appeals. 
I believe a focus group with parents of children who have plans will be most effective at uncovering real lived experiences. You are being asked to take part in this research because you are a parent from the Manchester Parent Carer Forum, and are passionate about this topic and willing to make their voices heard and share their experiences. Or you have been suggested as someone who might be interested in taking part in the project by someone who knows you. 
Am I suitable to take part?
All participants must be:
· Over the age of 18
· living in Manchester
· have a child/ children with an EHCP under Manchester City Council 
· give consent. 
Will the outcomes of the research be published?
No, the research will not be published. 
Who has reviewed the research project?
The project has been reviewed by the School of Social Sciences Research Ethics Committee. 


What would my involvement be?

What would I be asked to do if I took part?

First you will be given a consent form to read through and sign if you agree with it and are happy to take part.

A focus group is a group conversation, structured and guided by me. The focus group will be semi-structured so I will have some preset questions you will answer in a questionnaire. We will then move over to a discussion which will be an open discussion, prompted by questions from me, so if there is anything particular that you want to bring up you can. Additionally I may ask follow up questions to responses given to explore topics more deeply. 

The focus group can take place either online (over Zoom or Teams) or on campus at the University of Manchester depending on what works better for the majority of the participants. The focus group will likely last between an hour and an hour and a half. 

The focus group will be audio recorded, this audio will then be transcribed into a text file, with your name being replaced with a pseudonym, as will all other names and identifying information, and the original audio will be deleted.

I will keep the focus group confidential, and whilst everyone will be asked to do the same, I cannot personally guarantee the discretion of other participants.

It is possible that talking about this issue might cause you some distress or discomfort. You have the freedom to choose what you talk about and what you do not talk about. Participants will not be expected or requested to discuss anything that is sensitive to them that is likely to cause significant distress or discomfort. As a participant, you can choose not to answer any question that might cause distress for you.

There will be no additional follow up focus groups after the completion of the first one.

Will I be compensated for taking part?

There will be no compensation, this is a voluntary project. 

What happens if I do not want to take part or change my mind?

It is up to you to decide whether or not to take part. If you wish to, please email me (imogen.ellis@student.manchester.ac.uk). If you do decide to take part you will be given this information sheet to keep and will be asked to sign a consent form. If you decide to take part you are still free to withdraw at any time without giving a reason and without giving and without detriment to yourself. However, it will not be possible to remove your data from the project once it has been anonymised, I will not be able to identify your specific data. This does not affect your data protection rights. If you decide to not take part you do not need to do anything further.

The interviews will be audio recorded so they can be transcribed afterwards for analysis. If you become uncomfortable with this at any time you can withdraw and we can stop the interview, or you can take a short break.

Data Protection and Confidentiality

What information will you collect about me?

In order to participate in this research project I will need to collect information that could identify you, called “personal identifiable information”. Specifically we will need to collect: 
· Name 
· Email address
· Self identified class 
· Record of consent
· A recording of your voice during the interview 
· Demographic information e.g. gender of child, ethnicity, primary need type, etc. 


Under what legal basis are you collecting this information?

I am collecting and sorting this personal identifiable information in accordance with UK data protection law which protects your rights. These state that we must have a legal basis (specific reason) for collecting your data. For this study, the specific reason is that it is “a public interest task’ and “a process necessary for research purposes”. 

What are my rights in relation to the information you will collect about me?

You have a number of rights under the data protection law regarding your personal information. For example you can request a copy of the information we hold about you, including the audio recordings.

If you would like to know more about your different rights or the way we use your personal information please consult our Privacy Notice for Research. 

 Will my participation in the study be confidential and my personal identifiable information be protected?

In accordance with data protection law, The University of Manchester is the Data Controller for this project. This means that we are responsible for making sure your personal information is kept secure, confidential and used the only way you have been told it will be used. All researchers are trained with this in mind, and your data will be looked after on the following ways:
· Participants will be given an assigned ID only the researcher knows (also known as being pseudonymised)
· Manchester City Council as the local authority that my research is being conducted in will be named but all other identifying information will be removed. 
· Once the interview is fully transcribed and anonymised the original participant information (name, email address and any other personal information) will be deleted.
· Once the transcript has been fully anonymised it will no longer be possible to retract your data from the study.
· Interview data and consent forms will be held on University of Manchester devices and stored for 5 years. It will then be destroyed
· Data will be transferred as soon as possible from recording devices to the UoM OneDrive, a secure encrypted cloud system. The data itself will be password protected in an Excel Sheet or in Word files. Recordings will be transferred from the audio recording device as soon as possible after collection. The data will be deleted from the audio recording device once it has been transferred to UoM OneDrive.
· Your contact details will not be stored for any future studies
· All personal identifiable data will be removed from the final transcripts
· If the interview takes place over Zoom or Teams;  your personal data will be processed by [Microsoft/Zoom]. This may mean that your personal data is transferred to a country outside of the European Economic Area, some of which have not yet been determined by the United Kingdom to have an adequate level of data protection. Appropriate legal mechanisms to ensure these transfers are compliant with the Data Protection Act 2018 and the UK General Data Protection Regulation are in place. The recordings will be removed from the above third party platform and stored on University of Manchester managed file storage as soon as possible following the completion of data collection.
· An anonymised bullet point summary of findings, with no direct quotes, will be given to Manchester City Council after the dissertation is finished. 

Please also note that individuals from The University of Manchester or regulatory authorities may need to look at the data collected for this study to make sure the project is being carried out as planned. This may involve looking at identifiable data.  All individuals involved in auditing and monitoring the study will have a strict duty of confidentiality to you as a research participant.

What if I have a complaint?

Contact details for complaints

If you have a complaint that you wish to direct to members of the research team, please contact: maisie.tomlinson@manchester.ac.uk 

If you wish to make a formal complaint to someone independent of the research team or if you are not satisfied with the response you have gained from the researchers in the first instance then please contact: The Research Ethics Manager, Research Office, Christie Building, The University of Manchester, Oxford Road, Manchester, M13 9PL, by emailing: research.complaints@manchester.ac.uk or by telephoning 0161 306 8089.

If you wish to contact us about your data protection rights, please email dataprotection@manchester.ac.uk or write to The Information Governance Office, Christie  Building, The University of Manchester, Oxford Road, M13 9PL at the University and we will guide you through the process of exercising your rights. 

You also have a right to complain to the the Information Commissioner’s Office about complaints relating to your personal identifiable information  Tel 0303 123 1113


Contact details 

If you have any queries about the study or if you are interested in taking part then please contact the researcher (Imogen Ellis) under Imogen.ellis@student.amchester.ac.uk. 
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