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	Lay summary of the project (intended purpose, design, and outcomes, suitable for a non-academic audience)  (200 words max)  
The purpose of this research is to investigate the lived experience of young people with non-epileptic seizures, their diagnosis, terminologies used and  treatment post diagnosis, whilst also gaining an insight into the perceptions of their parents and the knowledge and understanding of the disorder by professionals working with young people. 
Topics to be explored include; Inconsistent terminology’s, length of time to diagnosis, treatment and whether young people feel supported throughout their illness, post diagnosis in their educational settings and by their peers. Also seeking parental perspectives of their experience of caring for a young person with non-epileptic seizures and the navigation of the health and education systems. Additionally, exploring the knowledge and understanding of the disorder by professionals in contact with young people in order to inform, educate and raise awareness. 
This research will be a small scale non-experimental qualitative study utilising Thematic Analysis of fifteen participant verbatim interviews.
Outcomes include young people’s experiences of  NES and the disparity between differing terminologies, variable support services and ongoing care. Whether parents feel supported and the amount of knowledge and understanding of the disorder by professionals who work with young people such as teachers, pastoral carers, university councillors and healthcare workers.







	Background literature review  Why is the project necessary, what psychological theory is the research question based upon and what empirical evidence has informed this proposal. (500 words max)  

1 in 6 children and young people suffer with a diagnosable mental health disorder with a noticeable increase post Covid-19 pandemic (Welsh Government, 2024). Included in this is non epileptic attack disorder (NEAD) or functional seizures. However, although data on adults indicates a prevalence of 2-30/100,000 and nearly half of patients arriving in emergency care with suspected serious epilepsy later diagnosed as having non-epileptic seizures (NHS, 2017), no reliable data exists for  young people, as too their outcomes (Appleton, 2022). 
Non-epileptic seizures (NES) are often referred to as psychogenic non-epileptic seizures (PNES), dissociative seizures, non-epileptic attack disorder (NEAD) or functional seizures, which fall under the wider term of conversion disorder (Loewenberger et al., 2021a; Rawlings, Brown and Reuber, 2018). For the purpose of this study seizures shall be referred to as non-epileptic.
Caused by underlying stress or trauma which can be either psychological or physical, the body gives a physiological response in the form of somatic symptoms, often replicating medical disorders such as epileptic seizures (Doss and Myers, 2023), changes in behaviour or consciousness. However, the seizures do not co-occur with any electrophysiological changes in the brain (McWilliams et al., 2017). In previous centuries NES have been termed as psychogenic, pseudo and even hysteria implying an element of ‘faking it’ or deliberate effect. Although these terminologies are still used by some professionals today, the inconsistency and ambiguity of a diagnosis of any of the above terminologies can lead a person feeling offended and left in limbo, neither  treated by neurology or psychiatry (Loewenberger et al., 2021b). 
Prior to lengthy correct diagnosis and due to the similarity in presentation, NES’s are often misdiagnosed as epilepsy which can lead to damaging medical intervention resulting in increased seizures from unnecessary anti-epileptic drugs and traumatic hospitalisation (Dunn et al., 2019). Therefore, knowledge and understanding by professionals of aetiologies and symptomologies  of NES are essential for timely diagnosis and correct treatment (Morgan and Buchhalter, 2019).
Interest in the experience and perception of those living with a seizure disorder and those who care for them is increasing due to the invaluable insight which can be given (Rawlings, Brown and Reuber, 2018). Additionally,  the implications on future diagnosis, treatment and outcomes (Reuber and Rawlings, 2016). However, there is little research into non-epileptic seizures in the paediatric population and although research has been done into the experiences of children and families living with epilepsy there is only one qualitative study (Karterud, Risør and Haavet, 2015) which examines the receiving of a diagnosis of NES for young people (14-24 years) (McWilliams et al., 2016). Therefore, this study aims to explore the experiences of young people with NES, the perceptions of their parents and the understanding of professionals who work closely with them.
























	Proposed methodology: Please describe your study design under the following headings: 
(1,000 words max)
· Study design and justification
· Target population and participant recruitment strategy
· Data collection method and justification
· Primary and secondary outcome measures/main research questions if qual 
· Planned analyses  


Study design and justification 

The research carried out will be a non-experimental small scale qualitative study utilising thematic analysis of 15 semi structured interviews. Qualitative research allows the researcher to acquire a deeper understanding of the context and experience of the participants. Asking the ‘how’ and ‘why’ of an experience, which sometimes cannot be put into numbers, expands current knowledge and extends literature on the topic (Islam and Aldaihani, 2022). 

Target population and participant recruitment strategy
The intended participants amount to 15; 5 young people (aged 18-24) diagnosed with or awaiting diagnosis of a non-epileptic disorder,  5 parents of the young people and 5 professionals working with young people either in an educational or healthcare setting such as; counsellors, pastoral carers, mental health nurse and teachers.
Intended participants will be recruited via social media followed up with email or letter (Figure A1) from a knowledge base of young people (18-24 years) already diagnosed with non-epileptic attack disorder/dissociative seizures/ functional seizures, or some other relative name, or going through a process of diagnosis, or in recovery. Their parents shall also be invited to participate.
Professionals working with young people shall be recruited via email or letter (Figure A2) through a local  health department,  university well-being team, local secondary school, college, integrated autism service (IAS) and local counsellor directory.
Invitations to participate shall be worded in relation to the participant. Letters to professionals shall be worded using ‘mental health disorders’ not non-epileptic seizures. This enables the researcher to gauge the professionals baseline knowledge and understanding of non-epileptic seizures without any pre interview research.
Data collection method and justification
Data shall be collected through semi-structured interviews of between 7-10 open-ended questions lasting 30-45 minutes. Using semi-structured interviews for qualitative data enables a more natural conversation rather than a questionnaire style. This allows the researcher to collect data relating to the topic involving relationships, thoughts, opinions, feelings and emotions and aids flexibility when questioning (Elhami and Khoshnevisan, 2022).
Interviews shall be carried out either face-to-face or online using Microsoft Teams whichever is more convenient for the participant. For young people Interviews will comprise of open-ended questions relating to the young person’s lived experience of having NES’s, how they present and, if known, how they are triggered, how long the diagnosis took and what the diagnosis was, their treatment and support systems and how they have perceived other people’s knowledge and understanding to be of the disorder. For example: Questions to young people, although not definitive, could include: When and how did your seizures start? Could you explain to me what they look and feel like and how long they last? Can you tell me about the process of your diagnosis and how was the disorder explained to you? How has having non-epileptic seizures affected your life and how are you supported? 
Questions for parents shall be related to their experience of recieving help and support and the navigation of the health and education systems as well as their understanding of the disorder and how it has changed their own life.
Interviews for professionals will relate to their experience of mental health disorders in young people leading onto questions regarding  their knowledge  and understanding of dissociation and non-epileptic seizures and what their policies and procedures are for a young person who may have a NES whilst in their care. Examples such as these:  What kind of contact do you have with young people with a mental health disorder? And can you explain to me your understanding of non-epileptic seizures? How would you support a young person in your care who was having a non-epileptic seizure?

Primary and secondary outcome measures/main research questions if qual.
Primary outcomes are to examine the lived experience of young people(18-25) with non-epileptic seizures with regard to diagnosis, treatment and mechanisms of support. The perceptions of their parents when caring for a young person with NES and the knowledge and understanding of professionals who work closely with them.
Secondary outcomes are to inform key ideas for further research development and psychoeducational tools for the education and understanding for patients, parents and professionals in the field of non-epileptic seizures in children and young people in Wales.

Planned analysis.
When analysing and interpreting qualitative data, thematic analysis provides an informative and uncomplicated method. A systematic procedure of six stages aids in generating patterns of codes and themes for qualitative research in a flexible and theoretically sound way therefore enabling varying types of research questions and creation of meaning generation. (Braun and Clarke, 2006; Clarke and Braun, 2017).
For the purpose of this study, hard copies of the interviews will be printed, and notepaper and pen used for the first stage of familiarisation. Reading through all the interviews, a deeper level of understanding can be gained. Thoughts, feelings and observations of the participants verbatim text will be noted by hand. A second read through will gain further understanding of each participant’s individual experience. Additionally noting as the reader, one’s own response. 
The second stage, Braun and Clarke (2006) title as generating initial codes. This means reading the entire data in a systematic fashion collating interesting features or codes. This will be achieved by using highlighter pens and a pencil to make notes in the margin, reading line by line, re-reading and marking each area of interest or code which stands out in relation to the research topic. A list of  variable codes will then be generated for stage 3 by overviewing all the data.
For generating themes (the fourth stage) and reviewing the themes (the fifth stage) a map of the variable codes will be constructed.  looking for broader themes, rather than detailed codes and using the additional notes in the margins, a clustering of similar codes into areas of interest can be developed into themes. When reviewing the themes, the interviews may be re-read to find any detail or codes missed.
By the end of stage five, there will be clearly defined themes which can be understood by the reader of the thematic analysis research report, and these can be transposed into a thematic analysis results table ready to be discussed at stage six (the write up of the report).





































	Main Ethical considerations (500 words max) 

Ethical considerations for this study shall follow The British Psychological Society (BPS) guidelines. Participants shall be informed as to the validity and necessity for the research and that their participation is voluntary. Informed consent shall be sought in writing (Figure A3, A4). All participants shall be over 18 years old therefore parental consent will not be required. The right to withdraw at any point during the research shall also be made clear. General Data Protection Regulations (GDPR) shall be adhered to. Personal data if written will be kept in a safe secure cupboard and if stored digitally, laptops used shall be password protected and UWTSD student accounts kept private. Confidentiality and anonymity of participants and any information shared will be assured and of paramount importance. All Dictaphone interviews will be transcribed and then deleted as too Microsoft Teams interviews.
Due to the vulnerability of participants with non-epileptic seizures and taking into consideration any triggers or potential for harm, participants shall be informed that they are able to stop the interview at any point, take a break or reconvene at a different time or date. Direct feedback post interviews shall be given, and a copy of the transcribed interview shall be offered. A timeline of results will be made available and full dissertation shall be communicated for overall feedback when finalised.

	What are the expected outputs from this project?  How could the results of this study help your target population? What if anything will you produce from this study?  What is the potential real world impact of this study and how could you evidence this?  (200 words max)

Examining young people’s experiences of living with NES, their parents perceptions and the possible disparity between their experience of differing terminologies, support services and ongoing care. Additionally, the  knowledge and therefore understanding of the disorder by professionals who work with young people such as teachers, pastoral carers, university councillors and healthcare workers. Enabling young people to voice their own experiences in their own language provides an opportunity for them to be heard and for policy makers and those with authority on the disorder to listen and attend.
 Young people’s experiences of having a non-epileptic disorder and the possible lack of knowledge from primary health carers and other professionals they have contact with, could warrant further investigation and the development of an educational tool addressing NEAD, PNES, NES, FS , DS for all sectors involved in children and young people’s health, well-being and education.
The potential impact of this research from new findings may inform  further research and development in the field of non-epileptic seizures in children and young people and could lead to larger scale study within Wales including:
· The experiences of children and young people with non-epileptic seizures.
· The perceptions of parents caring young person with non-epileptic seizures.
· The understanding of non-epileptic seizures from professionals working with children and young people.
· Autism and Non-epileptic seizures: Sensory overload and dissociation. 


	Timescales for project completion (not included in the word count if a table/chart but MUST be completed) (Please produce a Gantt chart or table indicating the proposed timescales for the project)
Proposed dissertation timeline.



	Monthly Timeline 2024

	Progress

	July  29th
         29th 
	Dissertation proposal submission Done
Data search tutorial with Alison at the library.
Invitation to participate letters Done
Consent forms Done


	August 1st- 31st
	Work on Systematic literature review


	September 1st -
	Work on Ethics form
Ethics form submission tbc


	October
	

	November
	

	December
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Please provide as appendices to this document any proposed scales, draft participant information, analysis protocols etc.  For your first submission of this proposal (prior to confirmation of your supervisor and approval of the broad idea) the submission of additional information may help us make a clearer judgement about the potential scientific merit and methodological soundness of your proposed project.



Appendix



Figure A1. Invitation letter to participate (young person/parent).


Dear Invitee

My name is Alison Upstill. I am a master’s student at University of Wales Trinity Saint David (UWTSD). I am kindly requesting your participation in a research study that I am conducting titled: 

The lived experiences of young people with non-epileptic seizures (NES), the perceptions of their parents and the understanding of professionals: Terminology, diagnosis and treatment: A qualitative study.    
  
The intention is to examine the experiences of young people who have or have had non- epileptic seizures, differences in diagnosis terminology, treatment and aftercare. Also, the perceptions of parent’s or caregivers when caring for a young person with NES and their experience of parental support. Additionally, I will be seeking the understanding of the disorder by those professionals who work closely with young people ie, teachers, pastoral carers, therapists, well-being officers and healthcare professionals.

The study involves completing an interview either face-to-face or online where a range of open-ended questions will be asked requiring as much detail as possible from you about your lived experience. For professionals, an alternative range of questions relating to their possible contact with and knowledge and understanding of the disorder will be sought.

Participation in the study is completely voluntary and you may withdraw from the study at any point. The study is also completely anonymous.

If you would like to participate in this study please read the informed consent letter attached, sign, and return to me either by email or return post in the envelope provided.

Your participation in this research will be greatly appreciated and important in assisting in the education and understanding of this little-known disorder in order to inform and provide positive, consistent experiences for young people’s care.

Thank you for your time and participation.

Kind Regards

Alison Upstill, BA Hons, M.A. student, UWTSD

Figure A2. Invitation to participate (professional).




Dear Invitee

My name is Alison Upstill. I am a master’s student at University of Wales Trinity Saint David (UWTSD). I am kindly requesting your participation in a research study that I am conducting on mental health disorders in young people aged 18-25.

The intention is to examine the experiences of young people who have or have had a diagnosis of a mental health disorder and differences in diagnosis terminology, treatment and aftercare. Also, the perceptions of parent’s or caregivers when caring for a young person with a mental health disorder. Additionally, I will be seeking the understanding of mental health disorders by those professionals who work closely with young people ie, teachers, pastoral carers, therapists, well-being officers and healthcare professionals.

The study involves completing an interview either face-to-face or online where a range of open-ended questions will be asked requiring as much detail as possible from the young person with the lived experience. For professionals, an alternative range of questions relating to their possible contact with and knowledge and understanding of mental health disorders will be sought.

Participation in the study is completely voluntary and you may withdraw from the study at any point. The study is also completely anonymous.

If you would like to participate in this study please read the informed consent letter attached, sign, and return to me either by email or return post in the envelope provided.

Your participation in this research will be greatly appreciated and important in assisting in the education and understanding of mental health disorders in young people in order to inform and provide positive, consistent experiences for young people’s care.

Thank you for your time and participation.


Kind Regards

Alison Upstill, BA Hons, M.A. student, UWTSD


Figure A3. Letter of Consent (young person/parent)


You are invited to take part in a research study about your experience of having non-epileptic seizures with regards to the process of diagnosis, terminology used, treatment and support, additionally the understanding of others. As the researcher I am inviting those between the age of 18-25 awaiting a diagnosis, with a diagnosis of, or in recovery from non-epileptic seizures. This form is part of the process called ‘informed consent’ and gives you the opportunity to understand what this study entails before deciding whether to take part.

Background information

The purpose of this study is to examine if there is disparity between the lived experience of young people with non-epileptic seizures, the perceptions of their parents and the knowledge and understanding of those professionals they may have contact with.

Procedure

If you agree to take part in this study, you will be asked to:

· Complete a brief demographic description including: Age, what stage you are at in your diagnosis; Diagnosed, awaiting, what is your diagnosis? How long have you been having your seizures?
· Participate in a recorded interview lasting approximately 30-45 minutes. This can be online or face-to-face. The interview will consist of 7-10 semi structured open-ended questions whereas much detail can be given as possible regarding your experience of having non-epileptic seizures.

Voluntary nature of the study:

This research study is completely voluntary, there will be no reimbursement or payment for time. Your decision as to whether or not you wish to participate will be completely respected. This study is completely anonymous, no one will know if you did or did not participate. If you decide to participate now, you can always change your mind at a later date. You may withdraw at any time.

Risks and Benefits of participating in the study:

This type of study may present some element of emotional discomfort whilst relaying the experiences of your disorder. If this is the case and any element of this study is found to be triggering, the interview may be stopped and continued on a date which is convenient for you.
The benefits of this study include voicing your thoughts and concerns regarding the process of your diagnosis and the treatment and support you have received. This study aims to examine any disparities or positives between  your experiences as a young person with non-epileptic seizures and the knowledge and understanding of professional adults you may have encountered.


Privacy

Any information you provide will be kept anonymous. All contact details will be kept confidential as required by General Data Protection Regulations (GDPR) and recorded interviews will be deleted once verbatim text is transcribed. Data will be kept secure by password protection. Your personal details will not be used for any purpose other than this research project and your name or anything else which could identify you will not be included in any of the research data. Feedback from interviews, results and the research report will be made available to you if requested on completion approximately February 2025.

Contact and Questions

If you have any further questions with regards this research please feel free to contact me, Alison Upstill, via alupstill@gmail.com.
Please print and save a copy of this consent form for your records

Statement of Consent

I have read the above information, and I understand the study in order to make a decision as to my participation. I understand and agree to the terms described above.


Please sign ----------------------------------------     Date ----------------



Figure A4. Letter of Consent (professional).


You are invited to take part in a research study about the experience of young people with a mental health disorder and the knowledge and understanding of those professionals who work most closely with them.
As the researcher I am inviting those professionals who may work with young people between the age of 18-25 in either health, education or social care. This form is part of the process called ‘informed consent’ and gives you the opportunity to understand what this study entails before deciding whether to take part.

Background information

The purpose of this study is to examine if there is disparity  between the lived experience of young people with a mental health disorder and the knowledge and understanding of those professionals they may have contact with.

Procedure

If you agree to take part in this study, you will be asked to:
· Complete a brief demographic description including: Age, past and present professions working with young people and how long you have been in that profession.
· Participate in a recorded interview lasting approximately 30 minutes. This can be online or face-to-face. The interview will consist of 5-10 semi structured open-ended questions whereas much detail as possible can be given regarding your knowledge and understanding of young people’s mental health disorders.

Voluntary nature of the study

This research study is completely voluntary, there will be no reimbursement or payment for time. Your decision as to whether or not you wish to participate will be completely respected. This study is completely anonymous, no one will know if you did or did not participate. If you decide to participate now, you can always change your mind at a later date. You may withdraw at any time.

Risks and Benefits of participating in the study

There are no risks to yourself from participating in this study.
The benefits of this study include voicing your thoughts and concerns regarding young people’s mental health disorders. This study aims to examine any disparities or positives between  young people with a mental health disorder and the knowledge and understanding of professional who they may encountered.


Privacy

Any information you provide will be kept anonymous. All contact details will be kept confidential as required by General Data Protection Regulations (GDPR) and recorded interviews will be deleted once verbatim text is transcribed. Data will be kept secure by password protection. Your personal details will not be used for any purpose other than this research project and your name or anything else which could identify you will not be included in any of the research data. Feedback from interviews, results and the research report will be made available to you if requested on completion approximately February 2025.

Contact and Questions

If you have any further questions with regards this research please feel free to contact me, Alison Upstill, via alupstill@gmail.com.
Please print and save a copy of this consent form for your records

Statement of Consent

I have read the above information, and I understand the study in order to make a decision as to my participation. I understand and agree to the terms described above.


Please sign ----------------------------------------     Date ----------------
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