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	Student name: Alison Upstill

	Proposed Title: 
The experiences of  young people with non-epileptic seizures and the understanding of professionals: Terminology, diagnosis and  treatment: A qualitative study.


	What is the purpose of your proposed project? (please list the main aims and objectives)

· The aim of this research is to investigate the lived experience of young people with non-epileptic seizures whilst also gaining an insight into the understanding of professionals working with young people.
· Topics to be explored include: Inconsistent terminology’s and understanding from professional when diagnosing, length of time to diagnosis, treatment proposals and whether young people with non-epileptic seizures feel they are supported throughout their illness and post diagnosis in their educational settings, workplace and by their peers.
· To further understand, inform, raise awareness and educate those in contact with young people of this little-known about disorder.



	Background literature Please briefly outline why you feel this research is necessary, what psychological theory is being used and what empirical evidence has informed this proposal. 

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 no reliable data exists for children and 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; Rawlins, Brown and Reuber, 2018). 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 seizures (Doss and Myers, 2023), changes in behaviour or consciousness, however which 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).
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 adults with NES and the understanding of professionals who work closely with them.






	Proposed methodology: Please briefly describe your intended study design (type of design and what you are planning to do with/to your participants) including who you expect your participants to be and how you propose to recruit them

The research carried out will be a non-experimental small scale qualitative study utilising thematic analysis of semi structured interviews. Intended participants will be recruited via social media followed up with email or letter, 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. Professionals working with young people shall be recruited via email or letter through a local child health department, a university well-being team, local secondary school, college and integrated autism service (IAS). 
Interviews will take place either in person or on Microsoft teams. For young people Interviews will comprise of open-ended questions relating to the young person’s lived experience of having NES, how it manifests and is triggered, if known, 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.
Interviews for professionals will relate to their experience of the increase of mental health disorders and how this has impacted their work, their knowledge  and understanding of dissociation and non-epileptic seizures and how they would care for a young person who had a NES whilst in their charge.






	Main Ethical considerations: Please briefly outline the main ethical considerations of your proposed research and how you think you will take this into account in the design and conduct of your study.

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 and for any participants who may be under the age of consent, assent shall 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 available and full dissertation shall be communicated for overall feedback when finalised.

	What are the expected outputs from this project in relation to meeting the criteria of being an applied research project in your chosen area.

Examining young people’s experiences of living with NES and the disparity between their experience of differing terminologies, lack of support services and ongoing care. Additionally, the lack of knowledge and therefore understanding of professionals who work with children and young people such as teachers, pastoral carers, university councillors and healthcare workers.
I hypothesise that young people’s experiences of having a non-epileptic disorder, negative experiences and lack of knowledge from primary health carers and other professionals they have contact with, warrants 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 could lead to a wider and larger scale study within Wales. Future research on this chosen topic warrants studies on:
· The experiences of children and young people with non-epileptic seizures: A large-scale qualitative study.
· The perceptions of parents caring for a child or young person with non-epileptic seizures.
· The understanding of non-epileptic seizures from professionals working with children and young people.
· Therapies for children and young people with non-epileptic seizures.
· Autism and Non-epileptic seizures: Sensory overload and dissociation. 
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