Introduction


Psychogenic non-epileptic seizures (PNES), functional seizures (FS), non-epileptic seizures (NES), dissociative seizures (DS) and non-epileptic attack disorder(NEAD) are all one of  many names given to a disorder, which in the Diagnostic and Statistical Manual of Mental Health Disorders 5th Edition (DSM-5) comes under conversion disorder (functional neurological symptom disorder) with attacks or seizures (F44.5) (American Psychiatric Association, 2013).  This literature review shall use the term non-epileptic seizures (NES) purely to denote the non-organic nature of the disorder in relation to epilepsy and other brain disorders which have biological origins rather than psychological (Peacock et al., 2023). This contentious dichotomy will be further discussed throughout this paper.
NES are complex heterogenous events which may appear to look like epileptic seizures and can include changes to behaviour and awareness (Sawchuk, Buchhalter, & Senft, 2020; Anzellotti et al., 2020). However, on medical examination, these seizures do not occur with any abnormal electrical brain activity and  diagnosis for the exclusion of epilepsy is confirmed after many typical electroencephalographs (EEG’s) (Morgan & Buchhalter, 2015a) and  normal video-electroencephalograph (v-EEG) (Deli et al., 2021). 


Figures indicate 1 in 6 children and young people suffer with a diagnosable mental health disorder including NES, with a noticeable increase post Covid-19 pandemic (Welsh Government, 2024). Prevalence rates  of  NES have previously been noted at 2-33 per 100,000 (Benbadis et al, 2004). However, indications in epilepsy clinics perceive these rates to be higher with NES being diagnosed in 1 in 5 patients (Angus-Leppan, 2008). Additionally, half of patients arriving in emergency care with suspected serious epilepsy are later diagnosed as having NES (NHS, 2017). More recently, a study of one county in Norway examined prevalence rates of NES between 2010-2019  and found it to be disturbingly high amongst 15–19-year-olds at 59.5/100,000 (Villagrán et al., 2021), however, no reliable data exists for  young people, as too their outcomes (Appleton, 2022). Due to the difficulty in distinction between NES and epilepsy, many patients are misdiagnosed and receive subsequent iatrogenic treatments prior to a lengthy pathway to NES diagnosis (Anzellotit et al., 2021). Therefore, the aim of this review is to examine the literature relating to the experiences of those with NES and professionals’ interactions and understanding of these complex patients. This review was informed by the ENTREQ Framework (Tong et al., 2012), as the aim is also to inform current practice.







Methodology

Literature search

The search process was carried out though The University of Wales Trinity Saint David (UWTSD) library catalogue. Databases used included: Proquest Central, ScienceDirect, Elsevier, IngentaConnect, Directory of Open Access journals (DOAJ), Sage Complete and Wiley Online Library. Search terms included: non*epileptic seizures OR “functional seizures” OR “psychogenic seizures” AND any field containing: you* OR adolescen* OR “young people” AND any field containing: professional* OR paren*. An additional search was also carried out with the added “qualitative*” search term. The asterisk boolean code was added in the search terms to generate more results, such as parent or parents (see Table 1). 

The purpose was to examine the qualitative literature relating to people’s lived experiences of having NES. Additionally,  the understanding by healthcare professionals such as nurses, psychiatrists, consultants and educational staff. Qualitative research enables a deeper understanding of a phenomenon through participant interaction by interviews, focus groups or questionnaires (Aspers and Corte, 2019). The objective is to examine whether patients’ lived experience of having non-epileptic seizures correlates to a single pathway of diagnosis and care and whether those working with these people have the knowledge and understanding of the disorder in order to provide positive ongoing support.
	Databases
	Search terms

	Library catalogue search:
Proquest central, ScienceDirect, Elsevier, IngentaConnect, Directory of Open Access Journals(DOAJ), Sage Complete, Wiley Online Library, 
	Non*epileptic seizures OR “functional seizures” OR “psychogenic seizures”
AND you* OR adolescen* OR “young people”
AND professional* OR paren*
The above search with additional Qualitative*



Table 1. List of databases and search terms/keywords. Search was carried out July-August 2024.














Inclusion and Exclusion (see Table 2)
Searches were refined to include only peer reviewed articles and  terminologies, for example, Conversion Disorder and PNES. Potential studies were also searched manually in article reference lists. A time scale of 10 years between 2014 and 2024 was  included in order to capture the most recent lived experience of people with NES, perceptions of parents and professionals’ knowledge and understanding of non-epileptic seizures in a contemporary world. In total 15 articles  were gathered for analysis (n = 15) (see Table 3). Of these were: qualitative studies on the experiences of young people their parents and adults (n = 5 ),  qualitative research on school nurses and psychiatrists experience of nonepileptic seizures (n = 2), views of professionals with regards to terminology, diagnosis and experience of working with children and young people with non-epileptic seizures (n = 6) and articles specific to autistic young people with an additional diagnosis of non-epileptic seizures (n = 2). Due to the limited research data on the experiences of young people with non-epileptic seizures, 4 articles included young people and 3 were the experiences of adults (see Table 2). The term ‘young people’ includes a variant of ages from paper to paper. For the purpose of this literature review due to the lack of research available, young people means anyone between the age of 0 – 25. 





Table 2. A List of Inclusion and exclusion criteria.
	Inclusion
	Exclusion

	Articles involving young peoples lived experience of having non-epileptic seizures.

Parents perspectives of caring for a child with non-epileptic seizures.

Professionals experience of diagnosing, use of terminologies and caring for young people in the community.

Timescale between 2014 -2020

Including other terminologies for the same disorder: Conversion disorder, dissociative seizures, non-epileptic attack disorder, functional neurological disorder.

In the English Language.
	Patient experiences of a sole diagnosis of epilepsy.

Learning problems and non-epileptic seizures.









	Reference and country
	Design and focus
	Method, sample and setting (if relevant)
	Key findings/ themes
	Quality and comments

	Cole et al.(2014).
United States of America.

	Analytical review of the ethical dilemmas facing clinicians when diagnosing pa ediatric and adolescent psychogenic nonepileptic seizures (PNES)
	An ethical analysis of the challenges faced in four areas: 1. Conducting and communicating a diagnosis of PNES. 2. Advising patients about full transparency and disclosure to other members of their community and peers. 3. Responding to requests for continued antiepileptic drugs. 4. Managing challenges arising from school policy and procedure.
	Even skilled clinicians struggle with ethical dilemmas faced when diagnosing PNES. Ethical values which should be accountable include trust, transparency, professionalism, confidentiality, Justice and the autonomy of all stake holders. Multi-disciplinary collaboration. Stigma and lack of resources mean that the needs of patients are not met.
	This review is a brief overview of some of the ethical dilemmas faced by clinicians when communicating with young people and their parents. However, it does highlight the necessity of a timely diagnosis for the successful recovery of the young person and the early introduction of mental health specialists. It highlights the difficulty parents have in accepting that their child has mental health difficulty.

	Miyawaki et al. (2016).
Japan.
	A case study of a child with PNES and undiagnosed ASD.
	A child with childhood epilepsy is admitted to the Pediatric Medical Center of Osaka City University Hospital with new and variable seizures after a period of distress in school due to isolation, bullying and communication difficulties. Compared with EEG, v-EEG confirmed there were no brain electrical charges. A diagnostic procedure was started for Autism and a diagnosis confirmed.
	Treatment related to Autistic hypersensitivity such as ear defenders for sound and psychoeducation for PNES and the seizures decreased and eventually stopped.
	There is little or no research into the comorbidity of ASD with PNES. A scaled research study is required to investigate this occurrence. There is little collaboration  of clinician’s expertise in either field.

	



McWilliams et al.(2016).
United Kingdom.

	


Qualitative research analysed using thematic analysis. Focus group and telephone interview design. A study of patient and family experiences of nonepileptic seizures.
	


All young people had received a diagnosis of conversion disorder and were under the Psychological Medicine Team (PMT) at Great Ormond Street Hospital (GOSH).
Ten young people (0-19 years) with nonepileptic seizures and 29 family members were invited to attend semi structured focus groups or telephone interviews to discuss four main topic themes.
	


Question topics derived from literature and the research teams clinical experience. Prompts were added for further exploration.
1. Contact with health services.
2.  Receiving the diagnosis.
3. Effects on education.
4. Coping mechanisms for events.
	


Qualitative research allows young people to have a voice. Key issues which arose were: isolation, stigma, disruption in family life and education. Understanding their disorder was important in aiding recovery. Teachers have insufficient knowledge of NES making it appear less of a diagnosis than epilepsy.

	




Pretorius. (2016).
South Africa.
	



Qualitative research analysed using thematic analysis. Carried out using semi structured interviews lasting approximately 60 minutes. This examined the subjective experiences of patients during the prolonged and complicated process of diagnosis for PNES, specifically barriers and facilitators.
	



An explorative qualitative design. Ten participants over the age of 18 all formally diagnosed with PNES through two hospitals, one private and one public, both with VEEG access.
	



Three main themes emerged with regard to barriers: inexpert healthcare providers, limited medical insurance and loss of independence. Facilitator emerging themes included: social support, comprehensive medical support and healthcare providers.

	



A small study sample. However, the author aims to raise awareness in South Africa as there is little expertise on PNES, Additionally to educate healthcare professionals and family and friends of those with PNES.

	







Rawlings et al. (2017).
United Kingdom.
	






Cross-sectional qualitative research analysing the  written accounts of living with PNES. Using thematic analysis of four pieces of writing covering 1) their thoughts and feelings about their condition. 2) a letter to their condition. 3) a letter to their younger self and 4) about a personal value. 
	






19 participants over the age of 18 were recruited through membership led organisations for people with PNES and from an outpatient neurology clinic at Hallamshire Hospital Sheffield. Participants were asked to complete four booklets with the four topics and given a timescale of 20 minutes per topic.
	






Six main themes and 26 subthemes emerged. Main themes were: Living with PNES, emotions, seizure symptoms, treatment and outcomes, causation and development and lack of understanding. Examples of subthemes include: Isolation, loss, stigma, depression, fear, trauma, triggers and going into seizure.
	






A  sample size of 19 participants all wrote about shared experiences covering topics already discussed in previous literature from people with PNES, including how debilitating it can be across their whole life.

	







Jordan et al. (2019).
United Kingdom.
	







A qualitative study using thematic analysis to analyse semi structured interviews exploring psychiatrist’s perspectives of working with patients with dissociative seizures(DS) in the UK healthcare system as part of the CODES trial.
	







Participants were involved with the ‘cognitive behavioural therapy vs standardised medical care for adults with dissociative non-epileptic seizures’ (CODES). Of 29 selected, ten were then selected purposively to represent a geographical demographic across England. 
	







Themes evolved included psychiatrists accounts of working with other healthcare professionals including GP’s, highlighting that they were not equipped or knowledgeable enough to deal with patients with DS often panicking and  in the first instance prescribing antiepileptic drugs.
	






A small-scale study. Positive implications for professional training across healthcare services in DS.

	








Terry and Trott. (2019).
United States of America.

	







A small-scale qualitative study using semi-structured interviews. Content analysis was used to analyse the data regarding school nurses experience caring for students with psychogenic nonepileptic events (PNEE).
	








School nurses ( 53-61 years) were recruited by email through Ohio Association of School Nurses. Nurses were included if they were currently working in schools, and they had experience with at least one student with PNEE. Ten nurses suited the inclusion criteria and were interviewed with open ended questions over the phone. Prompted as required.
	








Prior to their first experience with a student with PNEE, only one nurse had heard of the disorder before.
Four themes identified: Lack of awareness, Inadequate information, feelings of doubt and insecurity, time consuming and additional barriers and facilitators.
	







An informative study understanding the challenges faced by school nurses including limited recourses and training in PNEE. Nurses developed positive relations with students once they had an understanding. A major focus needs to be on the psychoeducation of school staff.

	



Jennum, Ibsen and Kjellberg. (2019).
Denmark.
	



Quantitative evaluation of costs of patient care for those with PNES from 2011-2016 compared to controls for the same period.
Focus to evaluate the direct and indirect costs of those with PNES.
	



The Danish National Patient Registry (NPR) allows access to patient traces of inpatient and outpatient care whilst all health sector costs for an individual are available from central databases. 
	



PNES is associated with higher health, social and home care use costs and lower levels of income and employment than those with a diagnosis of epilepsy.
Early intervention would reduce health related costs.
	



A valued study which could inform policy and understanding of PNES therefore improving the lives and possible recovery of those with the disorder.

	










McWilliams et al. (2019).
United Kingdom
	









Descriptive statistics used to describe key features of samples.
A case series capturing the rates of Autism Spectrum Disorder (ASD) in 59 children and young people referred to GOSH specialist paediatric mental health services with non-epileptic seizures between 2012-2016.
	









Analysis of database where all children referred between the period had a diagnosis of NES and under the age of 18 (n = 59). Statistical testing used to compare ASD with non-ASD  and  presentation to the team of ASD with NES.
	









Of the 59 samples with NES, 10 (16.9%) had a diagnosis of ASD. 5/10 (50%) at the time did not, however, subsequently were diagnosed with ASD with appropriate diagnosing tools.
	









An informative study which highlights the increase in ASD diagnosis and that clinicians should be aware of comorbid ASD when diagnosing NES. NES possibly occurring after the psychological stress of living with undiagnosed or inadequately managed ASD.

	







Flewelling et al. (2020). 
United States of America.
	







A study of children and young people with a diagnosis of PNES, a third of whom had a co morbid diagnosis of epilepsy, measuring whether there are improvements or not in seizure frequency, school attendance, health related quality of life (HRQoL) and Emergency Department usage after psychoeducational interventions explaining  their condition, development of response plans and behavioural management of seizures amongst others.
	







19 consecutive patient referrals from the Integrative Epilepsy Clinic (IEC) at the Children’s Hospital Colorado between May 2015-August 2017, all of whom had a diagnosis of PNES after video-electroencephalography (v-EEG). Subjective and objective measures pre and post intervention  included: Medical service utilisation from databases.
	







Re measuring 6 months post intervention noted a decrease in seizures, significant decrease in frequency of visits to the ED and decrease in school absence. However, no significant difference in reporting of somatic complaints anxiety, social difficulties or depression and HRQoL although parent proxy -reporting of 
specifically depressive symptoms based on their perception had decreased.
	







A  small sample size, however, positive to note that education, understanding and knowledge by both clinicians, patients and their families improves outcomes for children and young people with PNES. A larger study is required.

	

Doss. (2022)
United States of America.
	
A retrospective chart review of individual and family psychiatric characteristics in youth with PNES through the use of semi-structured clinical interviews.
	
62 youth aged 5-18 with a v-EEG diagnosis of PNES all of whom had been admitted to the pediatric epilepsy unit at the Children’s Hospitals and Clinics of Minnesota between 2008-2019. Data collected included: prior psychological history, length, frequency and severity of PNES, family psychological history and medical history.
	
Parental awareness of their child’s other related psychiatric symptoms was poor. Youths’ difficulties with alexithymia could contribute to this. Seven families also reported  a first-degree family member with conversion disorder. A significant number of first degree family members also reported experiencing a psychiatric disorder historically such as anxiety and or depression.
	
A relatively small paper for a larger sample. Little in-depth description of methodology, however, interesting introduction to alexithymia and a parent having a mental health disorder

	



Loewenberger et al. (2020).
United Kingdom.
	




An online survey  investigating the preferred terminology for functional seizures.
	




108 healthy participants were recruited by circular emails sent to university students from a range of disciplines. 87 provided data. Participants were aged between  18-25. Less than a third had heard of the disorder before. 8% either had the disorder or knew someone that did.  eight different diagnostic terms for functional seizures were ranked in preference order (1 - most preferred, 8 – least preferred).

	Functional nonepileptic attack(FNEA) was the most preferred term followed by dissociative and functional seizures. The least preferred were those with a derogative psychological connotation: psuedoseizure, psychogenic seizure and hysteria.
	



The results from this study suggest that the term FNEA or functional seizure should be used across the healthcare sector. However, this study does not include a large cohort of those with lived experience suggesting a further study including their views.

	


Flewelling et al. (2020).
United states of America.
	

Quantitative study of HRQoL in youth (8-18 years) with PNES and their parents. 
	

37 consecutive referrals to the Children’s Hospital Colorado Integrated Epilepsy Clinic. All participants had a diagnosis of PNES by v-EEG. Measures included medical and demographic details, the Child Behaviour Checklist, the MASC-2, the CDI-2 and the PedsQL.
	

Parent proxy-reports of anxiety and depression are related to parent proxy-reports of HRQoL. Greater symptoms  of PNES correlated to poorer functioning
	

Similar research to Flewelling et al. (2020) using the same measures. A different sample. A positive consecutive method of measuring HRQoL. Also noteworthy that parents perspectives of their childs mental health and concerns can often be different to the childs.

	








Tanner et al. (2022).
United States of America.
	







Qualitative study using semi structured interviews analysed using content analysis in order to have a deeper understanding of the complexities of adolescents attending school with PNES.
	







Purposive sampling identified adolescents (12-19 years) with PNES. Informational flyers were distributed to adolescent caregivers via three gatekeeper groups: School nurses, mental healthcare providers and PNES social media groups. 
	







Thematically derived themes analysed from the interviews bought up topics of bullying, ‘faking it’ by healthcare and school staff, feeling left out and school management. Comorbid stressors such as anxiety or depression also influenced their experience at school with PNES. 
	







A qualitative study, listening to the voices of young people, who wish to be more in control of their own management of PNES in school. Not having a specific policy pathway to follow born out of a lack of understanding of the disorder also confounded difficulties at school.

	







Peacock et al. (2023).
United Kingdom.
	






A small exploratory study exploring medicalisation and the search for legitimacy in people diagnosed with Non epileptic attack disorder (NEAD). The Free Association Narrative Interview (FANI) methodology was used with topics raised from literature.
	






5 participants were recruited from a single NHS centre. All had a diagnosis of NEAD confirmed by v-EEG, MRI to eradicate epilepsy or brain injury and EEG. Face to face interviews were carried out either in the hospital setting or in the participants home.
	






Topic guides were used, and the FANI approach aimed to allow the narrative to be led by the participant. Narrative approaches enable the story to be viewed as something greater than what is seen, such as the social and political context. In this instance there is no organic medical reason for NEAD and therefore no place in society. A medical diagnosis allows legitimacy.
	






An informative paper, however small, on the legitimacy for a ‘real’ diagnosis. NEAD often occurs with other somatic symptoms and patients often feel ‘othered’, that there is no legitimate reason for their diagnosis. It can be difficult to believe that a psychological difficulty produces a physiological response.




Results

Overview
All 15 articles met the criteria for this literature review (see Table 2 for the detailed characteristics of each article). Due to the limited data on the experiences of YP with NES this literature review required a broader search in its investigation, hence the inclusion of parental perspectives and the knowledge and understanding of those professionals working with patients with NES including consultants , neurologists, primary healthcare professionals and educational staff. 
Four studies utilised thematic analysis (Pretorius, 2016; McWilliams et al., 2016; Rawlings et al., 2017; Jordan et al., 2019) and two content analysis (Terry & Trott, 2019; Tanner et al., 2022). one study (Peacock et al., 2023) used the Free Association Narrative Interview (FANI) approach with five women who had a diagnosis of NEAD. One study (Flewelling et al., 2020) was an observational study on parent-proxy reporting and self-report measures of psychological functioning and Health Related Quality of Life (HRQoL) in 19 youths (9-17 years) pre and post psychoeducational sessions for YP with PNES and their families, with recommendations for accommodations and response plans in their educational settings. Two articles discussed the more recent interest in Autism Spectrum Disorder (ASD) and the co-occurrence of PNES and NES in YP (Myawaki et al., 2016; McWilliams et al., 2019) whilst one author (Flewelling et al., 2020) with a particular interest in HRQoL in YP with Psychogenic Non-epileptic Seizures investigated the correlates of HRQoL with parent-proxy and self-reported symptoms of anxiety and depression in relation to seizure frequency, somatic complaints and social difficulties. Similarly Doss (2022) discussed the individual and family mental health characteristics of YP with PNES and whether this plays a part in the onset of their seizures. In relation to societal challenges for those with NES,  one study examines the ethical dilemmas for clinicians when diagnosing and treating pediatrics and adolescents with PNES (Cole et al., 2014) while Jennum, Ibsen and Kjellberg (2019) investigate the welfare consequences in people diagnosed with NES both from an employability and benefits aspect.
Throughout this overview there is a noticeable difference in terminologies for NES, for example, Loewenburger et al. (2020) investigates the preferred terminology for FS in 87 healthy adults. This has been included in this literature review due to the historical confusion and medical difficulty in arriving at a single terminology for diagnosis. 
Three key themes emerged. The first theme, ‘Management and Attitudes in Education’ was found across several papers (Cole et al., 2014; Flewelling et al., 2020; McWilliams et al., 2019; McWilliams et al., 2016; Peacock et al., 2023; Tanner et al., 2022; & Terry and Trott., 2019). Discussions involved YP’s experiences with NES with negative and limited positive attitudes from school staff and inconsistent response plans for seizures due to lack of knowledge. The second theme, ‘Knowledge and Understanding of NES in health services’, was found in ten of the fifteen papers (Cole et al., 2014; Jemmum, Ibsen and Kjellberg, 2019; Jordan et al., 2019; Loewenberger et al., 2020; ; McWilliams et al., 2016; Peacock et al., 2023; Pretorius, 2016; Rawlings et al., 2017; Tanner et al., 2022; Terry and Trott., 2019).
The third theme: Terminology, ‘what should we call ‘it’? occurs across seven of the fifteen papers (Cole et al., 2014; Jemmum, Ibsen & Kjellberg, 2019; Loewenberger et al., 2020; McWilliams et al., 2019; McWilliams et al., 2016; Peacock et al., 2023; Tanner et al., 2022). where specific reference is made, from the outset to the many differing terminologies for the same disorder and the contentious  nature of the diagnostic process and treatment pathway. 
Within themes  1 and 2, 4 subthemes arose: Theme 1, Management and attitudes in education, included the subthemes: Inconsistent response plans and negative attitudes from school staff. Theme 2, Knowledge and Understanding of NES in healthcare, included the subthemes: primary and secondary care (see Table 4).






Table 4. A summary of themes and subthemes to be discussed.
	Themes/subthemes
	Comments
	Authors.

	

	

	



	Main theme 1. 
Management and attitudes in education.

Subtheme 1.
Inconsistent response plans.

Subtheme 2. 
Negative attitudes from staff.

	Being in education causes a great deal of distress for young people with NES. Management and attitudes in education are discussed in seven of the papers. Highlighted are topics such as stigma, bullying, incorrect response plans, accusations of faking it, treated as if they have epilepsy and lack of collaboration between health and education.
	(Tanner et al., 2022)
(Flewelling et al., 2020)
(McWilliams et al., 2019)
(McWilliams et al., 2016)
(Cole et al., 2014)
(Terry and Trott., 2019)
(Miyawaki et al., 2016)

	

Main theme 2.

Knowledge and understanding of non-epileptic seizures in the health sector.

Subtheme 1. 
Primary health. 

Subtheme 2. 
Secondary health.

	

Ten of the fifteen papers highlight knowledge and understanding of NES as a consistent gap in health services both at primary and secondary levels. Not only is there inconsistencies in this area but a lack of a guiding pathway of treatment. 
	

(Peacock et al., 2023)
(Tanner et al., 2022)
(Rawlings et al., 2017)
(Pretorius, 2016)
(McWilliams et al., 2016)
(Cole et al., 2014)
(Terry and Trott, 2019)
(Jordan et al., 2019)
(Jemmum, Ibsen and Kjellberg. 2019)
(Loewenberger et al., 2020)


	Main theme 3.
Terminology,
“What should we call it?”


	Reference to the differing terminologies for the diagnosis of non-epileptic seizures is discussed specifically across seven of the fifteen papers, highlighting the confusion in both health and academia. However, all fifteen papers use a variety of terminologies in their titles.
	(Peacock et al., 2023)
(Tanner et al., 2022)
(McWilliams et al., 2019)
(McWilliams et al., 2016)
(Cole et al., 2014)
(Loewenberger et al., 2020)
(Jemmum, Ibsen and K Kjellberg. 2019)




Management and attitudes in education.

Young people with NES  often underachieve, their attendance in education is low, and they have difficulties with relationships, often losing friendships with peers and are on the receiving end of negative attitudes from teachers (Dunne et al., 2019) all of which can exacerbate pre-existing anxiety and depression disorders (Fredwall et al., 2021). A recent retrospective study of 52 inpatient young people receiving treatment for PNES between 2012-2020 reported that 49 (94%) had found education very difficult due to their seizures and 10 (19%) had left school altogether. 36 (69%) had received personally adapted education and the conclusion in retrospect was that good quality of life and health for YP with NES is determined by personally adapted treatments and accommodations at the earliest opportunity (Karterud et al., 2024). 
Across the literature, YP stated consistently that they had difficulties within their educational settings. Participants in the study by McWilliams et al (2016) reported being separated from their peers in class and not allowed to attend trips, often being sent home from school after a seizure through the school’s lack of understanding about their condition. Some schools decided that the young person could not attend school and alternative arrangements were made for home educating. YP were also accused of fabricating their seizures by pupils and staff and, in concluding, McWilliams et al (2016) summarised that young people with NES often felt stigmatised by the inappropriate handling of their seizures by schools, that they called an ambulance when told not to, had no policy in place and there was little or no collaboration with health. Additionally,  young people describe school- related stress originating from within the environment, such as the pressure of missing school deadlines, hearing inappropriate talk about their seizures from students and staff and bullying (Cole et al., 2014;Tanner et al., 2022).When discussing management by schools, young people stated that response plans to their seizures were often ‘guessed’,  teacher led, and fear driven. Furthermore, management was led by liability measures resulting in inappropriate medical intervention from ambulance calls and hospitalisations. However, outcomes for YP with NES improve when management plans for seizures are developed (Flewelling et al., 2020) and there is collaboration between paediatrics and educational settings (McWilliams, Reilly and Heymen, 2017).
Difficulties for families when choice-making between disclosure and non-disclosure to education are reported in Cole et al (2014). The legitimacy of a diagnosis of epilepsy has long been accepted within education, therefore families of YP feel it is easier to disclose an incorrect diagnosis of epilepsy which has less stigma attached, than that of a mental health disorder. However, the difficulties for YP with NES are compounded when response plans for epilepsy are followed resulting in invasive and inappropriate medical care such as anti-epileptic drugs (AED’s) which can cause iatrogenic harm (Campbell et al., 2019). A review of literature (Morgan and Buchhalter, 2015b), found that although the semiology for NES is similar to that of epilepsy, once  identification and a diagnosis of NES has been made, it is  important that collaboration between school administrators, teachers and well-being staff is promoted and a plan for future  NES events developed. This decreases unnecessary hospital visits, diagnostic tests and medication intervention. Additionally, educating other students in the YP’s friendship group or class, can eliminate fear and stigmatisation. 
As part of the management team  and at the forefront of health services in schools and further and higher education, are nurses. They may be the first to identify students with difficulties in  physical, emotional, psychosocial and mental health areas. Additionally, an increase in mental health disorders in YP post Covid 19 Pandemic has led to recognition in the need for investment in the area of mental health services in all educational settings (Worsley, Pennington and Corcoran, 2022). However, nurses may have a broader knowledge base rather than specific understanding of complex individual presentations (Skundberg-Kletthagen and Moen, 2017). A small-scale study of 10 school nurses from the review literature (Terry and Trott, 2019) examined school nurses experiences of caring for students with PNES. Lack of awareness was  raised as a theme. Only one nurse had heard of the disorder before caring for a child in their own setting, and there was an additional lack of understanding of the diagnosis from the school staff.  Nurses had feelings of doubt and insecurity as to how to respond to seizures, with little collaboration and information from healthcare professionals. The nurses were unsure of what they were doing and conducted their own research into psychogenic non-epileptic events in their own time, although medical information on the internet was limited too. Furthermore,  nurses had to develop their own response plans to YP seizures, with little help from psychiatrists or mental health staff. Nurses also reported that caring for a YP having a NES was time-consuming and difficult to deal with when staff and students felt the YP was ‘faking it’. Nurses felt torn when they could not attend to other students in medical need. However, they did feel a sense of pride and leadership when they were more confident and  able to train and educate staff on NES and the response plan.  
A study of 284 public health nurses working in schools in Norway (Moen and Skunfberg-Kletthagen, 2017) found that 25% of their time was spent with students with emotional and psychological needs, however, there were less referrals to specialist mental health services by those nurses with a post graduate qualification in mental health compared to those with a single nursing degree. Nurses with a mental health qualification were more able  and confidant to provide support and interventions to improve YP mental health outcomes. Furthermore,  a review in the United States (Tanner et al., 2019) on school-based mental health interventions and the implications for students with PNES found that, although the school nurses’ role was recognised by The American Epilepsy Society (2018) as the first responder to NES events and in training staff, their role in the continued application of interventions for YP with NES in education was limited. Additionally,  their role in the continuing care of YP with NES has not been recognised by authors in pediatric literature  (Doss and Myers, 2023), although interventions such as parental education, cognitive behaviour therapy (CBT) and clear and concise information regarding the diagnosis have been found to reduce NES events in YP (Rawat et al., 2015).
Two studies in the review literature discuss possible links between ASD and NES (McWilliams et al., 2019; Myawaki et al., 2016). Rates of Autism diagnosis in Wales have risen from 0.2% in 2003/2004 to 1% by 2012/2013 (Holtem et al., 2016) and The National Autistic Society states that there are now 1 in 100 people in Wales on the autistic spectrum (Sakhuja, 2024). Additionally, a comorbid diagnosis of epilepsy occurs in 6-37% of those with ASD with an additional likelihood of NES occurring in 22% of those with epilepsy (Freedman et al., 2022). McWilliams et al (2019) suggest that medical professionals working with YP with ASD should be aware of NES, and a consideration of ASD should not be dismissed in those YP with NES. They also state that the psychological stress of living with undiagnosed ASD and  lack of accommodations in education could precipitate  the onset of NES. The case report of a 10-year-old girl in Myawaki et al (2016) with undiagnosed ASD and NES concluded that her NES ceased post diagnosis, with psychoeducational understanding and educational accommodations put in place.




Knowledge and understanding of non-epileptic seizures in the health sector.
Across the literature, in both primary and secondary sectors, knowledge and understanding of NES by medical professionals was inconsistent. Three studies (Rawlings et al., 2017; Tanner et al., 2022: Terry and Trott, 2019) report participants’ experience of inadequate understanding of their disorder by primary healthcare professionals, inclusding, nurses, school nurses, paramedics and GP’s. Fourteen of the nineteen participants in Rawlings et al. (2017) highlight lack of understanding, support and awareness from healthcare professionals and paramedics, with those in emergency departments being the worst. Participants were often accused of ‘faking it’ and participants often felt failed by doctors. A scoping review (Reilly et al., 2023) of literature confirms that awareness and understanding of the disorder by professionals in health is deficient, however health professionals do report a need for a single pathway of assessment, diagnosis and treatment. Adolescents participating in one study (Tanner et al., 2022) describe doctors talking in front of them in hospital disclaiming their seizures as fake so they could be discharged and another by a school nurse that they were accused of putting on seizures in front of certain people. A study of 135 participants with NES who had experienced medical interactions which were stigmatising (Robson and Lian, 2017) reported many negative responses from medical practitioners. One participant had water thrown over them mid seizure by one doctor, whilst another was punched and pinched by a nurse trying to get her seizure to stop. In conclusion Roberts and Lian (2017) reported that the treatment and care of people with NES required an urgent update with lack of knowledge and understanding from medical professionals as an overriding causation of patient’s stigma and medical trauma. Terry and Trott (2019) conclude from their qualitative study on school nurses experience of NES that nurses have an ever-increasing number of challenges to face in schools, with mental health conditions taking up much of their time. However, more awareness and education needs to be provided to nurses in their preliminary training with concise and clear guidance from healthcare providers when facilitating a student with NES (Huff et al., 2024).
A scoping review (Welsh Government, 2019) found that school nurses’ skill and expertise was variable in different areas of Wales. Several nurses interviewed for the review also reported that they did not have the specialism to deal with mental health disorders of children and YP  although essential for their care.
Several articles in the literature (Cole et al., 2014; Jemmum, Ibsen and Kjellberg, 2019; Jordan et al., 2019; Loewenberger et al., 2020; Peacock et al., 2023) report patient and clinical staff experiences of confusion and lack of clarity in pathways for the diagnosis and treatment of those with NES. A study of 10 psychiatrists (Jordan et al., 2019) found they too experience inconsistencies with the treatment and aftercare of those with NES from all healthcare providers. They felt that GPs should have better understanding and healthcare providers were unskilled to deal with patients with DS. Psychiatrists felt there were gaps within the NHS where even Neurologists were continuing to prescribe AED’s for NES when families could not understand a non-organic diagnosis. Cole et al (2014) report  there are many ethical considerations surrounding the diagnosing of a patient with NES. However, many Neurologists often lean towards a diagnosis of epilepsy first with  prescribed AED’s and then apply the process of elimination resulting in a diagnosis of NES. Results from a study (Wichaidit, Østergaard and Rask, 2014) of paediatricians in Norway found inconsistencies with coding of diagnosis for NES. Some relayed a diagnosis of  ‘syncope and collapse’ and others used ‘unspecified convulsions’, causing confusion amongst families and patients and a lack of clarity for direction in diagnosis for doctors. Little has changed. McWilliams, Reilly and Heyman (2017) study of sixty-six participant doctors at a psychiatry conference confirmed a self-reported  lack of  coordinated services and standardised care access for patients with NES which further disengaged doctors from this patient group. 
An increase in mental health disorders in YP has led to a greater proportion attending accident and emergency departments when in crisis (Cozzi and Barbi, 2018). Additionally, it is more common that children and young people are presenting with physiological somatic symptoms for psychological difficulties. (Chun, Mace and Katz, 2016). A recent study (Morabito et al., 2021) found 7%  of children and adolescents  with a mental health disorder were admitted to a tertiary hospital in Italy between January 2015 and September 2016  for physical somatic symptomologies, suggesting paediatric staff could be better skilled at diagnosing and treating these patients. Another common feature  of the study was the over medicalisation of children and YP in a search for answers for somatic symptoms including  hospital admissions and unnecessary tests and medical procedures. This is further discussed in Peacock et al. (2023), using narrative interviews with 5 patients with NEAD, the conclusion being that the only legitimate pathway was through an organic or medical diagnosis. Psychological and stress-based explanations for NES, as well as not providing legitimacy,  can give rise to personal and perceived stigma of mental health disorders attached to social position and identity (Billings, 2020). Furthermore, Jemum, Ibsen and Kjellberg (2019) discuss the direct and indirect welfare consequences of living with PNES in a comparative study of 1057 people of all ages in Denmark matched with a control of 2113. Results showed that people with PNES had lower income levels than controls whilst social care costs and hospitalisations were higher. Additionally, compared to those with epilepsy the healthcare costs for patients with PNES were considerably higher, €25,523 compared to €11,223 for those with epilepsy. In conclusion a diagnosis of PNES is associated with lower levels of employment and higher health and social related costs (Teagarden et al., 2020).
A  non-organic diagnosis for a presenting physical disorder can be difficult to convey for clinicians and for some parents and patients hard to accept ( Malas et al., 2017). Furthermore, as discussed in Loewenberger et al (2020), a process of the elimination of a diagnosis of epilepsy can sometimes be viewed by patients and families as derogatory when a communication of a ‘non’ disorder is relayed. However, having families engaged with clinicians and their YP ongoing treatment after a diagnosis with a psychological causation promotes recovery (Wiggins et al., 2022). When parents fully accept a diagnosis, the young person’s chances of recovery are 17 times higher than those whose parents do not (Gao et al., 2018).
Finally, 2 studies (Pretorius, 2016; McWilliams et al., 2016) echo the same conclusion. In order to inform a standardised and streamlined pathway to diagnosis and treatment, further understanding is required from the lived experience of those with NES. Additionally, many healthcare providers in all medical settings have limited expertise of the disorder therefore an introduction to NES as a standard module in nursing and healthcare training could be a positive addition. Furthermore, additional studies on the characteristics and triggers of NES in young people could prevent further NES events and the way in which a diagnosis of NES is communicated as well as the subsequent treatment of the disorder can also affect the frequency of seizures and aid  complete recovery (Gurcan et al., 2022).



Terminology, “what should we call it?”
The terminology of functional phenomena or NES, prior to a scientific distinction, has been described as ‘hysteria’ (Bruno, Machado and Auxéméry, 2021). After the development of scientific work in magnetics in the 1870s by Jean-Marie Charcot (1825-1893)  a distinction between epilepsy and NES was made, that being the presence of differing electrical brain activity of those with epilepsy when experiencing a seizure (Beghi et al., 2015). Currently, the DSM-5 (APA, 2013) places NES or PNES under the terms of Conversion and Functional Disorders; on-the-other-hand, The  Classification of Mental and Behavioural Disorders Clinical Descriptions and Diagnostic Guidelines ICD-10 (World Health Organisation, 1992) categorises dissociative convulsions (pseudo seizures) under the term of Dissociative (conversion) disorders (F44). The confusion over a valid terminology for NES still exists and is noted by The Epilepsy Society in its guidance for NES describing the differing terminology’s healthcare professionals use such as DS, NEAD and PS (Epilepsy Society, 2023).
Seven of the literature review papers (Cole et al., 2014; Jennum, Ibsen and Kjellberg, 2019; Loewenberg et al., 2020; McWilliams et a;., 2016; McWilliams et al., 2019; Peacock et al., 2023; Tanner et al., 2022) denote difficulty in deciding which name to call the disorder. Cole et al. (2014) draw attention to differing terminology which can ultimately impact the outcome of a patient’s treatment, whilst McWilliams et al. (2019) state the ‘many alternative names and varying semiology’s’. However, Peacock et al. (2023) comment that their preferred terminology of NEAD was the most widely used term  in the UK at the time of their study, despite the unresolved medical and social framing of the disorder. Additionally, Tanner et al. (2022), whilst choosing to use the term ‘psychogenic’ in their paper, also mention terminologies of functional or dissociative seizures. The term psychogenic can, in itself,  cause offence to those on the receiving end of the diagnosis, as it implies that the patient is ‘psycho’ or  symptoms are ‘all in their head’. This denotes a  medical disengagement between the psychological cause and the physical symptoms, even more difficult to comprehend as YP with NES can feel that they do not have a mental health difficulty but a medical disorder (Koslowska et al., 2017). 
As many as fifteen different diagnostic names exist for NES and the translation of the disorder can have a profound effect on its acceptance by the recipient, especially if they have previously been misdiagnosed with epilepsy (McWilliams et al., 2016; Reilly, McWilliams and Heyman, 2014). Furthermore, whilst Jennum, Ibsen and Kjellberg (2019) state that presentations of functional neurological symptoms and conversion disorder are common in emergency rooms, they still use the term PNES in their paper, implying a ‘psych’ disorder rather than NES, a ‘non’ disorder. A study of neurologists in Italy (Tinazzi et al., 2021) examined the preference for terminology when explaining a diagnosis to patients. 1057 responses were recorded, with the two most frequent being “Functional Neurological Disorder” (n=374) and “Somatization Disorder”(n= 68) followed by “Non-Organic Disorder” (n=134). The preferred causation was described to patients as a “disorder due to the abnormal functioning of the nervous system” (n=284), with several choosing “Psychogenic Disorder” (n=104) and “Absent Neurological Disorder” or “Stress”. A previous study carried out by Stone et al. (2003) of ‘offensive’ terminology for, what was then known as ‘pseudo seizures’, concluded that the most offensive term was, “symptoms all in the mind”, “hysteria” or “pseudo seizures” and the most accepted, epilepsy. More recently a  study by Loewenberger et al. (2020), examined the opinions of 87 healthy individuals on the terminology for NES. They concluded the three most accepted terms to be ‘Functional Neurological Attack Disorder,’ ‘Dissociative seizures’ and ‘Functional seizures’ with the three most offensive still being ‘pseudo seizures’, ‘Conversion Disorder’ and ‘hysteria’. 
The decision for one singular terminology for a NES is a worldwide controversy, as different nations draw on different medical specialities for guidance. However, patients’ wellbeing is not only defined by their illness but from the label they are given (Asadi-Pooya, et al., 2020). Further research including all specialities and stakeholders is needed in order to improve pathways to diagnosis and treatment and a better understanding of the disorder.


Summary
The aim of this study was to examine the literature relating to the experiences of those diagnosed with Non-Epileptic Seizures (NES) and the interactions of medical professionals with these patients. Fifteen articles were explored, of these 5 included the lived experience of adults, children and young people and their parents, 2 articles researched the experiences of school nurses and psychiatrists when working with patients with NES and other professionals in the field, 6 examined the views of professionals with regard to diagnosis, terminology and working with children and young people with NES and 2 examined the links between Autism and NES. 
Findings from the literature suggest that those with NES have reduced quality of life (Woodward et al., 2023) and often experience lengthy periods of time to diagnosis. They can be accused of ‘making it up’, whilst also having difficulty either attending education or fulltime work. Compounding people’s perceptions of their disorder is healthcare professionals’ attitudes, lack of knowledge and confusion over terminology. Additionally, differing pathways to diagnosis and lack of support thereafter.
Although, the disorder can present at any point in a person’s life, there is a stronger female prevalence of NES and in the main, events appear to initially occur in early adulthood (Asadi-Pooya and Sperling, 2015). Furthermore, the Welsh Government define a young person (YP) as being aged between 16-25 years old (WG, 2023). However, there is a paucity of research in both studying young people’s lived experience with NES (Doss, 2022; Karterud, Risør and Haarvet, 2015; Smith, 2014; Valani and Gledhill, 2021) and the perspectives of those caring for them, as well as professionals working within this age range. There is also, little research in England and Scotland within this field and currently, none in Wales (J. Stone, personal communication, July 24, 2024; H. Cook, personal communication, August 12, 2024), therefore warranting further exploration in order to inform practice and more positive outcomes for young people with NES.





