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Abstract
Purpose: To use a qualitative multi-perspectival approach to explore the understanding of Non-epileptic seizures (NES) in young people (YP).
Objective: To understand the experiences of young people (18-25 years) diagnosed with non-epileptic seizures (or other terminology), the perceptions of their parent/carers (P/C) and the knowledge and understanding of NES from professionals working with YP in the health and well-being sector. Topics explored included diagnostic process, how NES was explained,  treatment and support, accommodations, impact and knowledge and understanding.
Method: Thirteen participants took part in online semi-structured interviews. Data was analysed using thematic analysis.
Results: Four YP diagnosed with NES, Four P/C and five professionals took part. Three  superordinate themes  developed: Explanations of NES, the impact of NES and “who’s going to help us?”. YP discussed not having an adequate explanation of NES from health professionals and having to research the disorder themselves. P/C’s talked about how their lives had changed and the accommodations they had to make, and professionals discussed their lack of knowledge on the disorder and felt it was too specialised for them to know about.
Conclusions: YP had consistently poor experiences with healthcare professionals throughout their illness with little understanding or explanation from medical professionals. However, most had positive experiences of accommodations in education although staff had no knowledge of the disorder. P/C’s had little support and researched NES themselves.  All YP and  P/C’s reported close familial bonds. Professionals working with YP had little or no knowledge of NES, were unaware of first aid protocols and could not provide a ‘safe space’. The research suggests a need for a psycho-educational approach to the diagnosis of NES incorporating explanations, causation and self-management, including for education and health and well-being professionals.



1. Introduction
Non-epileptic seizures (NES) or psychogenic non-epileptic seizures (PNES) are physical events which involve changes in behaviour, cognition, awareness and often appear like epileptic seizures, however, there is no equative change in electrophysiological brain activity (McWilliams et al., 2016). There are many differing terminologies for the disorder  including dissociative seizures (WHO, 1993) and conversion disorder (APA, 2013; Asadi-Pooya., et al).  This paper uses the term NES  to emphasise the non-organic nature of seizures which lie in psychological origins rather than biological (Peacock et al., 2023). The ‘gold star’ pathway to diagnosis for NES is video-electroencephalogram (V-EEG) (Kanemoto et al., 2017). 
Due to the challenges in differentiating between epilepsy and NES, the latter can often be misdiagnosed as epilepsy (Toffa, Poirier & Nguyen, 2020). Almost 50% of severe cases presenting with epilepsy to emergency care often result in a later diagnosis of NES (NHS, 2017). This can lead to a lengthy diagnosis process’ of up to 7 years and mismanagement of the disorder due to iatrogenic anti-seizure medication being used instead of cognitive behaviour therapy (CBT) or psychoeducation. These therapies have been found to be the most positive treatment of NES along with psychotropic medications (Kerr et al., 2017). 
NES can affect people of all ages, however, a study in Norway found prevalence rates to be  higher amongst 15–19-year-olds at 59.5/100,000 (Villigrán, et al., 2021). The age group most likely to have NES being between 15-24-years-old, and those most affected female  (75-85%) (Hansen et al., 2020). 
Being a multi-faceted biopsychosocial disorder, there is no one causative element which it can be explained by (Perez & La France Jr, 2016). However, the impact on a person’s day-to-day life is multifarious, having effect on education, employment, both familial and social relationships plus healthcare interactions, in addition to further consequences for physical and mental health (Karterud, et al., 2024; Sarudiansky et al., 2017; Walsh et al., 2024).
Previous studies have examined the experiences and outcomes of children and adolescents (Doss, 2022; Flewelling et al., 2020; McWilliams et al., 2016) with NES, as well as adults. (Peacock, et al., 2023; Pretorius, 2016). Additionally, the perspectives on NES from medical professionals (Cole et al., 2014; Jordan et al., 2019). However, there is little research in the UK and none in Wales  incorporating a multi-perspective approach on the experiences of YP between 18-25 years old, the perceptions of their parent/carers (P/C) and the knowledge and understanding of professionals who work with them. 
Therefore, the aim of this research study is to examine whether there is  disparity between the experiences of young people with NES,  the perceptions of their P/C whilst navigating the health and education systems, and whether professionals who work with young people have knowledge and understanding of the disorder. 



2. Methods
2.1. Design
The research carried out was a qualitative study utilising thematic analysis of 13 interviews  exploring the experiences of young people with NES, the perspectives of their parent/carers and the knowledge and understanding of professionals working with this group. Research ethics were approved by The University of Wales Trinity Saint David. Appendix A
2.2. Setting
Interviews were carried out via Microsoft Teams for recording and transcription purposes. YP  participated from their own home and had a parent/carer nearby. If they felt unwell, distressed or were going to have a seizure they were advised they were able to take a break or reconvene on a different day. Professionals undertook their interviews from their workplace.
2.3. Sample
Purposive sampling was used because it provides meaningful and unique information (Etikan, Musa & Alkassim, 2016). It was carried out between July and September 2024 and included 4 young people (YP), all female, between 18-25 years of age, with variably termed diagnoses of NES, 4 parents, siblings or carers of those YP and 5 professionals working with YP in the health and well-being sector. Of the 5 professionals, 3 were from a medically trained background. Two were trained as Mental Health Nurses with 30 and 4-years’ experience respectively and were now a university Well-being Advisor and Specialist Autism Practitioner. The third, was a Specialist Psychiatrist with 11 years’ experience. One professional had worked as a counsellor in a university setting for 25 years and the last was an Integrated On-line Counsellor for YP for 12 years.
2.4. Recruitment
YP and their parent/carers were initially recruited via social media and followed up with an ‘invitation to participate letter’ and consent form (Appendix B). Professionals were contacted via their place of work and all participants were given pseudonyms to protect their identities.
2.5. Data collection
Semi-structured interviews included a differing range of questions for each participant group. Questions were decided from previous interview schedules relating to literature on the experiences of children and YP with NES (McWilliams et al., 2016), their families, and the understanding of professionals on the disorder (Terry and Trott, 2019)  (Appendix C). 
Demographic information collected relating to YP included: whether the YP had ongoing NES, treatment, time delay to diagnosis and length, frequency and presentation of their seizures. For carers: who they cared for, their work and their YP’s diagnosis. Professionals were asked for their job role, duration and previous roles (see Table 2). 


2.6. Data Analysis
Braun and Clarke (2006) six-stage process of thematic analysis offers a systematic way of generating patterns of codes and themes in a pliable and academically sound way enabling flexibility with the questioning, data collection, sample size and creation of meaning generation.
All interview recordings were transcribed and hardcopies printed. Recordings were then deleted. For the first stage, familiarisation, the scripts were read several times for a deeper level of understanding and notes were taken by pen on any presenting evocation. The second stage, generating initial codes, highlighter pens were used to systematically read through each line of each interview and highlight codes or areas of interest. A list of 113 variable codes were generated for stage 3 and a pattern of themes started to immerge for stages 4 and 5, generating and reviewing themes. The finalised themes were transposed to a thematic analysis results table ready to be discussed in the written-up research report at stage 6 (Appendix C).





3. Results.
3.1. Themes.
Through thematic analysis, three distinct themes and six sub-themes emerged: explanations of NES, the impact of NES and “who’s going to help me?” (see Table 1). There were consistent negative experiences from the YP and their families and self-reported lack of knowledge or understanding of NES from professionals. However, YP felt closer to their families because of the experience of NES and reported positive experiences of accommodations from educational settings. Professionals reported that they knew little about the disorder and that attention had been drawn to their lack of first aid and seizure policy knowledge.
Table 1. 
Themes and subthemes
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Table 2
Participant characteristics
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3.2.1. Theme 1.  Explanations of NES.
A strong theme across all 13 participants was, ‘Explanations of the disorder’.  All four YP felt that they had not had an explanation of the disorder and had relied on self-education from online sources or from parents who had researched for themselves. In the following quote Sarah explains.
   “ Well to be honest I don’t think a medical professional actually ever explained it to me. It was me and my family that did the research… experienced Counsellors that don’t even know what the definition of Dissociative seizures is then meaning I’m actually having to explain that to them” (Sarah, p2, 34-37).

One YP was given her diagnosis by her mother when she was  9 years old as she was too young to comprehend at the time. Information leaflets had been given to two pairs of YP and their P/C without verbal explanation.
 Only one professional, the Specialist Psychiatrist, could explain NES whilst the others had little or no knowledge of the disorder. Nadine, a university well-being advisor states.
 “I’ve got to say, I’ve got to be truthful, I don’t know much about it really”(Nadine, p3, 106-107).




3.2.2. Sub-theme 1. Medical explanations.
Explanations of NES to YP and their families from medical professionals were inconsistent across the participants. YP often felt more confused after consultation. Some had no memory of an explanation from anyone. 
“I was told little or no information about the seizures and left in the dark” (Mary, p1, 22-24)
         Parents and carers also had inconsistent experiences of explanations from medical professionals. On occasions a diagnosis took months and for one YP this was after a misdiagnosis and treatment for epilepsy. 
                  “We were under the assumption that they were Epileptic seizures round about 2020 and possibly caused by photosensitivity…there wasn’t a lot of information which was quite a big barrier for us to kind of understand”(Nick, p1, 16-18, 24-27).

                   However, one parent had a more positive experience, although again, after a lengthy process of investigation for narcolepsy.
“She just came over and she went ‘right’, she said. ‘I know exactly what this is’ she said. ‘This is something called Non-epileptic Attack Disorder”(Erin, p4, 127-129).

Explanations of NES for two participants were given by other family members, or they were unsure where their understanding had come from, relying on secondary information.
“When she <YP> came back she explained it to me along with giving me a booklet which helped explain the situation and how I can help” (Simon, p2, 36-37).
“I don’t really know exactly where my understanding of it today has come from, I can’t remember exact conversations of being explained it” (Eric, p2, 62-63). 

The professionals  had 93 years’ experience  between them of working in the mental health sector. However, only one participant, could explain NES although not why it happened.
“So, psychogenic mean that it does not have an organic base. If you do EEG which you do with Epilepsy, there are some changes which are not visible for this young person, yeah, so why we use the term psychogenic”(Taalish, p2, 66-68).

Four professionals had limited or no knowledge of NES, although there had been YP using their service with the disorder and one had personal experience of a sibling with a misdiagnosis of epilepsy, later diagnosed as NES. 
“ I don’t think it was explained enough what the alternative was” (Olive, p3, 103-104). 
“I had a client recently that was suffering with, suffering with [sic] that when she first came to me … it’s not my area, specifically in terms of that, I know my limitations” (Henry, p2, 52-57).

3.2.3. Sub-theme 2. “I researched myself and then I have to explain it!”.
Without an adequate explanation from medical professionals YP, parents and carers educated themselves online to understand their disorder. 
“I came home and then looked it up and that’s how I got information on it and my Mum looked into it a lot as well”(Lisa, p2, 39-40)”.
“Having researched it, I know now that a lot of people that are first diagnosed with epilepsy have got this not epilepsy”(Erin, p5, 145-146).
Finding on-line explanations for NES has enabled YP to explain to others what they have and what they need. YP want to reassure those around them that they are fine and others do not need to panic when they have a seizure.
“I quite happily say, ‘this is what I have and this is what I need’…It’s important to be open because I would never want a seizure to happen and someone else feel stressed or worried”(Sarah, p6, 193-197).
“I mainly say, I have this thing, it’s called Non-epileptic Attack Disorder or NEAD and I’m completely fine when it happens…when I was explaining it, I had to explain it to Teachers so I’d say so like I can still hear things you know” (Casey, p7, 244-248).
“ when you describe non-epileptic seizures, people just hear the seizure bit and just assume it’s Epilepsy or something similar to that”(Nick, p4 138-144).

3.3. Theme 2. The Impact of NES
For all YP in this study having NES had an impactful effect on their lives physically, emotionally and socially, as well as on their family members. Seizures ranging from syncope, myoclonic or tonic clonic resemblance, altered states of consciousness or regressive changes in behaviour which lasted  minutes or hours many times a day, left YP feeling exhausted, isolated and unable to function both physically and cognitively. However, three of the YP endeavoured to continue their education whilst managing this complex disorder. One YP was unable to return to education and left at 14 years old. Another had two years intermittently in and out of education, whilst two were attending university.
Whilst YP attended educational settings, well-being and medical professionals still felt the disorder was too rare and specialised, even though they had all had contact with a YP with the disorder at some point.
“Probably I think more training or more, [Sic] should be provided for us. I think that is because I have seen not many, but I’ve seen a few…I think that would be helpful for people who work in mental health” (Taalish, p5, 174-178).

3. 3. 1. Sub-theme 1. Impact on the young person.
The impact of NES on two YP was significant enough for them to stop going to school. One lost all contact with their friends and was isolated from society for nearly 3 years. 
“I got sent home so much that the school were essentially like, ‘we can’t deal with this, we can’t deal with you passing out all the time, so we’re going to get you on this home school thing”(Casey, p3, 70-80).
“I lost contact with all my friends and all my social skills have pretty much gone…because I was so isolated and unable to do anything for so long it has kind of delayed things in my life quite a bit”(Lisa, p5, 157-160).

The impact of experiencing NES not only affects YP when they are having seizures, but once the seizures have stopped, other somatic symptoms affect the YP’s life.
“Even though I don’t have seizures anymore… I get fatigued very easily and sometimes my brain can completely shut down. I get muscular tics and spasms. I had surgery on my stomach when I was young so now I tend to get stomach tics, as well as facial ones” (Lisa, p5, 148-152).

YP felt their lives were different to their peers, some of whom did not believe their seizures were real. 
“And I still think to this day that they <friends> don’t fully understand it, I have explained, but sentences are used such as like ‘oh not proper seizures’ or ‘not real seizures’ it’s like those words can be quite demoralising as to the disorder I do have” (Sarah, p4, 140-143).

Learning to drive was not an option for three of the YP who still had seizures. YP with NES have to think before going out, in case of triggering environments. 
“My life has been hugely affected by NES. I am unable to drive…Most of the time I am stuck at home. I often miss out on plans because I’m unable to get there or if I’ve had seizures or unable to attend…It affects my mental health, I feel anxious a lot and I’m often worried about having seizures”(Mary, p2, 70-73).

Being Autistic and experiencing overwhelm and sensory overload was also acknowledged as being impactful for onset of NES. 
“This is probably being attached to the Autism and stuff, but I definitely think I have to be more aware when it comes to working to not overdo it” (Sarah, p4, 129-132).
“Being in crowded corridors is one of my triggers… my Mum and I recently learnt that people with Autism are more likely to have this thing and my friends been telling me for years I’ve got Autism”(Casey, p3, 96, p11, 397-399).

Professionals noted that they had experience of the impact of NES on YP within their settings, however, were not aware of how to respond. Nadine commented,
“I think we had one person, well, yeah, she was having one of those…she ended up staying on the couches…I mean it’s above the  ground . I mean, easily she could fall off”  (Nadine, p3, 104-105; p 4, 136-138).

Responding to a question relating to knowledge of first aid treatment for NES, Olive responded, “none, no idea” (p4, 124).

3.3.2. Sub-theme 2. How does NES impact the family and carers?
Family members said that NES had directly impacted their family life. The mothers of two of the YP had not been able to work whilst caring for them. 
“As far as work is concerned, I didn’t work whilst all this was going on, I couldn’t so I didn’t…then I just started part time at a local school…my husband he’s now, he’s working nights so he can help go and get her if he needs to”(Erin, p8, 252-262).
“My Mum had to quit her job to care for me and I’d say now my Mum has quite a lot of stress going on”(Lisa, p7, 221-222).

One sibling discussed whether he had missed out on occasions with his friends or not been able to have friends over. 
“If my mates were out doing something or asked if I wanted to go, the immediate answer is no, I need to check first. I need to make sure I’m able to because having someone at home with my sister was the important thing.”(Eric, p5, 161-164).

Participants raised topics of difficult relationships within the family, feelings of frustration, guilt and disagreements about management or understanding NES. 
“There are sometimes where my Dad is, that he, I don’t know if he knows how to express his emotions or he well, so sometimes I’ll be passing out all day and then he’ll come and pick me up and he’ll kind of like shout at me about it”(Casey, p5, 175-177).
“It’s been hard, really hard. You know it has caused disagreements. The way I deal with it and the way my husband deals with it. He wants to solve it and I know that it probably won’t be solved”(Erin, p8, 267-270).

3.4. Theme 3. Who’s going to help me?
YP and their families had mixed experiences of support. However, teachers, ALNCO’s and lecturers, although not understanding NES, had listened and made accommodations for access to education. All YP noted that family gave the most positive support, although there were incidences of disparity. Lack of external support systems were  reported by all YP, parents and carers. Treatment for NES was inconsistent due to lack of referrals to mental health services, misdiagnosis, and lack of understanding from therapeutic professionals. Those who were referred and offered CBT stated that they did not find it helpful.
“Whilst I did it [CBT] my seizures didn’t improve. My mentality didn’t really improve…They didn’t focus on the bits that gave me PTSD or brought me to where I am, so I personally don’t think CBT, or how CAMHS did CBT helped me” (Lisa, p10, 289-293).

However, two YP were taking anti-anxiety medications which they felt reduced their seizure frequency and three paid privately for psychotherapy. Throughout their experience, YP reported areas of personal growth and understanding. They noted that doing things that made them happy, lessened seizure frequency and promoted well-being. One YP stated that having a seizure made her feel better.
“I am now more able to control seizures even though I don’t know how…Sometimes having a seizure feels like a release valve from just coping”(Mary, p3, 75-78).

Support could not be given to YP by four of the professionals due to lack of understanding of the disorder and discussions that it was too specialist.
“ We did discuss…what was best for her, and she identified that she’d like to talk to somebody who, you know, is more raised in that, you know…so that she can have that support with someone who is more specialised in that”(Henry, p4, 141-146).
“If I’m honest, I wouldn’t really be working with that affected” (Angela, p4, 120).

3.4.1. Sub-theme 1. Support systems.
Family was reported by all the YP to be their main support system.
 “All in all, it bought us very close, we’re a very tight knit family”(Lisa, p7, 222-223).
However, one YP reported some frustrations from a parent, and another felt their family could never really understand.
“My family will listen and be empathetic, but they don’t fully understand what I’m talking about” (Mary, p2, 36-37).
“They have been very supportive of me, It’s the main annoyance from Dad comes from when he has to pick me up from school…’oh why did you do, you know, why are you donking [seizures] so much?’…I’m just like this is why and then he’s like Ok and then we just don’t talk anymore” (Casey, p6, 199-201).

Educational settings were reported to be accommodating and supportive for all YP whether they were able to be in the setting or not. 
“They were very good at being like, ‘what adjustments can we make to make the classroom more better for you…in a different room, better lighting, where there’s less classmates”(Sarah, p6, 209-212).

YP were intermittently able to attend and although one was not, they were offered Education Other than at School (EOTAS) which they were too unwell to participate in. However, one YP still experienced stigmatisation and hostility from staff members.
“When I’m passed out I can still slightly hear and I heard them <Teachers> talking about it…I just felt really guilty”(Casey, p4, 118, 124).

3.4.2. Sub-theme 2. Self-understanding and well-being.
Throughout the process of acceptance of NES and for one YP, recovery, YP reported that doing things that made them happy lessened the possibility of seizures. Self-analysis and understanding the root cause enables YP to take back control of their lives. 
“Through counselling, I learned to self-analyse why certain things that gave me anxiety or PTSD and then I also learnt to communicate it…If I like notice something about how my brain works or how my body reacts cause, I tend to have very physical reactions to anxiety” (Lisa, p10, 297-298, 319-320).

For some of the YP there was an air of submission that they had NES.
“I had to accept that all this is probably going to be in my life for quite a while now…just to re-find what I enjoy, going out and going to places you feel grounded and that make you happy…gives you good emotions as opposed to…focusing on bad emotions definitely helps more as well” (Sarah, p3, 95, p8 259, 268-270).

Although professionals had no knowledge of NES, they all advocated listening to their client and having a person-centred approach to well-being.
“Because that’s the most important thing is you know what’s gonna make her feel safe while she’s here you know?” (Nadine, p4, 126-127).
“It would be a priority to think about what the student would need from me, the student would be able to tell me, this is what I would need”(Angela, p7, 229-230).






4. Discussion
This is one of the first multi-perspectival qualitative studies to explore  the experiences of YP with NES, the perspectives of their P/C and the knowledge and understanding of professionals working with YP, and the first on this topic in Wales UK. Although a small sample of three different groups, it was possible to find common themes throughout which correlate with previous literature (Cole et al., 2014; Dunne et al, 2019; Hinton & Kirk, 2018). 
Thwarted initially by experiences of lengthy diagnostic times, misdiagnosis, mistreatment and lack of explanation, the YP and P/Cs’ in this study showed resilience adjusting to the far-reaching impact of NES and the reliance on ‘self’ as a tool for meaning making (Pretorius & Sparrow, 2015). 
The YP in this study attend educational settings when they are able, are not in receipt of  NES specific specialised treatment and pay for private therapy when public health professionals have limited understanding of the disorder. Chew, Carpenter & Haase (2018) found that through positive, collaborative, familial bonds YP develop resilience to be able to cope with their adverse experiences. The families in this study reported similar experiences of positive, supportive family relations. 
The YP, families and carers  emitted feelings of  “confusion” “bewilderment” and then resignation that there is no support for them, nobody understands, and they just ‘get on with it’. This is reiterated in the developed themes; “Explanations of NES”, The impact of NES and “who is going to help us?”. Across the trajectory of their illness, interactions with healthcare professionals gave little reassurance to YP and their families of a positive prognosis for the future due to their limited understanding of the disorder, lack of treatment options and support systems. One YP had experienced seizures for 9 years and another for 4, the latter was misdiagnosed with epilepsy at the outset and had visited several therapists who had no knowledge of NES.
However, research has shown that YP with a chronic illness  attempt to normalise their lives if possible in the context of education and  develop strategies  to cope (Ferguson & Walker, 2014). Additionally, YP with a chronic illness such as  NES  take an increasing role in the self-management of their disorder whilst also negotiating integration into their day-to-day lives with their work colleagues, tutors and peers who may not always understand (Flick & Röhnsch,2024; Lerch & Thrane, 2019). The YP in this study took control of their own education of the disorder, coping strategies and management of NES by researching, explaining to others, understanding themselves and what they can cope with, such as work limits, missing out on events and having to rest.
The professionals  reported having limited or no understanding of NES, believing it to be too rare or specialised a condition for them to know about, despite the fact that all professionals at some stage had contact, or heard of students, clients or family with the disorder. Previous literature has reported that people with NES often experience poorer quality of healthcare and gaps in understanding and knowledge (Annandale, Vilyte & Pretorius, 2022). For example,  a systematic synthesis of 21 qualitative studies of patients experiences of NES (Rawlins & Reuber, 2016), found that negative experiences of healthcare professionals’ knowledge and understanding were common and expected by patients and this reiterates the YP experiences in this study.
Although at risk of elevated negative outcomes (De Aveirio et al., 2024), the legitimacy of an organic diagnosis of epilepsy promotes better social and professional understanding (Peacock et al., 2023), however, NES which is classed as a mental health disorder, leads to experiences of stigma, and exclusion because of limited research, training and therefore understanding (Karakis et al., 2020; Rawlings, Brown., & Reuber 2017). All the YP and their P/C’s had experience’ of stigma and exclusion due to the lack of understanding and knowledge of others, for example one parent reported the immediate assumptions  that their YP had epilepsy when they mentioned seizures and  another YP was told by friends’ that their seizures were ‘not real seizures’. 
None of the YP and P/C’s in this study experienced precise explanations of NES which left them fully understanding the disorder and it’s causation, however,  clarification of a diagnosis and clear explanations conveyed in a way which is meaningful for the recipient affect the way in which a diagnosis of NES is accepted (Karterud, Risør & Haavet, 2015) and can affect future engagement with healthcare professionals (Smith, 2014). The use of psychoeducation when delivering a diagnosis empowers the patient, their families and carers  through education about their disorder and enables them to make informed decisions about  pathways to recovery (Oliveira & Dias, 2023).
When psycho-education is used to explain and promote the self-management of NES by YP there may be a diminishing of frequency or cessation of seizures altogether (Mayor et al., 2013). Additionally, previous studies ( Cope et al., 2017; Gurcan et al., 2022)  suggest that psycho-education  at the earliest opportunity promotes understanding, confidence when explaining the disorder to others, better management, outcomes and less emergency service use.
Conclusion and implications
This study on NES is the first in Wales, UK. Four YP were interviewed about their experiences of NES, four P/Cs’ their perceptions, and five health and well-being professionals their knowledge and understanding of the disorder. Three key themes emerged: Explanations of NES, the impact of NES and “who’s going to help me?”.  
YP had consistently poor experiences with healthcare professionals throughout the course of their illness due to limited explanations, treatment and knowledge of the disorder. YP and their families sought their own education about NES, and then found they had to explain it to others, including teachers, lecturers, counsellors and peers. This was reiterated from the limited knowledge and understanding from the health and well-being professionals in this study despite them having some contact with clients with the disorder. However, this study highlighted to professionals the limitations of their knowledge and lack of a ‘safe space’ for care.
 Although NES impacted greatly on YPs’ mental health, feelings of isolation and ‘being different’ to their peers, YP developed positive levels of self-understanding of their strengths and weaknesses and developed strategies to cope with everyday life. Additionally, although their primary support network was their family, apart from one YP who had a supportive friendship group throughout, there was no external opportunity or psycho-educational support   for YP with NES and their families to improve YPs’ outcomes.
This relatively common yet poorly understood disorder, often misdiagnosed as epilepsy (Huff, Lui. & Murr, 2024) warrants further investigation in order to provide education to those working with YP with NES in the health and well-being sectors . Additionally, the provision of psycho-educational support systems for YP and their families to improve  outcomes and aid recovery.
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