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Christina 0:00
Hi, I'm Christina Olivant, and I'm a volunteer with York Disability Rights Forum. Today, I'll be talking to Anya Roberts, who started the Purple Circle epilepsy support group in York last year. I would like to highlight the struggles with employment due to epilepsy and the lack of understanding in some workplaces. Could you share some of your experiences?
Anya 0:19
I think you struggle in both ways, even when you are employed and you have epilepsy. I think that that can be, I've got plenty of experience where I struggle, where I have struggled with sort of explaining the condition to my superiors. I once had a manager tell me that, oh, well, why didn't you tell me that your seizures were this bad? Which basically meant to me that, if you, if you did tell me that these were, you know, your seizures were that bad, we probably shouldn't have hired you. It's just always what you want to hear. But yeah, so you just end up feeling like a nuisance. You sort of, I think, with employment, I think you tend to play it down. So like, when you when you get your interview, it's not, it's not the struggle to get the interview in the first place. It's sort of when you're at that interview and you need to disclose they have epilepsy, not that you actually have to legally, but you do feel morally they you should probably let them know. You do downplay it quite a bit. I do, and you don't want to let them know how serious your seizures are or the actual reality of your epilepsy because of that horrible fear that they're not going to hire you, even though legally, you know it's discriminating if they are going to choose not to employ you based on your chronic condition. But sometimes that just doesn't matter to employers, especially if you're in corporate or some sort of job like that, they're not going to give a shit. I've been in jobs where I have to go for multiple absence reviews, and I just sort of feel like I'm being cornered and having to explain to them why these absences weren't my fault, but still be made to feel like they're my fault. I think a lot of by the sounds of things from when I've spoken to people at the support group, they've had the same sort of treatment. I've spoken to some people who have had managers that have basically hinted over and over again that they are a nuisance because of their absences, and so in the end, they just walk away from their job themselves, rather than be made to feel like eventually they'll be sacked anyway, and it's just really sad.
Christina 3:08
According to the Government Department for Work and Pensions, new data was released in November 2025, showing disability employment rates are rising. However, Epilepsy Action stated that it's disappointed that the rise hasn't impacted employment rates among people with epilepsy, which remains among the lowest at 33.3%.
Anya 3:33
I do think it's an issue when you look absolutely fine and you look completely healthy. I think that's why sometimes it's easier for them to treat you like you are a nuisance. Because imagine I'm sort of absent, absent from work multiple days, and then I come in and I look completely fine. So, yeah, I can, I can sort of see why, why employers get frustrated, but the same time, they don't know enough about epilepsy. It's sort of not their fault, but it's also kind of their fault because they should be trained. There should be training. There should be more training. If I feel like the only thing people get taught about epilepsy is that flashing lights can cause seizures, and the thought has put people in the recovery position, that while they're, well, yeah, while they're having seizure. Besides that, I don't think people are taught enough about how epilepsy is actually is handled on a day to day basis by people who have epilepsy. Don't think they understand the mental health aspect of it and how low you can feel due to many, many different. Reasons, due to the fact that you haven't had enough sleep, or you've had too many seizures, and that will then cause you to feel extremely drowsy. Maybe your medication is giving you an insane amount of side effects. Maybe you're feeling do you get to the point where you nearly point to kind of feel suicidal. I think I've been there quite a few times, and it's due to side effects of the medication. But, yeah, it's it's a lot, and it's a lot that people don't know, and that's the most for a frustrating bit. And I think, I think that's what's nice about this support group. I guess that we can all rant like I'm doing right now.
Christina 5:51
Do you think there is also a large amount of stigma surrounding epilepsy that prevents people from applying for certain jobs or opportunities?
Anya 6:01
Yeah, yeah. I think there is a lot of stigma surrounding epilepsy that prevents people from applying for jobs or taking opportunities. I think, I think mainly it's, it's mainly with people. I think from, from what I've seen, people who have been diagnosed at a later age, I think they go into a massive panic, and I think they do get to a point where they do give up, maybe with with myself. I've been, you know, I've had it all my life, so I've learned how to live with it somewhat. So I know why I can handle and why can't handle, and I knew that I could handle uni if I tried my hardest, it's probably going to be more of a struggle for me, but compared to other kids. But I knew that wanted to do that, and I was going to find a way of doing that. But for other people who have been diagnosed at a later age, is terrifying for them, because they don't, they don't know when they're gonna have the next seizure, maybe, and I think they just choose, they probably choose safety over anything else. At that very moment, you should get an equal amount of support where on how to live with your epilepsy, as much as trying to find that perfect pill, that perfect medication that's going to get rid of the seizures, because there's a very good chance that you might not actually find that you know that that curable sort of pill, or that pill that makes them disappear for a long time.
Christina 7:42
Studies have found that stigma is significantly higher in epileptic patients and has a detrimental effect on the patient's quality of life and recovery. Therefore, there is undoubtedly a need to address psychological issues such as depression and anxiety within people with epilepsy. I mean, even at the the support group like, it seems like everyone is on socially for depression and anxiety, including myself. And it definitely gets in the way of me wanting to apply for certain jobs, because I just get really, really anxious about having a seizure in a certain situation at a job.
Anya 8:27
I think it took me a while to accept that it's not going to go away. And my dad, every time he hears me say that he hates it, I get told off. But I think I've just sort of accepted now that it's not going to go anywhere, and that's fine, but if I can learn to live with it happily, then I'll be able to achieve certain opportunities, and I will be able to apply for whatever job I want, and I think that's what people need. I think that's what people, other epileptics need, is that, that sort of reassurance that you don't need to wrap yourself in quite a wool you know you will be able to achieve all these things that you wanted to in life before you're before your diagnosis.
Christina 9:20
Finally, what support do you think should be in place for people with epilepsy in the workplace, just so that they can have a better quality of life, and it would remove that anxiety, because people know that there, there is that support there.
Anya 9:37
So I think the sort of support that I think should be put in place for employees with epilepsy. I think first thing would be for the first aid training to be expanded. And this is something that I've actually put forward at my own workplace. So at the moment my work, my office, they've come up with this equality network. So everybody gets to sort of throw in ideas into this group chat regarding different things, like gender, sexuality, chronic conditions, etc. And I've actually put forward for the first aid training to be expanded and mainly targeting sort of seizures and how to handle them at the time, because the amount of times that I've seen, or, you know, over the years, somebody have a seizure, and then someone just sort of freezing, not knowing what to do in a workplace, more in a school environment, even when I was in school, and not knowing what to do whatsoever, is just shocking. So I think that would be the main thing that would like to see that, like most workplaces, if not all, would be prepared for an epileptic seizure, because it is more common now than people think you might. You know people, I think you come across epilepsy more often nowadays, unfortunately. So I think you know that this, I think workplaces do need to be prepared. In that sense, I think we need managers to be to have some sort of training regarding epilepsy and just chronic conditions in general, so they can be empathetic when the time comes, and will know how to treat that person, or will know how to go about support giving them that extra support. Because I've had a few managers that just don't have a clue, and I think they just they they would have happily think they did, happily watch me leave, because I think they just really, really didn't know how to handle the seizures me having to take, like, an extra break every now and then, because maybe I'd had an absent seizure. I just really didn't know how to how to handle having an employee with a chronic condition.
Christina 12:25
Clearly. Do you have any advice for people living with epilepsy, on how to deal with that stigma and anxiety and just how to keep motivating themselves to put themselves out there and apply for jobs?
Anya 12:42
So I think my advice for people going into employment with epilepsy is, first of all, be completely honest, don't try and sugarcoat it. I've, you know, I can't understand why people do this. I've done it. I sometimes I still do it. It's a habit, because you don't want to be you don't want anybody second guessing whether or not you deserve the job, or whether you'll be able to hack the job because of your epilepsy, and whether you know you're less deserving. It's not that you're less deserving. It's just that if you if you are completely honest, then that support will hopefully then be in place for you. When they do give you the job, they have absolutely no right to not give you the job based on your condition. I think another bit of advice would be when, when you are in your job and you are struggling, don't struggle in silence. Also, another thing that I've done plenty of times, do be honest on how you're feeling, and they will hopefully do as much as they can to support you and look at different ways of supporting you. For example, my workplace, I started off working three days in the office, two days at home, and I really can hack that, because my my seizures are remote sleep, so I get very sleepy during the day. So now I go into the office when I can, and I primarily work from home, so that's an adjustment that has made a massive difference for me. So I think if you do voice your you know how you're feeling and your struggles, and try not to feel too anxious, of because I think that's where I've gone, sort of, I think that's been my sort of, the negative side of my anxiety, I guess, is that I always think the worst. So I always think that I'm gonna get sacked. Oh God, right, okay, they're just gonna find me annoying. They're gonna want to get rid of me. If I tell them how I'm feeling. But no, that's never been the case. That's just that's just me. And I'm sure that is a lot of other people with epilepsy as well, where they just assume the worst. But no, if you do, if you do, go looking for that support, it will be there. And I think as well occupational health, if you do get an offer to apply for occupational health through your workplace, please do. I did get into the habit of avoiding occupational health because there have been a few cases where I have felt that occupational health sort of work more for the employer rather than for the employee, and I did get a bit concerned that they were just going to cut my hours Again this would be for the benefit of the employer, rather than me. That's happened before, or they just write me off sick when I shouldn't be written off sick because it is a chronic condition. It's not going anywhere, and it's not going to do me any good if I'm being written off sick, because then I'm not able to live in a comfortable way salary wise, but since I have learned to sort of trust occupational health a bit more and have had a few good phone calls with them. So if you, if you do, get an offer for occupational health, I do advise they take it, because they will work in your sort of to support you really, in the best way that they can.
Christina 16:46
Thank you so much to Anya for joining the podcast and sharing your own experiences.
Anya 16:52
Thank you for having me. Yeah, it's been nice talking, talking slash ranting about epilepsy and its struggles and bits and pops, but yeah, thank you.
Christina 17:05
And I just want to say to everyone like, remember that it's literally stated in the Equality Act, 2010 that discrimination against people with a disability, including epilepsy, specifically, is prohibited, so remember your rights and self worth, and don't sacrifice that. And yeah, if you have epilepsy, or if you support someone with epilepsy, then please speak to someone if you're struggling, and seek that support. The Purple Circle support group in York has been a really, really great experience for me so far, and I've really, really benefited from that. And they meet every other week. Now it was every second Wednesday of the month, but now it's fortnightly, at 7pm at the Eagle and Child in York. So I would definitely, definitely recommend that to anyone that thinks they benefit from it. So yeah, thank you. Bye.

