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INTERVIEWER   0:35
To begin with, could you tell me about your experience of seeking support for both trauma related concerns and ADHD starting from the first time you reached out to a healthcare provider for any help.

PARTICIPANT 2  0:50
So it becomes very difficult because I'm disabled as well. And that manifested first. So when I was seeking support and so I ended up Getting a diagnosis of fibromyalgia in which they told me that I meet the qualifications for Ehlers-Danlos syndrome. But fibromyalgia is the same treatment pathway through rheumatology, so they won't do the Ehlers-Danlos syndrome diagnosis. As part of that, they tried to give me a diagnosis of anxiety and depression, which I've come to realize was ADHD.

INTERVIEWER   1:53
Yeah.

PARTICIPANT 2  1:54
And they were putting me on all sorts of different antidepressants that did fuck all. Actually one of them made me so apathetic that I was two months behind in my uni course. And on top of this, I was also suffering with PTSD at the time and didn't fully recognize that that's what it was. But in my second year of Uni, it all went to shit. And it was like it was hard enough 'cause. I couldn't look after myself. I'd moved out so I couldn't do anything. I couldn't look after myself. I couldn't eat regularly every day and wash like clothes and things. And then I was being put on antidepressants that made it worse, and I couldn't function.
But I then had a lot of home trauma I left an abusive relationship in my first year of Uni. And that ended with him sending an anonymous letter to the police that me and my friends who had helped me escape were part of a part of a paedophile sex ring.

INTERVIEWER   3:18
Oh god

PARTICIPANT 2  3:23
Yeah… so essentially because my job needed a full DBS and my friends were all in jobs that required a DBS, so we thought that…. even if it came out as not founded, just being under suspicion wrecks…

And my family also had a house fire, and then I had a grandparent had cancer and then a stroke. So I was in the sense… every time I went home… because he lived 5 minutes from my dad, I was coming out in stress hives and every time I got a phone call from family, it was because someone was dead or dying. So it's most likely that it's complex PTSD. But. What it is doesn't massively matter in in the sense of you know… I couldn't answer the phone. I couldn't go home. I couldn't be anywhere near anything if someone… if a patient had the same last name as him. I went into a panic attack.

INTERVIEWER   4:45
Yeah.

PARTICIPANT 2  4:46
Like and, it was absolutely traumatic. Just trying to keep myself together. And in uni, after all that had happened and I was in my second year. And my personal tutor retired in the first year and then they never picked up. So I never had like so at the start of the second year the course lead became my personal tutor. And we had our first meeting and she said “oh, you know, you were so with it and present at the beginning of the first year, and I thought you're going to be one that's doing going to do so well and then…” In fact, this was at the start of the third year, so the second year it all gone to tit. I'd not had any support in the second year. And then at the start of third year, she was like “in your first year you were doing so well and then second year, all of your results of just like you know, you've dropped two grades.”
I went from a first to a first to a 2:2. And I said, “yeah, well, did Jill ever pass anything over?” And she's like “No. No, I never got a handover.” I was like, “OK. This isn't going to be a 10 minute check in like I need you to cancel whatever you've got after me. And whatever you've got after that.” And she did. And we sat there and we talked and her face fell and fell and fell. And she was like, I am so sorry that we dropped you.

INTERVIEWER   6:29
Yeah.

PARTICIPANT 2   6:30
No one. No one recognized. Like the signs were there and no one, no one checked in and we should have checked in and you know she is a healthcare worker - because we're all healthcare workers, all of the lecturers are also clinical. So she was like, you know, the signs were there. And now that you've said it, but the thing was, is that I've spent my whole life masking.

INTERVIEWER   6:54
Yeah.

PARTICIPANT 2  7:01
So I'm very good at things going to pot. And I'll be more withdrawn, but I'll still I'll do the things that need to be done.

INTERVIEWER   7:13
Yeah.

PARTICIPANT 2  7:14
Looking after me doesn't need to be done. And that's the problem. It's that ADHD priority setting.

INTERVIEWER   7:22
Yeah.

PARTICIPANT 2  7:23
I, I don't need to be looked after. I don't need to be washed or fed, but I need to go to placement so I will go to placement. And she got me in with the counsellors at the university. So. The counsellors… Lovely. They were lovely. They were in well above their pay grade. And knew it, and they'd said at the start, like after the first session, she said “I'm going to give you the full support we can give you, but you'd need further support. You need specialised support” and the maximum they could give was 5 sessions. And they were like, “it's not enough for you. And I know you're going to struggle to get support. But we'll give you the maximum we can give.” You know, like they tried.

INTERVIEWER   8:25
Yeah. Yeah, I think that's something. But yeah, it's not a lot, is it 5 sessions.

PARTICIPANT 2  8:31
No. When your whole life's gone. Quite literally tits up. And yeah, and I'd not even at this point. I'd not even started unpacking gender stuff. I… that was in a box behind a door that was not to be opened. Because I was not in a safe space, even you know I was surviving at that point. So I then tried to get counselling through the NHS and couldn't. Essentially it was a “what do you mean?”

INTERVIEWER   9:21
Is that your GP that you went to?

PARTICIPANT 2  9:23
Yeah, yeah, the GP wanted to put me back on antidepressants and I said get fucked. I was like, I've lost so much time to antidepressants and I wasn't even on them for very long. I weaned myself off the third set because it was causing so many problems that I was like. Instead of going to the doctor and then talking over me and not listening when I'm saying the problems I'm having. I'm going to wean myself off and then go back to the doctor and say I'm not taking him anymore.

INTERVIEWER   10:00
Yeah, fair enough.

PARTICIPANT 2 10:02
You know, because this was it. All the times I'd gone and explained what the issues were. I'd been minimized or, you know, and the thing is… is I understand the medications.

INTERVIEWER   10:17
Yeah.

PARTICIPANT 2  10:18
Like they're talking to someone who does understand, and I do know, like with a lot of them, if you're having an effect, that's a bad effect. It shows that it does alter your chemistry. So sometimes increasing the dose actually means you get a positive effect. Because it's the dose that was wrong, not the medication. So I was going into it with the understanding that if it doesn't work right away, that doesn't mean it's not going to work. But I was being treated like a moron.

INTERVIEWER   10:54
How many times do you think like you went back and forth from your GP?
Was it always the GP that, like you were having these conversations with?

PARTICIPANT 2  11:01
It was over the course of a year. So… 'cause I would try them and they would be on a steady increased dose for about two months and then…. so I'd try it for three months of is it having an effect in the first month if it's effect, whether good or bad, then let them increase it. Try it again for another month. Then I'd have a month's Grace period of “is it working?” And about halfway through that, if it wasn't, I'd then wean myself off. Well, I didn't for the first one. For the 2nd and 3rd, I weaned myself off because I was just like… they cause so many other problems.

And the thing was that I did have chronic pain as well. And so I ended up also going through pain clinic. And they were giving me these antidepressants as well and going “we’ll not put anxiety and depression on your records because you know that could have a negative impact on you getting a job in healthcare so we're putting it on as we're giving them to you for pain.” They weren't helping the pain, but I'd got it on as painkillers.

And I was just like, OK. So I'm going to the pain clinic and they're giving me CBT “Oh, just pretend that you're not in pain. That'll work. Let's try meditation.” Do you know what meditation does to the ADHD brain? It sends it haywire. It's like I know the parts of me that are in pain. It's all of me.

I “noped out” in the end, I went to the doctor again and I said if I go back to that clinician again, I will throttle him. Because he was awful, like and he was minimizing and misogynistic. And [said things like] “you're just not trying hard enough yet”. This was like. I must have been 24/25 just out of uni.
In fact, I was doing it in my third year of Uni so. No, I'd not even like, you know, I'd not even start a full time job yet. I was like. Going up and down the country to do he placements and I was then in my spare time, which was precious little, going to spend 2 hours of the chap telling me that nothing was actually a problem and I just wasn't trying hard enough. And “you should keep a journal.” I was like, no, I fixate on things. I know that if I keep a journal I will dictate my whole life. Because that's what I did all through my childhood was I kept a digital journal and I wrote down everything that happened every single day. And I was addicted to it. And I would go into anxiety if I didn't write in it because I wouldn't remember. I couldn't give enough detail. I wouldn't remember. This is where the autism comes in. 
The signs were there, but you know it's that kind of because it's all jumbled together.
It's hard to pick apart.

INTERVIEWER   15:17
Yeah.

PARTICIPANT 2  15:18
The CBT was meant for the pain, but the pain was triggered by the PTSD, in part, even though it's also that I've got unstable joints. It's just the PTSD meant that I stopped exercising and my muscle mass went and that cocked my joints up. And I was already genetically predisposed to that happening. But I know that now, in hindsight, at nearly 30, after the amount of research and time that I've spent bouncing all over the place and the amount of stuff I do medically for myself...
Is… I know that it's harming me in the long run, but I also know that I won't get the support if I don't.

It's like I had… I'd still probably call it anaphylaxis just before Christmas, but I didn't go to hospital. Because I was not about to spend 12 hours in A&E over over Christmas when my granddad had just died in A&E.

INTERVIEWER   16:41
Yeah, I get that.

PARTICIPANT 2 16:42
I couldn't. I couldn't do that to my mum.
So instead I. Double dosed pyriton religiously until the hives went down, but the swelling in my throat knocked my voice out, so I then couldn't speak for a week. But I said to my mum that I'd got a cold. But what it was my throat was inflamed.

INTERVIEWER   17:15
Yeah.

PARTICIPANT 2 17:16
And it's things like that. And so… when I go when I go to actually seek the care.

INTERVIEWER   17:23
Something’s really, really wrong.

PARTICIPANT 2  17:23
I am… I'm extending the olive branch… like I am asking for support.

INTERVIEWER   17:28
Yeah.

PARTICIPANT 2  17:32
The amount of times that I've not been given it. I just I know. I know that there is good there, which is why when I have the energy I try. But when it comes to dealing with things in the day-to-day, if I can, if there is any way that I can deal with it myself, I will deal with it myself. I put joints back in place all the time.

INTERVIEWER   18:00
Oh God. I'm sure it's normal for you now, but my God. Yeah, that's significant, isn't it, Jesus?

PARTICIPANT 2  18:03
I'm. The first time my hips subluxed, I was 15. I did not go to hospital because Mum said I was being dramatic.

INTERVIEWER   18:17
Ohh.

PARTICIPANT 2  18:20
I put it back myself and carried on teaching 'cause. I was a swimming teacher. And it was a breaststroke that did it.

INTERVIEWER   18:30
Oh God.

PARTICIPANT 2 18:37
I use a wheelchair now. Like I can walk… and this is another thing… it's like I can walk if I've got a stick. A lot of the time, you can't even tell that my joints aren't right because I use the stick. How you are supposed to. But the chance of my knees coming out when I walk is high and if it gets stuck I'm then stuck.

INTERVIEWER   19:10
Yeah.

PARTICIPANT 2 19:11
So at work I use the Chair…except for clinical 'cause you're not allowed to be in a wheelchair when you're clinical. Make that makes sense. So I can go down the hospital wards to where I work in the wheelchair and then I will walk back down that corridor with my stick to go and collect a patient who's just seen me go down in a wheelchair.

PARTICIPANT 2 19:41
I spend enough time in healthcare to know that a lot of the rules are arbitrary. And it doesn't make sense. And you pick your battles.

INTERVIEWER   19:57
Yeah.

PARTICIPANT 2  19:59
And this is the best job I've had. Because previous jobs. Were downright discriminatory. And this one is indirectly discriminatory. But they really do try. You know, whereas the other ones were trying to be hurtful. So you know. 

INTERVIEWER   20:21
Yeah.
 
PARTICIPANT 2 20:26
I think I've kind of answered the most of the questions in that first follow up thing of I know that I've just rambled, but again, ADHD tends to do that like.

INTERVIEWER   20:39
I'd much prefer you ramble and it be natural than it just like it being like a tick box thing of questions.
 
PARTICIPANT 2 20:44
Yeah. And especially when it, I'm talking about memories. My and I'm sure you've probably seen this, they tend to jump. I have a very disordered brain. And when things are so deeply entwined, it is very difficult to find a place to start like I crochet. I do. A lot of yarn work and it. I liken it to when you've left yarn in a bag for a while. And there's several different yarns, and they're all jumbled.
And you start with one and you pull in that thread, but you're going to have to unknot things as you go. And it is just trying to get things straightened out. 

INTERVIEWER   21:31
Yeah, I like that metaphor. I have a bag of old yarn as well I can absolutely relate to it.

PARTICIPANT 2  21:39
That that is, that is what it's… it's like I spend a lot of my time unravelling yarn. Both physically and metaphorically. And yeah, they, you know, I've come across a lot of people in healthcare who are trying. And it's like. The psychiatrist, who said to me like you know, straight up he was like from what we've said today I would have diagnosed you with autism had you come down the combined path.

INTERVIEWER   22:15
I mean, it doesn't make a huge amount of sense to me because if they're a psychiatrist, they.. they could have just…

PARTICIPANT 2 22:21
It's because it was the right to choose.

INTERVIEWER   22:24
OK.

PARTICIPANT 2 22:25
So the NHS has paid for the one. But they the combined is a different price.

INTERVIEWER   22:34
Right. OK.

PARTICIPANT 2 22:35
It all comes back down to money. And to have tried to go for the autism one would be another two year wait. And we had a like a 5 minute chat at the end because I sort of said, well, what would you suggest? And he was like, to be honest. You're not get anything for it like. The ADHD one is the one that you can get proper support with. Like the ADHD work coach and the access to work is far more substantial with ADHD than autism and the just the ability to medicate and things like that. It's… you're likely to see an impact from just this one so. Don't rush into getting the other one, and chances are. You, you know, I generally don't advise people to do it.

INTERVIEWER   23:40
Interesting perspective, but I'm glad they actually stopped and had a conversation with you.

PARTICIPANT 2 23:42
This is it like there is a lot of people that I've met that really have cared about, you know. Talking and getting the support and like it's just it tends to be the people with the hands tied that can't do anything are also the people that see it.

INTERVIEWER   24:08
Yeah.

PARTICIPANT 2  24:09
You know 'cause, he's obviously sees a lot of patients coming through. That… especially [people who were] raised female, that are autistic, ADHD… the bit they've noticed is the ADHD.

INTERVIEWER   24:28
Yeah.

PARTICIPANT 2 24:28
So they've come down the ADHD pathway. And actually it's both. But he can't do anything about it. So you end up wearing that chip. And yeah, like and the thing was. I was aware that I was probably autistic before this, like while I was on the wait list I'd applied to be a lecturer, and I nearly got it. But one of my friends is an autism support coach for academic students in Uni. So when I was preparing for the interview, I asked her, because she's academic, could she do a mock interview with me because they gave the layout of the interview. And so I had to do a presentation like a 15 minute presentation on something and it was timed and all the rest. So I was like, could I do that with you?
And she was like, absolutely, we will sort that. And we did it and she went “don't take this the wrong way, but I can't have you going into an academic role without understanding this. You do know you're autistic, right?”

So she’s like… she's autistic and is an autism coach and it's like, OK.

INTERVIEWER   26:03
Yeah.

PARTICIPANT 2 26:05
Yeah. No, I've been. I've been clocked by the community there that's as good as a diagnosis, really. And the really funny thing that happened was once I started medicating the ADHD, the autism reared its head. It's like the ADHD masked a hell of a lot. Because I couldn't do things.

My ADHD stemmed massively in executive dysfunction. So there were a lot of things that once that had been was less inhibited suddenly. These things were just coming out and I was like, oh, that's weird. And the the echolalia which I always did but not to a great extent. Was suddenly every day, all the time. And like. The being able to go into doing the things that I want to do because I've not got that inhibitive brain gremlin holding me back anymore meant that I was going into doing things and then going, oh, this is a special interest. Fuck. I've spent three days researching a thing. Wow, that's… that's something.

INTERVIEWER   27:32
Yeah.

PARTICIPANT 2 27:36
And. And I think as well, what helped a hell of a lot was I got. The PTSD under control. And that was. In the same year. No, so I was diagnosed with the PTSD the year before I had the ADHD diagnosis, but I didn't get the therapy until after the ADHD diagnosis. It was an 18 month wait.

INTERVIEWER   28:06
Right. OK. So how did you come about getting the PTSD diagnosis? Was that again for your GP or was that someone else?

PARTICIPANT 2 28:19
That was the health and well-being charity in Leeds.

INTERVIEWER   28:24
OK. And did like you reach out to them or was it something like uni or?

PARTICIPANT 2 28:29
I reached out to them. I was in crisis. I was…We were at the point where my partner had given me an ultimatum that they could not cope with the support I needed anymore. And I had been getting mentally worse and worse since they've known me. And I'd got to the point where everything was the worst thing that ever happened. I was getting dissociative episodes. I was flinching at everything and full of rage all the time. So they couldn't have a conversation with me. I would just rant at them all day. They ended up having to get therapy because of how I was I traumatized them.

Which is, you know, like… we're still together like. It's something that we worked through and they understood that it wasn't me. But trying to get therapy been so bad. The NHS just point blank said that unless I was suicidal, I wasn't getting a therapist. And therapy is expensive. So I eventually managed to get PIP. This was the problem that PIP. Which wasn't for mental health. That was for physical health, but they had… I don't know if you know how PIP works?

INTERVIEWER   30:27
A little bit not in detail.

PARTICIPANT 2  30:29
For very basic overview, for context, there's two sections that each have their own pay. Separate to each other. One is for your living in the house and one is for moving around outside. And there's a standard rate and a higher rate for both. So you could have higher on one and nothing on the other standard for both it, you know completely independent. And it's eight points for the standard and 10 for the higher. When I first went through the PIP thing, they gave me two points for daily living and nothing for mobility. Bearing in mind I used a walking stick and I was in pain all the time and I have a intermittent hand tremor like I can't hold a knife without it slipping out my hand. I don't remember things because of the ADHD… all sorts. We spent 16 months going through the process to get in front of a magistrate, and the magistrate awarded me standard for both. So I went from getting nothing to getting money for both parts. And at that point, I could afford a private therapist. So that was the difference it made because they back date the pay to when you put in the application.
So I got 14 months worth of pay as a lump sum.

INTERVIEWER   32:03
Oh wow, yeah.

PARTICIPANT 2  32:05
And then got money every month. So at that point I could go part time because my job was really, really impacting my mental health and I could also at the same time pay for a therapist. So I went private for talking therapy and got someone who is LGBTQ and trauma…

INTERVIEWER   32:35
Informed?

PARTICIPANT 2 32:36
Yeah, yeah, those words. So and I've now been with her having weekly therapy for five years. It was her that sort of pushed the like. Looking at getting the ADHD diagnosis. And helped sort these things out and helped me to actually handle the ADHD things. Because she was as good as she was when I eventually got the therapy for the PTSD, I was able to have both at the same time.

INTERVIEWER   33:25
OK.

PARTICIPANT 2 33:26
Which is not normal.

INTERVIEWER   33:28
Yeah.

PARTICIPANT 2 33:29
But essentially, the therapist for the PTSD said that with me being in the mental state that I am.
Having a talking therapist who I've got a good relationship with, so long as I don't go into the area that they were doing their therapy on… having someone who I could handle the current day-to-day problems with and get that out of my system…meant that I could dedicate more of my mental energy to the CBT for the trauma… meant that I would have better success.

Or she assumed that I would have better success handling the trauma.
Essentially it was a. This isn't normal, but for your case I think that it's the better option and it did like. Because it meant that when the job did stupid things. I had that lifeline…. of I need to get this out. And then I could go to the PTSD CBT and dedicate the time because I needed two hours a day [for homework tasks] I was seeing her every two weeks, but I was doing the thing every two hours every day.

And she was like, I don't know how you are actively mentally coping on a daily basis because you can't deal… like when we open the box, the box is full of explosives. And it's it is literally that I just dissociate. I had a work persona. Work me doesn't have any problems. Work me is only there to look after patients. And make sure everything is safe and I get so hung up on safety and it's because I need people to be safe. Because I wasn't. So I need everything to be safe.

INTERVIEWER   36:44
Yeah.

PARTICIPANT 2  36:47
And you know, they go is this just their personality? They're just a stickler for safety. It's like, oh, no, no, it wasn't a personality. It was trauma. All along. And yeah, the charity were very good. And they did the assessment. The nurse that triaged me, like told me straight up, yeah, you have PTSD. You more than meet the qualifiers. I was just under very severe so I was in the severe to very severe category. And obviously I hadn't got an ADHD diagnosis at the time, so that didn't factor into how you handle trauma. 

And they did give me a lot of resources in the meanwhile. And were upfront how long the wait was. You know, and it took four months of the CBT and I will say that CBT for the PTSD trauma did help.
CBT for pain… bollocks…. Absolute shite. But for a specific point in time… of unpacking… because we only worked on one thing - it was the being interrogated by the police for the you know, paedophilia charge. Because that was absolutely traumatising. Because I didn't know that he'd sent a letter. So I didn't know why I was getting… So that you know, like I couldn't have people close the door on me without feeling locked in… I couldn't lock the door of the house.

INTERVIEWER   39:02
Yeah.

PARTICIPANT 2  39:04
So yeah, it was a thing. And so we worked on that. And yeah, like 2 hours a day for three months, is a bit ridiculous.

INTERVIEWER   39:17
That's intense.

PARTICIPANT 2 39:31
They they have to get people into a state of coping, to move on to the next... because I saw her every two weeks. So I saw her once every two weeks. But what we did was we went through.
The scenario. And then I had to listen to that.

INTERVIEWER   39:52
Right.
PARTICIPANT 2 40:09
And so, and then you unpack it and unpack it and unpack it and go right. OK. It's you're so bloody sick of this now that you're more looking at it as a chore rather than something to be afraid of.
It's just a monotonous chore. So now we're going to put in the “here and now person” and go well here and now, what are you thinking now you know what you know.  Essentially, deconstructing the entire memory so there's no fear in it anymore. And it did reduce the flashbacks for that thing. And, you know, I lock my door at night now. Those sort of innate fears of the things that came from that event are things that don't fully affect me anymore. And while I've still got, you know, dissociative episodes and things like that - being able to be in a room and have someone walk behind me and not lash out is great.

So and then coming into it the next year and going oh, yes, no, you do have ADHD.
And then it's like, well, that all makes sense then.

INTERVIEWER   41:42
Did having the understanding of a your PTSD  and it being more processed and then having that support from your other therapist, did that enable you more to go forward for the ADHD assesssment?

PARTICIPANT 2 41:57
I what I needed was help. And I couldn't have waited the two years for the ADHD diagnosis to begin the process of getting help. Like I was in crisis. I ended up having three months off work with stress.
And the thing was was. Some of it was me. Most of it wasn't. And I'm now at a point, especially with the therapy, that I can look back and go. I was a cunt to work with. Like they were all horrific to me and acting illegally. But I was also awful. You know them being awful doesn't negate that I was too.

INTERVIEWER   42:52
Yeah, yeah.

PARTICIPANT 2 42:53
Like and I can justify it and say, you know, I was surviving in a workplace that was hostile.
But I was also making it worse. Like you know it, it's one of those where they weren't willing to work with me because I was very hostile too. What they were asking for wasn't fair. And it's like I ended up putting a grievance in against my manager and her manager and I won because they were the investigator who was the HR business person for the company sort of went, oh shit.
If this goes to a tribunal, we're fucked.


Like I am talking trying to put a disabled person on a pip so that you can remove them from work without having to go into any disability, unfair dismissal things.

INTERVIEWER   44:07
Yeah.

PARTICIPANT 2 44:07
Telling them that they were going to have an appraisal and then put in the PIP paperwork in front of them in the Costa Coffee of the hospital, with them in uniform. Then when you read the PIP, they're giving you smart goals that are asking for more than any other member of staff does. Like you're not allowed to have any of the assistants help you with any of the workload. So everyone else gets assistance, but you don't. And we want you to do as many patients in your 10 hour shift as everyone else does in 12. And we want you as a disabled person with a walking stick, to be as fast as them. Faster even because you're doing more and less time and you're doing it by yourself. And they tried to pass those off as smart goals.

And I was not, like, medicated for ADHD at the time, wasn't in a a great state of mind, and I couldn't articulate because the emotion was overriding everything. I couldn't articulate to them how badly they had fucked up, and they were just like, what do you think of this? And I said, well, I think it's rude. And I couldn't articulate any further than that. So when the when the person did the grievance, she was like “right well, what they did about that meeting was not OK, but I don't know about the PIP until I investigate as to whether or not the PIP's justified, you know, so you might still be on.” She came back about a week later and went “no, you're off the PIP.” And then as part of the grievance mediation, they were supposed to apologize to me and they couldn't do it. Like couldn't at all. I had to go back to the investigator who had to go back to them and essentially go “do you want to lose your jobs? Because if this goes to a tribunal, you will.” For them to then have a prepared statement that this investigator clearly wrote. And then nothing happens to them and I have to stay working with these people.

INTERVIEWER   46:41
Yeah.

PARTICIPANT 2 46:42
Where I bring up a valid safety concern of someone chocking a door open to where the radiation is kept. Who is also the senior member of staff for the department.

INTERVIEWER   46:50
Move.

PARTICIPANT 2 46:55
And I get told that I'm just trying to cause problems. It's like, no, that's illegal and it's not safe. And you end up in this situation where you're just like, yeah, that that is awful. And I was getting so so freaked out. I, you know, like I was in fight or flight all the time. My cortisol will have been through the roof all the time and I was then coming home to my partner and having to talk to them about every single thing that happened in the day in minute detail, very agitated.

INTERVIEWER   47:40
Is this what led up to you being in crisis, or was this after that point, when you were already seeking therapy?

PARTICIPANT 2 47:47
I was already seeking therapy and this sent me over the edge. And it was before I had the PTSD. Oh no, I got the diagnosis. I hadn't had the CBT. So yeah, it had been building for a while and then I just couldn't take it. And yeah, so I like, took off my uniform and left and went to the GP and the GP went. Yeah, here's a month off. And then that turned into three months. And I'd been looking for another job, but because I was disabled, I was of the opinion that I would never get another job. Because who in Healthcare is going to hire a disabled person? So you know, and then the one I'm in now came along. And I applied about half an hour before the post was due to close, because I just noticed it and I wrote an absolute bollocks statement. But with NHS jobs, you can tick that you’re disabled and if you meet minimum requirements you’re guaranteed an interview. So I was like, well, it's interview practice if nothing else. And yeah, like they have been fabulous. Like I showed up to the interview with a walking stick. I was very upfront that you are hiring someone with a disability.
I had the ADHD diagnosis at this point. I was like, you know, this this is who I am. And they took it. And like they have done so much to support me. Like I've not even had to use access to work. They have just like, gone OK, what works for you?  I'm the one that picks my desk in the office because they're like, well, you've got a wheelchair, you know, we can sit anywhere you need to be in a place that works for you. Like I from here, I can see the main door in.

INTERVIEWER   50:21
Yeah.

PARTICIPANT 2 50:27
Which means that I feel safer because I can see the door where visitors come through.
So like I'm like, right? Well, I can get in and out here. I've got a wall which it makes me feel safe, even though most people would feel cornered for me. I like the security of the wall.


Where I am now. Is a very, very different place, and it's a lot of things lucked out. That's that's how I describe it. A lot of things just lucked in my direction because it was everything that was impacting.
Yeah. It was physical health. It was the pandemic. It was. Being in a job that was discriminatory. It was not having the mental health support. Being fobbed off for five years by doctors. And having to deal with things yourself.

[bookmark: _Int_2iGAkUo5]INTERVIEWER   53:03
Yeah.

PARTICIPANT 2 53:05 
And I was fortunate to win the fight to get the extra funds. That I was entitled to, which meant that I was able to afford the therapy I needed, that I couldn't get through the NHS. And I am now, I still have. Bits where the disabilities disable me. And I get so frustrated because I can't just, you know, I am a professional. I should be a fully functional human being and I am not and like, it's making things work for me. But I have the opportunity to do that. And I know that a lot of people in my position don't. You know, having a extremely supportive partner who's a full time carer - I am washed, I am fed. Who has a job where he works full time with an income, which means I can work part time.
We've just. Renovated the bathroom so that there's a walk in shower. We've made it because for the last five years I couldn't shower alone because I couldn't get into the bathtub.

INTERVIEWER   54:35
Right, yeah.

PARTICIPANT 2 54:37
So that pulls on your mental health massively. Like again, I am an adult with an adult job where I come to work and people think that I am super capable and you know, like I am a knowledgeable, intelligent person and I can't have a shower without someone literally standing next to me.
It is a dichotomy that just really, really inhibits good mental health.

So having accessible shower where I can go and sit in there anytime. And wash without someone standing over me has done massive for my mental health. I got a lizard so that I had something that I could look after because we have dogs and I can't walk them. And that means that my partner is looking after them all the time. He does everything we often say he's a single father of three. Because he does all of the caring and so... I'd always wanted a reptile. And we looked into it and did a load of research and realised that the upkeep for bearded Dragons is doable for someone like me.
So I've got one and I look after him and you know it means that there is something that relies on me. And that helps because there is something that I take care of. I'm not being taken care of all the time. There is something that I have the responsibility for.

INTERVIEWER   56:19
Yeah.

PARTICIPANT 2 56:22
And you know, that's huge. And it it's all those things. That my talking therapist, that is private, that isn't a psychiatrist and isn't a psychologist, and all the rest of it. It was her that, like, pushed me in that direction and was like, well, these are these are the things that you seem to be seeking. You're looking for responsibility. You're looking for care taker responsibility that by your actions to me, that's what you're seeking. That's something in your life that you're not getting fulfillmentof and it's impacting on you and it's making you stressors worse. And so what can you do to provide that fulfilment?
nd because reptiles are a special interest, it also scratches the part of my brain I haave mylittle desk buddy friend who's my little bearded dragon.

INTERVIEWER   57:26
Aww

PARTICIPANT 2 57:27
His mouth opens. He is great and he sits with me.
But it it's, you know, it's things like that where it's just like, having access to that support of someone who is “All of the informed” the trauma informed the ADHD & autism informed the LGBTQ allyship.

INTERVIEWER   57:56
It's crazy that you had to like the way for you to be able to access that, though was by having a disability and getting PIP money for the disability, yeah.

PARTICIPANT 2 58:03
Yes! And having that improves the rest. But it's like, I'll tell you something that is very interesting and may well be one of those quotes that doesn't actually end up in the final paper, but is interesting to know nonetheless. I'm now on medical cannabis.

INTERVIEWER   58:27
Oh okay

PARTICIPANT 2 58:28
It was easier to get medical cannabis than it was to get any help for any condition.

INTERVIEWER   58:37
Wow. That is interesting. Was that just for your GP or?

PARTICIPANT 2 58:45
GPS can't prescribe it. It's only private GPS. So you can't get it on the NHS at the minute, even for like epilepsy. Apparently you can't get it on the NHS at the minute, but it's legal privately. It's really stupid because the amount that I'm allowed is a ridiculous amount. I genuinely look at the amount that I'm allowed to get and go. Who the hell is is tolerating...  like you must be stoned all day, every day like that is ridiculous. Cause and it does actually help the ADHD symptoms. Which they also say that they can prescribe it for.

INTERVIEWER   59:31
Really. Wow, that is interesting.

PARTICIPANT 2 59:32
Yeah.
I didn't know that.
But when I had my consultation with them, we talked through the things and they were like, yeah, you know, I think it's worth giving it a go for you, for your pain, because I don't have anything for a flare up or I didn't before this.

INTERVIEWER   59:52
Yeah.

PARTICIPANT 2 59:54
So when I was in a flare, I was bed bound and couldn't do it and just in pain. You can't do anything and you can't stop the pain. So you're just there experiencing it for 12 hours? And so I tried it.
But when we were talking about other things and I was saying about the ADHD, they're like, oh, well, you may find... she's like it's “it's not a one-size-fits-all for ADHD”. She was like “for some people it can make symptoms worse. And for some people, it can make symptoms better. And some it does nothing. But it is something that we do try people on for because. But it does have the ability to make things better.”
So it's yeah. But literally like that was one hour and a quarter consultation with a professional who went through my entire medical history, talked about what my goals were and was like, we'll give it a shot. And literally so it's like, OK, so I contact them. They talk to me and then. We give it a go.
That's The most straightforward... It was less than two months between me applying and getting it in the post.

INTERVIEWER   1:01:28
Crazy, isn't it? I don't understand how it can be legal like privately, but not legal for an NHS GP.
But I mean, that's a whole separate tangent, isn't it?

PARTICIPANT 2 1:01:35
Yeah. See, I'm not sure if it's... I think I said legal, but I'm not sure if it's that it's illegal or more that it's against policy.

INTERVIEWER   1:01:43
Yeah okay

PARTICIPANT 2 1:01:44
So they they can't prescribe it because they've not got any policy for it and the NHS is so bloody slow to update policy. Yeah. So that that's it. So they're waiting. They're letting all the private people do it so that they can build an evidence base. I mean like again. You know, it's because I've got PIP that I've got the money to afford it. Because being private for some of your prescriptions is extremely expensive.
INTERVIEWER   1:05:10
Yeah.

PARTICIPANT 2 1:05:12
I said to my partner the first time I took Concerta, I said my brain is normally Kings Cross station, and there are people everywhere, and they're all talking, and there are trains going 80 mile an hour through the station all the time. Different locations. You know, you could not possibly keep track of all the people and things that are there all the time. And then I took Concerta and 20 minutes later. It was subliminal. The station was empty. It was just me stood on a platform and there were no trains and there were no people and it was. It was eerie quiet. I always have music in my head and there wasn't any. And not having that was so, so eerie. And I didn't like it. It was so uncomfortable. Just being alone in the brain.

INTERVIEWER   1:06:18
Yeah.

PARTICIPANT 2 1:06:19
And I ended up chatting to a friend who has been on ADHD meds for a couple of years before me and we chatted about it and she's the same. But she's a creative, she works as a sound tech on Broadway. So you know very, very high level creative person and music is a big thing and she's the same of always having music in her head. So I've talked to her about it as - how do you cope? And she did say it comes back. And it did. Like it took two months, but it came back. It's just I can turn it down.

INTERVIEWER   1:07:08
Yeah.

PARTICIPANT 2 1:07:11
Like it's those sort of things... like having... because I wasn't given access to like support groups or anything. But by knowing people in the creative community and most creatives are neuro divergent.
Having those people did a big help with... this feels wrong, is it? Is it OK? Did you get this? Yes, yes you did. OK. It's not. I'm the only person in the world that's had a weird reaction to something, and it's all wrong and I need to come off it right now.

Most of the time I'm just fighting with my GP to actually give me the goddamn medication. Cause Concerta has been in a shortage and a national shortage and there's been guidance to GPS on what they can prescribe instead. And the GPS are going, but we're not psychologists. We don't want to prescribe anything. And I'm like, so you're going to let me go cold Turkey instead then? Great. Thanks.

INTERVIEWER   1:08:41
Yeah.

PARTICIPANT 2 1:08:41
There's a there's a document published by your group for your area on what you can prescribe instead as a bridge. While they get their shit together with getting the drugs back in the country and you're refusing to. For no reason. Other than because I got a psychiatrist who was private when he diagnosed me, even though he was also NHS at the same time. And it's the same fucking qualification and the fact that he's moonlighting for a private company because you don't like, look after your doctors is nowt to do with me. Like, that has been the last 6 months of fighting to get medication so that I can do my job. And I really value this job.

INTERVIEWER   1:09:45
Yeah.

PARTICIPANT 2 1:09:45
I really enjoy it. I think it is a lot that can be done for, you know, like I want to help patients as well. Like, that's what I'm here for. I'm like... I'm a published author now I've got. A paper in I've got a systematic review in a peer reviewed journal.

INTERVIEWER   1:09:58
Nice


PARTICIPANT 2 1:10:00
I know. I was like first author as well. It's mine that I wrote like, and having the ADHD meds allowed me to do that.

INTERVIEWER   1:10:20
Yeah.

PARTICIPANT 2 1:10:25
Like I had the support of work, but I also had the medical support to allow my brain to focus on the thing I needed to focus on and not reptiles.

INTERVIEWER   1:10:38
Yeah.

PARTICIPANT 2 1:10:39
Like so, having to fight with a doctor every month, and all of my hours pretty much outside of work, it feels like. I've taken on another admin role for my health. Just so that I can come to work for three days. 

INTERVIEWER   1:11:13
Just thinking about like the different experiences you've had with different professionals so far. The consistent theme is the GP or various GPS sort of not listening.
Maybe having their hands tied, but you know not listening. What's been the difference between different professionals from your experience, like in terms of negative positives, whatever.

PARTICIPANT 2 1:11:45
GPS have been almost entirely negative, no matter what I've gone to them for, I started bringing a male person with me.

INTERVIEWER   1:11:58
Really?

PARTICIPANT 2 1:11:59
Yep. Not always my partner, but I bring a male person with me to appointments. I've got a friend who's a physician's associate, and when they're available, I bring them with me, because even though they're non binary, they are 6 foot something and very masculine presenting so...

INTERVIEWER   1:12:21
Yeah.

PARTICIPANT 2 1:12:22
And it's because I'm not listened to or I'm not trusted that I'm telling the truth when I say something happens. I had drug seeking on my records for five years, no four years because I am allergic to non steroidal anti inflammatories and I codeine doesn't work on me. Looking into it, I probably like the enzyme in the liver that breaks it down, so it just passes straight through because I don't get any side effects either. Literally, I was on the highest strength they can give people and I was driving around like I was on nothing. But because I said that to a doctor, they then decided that I was looking for morphine and put drug seeking on my chart. And then they were even more like, oh, you're just a person that, you know, like you say you've got pain, but you're under 30 and you're a woman. It's like I'm not even a woman, though. Can we stop using that term? And.  I've had top surgery, but I've had that privately and I got a psychiatrist private. And I've not even got into GIC. And the GIC pathway is entirely based on someone who's not even started. So there is no way to get into geek as someone who's already transitioned.

INTERVIEWER   1:14:01
Right.

PARTICIPANT 2 1:14:02
So you have to go through the pathways as if you haven't, and hope that the triage person in seven years time understands that you're not pre-transition.

INTERVIEWER   1:14:14
Oh God, you’d hope so wouldn’t you. there must be so many people in that position.

PARTICIPANT 2 1:14:18
They are currently in Leeds booking in people for the triage, so this isn't even with a nurse. This is your receptionist triage. From May 2019. And that's why I paid 8 grand for the privilege of not having tits. And that was 6 kilos off of me. Which also helped with the mental health and.
The physicality issues, shockingly enough. And yeah, like again, it all, it all merges in and I know that there's a higher percentage of trans people in the neuro divergent groups. And I know that like. There's a lot more not feeling human in general. And just a lot of things that aren't noticed. Like when I look back, I I see it. But I didn't see it then. And it's not knowing the terms and not being in a safe environment to actually. Look at things. I had to be good at things because if I wasn't good at things then I wasn't praised. So I'm only deserving of affection and love for the things that I produce, and not for being a person in their own right.

So looking at it now and going. Yeah, the reasons why things weren't picked up was the environment that I was in was not conducive and education is a special interest of mine. I'm very good at education. I fall into it like it doesn't take much for me to start teaching and explaining things. I think I've done it today, like if someone doesn't understand something that I have knowledge of, my instant reaction is to share the knowledge.

INTERVIEWER   1:18:58
Yeah.

PARTICIPANT 2 1:18:59
And I'm quite personable with it because I've learned how to be good at, you know. Getting getting knowledge from one person to another is something that I really enjoy doing. And it means that I was good in school.

INTERVIEWER   1:19:18
Yeah.

PARTICIPANT 2 1:19:21
And I was good at university till life fell apart.

INTERVIEWER   1:19:24
Yeah.

PARTICIPANT 2 1:19:26
And yeah, and there was no, there was no one looking out for me. Through it all, like mental well-being is not a thing in my family. They don't... you know... it's it's being dramatic.
I've become more vocal about having therapy at home because my younger siblings need to know that it's OK.
Because my youngest sibling is the textbook ADHDer, but she's not diagnosed.

INTERVIEWER   1:20:02
Yeah.

PARTICIPANT 2 1:20:03
And she's struggling. She's 21. She is like, can't keep a job for more than three months is having issues with socializing and in work context can't look after herself at home. Mum somehow, after being a helicopter, I'll do everything for you for the 1st 20 years of life, can't recognise why she might not now be capable of doing all the things she never learnt how to do as she was growing up.

INTERVIEWER   1:20:36
Yeah.

PARTICIPANT 2 1:20:36
So it's like I'm trying to be more vulnerable at home with my health and neuro divergences and things like that because I didn't have that at her age and it went so sideways. My well-being was so, so poor and not looked at like obviously my partner saw it and my friends saw it and they tried.
I lost friends during the years where I was in absolute crisis because they couldn't handle it.
And they had to take a step back because they were like, we need to protect our own mental space. And at the time, I was very upset about it. And now I can go. You know, it was the right decision for them.

INTERVIEWER   1:21:59
Yeah.

PARTICIPANT 2 1:22:32
And if I'd have had a diagnosis and had the support and been listened to at the start of it, you know, five to seven years ago when it started and it was just a problem, but it wasn't all life consuming, everything's about to fall apart problem. Because I did go fairly early on and a lot of people don't, but even going fairly early on into the process. It still took years upon years upon years.

INTERVIEWER   1:23:13
Do you think if you hadn't had a disability, if you hadn't had the trauma, do you think the ADHD would ever have been something you pursued or something someone picked up on?

PARTICIPANT 2 1:23:22
No, I think I would have gone into an education job. It's not that I don't like this one. But I think. Like knowing that I have a fatigue issue and the rest of it, but I still managed to do what is essentially a full time job in three days. And do my own research alongside. Like. If I wasn't limited. Then something like full time lecturing is likely what I'd have gone into. And it's like. And it probably would have been the health care position I'm in now. I would have done three years of health care and then done gone into lecturing and done the lecturing and the clinical on the side.
It wouldn't have been picked up, at least not until about this point.

INTERVIEWER   1:24:34
Hmm.

PARTICIPANT 2 1:24:34
Because it's now becoming more obvious on a wider scale that a large proportion of people in my career are neurodivergent and undiagnosed. It like I've been asked to join a special interest group for the country. On neuro divergent people in my profession.

INTERVIEWER   1:28:43
I’m just having a little scan over my questions...  I think something we haven’t explicitly covered is the difference between how you felt about yourself prior to diagnosis and now and like you said it's it's a kind of messy part in the middle because there are so many different things to unpick. Has anything changed for you?

PARTICIPANT 2 1:29:46
Yeah, it it has. Like now I feel like I am a capable person who is disabled. Like I know there's a whole thing with “identity first” o.whatever the other one is. But like for me I am disabled. I'm a disabled person, not a person with disabilities. I am. An ADHDer / AuADHDer like these are things. That impact my life in an integral way. That when I'm given the ability to actually utilize the good parts and support through the more difficult parts. It makes me a whole person.

INTERVIEWER   1:30:38
Yeah.

PARTICIPANT 2 1:30:39
Like you know, I'm giving talks. On disability, I'm doing research myself into the accessibility of these kind of jobs for people with physical impairments. Like I've always wanted to have a masters and a PHD and things like that. Those were what I was aspiring to as a 12 year old. And through the course of Uni and the years after uni, I'd essentially given up. I was like that will never happen. Uni was so difficult. I can't imagine even. Like you know. Getting published wasn't a thing that was on the books anymore. And so now being in a place where it's like, oh, no, I am a researcher, you know. I can't just be like, oh, I'm an aspiring researcher. I'm published, I've done research. I am doing research. I'm a researcher like, which is what I wanted to be at 12.

INTERVIEWER   1:31:43
Yeah.

PARTICIPANT 2 1:31:47
So having gone through the mountainous journey of feeling like that's never going to be possible. That's not something that I'm ever capable of. And realizing that I was, I was always capable of it.
And it's the I like the researcher mentality of you build ladders.

It was something that my my line manager's line manager said when I started was I'm going to horribly butcher it, but she essentially said that when we do research, we're building ladders.
We're not climbing ropes. We're working on what people have done before, but we're helping the people below us climb up too.

INTERVIEWER   1:32:48
Yeah.

PARTICIPANT 2 1:32:54
And she was like, when I was starting out, the community helped me. And you're starting out community will help you. And then as you find your footing you’ll turn and help the people that are starting out behind you. And that is what you do and you support each other and you don't always see eye to eye. And constructive criticism is actually your best friend. And critical friends are, you know, really hard to come by and when you find a good one, you stick with them because they will make your work better.

INTERVIEWER   1:33:30
Yeah.

PARTICIPANT 2 1:33:32
And it's that kind of they're not going to agree with everything you say. But they're supporting you.
And understanding that that is something that there is because that was never around before.
It was critical without the support.

INTERVIEWER   1:33:51
Yeah.

PARTICIPANT 2 1:33:54
So yeah, it I I feel like. I'm in a place where I do good and I'm wanted and I'm fulfilled.

INTERVIEWER   1:34:05
Yeah.

PARTICIPANT 2 1:34:05
And it's not easy. And there are days that are horrendous, but a horrendous day doesn't mean that I'm a terrible person.

INTERVIEWER   1:34:15
Yeah.
And, sorry to ask a blindingly obvious question, but just to make it explicit, all these things that you've said about how you feel now, can I take it that back before going through this process, you felt the opposite?

PARTICIPANT 2 1:34:22
Oh no. Yeah. I didn't feel that I was capable of anything. I got to the point where I thought that I was going to be. On Universal Credit, before I was 25 and not be able to work at all and be so debilitated by everything that I was never going to be fulfilled in anything and never going to have an actual job again. So big change.

INTERVIEWER   1:35:05
Yeah, definitely.
 t's so interesting your story because in a weird way, having a disability has..

PARTICIPANT 2 1:35:14
Improved things.. It opened the door that I wasn't able to access. Like when I you know there's a whole load of things. Yeah, it's it's hard like. Complex needs is hard. And everything falls into everything and...There's if you've got eds, you're likely to have ADHD or autism or both... and there's no substantial research into why that is. It's just a correlation. But it's a significant one.
And then you sort of go like it was. It was the odds were stacked against you from the beginning. Your physicality was bad and your brain was not great and then your environment was worse. So it was never going to go well. But if I didn't have the pip, I'd never have... I don't think I'd have survived. Like, I'm not saying that I was suicidal because there wasn't a point that I was, but I reckon if I didn't get the support when I got it I'd have at least probably gone anorexic. Because the thing that kept me going was having My partner, like My partner looked after me, kept me fed, kept me washed, kept me clothes and all the rest of it. And if we broke up and I moved out. Wouldn't have got that support. And so I wouldn't have been eating. And it was My partner that helped me get Pip in the 1st place because the process is so arduous and so awful. That was him helping me through.
So you know, it's all. It's all so. Entangled and so difficult.

INTERVIEWER   1:42:15
Yeah, yeah, because I can only imagine that process... I know it's a messy process to go through and get PIP if you have ADHD as well

PARTICIPANT 2 1:43:09
And when you say things how they are, they take you at your worst possible. Like I said, I don't remember to take my medication because I don't. And now I don't have a lunchtime medication because I know I couldn't remember to take it. I never took it at the right time, but I said that what I have to do to try and remember to take it is put my meds in with my lunch, because if I open my lunch and I see the meds. Remember to take them, but if they've fallen somewhere, if they're underneath something, I won't remember. If I don't have lunch, I won't remember.
They responded: “You have said that you take your meds with lunch. Therefore we don't think you have any issues remembering to manage your medication.”

But in my position, I'm fortunate to be in the place that I am with what I have. It it's an odd state of mind. And it is one that I've cultivated over time, it's taken a long time to feel that I can say I'm in a wheelchair and I'm fortunate.

INTERVIEWER   1:49:16
Yeah.

PARTICIPANT 2 1:49:26
You know, and there's a lot of things where I've not been. But I have to understand and accept the privileges that I've had. Because someone from a poorer economic class.
In a environment that was less able the mine, someone who was black. Someone who was obviously, trans at a younger age. All of these things. You know, I'm the only person in this trust I know that uses a wheelchair that works here. Like clinically especially, I'm the only one I've ever met. I've seen one person with a crutch. Like it's it's not... I'm in an environment that was not built for me and it is closed to most people like me.

INTERVIEWER   1:50:28
Yeah.

PARTICIPANT 2 1:50:33
And I'm trying to open it. The thing is that I see where fortune has led me. And I'm wanting to open that door for others. So I have to make an example of the fortune I've been given so that people without the conditions understand why there aren't more. Because it often comes down to a “well, so and so has done this. So you should be able to.” Everyone's capable of everything everyone can do. You've just not trying hard enough and it's like. It's it's not about how hard you try. I got where I am. Because of things completely outside of my control, there were things I pushed for.
I took agency and did things and tried and worked hard. But there were a lot of things that were completely outside of my control.

INTERVIEWER   1:51:32
Yep.

PARTICIPANT 2 1:51:33
And if I were someone else they may not have been afforded to me.

INTERVIEWER   1:51:42
Yeah.

PARTICIPANT 2 1:51:43
And you know it's recognizing that and recognizing that just because I've managed to do something doesn't mean that it was always possible for every person in my position, and we can say that they're lazy or that they don't try hard enough.

INTERVIEWER   1:52:00
Yeah.

PARTICIPANT 2 1:52:00
Because that's that's not the case. So that's sort of where I get the mindset I have. And it can be difficult to fully translate across I think.

INTERVIEWER   1:52:18
No, it does make complete sense. 

PARTICIPANT 2 1:53:02
And yeah, there's a lot and I think that the biggest thing that would have helped me a long time ago is if healthcare was holistic. Because going to a rheumatologist, for one thing and then going to a psychiatrist for another, and those two not communicating. And it it doesn't bear in... and then going to a physio who doesn't give a crap about anything else. And it means that you end up offsetting one thing to try and fix another, and nothing gets fixed. And there's a lot of things that probably would have been a lot more noticeable if someone had taken the time to take a whole look at me. So yeah, that's that's the barrier really. That's the biggest. That it is all wibbly wobbly, complicated or knotted together, but everyone just wants one string.

INTERVIEWER   1:54:15
Yeah.

PARTICIPANT 2 1:54:19
So yeah, you know. It wiggled its way into an acceptable position in the end for me.

INTERVIEWER   1:55:15
Just one more thing then I will let you go I promise 

PARTICIPANT 2 1:55:17
Oh, no, that's fine. Yep.

INTERVIEWER   1:55:19
So you mentioned about that one doctor putting drug seeking on your record. Did that become an actual barrier to seeking support in any other scenario, right?

PARTICIPANT 2 1:55:29
Yes. And so, I mean, I find it extremely amusing now. The doctors are capable of reading the alerts on a chart when it says drug seeking but are not able to read the alerts on a chart when it's about an anaphylactic reaction. Because every single time I went to a doctor, they tried to prescribe me either Ibuprofen or naproxen. And every time, like the first time they prescribed me naproxen and I didn't realize it was a non steroidal until I took it home and read the packaging and I was like, oh, I could have taken that and then ended up right back in hospital in A &E. They literally every time, no matter what it is, the answer's always ibuprofen.
And I'd go to them and they'd be like, oh, yeah, ibuprofen.
Why have you read my chart? But when I had the drug seeking alert on 'cause, it was 5, four or five years when I had that on the chart?
Every single time they tracked me like I was some sort of addict.
And was like, do I look like an addict?

PARTICIPANT 2 1:56:57
So I went without pain relief at all for four years.
And it's like, OK.
So you've given me a pain condition.
And it's the whole. Oh, yes. But you're a woman, so you should just exercise.
You're overweight if you lost weight, then you would be OK.
What exercises can someone with unstable joints do?
Oh well, we'll send you to physio, OK.
Fine physio only did one joint and the reason my knees come out all the time is because he tried to fix my hip by giving me.
Resistance band squat training.

INTERVIEWER   1:57:37
God.

PARTICIPANT 2 1:57:38
On knees that are unstable, which he knew because he checked me over and said I was hyper mobile which I knew and still did. But you know, it's like OK. This is a professional. So they should be. But now my knees are far worse than they ever were before. And it didn't fix my hip.

INTERVIEWER   1:57:56
Yeah.

PARTICIPANT 2 1:57:56
And so then I go back and like, well, you've not tried hard enough. Clearly you've not been doing the exercises. And it's like. You just you go round and round. And they don't listen.
And they don't believe you. And I've had so many doctors say to me. Yeah, but does it just make you feel sick? Is this and I'm like, no, no, no, no, no anaphylaxis. Hives, no voice, throat swelling. You know the the deadly thing. I know the difference between a side effect and an allergy.
And then I didn't put Buscopan on as an allergy for years because I didn't see it as an allergy because it gives me tachycardia. It makes my heart go 250 beats a minute and so and they were like, oh, no, that needs to go on your allergies and I'm like, it's not an allergy, it's a side effect. It's a reaction.
And it's and again, that's the autism coming through of that says allergies - It's not an allergy, but.
It's frustrating and it goes round and round and round and came round. And, I've had so many things that I've not even sought support for. That, like my partner, wants me to seek support for and I'm just like when I go to the doctors, I've got to be up for  2 Year battle and if I'm not up for that... Because if you start something and stop that, then looks like... And it's like they put oh, yeah, failure to show on things. And it's like, but I'm disabled. And I rang.
It’s like... Oh, yeah, no, they failed to show to one appointment four years ago, and that means that we're not going to give them appointments anymore, even though they're literally in a wheelchair and they couldn't get there.
You just you end up feeling like you are stranded.
And so I look after myself wherever I can. If, if there is a treatment option that is over the counter for a condition that I think I have.
I will research the treatment option and the doses they give and get the over the counter meds and try it.
And see if it works.

INTERVIEWER   2:01:01
Yeah.

PARTICIPANT 2 2:01:02
That's far easier than trying to get a doctor.
And I'm pretty sure I'm pretty sure drug seeking's not on my record anymore.

INTERVIEWER   2:01:08
Yeah.

PARTICIPANT 2 2:01:13
Because I had a massive hissy fit with them.
And I wasn't particularly proud of how I acted in that moment, but I was very much, you know, I couldn't walk 12 steps at the time, I was in tears at work because my hips were grinding to a halt and the rheumatologist had said on my records if I couldn't continue, then I needed pregab. And I'd rung the GP because I was in such a state like my boss at the time put the phone in front of me and was like. You are ringing your doctor now. And because I genuinely I couldn't walk from my desk to the manager's office, I was in so much pain, floods of tears and the nurse was doing the “Ahh well, have you tried a hot bath?” And I'm like my rheumatologist has told me that you will prescribe me this. “Ah, no, but.” And I was like, I know why you're doing this. I know what's on my record.
It's bullshit and you're leaving me in absolute, you know, abject agony.

INTERVIEWER   2:02:38
Yeah.

PARTICIPANT 2 2:02:40
And I said I couldn't take codeine. Precap's got nothing the fuck to do with codeine. And in the end, she prescribed it to me. And I've been on it ever since. And you know, it's just one of those where it's just like. I'd have been out of a job if I didn't get it then.

INTERVIEWER   2:03:06
Yeah

PARTICIPANT 2 2:03:08
But it took me being breaking point literally in tears. Hysterics down the phone.
Before.
They removed.
The we're not giving you anything because you're apparently drug seeking.

INTERVIEWER   2:04:50
Did that “drug seekeing” note, did that ever affect anything other than your pain medication? Like, did it ever affect anything related to like, ADHD meds or just support in general?

PARTICIPANT 2 2:05:05
Yes and no. I in that I could never be sure because I don't know how much of the being fobbed off was because I had fibromyalgia on my record. Because every time I'd go with an issue, they would go Oh yeah, but you've got fibromyalgia. Like I'd have bladder problems. Oh yeah, but you've got fibromyalgia, but you're supposed to look into things.  And so, because the rheumatologist refused to diagnose me with EDS and put fibromyalgia on. I'm just a crazy woman saying that she's in pain. And so to be a crazy woman saying she's in pain that's also drug seeking is like, oh, yeah, don't listen to a word this person says they're crazy.

INTERVIEWER   2:06:07
Yeah.

PARTICIPANT 2 2:06:09
It's mad woman disease.

INTERVIEWER   2:06:14
To your knowledge, was there ever anything else on your records that you would disagree with?

PARTICIPANT 2 2:06:21
No, I don't think so.
There's like the depression and anxiety never went on.
So yeah, that I didn't agree.
I mean, at the time I sort of thought that it could be what it was, but that was before I recognized that it was actually ADHD.

INTERVIEWER   2:06:42
Yeah.

PARTICIPANT 2 2:06:44
So, but yeah, that never actually went on my records.
Yeah, no.
And it's not that I necessarily disagree with the fibromyalgia. I just think that it's a.
Bit of a useless diagnosis.

INTERVIEWER   2:07:01
Yeah.

PARTICIPANT 2 2:07:02
That doctors don't understand and refuse to understand. So it just becomes.
Yes, well, this is a person who says they're in pain. But they walk in or roll into our office and they look at me and they're fine. So. Masking what's that?
And if you go in dishevelled then they treat you like you’re scum, but if you go in having put all of the energy you have for that day into looking presentable, they think you're lying. So, at the end of the day, you're not believed regardless.

INTERVIEWER   2:07:45
Yeah.

PARTICIPANT 2 2:07:47
And they are willing to take some random man's word over mine. They don't know who it is, but they're willing to believe them over me, telling them something.

The first time my partner came into an appointment with me when we came out, he went.
I don't know what the problem is like. I'm not. I'm not. You know it, it sort of said. I'm not saying I don't believe you, but you know that that Doctor was really nice and personable, I think.
And I was like, yeah, he was. But that was also the doctor that last month refused to prescribe me duloxetine when the pain clinic sent a letter. Telling them that he should. And my partner was like oh.

INTERVIEWER   2:08:56
Yeah.

PARTICIPANT 2 2:08:59
I was like, yeah. So when I'm by myself. Then no. But there's a man with me and suddenly, yeah, absolutely. We'll do everything we can for you.

INTERVIEWER   2:09:11
Yeah.

PARTICIPANT 2 2:09:13
And that sort of was his. I don't know what you call it. It's it was his like awakening to. Oh, that literally was the same doctor he'd heard, because it was a phone appointment.
He'd heard how that Doctor had spoken to me on the phone. And go in. It the the only difference is that he was there.

INTERVIEWER   2:09:47
Yeah.

PARTICIPANT 2 2:09:50
I sometimes feel like hidden body cams are the way forward of going, you know. Training your doctors to not be. You know, but it's, it's internalized and it's indirect and it's systemic. They don't know that they're doing it half the time. Which is not an excuse. It is, however, a challenge.

INTERVIEWER   2:10:18
Yeah.
Right, I'm mindful of how long I've kept you.
Thank you so much.

PARTICIPANT 2 2:10:24
And me. Yeah.

INTERVIEWER   2:10:25
It's been so useful, but yeah, I'll let you go and get some lunch. And thank you so much for your time. It's been really useful.

PARTICIPANT 2 2:10:29
Thank you. And yes, and thanks for listening. And you know, coming along the very wild journey of. Yeah, I said, you know, likely an outlier in many cases. And I recognise that I've taken a lot of time, but I hope it's useful.

INTERVIEWER   2:10:39
Yeah. No, I'm sure it will be, but yeah. Thank you so much. And oh, would you like me to hang on to your e-mail address just for the purposes of updating you about the study?

PARTICIPANT 2 2:10:54
No worries. Yeah. Yeah. To be honest, I'd if you're able to, if anything gets published, I'd like to read it.

INTERVIEWER   2:11:06
Cool. I'm certainly aiming for that. We'll see, but yeah.

PARTICIPANT 2 2:11:09
Yeah, exactly. But yeah, I know these things take very, very long time. But you know more than happy for you to send me an e-mail once anything's published or presented. And I happily see it if I can. Thank you.

