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INTERVIEWER started transcription

INTERVIEWER   0:03
So the interview today is going to have a semi structured kind of approach to it. So I have got some pre prepared questions which I've sent over to you. But the semi structured bit means that if there's something comes up, if you raise something that I think - oh that's interesting, I want to ask more about that - it means I can go off on a tangent if I want to. But we are loosely going to be following the structure of the questions I sent over to you.

PARTICIPANT 13   0:25
OK.

INTERVIEWER   0:27
And and yeah, don't stress too much about giving things to me in a linear way. You know, it's it's been recorded. Yeah, I can. I can make sense of things later. So don't worry too much if things come out  sort of in tangents. That's absolutely fine.

PARTICIPANT 13   0:35
Yeah, I won't be able to. Yeah.
Yeah, yeah, I have actually got a bit of a timeline for my early experiences as well if that helps. But yeah, thank you.

INTERVIEWER   0:50
So 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 support?

PARTICIPANT 13   1:03
Is this is post diagnosis?

INTERVIEWER   1:06
This would be the first time... to be honest with you. I'm I would count the first time even if you sought help for anxiety or depression, because to some extent you could probably argue that anxiety and depression were very much related to undiagnosed ADHD. So I would say go from the first time that you reached out to whoever...

PARTICIPANT 13   1:13
Right, yeah.
Yeah.
There's been quite a lot, I think I saw a counsellor very briefly before... my third year of university I was smoking a lot of weed and I was just generally very depressed, I found university quite difficult, which I think is quite common.
And, but I didn't have time to see her very much because I went to live in France for a year and that just totally boosted my mental health because it was all new and exciting and.
And, and then I saw a psychiatrist in France. He was. Male. And... very erm... Like he just said... he told me I was having an adolescent crisis in my 20s.
Heave me some anti-depressants and I just kind of stopped taking them.
And then eventually I ended up seeing a clinical psychologist for six years. Once or twice a week. And...They got.... There was a point at which... She kind of...
I was working at the British Embassy and I just felt completely lost all the time and like I didn't, and sort of ruminating a lot on who who I was and what where I was going in life and just feeling... And I didn't really have much work to do. But all of my friends were getting made redundant there, all these redundancies. There's quite a lot of change. And one day I woke up and I just couldn't go. I just couldn't. Couldn't go to work and... She [Clincal Psychologist] referred me to a psychiatrist who then signed me off and put me on citalopram.
I've actually got my diary. I could send it to you if you're interested. 'cause my. My assistant typed it up for me. My diary from that time, I don't usually keep diaries, but it was it was, you know, sort of tracking symptoms and stuff. And it's really interesting to read because it's just full of ADHD stuff.
Like it's really obvious in retrospect, it's really obvious. But to be fair, it was 2008, and I mean, they were only just starting to diagnose it in adults back then.

INTERVIEWER   3:32
Yeah.

PARTICIPANT 13   3:33
But it was I was off work for sort of three months or something and it was kind of I remember the biggest problem then... That was the first time... So before then, I'd had periods of depression, I guess, but that was the first time that I got that kind of complete overwhelm. And so, like living in Paris in particular, I found crowds really difficult and my head would start spinning.
And decision making. That was the first time I noticed that decision making was a really big problem for me, just as I find myself like standing in the supermarket, just staring at the vegetables and I couldn't. I just couldn't decide. And that and that is that's particularly bad now as well, actually that I think that's one of the worst and most underrated aspects for me. I don't know if it's as bad for everybody else, but the decision making, thing is crippling.
And it's never on big things. It's always on really small things, but it can hold me up for weeks. Like just getting a loaf of bread can, like, take me like a week to buy a loaf of bread because I can't decide which shop to go to.

INTERVIEWER   4:30
Yeah.

PARTICIPANT 13   4:32
And no, and I think there's a loneliness in that, you know, in that like, if people said... if people say, what's your biggest problem at the moment? And I said, my biggest problem is managing my files. They probably think, oh, that's not a very big problem. But for me, managing my files is like killing me like, I mean it is, it is sucking away my soul. But for them it's just...
It's. Yeah. Like I say, it's pretty lonely.
So I think what happened was this the the citalopram sort of was a bit of a sticking plaster I think for the ADHD. And so a few years later. So like I ended up becoming self-employed as a translator and that was a really good job for me because it had deadlines and it was very quick and it was different and.
And then and then a few years later, I started not being able to sleep.
And and at the same time the job was changing like... the translation industry was basically changed into much lower quality translations... well, they call them sort of “machine translation” - so basically like AI and they wanted translators to, erm, check what the machine had done. And it was just a nightmare because they're basically just a new reams and reams and reams of document with no context. And I'd have no way of knowing what the reward would be, and it was just really, really hard at the same time, I wasn't sleeping, so I was trying all these different things to sort the insomnia out. And I started, I thought, well, maybe I could try, you know, weaning myself off citalopram.
I did that and then.
Because I hadn’t actually been depressed. You know, for a long time. 
And then.
And then I stopped vaping it. I think it was during lockdown. Stop vaping and then suddenly I just couldn't sit still. And I'm, like, fidgeting and moving about. And this is really weird. Like, why? And it went on for ages. And I was thinking like, you know, you see those timelines when you stop smoking. The carvings are supposed to go after certain amount of time. 

INTERVIEWER   7:35
Yeah.

PARTICIPANT 13   7:42
And.
Then.
I googled nicotine self medicate, because I was sort of trying to sort of describe what was happening and then all these articles about ADHD came up and then I just sort of fell into the rabbit hole from that.

INTERVIEWER   7:57
Yeah.

PARTICIPANT 13   8:00
Post diagnosis experience has been absolutely awful in terms of mental health support. It's quite a long story, so I don't know if you want me to continue with that or.

INTERVIEWER   8:09
So I absolutely do. Can I go back and ask you some follow up questions to some of the bits you've already said before, I forget them.

PARTICIPANT 13   8:13
Mm hmm. Yeah, yeah, yeah.

INTERVIEWER   8:17
So in terms of like the the first counsellor, the psychiatrist you saw, did you see them privately or (for the ones in the UK anyway), were they through the NHS?

PARTICIPANT 13   8:27
So the clinical psychologist... pretty much every counsellor I've ever seen, I've paid for the counselllor... I mean this is one of things that makes me so bitter and angry about about everything. I mean, six years of clinical psychologist, you know that that was a lot of money.
The psychiatrist because I was in france... might have been reimbursed by national insurance. And the counsellor? I'm not sure. I doubt I would have paid for it because I was a student.
And I only saw, I think I only saw her for one session, so she couldn't really do very much. Anyway. I've actually seen a few others that I'd totally forgotten as well.

INTERVIEWER   9:08
I guess... I guess what I'm interested in terms of like, who you've seen is... So I'd like to know their professional background, so like whether it's a psychiatrist, a psychologist or like a nurse and then also it's interesting to know whether they were privately paid for or through the NHS. Just to understand the differences, if there were any between different professions or private sector vs NHS.

PARTICIPANT 13   9:17
Right.
I haven't had any. I haven't had any through the NHS.

INTERVIEWER   9:28
Yeah.

PARTICIPANT 13   9:30
I actually. So what happened was after.
After so before the going back before the diagnosis.
I went. There was one in between that was CBT and I knew immediately the CBT wasn't right for me.
And then.
And then I went to. I was feeling like... this whole kind of feeling really overwhelmed in crowds thing. And also like, over the years just... And I think, I now think a lot of this is to do with the menopause.
But a lot... just finding it harder and harder to sort of leave the house... like just feeling more and more overwhelming. And and I was in a terrorist attack. Well, I was. I was kind of locked up in a bar in Paris when the shootings happened.

INTERVIEWER   10:09
Shit

PARTICIPANT 13   10:16
But the thing is I didn't feel traumatised by that, but I was almost trying to convince myself that I was traumatised by it because I was trying to find a reason...

INTERVIEWER   10:26
Yeah. For the other stuff

PARTICIPANT 13   10:26
Does that make sense?
So I saw really nice... I've had two...
One post diagnosis one pre diagnosis...
I’ve had two counsellors that were person centred counsellors, who I I'd say, even though they weren't specialists in ADHD... and for one of them I didn't even know about ADHD. They were definitely by far the most empathetic and the best suited, I guess.
I did actually see one that I've forgotten. Another one, there are a lot.

INTERVIEWER   11:18
Gosh, bless you.

PARTICIPANT 13   11:20
Yeah. So in terms of who paid them, the first one was through something called Bradford Counselling Services. So it's subsidised I think, but I paid.
And then the other one was...
The great thing about when she gets social worker, it opens a lot more doors, so I've got social worker now. So she referred me and I got that for free and that was through something called the Cellar Trust, which is a mental health charity.

INTERVIEWER   11:41
Yeah.

PARTICIPANT 13   11:46
And then I forgot to mention that before the ADHD assessment, I actually lucked out. And this is when I was still earning money. I found a neuro-affirmative counsellor, just down the road. So I saw her for a few sessions, which was just useful. And she wrote me a letter to support my assessment and stuff like that. And then most recently, at the moment I'm trying EMDR, so...

INTERVIEWER   12:04
Ah. We'll, we will come back to that one because, yeah, I think there's definitely it'll be interesting comparing like pre diagnosis to post diagnosis.

PARTICIPANT 13   12:13
Mhmmhhm [noise of agreement]

INTERVIEWER   12:19
I just wanted to ask you because you've never been through the NHS...

PARTICIPANT 13   12:19
Sorry, could I just say I have been in the NHS, I've been through the system. It was such a failure that I didn't, but that was post diagnosis. But that's kind of a whole story, so.

INTERVIEWER   12:32
[Nods] OK.

PARTICIPANT 13   12:33
Yeah. So I can, I can tell you about that. My, my experience with the NHS, those are mainly the ones I've I've organised myself, yeah.

INTERVIEWER   12:39
OK. And just, yeah, those those initial experiences, so you've seen quite like a lot of counsellors, psychologists and stuff prior to getting diagnosed with ADHD. I just wondered if there was a reason that you never attempted going through the NHS like you always went private. Were there any sort of...

PARTICIPANT 13   12:53
I did well, funnily enough I did.
Well, a lot of the time I was in France, so a lot of it was a language thing I wanted to speak English, but here I did. And I'm I'm kind of kicking myself now because it was back when there probably was still funding because I think I got referred to their complex - something or other - team.
And what happened was in between times I'd started seeing this really lovely counsellor and I and I got into a decision making spiral about what to do about this referral. And the date was getting closer and closer. And I was like, I didn't know what to do. I didn't know, you know, like, I didn't know whether I should.
Because I already started, you know, because you’ve got to repeat all the same information again when you... every time. I was like, I don't know if I should go, I don't know if I shouldn’t go. And it just shows as you not turning up and I'm not the kind of person who deliberately stands up professionals. But I was just I was in such a...I was so undecided about what to do about it.
And I really regret that now actually, because that was, I think back then there was probably much better mental health support. I have nothing but disdain for what's on offer now. But yeah, so I so I did at that stage and otherwise.... I, I guess there might have been a feeling of not being bad enough, I guess.
But mainly it was because I was in France. I wanted an English speaker and.

INTERVIEWER   14:22
That makes sense, yeah.

PARTICIPANT 13   14:24
Yeah, yeah.

INTERVIEWER   14:25
With that, that NHS team that you were referred to, was it like complex trauma or something along those lines?

PARTICIPANT 13   14:31
Look, don't think she. I can't really remember. I don't think. I mean, I could actually look it up if I go through my mental health, go through my GP records, but.

INTERVIEWER   14:40
It's all right. I don't. I don't need you to do that.

PARTICIPANT 13   14:40
I don't. I can't remember seeing the word trauma because when I like because I I say that, you know, when I say trauma for me, it's not trauma like.... 

INTERVIEWER   14:44
Yeah.

PARTICIPANT 13   14:50
It was a small “t” like... I don't... I don't think they would have spoken to me and immediately thought, Oh my God, you know... like I haven't been abused or anything like that.
So I don't think so. I think it just it was just more than your basic six weeks.

INTERVIEWER   15:06
What was it that you were like being referred... like from your point of view, what were you pursuing the referral for? Was it like depression, anxiety?

PARTICIPANT 13   15:07
I can't really remember. I mean one of my bug bears is that everything gets labelled as depression and anxiety. So. So I think I was, but I think I was very much caught up in that at the time. So I probably did label it like that so it could have been anything. You know, it could have been sort of emotional dysregulation or I mean I, I actually am starting to think that depression doesn't even exist.

INTERVIEWER   15:21
Yeah.

PARTICIPANT 13   15:38
In in terms of... I, I look back and I think a lot of times I thought I was depressed, I was actually burnt out and actually the right thing to do was to just sit in that room. That room for a little while and do repetitive things.

INTERVIEWER   15:39
Yeah.
Yeah.

PARTICIPANT 13   15:52
So I could I could. I couldn't tell you to be honest, because.
I'd said, yeah, there's been so many ups and downs. Having said that, what's kind of what's kind of a bit disappointing about the current situation though, is, well, the one good thing about being in your 40s is the memory stuff gets worse, but the emotional dysregulation kind of gets better.
And it's, it's just so unlucky that I've had such terrible experience with all of these services, because actually, I think I'm probably more stable than I've ever been.
If it wasn't for that... like that, that is what made it... the institutional gas lighting is, is what caused the trauma. 

INTERVIEWER   16:24
Oh, bless you.

PARTICIPANT 13   16:41
Like I, I regret every... apart from the social services who were absolutely fantastic because they’ve got a neurodiversity department.
Every other interaction I've had with any service where I've sought help, I just regret it so much because it's taken so much from me.
Yeah. So I'm sorry, I'm rambling.

INTERVIEWER   16:53
Oh no, you're not rambling at all. I'm just. I'm trying to hold.

PARTICIPANT 13   16:53
OK, but I'm just trying. I'm just trying to make the point that all the all what I was trying to say is that those kind of emotional dysregulation, all that kind of stuff, if I've got worse recently, is very much situational.

INTERVIEWER   17:01
Yeah.

PARTICIPANT 13   17:05
It's yeah, because otherwise I think, I think my erm...
Just as you get older, the impulse, impulsivity gets a bit better. I think those kind of traits are a little bit better, I think.

INTERVIEWER   17:19
And then just one last thing, I'm your sort of experience of seeing all those different kind of therapists throughout... I'm assuming your 20s...

PARTICIPANT 13   17:30
Yeah, 20s and 30s, yeah.

INTERVIEWER   17:32
Yeah, so what was your experience of seeing them, so generally, did you feel, listened to? Do you feel like they had a good, err, understanding of the problems that you went to them for?

PARTICIPANT 13   17:46
I just. No, I think I just generally felt like I was a bit useless because I couldn't do it.
Which is exactly why I think CBT is just an awful thing and should never be offered to people with ADHD. Because - unless it's tailored - because it reinforces that message that it's just another thing that I can't do.
That I'm just not doing it right. I mean, I think basically I always felt better after the session just to get it out, but that would be the same whatever the beast, you know, whatever.

INTERVIEWER   18:12
Yeah.

PARTICIPANT 13   18:21
I think that the clinical psychologist, I think she was a little bit too... I don't know if she was a freudian, but I think she was. What was it, Lacan or Lac? I can't remember. It's like I think she was a bit old fashioned sort of psychotherapy type.

INTERVIEWER   18:29
Like lPsychodynamicy kind of thing?

PARTICIPANT 13   18:33
Yeah. Psychodynamic. Yeah, I think so.
She.
Yeah, I think I just. I think with ADHD, one of my a huge bug bear of mine is.
A lot. A lot of things aren't about mental health. They're about executive function and support with executive function.

INTERVIEWER   18:53
Yeah.

PARTICIPANT 13   18:54
And it really annoys me when it gets kind of just all all mixed up because the reason my mental health is bad is because I recognise that I needed help with my executive function and and was gaslighted about it.
And and then I ended up having mental health problems because of that. 
It's not... the system caused them.
And yeah, so. So yeah, I don't know it was.
It was, I guess it yeah, it was helpful insofar as I think having somewhere to offload was helpful. I guess it was helpful. I think the one thing that was helpful about the clinical psychologist was that it it, it made me quite good at really narrowing down exactly what the thing was that triggered something which I think is quite a useful skill. You know, like when I feel a certain way just kind of going.
What happened then? That where did that mood start? Kind of thing. So it's quite yeah.

INTERVIEWER   19:55
Yeah.

PARTICIPANT 13   19:59
But it's very hard... when you're going through the grieving process post diagnosis, it's really hard to look back and be positive about any of it because you just feel like it because I can look back. And I remember, like, zoning out and her going. What happened? Where did you go? And I'm looking back going - I've got ADHD, I lost focus - because like, it's just so clear and obvious in reading my symptoms diary. It's so obvious.

INTERVIEWER   20:20
Yeah.

PARTICIPANT 13   20:20
So so it's it's hard, I haven't fully grieved, I don't think so. It's hard not to just be quite negative about it, but but the last do you want me to tell you about the other? There's quite a lot more.

INTERVIEWER   20:33
Erm, I think broadly speaking, so all of those therapists that you saw before ADHD diagnosis, I think if what you've said already generally captures your experience...

PARTICIPANT 13   20:43
Yeah, I meant after. Yeah, I meant more after. 

INTERVIEWER   20:47
Oh yeah. Yeah. Let's go with, tell me. Tell me about your experience of seeking ADHD assessment. And then the assessment process.

PARTICIPANT 13   20:54
Yeah.
Oh, it's yeah, awful. Sorry, I, I'm not usually this negative, but it's.

INTERVIEWER   21:00
If that's what your experience is, don't try and like, sugarcoat.

PARTICIPANT 13   21:01
It's, it's just I feel bad that this is going to go on for a long time because it's been very complicated.
So I, the GP, my GP is really great for a start that that's not an issue, but someone recommended ADHD 360 to me because they said they were good with women.
ADHD 360 were just... they're just appalling. Everything is done online or on the phone. The letter they wrote to the GP, I realised afterwards, had misinformation in it. Like they just clearly copied and pasted stuff like said, things like I chew my hair or something which never happened.

INTERVIEWER   21:37
Ohhh, right.

PARTICIPANT 13   21:41
But they also put in the letter that I was... that the that the drugs had brought me up... and that meant that I no longer met the threshold for ADHD. And I missed that bit [when first reading the letter]. So I included that [included the letter in her PIP application]...  as in, as in taking them [the ADHD medication] basically eradicated for symptoms, I guess.

INTERVIEWER   21:58
Aren't they drugs that you were taking like for ADHD or?

PARTICIPANT 13   21:59
Yeah, for ADHD. They said after titration, they basically presented it as ”now she's stabilised, there's no issue.” That's I can't remember the wording. I can send you. It said something like “Based on a questionnaire, she's...” It basically was saying that I was stabilised to the point where the drugs had mitigated all of the ADHD and because I didn't read it properly, I included it in my application for PIP.

[Participant 13 emailed me after the interview once she’d had chance to check the wording of the letter mentioned above and she confirmed that ADHD 360 had stated that her “levels of ADHD impairment are now below a threshold for a diagnosis"]

INTERVIEWER   22:31
Right.

PARTICIPANT 13   22:31
Which wasn't great.

INTERVIEWER   22:35
Sorry, can I just clarify? Were ADHD 360 suggesting that you shouldn't have the ADHD diagnosis anymore?

PARTICIPANT 13   22:35
No, no, they were suggesting that the medication and that their titration and their service was so amazing that I was pretty much cured. I mean I'm I'm exaggerating, but that's that's pretty much...

INTERVIEWER   22:47
Ohh right.
Yeah.

PARTICIPANT 13   23:01
And given how crap the titration was like she just... I just felt like I was on a conveyor belt.


I asked her things like. Oh, So what should I do about my citalopram? Should I stop? Should I carry on? [And her reply was] “Yeah, you can do” like, as if it's just this really flippant decision.

INTERVIEWER   23:12
Yeah.

PARTICIPANT 13   23:13
What about autism? I've heard that elvanse kind of might enhance certain autistic traits [and her response was] “oh we can't really deal with autism. We don't do autism” you know.
HRT... like I was picking my skin quite a bit... which I at the time I thought might be like an OCD thing. It was like when when the meds wear off, I'm going to pick my skin. They didn't really know about that.
And I’d speak to my friend who was diagnosed by Clinical Partners and he got this full report. And the guy like, I mean, he's ex NHS.
Oh, and I've never seen a psychiatrist as well. She was. She was a nurse [the clinician from ADHD 360 who supported with titration].

INTERVIEWER   23:48
OK.

PARTICIPANT 13   23:51
So. So the worst part about that is.
They've never really got in touch with me about reviews and I kept getting different information about when the review would be and then.
The whole process was just.... really rushed, you know, and on the phone and stuff. So I tried to go back to the NHS. I asked them to be referred back to the NHS and I got on the waiting list.
And bearing in mind this is against the backdrop of me applying for all sorts of support and having to manage documents and files, which is like my worst thing, and building up a “fuck up” folder to explain how bad I am at things. You know, like, which is just... it's just soul destroying having to do that over and over again.
And so I was on the waiting list to go back to the NHS.
And I called them and I said, will I need to provide any evidence? Because.. it's like kinda hard, like emotionally, but also just practically getting all the evidence together. And they were like “oh, oh,  it's just a mini assessment.”
So I went, and my social worker came and stupidly I accepted... The social worker was bringing along someone - like her inter or someone who was shadowing her - and I agreed for her to go in. So it was like I had this big audience.

INTERVIEWER   25:10
Yeah.

PARTICIPANT 13   25:12
And they started asking me for all this evidence.
And they'd never said that they wanted evidence.
And she was just firing all these questions. And, you know, I mean, I think the ADHD assessment is just so poorly done anyway. You know, can you remember this? And can you remember that?
They want to speak to my parents... You know, my dad’s in his 80s. My mum, always under plays it. But also I've already been assessed. I've already been diagnosed. You know.
I don't... I kind of don't blame them for not trusting ADHD 360's diagnosis but, but they've got no idea how traumatising it is. And then I sent them a link to, to the folder of files and they said oh, we can't access that with our IT, could you just drop it in? And I don't, I don't drive, you know. And I just wrote to them a really long e-mail sort of saying.
Saying, you know, it’s, taken,  it's taken a whole of Saturday just to find these documents, it’s really difficult for me and it's really traumatising. Oh, yeah, I forgot at the end of the assessment she goes, she goes “yeah. I think he tick a lot of the boxes. Not sure about the hyperactivity though, because I've been watching you and you don't really move about that much” or something. And I just got so angry. So I sent them like, all the links to all the research about women and internalised stuff.

INTERVIEWER   26:22
Yeah.

PARTICIPANT 13   26:25
I mean, that's been my experience throughout... I don't want to be the, I don't want to have more expertise than the person who's bloody assessing me. And how can, in this day and age, how can you, as the as the person who's responsible for assessing women with ADHD. How can you bring that bias into the room? It's just outrageous.

INTERVIEWER   26:32
Yeah.

PARTICIPANT 13   26:43
I just, I just find it so outrageous.
And so the reason I haven't...  I mean I probably will go for it because I think it's probably best for me to have it. But the reason I haven’t gone for autism assessment is because I just kind of think what chance have I got of somebody accurately assessing autism and somebody who's A) female and B) also has ADHD traits like.

Plus the questionnaire is, I mean I can't believe that questionnaire. It's almost like a joke that those questionnaires are written for neurodivergent people because they're so like ambiguous and. 

INTERVIEWER   27:14
Yeah.

PARTICIPANT 13   27:16
They're just, so badly worded.

Yeah, so then they wrote to the GP and said that I've not turned up for the next appointment. So they just... I’d actually been to them saying I can't go through with it. Like I can't take it. It's too much, you know, because of this and your, you know, these processes.
And they didn't answer my e-mail, but they went to the GP as if I'd just not turned up. And I wanted to send my actual letter to my GP  - like the e-mail I'd sent them. But my brain was so fried by that point I couldn't
So I mean, so I'm basically in limbo because I've realised that the best, my best bet is just manage my meds the best I can. But the meds themselves have had quite severe
I went from not being able, not really having any focus to being able to focus for 12 hours a day and so that resulted in burnout. So it's just been a massive learning curve with not really any expertise at all other than other other people with ADHD really.

INTERVIEWER   28:20
I'm just going back to either, well, both of the assessments. Did they ask you? I I know you possibly hadn't had any trauma at this point, but just as part of their assessment process, were you asked about trauma or were you sort of, did you feel like your mental health more broadly was explored by either assessment? It'd actually be helpful to hear about both.

PARTICIPANT 13   28:21
Yeah.
Yeah, I think.
I can't really remember the first one. They they sent us a question... they they often, they sent us a questionnaire that had quite random questions about sleep. I suspect that they're using a lot of data for some research or something because every now and then they just send us random questions like can you answer these questions about dyslexia or... But it's not within the context of anything in particular. So. So I'm not entirely sure with ADHD 360, I frankly don't trust them as far as I can throw them.
I don't think they've got any duty of care, at the end of it, I asked if I could get, if there was any support other support available and they said no, not really. And then I found out I could get PIP and access to work.
Which, to be fair, I wish I'd never applied for PIP because it's horrendous. But but they could have at least mentioned that there is. You know, they didn't have any of the disability narrative at all, really.

INTERVIEWER   29:29
Yeah.

PARTICIPANT 13   29:33
And the second one, I think she did. Yeah. I think she probably went. She was quite thorough. The second one, if that had been my first assessment, I don't think... I think it would have been OK apart from, you know, the the comments about the hyperactivity.

INTERVIEWER   29:46
Yeah.

PARTICIPANT 13   29:47
But it was the fact that I, I was... I felt totally blindsided by it and that it felt so unfair. And I was so broken by that stage and that just kicked off total burnout. Then, like that. That day, like my brain just totally left the building. Really.

INTERVIEWER   29:52
Yeah.
Yeah.

PARTICIPANT 13   30:04
Because, because it was just another assessment and I just find this and if anyone uses the word assessment now, I kind of like my heart just starts racing.
So yeah.

INTERVIEWER   30:15
Did erm, the NHS lady, Sorry. Did she actually like give you the diagnosis of ADHD or did they disagree with [ADHD 360]?

PARTICIPANT 13   30:21
No I, I dropped out before. 
They wanted to... I asked if my friend (who's a special needs teacher and she's known me since I was six), I asked if they could speak to her instead of my parents and they said no. They have to have parents. I'm 46. Like what if they were dead? What if I was estranged? Like, what the hell? I've got all my school books and stuff and then they want me to send the evidence and then they couldn't click on the link that happened so often. By the way, you've got to send all this evidence, but then you try to upload it and suddenly, oh, no, your files are too big.

PARTICIPANT 13   30:49
And my files are always too big because I can't narrow it down. I don't know what to send. I can't narrow it down, I can't manage them so I just send everything and then they don't really read it properly because of the amount of stuff. And now I've got constant feeling of overwhelming professionals and I know I'm overwhelming them, but I don't know how not to.

INTERVIEWER   30:55
Yeah.
Yeah.

PARTICIPANT 13   31:09
And sorry I can't remember what your question was.
But yeah.

INTERVIEWER   31:15
If she diagnosed you, yeah.

PARTICIPANT 13   31:16
No, no, no. So so. So I'm in limbo. Really. I'm just hoping that they won’t take my meds away.
Because I do, at the moment I just sort of use them. I use them every day, but I.
Kind of.
I don't, I don't know. It's it's it's not idea. It's not ideal because they bring out these really strong artistic traits which lead to me a hyper focusing on certain things and it takes away a lot of my other skills when I'm doing that. So in terms of identity, it's changed things a lot. But then I wouldn't want to be without them. They're really good for my mood apart from anything and I've discovered like creativity and I was never really creative before and.

So it's really tricky because you talk about the impact they've had a really negative impact in some ways. But then I say if I say any of those aspects of people, people are like, oh, why do you just go off the drugs? And it's like it's so much more complicated than that because there's there's so many positives. But. But I hate the way it just gets.

INTERVIEWER   32:13
Yeah.

PARTICIPANT 13   32:18
I feel I feel really bad for the people on waiting list now because the narrative that all you need to do is get medication and then everything's going to be rosy. It's just I feel like it’s just a car crash waiting to happen because you can't. Like, it's like if you if you didn't, if you had, you were on one leg your whole life and then someone suddenly gave you a prosthetic leg, you kind of need some help learning, you wouldn't just like...

INTERVIEWER   32:29
Yeah

PARTICIPANT 13   32:43
I used to rest when my brain told me to rest and then I was on the meds and my brain never told me to rest, so I didn't. And then there's the perfectionism, the perfectionism of. You know, you're never doing enough.
But, but yeah. So I'm just on my own now with it, really.
And just managing and I don't really. I kind of keep thinking I should try again, but then I also don't want to raise my head above the parapet because of the political atmosphere and there's a lot of GPs refusing shared care and stuff. So I'm just sort of keeping my head down.

INTERVIEWER   33:19
I was going to ask you, so at the minute. Are you still on a shared care with like ADHD 360 and your GP?

PARTICIPANT 13   33:22
Yeah.
And I guess at some point they'll probably get in touch and ask me to do a review and then they'll get me to pick a few boxes in the questionnaire and that will be their review.
And I think that a big part of the problem overall, not just a mental health thing, is that This is why I've learned that I'm autistic. I think is that is that I expect people to do things for the reasons that are stated. And then I don't. I'm very slow to realise that it's a game. A lot of this stuff, you know, like in terms of...

INTERVIEWER   33:53
Yeah, the the tick, boxy kind of things, yeah.

PARTICIPANT 13   34:01
...use these words. Yeah, yeah, yeah. And. And so I take things as sincere that aren't actually sincere.
So I expect everyone to be acting in good faith when they're not I think.

INTERVIEWER   34:09
Yeah.

PARTICIPANT 13   34:11
Yeah. So I'm just. I'm just very cynical now. I mean, I've, I've read a lot of the research as well and I kind of consider myself.
You know, lucky, I guess, to have the diagnosis, but I, I just hopefully keep my prescription. And I tried. What's it called the other one? Like the Ritalin one. Dex, dexamphetamine, that one.
When I was being titrated by ADHD 360, the second time for my review because because I was worried about the hyper focus and then it was just just couldn't get in touch with them. You know, like it sent me to sleep. Basically it was really, it was really bizarre, really bizarre. It made me really tired.
But I just knew... I couldn't have a worthwhile conversation with them. I knew, I knew like that... I knew that it's going to take... There were a lot of moving parts. You know, there's hormones and stuff. And then, and then... ohh that's why I remember back - I had forgotten actually - that's the thing about ADHD 360 as well. There's a lot of... it's I find it really weird that there's so many assumptions that everybody has a normal 9 to 5 job when they're talking to you. When by definition, if you've got ADHD, like chances are there's a lot of people that won’t. 

INTERVIEWER   35:23
Yeah.

PARTICIPANT 13   35:30
So there's a lot of what time do you usually do this? And what time do you usually do that? And so the whole titration process, I found so challenging because I can't track that's that's that's the issue. And so I'm desperately trying to find ways to kind of keep the data and answer these questions. And so it actually became really stressful itself, just just having the titration because I couldn't answer the questions. Because I didn’t know. Yeah.

INTERVIEWER   35:46
Yeah.

PARTICIPANT 13   35:53
Which isn't there fault, but it's hard, yeah.

INTERVIEWER   35:56
So before we continue, I just wanted to check in with you whether or not you would like a break.

PARTICIPANT 13   36:01
No, I'm. I'm OK. I'm on A roll now, ranting. I haven't told you about the best bit yet [laughing].

INTERVIEWER   36:03
Oh, crack on. Go on then [laughing].

PARTICIPANT 13   36:07
I'll just tell you about the mental health thing.
So I...
I can't remember what triggered it in particular, but I mean probably.
I won't go into the PIP thing because it's very long and you probably heard how awful... and you know... about other people's awful experiences with them. But needless to say, the thing that really killed me the most was was my experience of applying for PIP and then at some stage I...
Sort of wrote to my... I got in touch my GP and explained about.... I guess I probably... I don't know if I did use the word depression. I don't know, but I was despairing I guess.
And.
They referred me for CBT and I was like, I don't think CBT is the right thing and it's like, no, no, no. Yeah, you should have a go. Actually, they didn't even refer me to CBT. They referred me to “my well-being college” and the moment they called... I'm very, I'm just trying so hard... to just manage better, my memory is so bad at this point, so just managing dates and appointments is so difficult. 
And then, I think just from the first phone call, I thought this isn't going to be good because they don't even mention neuro-divergence. You know when they're asking you questions and stuff. And then I kind of asked them, do you have anyone who knows about that? And they said no and then eventually... how did it go? Oh, yeah. So eventually they put me through for an assessment. And the guy called me.
I've got a transcript of it if you're interested.
He called me and he got really annoyed with me for going off on tangents and stuff, he said he knew about ADHD, but he'd never heard of elvanse. And then at one stage I said I think I might be autistic and he said “Do you often diagnosed yourself with things? You make a lot of appointments to see the GP.”
So he was basically implying I wasa hyperchondriac [laughing] I mean it was...

INTERVIEWER   38:11
Was this with someone from the wellbeing college?

PARTICIPANT 13   38:14
It was, it was a private company. It was like a private company that they did, that they [the NHS] had contracted to do the mental health assessments. Yeah.

INTERVIEWER   38:21
OK. Yeah.

PARTICIPANT 13   38:24
What do they call them now, mental health practitioners or something? Yeah, it's like it's kind of annoying how every expert profession has been dumbed down, isn't it? Could be anyone, really, couldn’t it? A mental health practitioner. I'm a mental health practitioner [laughing].

INTERVIEWER   38:27
Yeah.

PARTICIPANT 13   38:42
I mean by that stage, to be honest, I've been through so much that I actually found it quite funny.
Because it was just like, for God's sake. You know. So anyway, they then they put me through for CBT. So then you know, more admin. That's all I can think about really is the admin the admin, the admin that's the the government is so obsessed with getting people back to work, except every single process they put in place.

INTERVIEWER   38:50
Yeah.

PARTICIPANT 13   39:09
Stops people going back to work because they make us jump through so many hoops like it just makes me laugh. They think DWP is going to help anyone get back to work because they're the main reason I'm not working.

INTERVIEWER   39:20
I mean it is it is. It's hilarious, but so sad, isn't it? At the same time, it's ridiculous, but yeah.

PARTICIPANT 13   39:23
Yeah, yeah, yeah. I, I hate this government so much.
But yeah, and then so. So then I finally got through to this woman, and I managed to remember the appointment, which was a really big deal. And then.
And I spoke to her and I said, and I basically said, listen.
I kind of did my usual thing of having to start each conversation - kind of doing a bit of a crash course in ADHD. I said I know that you're not specially trained in that specifically, but I know that CBT, you know it can be really difficult for us because it involves a lot of tracking. And I explained why it's difficult, you know, diaries are hard for me, blah blah blah blah.
But maybe we could, maybe we could adapt it so you could like help me do some accountabilities for body doubling, get some process, you know, whatever. And she seemed on board with it. And then the very next session, she asked me to do a mood diary. I was just like [gestured confusion].

INTERVIEWER   40:18
Ohhh

PARTICIPANT 13   40:19
Not gonna work, is it? So I just kinda wrote to her and said I don't wanna continue with this.

INTERVIEWER   40:24
Yeah.

PARTICIPANT 13   40:25
I can't even remember to brush my teeth after so like.

INTERVIEWER   40:28
Yeah.

PARTICIPANT 13   40:29
And it was just so. So kind of cookie cutter.

I've missed a bit out.

In between the GP and getting the assessment, I actually called the crisis line because he said if you're feeling in distress, call them, that was rock bottom because when I called them.
You know, it's called like first response and I kind of call it last resort, but it's the sort of thing where when you call it, you feel like you're doing something... like it feels like a really big deal to be doing that.

INTERVIEWER   40:57
Yeah.

PARTICIPANT 13   40:58
But I've never really felt... I wouldn't say I've never thought about suicide, but it'd never come that close. It's never been like front and centre, but, but for the first time in the last couple of years, that’s been, like I’ve thought about that, quite a lot.
And so I called her and.
She's basically Googling ADHD coaches for me.
Well, she was Googling ADHD support and she all she was coming up was like private sector coaches and stuff 'cause. She just had no idea what to do. And then oddly, and this was really strange. And this has happened twice actually. Her colleague called me back that night at like 10:00.

INTERVIEWER   41:26
Yeah.

PARTICIPANT 13   41:37
And to follow up, because she did know about the ADHD. But the reason she knew about ADHD is that she worked on the site for ADHD 360 and I was kind of complaining about ADHD 360 and she was kind of like defending them. And she was like and she was saying, what do you want? And I said I want to see psychiatrist and she's like, that's not going to happen.
I was just like, I just thought whenever you read stuff about ADHD, they make it sound like it's a given that you'll have a psychiatrist that does all your...

INTERVIEWER   42:04
Yeah.

PARTICIPANT 13   42:06
So and then the second... and then they were called again. My friend suggested calling them again this crisis team, because I think I called. I sent a message to my friend saying I'm just really worried. I'm having quite dark thoughts. I live opposite a river and

INTERVIEWER   42:23
Right, yeah.

PARTICIPANT 13   42:24
Anyway, and they did a bit of an intervention bless them. And and she, she works sort of in. She's, she's a physiotherapist in the NHS. So I think she had a bit more faith than me. So she kind of called them.
And they sent some nurses round mental health nurses and they gave me.
They were really nice, actually. We just slagged off the government a lot and they, I think they were just pretty, pretty honest that they don't. They can't do anything because they don't have any, because there aren't any services.
And I wish.
In terms of when I was talking about the autism, I wish if people have just been honest with me in the beginning and and said there isn't anything. If someone has said to me, listen, you're not going to get PIP, only people who are schizophrenic get PIP. Then I would have been like, that's reasonable. Actually that probably is more severe and needed more than me, that's fine. But because because of the gaslighting where they act like there’s all the support 

INTERVIEWER   43:02
Yeah.
Yeah, like  there's all the support there, yeah.

PARTICIPANT 13   43:26
When there isn't and they just send you on this goose chase and anyway so he gave me like this A4 sheet of paper with healthy habits, healthy routines on it. It's like an example, you know, like day one, tidy a cupboard. And I was like, well, it'll probably take me about two days to do [laughing].
Or wash hair and it's just like I CAN’T KEEP A DIARY. How many times do I have to tell you that I can’t do that? [laughing]

INTERVIEWER   43:38
Yeah [laughing].

PARTICIPANT 13   43:46
But yeah, I just I think.
In terms of your thing about identity, I think. 
And the big I think my biggest problem with the last few years is that is that I was fiercely independent from a really young age. 
I think, I think I was really desperate to prove that I was independent and that was like that was like an armour for me. It was, it was in everything I did. I wanted to show that was independent and then I, and then because I made the mistake of thinking this is a disability actually it's not my fault. I don't need to mask anymore. I can explain and then I can get support.
And, and I allowed my independence to be taken away from me. And then now I look back and I think I should have just stayed how I was and just got on with it on my own. And it would have been so much better. Just just in terms of time, if nothing else, you know, just, energy
And, yeah, I’ve rambled, but I think that's all of the mental health stuff.

The last one was the nice person centred counsellor, referred to by my social worker. I mean, I basically just asked my social worker - can you refer for me for this? And, and I had, you know, I  limited my expectations and I kind of said, you know.
What can we do? She said. Well, we've got six weeks and I said, well, to be honest, there's so many issues going on with me. Like there's a grieving, there's all sorts of stuff. But but to be honest, it'd just be nice to have someone empathetic, listen and hear my story. And she was really good. She was really good with that and.

INTERVIEWER   45:08
Yeah.

PARTICIPANT 13   45:12
Some of the people who have helped have actually not known anything about ADHD and been absolutely not even been involved in mental health. It's just about empathy, really. But when you've got tick boxes all the time.
You lose that ability. I think people have got lost the ability for empathy. Maybe. But she she was. She was, that was that was good just in terms of.
She's just. Yeah, she was great. She was. She was. She gave me little tips about.
About like dealing with assessments and she was kind of reminding me how much I'd been through and.
Yeah, she was. Wasn't afraid to swear, like she she I really. I really liked her. And then this. This guy seems good. I'm. I'm sort of open minded about EMDR and I'm just going to going to see how that goes.

INTERVIEWER   45:55
Yeah.

And your EMDR guy. Does he have... have you met him yet?

PARTICIPANT 13   46:10
Yeah, I met him twice.

INTERVIEWER   46:13
Does he seem to have a good knowledge of ADHD  and trauma?  

PARTICIPANT 13   46:20
Yeah.
Not, not... well, he's in the same place. He's like a little private, you know, rented rooms thing where my previous neuro-inclusive, neuro-affirmative counsellor was. So he knows her.
He, he was openly saying I'm not specialist in ADHD. I think he was, he was a counsellor in the NHS.
But to be honest, I kind of just.
I would say I'm kind of limiting my expectations with things really because.
I can't.
I feel like sometimes I might need to educate people so a little bit, but as long as they can, you know, have the empathy and and the sort of humility to let me do that like they they got this. The guy on the phone, the assessment, the guy, the guy, the mental health assessment. He was just really defensive because clearly he didn't know anything. But he wanted to defend that he did. Whereas this guy seems pretty pretty good so far. I'm. I've got a good feeling about it. But I actually saw one before him.

INTERVIEWER   47:24
Yeah.

PARTICIPANT 13   47:34
And I wasn't keen on her, mainly because she very clearly had ADHD herself and hadn't realised it like it. Like she kept talking about her kids ADHD and whilst changing the subject

INTERVIEWER   47:49
Yeah.
Yeah, I get that, yeah.

PARTICIPANT 13   48:07
No, no, no judgement. I just, you know, you know, like I say, you recognise your own tribe and.
And yeah, and she wasn't a counsellor as well. Bizarrely, she was, I think she used to be a mental health nurse.
But I didn't. I didn't know whether that would matter, but it came. It became really clear to me that it did matter because she'd be like, suggesting solutions really quickly before hearing all of the information. And like the stuff that you wouldn't do if you were a counsellor and it was kind of like.
Yeah, but the problem mainly now is is money, because it's like pounds an hour and I'm on benefits. I can't really afford it. Selling the house though, so.
Use some of that money and then in terms of support, I have the social the there's not mental health, so I don't know if you're interested in the social work side of things, but that's that's been the biggest thing.

INTERVIEWER   48:58
I mean, personally I am interested, but I think I'm just trying to keep in mind my research question. I think I won't be able to use the social, the social care stuff. Sadly, as much as it is an interesting tangent.
So I've got, I think in terms of like your journey with services, I think we've got to the present day.

PARTICIPANT 13   49:18
Mm hmm.
Yeah, yeah.

INTERVIEWER   49:22
So I've got a question that I think that will be a slightly more niche question that possibly will be a briefer one and then we then we'll get on to like your well-being and how it's been impacted.
So, have you had the experience of anything being on your healthcare records or anything that you think might be on your healthcare records being a barrier to your accessing support?

PARTICIPANT 13   49:48
Accessing mental health support.

INTERVIEWER   49:51
Or ADHD.

PARTICIPANT 13   49:54
Well, yeah, that thing that the ADHD 360 people put in my letter, I mean, I can't. I can't be certain that that factored against me in in the PIP thing. But the fact that they they basically their letter was just all about how just basically implied that the drugs had made everything go away.
I mean mainly because the titration period was a honeymoon period for me because it's like you know when you can focus finally it's like all your christmases have come at once but they didn't have the full picture.

INTERVIEWER   50:04
Yeah.
Yeah.

PARTICIPANT 13   50:22
Yeah, I think just generally.
Well, that's one of the things I noticed when I got the diagnosis and the drugs was just generally how inaccurate my records were. And I got a little bit obsessed by that because I realised... one of the things I've realised is that I'm I'm not great at communicating verbally and I don't think I'd ever noticed that as much before.
And and it's really frustrating because people will say, oh, I think you're really articulate. And I'm like, yeah, but you don't know what I intended to say [laughing], you know, so it's all well and good going to the GP and being really articulate. But talking about a completely different thing for the reason I went in there [laughing].

INTERVIEWER   50:50
Yeah.
Yeah. Is there anything in particular that you remember like when you say you realise that your medical records were inaccurate? Is there anything that you remember that you were like, whoa, what was that doing on there?

PARTICIPANT 13   51:00
And so there's, yeah.
Well, it said for example, a few times I went for a mental health stuff.
Part of the reason I was noticing it a lot is I'm desperately trying to collate evidence for PIP and it said that I live with my partner when I don't.

Yeah, quite often there was, like, I mean, it might just be typos, but quite often it said the opposite of I what I'd said because they said not instead of.. you know, you know what I mean? It turned it into a negative.
So that that kind of that kind of thing. But also I think but also I think prior to... but there's a more general thing of just. the masking you know, an under playing things yourself, especially prior to diagnosis.
And and also I genuinely think there's there's just a really, really strong bias. I mean, when I had an endometriosis, it was very similar.
Just conveying pain seemed impossible and and it felt like I was speaking another language. So so in a way that gaslighting I feel started like predates the...

INTERVIEWER   52:13
Yeah.
In relation to like either ADHD or trauma, have you experienced any like or any perceived gender biases in terms of trying to access support?

PARTICIPANT 13   52:31
I mean yeah, the one I talked about earlier with the NHS. 
I mean, I don't know if that's... I don't know how that would have played out because I withdrew from the service because I was so disillusioned. But but the whole thing about me not moving around very much. Oh yes, and PIP, the PIP. Oh, the PIP assessment.

INTERVIEWER   52:43
Yeah.

PARTICIPANT 13   52:52
Oh, it makes me so angry. They asked me questions. Like, did you get any support at school?
No girls with ADHD don't get support at school. Talked about how polite and articulate I was, how I'd been to university.
And I say that as a gender bias just because women mask more and they're socialised to be polite.

INTERVIEWER   53:11
Mm hmm

PARTICIPANT 13   53:14
So I think that's how I think that's how gender bias sort of shows up in, in ADHD, it's that it's, it's that kind of thing. It's sort of expecting these kind of. Externalised symptoms. 

INTERVIEWER   54:29
Mm hmm.

PARTICIPANT 13   54:44
So yeah, I think.
I think ADHD 360 are too money grabbing to have biases. I think they just they don't really care enough to have biases if that makes sense.

INTERVIEWER   55:05
Discriminate equally [laughing]

PARTICIPANT 13   55:06
Yeah. Yeah. Well, it's like “Do you want some pills? Here you go!”

INTERVIEWER   55:11
Yeah.

PARTICIPANT 13   55:13
But yeah, NHS definitely. I mean that woman. The comment about watching me and me, not me, you know, not shuffling them out in my seat. It's like it's infuriating. It's like I've been trained to do, to not move. Since before I can even remember speaking.

INTERVIEWER   55:28
Yeah.

PARTICIPANT 13   55:29
And now you're expecting me to suddenly do those things and and basically I would have been better off if I'd turned up at all these assessments drunk.
And you know, not had a shower or.
Yeah.
So I yeah, I think those are the main things is that the politeness thing.

INTERVIEWER   55:49
Yeah.

PARTICIPANT 13   55:58
So so I'm less polite these days.

INTERVIEWER   56:02
Good

PARTICIPANT 13   56:02
Because he hasn't got me anywhere. You know I'm unemployed and I'm on benefits. And so, like, you know, in the past I’ve been very, very careful about not swearing on social media and not, you know, making sure I say things in the right way. And it's like, well, fat lot of good that’s done me, I’ll just say what I think now.

INTERVIEWER   56:17
So we’re coming on to the last part of the interview, I’ll checkin now again actually, seems like a good time to check whether you want a break or anything?

PARTICIPANT 13   56:26
Mm hmm.
Yeah, I'm fine. This really is. I think it is quite cathartic actually. 

INTERVIEWER   56:34
Ah well, there you go. That makes me feel a little bit better about taking up so much of your time 

PARTICIPANT 13   56:43
Well, it's processing. It's yeah.

INTERVIEWER   56:44
Yeah.
So the last one is about your well-being and how everything’s impactied on your sense of self. 
So do you feel like... throughout this whole process of like understanding ADHD, seeking trauma support. Has there been a difference in your well-being before, during and after?

PARTICIPANT 13   57:06
Yeah, massively.

INTERVIEWER   57:08
So could you tell me about that difference, like what changed?

PARTICIPANT 13   57:13
I was. I thought I was going to die. As in not the suicide thing, but the stress of everything.
It felt like my body just hurt all the time and I thought it was maybe menopause or something and then I realised

INTERVIEWER   57:29
Was that before?

PARTICIPANT 13   57:42
That was... no no. That was sort of when I was in the middle of all this. Obviously I'm jumbling it all up because it was all part of the same thing, but whether it was PIP or mental health stuff all of that.
And and the moment I realised it was probably a psychological thing was when I got my I've got. I've got a supportworker now and  the agency is neuro-inclusive like they really know that stuff and they're a absolutely lovely little agency. And then just after that started and she was helping me stuff. I just suddenly realised that I wasn't aching as much anymore.
It's just all my joints were hurting all the time.
My sense of self. Oh, it's it's very difficult to separate out because I've lost my profession at the same time and that was quite tied into my sense of self, I guess.

INTERVIEWER   58:20
Yeah.

PARTICIPANT 13   58:21
There's things like things that I used to think made me adventurous and quirky. Now I think of as reckless, you know, like that's tough.
You know, like I used to be like, yeah, I'm going to go and climb this mountain. And then you read about, you know, number of people with ADHD who die in accidents and.
I think, I think, the big the biggest challenges that I started off... what happened was myself, esteem wasn't great and then I got the diagnosis for ADHD and I read up about all of the outcomes and I thought, do you know what you've done pretty well actually, you know, you're not in prison, got a degree, working.

INTERVIEWER   58:59
Hmm.

PARTICIPANT 13   59:00
And my self-esteem was pretty good, but the problem with that is it was like it was almost too good because then I tried to strategize my way out of everything.
I kind of thought all I need to do is like create an environment that's right and then the ADHD will just go away, you know, and and then with the drugs that just.
I got sort of obsessed with creating systems, you know, like.
But but with limitless focus and and that so the problem was that myself esteem once all of that had failed, was worse than it had been in the fist place because because I'd tried everything it's like.
Before the ADHD diagnosis, I kind of deliberately made my life quite small because I was sick of failing at stuff, but I was kind of happy. But, you know, just sort of plodding along and I knew I wasn't fulfilling potential but thought I was sort of. I don't think you realise how many coping mechanisms you've you've got subconsciously like all my clothes have always been black because it's easier.

INTERVIEWER   59:48
Yeah, yeah.

PARTICIPANT 13   1:00:03
Those kind of... like I probably have quite a lot of things like that or I'd only do one activity as in interaction in a day.
And then I took the drugs. And it's like I threw all of those out of the window and behaved like I could just do what I wanted. And so when it all fell apart then.
Because I'd got hope back, you know, it's hope that kills you. It's like a new lease of life. And then when it all fell apart like myself, esteem, really, really took a knock and it's still not back really. I mean, I think a lot of that is the fact that myself seems very heavily tied to what I do.
And through burnout, I've been told I need to rest and it's hard to rest and.
How to rest like you want to be useful and it's yeah, it's and. And even I'm at the worst burnout. When my burnout was at its worst, I couldn't even cook anymore. That's something that I've always been reasonably good at, but I I just couldn't do really basic things. And it's it's it's hard to come to terms with that. It's scary and.
So yeah, the sense of self has definitely suffered and and then, yeah.
Yeah, it's, it's, it's such a big question. It's kind of hard to answer really.

INTERVIEWER   1:01:24
I'm just thinking as well about how, like the traumatic experience of, like the ADHD assessment process, how that impacted on your sense of self as well.

PARTICIPANT 13   1:01:33
Oh well so.
It's not just the ADHD, but the there's a gas lighting, there's trust. I don't trust. I'm cynical. I didn't used to be... I used to be a bit cynical, but now I feel like.
Well, I'm not working at the moment because I can't.
I'm supposed to be launching my business. I want to do this new well...I did want to do this neuro-inclusive communication business and I've got this amazing assistant who's really like supporting me and she really wants me to succeed and - I'm going to cry now - I every time I see an e-mail, I just feel like this panic. 

INTERVIEWER   1:02:16
Yeah.

PARTICIPANT 13   1:02:19
And I think it's partly. It's partly. Oh, my God, that's something to deal with. But it's partly just I've proven to myself that when I go out into the world and try to get things done, everything falls apart and it all goes wrong. So I don't
If I'm to do what I want to do in this business, it means talking about exactly these kind of things
And these these organisations

And I think I think a lot of that's more the autism than the ADHD. It's more like that thing of feeling like you've been conned, almost
Like like I've been given this, you know, been told or you can do this and you can do this. And this is the support and blah blah, blah. And then you kind of jump through all the hoops and then they go “not really!”. And you and you’re just like oh, I fell for that thing and then you end up protecting yourself because because it's
But because you feel stupid, I think I just feel quite stupid actually, because almost I

When I realised that ADHD was a disability because I done as many personal strategies as I could and I realised actually it's the environment obviously and you know kind of got this sort of bond.. not bond but like like identify with other disabled people because I realise it's exactly the same and like all disabilities are the same in the sense that it completely depends on the environment that you're in, like a blind person in a dark room will probably handle
It's it's not, it's blindness. It's a problem. It's the dark room
for me, the dark room.

INTERVIEWER   1:04:05
Yeah.

PARTICIPANT 13   1:04:10
So I was looking at it also logically like that and I expected everybody else to do the same.

INTERVIEWER   1:04:17
Yeah.

PARTICIPANT 13   1:04:18
And and I, and because I'd understood ADHD and it taken me like, you know, maybe a week hyper focusing on it and looking things up to get it. I didn't I just didn't realise that nobody else would have any idea.
And.
Yeah, but yeah, I don't know. Just.
And then working memory thing like I've always had that thing when my brain just shuts down. I can't manage different pieces of information at the same time, like lots of data. Lots of like Sudoku or something like that. Those kind of things can't do. And I used to always like burst out crying when I struggle with something like that. But now I know what it is and that's really challenging because it's just I might be intelligent enough to have an idea about something I want to achieve, but then there's always that barrier that's in the way.
And it's lonely.
Whereas before I'd kept my life small, so it didn't matter because I wasn't trying to do that much.

INTERVIEWER   1:05:17
Yeah.

PARTICIPANT 13   1:05:18
But then when you think - oh I am going to try and fulfil my fulfil my potential - and these things are still here.
And the other thing is, is that getting support, even the support that's good, like the social work type, the support workers at work, the woman who comes round - the carer, even them.
It takes so much work to explain what you need.

INTERVIEWER   1:05:44
Yeah.

PARTICIPANT 13   1:05:44
So that takes time and then and then. It's just like time's just going and it's like it's been God knows how long. Now that I've been in this situation and I just don't, I want to go back to being me and just living my life as me and not constantly thinking about explaining to people what I need or what's wrong with me. And that's the other thing. It's just focus on your deficits all the time.

INTERVIEWER   1:06:05
Yeah.

PARTICIPANT 13   1:06:06
Yeah, that's a bit rubbish.

INTERVIEWER   1:06:09
Oh, bless you. But yeah that’s what your experience has been though, like there's no point sugar coating in it.

PARTICIPANT 13   1:06:15
Yeah, yeah, yeah. So a lot of bitterness and anger and.

INTERVIEWER   1:06:16
Yeah.

PARTICIPANT 13   1:06:21
And I think one of my aims is to kind of get away from the negativity because I find I find I find them just.
Find it a lot. You know, like you get this before you're about to have an amazing idea or or or go off on an impulsive thing or something. There's like this giddiness and it's it's it's kind of kind of exciting feeling, but.
I'm scared of that now, you know.

INTERVIEWER   1:06:48
Hmm.

PARTICIPANT 13   1:06:50
So that means I end up just. I feel like I'm in a cocoon and I'm not really. I'm just kind of existing. I'm not like taking opportunities because I'm too scared that it's not going to fall apart. And I’m selling my house at the moment. I actually found a buyer without an estate agent and they put an offer on for the full asking price.

INTERVIEWER   1:06:58
Oh?

PARTICIPANT 13   1:07:08
Which was much higher than I was originally going to put it on for like, I just took a risk and.
And it was like I did that. Do you know, like, I couldn't like, because I feel like I have no agency anymore. And and it's just.

INTERVIEWER   1:07:18
Yeah, yeah.

PARTICIPANT 13   1:07:27
It's sad because it's so the opposite of how I used to be. I used to be pretending that I was independent when clearly I wasn't managing, really.
But yeah, so so hopefully I'm in a  much better place than I was. Well, I forgot to mention one thing. I had a coach as well in between you were just support. Yeah. Yeah. ADHD autism. She was. She was really beautiful. You were just for supporting that. It all comes on at once that was through access to work.

INTERVIEWER   1:07:47
Yeah.

PARTICIPANT 13   1:07:57
And she was very useful, just but just mainly educating me about aurn out, autism and ADHD stuff. Yeah, that's helpful.

INTERVIEWER   1:08:03
Yeah.
That was after assessment, was it?
Yeah.

PARTICIPANT 13   1:08:11
That was fairly recently.
But yeah, that was that was pretty good. But I was going to say that one of the most healing things I think is reasonable adjustments.
Like anticipatory reasonable adjustments, so I've got this. I do this, I'm an expert by experience for Bradford University.
And and it's really interesting because I think a lot of this involvement stuff, I'm really like critical of it because I think it just totally exploits people and doesn't.

INTERVIEWER   1:08:40
Yeah, it can do.

PARTICIPANT 13   1:08:40
And doesn't it doesn't pay them, you know, and but they they've just really got it right. Like. So I went to the thing I was doing. I think he was talking with about my experience with Physio to students or something.
And the guy who runs it came out to me and he said, we're gonna go around this way. 'cause, it's quieter this way, and they're gonna go that way because they need the ramp for the wheelchair. And just a thought. I mean, I never would have asked to go a different way for it to be quieter, but just the thought that he he'd actually considered that in advance and.

INTERVIEWER   1:09:04
Yeah, yeah.

PARTICIPANT 13  1:09:09
I think reason reasonable adjustments are incredibly healing.
Because it makes you feel human and not like, and you're not having to beg and.

INTERVIEWER   1:09:19
Yeah.

PARTICIPANT 13   1:09:20
Kind of explain all the time.
Stuff.
INTERVIEWER   1:09:23
Yeah.

Yeah. So I think that's me come to the end of my pre prepared questions. Was there anything that we haven't covered that you think was important that you wanted to you wanted to make sure sort of in your transcript?

PARTICIPANT 13   1:09:38
I don't think so.
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