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For Ewa S-R, without whom I might never have known.

And for everyone who first had to self-diagnose to get a diagnosis. Yes, this is a completely unhinged way of doing things, but we move!
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Introduction

It’s not Father Christmas. It doesn’t need you to believe in it to be real.

– ALISON, 51

Author’s note

This book is for everyone who is waiting for a diagnosis, as well as for those who are processing the results. A month or so into writing, I got a phone call from the local psychiatric hospital to book me in for an ADHD assessment.

‘I’m sorry, there must be a mistake,’ I said. ‘I was diagnosed in 2020.’

‘Oh, how odd,’ the disembodied voice at the other end said. ‘You’re at the top of our list.’

As they talked, I realised that my GP must have left me on the waiting list – a list that, back then, they had told me would take a year, which had still seemed too long to wait. The spiralling wait for an ADHD assessment comes after years of us hiding in plain sight, our GPs and other medical professionals unable to put all the clues together.

I have always tried not to look back. It could be no regrets; it could be not wanting to dwell on the past as I go crashing through it like an elephant in blinkers. In this book, along with the very generous people I have interviewed and the many others who have shared their experiences with me online, I am laying out my own experience quite frankly to show that you are not the only person who has struggled, done stupid things, perhaps succeeded against the odds, and somehow managed to muddle through while knowing that something wasn’t quite right. We don’t know what we don’t know. I have had therapy to process it all before doing this, so, fingers crossed, I can own what I have done rather than melting into shame, but still – this isn’t fiction. Be generous to my interviewees, if not to me. Everyone in this book is a real person with worries, hobbies and habits. As you probably have, each has likely boiled a kettle, made dinner in the past twelve hours or stared in a mirror and gone, ‘Oh God.’

Trying to find yourself perfectly described here is a wasted task. ADHD is a wondrous constellation that is as specific to the person as their life story, so take what is helpful and sift out what is not. As the recovery saying goes, listen to the similarities and not the differences in the sharing that follows. I wanted to present lived experience alongside interviews with people in the research and clinical fields of ADHD to find answers and explanations and, occasionally, to do a little myth-busting in the space between what the science says about ADHD and what people go through. Sometimes, the science hasn’t yet been able to quantify the qualitative data – as regards ADHD and menopause, for example – but focusing on what is proven helps us to live well and combat some of the outrage drivers we see more widely.

‘Three’s a trend’, questions to which the answer is no, and other things I’ve learned from journalism

When I worked at British Glamour, one of my boss’s favourite sayings was, ‘We’re not saving lives here, people,’ which continues to be a helpful thing to remember if I’m tying myself in knots about work. I am an arts journalist, copywriter, social media editor, and anything else I can do to pay the bills – I entertain, but I am categorically not saving lives. The boss’s other favourite saying, frequently rolled out during pitch meetings, was, ‘Three’s a trend.’ This usually applied to anything on our beats that would be worth turning into a story, and it applies to journalism more broadly, especially online. If an outlet covers a story and it does well – which editors can see because everyone is glued to metrics tools – another will jump on it, then another, until it snowballs, by which point the information and research can start to become a bit sloppy. Things are written up and repeated until they become acknowledged truths, even though that may not be the case.

Where this can become a bit factually spicy is with the ‘man bites dog’ rule that new journalists are taught about what makes a story newsworthy. A dog biting a man is to be expected and, therefore, not news. A man bites a dog, though – that’s a story. It isn’t news for a mixed-race woman to experience racism. It becomes news if you can find a source to say that she’s lying or – and this is entirely off the top of my head – an ungrateful upstart who has brainwashed a member of the Royal Family. ‘Man bites dog’ is how we end up with dubious stories, especially in healthcare coverage. It isn’t a story to say that millions of people are being misdiagnosed or missed altogether. Where I live in the UK, the National Health Service is under insane levels of pressure; we know this, and nobody likes to suggest that we are not a cutting-edge society. But it is a story if you can find an expert who will say that a condition is being overdiagnosed or overmedicated or that people today are just too pathetic to cope with the vagaries of life. Once you’ve got that expert, you’re free to publish any number of op-eds on the matter, from which you can draw out news stories. Then you’ll find more experts wanting their moment in the sun, so you don’t need to worry about something as prosaic as an objective truth. Humans adore a big, juicy, gossipy bit of overstatement that feels as though it should be true. Of course people are being overdiagnosed! Young people (by which, assume anyone more youthful than the person reading the story, which could be twenty, forty or sixty-five) are too soft for words.

The rise of online news and of people unwilling to pay for its content means that clicks are king. ‘A lie gets around the world before the truth has time to get its boots on’ – look at Donald Trump. Look at Facebook, Twitter and TikTok. Look at the number of sites erroneously crediting that quote to Winston Churchill.1 People want to believe what fits with their worldview, often regardless of evidence. Climate change? Those boffins don’t know what they’re talking about; give me my cheap flights. The same goes for sexual harassment, depression, suicidal thoughts, homophobia, transphobia, sexism, classism and racism. What are they making such a fuss about? We just got on with it in my day.

There are two interesting elements at play here. One is that life is a slog, and people can naturally be quite touchy about the idea of them having had it better or of younger society benefiting from something that they did not. Paul Fairie, who researched historical trends in newspaper headlines for his book The Press Gallery, has found stories berating everything from workers not wanting to work, children being too soft and men too feminine, to people not being able to take a joke going back every decade to the 1890s. Fairie highlights the public passion for blaming things on new fads, which also ties into that perennial headline staple, ‘Questions to which the answer is no’, most perfectly exemplified by a headline from 1927: ‘Is Jazz Dancing Ruining Legs of American Girls?’

In Western society, we’ve arguably hamstrung ourselves through our expectations of how a person ‘should’ be, whether in terms of gender or appearance or how sexuality, identity or disability manifests. Overall, we want the least inconvenience and the maximum productivity for everybody. However, we are in a time of change that is happening incredibly fast. When I was at my thrusting girls’ school in the late eighties, we were taught that we could do anything, yet it was barely twenty years since a woman had to be married and have her husband’s permission to hold a mortgage. In my lifetime, we have seen abortion made legal in Ireland and rolled back in the US. Future shock, the concept where change happens too quickly for people to catch up, is evident in the clash between progress and fear. Hard-won developments in many social and civil rights areas have led to equality but not enough time for equity to properly bed in. The internet and the twenty-four-hour news cycle have come in in the last thirty years; social media in the last twenty. In barely ten years, we have seen gay marriage in the UK.

Changes to social media have meant equal and constant access to people, news and opinions. As social media and the news cycle shine a light on how little society has progressed in real terms, it becomes preferable to stamp down on someone smaller to make yourself feel significant. Rather than adequately confronting the institutional misogyny that leads to rape, sexual abuse, harassment and the mistreatment of women, gay people and non-white people through every area of society, the focus becomes trans people and ‘safe spaces’ for women. When every area of society is infiltrated by men abusing their power to abuse people with less power than themselves, how tempting to instead focus on a tiny minority to feel as though you are wresting back some control.

People are also grappling to understand neurological conditions, mental health, physical overlaps, and more. Suppose you have grown up around labels such as awkward, absent-minded, scatter-brained, clumsy, stupid or mental, and have got through life regardless. In that case, you might very well have little time for someone explaining that they are diagnosed with ADHD, autism, EDS or something else. If you don’t know someone with that experience, they are ‘other’ to you already. With social media and online discourse, you are perhaps more likely to dehumanise them because they don’t exist in your world. Their reality is not tangible, and so you can assume the worst: that ‘they’ are just trying to get pills, that ‘they’ want to decompartmentalise womanhood, that ‘they’ are just lazy and fat, that ‘they’ want to take what is yours. Whenever a contrarian voice does come around to a cause, it’s usually only because they’ve found skin in the game, whether themselves or through someone close to them.

The government will pay for injections to prevent obesity because that condition is deemed to reflect poorly on Britain as a country. It’s also very visible. This is despite medical professionals and researchers pleading for better access to quality food. In Lambeth, the London constituency where I live, one GP has started to prescribe fruit and vegetables to her patients, which can be collected from various locations in case someone cannot attend the surgery. Rather than prevent, society would instead punish. We hear that the cost-of-living crisis means it’s unfair to introduce a tax on ultra-processed and sugary junk food or a watershed on advertising it. There is no talk about subsidies for fruit and vegetables and other healthy nutrition. This focus on visible conditions is again reflected in the growing number of women now being diagnosed with endometriosis, adenomyosis and polycystic ovarian syndrome, all ‘invisible’ and all of which can affect fertility. A shared symptom is heavy and painful periods, which, for centuries, women have been expected to endure. ‘Put up and shut up’ is hardly a health catchphrase to be proud of.

When I was at my wits’ end trying to conceive, my therapist would help me process pregnancy announcements with the line, ‘Good for you, and same for me.’ Equality is not a zero-sum game, and neither is equity. Suppose that language is explicitly directed to make someone feel comfortable, or support is given to make their life manageable and bring them up to the base level their neighbour takes for granted. In that case, it doesn’t take away from that neighbour. That support generally adds to society in understanding, tolerance and fairness. Removing the stigma around one thing can mean someone feeling comfortable enough to seek help for something else. It doesn’t mean more people necessarily claiming that for themselves, but it does mean that people who have suffered for a long time can get the support they need to end their struggle.

Whether in terms of ADHD, depression, autism or trans people, the refrain ‘I swear there didn’t used to be all this in my day’ can be explained by a look at statistics around left-handed people, which is another form of neurodiversity. In 2007, Chris McManus, a professor of psychology at University College London, led a large-scale study of handwriting.2 He found that the proportion of left-handedness had increased from 3 per cent in the late Victorian era to 11 per cent at the time of the study. McManus said this may be due to a reduced stigma around left-handedness, particularly in attempts to make naturally left-handed children use their right hands. Well into the 1960s, it was widely accepted for children to have their left hands tied behind their backs, and, while now rare, incidences of this are still reported. Historical data on left-handedness are surprisingly rare, to the extent that a museum curator attempting to curate an exhibition on handedness referred to left-handers as being ‘a people without a history’.3

Perhaps the people we need to convince that ADHD isn’t a trend aren’t the people out there but ‘in here’ – even the person writing this book now. Years of feeling defective, less than or a bit ‘off’ aren’t easy to solve, especially when your level of self-trust may not be operating on the level you’d hope for in a mature adult. This is partly why so many people, me included, report feeling deeply anxious ahead of our assessments in case it’s found that we don’t have it and that we are ‘just like this’. ADHD can be, and has been, identified as many other character traits, best exemplified in the title of Kate Kelly and Peggy Ramundo’s 1993 book You Mean I’m Not Lazy, Stupid or Crazy?! People with dyslexia were long dismissed as stupid or not trying hard enough. The Deaf community were left behind almost entirely, not least when it was decided to stop using sign language in mainstream schools and force children to lipread. The word ‘moron’ was invented in the 1900s as one of the classifications for what is now termed intellectual disability. The words formerly used to describe people with Down’s syndrome and cerebral palsy are unrepeatable.

We are all adults here. We use our judgement every day. This book reminds us to use that judgement when it comes to ourselves, to question the intention of who is speaking, and not to be swayed by something because it’s splashy. To borrow a phrase from the trans community, we have always been here. Mental health or neurodivergent conditions are not new. Being transgender isn’t new. Neither is being left-handed, having a learning disability, not having children, being exceptionally short or tall, fat or thin, or having a physical disability. What is relatively new is the understanding of each and the desire to support people with such conditions and attributes in life. Perhaps the difference is feared because it speaks to the deepest concerns of the individual: ‘I am the only one who’s playing at being a human because everyone else knows what they’re doing.’ It’s easier to squash someone else to make yourself feel more comfortable.

I feel lucky to live in this period of technological development, where I’ve been able to learn and find other people going through similar experiences. Knowing that things will be leagues better for everybody who comes afterwards has always been a light for me when I’m feeling particularly challenged. That our experiences will help with that is rather lovely to contemplate. Humans are not predictable, but society’s response to humans is. You don’t know what you don’t know. But when you do, it’s time to change that narrative and, yes – that trend.

What would you say to someone who didn’t ‘believe’ in ADHD?

PETE, 51: Cool, good luck with that. I’ll just be here with a chronic, incurable condition and a solid diagnosis.

ALEX, 40: Just because society hasn’t historically recognised or had a name for people who think differently doesn’t mean that they haven’t always been present. In fact, because of this lack of knowledge, the system has failed so many developing minds by labelling them as disruptive, dreamers or unfocused. It isn’t a case of ‘lowering the bar to include all people’ but changing how we recognise and adapt our judgement of intelligence or societal value in recognition that one system can only ever suit a bell curve of minds.

PHIL, 45: They say people hate change, but really, they just hate adapting to it. It can be hard. Especially for older white males, apparently. It’s much easier to dismiss it as ‘woke nonsense’ and carry on as normal. I don’t know why people readily accept that some people’s eyes don’t work well and need glasses, but find it hard to believe brains work differently. What I do believe is that there is way more neurodiversity in the population than even the scientists realise, and, in time, it’ll be a non-thing, like needing to wear spectacles. Visual impairment and treatment in very young children is much better recognised now than it was, and in some cases it can be corrected with very little intervention. Why not ADHD?

NATASZA, 44: Understanding that some people process the world differently is so important. The media has promoted one view of ADHD, which isn’t universally true. It’s not a deficit of attention but a different way of processing.

ALEX, 43: Someone who resists the idea that ADHD exists has larger issues at hand. It’s a shame that they refuse to accept that there are experiences beyond what they personally know. However, others’ realities don’t cease to exist simply because some people refuse to acknowledge them. Hopefully, they can learn to become more empathetic, even just for their own sake. The world might make a lot more sense to them if they stopped trying to define others without first trying to understand what others are experiencing.

JAMIE, 39: Believe what you want, but don’t dismiss someone else’s experience. Privilege blinds you to others’ suffering.

HELEN, 43: The people who say that are people who don’t believe in labels or do the ‘Well, we’re all a bit like that’ stuff: I say that we all go to the toilet, but if we were going to the toilet a hundred times a day then there might be a problem.

SOPHIE, 44: I think anyone who says, ‘Isn’t everyone a bit like that?’ should have the choice between being shot or assessed themselves.

MICHELLE, 41: I’d say to try navigating your way through mental maths in a loud nightclub while making your to-do list without a pen and saying the alphabet backwards while also listening to the same two lines of a song on repeat through one earbud. If your answer is, ‘Don’t be ridiculous,’ I suggest you move on and leave it to the experts. Belief doesn’t come into it if scientific evidence corroborates it. I wouldn’t wish this on anyone.

HUW, 43: I used to look at the challenges that people with ADHD faced and say, ‘That’s not ADHD because I have the same challenges all the time, and I’m totally normal.’ If you’re saying something like that about yourself, maybe there’s a reason why you’re facing those challenges.

JADE, 34: I can understand why they wouldn’t believe in it. So many elements of ADHD contradict one another, so at the surface level, why would you believe in it? It’s okay to not believe in something you don’t understand as long as you use that as your starting point to actively learn more. I think you would be hard-pressed to find someone who says they don’t believe in it after educating themselves on the science rather than deciding based on outdated stereotypes or assumptions about what ADHD is.

ALICE, 40: I don’t know that I believe in it either, which sounds bizarre because I’m officially diagnosed with it. I think it’s a biological trait that probably was useful in some ways, for women especially, as we were expected to ‘gather’ while caring for infants. This means ensuring they didn’t run off while also looking for berries, listening for tigers, etc. It probably was helpful to us back then, while the kind of hyperfocus that allows some people to stare at spreadsheets for hours might have been detrimental. We’ve changed the expectation of what our brains should be doing drastically in a very short time, and evolution just hasn’t caught up.

FRANCINE, 53: I want people to understand how damaging that attitude can be. I’ve seen some terrible things happen to people I love who live without support for their ADHD: my daughter had a breakdown, and I see students every day who fail. The stigma against us can destroy lives.

MATTHEW, 10:4 Do you think that the doctors are lying? Are you one of those weird Joe Rogan supporters?

EMMA, 34: I’d love to show them fly-on-the-wall moments of my life or for them to have a chat with my long-suffering boyfriend!

DEBBY, 35: I’d encourage them to read more about it and approach the subject with compassion. It’s difficult to understand something you haven’t experienced, but that doesn’t mean it isn’t real.

ANSHUL, 27: ADHD isn’t something you can choose to believe in; it exists. It isn’t a negative thing; it just means that our brains work differently, and that’s okay. No two people’s brains work the same, so ADHD, ASD and other neurodiversities are normal.

SARAH, 40: The symptoms and biological pathways are well recognised in science. Almost all conditions are a combination of inherent vulnerabilities and environmental factors. There is little doubt that the rise of smartphones and the disruption of lockdowns have played a major part in the rapid increase in diagnosis over recent years.



_________________

1   In 2021, Dr Oliver Tearle traced the origins of this line to Virgil: ‘Rumour, than whom no other evil thing is faster.’ The researcher Bonnie Tyler Blake also found that Jonathan Swift punched it up in 1710 as, ‘Falsehood flies, and truth comes limping after it.’ The Portland Gazette followed in 1820: ‘Falsehood will fly from Maine to Georgia, while truth is pulling her boots on.’ https://interestingliterature.com/2021/06/lie-halfway-round-world-before-truth-boots-on-quote-origin-meaning

2   McManus, C., & Hartigan, A. (2007), ‘Declining left-handedness in Victorian England seen in the films of Mitchell and Kenyon’, Current Biology, 17 (18)

3   Sadler, N. (1997), ‘A sinister way of life: a search for left-handed material culture’, in Experiencing Material Culture in the Western World, ed. Susan M. Pearce

4   Not an adult with ADHD, but he was very keen to do my online questionnaire and I for one applaud that energy
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