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Praise for Bad Influence

‘Uncomfortable but essential reading. Your definitive guide to separating medical facts from online fiction.’

Adam Kay, author of This is Going to Hurt

‘This superb book is an essential guide to the wild world of internet health – a series of cautionary tales, brilliantly told, about the perils of health influencers and the messages they peddle.’

Chris van Tulleken, author of Ultra-Processed People

‘Exhaustively researched – documents the tensions between amazing modern medicine and twenty-first-century quackery that circulates on our screens. An important reminder of how technology’s tentacles are reaching into every corner of our lives, and the challenge to work out what’s real.’

Laura Kuenssberg

‘Combining first-class medical journalism with her instinct for the digital zeitgeist, Deb Cohen serves up a health warning for those of us looking to social media for a quick-quack health fix. In a world where dodgy online medical opinions come thick and fast, this is the perfect antidote.’

Prof. Kevin Fong

‘Razor-sharp, prodigiously researched and written with a balance that is the hallmark of true intellect, Bad Influence is essential reading for anyone needing to navigate the increasingly murky interface between medicine and the online world which – let’s face it – is all of us.’

Dr Gabriel Weston, author of Direct Red

‘This book tackles one of the most important health issues of our time. It is brilliant, thorough and vital. Empowering for anyone who has ever come across health information, stories, or advice online – which is pretty much all of us.’

Prof. Daniel M. Davis, author of The Beautiful Cure

‘This book is a much-needed prescription for the unregulated world of online health misinformation by an expert, who knows and understands what she is talking about. The influence we are all under now to buy products, tests and gadgets that often have no proven value for our health is terrifying for society and actually bad for our health. I’ll be telling my patients to read this!’

Dr Ellie Cannon

‘With a reporter’s eye and a scientist’s precision, Deborah dissects the interventionist claims of the wellness industry and exposes the shaky evidence underpinning it. Her diagnosis is uncomfortable but urgent: that those selling us control over our health may, in fact, be the ones making us sick… a must-read.’

Natasha Loder, Health Editor, Economist

‘Eye-opening and concerning. This book will hopefully influence how you access healthcare information and maybe think twice before you make (often complex) decisions about your body based solely on your social media feed.’

Prof. John Tregoning, author of Live Forever?

‘A timely and eye-opening investigation into how social media is reshaping the way we think about health… Essential reading for anyone with a social media account – or anyone who cares about the future of evidence-based medicine in an age of influence.’

Rebecca Coombes, Head of Journalism, British Medical Journal
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1

A CONFLUENCE OF CHANGE

It was a rainy summer’s day in Liverpool at my aunt’s birthday party. Like any determined group of Scousers, we resolved to defy the weather and, huddled under a gazebo, pretended we were in the tropics drinking chilled champagne instead of lukewarm prosecco. My cousin’s friend, Anna, turned to me and announced, ‘I’ve just bought an AMH test to see if I can have a baby.’

‘Do you think it’s going to tell you that?’ I asked. She looked at me suspiciously. ‘That’s what the clinic I saw on Insta said,’ she replied with a scornful expression.

Anna was sharp as you like. A successful lawyer, she’d been trying to get pregnant for some time and it simply hadn’t happened. With the health service failing to give her answers, she’d turned to social media for help.

AMH stands for anti-Müllerian hormone. It’s a hormone produced by the cells in the ovarian follicles. In women, AMH is related to egg count and, as such, declines with age. Higher AMH levels in principle mean more eggs and a higher ovarian reserve. But that’s just one factor affecting pregnancy.

While these tests help guide fertility treatment medications, they can’t predict your chances of getting pregnant, how long it will take, or your reproductive timeline. Research suggests that after accounting for age, women with low AMH levels have similar pregnancy rates to those with average levels.1 Despite insufficient evidence that AMH testing reliably predicts reproductive potential in the general population, it continues to be marketed as such.

I asked her if she knew if the test was accurate. Many direct-to-consumer tests aren’t. But they’re ubiquitous on social media platforms, often targeting their advertising to particular demographics.2

‘What will you do if the results are abnormal?’ I asked.

‘Go see my GP…’ she answered.

‘And what if they’re normal?’

Anna paused. ‘Go see my GP,’ she said slowly. ‘If I can get an appointment, that is.’

‘You’ve just wasted £160,’ I replied. ‘The test isn’t going to tell you what you think it is. And whatever the results, you’ll see your GP who probably won’t be able to use them.’

Anna was just one of several friends I saw that summer who, for one reason or another, were taking their health into their own hands. Admittedly a select bunch: largely university educated, employed and in their thirties, forties and fifties. They came from across the political spectrum, but most had faith in scientific progress and medical institutions. A few experimented with supplements, while the Covid-19 pandemic left others sceptical of the pharmaceutical industry and mistrustful of public health.

But they all had one thing in common: the National Health Service (NHS) no longer worked for them. Social media had become their go-to resource to learn more about their health and, they hoped, take control of it. Some were looking for private hormone replacement therapy doctors; others for full-body MOTs; attention deficit hyperactivity disorder (ADHD) information for their children; advice about weight-loss drugs; and some of the men had started to take their lead from a growing pool of doctors and scientists with a high-profile online presence advocating a range of individualised preventive health measures.

They weren’t people likely to fall for some of the more outlandish claims of the wellness industry. But they were interested in what looked like serious medical products, seemingly backed by reams of evidence and endorsed by apparently credible healthcare professionals. This wasn’t just about some of the well-documented slurry of ‘misinformation’ churned out by so-called conspiracy theorists and wellness gurus, but health content creators, companies, clinics and a whole host of other players profiting from people’s desire to take charge of their health by offering supposedly tried-and-tested solutions.

I noticed my friends were grappling with the same issues that I faced in my day job as a journalist investigating healthcare stories. What is the evidence for this claim? What are the benefits and harms of this treatment? Does this disease even exist? How well is this product regulated? What conflicts of interest are involved here? And who is making the money? Awash in an ocean of contradictory information, skimming myriad articles filled with terms they don’t fully understand, wrestling different demands on their time and purses, how do they – or you and I – make a decision about who to trust?

In some ways this is nothing new. The mainstream media has rightly been criticised for hyperbolic headlines about the benefits of new treatments, distorting evidence and overstating harms – or even ignoring them entirely. One minute, coffee causes cancer,3 the next, it decreases the risk of type 2 diabetes.4 At its worst, the mainstream media, alongside the Lancet, stirred up a scandal about the MMR (measles, mumps and rubella) vaccine, whipping up fear it was linked to autism, with some authorities suggesting it played a role in causing vaccination rates to drop.5 Twelve years later, the Lancet was forced to retract the paper, and it was exposed as an elaborate, intentional fraud in a series of articles in the British Medical Journal (BMJ).6

But increasingly, eyes are turning away from mainstream media to the internet. How does this affect our choices? How does it make us view our symptoms? And how is it shaping our expectations about health? As our culture changes, so too does our perception of health. Medicine doesn’t exist in its own silo of objective scientific facts. It is influenced by the world around us. This book reveals what can happen when entertainment, commerce and health collide.

Since the 1990s, Professor John Powell – with a background in social sciences, medicine, and public health – has watched how digital technology is reshaping healthcare, from the way people manage their health to how they engage with services. Based at Oxford University’s Department of Primary Care Health Sciences, he helps UK healthcare organisations like NICE (National Institute for Health and Care Excellence) and the MHRA (Medicines and Healthcare products Regulatory Agency) figure out how to use digital tools in healthcare. He tells me:

I remember when I first started studying digital health in the late 1990s, I was fascinated by how the internet was supposedly changing things. But I ended up being fairly sceptical at the time. It didn’t seem like the internet was fundamentally changing much – big players were still big players, and patients remained largely disempowered and uninformed. Despite the promise of this fantastic new technology that would supposedly democratise access to information, I just didn’t see it happening. It felt more like an evolutionary change than a revolutionary one.

THE PROSUMER EFFECT

But all that has changed. He argues that the ubiquity of mobile phones and data, affordable home broadband, and a young generation for whom entertainment, education and socialising are all online and in the palms of their hands have shaped how people view doctors and healthcare settings. ‘For them it’s how everything is done, so why wouldn’t healthcare work that way too?’ he posits, adding: ‘It could also be the “prosumer” effect, where people are both producers and consumers of information through social media, reviews, and rating sites. Whether it’s about health or food, people are contributing to the knowledge ecosystem.’

Covid-19 also had an impact. As strict lockdowns confined many to their homes, hospital visits and doctor’s appointments were discouraged, as posing a safety risk. Healthcare, which had long resisted telemedicine and remote care, was forced to adapt quickly. Institutions that had been concerned about what might be lost in the transition to digital suddenly had to make it work.7 ‘This shift also affected patients, who became more self-reliant and more open to remote care – even care provided from another country,’ Powell says.

Social networks and media became primary sources for health information – surpassing traditional reliance on doctors – and redefining who is perceived as a reliable source of knowledge.8 You no longer just type in ‘I have frequent migraines’ and your search engine directs you to the NHS website or a similar source. On social media platforms, you can see people just like you who also say they have frequent migraines, here’s how they manage them, what triggers doctors might not mention and which products seem to help. On Instagram, TikTok and Facebook, patients don’t just consume health information – they shape it, share it and build communities around it. Content creators have group chats with each other and get ideas for videos from other creators. They may analyse which content resonates with audiences and adjust their strategy accordingly.

These platforms also amplify health conversations far beyond traditional limits. A patient’s story that might once have reached a dozen people in a support group can now influence millions. They also enable users to share deeply personal medical experiences through videos and threads, sparking conversations with strangers worldwide. Healthcare professionals harness these platforms to generate research ideas, draft academic papers and arrange media appearances through connections they’ve made. As we’ll see, the impact goes beyond individual health decisions. As social media platforms reshape how we discuss and manage disease, they’re beginning to influence many aspects of health from clinical practice to medical research.

WHEN THE SAFETY NET FRAYS

These changes have come at a critical juncture. In the UK, for example, the NHS is facing unprecedented challenges. Since its founding on 5 July 1948, the NHS has guaranteed free healthcare at the point of use for all UK residents and has typically been a source of immense national pride.9 But now barely a day goes by without a negative headline about NHS crises and whether people can access the services they need. It is experiencing a crisis of faith. Data from the 2024 British Social Attitudes survey show that only 21% of British adults reported being ‘very’ or ‘quite’ satisfied with the NHS – a record low since the survey began in 1983, marking a sharp 39-point drop since 2019. Just 2% expressed being ‘very’ satisfied, down from 4% in 2023.10

Satisfaction with A&E services has plunged to 19%, while dissatisfaction has surged to 52%, making it the least satisfactory NHS service for the first time. NHS dentistry has hit a record low, with satisfaction dropping to 20% (down from 60% in 2019) and dissatisfaction reaching 55%, the highest for any specific NHS service. GP services have continued their downward trend, with satisfaction falling to 31% from 34% in 2023.

Across the board, dissatisfaction with waiting times and appointment availability is widespread, with only 11% believing there are enough NHS staff. Furthermore, 69% of respondents think the government spends too little on the NHS, highlighting concerns about resource allocation and staffing. Noticeably – and relevant in the social media era – there is a divide between generations, with satisfaction lower overall and falling in younger age groups.

The numbers behind this perhaps explain why. The NHS waiting list in England swelled to 6.29 million people waiting for treatments at the end of February 2024, roughly 10% of England’s population. Median waiting times have nearly doubled from 7.6 weeks before Covid-19 to 14.2 weeks in 2024. Behind these figures lie countless delayed surgeries, postponed treatments, and lives put on hold. Diagnostic test waiting lists have reached 1.57 million, with many patients waiting longer than the six-week target. Even as the number of monthly tests returns to normal levels, it cannot keep pace with growing demand. The system appears caught in a vicious cycle: longer waits can lead to delayed diagnoses, which in turn create more complex and urgent cases.

The pandemic, while not the source of these problems, acted as an accelerant. When Covid-19 hit, non-urgent services were suspended and vulnerable patients stayed home. As services resumed, the system faced a backlog of delayed care. Staff shortages and strict infection controls only complicated recovery efforts. The waiting list, already growing before the pandemic, surged as patients who had delayed care finally sought treatment.

In the UK, public commitment to the NHS’s founding principles seems unshaken. An overwhelming 91% believe healthcare should remain free at the point of use, while 82% support both universal access and tax-based funding. This creates a peculiar tension: Britons simultaneously hold record-low satisfaction with the NHS’s performance and record-high belief in its core mission.11

Surveys and studies in other countries have shown a decline in the public’s trust in healthcare professionals and the healthcare systems too. Factors contributing to this decline include the Covid-19 pandemic, increased reliance on telemedicine and exposure to conflicting health information from various sources, including social media.12

The problems facing healthcare are not going to be short term, particularly in developed, westernised societies with ageing populations and fewer people of working age.13 ‘This challenge is going to persist for a long time, leaving health systems under strain, with increasing waiting lists and limited resources,’ Powell tells me. ‘This pressure is one of the drivers behind people seeking help elsewhere, even in parallel to the NHS. Whether it’s through private health insurance, other private providers, or even turning to platforms like TikTok for health advice, people are increasingly looking beyond the NHS for solutions.’

As technology advances at a rapid pace, public expectations grow. It can be frustrating to learn that a seemingly ground-breaking treatment available elsewhere is not accessible on the health service in your own country – even when the scientific evidence for its effectiveness is uncertain. But there are plenty of providers willing to step into the gap. Health is big business. The global pharmaceutical industry chalks up a revenue of roughly US $1.3 trillion.14 In the UK, even with the NHS, private healthcare is worth £12.4 billion.15 And that’s before we even look at the booming industries of healthcare-related products, apps, wearables, homeopathy, specialist pillows… Companies endlessly market treatments and technologies, turning measurable aspects of human health into a marketable product. Wellness becomes a commodity turning healthy consumers into potential patients. After all, as we hear some content creators say, how can you put a price on your own life?

THE WELLNESS INDUSTRIAL COMPLEX

In the UK government’s 2025 Fit for the Future: 10 Year Health Plan for England,16 technology takes centre stage. The ambition is to move the NHS away from being a twentieth-century technological laggard to a twenty-first-century leader using innovation to tackle today’s pressures and secure the system’s long-term sustainability and effectiveness.

Many of these are positive developments. But at the same time daily life becomes subjected to medical interpretation and diagnosis, with normal variations reframed as conditions requiring intervention. There’s a cure for every ill and a litany of ways to optimise, enhance and transform your health, all available for purchase. Fitness trackers quantify our steps while meditation apps monetise our peace of mind. Online health companies offer subscription-based care, while AI-powered apps promise personalised health insights. Companies now sell everything from genetic testing to personalised nutrition plans, each promising a better, healthier you. This nexus of pharma, tech, testing and supplement companies is perhaps best described as the wellness industrial complex.

‘Just as the pandemic magnified issues already present in society, technology amplifies patterns that were already underway, such as the commodification of medicine and the rise of influencer-driven commerce,’ Chris Stokel-Walker, a technology journalist, tells me. Now influencers on a grand scale monetise themselves: their health conditions, their stories, their lives. The internet has created low barriers to entry into the healthcare marketplace. Setting up a website, let alone a business, is now so easy that anyone can create an online front door to their ‘clinic’ in a matter of hours. Accessibility is one of the drivers, Powell says. A professional-looking website coupled with strategic advertising is relatively cheap, but the potential returns are substantial.

A 2025 report by Ofcom found that 76% of UK internet users seek health and wellbeing information online, with 35% of adults using websites and apps to research health symptoms. Media technology is playing an ever-increasing role in health, fitness and wellbeing. But this growing dependence on digital health resources comes with a drawback – only 51% of search engine users in the report could identify sponsored content.17

And now there are large language models (LLMs) such as ChatGPT, Claude, Gemini, and Copilot added to the mix. In Australia, for example, one nationally representative survey suggested adults are turning to them for health advice, including information about their symptoms, medical conditions and terminology, and treatment options.18 LLMs work by predicting what words should come next in a sequence, allowing them to generate human-like text responses to prompts. They’re being used to answer questions, create content and even simulate conversation.

However, AI models can ‘hallucinate’ – that is, produce incorrect, misleading, or nonsensical information, often seeming plausible to a non-expert but lacking any factual basis. Studies also show AI safeguards are inconsistent and easily bypassed. A 2024 BMJ analysis found that GPT-4 could be ‘jailbroken’ to generate inaccurate health information more easily than other models. Without stronger protections, those working in bad faith could mass-produce deceptive health content – from articles to deepfake videos of doctors – that appears legitimate to most people, researchers warned.19 A study analysing ChatGPT’s responses to patient inquiries found they were rated similarly in quality – and even more empathetic – than human doctors’ answers online. However, while experts identified unsafe advice, patients struggled to distinguish between helpful and potentially harmful responses.20

There is some scepticism – although this may change. A 2024 US survey found that 25% of Americans under thirty and 17% of those over thirty reported using chatbots for health advice at least monthly, but most of those surveyed weren’t confident that health information provided by AI chatbots is accurate.21 Ofcom also found that 52% of adults aware of AI said they would be more likely to trust a human-written article than one written by AI.22

THE RISE OF DR TIKTOK

However, when it comes to social media, 90% of UK internet users engage, with usage nearly universal among younger adults. While Facebook is the most popular platform overall, Instagram, TikTok and Snapchat dominate among younger users.23 Across the UK, US, Europe and Asia, TikTok has evolved from an entertainment platform to a search engine competitor, often outperforming Google in certain sectors and becoming a primary health information source.24 Health-related content on TikTok has surged 600% since 2021, attracting 3.8 million healthcare providers.25 One 2024 survey published in JMIR Infodemiology suggests that among American women aged 18–29 across different demographics, 65.5% actively seek health information on the platform, while 92% encounter it passively while scrolling.26 ‘TikTok has become a dominant force, transforming not just social media but how we talk about almost everything. Its influence, from cultural shifts to geopolitical implications, has been enormous,’ says Stokel-Walker. At this point, it’s virtually inescapable. Users are receiving, whether they want it or not, their health information from influencers who, in general, have little obligation to be accurate.

As social platforms continue their expansion – projected to reach 5.84 billion users by 2027 – the implications for healthcare are immense. To be clear, this is not all bad. Social media and digital platforms have had a bad press and at times, rightly so. But for some, the platforms are critical parts of their health journey, allowing them to access support they can’t find in real life and encouraging them to pursue interventions that improve their wellbeing and quality of life.

Researchers are trying to understand how exposure to online health information translates to real life. Information can shift attitudes and intentions, but proving it changes the choices people might make is much more difficult. Behavioural influence is hard to quantify. The problem is the kind of data collected tends to be observational, so while we can see correlations (how two variables move together), establishing causation is much harder. To prove cause-and-effect relationships, researchers need randomised controlled trials, which require significant time and financial resources.

Dr Amrit Purba Kaur is assistant professor at the Medical Research Council Cognition and Brain Sciences Unit at Cambridge University, where she investigates the health impacts of social media use. ‘Health behaviours are influenced by a wide array of factors – such as socioeconomic circumstance, family dynamics, cultural context and other personal and environmental elements,’ she tells me.

The problem is teasing apart all these different influencing factors. Without tracking them, we can’t determine social media’s unique impact on health choices and behaviours. And, while researchers can track how health behaviours spread through social networks, proving direct causation between social media content and real-world health choices is remarkably complex. The challenges are both technical and ethical. How do you track someone from watching a TikTok video to making a doctor’s appointment? When does correlation become causation?

Ideally, we’d have longitudinal studies (a type of research design used to gather data on the same people repeatedly over a period of time), including detailed data showing exactly what health content people view, how frequently and for how long, data on these influencing factors and specific health behaviours or choices. ‘It is challenging to obtain this rich, objective data from social media platforms due to opaque data-sharing policies,’ Kaur says.

For example, measuring time spent on social media doesn’t reflect how users engage with health content. Simply tracking hours on platforms like Instagram or TikTok overlooks the nature of the interactions. One person might spend three hours passively scrolling through their feeds with only occasional exposure to health-related posts. Another might spend just half an hour actively seeking out and engaging with specific health influencers and bookmarking or commenting on posts. Despite less screen time, the second user engages more meaningfully than the first and this might have a different impact on their health choices and behaviours.

Privacy concerns and data limitations make it difficult to connect online engagement with offline actions. If we don’t have data on different age groups, sex, ethnicities and socioeconomic circumstances, we can’t examine how social media affects different groups of people – teens might be more influenced by social media health trends than older adults; people with health conditions might understand health information differently than others. Making things more complicated is the reinforcement loop of the social media algorithm. The health content you see depends on what you have liked before, keeping users in ‘echo chambers’. Meanwhile, social media’s functionality changes, influenced by political dynamics, regulatory changes, legal battles and the evolving ties between tech companies and governments. Likewise, LLMs continuously evolve, with each new version refining and expanding on previous developments.

Academic researchers often struggle to keep pace with rapidly evolving trends. In a conversation I had with Sir Michael Marmot, professor of epidemiology and public health at University College London, he bemoaned the contrast between academic and corporate research capabilities. While companies can quickly deploy market research to gauge consumer perspectives, academics face numerous hurdles – securing funding, navigating ethics committee approvals and completing the peer review publication process – all of which delay their ability to study similar phenomena in a timely manner. By the time researchers publish their analyses of TikTok or Instagram content, the digital landscape may have transformed completely – the viral trends, popular creators and platform features they studied already relegated to internet history. Distinguishing between passing fads and genuine influences is crucial for understanding how social media ultimately affects our health decisions.

Perhaps a snapshot of what big PR companies are promoting to prospective clients will give a sense of the impact they believe accessing health information is having: a 2024 Ogilvy survey of US adults reveals 70% of US adults engage with health content on social media. Among these users, 93% report taking action based on such content, with 54% scheduling medical appointments, such as a check-up or a screening test.27 Nearly all engaged users (92%) cite positive impacts – 47% find it easier to learn about health conditions, while 42% feel more confident in health decision making. Market research company eMarketer found that 57% of doctors have changed their perspective about treatments based on information from social media platforms.28 Content is perhaps not just having an impact on the public but on healthcare professionals too.

You might be thinking this is a rather rosy picture – where’s the catch? But we need to be cautious of leaning too heavily on statistics from Ogilvy, a big international PR firm, as their own bottom line depends on people believing their social media medical marketing department will help boost a client’s income streams. Moreover, it may well be a success for a marketing campaign for people to book an appointment or a screening test. But that says nothing about whether it’s a good decision for their health. More on that later.

A DIGITAL LIFELINE

Nevertheless it is clear people turn to social media for help and support – even if the extent to which they act on the information they receive is hard to quantify.29 Traditional healthcare systems can leave needs unmet. Take Sneha Dave. She was diagnosed with severe ulcerative colitis, an inflammatory bowel disease, at six, and social media was a lifeline. Because her illness caused bathroom accidents, it was hard for her to talk about it, especially as she moved into her teen years – an embarrassing situation for anyone. She says: ‘I was isolated from society for nearly five years during a crucial stage in my development.’ After multiple surgeries, including the removal of her large intestine when she was fourteen, she founded Generation Patient, a global network helping young adults with chronic conditions to connect and support one another. It relies on social media networks to connect those who might be facing prolonged hospital stays or physical isolation – for example those shielding during the pandemic. ‘These connections often span across the country or even the world, enabling them to find meaningful relationships despite physical distance,’ she says. Some of these relationships have become meaningful offline friendships too.

But it’s not just friendship. Studies show that people with cancer use platforms like X to discuss treatments and ongoing clinical trials and offer support during their ordeals, including the side effects of the treatments and the anxiety of scans.30 Writing in the Telegraph, consultant breast surgeon Dr Liz O’Riordan described the ‘community of care’ she developed after turning to Twitter to share her own diagnosis, making online friends, most of whom she had never met offline. They gave her tips about how to cope with a change in how food tasted following her chemotherapy and ways to manage other side effects. They sent her blankets and quilts to snuggle up in on bad days and offered non-judgemental words of wisdom.31

‘Social media can be a really powerful tool for exploring potential diagnoses,’ Sneha reflects. ‘Being able to access patient stories and information online can be incredibly helpful for evaluating one’s own health and exploring potential solutions or options.’ Sneha learned about mast cell activation syndrome – a rare condition involving episodes of severe systemic symptoms that appear like anaphylaxis – through social media. ‘Understanding what it is and finding treatments and solutions for it was only possible because of the resources I found on social media,’ she says. This allowed her to connect symptoms she might never have linked otherwise. For Sneha, this was empowering. But for others, the accessibility of medical information online can lead them down frustrating and expensive cul-de-sacs.

The democratisation of medical knowledge comes with challenges. For instance, information on the NHS website must be signed off by at least one clinician.32 On social media, there are no such editorial checks, and you can reach millions of people instantly. Historically, doctors were the ultimate authority; they alone delivered diagnoses, referred a patient for further investigation and interpreted scans and test results. They spoke, patients listened. Now patients come equipped with their own view about their health and bodies and expect to be listened to. Paternalism is rightly a thing of the past. Indeed, there’s been conscious advocacy for people taking responsibility for their health decisions by health professionals too.

Dr Jenny Wu, who specialises in obstetrics and gynaecology at Duke University in North Carolina, studies how health information is communicated on social media. For many of her patients, doctors are no longer the custodians of health information, although they still largely control treatment – but even this is changing, as we’ll explore later. ‘Our expectations of healthcare are undergoing rapid change,’ she tells me. Her patients might endure fourteen-month waits for appointments while spending hours daily on social media researching their conditions. When they finally see a doctor, they get just twenty minutes. Their preconceptions about their health have had plenty of time to solidify. ‘Healthcare professionals need to develop more effective approaches for addressing information patients find online,’ she says – simply dismissing what they found isn’t going to cut it.

THE ILLUSION OF INTIMACY

Everyone knows the value of a good endorsement. In the 1990s and early 2000s, advertising on the internet was crude in many respects. It involved spam emails for penis enlargement pills, badly designed banners and pop-up ads. It was crass and annoying but overt. But the market has changed beyond recognition since then. Uniqlo went so far as to pay Roger Federer US $300 million to wear their products on the tennis court.33 A single, respected voice telling you that a product works can be as effective as hundreds of billboards or TV adverts. Influencers or content creators use the same principle but rely on their perceived autonomy and accessibility. They curate their content to cultivate strong engagement, creating a community and loyal following around their ‘brand’. While celebrities embody aspirational fantasies, influencers derive their persuasive power from portraying themselves as people just like you and me, with similar choices to make. When we see people like ourselves, messy kitchens, toddlers in the background, sharing information about their health with us, we feel more connected to their message. There’s a reason we ask our friends and family for recommendations when it comes to needing a plumber or choosing a school for our child: we have faith in their judgement.

Content creators come from all backgrounds, ranging from celebrities and TV personalities to micro-influencers sharing well-meaning advice, alongside qualified scientists and medics. It’s a crowded, competitive space, with each vying for attention. Professor Pete Etchells, a specialist in psychology and science communication at Bath Spa University, notes how ‘previously, expertise was associated with someone who spent twenty years researching a specific topic. That was a marker of reliability – someone whose word you could trust. But now, trustability is often equated with being engaging, relatable, and likeable. People pay more attention to someone who can communicate well and seem friendly than to someone with decades of experience.’

This can lead to so-called one-sided parasocial relationships, which are deepened by the direct, personal nature of social media content. When it came to old-school celebrities, you could at most send them some fan mail and perhaps receive an autograph in return, if you were lucky. If you’re a follower of a content creator, you can like their posts, comment under them, talk to other followers, even message them. Influencers might respond to questions in new posts, fostering an illusion of reciprocity and an equal relationship. ‘There has to be a continuous flow of engaging information to build these parasocial relationships,’ explains Dr Sophie Boerman, associate professor in persuasive communication at Wageningen University in the Netherlands. ‘There also needs to be a level of interaction. It’s not a one-way medium. People can respond, like posts, comment and even receive responses from influencers. This two-way communication, combined with consistent and interesting content, is key.’

Whereas healthcare professionals might have to be more dispassionate about how they communicate to potential patients online and uphold confidentiality, other content creators can be deeply personal. They may share intimate struggles over anything from mental health to chronic illness, creating a sense of closeness and a window into their life. Each personal revelation, each seemingly candid moment – from morning routines to health struggles – strengthens the follower’s sense that they’re developing a real friendship. This one-sided simulation of intimacy can create a powerful marketing dynamic. Consumers treat a recommendation from a practical stranger as if it came from a friend.

But a follower only sees what the influencer chooses to let them see. Many influencers fail to disclose when they have been paid for a post so what we see is a far cry from the full picture.34 Yet a 2020 study in the Journal of Marketing Management found that when followers feel connected to or ‘know’ an influencer, they’re more likely to trust their recommendations and buy their endorsed products.35

Why do people place so much faith in the words of these influencers and not the carefully vetted information you can find from healthcare authorities? It comes down to the stories influencers tell. Storytelling is how our brains are wired to process information – it’s one of the most effective ways we learn and engage. We live our lives by narratives: where cause, effect and consequence seem to be clearly delineated. To hear a story, from our earliest childhood, is, in some sense, to learn how we ought to act.

One survey by a UK PR and digital communications agency in 2024 found that in health personal connection can matter more than credentials, charting changes in how consumers assess information.36 About 35% of the people they surveyed say they won’t trust information unless it comes from someone with first-hand experience. Another 17% need the source to be relatable. That same survey in 2020 found 70% of respondents said they would lose trust in a source of health information if it did not come from a healthcare professional. By 2024, this figure dropped to 45%. Additionally, more people are relying on their own health beliefs and experiences, with 29% of respondents in 2024 saying they wouldn’t trust information that conflicts with their views, up from 17% the previous year. ‘Consumers are increasingly ignoring health information that they can’t relate to, even if it comes from trusted sources,’ the report concluded.

WHERE UNCERTAINTY DIES AND CERTAINTY SELLS

But individual stories may disappoint. What works for one person might not work for you, regardless of the seeming similarities in your symptoms. Our bodies are different and changes in our health often aren’t always reducible to one cause and one effect.

Consider a gluten-free success story: ‘I cut out bread and my fatigue vanished!’ These testimonials flood social media, offering hope in neat narrative packages. A person might well have found boundless energy after going gluten-free. But in going gluten-free, they may have started eating more vegetables in the place of bread or pasta, or they drank less alcohol once beer was off the table. Put simply, the problem might not have been a gluten intolerance, but old habits they changed at the same time. This is known as the post hoc ergo propter hoc fallacy – ‘after this, therefore because of this’.

Social media is about certainty. ‘Social media has abolished doubt, it’s like “God forbid you seem uncertain!” And yet real science – at least medical science – is always uncertain,’ Dr Perry Wilson, associate professor of medicine and public health at Yale University, tells me. This is compounded by the fact we’re desperate for ‘one quick fix’. We crave medical certainty in an uncertain world. ‘We have an understandable desire for miracle cures,’ Wilson says, ‘even though research is frequently about modest improvements, shavings of risk and close judgement calls.’

Medicine, at its core, is a science of probabilities rather than certainties. A doctor cannot predict with certainty whether a drug they prescribe will benefit you or if you’ll experience a side effect. Likewise, the exact outcome of a disease can be uncertain. Instead, medical decisions are guided by statistical probabilities derived from scientific research.

Anecdotes are the lowest rung of evidence; no one would suggest extrapolating guidance for the whole population based on one story. This isn’t to dismiss personal stories entirely. Anecdotal evidence can be a valuable signal, highlighting an area worth investigating further and prompting hypotheses. Much medical knowledge and research began with a health professional noting an unusual pattern in patient experiences and studying it further.

Well-designed research chisels away at uncertainty by comparing outcomes: does this treatment outperform that one, or no treatment at all? The results rarely offer guarantees, only probabilities. A drug might help seven out of ten patients while harming one – statistics that resist the comfort of black-and-white thinking.

However, while medicine speaks in probabilities, Instagram deals in absolutes. ‘Social media allows anecdotes and testimonials to dominate. Testimonials are one of the most common ways to promote unproven therapies. A powerful, often celebrity-backed testimonial will outweigh hard evidence on safety and efficacy, which is why social media has become a “testimonial factory”,’ Professor Timothy Caulfield, a Canadian health law and policy expert, tells me.

In this factory, a single, compelling personal story can outperform scientific evidence, manufacturing credibility through virality rather than verification. This alters our perception of what is normal or likely. For instance, a rare side effect when taking a medication might appear common simply because those experiencing it eagerly comment on relevant posts, while those who have no ill effects rarely feel compelled to share their uneventful experiences.

TRACKED, TRACED AND TARGETED

Social media amplifies this effect, driven by algorithms that shape our feeds. These algorithms identify our preferences to maximise the time we spend fixed to our screen. In doing so, they create an illusion of understanding you personally, serving content that attracts engagement and keeps you scrolling for longer. There’s a phrase I’ve heard repeatedly when talking to those who turn to social media for health information: ‘The algorithm knows me better than I know myself.’

How do they seemingly learn about us? It’s all about how we communicate online. We send emojis instead of smiling, tap ‘like’ instead of nodding and share posts to show we agree with them. These digital gestures have become our new body language. But these simple clicks and reactions reveal more than we think. When you double-tap a photo or share a post, you’re leaving digital footprints. Companies track these tiny actions, building a detailed map of who you are. Your pattern of likes might reveal your political views. The posts you share could signal your interests, weaknesses and sensibilities. Even the emojis you choose can say something about your emotions and relationships. Tech companies use these digital breadcrumbs to predict what you’ll do next and shape what you see. Each thumbs-up and heart emoji feeds the algorithms that decide what appears in your feed. It’s a powerful system hidden behind simple taps as we move through the online world.

TikTok’s algorithm works in a different way. Stokel-Walker describes the platform’s departure from traditional models: ‘Previous generations of social media, like Facebook, were based on the social graph. For example, Facebook would show you content that your friends posted or were interested in, reflecting their activity.’ TikTok’s system prioritises individual engagement patterns over social connections. ‘Instead of focusing on what your friends are engaging with, TikTok’s recommendation system is content-based. This means the algorithm prioritises your personal interactions with videos.’

‘If you linger on a video, rewatch it multiple times, share it, comment on it, or like it, these actions send signals to the algorithm indicating your interest. The system ranks these behaviours in order of importance – watch time and re-watching are more significant than liking or commenting – and uses them to recommend more similar content,’ Stokel-Walker explains. This feeds into what scientists call the ‘illusion of truth bias’ or the ‘illusory truth effect’: the more we see something, the more we believe it, regardless of whether it’s accurate.37 Our brains mistake familiarity for truth.

The algorithm amplifies this effect by showing us what’s popular, not necessarily what’s factual. When thousands share questionable health advice or conspiracy theories, this content feels credible. This ‘social proof’ exploits our tendency to trust crowds, even when they’re wrong. Like a post about crash dieting, and suddenly your feed fills with similar content. Click on dubious health information, and you’ll see dozens more claims, creating an echo chamber of dodgy information that feels truer and truer.

This can have insidious effects on vulnerable populations. A 2022 study by the Center for Countering Digital Hate found that when researchers created test accounts for thirteen-year-olds on TikTok, the app’s ‘For You’ feed quickly served harmful content.38 Within three minutes, users saw videos about suicide. Within eight minutes, eating disorder content appeared. Mental health and body image videos played every thirty-nine seconds. Eating disorder content alone had gathered 13.2 billion views. TikTok has since clamped down on this content.39 But it can’t effectively police roughly 1 million content creators on its platform, and this is before we look at the content on other platforms.40

For health marketers, social media is perfect. A captive, somewhat fear-driven audience seeking wellness advice meets an algorithm designed to sell – creating an ideal environment to promote products and services. As my cousin’s friend Anna who bought her AMH test online found out, this can be financially costly at the very least. Fortunately, though, her costs stopped there. After researching her low reading more thoroughly, she chose to disregard it and later conceived naturally, without needing IVF.

Social media influencers have become big business, transforming from a niche marketing trend into a $32 billion industry in 2025 – triple what it was in 2020.41 Agencies are wise to the opportunity this presents for health and wellness and their social media spend is booming. ‘With platforms such as Instagram, TikTok, and YouTube at the forefront of marketing strategies, and influencers trusted as valuable sources of information, the industry is set to continue expanding,’ one marketing report said.42

THE INFLUENCE LADDER

In the world of digital influence, reach and engagement have their own mathematics. At the summit sit the mega-influencers – the Kardashians and the Biebers – commanding audiences that surpass the population of many nations. Their posts can command fees in the hundred thousands, making them accessible only to the most deep-pocketed brands. One rung down, macro-influencers (100,000 to 1 million followers) hit a sweet spot of both visibility and authenticity. Think of fitness coaches whose workout videos reach hundreds of thousands, or chefs whose recipe reels spark kitchen trends across continents. Micro-influencers (10,000 to 100,000 followers) excel in engagement, fostering dedicated audiences despite their smaller reach. Nano-influencers, with under 10,000 followers, thrive on deep connections. A local fitness instructor with 3,000 highly engaged followers might drive more actual gym sign-ups than a celebrity athlete with millions of passive viewers.

In among these influencers are the podcasters. These podcast influencers use long conversations to build trust with their followers. They shape opinions and cultural trends through in-depth conversational content that can last for hours. They build strong connections with their listeners by putting out new episodes on a regular basis and talking to them by following up on their queries. People get the impression that they really know these hosts, almost like they’re friends, and that’s what gives them power. When these hosts endorse a product or brand, it often carries more weight than a traditional advertisement, because the recommendation feels like it’s coming from a trusted friend rather than a paid spokesperson. Many also expand their reach by sharing podcast clips on platforms like Instagram and YouTube.43

And there’s a new category of influencer that’s emerging – those that are AI-generated. These computer-created characters simulate human behaviour and engage with audiences and promote products on social media much like their human equivalents.44 They may be a caricature or even an avatar of the person themselves, only a computer is simulating their words and actions. They’re already being used in some countries to talk about medical issues. The use of AI influencers, however, raises ethical concerns about transparency, potential audience deception and the implications of AI-driven persuasion techniques. Going forward it raises questions about which people and what platforms audiences will come to trust.

When it comes to health-related decisions, this influencer economy might not be in everyone’s best interests. There’s a reason that drug advertising is banned in nearly every country aside from the US and New Zealand; it’s because the prevailing view is that decisions about medicines should be based on medical expertise and patient needs, not on commercial advertising. And even this legislation is being challenged by social media, as we’ll explore later in the book.

SELLING BY STEALTH

On social media, the line between someone sharing a personal experience of a product and someone advertising it becomes hard to draw – especially when influencers and companies alike are reluctant to disclose what content is paid for. Alice Bull has worked in digital marketing for over twenty years for major brands and PR companies. She has been dubbed a ‘TikTok vigilante’ for exposing how some of the biggest content creators are apparently skirting regulations designed to tell viewers when they are watching an ad.45 Suffice to say, it doesn’t always go down well. ‘I don’t think my husband could take it if I got any more legal threats on social media,’ she says wryly. Bull says she’s undeterred. Advertising in the UK is overseen by the Advertising Standards Authority (ASA). It responds to complaints, monitors ads and takes action to ban misleading, harmful, offensive or irresponsible advertisements. Bull tells me:

There are so many rules and regulations about what you can and can’t say. We see influencers breaking these rules all the time. Many are out there promoting supplements like their lives depend on it – which, in a way, they do because they’re paid a fortune. But they make all sorts of unproven claims about the efficacy of the products, which is infuriating. For example, showing before-and-after photos and saying, ‘This supplement grew my hair this much in six months.’ Where’s the evidence? Where are the studies? Unless you have data to back it up, it’s just misleading.

In 2024, she pulled out of the Global Influence Marketing Awards – ‘a significant industry event’ – because, she says, that ‘about 50% of the entries hadn’t disclosed their posts as advertising’. ‘These were influencer posts up for awards, yet they weren’t marked as marketing content. To me, that makes fair judgement impossible because algorithms always prioritise non-disclosed content over ads, and audiences are more likely to scroll past anything they recognise as an ad,’ she says.

The distinction between an advert and a post is critical in how we assess information on social media. Posts which disclose that they are paid-for content can help children recognise when a YouTuber is trying to sell something, which research has shown dampens their enthusiasm for a product.46 However, if a child has a parasocial relationship with an influencer, they will process paid-for content much in the way they would process ‘genuine’ enthusiasm from someone they like.

Professor Raffael Heiss, a digital media researcher at the Center for Social & Health Innovation in Innsbruck, has investigated this phenomenon. In one study, his team collaborated with over twenty schools where students analysed approximately 2,000 health-related influencer posts. The students examined whether posts contained advertisements and discovered that over 40% of all analysed content included promotional material. ‘I’d argue they might have missed some, as influencers sometimes use subtle techniques like discount links,’ he tells me. When students were asked to rate the content, there was no difference between sponsored and non-sponsored posts. They processed and responded to both types of content in similar ways. ‘From all 2,000 posts, they classified only 4.7% as harmful, 30% as neutral and more than 60% as beneficial – which doesn’t reflect reality,’ he says.

The online world is much more challenging to regulate than traditional advertising media like TV, magazines and billboards. Social media enables private communication, allowing influencers to engage with their followers through direct messages. Not only do the algorithms prioritise direct messaging in terms of gauging your interest, but the seemingly personal relationship is also something that brands are keen to exploit, Alice Bull tells me. But regulating private exchanges between individuals is near enough impossible. How to apply advertising standards in the ‘Wild West’ of the internet vexes Jonathan Hardy, a professor of communications.

The varied range of health influencers adds to this challenge. At one end of the spectrum are amateur creators sharing their personal health experiences in good faith, though often without scientific backing. At the opposite end are professional influencers whose entire livelihoods depend on paid partnerships with health and wellness companies. Hardy references the case of British media personality Katie Price, who posted an Instagram Reel for The Skinny Food Co., showcasing her daily diet of only 755 calories – less than half of the NHS recommendation for an adult woman. In the video, Price was seen preparing meals and discussing her weight-loss efforts. The UK’s ASA deemed the ad ‘irresponsible’ and banned it.47 ‘That’s someone in a much more professionalised space who should know better,’ he says. Between these poles lies a grey area where it’s hard to distinguish between those who should be held to legal standards of advertisers and those who, regardless of what we think of what they say, are expressing themselves as private individuals.

Moreover, there’s the issue of being able to say different things on different platforms. Consider the case of Davina McCall, one of Britain’s most recognisable TV presenters. On television, her content faces strict oversight. But on social media, she can promote products in ways that would never clear TV regulations. This platform-hopping exploits what Hardy calls ‘borrowed legitimacy’ – using credibility earned in regulated spaces to sell products in unregulated ones. This is how influence flows across platforms outpacing regulatory frameworks.

‘We’re still in the early stages of figuring out how to enforce these rules effectively,’ Hardy says. Transparency around financial interests has to go beyond disclosing sponsorships or marking a particular post as paid for. A wellness influencer might recommend supplements because they received free samples, hold stock in the company or have family ties to the brand, he says.

CONFLICTS OF INTEREST

These conflicts of interest aren’t, of course, limited to influencers. The medical profession has long grappled with the tension between providing impartial advice and commercial incentives. Drug company efforts to woo prescribing doctors have been debated for years and flagrant incentives are discouraged. The UK’s General Medical Council, which regulates doctors, explicitly prohibits doctors from accepting any hospitality, fees or gifts that can be seen to affect how they prescribe or treat patients.48 A doctor is required to state all reasonable alternatives when recommending a product or a service that they have a financial interest in. In principle, these safeguards exist to prevent doctors from exploiting their positions of authority for personal gain – though serious questions remain about how effectively these measures actually work. Companies still collaborate with health professionals – known as key opinion leaders (KOLs) – to whom they give platforms, training and resources to promote products through talks, publications and peer education. While KOLs may present valid scientific data, they play a role in shaping prescribing habits and perceptions,49 and their content often aligns with commercial interests, blending medical expertise with marketing goals.

Most infamously, OxyContin, the drug that sparked the devastating opioid crisis in the US, gained widespread use through a sophisticated marketing strategy that featured prominent physician endorsements and strategic advertising in medical journals.50 Other industries recognised the trust people place in medical professionals and leveraged this credibility to their advantage. In the 1940s, tobacco adverts appeared in the Journal of the American Medical Association, declaring ‘More doctors smoke Camels’, allegedly based on the results of a nationwide survey.51

In some ways, influencers have become the KOLs in consumer health. Using their own playbooks, they shape our perceptions and influence what we choose to purchase. It’s a hard space to regulate but codes of practice are springing up. We’ll explore their methods further throughout the book.

The holes in the claims made by celebrities and wellness gurus might be easy to spot, but it’s much harder to argue with someone armed with a PhD, citing numerous scientific studies and claiming that a product really works. But just because someone is medically qualified doesn’t mean that they have your best interests at heart. Nor does it mean that they apply the evidential standards required by clinical best practice to every product they endorse or recommend. ‘Medical professionals on social platforms can command incredibly high fees when working with brands,’ Bull says, citing one doctor who has worked with skincare brands like CeraVe and La Roche-Posay. They can charge premium rates because they have an ‘unmatched authority’ and it’s a trend that is only going to grow, she adds. Furthermore, in the US, marketing agencies are encouraging health brands, including drug companies, to develop relationships with medical professionals.52 In effect, we’re continuously bombarded with health solutions, many of them driven by commercial interests rather than a genuine concern for patients’ wellbeing. What does this all mean for us?

Even though measuring social media’s impact is complex and robust data might be hard to come by, there are reasons to hypothesise that the platforms are reshaping the medical landscape in different ways, as we’ll see throughout the book. The implications of this don’t just affect individual health decisions but also public health policy, research and clinical practice. Healthcare providers must learn to navigate a world where patients confront them with tests and treatments they’ve used based on information gleaned from social media and on symptoms they’ve been told to expect. Public health officials face the challenge of communicating effectively on platforms that reward and amplify everything that sound medical guidance is meant to avoid.

But most of all, all of us need to learn how to assess information anew. Platitudes like ‘Don’t trust everything you read online’ do not cut it on platforms abounding with seemingly credible, scientific guidance. We are in the middle of a global experiment in public health. It will take many years to understand the results. There are clearly benefits from its use. But there’s a risk that, with unfettered advertising online coupled with the increasing commodification and commercialisation of health, we may be doing more harm than good. This book is about what can happen when entertainment, commerce and health collide.
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ARE STORIES MAKING US SICK?

In the winter of 2020, as the world wrestled with one kind of contagion, paediatric doctors found themselves tracking what seemed like another. While their colleagues donned N95 masks and studied viral loads, these specialists watched, with mounting curiosity, as a different wave of patients entered their clinic. They didn’t have the dry cough, loss of taste, breathing difficulties and spiking fevers that accompanied Covid-19. Instead, they arrived with tics – sudden, involuntary movements typically associated with Tourette syndrome.

One doctor facing this influx of patients was Dr Tammy Hedderly, a consultant paediatric neurologist at Evelina London Children’s Hospital who specialises in childhood-onset movement disorders, including tics and Tourette syndrome. ‘We were seeing teenage girls with very florid movements,’ she tells me. ‘They were presenting with large physical tics; chest thumping; and hitting people, hitting their mum or dad. And they were making a lot of explosive movements such as jumping, hopping.’ Prior to the pandemic, Hedderly’s clinic would get four to six referrals per year for severe and sudden tics in teenage girls. Yet towards the end of 2020, this was up to three to four referrals per week.

The thing was the symptoms didn’t look like traditional tics. In a typical case of Tourette’s – which primarily affects boys from an early age – Hedderly would expect simple, fluctuating tics like blinking, coughing or clearing the throat. But these new patients were different. The surge of referrals consisted of adolescent girls with sudden onset of motor and phonic tics, leading to A&E visits. They followed a specific pattern and came with emotionally charged insults or strange phrases. ‘Tics don’t normally present like that,’ Hedderly asserts.

Concerned about what she was seeing, Hedderly contacted a colleague at another London hospital, who was receiving similar referrals. Nor was this outbreak confined to the UK. From Toronto to Berlin to Sydney, a wave of tics seemed to sweep through young girls. On online forums, perplexed neurologists swapped notes. ‘My practice has seen an unprecedented increase in young adolescent women with what appears to be acute explosive motor and vocal tics,’ wrote a doctor from Kansas City, Missouri.1 Neurologists at the Rush University Medical Centre in Chicago went as far as calling it a ‘pandemic within a pandemic’.2

The patterns were similar. As well as the motor symptoms, in English-speaking countries the young people were repeating words like ‘beans’ and ‘beetroot’. In Germany, along with specific movements, doctors reported patients shouting phrases, such as ‘Pommes’ (chips), ‘Bombe’ (bomb), ‘Du bist häßlich’ (you are ugly), ‘Heil Hitler’ and ‘Fliegende Haie’ (flying sharks).3

What were the underlying reasons for a sudden surge in tics? How could clinicians help the young people coming into their clinics? Doctors in the US thought they may have found some of their answers on TikTok.

For some in the Tourette’s community, TikTok has allowed those with the condition to challenge stigma and promote understanding. Social media has played an important role in destigmatising many conditions. Content creators share glimpses of their daily lives, showcasing how they navigate routine activities while managing their tics.4 ‘I wanted to show other people living with Tourette’s that they are not alone, we are in this together,’ one creator told The Express. ‘I also hope to educate people who don’t have Tourette’s by answering their questions and showing them that we are human too.’5

But in this instance, the platform’s algorithm had turned what was perhaps a neurological condition into a viral one. Researchers estimated that within a three‐week period in March 2021 views of videos with the keywords #tourette and #tic increased by 7% to arrive at 5.8 billion views in total.6

The tics displayed by TikTok influencers were different to typical Tourette symptoms. There were far more tics per minute than normal. Symptoms typically considered rare in clinical settings were common online. These included coprolalia (involuntary swearing) and copropraxia (obscene gestures). Even more concerning was the prevalence of self-injurious behaviours like headbanging and self-punching – actions rarely seen in typical cases but featured prominently in the majority of TikTok videos.

‘When a teenage girl walks into my clinic shouting “beans!”, my first question is: “Have you been watching this influencer? Because I know all the names of the influencers,”’ Hedderly says. Her patients would often deny this at first, she adds. The idea that they were imitating what they saw on TikTok seemed like an accusation of ‘faking it’ rather than an attempt at understanding their very real and distressing symptoms. But over time it became clear that they had spent hours watching influencers displaying particular tics, and then found themselves grappling with the same symptoms they had seen played out on their screens.

WHEN SYMPTOMS SPREAD

Initially, the medical community attributed this to sociogenic illness, where members of a social group develop symptoms simultaneously without a physical cause.7 Though these symptoms are real and can have serious consequences, what causes them is poorly understood, with extreme stress thought to play a role.

Sociogenic illness has been documented throughout history. For example, in Strasbourg in 1518, as many as 400 people found themselves dancing to the point of exhaustion and injury, as if by compulsion. This followed a series of famines and disease outbreaks in the city. This ‘dancing plague’ seemed to spread through the city like a contagious infection – although it’s unlikely any pathogen was involved.8 Medical historians have postulated that extreme stress was affecting the Strasbourg residents.

For the US neurologists, the pandemic-era surge in tics stirred memories of a series of recent events. In October 2011, Le Roy, a small town in New York state, experienced an unusual outbreak that began when a high school cheerleader suddenly developed inexplicable spasms during school. Within weeks, her best friend began showing similar symptoms, including a distinctive head-snapping movement. The condition then spread through the school in a pattern that tracked social connections, eventually affecting twenty people: eighteen teenage girls, one boy and one adult woman.9

The case quickly attracted national media attention, with affected students appearing on major news networks. As cameras rolled and speculation mounted, experts searched for culprits – environmental toxins or viral infections that could explain the sudden onset of symptoms. A wide range of blood tests and brain scans from those with symptoms came back largely normal.10

But one doctor, neurologist Dr Jennifer McVige, had a different hypothesis. Treating fourteen of those affected, she realised that all were under tremendous psychological stress. They’d been dealing with serious family illness and absent fathers, as well as the more standard pressures of adolescence. Understandably, some families were less receptive to this explanation.11

As far as stress goes for those pandemic tics, Covid-19 created a perfect storm. Teenagers spent their days at home, cut off from school and friends. Some worried for their loved ones and witnessed them become seriously ill or die from the disease. And social media, with its simulation of meaningful connection and potent algorithm, filled the void. It allowed teenagers to identify socially with strangers wherever they were, as they would do with their peers at school. Social media, it seemed, could spread symptoms across continents.

This does not mean that what these young people were experiencing was caused solely by social media. When patients came to Hedderly’s clinic, each person needed careful investigation to understand what was really happening in their lives. ‘They present in the same way, but every young person is different,’ she says. The patients fell into several
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