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For those who are striving to be heard
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Introduction



Failing to Listen


I know what it feels like to not be heard as a patient. Not being heard or being taken seriously in healthcare seems to be an almost universal experience. At least that’s how it seems from my perspective, as a doctor, researcher and patient. Most people I’ve spoken to have a story about how it happened to them, or to someone they know. It may have happened to you. We often talk about delivering healthcare, but for far too many people it doesn’t feel like healthcare services care about them. This is a book about who gets listened to and who doesn’t in medicine and how this leads to a culture of silencing that exacerbates health inequities, unjust differences in health, on an individual and global scale. It’s also about what we can do to make sure everyone’s voice is equally heard and valued; a prescription to close the gap for the most marginalised in society and by doing this, improving healthcare for all.


In 2013, I was admitted to hospital with excruciating abdominal pain. I was in the middle of my third cycle of in vitro fertilisation (IVF) treatment and had just had eggs collected from my ovaries the day before. The pain had started slowly, but by that evening I was lying on the bathroom floor at home, trying to find relief from the cold tiles. I felt as if a heavy metal shovel was scraping away at the lining of my abdomen. My usual painkillers had barely scratched the surface and I was in agony. Pain was an old adversary of mine. I had been diagnosed with endometriosis, a menstrual condition for which pain is a characteristic feature, several years earlier, but this felt different and very wrong. I was worried I had developed ovarian torsion, a complication of IVF, where an ovary so swollen from hormonal stimulation can twist on its stalk. This cuts off its blood supply, starving it of oxygen, causing severe pain. If not untwisted by a surgeon, the ovary dies. My husband came home to find me writhing on the floor in distress. He quickly took me to hospital where the emergency department team gave me strong analgesia and admitted me to the gynaecology ward for further investigation. At the time, the pain was traumatic enough but I didn’t realise the real ordeal was still to come.


The next day an internal scan ruled out ovarian torsion, and my medical team attributed my symptoms to ‘just’ a flare up of endometriosis from the IVF hormones. Without the more ‘serious’ diagnosis of ovarian torsion, which would have required urgent surgery, for the rest of my admission I was made to feel like a fraud for still complaining of pain. On the ward, I kept having to plead for more pain relief, but I was repeatedly dismissed, my concerns minimised by the healthcare team. Despite at this point being a senior doctor in the NHS, a consultant with almost ten years’ experience of treating patients and leading teams, I wasn’t able to speak up for myself. I felt humiliated. It was only through my husband’s advocacy, talking to the healthcare team again and again, that I got the pain medication I needed and was discharged after three days.


More than ten years later, I can still remember how scared and helpless I felt. I had no faith that the team responsible for my care would look after me. I had been treated as though I was an unreliable narrator, an attention seeker, someone trying to get strong opioids through dishonest means. It was not the care I expected or deserved. Unsurprisingly, the IVF cycle failed – the embryos they transferred during the admission did not make themselves at home in my stressed out, frightened body. Another precious chance to be a mother gone.


I didn’t complain at the time, because I didn’t want to be seen as more of a nuisance. But I came to regret this and blamed myself for not speaking up, for not standing up for myself. Although the physical recovery was quick, the feelings of shame lingered. I was ashamed because I felt as if I had been silenced by the system designed to protect me, both during the admission and afterwards. I was worried that my care would suffer further if I appeared to the healthcare team to be ‘making a fuss’. I didn’t want to be that patient, the problem admission who elicited eye rolls and complaints from ward staff for wasting their valuable time.


I also felt responsible for other women after me who might end up in my situation. By not speaking up, was I part of the problem? What might happen to less informed patients in my situation? To those who couldn’t speak English? And what if my condition had been more serious, even life-threatening – would I have made it out of hospital? I was fortunate to have my husband support me, but not everyone is lucky enough to have someone to advocate for them. This contributed to a sense of guilt which stayed with me long afterwards.


In 2022, renowned African American tennis player, Serena Williams wrote in Elle about her own experience of not being heard in healthcare.1 After giving birth to her daughter Olympia in 2018, she suffered life-threatening complications. The day after an emergency caesarean section, she started to feel short of breath. She had been treated for a serious blood clot in her lungs in the past and having recently come off blood thinning medication for an operation, she was worried she may have another. When she reported her concerns to her nurse she was told, ‘I think all of this medicine is making you talk crazy.’ Thankfully Serena was able to persuade her medical team to take her worries seriously. As she suspected, a scan showed several blood clots in her lungs and she received the life-saving treatment she needed.


She says of the experience, ‘Giving birth to my baby, it turned out, was a test for how loud and how often I would have to call out before I was finally heard. No one was really listening to what I was saying.’


I think this experience of not being heard may be one of two things I can claim to have in common with Serena Williams, who I consider to be one of the greatest athletes the world has ever seen. I have never excelled at sport (I don’t think brief spells on the school netball and hockey teams count) and to my knowledge, she doesn’t have a medical degree. What we have in common is that we were both not taken seriously in situations where we were at our most vulnerable. The second thing is that we are both women of colour. Women of colour and especially Black women widely report being unheard, dismissed and disbelieved in healthcare. And this leads to real and avoidable harm. This has been particularly highlighted in recent reports of maternal deaths in the United States and the United Kingdom. Black women in the US are three times more likely than white women to die in pregnancy. In the UK, they are four times more likely and other women of colour two times more likely to die. A consistent theme in investigations is that these women and their relatives were not listened to, or taken seriously by healthcare staff when they felt something was wrong.2, 3, 4, 5 In Brazil, a national study found racial disparities in care during pregnancy and childbirth, which showed a gradient based on skin colour – Black women experienced the worst care, followed by brown women, with white women experiencing the best care.6 These disparities are also seen for their babies – in the UK, Black babies are twice as likely to be stillborn or die within twenty-eight days of birth than white babies, while Asian babies are one and a half times as likely.7 When interviewed about their experiences of healthcare in pregnancy, many bereaved parents talked about being stereotyped by healthcare staff – for Black women, being characterised as ‘feisty’ or ‘dramatic’ when in pain or afraid; for Asian women being dismissed as having health anxiety. Over half felt that their care was worse or different due to their ethnicity.8


Differences in the treatment of pain have also been widely reported. A large review looking back at twenty years of pain management in the US shows that African Americans are less likely to receive adequate pain relief and that this is a significant safety issue.9 This has been found to be due to stereotypes used by healthcare staff that Black people are ‘drug-addicts’, and false biological beliefs about their bodies being better able to tolerate pain.10 Historically women have had their pain dismissed – there is a wealth of evidence from several countries showing women suffer delays in getting pain relief and often are not given enough.11, 12, 13


Despite being Serena Williams, one of the greatest athletes the world has ever seen, she is also a Black woman in a healthcare system where racist and sexist biases are historically ingrained, and this overrode her fame. If this could happen to Serena Williams or to me, a senior doctor, it can happen to anyone, but particularly women and people from minoritised communities. As Williams later wrote, ‘Being heard and appropriately treated was the difference between life and death for me; I know those statistics would be different if the medical establishment listened to every Black woman’s experience.’14


How can we get to a place where the medical establishment listens to every Black woman’s experience? And to others who are routinely not heard or believed?


This is what I will explore in this book. I’ve worked as a doctor in some of the most economically and socially unequal areas in England over the last twenty years and seen first-hand the devastating impacts of health inequalities on individual patients. Their stories have stayed with me, but their voices are also those least likely to be heard in public conversations about healthcare. As Indian writer Arundhati Roy said, they are not ‘voiceless’, but ‘the deliberately silenced, or the preferably unheard.’15 They are not being heard by their doctors, by researchers or by policymakers. Their health needs are not being prioritised, and they are underserved by the very institutions that should be working for them.


As a doctor, I’m also guilty of not always listening to the best of my ability – this has never been intentional but is something I’ve reflected on a lot. It’s often been at times when I’ve felt unable to listen, because I’ve been rushed or tired such as during a busy night shift or at the end of an overbooked clinic. Or when I’ve felt uncomfortable listening, because what I’ve heard is distressing and I can’t provide a quick fix by writing a prescription. Like most of my colleagues, I came into the profession to help people feel better; to provide empathy and high-quality care. I would like to work in a system where I feel better trained to listen and have the capacity to do so.


The need to address disparities in health has become increasingly urgent. Their widespread nature has been uncovered by the COVID-19 pandemic and they are predicted to worsen over the next few years, due to rises in the cost of living and continuing austerity policies. Health inequities are defined as unfair and avoidable systemic differences in health between groups. They are a form of injustice.16 They have existed in most areas of health for a long time. For example, in my speciality of sexual health, high rates of gonorrhoea in the UK were first reported among Black Caribbean men in the 1950s.17 More than seventy years on, this continues to be the case with annual statistics showing similar findings, exposing ineffective strategies and perhaps even insufficient will to effectively resolve this inequity.18


Highlighting and addressing health inequality has been a guiding force in my career, through my clinical practice and policy work, my advocacy with patient groups and my research. This empowers me to speak up and is the reason I’m writing this book. For example, through research, I’ve produced evidence to show how the health inequities I’ve seen in real life experienced by individual patients are not one-offs but play out at a broader population level. This means they might get more attention from policymakers, a step towards getting the resources to start reversing them. One instance was when I started to notice that many of the people I was treating with advanced HIV disease were Black or from other racially minoritised groups. I wanted to see if this was a trend or something unique to our centre. I approached other researchers and we found that this was happening nationally – there were differences in HIV treatment outcomes by ethnic group.19 Racially minoritised people with HIV are more likely to be diagnosed at an advanced stage of illness and less likely to be consistently on effective treatment, increasing their risk of illness and death. This is probably due to social and economic difficulties accessing healthcare services, but may also reflect poor experiences of healthcare and mistrust in staff. This finding has been taken up by national HIV policymakers with plans made to tackle it.20


There are many causes of health inequities, but most are due to what are termed ‘the social determinants of health’, the conditions in which we are born, grow, work, live and age, and wider systems such as economic policies and societal norms. In the UK, health equity expert Professor Sir Michael Marmot showed in his landmark report, ‘Health Equity in England: The Marmot Review 10 Years On’, that between 2010 and 2020, life expectancy had decreased for the poorest 10 per cent of women in England, due to policies of austerity.21 Being poor is one of the main risk factors for ill health and early death. While unequal social and economic conditions are the most important cause of poor health, healthcare itself can cause inequities to worsen, rather than alleviating them. People’s experiences of healthcare differ widely and can be dependent on aspects of their identity – their gender, age, ethnicity, class, religion, ability and sexual orientation. Put simply, healthcare is less safe for some people than others. This is a huge injustice.


For example, people of colour are more likely to experience discrimination, inappropriate restraint, inadequate pain relief and medication errors.22 Many of these harms are due to poor communication between healthcare staff and patients. In the UK, 23 per cent of LGBTQ+ patients, rising to 40 per cent in transgender patients, have experienced discrimination from healthcare workers. One in five LGBTQ+ people have reported they avoid accessing healthcare due to fear of this.23 Trans and non-binary people were also less likely to be involved in decisions about their care when seeing a GP (general practitioner).24 A global review found that due to ageism, older people were less likely to receive certain treatments.25 People with a learning disability in the UK have a much lower life expectancy than the general population and this differs by ethnic background.26 Those from a racially minoritised community can expect to live just thirty-four years on average and those who are white, sixty-two years. The groups that suffer most patient safety incidents are also those that report that they are not listened to or taken seriously by healthcare professionals.27 These poor experiences of care have a lasting impact on trust – communities who have suffered harm due to prejudice are more likely to mistrust healthcare staff and institutions. This was seen clearly with the lower uptake of the COVID-19 vaccination by some racially minoritised groups in the UK.28


In a speech at the Convention of the Medical Committee for Human Rights held in Chicago in 1966, Martin Luther King Jr. said, ‘Of all the forms of inequality, injustice in health care is the most shocking and inhumane.’29 People are at their most vulnerable when unwell, and healthcare is meant to ease their suffering, not make it worse. We should all feel safe and respected in these situations and fundamental to this is feeling heard and believed. Not being listened to in a medical situation is a significant cause of illness and death that needs to be addressed and so far, little progress has been made. As a solution, patients are often told to speak up, to be louder and advocate for themselves better. But perhaps this is a form of victim-blaming? Why should the responsibility to speak up lie with those not listened to, rather than the healthcare system whose job it is to listen carefully? And for some patient groups this may even be dangerous – they may get punished for asserting themselves, particularly those that may be incorrectly stereotyped as being inherently more aggressive, like Black women.


My experience of not being heard as a patient has profoundly changed how I view patient care. I’m a more careful listener now, and I take a patient’s pain very seriously. But I don’t think it should take the experience of being a patient to make doctors better listeners. I think this is a skill that can be taught and encouraged through changing how healthcare systems operate and how we train doctors and other professionals. Through research and reading, I’ve learnt of ways in which we can make this happen.


With this book, I bring a new perspective to the conversation on addressing health inequity, arguing that better listening is needed throughout healthcare and research to close the health gap for minoritised people. Through understanding how it feels to be on either side of the consultation, both the side with more power and the side with less, I have seen in so many cases how listening can bring more equality to our encounters. Undoubtedly, the first step to listening better is awareness of how marginalised voices are silenced in many areas of healthcare and research, and how this exacerbates differences in health outcomes. I’ll be detailing the fascinating and shocking stories and histories that show us clearly what needs to change, so that we can see and understand why listening is so important before I describe exactly how we can do better.


At the centre of this narrative are the patients. I want to use my power and expertise as a doctor to facilitate their voices, because it is often deemed that only doctors’ opinions matter. I’ll be asking why patients are not heard in healthcare and how are they silenced. Why do some individuals or groups get listened to less than others? And how is this linked to societal bias? I’ll be weaving in real-life stories from patients, as well as some doctors and researchers, whose voices have been historically less heard and urgently need to be considered. I want this book to feel like an empowering tool that anyone can use at any stage of their life to better advocate for themselves in healthcare, and so I will be including resources and advice at the end of each chapter so you can take the learnings here out into the real world.


An important part of this book is that I am a doctor, with extensive experience and knowledge of healthcare, and perhaps that is why you picked up this book in the first place. I’ll be reflecting on my own experiences of not listening as a doctor and investigating what gets in the way of doctors listening. I will illustrate how this starts at medical school where we learn to doubt what our patients say and develop a sense of hubris. This is also where we are taught the language of medicine, which has scepticism of patient testimonies ingrained within it. I’ll explore how true listening can be uncomfortable for doctors, making us put up boundaries and even question what our role is. Doctors also don’t listen to each other and this can have profound effects on patient care directly and indirectly. When this happens to minoritised doctors, they are made to feel like ‘outsiders’ and this can lead to impostor syndrome, burnout and their departure from the healthcare workforce. I’ll also show how when minoritised doctors and researchers are silenced, this causes gaps in medical knowledge, which impacts patients. Who gets to do research and produce knowledge is dependent on enduring power hierarchies in global health, which have historically operated since colonialism. Looking back to the roots of Western medicine, you can see why certain kinds of knowledge have been traditionally prized in medicine, while others are neglected. This includes knowledge produced by patients which has been systematically devalued.


To preserve anonymity, the patient stories I present are not specific individual patients. They are an amalgamation of patients I have seen over the years, or patient testimonies I’ve heard in interviews or published reports. My hope is that they bring the issues I discuss to life for the reader. Likewise, the doctor and researcher stories are fictionalised, but based on first- or second-hand accounts. I live and work in the UK, so this book will be mostly written with this perspective and that of Western healthcare systems. I appreciate therefore that while many of these issues are universal, not every element will apply in every country. However, I hope that the insights I provide will benefit doctors, researchers and patients everywhere. Also, while I’ll be talking about any healthcare professional not listening, which includes doctors, nurses, allied health professionals among others, for simplicity I will mostly be referring to doctors and researchers.


It is important we recognise these issues; if healthcare is ever to improve, it must learn from its failings, and we must accept it is as flawed as the people who have built it. However, there are always positives and progress, and so I will be speaking to people who are leading this change, demonstrating that there are ways – practical, realistic and achievable ways – in which people from minoritised groups can be heard.


The British philosopher Miranda Fricker wrote that ‘Being understood, expressing oneself, being able to contribute to meaning-making are basic human capabilities and constitutive of a dignified life.’30 Being heard is an integral part of what makes us human. Listening and expressing empathy is one of our most basic yet fundamental methods of connecting. Going back to these basics is a real way for us to progress and by doing so, I believe we could have a healthcare system that no longer dehumanises the most marginalised, but listens to them, so that no one goes unheard.
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Dismissed


How Patients Are Silenced


It’s Michael’s fourth day in hospital, and he’s not feeling any better. His legs are hurting, he’s weak, and his appetite has deserted him. He’s been unable to sleep as the patient in the bed next to him had been coughing all night, and by the time he finally dropped off, he was woken to have his vital signs measured. After checking his blood pressure, heart rate, oxygen levels and temperature, the healthcare assistant told him, ‘You’re tachycardic.’ Hardly surprising, he thought. His heart was racing at over 100 beats per minute because he was in constant pain.


He’d been admitted with another sickle cell crisis, his third this year. He’s had sickle cell disease as long as he can remember. His mum told him he was tested as a baby because it ran in the family. Sickle cell, he’d been taught, was a genetic condition that affected the shape of the red cells in his blood, turning them into the shape of a sickle, a ‘C’. This made them sticky. He was first admitted to hospital with a sickle cell crisis when he was ten – he can remember the doctors on the ward trying to explain that the sickle cells had stuck together, blocking the small blood vessels to a part of his body, starving it of oxygen.


Now aged twenty-eight, he still dreaded having a crisis as they were extremely painful and often lasted up to a week. This meant taking time off work, a job he was growing to love as a teacher in a primary school. It was sometimes hard going, but he had started to feel like he was making a difference to the children he taught. This week it was his class’s turn to lead assembly, a presentation on the renowned British-Jamaican nurse Mary Seacole. They’d practised all last week, and now he was going to miss seeing them perform. His colleagues said they’d send him a video, but it wasn’t the same as being there. He was exhausted and fed up.


‘So, Michael, tell me, what’s your pain score? How would you rate your pain on a scale from one to ten with ten being the worst pain you can imagine?’ asks Sarah, the ward nurse on her evening drug round.


‘It’s ten …’ replies Michael quietly, his teeth gritted. He’s not sure a number can fully describe how he’s currently feeling. ‘Like I’m being tortured’ would be a better description, along with ‘terrified’.


‘Ten?’ Sarah exclaims. ‘You don’t look as bad as a ten. Are you sure?’


She thinks to herself, If it was really a ten, surely he’d be crying and screaming. He must be exaggerating. Here he is, in hospital again, always asking for more pain relief. More morphine. That’s why he’s here. He’s looking for more drugs. He gets more and more difficult every time he comes in. I’m fed up with looking after him.


She sighs and says, ‘Look, Michael, I’m sorry you’re in so much pain, but it’s only been an hour since we last gave you something. I can’t give you more than paracetamol. You’ll just have to wait.’ She pushes the drug trolley forward and continues her round of the patients in the bay.


An hour later, Michael presses the buzzer by his bed. She finishes her task, washes her hands, taking deep breaths to prepare herself, and walks over to him.


As Sarah approaches, she sees that he is now sitting upright in the bed, muscles rigid with tension, hospital gown and sheets damp with sweat. He cries out, ‘Please! Can you help me? I’m in agony. Surely I’m due for some more painkillers now.’


‘I’m not sure … I’ll speak to my supervisor and see what he says,’ she replies. At the nursing station she spots Mark, the nurse in charge. She sighs with relief, thinking, Mark always knows what to do with demanding patients – he’ll be able to help.


Sarah explains the situation to him. Mark rolls his eyes and replies, ‘Hmm … surely it can’t be that bad. But if it really is a ten, I guess we’d better talk to the on-call doctor. Can you contact them?’


After several attempts, Sarah gets hold of the doctor who apologises for not answering the call sooner – she’s been at a cardiac arrest on a neighbouring ward. ‘What can I do to help?’ she asks.


Sarah replies, ‘Thank you for answering, Dr Singh. Mark suggested I call you – it’s that patient Michael, you know, the one with the sickle cell – he’s been admitted again. He’s being a bit difficult – I gave him some Oramorph just two hours ago, but he says he’s still in pain – says its ten out of ten. Honestly, I don’t know how it can be. I do wonder if he’s exaggerating … but that’s what he says. What shall I do? Can I give him some more, or maybe something else?’


Dr Singh replies, ‘Oh, I remember him … I was on call the last time he was in and something similar happened then – he took ages and a lot of morphine to settle! OK, give him half a dose and keep an eye on him. If it’s still bad, give me a call. I need to go and see a patient with chest pain on the cardiology ward – they sound really unwell. It doesn’t sound like I need to come up and see the sickle cell?’


Sarah agrees. ‘No, I don’t think you need to come up here. It’s not urgent. Thanks doctor.’ She smiles to herself, satisfied they have a plan, and goes to the drug room.


‘Here you go, Michael. I’ve spoken to the on-call doctor. Here’s some more Oramorph,’ Sarah says, measuring out the clear liquid into a paper cup.


‘Thank you … but is that it? Not even an injection … ? That won’t do much.’ Michael is now distraught. ‘When am I going to see a doctor? In fact, when am I going to see the sickle cell team? I’ve been asking for them every day since I came into hospital. It’s been four days now and I still haven’t seen my specialist. What’s going on?’


During a sickle cell crisis, national guidelines recommend that patients are seen by haematologists (blood specialists) when they are admitted to hospital. Patients should be given oxygen, pain relief and intravenous fluids, but sometimes blood transfusions and other specific drugs are needed, which specialists are trained to advise on.


Sarah replies sternly, ‘This is what the on-call doctor has instructed me to do. When your doctors do the ward round tomorrow morning, ask them about the sickle cell team then.’


She’s annoyed, thinking, It’s not my fault they haven’t been to see him. I’m not sure the ward doctors have even contacted them. Why should they? These sickle cell patients don’t need anything special – just a drip, some oxygen and some painkillers. It’s not more complicated than that – they just think they’re special. Once they’ve been in for a few days and had enough, they miss their home comforts and discharge themselves.


She locks the drug room, thinking about her upcoming break – it’s been a busy evening, they’ve been understaffed and on top of that she’s had to deal with Michael being a nuisance. It cannot come soon enough.


Michael is lying cocooned in his bed sheets, his head covered, weeping softly. He can feel the morphine starting to take effect and his breaths start to deepen. He cautiously starts to unfurl his aching limbs and settles into the mattress, now soaking with his sweat.


He thinks, Each time I come in here, it gets harder. Why do I have to shout and beg for my medication? It’s not my fault. I didn’t choose to be born with sickle cell … at least when I was a child, they felt sorry for me. I even used to get treats from the nurses – sweets and chocolates. Those were the days … Now, every time they speak to me, I can tell they’re thinking ‘he’s a liar’. Even when they don’t speak to me, I can tell they’re thinking it. It’s the way they tut, they roll their eyes, they look down on me. The way they speak about me when they think I can’t hear them. If only they could understand what it’s like to live with this illness. Where’s the empathy? It makes me not want to come to hospital, even if I’m really sick. I’m only here because I can’t cope at home.


Michael’s experience is sadly one that people with sickle cell suffer far too commonly. Sickle cell disease is an invisible condition – you can’t tell someone has it just from looking at them. Due to this, its gravity often goes unrecognised by healthcare staff who can view people with sickle cell disease as a nuisance, or even as drug addicts exaggerating their symptoms. The diagnosis carries significant stigma, which can make it even harder for patients to speak up.


This is despite sickle cell disease being the most common genetic disorder in the world and a serious condition that can affect the whole body in different ways. As well as causing crises, the sickle cells die more quickly than normal red blood cells, causing anaemia and constant fatigue. Long-term complications can include blindness, strokes, heart attacks, chronic pain and infections. Patients need to be looked after from birth throughout their life by a specialist team of doctors and nurses. This makes them particularly in need of a healthcare team that they can trust and work with. While sickle cell patients often speak highly of their specialist teams, they report very different experiences of care when being looked after by non-specialists.


Wellness coach, author and speaker Cheryl Telfer has written about living with the condition, saying, ‘Even when you’re not in crisis, it’s a disease that never leaves your side.’ She describes the pain as being ‘soul-crushing’ and the inadequate response of healthcare professionals: ‘The sad truth is that many sicklers feel unheard, and many times gaslit.’1


Research shows that the negative attitudes they encounter in healthcare settings are often ‘underpinned by racism’.2 Sickle cell disease is an inherited condition common among people with heritage in North Africa, South Asia, the Middle East and the Southern Mediterranean. These are areas where malaria is rife and the abnormal sickle cells can be protective. In the UK and US, due to migration patterns and colonialism, people with sickle cell disease are often of Black ethnicity. There is a common misconception that it only affects Black people.


This combination of stigma around the diagnosis itself and racism means that sickle cell patients have historically suffered poor care, and many have even died due to neglect in hospital. Tragically, people with sickle cell disease are still dying in hospitals – these are avoidable deaths and a catastrophic failure of care.


Tyrone Airey, a popular singer known by his recording name Tai Malone, died at the age of forty-six years in a London hospital in March 2021 from a morphine overdose.3 He had been admitted with a sickle cell crisis. He’d first had a crisis when he was four years old, and as an adult was getting them three to four times a year. When the chest and back pain got too excruciating for him to cope with, he’d seek hospital care. On this occasion, he was given a pump which allows patients to press a button for more morphine when they need it, putting them in control of their pain relief, but within safe limits. However, the inquest into his death found that the nursing staff did not have enough training to manage or monitor the use of the pump. Signs that he was getting too much morphine were missed. Local and national guidance on the care of sickle cell patients was not followed. The coroner ruled that neglect contributed to Tyrone’s death.4


Evan Nathan Smith also died in a London hospital aged just twenty-one in April 2019, from the complications of sickle cell disease and a failure of care.5 A day before his admission, he had a routine procedure carried out on his gallbladder. At home, he developed a high temperature, dehydration and a yellowing of his eyes due to jaundice. After being assessed at the hospital, he was moved to a general ward. However, there was no bed for him there and he was placed on a trolley in the corridor of the ward temporarily. The trolley did not have a patient buzzer which allows patients to call the nurse for help. Over the next few days, Evan became increasingly unwell with worsening fevers and jaundice, breathlessness and joint pain. The medical team felt that he was likely to have an infection due to his gallbladder procedure. He was treated with antibiotics with the plan to have another surgical procedure to wash out anything causing the infection.


It was not until five days after his admission that Evan was seen by a haematologist, a blood specialist who provides care for people with sickle cell disease. In that time, he had told his father that he had asked the nurses for more oxygen but had been refused it. Heartbreakingly, he felt so desperate that he rang 999 to ask for oxygen. He was told they couldn’t help because he was already in hospital where oxygen was available. Despite this, he couldn’t access it because the healthcare staff had denied it to him. The haematologist recognised that Evan was experiencing a sickle cell crisis and arranged for treatment with oxygen and an exchange transfusion, which replaces the patient’s abnormally sickled blood with normal blood. Sadly, this proved to be too late. Evan’s condition got worse, and despite being moved to the intensive-care unit he died one week after he had been admitted.


An inquest into his death was instigated by Evan’s parents, to find answers to why their son had died in hospital so unexpectedly. The coroner, Dr Andrew Walker, reported that Evan’s death had been avoidable – ‘The delay in treating Mr Smith with a timely exchange transfusion was the cause of his death.’6 He found a lack of awareness of sickle cell disease among the healthcare team, which meant that they were preoccupied with the alternative diagnosis of an infection following his gallbladder procedure. The coroner pointed out that as per national guidance, he should have been flagged up to the specialist haematology team when admitted so they could see him much sooner. The inquest into Evan’s death led to an inquiry into avoidable deaths and failures of care for sickle cell patients in hospitals in the UK. This was carried out by the All-Party Parliamentary Group (APPG) on Sickle Cell and Thalassaemia and the Sickle Cell Society charity. Aptly named ‘No One’s Listening’, the report was published in November 2021.7


‘No One’s Listening’ found evidence that the poor care experienced by Tyrone and Evan was widespread among sickle cell patients admitted to general wards and emergency departments. National care standards were rarely followed and there was low awareness of sickle cell disease among healthcare professionals, and inadequate training and investment in care. Finally, it described frequent reports of negative attitudes towards patients with sickle cell, which were reinforced by racism.8


It’s very hard to hear of such deaths still occurring. The accounts remind me of how I felt being denied pain relief when admitted with the complications of endometriosis, which like sickle cell disease is an invisible condition. Only, I knew that my illness wasn’t life-threatening. I can’t imagine how scary it would have felt to know I may die from medical neglect. As a doctor, while I know that avoidable deaths happen, it is still shocking to hear individual accounts of patients with sickle cell and to see how common the negative attitudes, stigma and racism they experience are. For me, this shows why a change in culture to one that prioritises listening is so important and urgent. It will save lives. This drives me to be part of this change.


These preventable deaths happened despite decades of tireless work from pioneering sickle cell disease healthcare workers and community advocates. They collectively fought for the acknowledgement of the condition from policymakers, for screening and specialist care. In the UK, these include Dame Professor Elizabeth Anionwu, the first specialist sickle cell nurse, Dr Neville Clare, who launched the Organisation for Sickle Cell Anaemia Research in 1976, and the Sickle Cell Society. In the US, one of the pioneers was Dr Charles F. Whitten, founder of the Sickle Cell Disease Association of America. It’s no coincidence that many of the pioneers in sickle cell disease advocacy come from Black communities. Minoritised healthcare professionals often advocate for diseases that affect their communities. This highlights the importance of these healthcare professionals and researchers themselves being heard by their peers.


This advocacy needs to continue. Sickle cell disease affects millions of people around the world, particularly those that live in poorer countries. It has been underfunded and neglected by researchers until recently. There have also been international calls from doctors, researchers and patients to improve care, including The Lancet Haematology Commission on sickle cell disease.9 This includes twelve key recommendations such as increased genetic screening in babies, access to treatments and education of healthcare professionals. It’s my hope that people living with sickle cell disease will start to see a substantial improvement in their experiences of healthcare in the next few years.


Sickle cell disease is one example of patients routinely being unheard by their doctors and healthcare teams, but this happens in many conditions and has been going on for centuries. Doctors are trained to be sceptical of their patients – treating them as unreliable narrators whose testimonies must be doubted. Due to inherent power imbalances, patients have to convince their doctors about the validity of their symptoms to be taken seriously. Minoritised individuals are most likely to be doubted due to stereotypes about their identity, and this exacerbates health inequities, unjust differences in health. Being unheard can lead to significant health consequences such as misdiagnosis, delayed treatment, psychological distress as well as physical harm and death. When patients are repeatedly dismissed and disbelieved, they may silence themselves to avoid further rejection. Such patients are often blamed for not speaking up, but this is difficult and potentially may harm their care further. Instead, healthcare services should take on this responsibility to listen and to make it easier for patients to speak.


Doctors have doubted patients’ testimonies for a very long time.10 Professor Daniel Goldberg, a historian of medicine and public health ethicist based at the University of Colorado, wrote about how doctors have historically viewed patients as being possible ‘malingerers’. This is defined in the Cambridge Dictionary as ‘a person who pretends to be ill, in order to avoid having to work’.


Goldberg dates physicians’ concerns about malingering to at least a thousand years ago in the West. He describes thirteenth-century physician Arnau de Vilanova as being concerned that patients were trying to trick him by providing urine samples from other people and claiming them as their own. This was being done, he thought, to test his expertise as a physician and potentially discredit him. He listed an incredible nineteen pieces of advice for other physicians on how to recognise the genuine patient from the fraudulent. These included recommending physicians ‘ask leading questions in the hope the uneducated client would accidentally reveal the real source of the liquid’.


Pain, in particular, has been doubted. Paolo Zacchia, personal physician to several popes and head of the health system in the Papal States, wrote Quaestiones Medico-Legales, a medico-legal text published in the seventeenth century. In it, he described groups of people who may falsely claim they are in pain and use this to their advantage. These included ‘the armies of the undeserving poor’, ‘impudent women’ and criminal defendants. Goldberg documents how this continued in the West, with certain groups of people more likely to be doubted.


Historically doctors in Europe and America have been white, upper/middle class and male, reflecting innate hierarchical structures in society. This has exacerbated the power imbalance between doctors and patients and engendered a paternalistic approach where the doctor is always right. It also helps explain why people who have traditionally held less power, such as women, the poor and those from racially minoritised groups, are more likely to be deemed untrustworthy. We see this being played out today in many areas of medicine when we look at who is at the sharp end of health inequities.


The power dynamic and inherent doubting of patients has led to doctors thinking theirs is the most important voice in patient interactions, and we see this history playing out today when doctors don’t listen to their patients. It is a common problem, despite communication skills being an integral part of a doctor’s role. This has been shown in a range of research. The General Medical Council, the professional body that licenses doctors in the UK, found that the persistent failure to listen to patients, failure to explain things to them and to dismiss them are important factors that contribute to poor patient outcomes.11 A report by the NHS Improvement Patient Safety Initiative Group published in 2018 reviewed evidence about communication in healthcare and found several areas of concern.12 These included doctors not sharing their decision-making process with patients, dismissing or disbelieving patients, not showing compassion, failing to provide appropriate information or not managing disagreement sensitively. Another study looked at the causes of more than 88,000 patient complaints. The second most common reason for a complaint was poor communication (the first was problems with treatment).13


As a doctor, I’ll admit I have not always listened to patients as well as I could have. There are incidents that I can remember and almost certainly more I can’t. I can give many reasons why I didn’t listen – I was hurried, feeling tired, stressed; I missed my lunch due to an overrunning clinic; it was the end of the clinic and my emotional capacity to be fully present had run out; I’d had an argument with a family member or friend; I was having a bad day. I do not mean to use any of these reasons as an excuse for my poor listening, but they do show that I am human and vulnerable to the strains of a demanding job and home life. Am I and the other doctors who don’t listen ‘bad doctors’? Certainly, some are, but I don’t believe this of the majority. In my experience most doctors, including myself, want to do the best we can to help patients get better. This includes hearing them. I agree with doctor and writer Atul Gawande, who said, ‘The important question isn’t how to keep bad physicians from harming patients; it’s how to keep good physicians from harming patients.’14


Despite best intentions, miscommunication is pervasive and evidence shows that patients continue to be disappointed. The healthcare system makes it hard for doctors to listen – it is not designed in a way that facilitates careful listening. However, this isn’t just an individual or a systemic issue, but ingrained in the way doctors are trained and their approach to medicine. It’s even inherent in the language of medicine. Commonly used terms like ‘patient denied’, ‘patient claimed’, ‘failed treatment’, ‘poorly compliant’, ‘manipulative’ and ‘the worried well’, can belittle, blame or infantilise patients. This can further disempower patients and damage trust.15


While we can be unheard in many areas of our lives, in healthcare it’s so important because it can be a matter of life or death.


When we become unwell, being able to communicate and pass on knowledge to others is crucial. We need to tell healthcare professionals about our symptoms, our response to treatment and how we are coping with the illness. When we are unheard this may lead to an incorrect or missed diagnosis, the wrong treatment and dissatisfaction with our care. It negatively impacts our relationship with the healthcare team. We may even report feeling gaslighted, being told that our symptoms are ‘all in your head’. This can happen to people who are suddenly ill, or to people who have a long-term illness.


A useful concept from philosophy that we can use to understand ways in which people are not heard is that of ‘epistemic injustice’. This was coined by Miranda Fricker in 2007 and is defined as a wrong occurring to someone in their capacity as a knower.16 Being able to produce knowledge and to pass it on to others is a basic human ability, however there are occasions we can’t pass knowledge on, because we can’t express it in a way the listener can understand, or because they are not receptive to what we are saying. In this we experience an injustice and this is epistemic injustice. Epistemic injustice strikes deep into the heart of how we see ourselves – not being able to convey ourselves to others leaves us feeling less than human. It is at its most damaging when it is cumulative and systematic. Epistemic injustice sits alongside other forms of social injustice that people, particularly those who are minoritised, may experience in different aspects of their lives.


Fricker identified two types of epistemic injustice, although since then, other philosophers have expanded the concept.


The first type is ‘testimonial injustice’. This describes how some groups of people, due to stereotypes about their identity, are less likely to be listened to and believed than others. They are viewed as less trustworthy and knowledgeable in what they say and are more likely to be doubted. They experience what Fricker terms a ‘credibility deficit’. This most commonly happens to people due to prejudice about their gender, ethnicity, age, class, sexual orientation, ability or religion. For example, this happened to me when I was denied adequate pain relief on the gynaecology ward, probably due to my gender and ethnicity. Very old or younger patients may report being taken less seriously, or people with a working-class accent, or people with a visible disability.


It is easy for testimonial injustice to manifest in healthcare. In medical school, doctors are taught to use mental shortcuts, called heuristics. These help to create and maintain pattern recognition, making diagnosis quicker and easier – a useful and necessary skill. Unfortunately, they are often based on stereotypes. When doctors are rushed or tired (for example the emergency medicine doctor at 4 a.m. who has ten patients waiting to be seen), they may be more likely to rely on heuristics to manage patients. They may become so fixated on a probable diagnosis that they are unable to listen to the individual patient in front of them, and they then carry out the wrong tests. In this way, the patient experiences testimonial injustice. For example, the young gay man who comes to hospital with pain passing urine, due to a kidney stone. The doctor may assume he has a sexually transmitted infection, due to stereotypes reinforced in medical education about gay men having multiple sexual partners. This bias could seriously affect the young man’s chances of getting a correct diagnosis. Conversely a 65-year-old woman may come in with pain passing urine due to chlamydia, but may not receive a test due to beliefs that older people are not sexually active.


It’s not just people who have a credibility deficit who can be harmed in medicine. Those with a credibility excess, who are seen to be more trustworthy and sincere, have their concerns taken more seriously. They are more likely to be referred for a test. This may lead to over-investigation and unnecessary treatment, which can in turn cause anxiety and be detrimental to their health.


Philosophers Ian James Kidd and Havi Carel also write about how patients are more likely to experience testimonial injustice because they are ill. This is particularly the case for those with long-term health conditions. They not only come into contact with healthcare more often but may also experience the stigmatising stereotypes of being a chronically unwell person. These can include being viewed as incapable, confused, incompetent and fundamentally unable to be objective about their illness. This can make them seem to be unreliable narrators.17 These negative stereotypes may intersect with others such as racist, ageist or sexist stereotypes and so these patients are particularly vulnerable to testimonial injustice. We can see this with our example of sickle cell disease where patients are not heard due to racism and to negative stereotypes about the disease itself.


The other form of epistemic injustice that Fricker describes is that of ‘hermeneutical injustice’. This happens when people are unable to communicate their knowledge to healthcare workers in a way that can be understood. This may be directly due to their illness, which impacts their ability to speak or think. Or it may be that the way they explain their symptoms is not in the kind of medical language that the doctor is used to, so they can’t understand correctly. Perhaps the patient cannot find the right words, or the right words don’t exist, to adequately explain how they are feeling. This is exacerbated when patients are barred from sharing their knowledge as a group, for when patients are not admitted to decision-making boards, their experiences are lost, meaning they cannot take part in healthcare policy-making or allocating resources.18


In essence, patients go unheard in healthcare because they are regarded as being untrustworthy and unable to be objective about their illness.


I met Rebecca Tayler Edwards, a development manager at a Disabled People’s Organisation when we were both studying for master’s degrees in 2022. She contacted me after reading a piece I published on testimonial injustice and went on to write her dissertation focusing on it, entitled ‘It’s All in Your Head’. She described to me her own experience of seeking healthcare with two invisible, long-term conditions and how it affected her. Rebecca said of doctors, ‘You find yourself continually subject to the opinion of one person; who, through their power and position, determines your access to sufficient care, treatment, disability support and credibility in society.’ She explained how damaging the cumulative effect of five years of ‘dismissal, misdiagnosis, unjust accusal and prejudice’ were, wondering if earlier diagnosis and treatment may have improved her physical symptoms. She says the effect on her mental health of being told her symptoms were ‘all in her head’ is clear – this ‘set an unjust precedent to the relationship I have with my body, healthcare professionals and confidence in my own voice’.


I’m very grateful to Rebecca for sharing her personal testimony with me for this book – she highlights the power imbalances between patients and doctors and the effects of being repeatedly unheard. Patients often experience epistemic injustice recurrently and this can silence patients, something I call ‘the medical practice of silencing’. What does this look like in real life? Let’s consider Hassan’s story.


Hassan sits quietly on the orange plastic chair in the doctor’s office, his foot repetitively tapping the floor, the only outward sign of his anxiety. He’s been dreading this appointment with his HIV doctor for the last few weeks. He’d taken the day off from his job in a textile factory and left home early to catch the train to the clinic. As he waved farewell to his wife who was getting the children ready for school, she reminded him that he needed to have an honest conversation with the medical team. But that was easier said than done.


The doctor looks at the computer screen again, frowning. He turns back to Hassan and says, ‘Are you sure that everything is OK with your HIV tablets?’


Looking down at his feet, Hassan replies, ‘Yes, Dr Greenwood. I take them every day before bedtime just like you tell me to. No problems.’


Noticing his lack of eye contact, the doctor turns his chair to face Hassan and says gently, ‘Well, Hassan, the thing is … that from the blood tests we took last week, I can see that your HIV viral load, that is the level of virus in the blood, is very high. The number is 801,000 copies. Can you see this here?’ He points to the screen.


‘Yes, Doctor …’ Hassan leans in reluctantly, screwing up his eyes to see the small digits on the computer more clearly.


‘So, when the HIV medication is working, we expect to see the viral load being very low, less than two hundred copies. But this is very high. And it has been, I can see, for the last year. Do you know why this may be the case?’ Dr Greenwood asks.


‘Err … maybe the tablets stopped working?’ Hassan volunteers.


‘Well, that’s a possibility. Sometimes when people aren’t taking their tablets regularly, the HIV virus changes itself and becomes resistant to the medications, so they don’t work any more. But when this happens, we don’t see such a high viral load level. A level as high as this can only mean that there is no medication in the body … is this the case, Hassan? Have you stopped taking your tablets?’ Dr Greenwood looks at him inquisitively.


‘No, Doctor! I am taking them as you tell me. Every night, two tablets before I go to sleep. None missed,’ Hassan protests. He can feel the blood rising to his head and his cheeks start to flush.


Dr Greenwood stares at him for a few seconds that feel like minutes to Hassan. He sighs.


‘OK, Hassan. I must tell you that I am worried about these results. When the HIV virus is not under control, it means it can cause damage to your immune system. If this goes on for a while, you may get ill. Do you understand?’


‘Yes, Doctor, I understand.’ Hassan stares at his feet again.


Dr Greenwood asks, ‘Have you had any problems with the tablets? Any side effects?’


Hassan shakes his head. ‘No, Doctor. They are good tablets. They go down easily.’


‘OK, we need to get to the bottom of this,’ Dr Greenwood replies. ‘I’m going to get the nurses to do some blood tests and ask the pharmacist to see you. She will ask you some more questions about the tablets and how they are going for you. Take this slip to the receptionist and book to see me in two weeks’ time.’


He passes him the blue slip of paper and turns back to his computer to write notes. The consultation is over.


Hassan takes the paper and gets up slowly, making for the door. Holding it ajar, he turns back and says softly, ‘Thank you, Doctor. I appreciate it.’


Still facing the computer, Dr Greenwood murmurs, ‘OK, I’ll see you soon. Take care.’ He waits for Hassan to leave the room and types up his consultation notes, documenting the blood results and their discussion. He pauses when he gets to his summary of the problem and shakes his head. He writes, ‘Impression: Patient is off his medication, but when asked, denies this. Plan: 1) Blood tests today – drug level to see if any medication in the blood, HIV viral load and resistance test. 2) To see the nurse and pharmacist to discuss his non-compliance further. 3) Review in two weeks with results. If results show no drug in the blood, to have a frank conversation about patient’s non-compliance.’


He thinks, feeling exasperated, Why is Hassan lying to me? I can’t help him until he admits he’s not taking his meds, and hasn’t been for some time. What is the point in not being truthful with me and the rest of the team?’


He closes the window on the screen with Hassan’s notes and starts to prepare for his next patient. It’s a busy morning in the HIV outpatient department and he is running late.


Hassan sits in the waiting room, feeling frustrated and sad. He knows that the blood results will show no medication in his blood. He hasn’t been taking his tablets for several months. He hadn’t wanted to lie to Dr Greenwood, but he felt too ashamed to tell him the truth. When he took the pills, he felt immediately nauseous and once that settled, they disturbed his sleep with the most frightening nightmares. He woke up feeling like he hadn’t slept. This constant exhaustion was making it hard to concentrate at work. He had already noticed himself on the verge of dropping off on a shift. At home he was always irritable and snapping at his kids. This was no way to live.


He had tried to talk to Dr Greenwood and the other doctors in the clinic for months about his worries that the tablets were too strong for him. But each time, they told him it would get better, his body would get used to them. He should just put up with the side effects as the tablets were working well.


In the end he stopped trying to tell them, as they just wouldn’t listen. One day, as an experiment, he didn’t take his tablets. He slept well, waking up feeling refreshed, so he missed them the next night too. A week passed and he felt better than he had in months. He was no longer worried about falling asleep at work. His relationship with his kids had improved. Yes, he was worried about his health in the long-term – HIV was a serious disease, he knew that. But he felt healthy. It was also a relief to take a break from them – they were a daily reminder that he had HIV. When he wasn’t taking them, he could almost forget for a short while.


He would try to tell Dr Greenwood the truth the next time, but to be honest, he wasn’t sure he would do anything to help. He wondered what it was that made them not take him seriously. Was it his accent or how he spoke? English was his third language and he occasionally struggled to find the words he needed.


This is not an uncommon scenario in an HIV clinic and one that I have encountered myself on many occasions as the doctor. Here, the patient has tried to tell his medical team on several occasions that his HIV medications are giving him severe side effects that are causing significant negative impact on his life, at work and at home. He is worried that they are too strong for him and doing him harm. On repeated occasions, when Hassan has tried to talk about this, he has had his concerns dismissed. No one has suggested switching to another drug regimen. No one has reassured him that although he is having serious side effects, the tablets aren’t toxic to his body and won’t cause him long-term problems. No one has offered him a second opinion. He had to take action himself and stop the tablets. He is aware that in the long term he may be damaging his body, but in the short term, he feels better off the tablets than on them.


So, he stopped telling the doctors what was really going on. He censored himself, telling them what he thought they wanted to hear – that the tablets were fine. Also, he didn’t want them to think he was a complainer. Hassan respected his doctors – they knew so much more than he, who had left school at sixteen. And they meant well. He was grateful to the NHS for providing this life-saving treatment free of charge. He wanted to carry on being a ‘good patient’ in their eyes, so stopped himself from telling his doctors the real issues.


Conversely, the doctor is aware that Hassan is not telling him the truth because his blood tests tell him so. The blood tests don’t lie, but as he’s been trained to believe, patients do. In his eyes, Hassan is now an unreliable narrator, a patient who cannot be trusted, making him more likely to be disbelieved in the future.


As already mentioned, I have been the frustrated doctor in this scenario on many occasions. It’s a situation when as a doctor you may feel you are not being heard by the patient who doesn’t listen to your advice. It can also shake your confidence in your ability to communicate. Why can’t your patient trust you? Over the years I have learnt to understand the viewpoint of patients like Hassan, who have tried to communicate their needs, but with little success. How might the healthcare team have helped Hassan with his predicament?


Firstly, back when he tried to tell his doctors about his side effects, they could have listened better, validated his concerns, reassured him and offered him the option of switching his medication or carrying on. They could have acknowledged that taking medication regularly is not an easy thing for anyone to do, including doctors. I find it hard to finish a course of antibiotics that I have been prescribed for just a week.


It can be particularly difficult for healthcare professionals to understand why some people do not take their HIV treatment regularly as it is life-saving. However, as HIV specialists, we should remember that HIV remains a highly stigmatised condition; taking tablets every day of your life can be difficult, particularly for people who face social and economic adversity, with HIV just one of many daily challenges. The tablets may also act as an unwelcome day-to-day reminder that they have HIV. The medical team could have been more understanding and avoided labelling Hassan a liar, blaming him for not being able to take his medication.


This scenario is an example of what the African American philosopher Kristie Dotson calls ‘testimonial smothering’.19 She describes this as ‘the truncating of one’s own testimony in order to ensure that the testimony only contains content for which the audience demonstrates testimonial competence’. People who have been disbelieved or dismissed on many occasions want to avoid the trauma of experiencing this again. Instead, they self-censor through silence or by withholding their testimony, as they don’t trust the listener to respond appropriately. This silencing of the patient damages the doctor–patient therapeutic relationship and can contribute to mistrust of the healthcare system. Due to previous experiences of rejection, the patient may not trust that their doctor will hear them and take appropriate action.


Globally, research shows adherence to medication is a serious problem. A report by the World Health Organization (WHO) in 2003 found that approximately half of people with long-term illnesses do not take their medicine as prescribed.20 It stated that improving adherence may have more benefits to people’s health than any advances in drug therapy. It’s also wasteful – it has been estimated that in the US alone, the cost of drugs not taken may be as much as $100 billion a year.21 Trust between the patient and the doctor has been reported as being one of the most important parts of supporting patients to adhere to their medication.22 A study found that where the patient has a very high level of trust in their primary care physician, their rates of adherence are nearly three times higher than those who didn’t.23 It’s likely that testimonial smothering, and the repeated experiences of testimonial injustice experienced by patients when they are not heard and believed, may contribute to mistrust and non-adherence to medication. And our response to patients self-censoring their testimony may worsen this mistrust, as we label them as ‘unreliable’.


Outside of healthcare, testimonial smothering has been cited by survivors of domestic abuse when describing their interactions with the criminal justice system. Many survivors are deterred from seeking help from the police due to previous experiences of not being believed. In healthcare settings, disclosure of domestic abuse is one area where doctors are intentional about validating the patient’s experiences. An integral part of the training for health professionals responding to a disclosure of domestic abuse is to start by saying to the individual, ‘I believe you.’ If we are more ready to say this in every area of healthcare, along with ‘I hear you’, we may begin to hear our patients’ true testimonies – a crucial step towards being able to identify the care they need.
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