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Prologue – A Letter to the Reader

Dear Reader,

If you have taken this book to read, it is likely you, or someone you care about, have been told they have, or may have, cancer. This book is for you – those who fear they may have cancer, those who already have cancer, those who have been treated for cancer – and your families, friends or clinicians. 

Throughout, you will hear the phrase ‘information is power’. During their cancer care, patients consistently said to me, ‘If I had only known beforehand, it might not have been so difficult.’ Knowing in advance what to expect helps you to prepare for or, even better, avoid, some of the difficulties associated with cancer and its treatment. The information must, however, be appropriate for you, your cancer and your treatment. In an age of information overload, misinformation is everywhere, potentially worsening, rather than helping, your situation.

I have written this book following almost four decades of clinical experience, more than half of which I have spent working directly with patients who have cancer. As a consultant physician-psychiatrist with a focus on, and training in, psychological aspects of care, I have written this text about the human aspects of cancer. Human reactions to a cancer diagnosis – fear, terror, isolation, abandonment, courage, hope, tenacity, persistence – largely remain unchanged. They shape your experience of cancer and its treatment. The text presents stories, experiences and strategies that patients and clinicians shared during my clinical years – what they found helpful in managing cancer and their treatments. In many cases, patients specifically asked for their experiences to be passed on to help others. 

Cancer never affects just one individual. It inevitably also affects families, loved ones, friends. The Cancer Guide provides specific information for family and friends. More broadly, I also hope that, by providing a window into the experiences of our patients – the thoughts, feelings and emotions they experience, often too difficult for them to share directly with you – this book will help you to better understand what is happening to them, guiding you to know how best to help. 

Having worked with patients with cancer for many years, what has often been most impressive, in truth sometimes overwhelming, has been the determination, resilience, hope and kindness of our patients – in the most difficult of circumstances. This book shares some of these memorable stories – not of supermen (or -women) but extraordinary people, struggling to manage a difficult diagnosis, determined to make the best life within that. Their wisdom lives on in their stories, experiences and strategies. 

I truly hope this book will inspire you, as patients and colleagues have, so often, inspired me.

Professor Anne-Marie O’Dwyer

PLEASE NOTE: All patient stories have been anonymised, sometimes combined, and amended to ensure no link to specific individuals. 




Introduction – Cancer in Context

There are many myths that still exist about cancer. These myths drive people’s fears, making the struggle with cancer even more difficult. Thankfully, almost everyone now recognises that many people with cancer recover, and recover fully. Survival rates and treatments are improving all the time. It is also important to remember that there are many different types of cancer. Even in the ‘same’ area – for example, lung cancer – there are different types. So, one can never compare oneself to someone else’s ‘cancer story’.

However, even people who ‘know’ this, when they hear the word ‘cancer’, feel frozen, terrified, distressed – unable to process clearly what is happening. 

This book seeks to help those affected by cancer (patients, families and friends). It follows the path often taken by a patient with cancer – diagnosis, treatment and beyond. It aims to overturn myths and to identify the fears and worries that cancer brings. Psychological work in general (and this book in particular) is about finding ways to analyse these fears and worries and to find practical solutions – objectively and empathically. There is always a way. 




Section I

A CANCER DIAGNOSIS
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Before Diagnosis – the Worry of Cancer

The fear ‘it might be cancer’

It was two days before Christmas when Ellen found the lump in her breast. Stressed, busy with her three children, her job, her home and her husband, she did not want to believe it at first. It couldn’t be happening to her. She did not have time for this. Surely it was a mistake? A bruise? A bump she hadn’t noticed?

At the back of her mind, however, the fear had started. She had seen her own mother die from breast cancer. Ellen tried to put it out of her mind. She argued with herself. She rediscovered her religion, bargained with God. She blocked it out – and waited. 

But, over the next six months, awake and distressed most nights, the fear took over. She imagined the worst. Images of her mother’s illness flooded her mind every time she closed her eyes. She imagined the devastation for her young children, images of her coffin being lowered into the ground, her children sobbing at the graveside… She couldn’t inflict this on them – this wasn’t a good time. They were all busy with school, exams, plans… She would leave it for now. Maybe it was nothing.

For six months, constant thoughts and images went around her head. Was it something she had done? Was it her fault? How would her children, her family manage? She told no one. She couldn’t eat. She lost weight. This frightened her even more. The lump was still there. In fact, she thought it might be bigger. Every day she checked, hoping it was a bad dream. 

Finally, one day, a concerned friend asked her what was wrong. Ellen broke down in tears and told her about her fears. Her friend acted immediately. Her family rallied round her and she started the journey of investigation. 

Ellen’s story will be familiar to many of you. The fear of getting cancer remains widespread. This may be due to personal experience – perhaps a family member or close friend died from cancer – or a ‘cancer story’ in the media. These experiences can hugely influence your understanding, and therefore your experience, of cancer. Unfortunately, while some of these fears and beliefs may be true, many are not. Yet these beliefs are responsible for the distress that people feel, the type of torment that Ellen’s story describes. 

This section discusses thoughts and responses of those who fear they may have cancer, the implications of those worries and how to manage them. 

The fear of cancer – what is it?

The word ‘cancer’ still strikes fear into many people’s hearts. Some people will not even say the word ‘cancer’. What lies behind that fear varies, but there are some common themes. 

Fear of suffering, pain, death and dying

Most people who ‘find something’ that suggests cancer automatically imagine the worst – suffering, pain, death and dying. This is particularly the case if they have had personal experience of someone close to them who has suffered in this way. They immediately imagine unbearable suffering and pain. They imagine dying in circumstances in which they have no control, untreated pain and unmanageable distress. Often, in addition to these thoughts, they will have images in their mind that have an even more powerful and distressing effect. The more one tries to block out these experiences, the stronger they become. People visualise them ‘in their head’, unable to see any alternatives. 

Fear of distressing family and loved ones

Often when one looks at it more closely, it is the pain that people believe they will inflict on others, especially close family and friends, that distresses them most. Like Ellen, they imagine their children distraught at their graveside; they see coffins being lowered into the grave. They imagine their partners struggling to manage alone. They see elderly parents, distressed and bewildered at the premature death of one of their beloved children. Even considering having investigations causes them distress as they imagine the impact of the uncertainty and fear on their family. 

Fear of loss

For many, the word cancer automatically implies loss – not just loss of life but loss of role, loss of power, loss of dignity, loss of independence, loss of the chance to watch their children move through life, to see their first day at school, at university, to meet their partner, to see their grandchildren. These are devastating thoughts and fears. 

Fear of uncertainty

Many people describe the possibility of having cancer like having ‘the rug pulled out from under them’. They say it is like watching their entire lives being thrown up in the air and waiting for the pieces to fall to see where they land. They do not want to consider this could happen to them. 

Fear of vulnerability, lack of privacy

Many people are very private individuals. They do not want others to know of their vulnerability. Many say how they do not want the ‘pity’ of others. 

These fears of cancer – why do they matter? 

The thoughts and images described above as part of the ‘fear of cancer’ are extremely distressing. Anyone, with or without cancer, who thought these thoughts or had these images would be very distressed. Yet the person we are discussing at present does not yet know if they actually have cancer. They have noticed a lump or a persistent pain, or just ‘don’t feel right’. They are concerned that they may have cancer. So it is not cancer at present that is causing their distress, but the fear that they may have it – the thoughts, beliefs, behaviours – how they respond to the idea they may have cancer. 

There are, of course, many different ways that people attempt to deal with their distress about possible cancer. Some of these, while understandable, can be very unhelpful.

Denial 

Many of us use the psychological response of denial. When faced with overwhelming news, we often initially cannot process it fully – we literally cannot accept or believe it. ‘Blocking it out’ allows us to function. It allows us to gather our strength, identify our resources and work out how to manage and face the overwhelming situation presented to us. Often, people move in and out of denial or combine denial with reality. For them, it is a multilayered strategy. We have seen people faced with a life-threatening illness simultaneously book a holiday and write their will. They do not want to discuss their fear of death. They want to retain hope. Many people use denial (or partial denial) to help them cope, to help them continue with their lives. Denial (or partial denial) can, therefore, be helpful.

However, denial can also be very harmful, particularly when it prevents you from accessing help and treatment. Denial, at the very least, usually means delay in responding to what is happening. And, with cancer, usually it is better to establish early if it is there, so that treatment can be started early. Denial also prevents you from getting real facts about what is happening to you. Often people’s fears are based on misinformation, or outdated information. Denial prevents you from acting to identify this. Imagine suffering six months of horrific distress, fearing you have cancer – only to find you do not have cancer at all. 

Avoidance and deferral

These responses are very closely connected to denial. As in Ellen’s story, people often recognise that they may possibly have cancer, but they will just wait to deal with it until… their son has finished his training; their daughter has started her first job; their husband has retired. Or they just avoid thinking about it, if possible, like Ellen, endlessly arguing with themselves in their head. ‘It’s not really there; I am imagining it – it’s nothing’, or busying themselves with other activities to block it out. 

Unlike complete denial, in these cases people are unable to completely ‘block it out’ and continue to have the worries circulating around their head – a very distressing situation. Like denial, this causes delay in accessing care, again potentially adversely affecting their chance of cure. 

Worry

Most people fearing they may have cancer will, inevitably, worry. They worry about the consequences of having cancer; how they will manage treatment; what will happen to them, their family, their work. Sometimes the worry itself can spiral out of control, causing more distress, impairing the ability to think clearly, make reasoned judgements. 

The fear of cancer – possible outcomes

If you have found something worrying, there really are only two scenarios: 

You do not have cancer

There is no doubt that fear that one may have cancer can be terrifying and overwhelming. However, you may not have cancer – the distress, worry and fear you feel at present may be entirely unwarranted. There is a chance that you do not have cancer at all, that there is some other cause for your symptoms. Denial and avoidance are simply prolonging your distress and delaying your discovery that it is, in fact, a false alarm. 

You do have cancer

While this statement may strike fear into your heart, it is an outcome that must be considered, but please be aware that many of the images and fears discussed above are driven by your unique view of cancer. This is, in turn, influenced by your experiences and beliefs. Many patients can describe in detail (and see in their mind) the cancer experience (and deaths) of close family relatives from years previously. Or they have seen dramatic portrayal of cancer diagnoses on TV or social media. Others are influenced by ‘cancer myths’ – universally accepted, misleading and unhelpful beliefs about cancer. Many of these fears are misplaced and untrue, yet exert a very powerful influence, often unconsciously. 

The reality is that many cancers now are highly treatable. Many treatments have become much less toxic and much more successful. These thoughts, images and fears that drive so much distress, they are simply that – thoughts, images and fears. Thoughts, while they are very real to you, are not facts. 

The fear of cancer – what to do next

Act

If you have noticed a lump, bump, bruise or pain, and worry you may have cancer, act, and act as soon as you can. Yes, this will require you to acknowledge that there is a chance you may have cancer (a frightening prospect), but consider the options. Some of your fear may be driven by misinformation. Delay is potentially worsening your outcome. If ‘in denial’, you can use it, initially, to help you to gather yourself, to consider your options. You may even decide to continue to use ‘partial denial’ throughout your treatment. But do not allow it to trap you into complete inaction. Instead of helping you, denial can then become a very harmful strategy. Get help from others. Visit your family doctor (GP) and tell your story. Be aware that some of your friends and family may already suspect there is something bothering you and are just waiting for a chance to help you. Identify people you trust and who can support you. Bring someone you trust with you to your appointment. 

If you find you do not have cancer – a wonderful outcome – then put this book aside. If you find you do have cancer, the rest of this book presents information from people who found themselves in that position, and found ways to live their lives despite that. 

I hope it will help.
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Cancer – Seeking a Diagnosis – the ‘Tunnel of Tests’

Anne finally plucked up the courage to visit her GP. She hadn’t told anyone in her family about the constant pain and swelling in her tummy, hoping that if she didn’t discuss it, it wouldn’t be real. But it was now too bad to ignore. She had finally booked an appointment with Dr Ryan, a kind man, and her family doctor for more than 20 years. 

Haltingly, she told her story, carefully watching the doctor’s face for any sign of alarm. She watched him closely again as he examined her tummy – noticing that he seemed to spend a long time feeling in one area. ‘Was that it?’ she thought. ‘Had he found a cancer?’ He told her that she was wise to attend, that he could not tell what the problem was, but that he would like to order tests – bloods, X-rays, scans – and refer her for another opinion. Anne’s fear increased, her hopes that he would tell her it was ‘fine, nothing to worry about’ dashed. She could hardly hear what he was saying. Mutely, she took the list of tests and headed to the nurse’s office for her blood tests. 

The following weeks passed in a blur. She had to have X-rays, scans, more scans. Every time her phone rang, she jumped, fearing the worst. Every test she had, she scrutinised the face of the examiner, certain she could read the answer in their face, or their replies. It was a rollercoaster of emotions.

Finally, here she was, at the gynaecologist’s office, waiting to be seen, to be told the results. Exhausted from lack of sleep, overwhelmed by fear, she did not even hear her name being called. Her sister took her by the hand. Gratefully she accepted her help. She did not think she could hear the news alone. 

Seeking a diagnosis, the ‘tunnel of tests’

What is the ‘tunnel of tests’? 

We are sometimes asked to see patients at this stage of their cancer ‘journey’. Fearful they may have cancer, but not yet sure of their diagnosis, they embark on a ‘conveyor belt’ of tests – usually multiple types of investigations, in multiple sites, from multiple people. Why do we call this the ‘tunnel of tests’? Because, based on our experience with patients at this point, that is what best describes it. People must go through this tunnel, to the light at the far side, to discover the answer to their question – Do I have cancer? And while it can be, for many, absolutely terrifying, it is a journey they must undertake to get the correct help. It is like taking a deep breath to swim underwater to get to an exit. Intensive psychological intervention, input, work is very unlikely to help in the short time available. Sometimes, for overwhelming anxiety, or severe insomnia, or fear that prevents them being in a scanner, patients may need short-term medication. This can usually be prescribed by their family doctor or their consultant. Generally, though, patients must get through that tunnel, supported by family and friends, to get to the far side, where they will get an answer, and, even more importantly, a plan of action. 

The ‘conveyor belt’ experience

This ‘conveyor belt’ is the reality of modern-day medicine. Any potential cancer diagnosis is (appropriately) investigated from multiple different perspectives. Even when the results are back, frequently they are discussed and reviewed by a team of specialists, the ‘multidisciplinary team’ (MDT), to ensure patients benefit from multiple viewpoints of expertise, before any clear diagnosis or plan can be made. 

While this is necessary to ensure best care, it can be very distressing for patients. Every test that they have, patients expect will show the answer. Like Anne, every test they watch carefully and ruminate on the process, searching for a clue, any clue that they may, or may not, have cancer. Yet the reality is many of the people carrying out the tests do not have the answer. They often do not even have access to the results. They are carrying out the procedure. Even if they did have an answer for their single test, as described above, it is the combination of tests and investigations that is now used to make a diagnosis and plan. The reality is that much of this worry and guesswork is worsening your experience – for no real gain. 

This, then, can be an extremely difficult time for you. Recurrently, patients have told us that it is the uncertainty during this time that is most difficult. They feel like they are ‘waiting for the axe to fall’, without any plan in place to deal with it. They cannot help but try to interpret words, glances, phrases. When they look back, they wish someone had told them what we have said above – that no one test is the answer, that the looks/phrases/expressions were usually not loaded with meaning. They were likely influenced by something else entirely, not to do with them at all. So, while it is an extremely difficult process, and is like a cage you long to escape from immediately, it is a process you cannot hurry, nor ‘guess’ the end result. It is a tunnel you must go through – a distressing, fear-inducing, horrible experience, but one that is necessary to provide you with the best answer and best plan for your query. 

As always, however, there are some things that you can do, or not do, that can help you as you go through that ‘tunnel’. 

Share your fears

Share your fears. This will be a recurrent theme throughout this book. So often, we hear from patients that they did not want to ‘upset’ their loved ones by telling them how distressed and afraid they were, and how the hardest thing was hiding that from them. We then hear, from the same relatives, how distressed and afraid they are for their loved one who is sick, and how the hardest thing is hiding that from them. This leads to a double burden. Both are not only experiencing extra distress from the strain and tension of concealment from each other, they are also losing out on the opportunity to get help, to benefit from support. Your personal support network will be one of the most important things you have during this time. Think carefully about who is most important to you and who is most likely to help. Then decide how much you feel able to share. Concealment is rarely the right approach. 

Dr Google – a potentially unhelpful friend

Brendan, a young married father of three very young children, had extensive treatment for cancer over a six-month period. Within a year it had returned. His treatment options were limited. He was distraught, overwhelmed. Thoughts of not being there for his young children were torturing him. He felt he had already missed six months of their lives having his treatment the previous year. He was unable to sleep, eat, rest, engage with his children or his wife. Reluctantly, he attended psycho-oncology, saying to me, ‘What can you do? This is not “in my head”. I don’t need a psychiatrist. I have looked it up on Google – I check every day. My options are terrible. I will be dead in a year’.

As he sat opposite me in my out-patients, my heart sank. So much of what Brendan said was true. He was a young man, a father of three young children, and his treatment options were limited. Google was confirming his worst fears, and his distress was preventing him from engaging with the time he had now. To use the time he
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