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‘I wish there had been such a clear and honest guide like this when I received my diagnosis, but also to help me rebuild myself after treatment had finished. Life changes after cancer, and with Rosamund’s amazing recommendations, we really can thrive.’

Sarah Newman, cancer fitness specialist

‘Rosamund is dedicated to improving the lives and experiences of people with breast cancer and this book is a tremendous collection of helpful tips for those embarking on, going through or coming out the other side of treatment. I look forward to sharing it with my patients.’

Kat Tunnicliffe, oncological physiotherapist

‘Having a breast cancer diagnosis can be a lonely and overwhelming experience, and there is an overload of information right from the start. Rosamund’s book is not only the manual I wish I’d had, but also warm, funny and kind. It’s like having a big sister who has been through the same thing, right by your side. Informative and calming, Reconstruction should be prescribed at the moment of that frightening diagnosis. Thank you, from the bottom of my heart.’

Sarah Cawood, broadcaster

‘Rosamund has left no stone unturned in this comprehensive, informative and practical guide for those affected by breast cancer. I like the fact that there is clear signposting to many valuable resources for every stage of the breast cancer experience. I wish I had this book at my bedside when I was diagnosed 26 years ago.’

Marcia Mercier, yoga for breast cancer teacher

‘This inspirational, important and friendly book will be a supportive companion to many women and men with breast cancer, as well as those that love them and want to better understand how they can be there for them.’

Melissa Hemsley, chef and cookery writer

‘Brilliant! Rosamund Dean has just made it easier to navigate the complexities of living through and beyond a breast cancer diagnosis. This book leads the reader through treatment options and, importantly, how to stay healthy once treatment is over.’

Emma Holly, scar therapist

‘I wish a book like this had been given to me when diagnosed. It would have been the companion I absolutely needed to navigate the craziness of a breast cancer diagnosis and will support so many as they face their own frightening diagnosis.’

Carly Moosah, breast cancer campaigner

‘I am beyond delighted that Rosamund has decided to write about the significant impact of menopause alongside all the other important matters in her fabulous new book Reconstruction. True healing and recovery after cancer cannot take place without addressing some of the symptoms that come with menopause. This book is a true resource powerhouse and one you would want on your bedside table for sure!’

Dani Binnington, host of The Menopause and Cancer Podcast
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Introduction

My right breast was not the only thing that cancer took from me. I have also had to reconstruct my entire lifestyle, my mindset and my identity.

Before breast cancer, I was one of those people that never got ill, never went to the doctor and didn’t even like to take a painkiller for a headache if I could help it. I was so certain of my general good health that when I found a lump on my right breast just before Christmas 2020, I felt completely sure that it must be a cyst or some hormonal thing related to having just turned 40. 

My subsequent diagnosis in January 2021 was a shock. But, looking at the statistics, perhaps it shouldn’t have been. In 2020, breast cancer had the dubious honour of displacing lung cancer to become the most diagnosed cancer worldwide. Here in the UK, it’s also the most common cancer overall, with one in seven women diagnosed in their lifetime. According to statistics from Cancer Research UK, there are around 57,000 new breast cancer cases every year; more than 150 a day, so effectively one every 10 minutes. And it’s not merely the realm of the over-50s any more. Since the early 1990s, breast cancer rates in 25–49-year-old women have increased by 17 per cent. It is now the leading cause of death for women aged 35–49 in the UK. Let’s say that again; it is now the leading cause of death for women aged 35–49.

When I wrote about my experience of breast cancer treatment in a column for the Sunday Times Style magazine I was blown away by the response. The column, which was co-written with my husband, Jonathan, ran for a year and covered everything from getting through chemotherapy, mastectomy surgery and radiotherapy, to how I coped with the psychological trauma of losing my hair and the anxiety about my risk of recurrence. It also dug into the impact on my family, which is why it was so interesting to write alongside Jonathan. I received hundreds of emails and direct messages from readers saying that the column had articulated how they felt, and helped them to feel less alone. I found this heartbreaking because a breast cancer diagnosis and the treatment that follows is extremely tough, and no one should ever have to cope with that alone. Isolation was even more prevalent during the Covid pandemic, for obvious reasons. 

I have since learned that there are many resources available, although they are not always easy to find, which is one of the reasons that I wanted to write this book.

The good news is that while diagnosis rates are on the rise, breast cancer survival rates are improving, and have doubled in the last 40 years. So I know that there are hundreds of thousands of us out there, needing warm, relatable advice for getting through treatment and rebuilding ourselves afterwards. This is a pragmatic-but-positive book for people going through breast cancer, and their families and friends. It’s a sensible guide, but I’ve tried to make it optimistic and hopeful, sharing positive advice for breast cancer patients and their supporters, while looking forward to a healthy long life after cancer. If you like, this is the cancer equivalent of one of those pregnancy books, with clear advice on what to expect at every stage of treatment and what questions to ask your doctors, right down to what to pack in your hospital bag. Think of it as a guide to what to expect when you’re expecting the worst.

After writing the column, many readers contacted me asking for advice about their own situation, and they still do. I’m not a doctor, but, having been through the breast cancer mill, I now know the process from the inside out. And, as a journalist, I’m used to interviewing experts and translating sometimes-impenetrable medical advice, statistics and information in a way that is clear and useful for a wider audience.

As well as being an emotional support, you’ll find practical advice here for all the stages of treatment, and further ways in which you can reduce your risk of recurrence. An estimated quarter of all breast cancer cases in the UK are preventable and, while no one can claim to prevent cancer completely (there are just too many varied causes, many of which are not yet fully understood), there are certainly steps that you can take to reduce your risk.

I want you to be able to flick quickly to the part of this book that you most need right now, so it’s broken down into four parts. Dip in and out as required. The idea is that, if you’re struggling with overwhelm, fatigue and brain fog caused by cancer treatment and its side effects, you can go straight to what you need at that moment and ignore everything else.

Part I: Diagnosis

An introduction to the different types of breast cancer and the people you will meet as part of your medical team. It also covers advice about coming to terms with your diagnosis psychologically, and what additional tools and resources are available to support you through treatment.

Part II: Treatment 

The most practical chapter, taking each element of treatment in turn, and explaining what you need to know. Everyone’s experience is different, so whether you need chemotherapy, surgery, radiotherapy, hormonal therapy, targeted treatments or all of the above, you can turn to the page most relevant for you.

Part III: The end of treatment and the myth of the all-clear

Here I address post-treatment issues like menopausal symptoms and fear of recurrence, as well as a positive report on the future of cancer treatment. Then, there’s a guide to designing your new identity and stepping into your post-cancer life feeling renewed rather than decimated. It might not feel like it yet, but this is possible. If you are newly diagnosed, you might not want to read this section until you’re closer to it, but it’s here when you’re ready.

Part IV: Future-proofing your body

Once you’ve been through cancer treatment, I’m fairly certain you’ll be keen to do anything and everything to avoid ever having to do it again. There are plenty of steps you can take to reduce your risk of recurrence, and new treatment breakthroughs are happening all the time. This is your guide.

Throughout the book, I often refer to women because men account for less than 1 per cent of breast cancer cases. But this can be a particularly difficult diagnosis for men, who may feel a sense of shame about having what is considered a ‘female’ type of cancer. If you are a man with breast cancer, the sections on hormonal issues and the menopause will not be so relevant, but hopefully you can still get a lot out of this book. In fact, if you don’t have breast cancer but have a family history or a loved one going through it, you’ll find much that is helpful here too.

This book is for anyone whose life has been touched by breast cancer, and it’s the book I wish I’d had by my bedside when I was diagnosed. I hope that it helps you.










PART I:

DIAGNOSIS










My Story

In December 2020, cancer was the last thing on my mind. I had a busy, fun job as deputy editor of Grazia magazine. My husband Jonathan and I have two kids, Ezra and Eden, who were then six and three, and we were busy with pre-Christmas deadlines and the usual festive stress that time of year can bring. So when I felt a lump on my right breast one day, I almost didn’t go to the doctor.

Since I am now such an advocate of regular breast-checking, I’m a bit embarrassed to admit that I did not routinely check my own breasts, and found the lump as a pure fluke while moisturising after a shower. According to Google, lumpy breasts are common and only one in ten lumps turns out to be cancer. It was Jonathan who nudged me to make sure I was going to call the surgery. And, when the appointment time came, I was having second thoughts. ‘I can’t even really feel it now,’ I muttered. ‘If I go, I’ll be wasting the NHS’s time during a pandemic.’ (Oh yes, you might remember, there was a pandemic on at that time.)

‘Well, you’ve made the appointment now,’ replied Jonathan, ‘so you’re wasting their time if you don’t go.’

The doctor could certainly feel the lump. Two days before Christmas, I was sitting in an East London breast clinic, replying to work emails and texting reassurances to Jonathan, in between being led into various rooms. First for a mammogram, then an ultrasound, and eventually a biopsy. Even then, I wasn’t particularly concerned. Google assured me that four out of five breast biopsies come back benign. People with cancer are tired and ill-looking, I reasoned to myself. I was a healthy 40-year-old with neither the time nor the inclination to have cancer, thanks. If anything, I was just a bit frustrated at how long all this was taking.

After all the tests, the nurse said I had to see the doctor one last time before leaving, and I took a seat in his office as he nodded hello. The nurse also came into the room and, looking back, that should have been a clue that things were about to get more serious than I’d anticipated. This being the pandemic, we were all wearing blue surgical masks, so I couldn’t see much of the doctor’s face. He started explaining that biopsy results normally take a week but, because of Christmas and New Year, it would be two weeks.

‘Of course, fine,’ I nodded.

‘So,’ he continued, ‘in January we will discuss whether to go straight to surgery or if you need to have chemotherapy first.’

Wait. What? I laughed awkwardly, but he didn’t seem to be joking.

‘But … that’s if it’s cancer,’ I said slowly. ‘Which it might not be.’

‘We can tell from the ultrasound that it’s very likely to be cancer,’ he said.

‘How likely?’

‘Ninety-five per cent.’

The worst news of my life, delivered in a brutally casual way. Hot tears formed and were absorbed into my face covering. The nurse, perhaps feeling that the doctor’s manner had been a bit brusque, ushered me into another room. She explained that breast lumps are given a cancer-likelihood score out of five, known as BI-RADS (for breast imaging and reporting data system). Mine was a five, meaning the growth was highly likely to be malignant.

‘I have seen people with a score of five get a benign biopsy result,’ she said. ‘It does happen.’

‘Oh right, okay.’ I sniffed.

‘Well, a very small number,’ she back-pedalled, realising she’d given me foundation-less hope. ‘In most cases, it is cancer.’

I called Jonathan as soon as I left the hospital but, perhaps due to shock, I only told him that I’d had a biopsy and would get the results in two weeks. I didn’t mention what the doctor had said until I got home. By that point, I had pulled myself together, and we both agreed not to spiral into panic, at least until we knew for sure. It’s an odd feeling, being told a life-changing diagnosis is probably on the horizon but not yet confirmed.

The next two weeks passed in a daze of shell-shocked calm. Jonathan and I were torn between trying to come to terms with a cancer diagnosis, and hoping that I’d be in the 5 per cent of biopsies that turn out to be fine.

We decided not to tell anyone before the biopsy result, which was actually easy since Covid restrictions meant we weren’t allowed to see anyone anyway. We didn’t want to worry our families, particularly our children, until we really had to. So we opened Christmas presents, made a nut roast and cheerily FaceTimed my mum, who lives in Scotland and was shielding with a chronic chest condition. When we became tearful, we blamed whichever Pixar movie we had just watched with the kids.

On 6 January, I was back in the breast clinic to receive the results. It was pretty clear that bad news was coming when, on the phone, they said I could bring someone with me. Thanks to Covid restrictions, this was one of only two or three times when I was allowed to have Jonathan in the room with me, over the following months of tests, appointments, chemotherapy and surgery. We are both pretty calm in a crisis, or maybe we were in shock, but we nodded politely as it was explained that, yes, it is cancer. The surgeon (thankfully, a different doctor to the short-shrift one from before Christmas) said the cancer was ‘triple negative’. Having never heard of that before, I looked at him blankly before asking: ‘Is that a good thing or a bad thing?’

He shrugged. ‘It’s not really good or bad, it’s just a type of breast cancer.’ There were two separate tumours in the breast (this is known as multifocal cancer), and the ultrasound had suggested lymph node involvement, which was quickly confirmed with another biopsy, so I would need five months of chemotherapy before I could have surgery. We were so dazed that we didn’t ask many questions, but the one I do remember asking is: ‘Can I assure my kids that I’m not going to die?’ I cried with relief when the answer was ‘Yes’. Looking back, this was before they had done the MRI, CT and bone scans to check that there was no cancer elsewhere in my body, so they can’t have known that for sure, but I still feel grateful they said it. We were handed leaflets and told to expect appointment dates for all of those scans and the first of many oncological appointments. I wasn’t to see a surgeon again until much closer to my surgery date, in the summer.

The next couple of hours were spent walking around a freezing park, calling my family and closest friends to let them know. I started each conversation with a jaunty: ‘So I’ve got some news that sounds bad, but it’s going to be fine.’ My mum lives alone and had lost her sister to ovarian cancer only a few months earlier, so I arranged for a local friend to pop by for a doorstep chat with her immediately after I broke the news. Being 400 miles away, it was hard that I couldn’t hug her. But, because of the restrictions, I wasn’t even allowed to hug my friend who lives around the corner. It’s one of many reasons why I felt so grateful to have Jonathan and the kids during the following year. I can’t imagine what it must have been like for people who live alone, dealing with a cancer diagnosis during the pandemic.

I understand that many people make the decision to keep their diagnosis quiet, only telling friends and family on a need-to-know basis, and I can certainly see the appeal of not having people constantly asking how you are, or feeling as though you’re the morbidly fascinating topic of conversation among colleagues, acquaintances and extended family. For me, keeping it quiet would have felt stressful, as though I was carrying a secret. As a journalist, I was already active on social media, sharing career and family highs and lows on Instagram, so it made sense to me to share the news on there – but only after I had talked to close friends and family directly. I liked the sense of community on Instagram, and welcomed support and advice on the platform. As with many stages in the breast cancer journey, this will be a case of working out what’s best for you.

Over the previous two weeks of probably-cancer, I had read a lot online about the best way to talk to young children about this kind of diagnosis, and decided to be totally honest. If we had tried to hide it they’d hear us talking and pick up on it anyway. Particularly since the government had just announced the third national lockdown, thanks to a new, more-transmissible Covid variant, so the four of us were together all day every day.

At just six, Ezra was old enough to have known people die of cancer, so I wanted to be clear with both of our kids that my diagnosis would be nothing like my aunt’s experience. My cancer is treatable, and it will get better, I told them. I think it was the right approach. They took the news in that matter-of-fact way that children deal with everything, and we kept an open dialogue so that they could ask any questions, no matter how silly, at any point. To be honest, they didn’t ask many, and I was glad that they were capable of accepting all manner of events as perfectly normal. I, on the other hand, was starting to realise my life was going to change quite dramatically over the next year.

I had left my job to go freelance in the week of my diagnosis, but this was actually coincidental rather than a direct result of having cancer. I had handed in my notice three months previously because, like a massive pandemic cliché, I’d reassessed my values in lockdown and decided that I wanted to work more flexibly to be around for the kids. There followed a flurry of financial panic. Had I stayed in a staff job, I would have been entitled to paid sick leave. As a freelancer, I was now in a situation where, if I didn’t work then I didn’t get paid.

Happily, I was asked to write the column for the Sunday Times Style magazine, and a few other bits and bobs that I could do on the days I felt up to it. It was certainly a pay-cut, but it’s not as if I was having nights out or eating lavish meals at this point. I tried to see that year as a bit like a really depressing maternity leave – I wasn’t earning much, but I also wasn’t spending much, and I was lucky enough to have a partner who would still make sure the mortgage got paid. I had snapped into practical, businesslike mode and, to an outsider, would have looked like I was coping brilliantly. But a couple of weeks later, after blood work, a CT scan and an MRI, I felt like a lab rat, being endlessly jabbed with needles. And I’m one of those people with difficult-to-find veins, so it always took several tries. I veered wildly between apologising profusely to nurses for my terrible veins and getting quite short tempered when they couldn’t get the cannula in.

In fact, my moods were suddenly all over the place. I got irrationally angry about details such as not being allowed to hug the kids after being injected with a radioactive tracer for the bone scan. I started snapping at Jonathan, and crying after each test, particularly when my (by now quite mangled) veins had taken another battering. I’ve always thought of myself as a sensible, rational – but generally positive – person. If anyone had tried to offer me psychological support at this point, I would have brushed them away with a smiley ‘I’m fine’. But I do wish someone had started talking to me about the psychological impact of a cancer diagnosis, or even just explained to me what to expect at an MRI scan (naively, I didn’t even know it involved a cannula).

While I’m immensely grateful to the NHS for saving my life, I also started to feel frustrated at the lack of information and options given to cancer patients. The doctor’s vague reply to my question about triple negative breast cancer, and lack of forthcomingness in explaining what it is, meant that – obviously – I went home and googled it. I even optimistically thought, in medical situations, the word ‘negative’ is often a good thing, right?

What I actually learned (through Google alone) was that the prognosis for triple negative is worse than for other types of breast cancer, with a higher risk of recurrence. I felt sick as I read the stories of women who’d been diagnosed with triple negative breast cancer, all of which seemed to end badly. I could not understand why the doctor hadn’t explained all this to me at the time. Did he think I wouldn’t google it? As I learned more about triple negative breast cancer (or TNBC), I realised that treatments have improved a lot in recent years, and are getting better all the time. One oncologist even told me that my diagnosis would have been ‘a death sentence’ had it happened just 10 years earlier. No wonder I had stumbled across so many scary stats online. All that fear could have been avoided if the doctor had just taken five minutes to explain my own situation fully as an individual, unique patient.

A week after my diagnosis, I had a call from the surgeon to explain that further analysis of the biopsy showed my cancer was grade three, the fastest-growing type. This meant that, regardless of how well chemotherapy worked, they would have to do a mastectomy, so remove my entire breast, rather than perform breast-conserving surgery such as a lumpectomy. I remember hanging up from the call and thinking, right, so I’ve got the most aggressive grade of the most aggressive type of breast cancer? This was turning out to be much scarier than I’d imagined back when a friend assured me ‘loads of celebrities get breast cancer, and it’s like a thing for a year, and then they’re fine!’ I was also terrified about losing my breast, because nobody had told me about reconstruction options. If you’d have said the words ‘DIEP flap’ to me then, I would have been very confused. Now, having emerged from the other side of successful treatment for primary breast cancer, I want to demystify the whole process for other people.

Your support handbook

It was not only clear medical facts that I found hard to come by. Aside from a very welcome Macmillan Cancer Support call, I was told very little about what support services are available to cancer patients. I was a month into chemo before a nurse casually mentioned that I might want to wait for my blood test results in the hospital’s Maggie’s centre, rather than in the grim chemo waiting room. I remember walking into the beautifully light and airy building, with cosy sofas and bowls of biscuits on the blonde-wood tables. Within seconds, I’d been offered a cup of tea and given information about the courses they run. I couldn’t help thinking: Why didn’t anyone tell me about this place before? There are 26 Maggie’s centres in the UK, all conveniently located on hospital grounds, often with beautiful gardens or terraces and all with warm, friendly, informed staff. If there’s one near you, make sure you’re using it.

And do ask your breast care nurse about what additional support there is available at your hospital, as cancer centres generally have access to psychologists and sometimes even complementary therapies such as reiki or reflexology. The options vary around the country but, in many places, it’s a case of: if you don’t ask, then you don’t get.

I was also disappointed with the lack of advice from my medical team about any lifestyle steps you can take, and complementary therapies on offer, to help ease the brutal side effects of chemo, and even to reduce your risk of recurrence. The medical approach was very much focused on curing or managing the disease, rather than prevention and living cancer-free long-term. Yes, lots of this information exists online, but it’s hard to know what’s reputable. It took a lot of asking around, and trial and error, before I found what worked for me. I wanted that advice to come from my medical team because, as I mentioned, I’m a rational person. I need data and stats to prove to me that something works and, at the time, I thought complementary therapies were generally a money-making scam.

If you’d have asked me about the best cancer treatments at any point before my own diagnosis, I would have said the medical treatment prescribed by your doctor. It wouldn’t even have crossed my mind to consider that some complementary therapies can have powerful effects. I was extremely cynical and, don’t get me wrong, there are certainly unscrupulous people out there peddling expensive snake oil to terrified cancer patients. But now I’ve learned that many of these therapies can actually have enormous benefits, working alongside conventional medical treatment, and I wish I’d known about them sooner. If you’re as cynical as I was, then do try and keep an open mind when we come to those.

Take something as simple as exercise, for example. Everyone knows it’s good for you, but it’s often talked about in terms of weight loss or looking fit. It wasn’t until very late in my treatment that I learned how important it is for recovery and general health improvement outcomes. Exercise can ease side effects during chemotherapy, and even reduce your risk of recurrence by up to an astounding 55 per cent. But not one doctor mentioned it to me. I learned about these benefits through social media – after establishing which accounts were sharing evidence-based information. However, without more specific advice, I threw myself into yoga a few months after surgery and actually brought lymphoedema in my right arm with too many planks and downward dogs. Nobody had told me that I shouldn’t put my body weight on my wrists so soon after lymph node removal.

With my journalistic background, I was probably an incredibly annoying patient, asking more questions than I imagine doctors are used to. The good news is that I can share what I’ve learned. This can be your handbook, to make your journey through breast cancer treatment and beyond easier and clearer. I want to simplify everything about the process, laying out all the information I wish I’d had from the beginning, in the order that you need it.








Your Medical Team

It’s important to understand the different roles of people that you will meet along the way, and to get the most out of your short face-to-face (or telephone) sessions with these busy experts. Initially, I thought of everyone I met as a ‘doctor’ and would constantly be asking the wrong person the wrong question.

You might assume that there is some kind of a ‘project manager’ who has an overview of your full treatment plan, and who will guide you through the various aspects of your care. Sadly, this is not the case, which is why it’s important that you understand the person you’re speaking to has expertise in their own field, but often can’t advise on anything outside their remit. I want to make your life easier by helping you ask the right questions of the right people.

From the moment that you are diagnosed with breast cancer, there is a whole team of people working to help you. There’s your surgeon, your medical and clinical oncologists and, in the background, there are people like radiologists interpreting scans and pathologists who analyse the blood tests. Some of those people you’ll meet as you need them, some you’ll never meet at all, but they’re a key part of your treatment pathway. Most cancer units have a multidisciplinary team (MDT) meeting every week, so everyone in your wider medical team should be up-to-date on your progress. The following few sections explain each role clearly, so you know who you’ll be meeting, and what to expect from them.

Your breast surgeon

In most cases, surgery is the single most important thing you can do to get rid of your cancer. Other treatments, which we’ll come to, can be used to shrink your tumour before surgery. This is known as neoadjuvant therapy. And further treatments can be used to reduce your risk of recurrence by blitzing any stray cancer cells that may remain in your body after surgery. This is known as adjuvant therapy. But it all revolves around the surgery that will literally cut the cancer out of your body.

Your surgeon will be the first person you meet from your medical team. It will be your surgeon who breaks the news that the symptom you’ve been worried about is, in fact, cancer. For this appointment, when your diagnosis is explained to you for the first time, they may suggest in advance that you bring someone with you. This is a good idea for all of those early surgical and oncological appointments. If you can, always take someone along because, as soon as you hear the words ‘you have cancer’, your brain fails to take in anything else. You need another pair of ears at most of those initial planning appointments, and another person to ask questions that you might not think of in the moment as your brain scrambles to keep up. And you can always record the meeting on your phone to listen to later, if you need to.

Whether you have surgery before or after chemotherapy, or only surgery without the need for chemo, will depend on several factors. These include the type of breast cancer (more on which shortly) and the stage and grade of the tumour.


STAGES

Most people know that stage four means the cancer has spread (or metastasised) from the breast into another part of the body. Once this has happened, there is no cure, and treatment is designed to manage the cancer for the rest of your life. This is known as secondary, or metastatic, breast cancer, and people can live with it for years. (For more information on this, turn to the chapter Secondary Breast Cancer)

The majority of breast cancers are diagnosed between stages one to three, known as primary breast cancer, and can be treated with curative intent.

Here’s how the stages are defined:

Stage one usually means that the cancer is small and contained within the breast.

Stage two usually means that the tumour is slightly larger but hasn’t started to spread into the surrounding tissues. Sometimes stage two means that cancer cells have spread into the lymph nodes under your arm (known as axillary lymph nodes).

Stage three means the cancer is larger again. It may have started to spread into surrounding tissue, and there are cancer cells in the axillary lymph nodes.

Here in the UK, you might also hear people talking about T1 and T2 tumours. This is simply another way of describing the stage of the cancer using the TNM system, which stands for tumour, node and metastasis.


	T1 means that the tumour is two centimetres across or less.

	T2 means that the tumour is more than two centimetres but no more than five centimetres.

	T3 means the tumour, or tumours, are bigger than five centimetres across.

	T4 means the tumour has spread to another part of the body, or is inflammatory.



For example, my breast cancer was stage three because there were two separate tumours in the same breast (this is known as multifocal); one nearly four centimetres, and the other slightly smaller, so a total mass of around seven centimetres. There were also cancer cells identified in two of my right axillary lymph nodes. Had I only had one tumour, then it might have been considered stage two, even with lymph node involvement.



Grading is from one to three, with three being the fastest-growing. If your tumour is grade three, as mine was, don’t panic, that’s not necessarily a bad thing. More aggressive tumours can often react better to treatment than slower-growing ones.


TYPES OF BREAST CANCER

This is where it gets complicated. I have seen people’s eyes glaze over when they’ve asked me what my diagnosis of ‘triple negative’ means and I’ve launched into a description. You can’t really describe triple negative breast cancer without first explaining other types of breast cancer, as it is defined by not having those features. The main types of breast cancer that you will hear about are categorised by the proteins and hormone receptors that are present (or not) in the tumour. Here’s a rundown of them:


	Hormone receptor positive cancers include ER+, where the cancer cells contain oestrogen receptors, and PR+, where the cells contain progesterone receptors (although PR+ tumours are usually also ER+). These account for around 75 per cent of cases. As well as surgery, radiotherapy and/or chemotherapy where necessary, they can be treated with hormone treatments, also known as endocrine therapy. These include tamoxifen, letrozole and Zoladex.

	HER2 breast cancer means that the cells have a high level of human epidermal growth factor receptor 2. This accounts for around 10–15 per cent of cases and can be treated with targeted drugs like Herceptin and Perjeta, often given in combination as an injection called Phesgo.

	Triple negative breast cancer (or TNBC) means that none of the three factors above apply, so the cancer is oestrogen and progesterone receptor negative and HER2 negative. This also accounts for around 10–15 per cent of cases, and is most common in young (by which I mean premenopausal) women. People with TNBC are more likely to have an inherited gene mutation and will usually be offered a blood test to check for mutations in the genes BRCA1 and BRCA2. If you have genetic testing, there are other less common mutations such as TP53, PALB2, ATM and CHEK2, so it’s good to be tested for as many as you can. Traditionally, there have been fewer targeted treatments available for TNBC than there have been for other types of breast cancer, although, in 2022, an immunotherapy drug called pembrolizumab was approved for use within the NHS, improving outcomes for patients with primary TNBC.

	Within these categories, there are many more factors to consider. For example, HER2-low cancers can be hormone receptor positive or triple negative, and different targeted treatments (such as the relatively new drug Enhertu) can work in that instance. And, yes, if the tumour is ER+, PR+ and HER2+, it’s described as triple positive – which means you could get the triple whammy of chemo, Phesgo and hormonal treatments. That sounds grim, but it’s really giving you the very best chance of zapping your cancer for good.

	You may also hear people talk about lobular or ductal breast cancer, which simply describes where the cancer originated. Lobular breast cancer is less common, and it starts in the cells that line the lobules (or glands where breastmilk is produced), rather than in the ducts, which are the little tubes that carry milk to the nipple. This is important to be aware of, if only because lobular breast cancer rarely presents as a lump. It’s more likely to be a thickening or swelling of the skin, or a change in the nipple such as becoming inverted. Then there are rarer types, such as inflammatory breast cancer, where the cancer cells have blocked lymph ducts in the breast, so it may become red, swollen and hot to touch. Treatment for these cancers will still depend on the proteins and hormone receptors, as above.





I know that sounds confusing, and you absolutely do not need to know everything about every type of breast cancer. But it’s good to be aware of the differences, so that you can get relevant-for-you information, otherwise it can be easy to get bogged down and overwhelmed. Focus on getting through your own treatment, and try not to compare your experience to other people’s. There are so many different variables and factors at play and, while it’s good to understand the different treatment options available and keep an open dialogue with your oncologist and surgeon, you should also trust in the process.

If you have private healthcare, you have a choice to make. Some people with private health insurance decide to be treated on the NHS as, soon after the initial diagnosis, they may find things moving quickly and feel that switching to private care might actually slow the process down. Also, there is sometimes a financial incentive from health insurers if you access care on the NHS, which can be important if you’re taking a long period off work. In my case, I didn’t have private health insurance, and was gutted to learn that a new immunotherapy treatment was available privately for TNBC, which was not yet being used within the NHS. Since then, that drug (pembrolizumab) has been approved for NHS use. So, had I been diagnosed two years later, my treatment would have been pretty similar whether private or NHS. Everyone’s situation is different, so it must be your decision.


DIAGNOSTIC SCANS

By the time you pick up this book, you will probably already have had a mammogram and an ultrasound before the biopsy to diagnose your breast cancer. After diagnosis, you will likely then have other scans, the purpose of which is to check that the cancer has not spread elsewhere in the body. Don’t worry if you don’t have all of these; different doctors prefer different types of scan. For example, throughout my entire diagnosis and treatment, I have never had a PET scan, which my oncologist said was not necessary if I’d had an MRI and CT. Ask your surgeon or oncologist about their decisions on the scans they have advised in your particular case. Here is a quick need-to-know rundown for each of them.

Mammogram: An X-ray for breasts, during which you are naked from the waist up. The mammographer will place your breast onto the machine, and it will be squeezed between two pieces of plastic to keep it still while the X-rays are taken.

Ultrasound: The sonographer will put ultrasound gel onto the skin, and then move the probe across it, while high-frequency sound waves produce an image of the inside of your breast. This can assess a larger area than the mammogram.

MRI: Magnetic resonance imaging takes pictures of your breast tissue using magnetic fields and radio waves. You will have a cannula in your arm or hand, through which a contrast dye is injected during the scan. The dye helps create clearer images that outline abnormalities more easily.

CT scan: Like an MRI, computerised tomography scans are useful after your diagnosis to look for any breast cancer deposits (or metastases) elsewhere in the body. Again, you will have a cannula inserted to administer a contrast dye that shows up body tissues more clearly.

PET scan: Positron emission tomography scans allow doctors to see metabolic processes in the body, and any disturbance of these processes by disease. A PET scan is often carried out alongside a CT scan, known as a PET/CT.



Your plastic surgeon

Depending on what kind of surgery you have, and if you want reconstruction after a mastectomy, you may also meet a plastic surgeon. Their specialism is making your body feel like yours again. NHS care has come on leaps and bounds in this area, and your team should be sensitive and aware of the psychological trauma of losing one or both breasts.

Most people will meet their breast surgeon and their plastic surgeon separately but, if you’re lucky, you may get one of the handful of surgeons in the UK to be trained in both plastic surgery and breast surgical oncology.

Miss Georgette Oni (surgeons are bizarrely always ‘Miss’ or ‘Mr’ rather than ‘Doctor’) is one of them, specialising in oncoplastic breast surgery at the Nottingham Breast Institute. Initially training as a plastic surgeon specialising in reconstruction, she expanded her remit because she wanted to be involved in patient care from the beginning. ‘I truly believe that if all the elements are there at your diagnosis, then you’re more likely to have the best possible journey, during what is already a very difficult time,’ she says. ‘Where I work, we have three plastic surgeons that do breast oncology, but it’s actually very rare to have that. Which is a shame because studies show that if your breast unit is attached to a plastic surgery unit, it opens up the choices that patients have, and it makes such a difference to their experience of reconstruction.’

My personal experience speaks to this, because I found that my breast surgeon told me one thing, then it would take a week to get an appointment with the plastic surgeon, who would tell me something different. Having the same person cover both areas, or even speaking to them together would have been brilliant.

‘It’s a big issue, plastics and breast surgeons not being in the same room,’ Miss Oni says with a nod. ‘In Nottingham, even if you don’t have the plastic surgeon and the breast surgeon in one person, we actually do all of our reconstructive clinics together anyway. Unfortunately, there are many more breast units than there are plastic surgery units so, in some parts of the country, your plastic surgery unit might be 20 or 30 miles away from where you live.’

If this is the case for you, then don’t feel as though you have to rush into any decision about surgery. Give yourself time to speak to your plastics team and think about your options, before making sure that you are completely happy. The plastics team is there to put you back together again, which is rather an important job. Should you want them to, of course. Some women prefer to have an aesthetic flat closure.

‘If you don’t want to have reconstruction, then you’ll be flat and there will be scarring,’ says Miss Oni. ‘But, with the latest techniques, we try to make that scar sit as flat and as low as we can, because that helps with overall aesthetics, and also in terms of prosthesis fitting if you choose to do that.’

For this type of surgery, you’re unlikely to need a plastic surgeon, as most breast surgeons will be conversant with the appropriate oncoplastic techniques to improve the aesthetic look of your flat closure.

All of this will be a conversation that you have with your surgical team. To illustrate how far we’ve come, my nan was diagnosed with breast cancer at a young age (in the 1950s) and she had no option of reconstruction. She described not fully understanding the surgery she was about to undergo and, believing that they were just removing the tumour, was shocked to wake up and learn they had removed her entire breast. There was no conversation at all about the psychological impact. She was given a beanbag to put in her bra, and sent home. Of course, she just got on with it, and my mum remembers the beanbag drying on the radiator when she was a child. However, after Nan’s second diagnosis in the 1990s, when reconstruction was an option, she was much older and announced that she would rather go flat and wear a vest ‘like a man’. It breaks my heart to think of her putting a beanbag in her bra, when she might have been so much happier with reconstruction, or even the option of a risk-reducing bilateral mastectomy (even back then, we had a family history of breast cancer).

These days, reconstruction takes many forms. ‘In terms of total reconstruction, your options are either using a foreign body or using your own body,’ explains Miss Oni. ‘A foreign body is obviously an implant, and using your own body is called autologous reconstruction.’

The best-known type of autologous reconstruction is DIEP flap, where the new breast is moulded out of fat from another part of your body, usually the abdomen. Both options have pros and cons, although using your own tissue has been shown to result in greater satisfaction with the results long-term. However, the vast majority of people still have implants. Why? Well, for one thing, not everywhere has access to plastic surgeons able to perform DIEP flap reconstruction, so that might not even be a conversation for them. Also, you need to have enough abdominal tissue to create the new breast, so very slender women might not have it as an option. Nevertheless, you













































	IDC = invasive ductal carcinoma

	BI-RADS = breast imaging reporting and data system

	G 1–3 = the cancer’s grade, so G3 is grade three

	NMBS = nuclear medicine bone scan

	ALNC = axillary lymph node clearance

	NKDA = no known drug allergies

	SACT = Systemic Anti Cancer Therapy Dataset, the national collection of all cancer chemotherapy data for the NHS in England

	PS 0–4 = PS stands for performance status, and the number shows how much support you need. PS0 means you’re active, and PS4 means completely bedridden, with PS1–3 representing a sliding scale in between.
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