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Introduction

Life after breast cancer

Hello and welcome to After Breast Cancer: A Recovery Handbook. The sequel – of sorts – to my first book, Ticking Off Breast Cancer. This book is for anyone who has finished treatment for cancer. Whilst it’s focused on issues arising after breast cancer treatment, it’s equally applicable to anyone who’s had any type of cancer. This book is:


	a companion for those of you who’re in the post-treatment period and feeling like you’re the only one who’s going through a tough time

	an aide for those of you who are confused about how you’re feeling and are trying to make sense of what’s going on

	for anyone who has finished treatment for cancer – whether last week, last month or years ago

	a guide for those around you, your family and friends, to understand what you’re going through.



The book focuses on the challenges faced by someone after breast cancer, but it will also provide advice and insight to anyone who has finished cancer treatment – whether breast cancer or another type of cancer.

Some statistics to start us off

Before I tell you more about this book, I’d like to mention some statistics in order to put into context, why there is a need for a book such as this. Contrary to what you might have thought before you had cancer, a lot of people who are diagnosed with cancer do not go on to die from it. Survival rates differ greatly between types of cancer, depending on the ease/difficulty in diagnosing and treating the different types of cancer, but looking at cancer patients as a group, a significant proportion of people who are diagnosed with cancer in the UK, will survive for five, ten or even more years after treatment.

According to Cancer Research UK,1 50 per cent of all people diagnosed with cancer in England and Wales will survive for at least ten years. In fact, Cancer Research UK’s statistics show that 78 per cent of all women diagnosed with breast cancer in England and Wales will survive at least ten years. Thanks to modern advances in cancer medicine, more and more people are having their cancer successfully removed and are living beyond cancer.

All this is amazing, fantastic and wonderful. It truly is. However, despite more people having successful treatment and living beyond cancer, the impact of having had a cancer diagnosis and having gone through treatment is still enormously significant for them. Every one of these people has sat in a plastic chair somewhere deep within the maze of a hospital and heard the words, you’ve got cancer. They’ve lived through a hellish time of scans, appointments, blood tests, surgery, chemotherapy, radiotherapy and quite possibly a raft of other treatments. Some of these people may need to continue to take medication to help prevent the cancer from returning and some will be undergoing some form of regular medical review, for example annual mammograms for people who’ve had breast cancer. Even though their treatment has been successful, these people will all have been impacted – to differing extents – on a physical, emotional and mental level by the fact that they have had cancer.

Everyone is different

The impact of having had cancer and going through cancer treatment affects people in different ways. I tend to think of the spectrum of impact as a scale: on one hand there are those for whom having had cancer causes minimal or no emotional impact and only a short period of physical side-effects. Once they’ve got over any side-effects, they quickly return to their pre-cancer life as if cancer had not happened.

On the other hand, there are those people for whom the impact of having had cancer will never go and they are affected by it for the rest of their lives whether on a physical, emotional and/or mental level. It’s all-consuming and affects many aspects of daily life.

And then you have everyone else – the majority of people – who are somewhere in between these two extremes. People for whom having had a cancer diagnosis causes some emotional and mental health challenges together with some physical issues that can hang around for a period of time after the end of treatment. People for whom finishing cancer treatment isn’t quite the end of their cancer experience that they’d hoped for, but for whom it’s just the start of a new – somewhat difficult – chapter in their lives. Yes, it’s true that there is a minority group for whom nothing is changed by cancer – but they’re not reading this book. You’re reading this book because something has changed. You will fall somewhere between these two extremes.

What next?

When you get to the end of cancer treatment and you realize that it’s not a simple case of picking up life where you left off before you were diagnosed with cancer, it can invoke a huge range of emotions from frustration to anger to grief to loss. In fact, reaching the end of treatment and realizing that there’s a lot more to ‘moving on’ than you might have thought can be pretty scary. You might feel like you’re the only one struggling with this stage; that nobody understands how you’re feeling and you’re unsure where to turn to for help.

This is where this book comes in. It’s a book for all of you who’ve finished treatment and realized that moving on with your life isn’t going to be quite as straightforward as you’d expected – or hoped.

What is this book about?

This book is a heads up of what to expect when the treatment ends. It explores some of the challenges that you may face as you embark on – and move through – this stage of recovery, and even challenges that might remain after weeks, months or years. Not everyone will experience all of them, and there may be some challenges not covered by this book. But the aims of this book are to:


	share some personal anecdotes of other people’s experiences so that you know you’re not alone in how you’re feeling;

	explain, with the help of some experts, that the emotions and feelings that you’re experiencing are normal at this stage of treatment;

	provide you with some practical advice, coping mechanisms and tools to start processing what you’re going through.



This book doesn’t pretend to answer all the questions or deal with all the issues experienced by everyone. It’s a starting point from which to do your own research, talk to people who can help you and set your own agenda for recovery. It recognizes that everyone’s experience is different but it addresses the common issues felt by people who’ve had cancer.

How to use this book

I recommend that you read the book in its entirety, however if you’ve only recently completed your cancer treatment you might find it slightly overwhelming to immediately read this book from cover to cover. Instead, it might help to take a chapter at a time. However, it’s important to be aware that sometimes it can be hard to address a single challenge on its own and sometimes addressing one thing might bring up other feelings that you haven’t previously addressed.

Whilst each chapter deals with a different challenge, in reality each challenge is often interconnected and linked to the others. It’s important to look at the whole picture of what you’re going through and keep that in mind as you move forward with your recovery.

Each chapter includes some suggested exercises or action points that will help you deal with the challenge covered in that chapter. Whilst working through the exercises in one chapter, you might find that these bring up some other feelings. Let me give you an example. Imagine you are feeling guilty for being a burden on your elderly parents during your cancer treatment. You’ll read the chapter on guilt and then start to work on the exercises described in that chapter. This might make you realize that actually your feelings of guilt relate to feelings of vulnerability and a loss of control. And as you start to sit with these feelings, you might notice that they stem from your fear of a cancer recurrence. And when you start to think about recurrence you notice your heart beats faster and your palms get all sweaty. You lose focus on what you’re doing and you might feel so overwhelmed that you decide to put this book down and get a glass – or three – of wine to try to relax. As you can see, just by thinking about the guilt you’ve been feeling, you’ve strayed into other complex feelings of vulnerability, loss, lack of control, fear of recurrence and anxiety. And this can feel overwhelming. But don’t panic and don’t give up. Maybe take a break, have a cup of tea, do some exercise, sit in the garden, go for a walk or bake some – healthy – cookies. Then, a little later in the day or in a few days’ time – you can come back to the exercises refreshed and ready to work on them.

At the end of each chapter is a checklist recapping the key points covered in the chapter so you can refer back to the checklists as and when you need a reminder of the insights and advice given on a particular issue. Also at the end of each chapter is a page for your notes. You can write notes about how you relate to the insight given in the chapter; you can write about how you feel after reading that chapter; you can write about your experience relevant to the issues raised in the chapter; and you can write notes about how you plan to address any issues that come up after reading the chapter.

Towards the back of the book is the Toolkit. The Toolkit is full of practical advice and strategies for coping with and dealing with the challenges you face as you move through this stage of recovery, as discussed and suggested in each of the chapters. You’ll find breathing exercises; mindfulness exercises; affirmations; advice on journalling and writing including writing prompts and writing a gratitude journal; and tips for creating a healthy bedtime routine.

There are plenty of resources listed in the Useful Resources section at the back of the book: places where you’ll find help and support for dealing with the issues you face at the end of cancer treatment.

This isn’t a medical reference book. It’s worth noting that whilst there is some expert and professional advice in each chapter, this book is intended to be your starting point from which you can then move forward with your recovery – perhaps by using some of the tools in the Toolkit but also perhaps by recognizing where you might need some professional help.

Reaching the end of treatment and moving forward with your life is far more complex than many people expect and it’s perfectly normal to feel scared and confused rather than elated. In fact, even just sitting with uncomfortable thoughts can be incredibly tricky. So always remember, if you’re struggling, it’s important to seek professional help: talk to your doctor, your oncologist, oncology nursing team, psychologist or counsellor.

Recovering from cancer treatment doesn’t have a time limit. Cancer can send out ripples long after treatment has ended so you might be reading this book because you are still experiencing some of these challenges at some point down the line after treatment – months or even years. That’s fine. This book is for you too.

Who am I?

You might be wondering who I am and why I’m writing a book about life after cancer. Well, I was diagnosed with primary breast cancer in 2016 at the age of 42. I went through surgery, chemotherapy, radiotherapy and targeted biological therapy (Herceptin). I’m still on hormone therapy (Tamoxifen) and I expect to continue to take this for a total of ten years. After my treatment I set up a website to support people going through breast cancer treatment and beyond – www.tickingoffbreastcancer.com. In 2019, my first book was published, Ticking Off Breast Cancer, which is part memoir and part self-help giving a heads-up of what to expect from breast cancer treatment together with plenty of practical advice (and checklists) for getting through the treatment. In 2021 I joined the Future Dreams Breast Cancer Charity family to run the support section of their website. And I’m also a writer, speaker and general advocate on the topic of cancer.

Why did I write this book?

Whilst going through my breast cancer treatment I would dream of getting to the end of radiotherapy, having a big party to celebrate, taking a few weeks to properly recuperate and then hopping back onto the conveyor belt of normal life where I’d left off the day I’d been diagnosed. I honestly thought that with a few extra weeks off work to build up my strength, I’d be back in the saddle of normal life within a month of the end of treatment.

But when it came to it, that’s certainly not what happened. For a while I couldn’t quite understand why life didn’t go straight back to the way it had been before cancer. I thought there was something wrong with me … the intense fatigue, the non-stop crying, the panic attacks, the inability to sleep, the fear of recurrence, the heightened anxiety, the guilt, the loss of confidence and the fear of leaving the house. This wasn’t meant to be happening. I was meant to feel elated and relieved. I hadn’t been prepared for any of this and I didn’t know how to cope with it all.

But now, five years down the line, I know that everything that I went through was 100 per cent normal and, in fact, the vast majority of cancer patients experience most, if not all, of the difficulties I was experiencing. I also realized that, in fact, there are plenty of challenges that I didn’t personally experience but which other people were experiencing. We’re all different and there are a lot of challenges being faced by people as they try to move forward with their lives after cancer treatment. Not everyone experiences everything, but there are certainly some areas of commonality.

During my recovery and in my work within the breast cancer community over the past few years, it struck me that whilst we’re all facing challenges to differing extents, the support for these challenges is mixed depending on where you live, the hospital at which you had your treatment and the availability of local support. Support is out there: sometimes we’re informed about it by our medical team, but sometimes we’re not. It’s often down to us to find it but this all relies upon us knowing what to look for, where to look for it and how to access it. Which can be easier said than done.

So, I’ve created this book for anyone getting to the end of treatment and not knowing which way to turn. It’s really a guide. A guide to addressing the challenges faced after cancer treatment – specifically breast cancer treatment. It will help you identify what you’re going through; show that you’re certainly not alone in experiencing these challenges; help you understand why you’re going through them; and give you some advice for dealing with them.

The book’s credentials

I’ve had breast cancer. I’m moving on and I’ve experienced many of the challenges covered in this book. But this book isn’t about me. Part of running a breast cancer support website over the past few years has involved talking to lots of people about this stage of cancer recovery. I’ve talked to lots of people who’ve been through cancer. I’ve talked to people who finished treatment last week and to people who finished treatment over ten years ago, plus plenty of people in the middle. As part of my specific research for this book I interviewed over thirty women2 of all ages and backgrounds, about their experiences after completing primary breast cancer and moving forward with their lives.

These women3 are all at different stages of post-treatment with some only just having completed their treatment and others having finished treatment a number of years ago. They had different types of breast cancer, different treatment plans at different hospitals, different side-effects and have experienced (or are still experiencing) different challenges. But there are a lot of commonalities across their experiences and these are the challenges I’ve included in this book: anxiety, losing a safety net of treatment, fear of recurrence, trauma, flashbacks, loss, grief, loneliness, loss of confidence, loss of trust, guilt, the impact upon the rest of the family and lingering physical challenges. In this book you will find personal anecdotes from these women and reading about their experiences will remind you that you are certainly not alone in what you’re going through.

Given that I’m not an expert at moving on with life after cancer – I’m not a psychologist or a counsellor or medically trained in any way – all the expert and professional advice in this book comes from real experts and professionals. Research for the book involved talking to a range of professionals,4 including an oncologist, an oncology nurse, a clinical psychologist, a psycho-oncology counsellor, a confidence coach and a life coach: all of whom are well placed to give insight and advice on coping with the hurdles you may face as you try to move on from cancer. The advice and insight contained in this book comes from them.

I hope that you’ll find encouragement, advice, hope and a little bit of hand-holding in the pages of this book.

Wishing you all the very best, with much love,

Sara x


Life doesn’t come with an instruction manual

Someone once told me that life is like a complicated model – for which you have no instruction manual – constructed out of thousands of little Lego bricks. You know the little building bricks of varying colours, shapes and sizes that can be bought in packs to build all sorts of amazing structures from well-known landmarks to famous fictional spaceships and even entire towns? Well, imagine this … for as long as you can remember, you’ve been building your life model from these little bricks. It’s in pretty good shape. There might be a couple of parts stuck together with glue and tape and some parts may look a little different to how you’d planned when you started out building the model, but on the whole it’s looking good. You’ve got it on display up on the sideboard where you add to it and change it from time to time, following the pattern of your life.

But then, one day, cancer comes along and knocks your model off the sideboard causing it to shatter back into all those little individual bricks. For a while cancer takes up a lot of your time and attention as you go through treatment, so you can’t do anything about the shattered model and all the little bricks that are strewn across the room.

Then, cancer treatment comes to an end and it’s time to pick up all those little bricks and rebuild your life model. There’s no instruction manual and so you have to work out how to rebuild it. In doing so, you soon realize that the process of rebuilding your model is actually quite complicated. You can’t quite remember how some of the bricks fit together, some of the bricks are now missing and some of the bricks don’t fit back together like they used to.

As you struggle to rebuild your model, you notice that you’re not building the same model as before, yes there are some similar parts and some of the old parts are still there, but this version of your model is looking quite different to the old model – in fact you hardly even recognize parts of it.

Some parts of this new version of your model are particularly tricky to construct and you need help, but it’s okay because there’s actually a line of people queuing up to help you: family, friends, colleagues, neighbours, new friends you’ve made during cancer treatment, your oncologist, other members of the medical team from your hospital and maybe a counsellor or therapist. Some of them arrive with little bricks to slot into the new version of the model and some of them bring the glue or sticky tape to help keep the model together.

Gradually, with some hard work on your part, a few ups and downs along the way and plenty of tears, you manage to rebuild your model out of the thousands of shattered pieces. Some of you end up with models that look similar to the old version, whilst others of you create completely different models from those you had before cancer. Your model will inevitably alter over time, as you move forward in your life: it will take some hits, lose some bricks, gain some bricks and quite possibly need more glue and tape. But something is certain, even if it’s a bit wobbly in places, there won’t be a single day when you’re not thankful for your model.
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