

[image: cover.jpg]



After Breast Cancer

A Recovery Handbook

A guide for moving forward and navigating your way through post-treatment life after breast cancer

SARA LIYANAGE

[image: image]


Acknowledgements

This book is a collaboration effort and without the input of my contributors – interviewees and experts – there wouldn’t be a book. I would like to say a huge thank you to all the women who spoke to me about their experience of life after breast cancer treatment: Amy Gates, Carly Moosah, Cathy Murphy, Emily Jones, Fi Donnison, Gabi Holbrook, Gloria Nelson, Iyna Butt, Jo Hammond, Jo Long, Julie Wimberly, Juliet Fitzpatrick, Kate Ware, Kathryn Hulland, Laura Dampney, Leanne Pero, Lindsey Cave, Mary Perry, Melissa Golding, Molly Slominski, Natasha Whelehan, Nevo Burrell, Nina Lopes, Rachel Bayliss, Rachel Le Mesurier, Ruth Lavendar, Sara Green, Tasha Horner, Toni-Ann La-Crette and Vicky Tarran. I am so grateful to every single one of these women who opened up and talked to me at length about the challenges and difficulties they have faced since completing their treatment. Their honest – and often emotional – accounts are what have shaped this book from the outset.

I would also like to say an equally huge thank you to the group of experts who provided their professional insight and advice for each of the chapters: Allie Morgan, Anne Crook, Barbara Babcock, Dr Jane Clark, Lyndel Moore and Dr Sophie McGrath. I spent many hours – often on multiple occasions – talking to this team of experts and I’ve had numerous e-mail exchanges with each of them. I am immensely grateful to them for their time, patience, understanding and constant support.

I would also like to thank everyone who has supported me during the process of putting this book together, by reading and sense checking drafts and allowing me to run ideas past them.

Thank you to the Future Dreams Breast Cancer Charity for their constant – amazing – support with this project.

And importantly, a very big thank you to Victoria and the team at Sheldon Press for believing in this book, taking it – and me – on, and creating something that will help those people who are finishing their breast cancer treatment and struggling with navigating their way forward.


Contents

Introduction

Life doesn’t come with an instruction manual

  1   At the End of Treatment

  2   Finishing Treatment and Post-Cancer Follow-Up

  3   The Loss of a Safety Net and Lack of Purpose

  4   Anxiety

  5   The Fear of Recurrence

  6   Why Me?

  7   Flashbacks and Post-Traumatic Stress Reactions

  8   The Physical Reminders of Breast Cancer

  9   Changes to your Physical Appearance

10  The Menopause and Hormone Therapy

11  Loneliness

12  Loss and Grief

13  Loss of Confidence

14  Trusting your Body after Cancer

15  The Impact of your Cancer on your Family

16  Guilt

17  The New Normal

18  Reflecting on Life’s Priorities

The Toolkit

Useful Resources

Signs and Symptoms of Secondary Breast Cancer

Contributors to the book

Endnotes


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.


1

At the end of treatment

Facing physical, emotional and mental challenges after cancer treatment


‘Cancer affects your body, but it also messes with your emotions and feelings. I’m still learning that sadness, guilt, fear, and anxiety are all normal. It’s like a grieving process and I’m learning to cope with the changes in my life. I think it’s important not to ignore these feelings but to talk about them and share them with others’.

Amy



So, your cancer treatment has ended. You’ve successfully completed weeks, months, possibly years of medical treatment for cancer, and finally your medical team has sent you on your way. Hooray!

To mark the end of treatment, you might have rung the ‘end of treatment bell’. You know, those bells on the wall of the chemo ward that get rung when someone finishes treatment while their family and the nurses stand around clapping and taking photos. You might have taken cakes to the hospital to mark the last treatment and to thank the nurses. Your family and friends may have held a celebratory party for you. You might even have been on an amazing holiday with your loved ones or your fantastic tribe of supporters who’ve been there by your side since the day you found out that you had cancer. Or you might not have marked the end of treatment in any way other than with a nice hot drink and a bar of your favourite chocolate in front of the telly.

However you choose to mark the end of treatment, there is no doubt that this is a major milestone: it’s a point at which you can let out the breath you’ve been holding in since you were told you had cancer. You can unhunch your shoulders, relax your jaw and breathe a huge sigh of relief because, of course, there’s an enormous relief that treatment is over and that you no longer have to undergo those horrible chemo infusions, have radiation administered to part of your body or have needles regularly pushed into your veins for blood tests, cannulas and injections. After all, cancer treatment is undoubtedly unpleasant and it will never be top of anyone’s list of ways to spend their time.

Not only is having treatment for cancer highly unpleasant, it’s also incredibly exhausting: travelling to hospital every day or every week is tiring; having chemo, immunotherapy or radiotherapy is tiring; coping with side-effects is tiring; and allowing your body to recover and rejuvenate is tiring. It is, quite honestly, tiring being tired.

In addition to not having to undergo actual treatment any longer, it’s also a relief not to have to visit the hospital quite as frequently. During treatment, some of you will have been at the hospital every day whilst others will have been less frequently – perhaps weekly or every few weeks. No matter how frequently you visited, it’s unlikely that you ever got used to, or felt completely comfortable with, the antiseptic smell and sterile atmosphere of a hospital. It’s a place where ill people go. And nobody wants to be ill.

With the end of treatment there may also be relief that the immediate side-effects of treatment are easing – maybe less nausea, maybe fewer headaches and maybe it’s easier to sleep. Not having day-to-day life dictated by hospital appointments will also be a relief and perhaps there will be time for the more important things in life, like seeing family, spending time with your children, socializing with friends and getting back to work.

So, the fact that you don’t need to keep going to the hospital to be prodded and poked is surely a good thing, isn’t it? Yes, it’s a huge relief to no longer have to go to hospital to have treatment, but, in reality, it’s common for this relief at finishing cancer treatment to be countered by a number of challenges.

A myriad of challenges

Being faced with a myriad of physical, emotional and mental challenges at the end of treatment, might come as a bit of a surprise to some of you. Perhaps even an outright shock. As you went through treatment, the focus was most likely – and rightly – on getting rid of the cancer. Very little consideration is usually given to what will happen once treatment comes to an end and when it comes, there is often a distinct difference between how you expect to feel versus how you actually feel.

It’s quite possible that it’s only now – at this point after treatment – that you fully recognize the enormity of what you’ve just been through. And with this realization comes an influx of physical, emotional and mental challenges. In fact, in almost every chapter of this book you will read that part of the reason you’re only now experiencing these challenges is because it’s only now that treatment is over – and you’re off the treatment conveyor belt – that your brain has the space to start thinking about, and to process, what you’ve been through and what you’re currently going through.

Emotions and feelings

Some of the normal emotions and feelings that you might experience at this stage include:


	a shock realization at what you’ve just been through

	fear at losing the safety net of hospital contact and treatment coupled with uncertainty and unease about what happens now: you may feel lost with no regular reassurance from your hospital team

	a lack of direction or purpose now that the busy period of going to hospital is over and you have more time on your hands

	loneliness because your friends and family may not understand how you’re feeling – they might expect you to be ‘back to normal’ whilst in fact you may feel far from normal

	conflict with your partner/spouse because they may think that you should be getting over cancer and bouncing back, whilst in reality you might still be feeling the impact of cancer

	fear that the cancer hasn’t actually gone and confusion as to how the medical team can know, with certainty, that you no longer have any cancer in you

	sadness at what you’ve been through, what you’ve lost and how you’ve changed

	guilt that you’ve reached the end of treatment whilst other people (some whom you may know and others you don’t know) have either died from cancer or have incurable cancer

	disappointment that despite being told that treatment has been successful, there’s no guarantee that the cancer won’t come back

	helplessness and a lack of control: if you couldn’t control the growth of the cancer within your body in the first place, how can you control it from coming back?

	a feeling of living on borrowed time together with a passionate need to live life to its fullest and best

	anxious feelings, thoughts and emotions which extend beyond cancer and into normal day-to-day life

	loss and grief about the things you’ve lost during cancer treatment, whether this is the loss of the ability to have children, the loss of a chunk of your life or the loss of friendships

	fear that the cancer will come back, and that it will come back as incurable cancer

	a need to return to normal life but an uncertainty as to what is normal life

	anger at getting cancer; anger at what you’ve had to go through; and anger at the impact it’s had on your life

	a loss of confidence in yourself and a loss of trust in your body

	a feeling that you are a stranger in your own body

	self-loathing and disgust at changes to your physical appearance

	frustration at trying to build yourself back together after treatment only to keep coming across hurdles and difficulties in the process

	overwhelmed and confused: your brain might be overwhelmed with spiralling, uncontrollable thoughts

	guilt for putting your family through the stress of your cancer; guilt at not being able to be ‘you’ as you went through treatment; guilt at getting cancer in the first place; and guilt for being a burden to friends

	flashbacks to particularly stressful times during treatment and at the point of diagnosis

	a feeling of depletion and generally feeling drained from all the difficult emotions and feelings

	disorientation and feeling like you no longer fit in where you used to feel comfortable – be that with friends or at work

	that you are having an internal struggle between who you were before cancer, who you are now and who you want to be

	uncertainty about how to move forward with your life.



There are so many emotions and feelings swimming around at this stage. Sometimes these emotions and feelings are all jumbled together in one big squishy mush and it can be hard to pinpoint exactly what’s going on. You may not be used to experiencing these sorts of emotions and feelings, and a lot of them might be completely new to you. You may not be able to label how you’re feeling, why you’re feeling a particular way and thus what to do about it. But don’t worry, this is all completely normal and perfectly understandable.

Physiological feelings

Accompanying the various emotions, you might also be experiencing some of these physiological – physical – feelings:


	Your stomach might be doing somersaults.

	You may have butterflies constantly in your tummy.

	You may be going to the toilet more often or feeling nauseous.

	Your heart might be thumping in your chest so loudly that you think other people might hear it.

	Your breathing might be shallow or you might keep catching your breath.

	You could be feeling tingly or shaky.

	You might be getting headaches and a tightness in your chest.

	You might find yourself crying for no reason, crying uncontrollably and crying for days on end.



Lingering physical side-effects

And on top of any physiological feelings, you may still have some lingering uncomfortable or painful physical side-effects from treatment, like:


	intense fatigue

	debilitating brain fog

	pain or discomfort from surgery

	radiotherapy reactions to the skin

	bone and joint pain from chemotherapy or hormone therapy

	hot flushes from hormone therapy or an induced menopause

	lymphoedema

	cording from auxiliary node clearance

	peripheral neuropathy

	scar pain or discomfort.



Coping

That’s a hell of a lot to have to cope with. And it’s a hell of a lot to have to cope with all at the same time. And it’s a hell of a lot to have to cope with after your body has very recently been through the cancer-mill! I mean, even if you’re just experiencing a few things from each of those three lists, it’s a huge amount to deal with.

Dealing with the physical, emotional and mental impact of having had cancer takes time and energy – but there isn’t always much of this after treatment. Yes okay, I know you’re no longer going to hospital as frequently, but that just means that regular life and regular responsibilities are starting up again: back to work; back to walking the dog; back to the school run; back to food shopping; back to preparing meals; back to everything that either you had help with or didn’t get done whilst you went through treatment. How can you possibly process the emotional fall-out of treatment and the lingering physical side-effects while you’re trying to grapple with everything that regular life brings with it?

And what about everything else that forms part of regular life – exercising, returning to your personal interests and seeing family and friends? You’re probably wondering how and when you’re ever going to feel up to socializing again – will you ever have the energy to socialize again, and if you do will there still be invitations seeing as you might be turning down more invitations than accepting at the moment?

You might also be feeling slightly awash with cancer. After all, it’s been a huge part of your life for the past few months or years while your life has been prescribed by the treatment and the side-effects from treatment. Not only have you talked about and thought about cancer for close to 24 hours a day, it’s highly likely that this has been the main topic of conversation with those around you. So, it’s unsurprising if you’re now feeling defined by cancer.

And whilst all of this is going on, despite feeling far from normal, you’re probably trying your best to look normal to those around you. It’s likely that you’re putting on a positive front – your brave face – for the rest of the world to see, while inside you feel like you’re falling apart.

So where on earth do you start, in terms of recovery? Some of the things that you might like to do at this stage are:


	pretend it never happened

	run away

	get drunk

	hibernate

	move to a deserted island

	hide under the bed covers for the foreseeable future

	bury your head in the sand

	escape to the top of a mountain

	eat a lot of cake.



But none of these are a good idea. Cross them all off your to-do list and instead, take a deep breath and ready yourself for the post-treatment stage of recovery. This is a time for you to recover from the physical side-effects of cancer treatment and also the emotional impact of what you’ve been through.

Recovery

Recovery is about:


	Recognizing what you’re struggling with.

	Understanding that it’s perfectly natural to struggle in this way.

	Implementing some strategies and tools to help you cope.

	Being kind to yourself and showing yourself compassion.

	Readjusting your expectations and reassessing your priorities.

	Being patient with yourself.

	Seeking professional help when you need it, and not being scared to do this.

	Making sure that cancer is just part of you and doesn’t define you.



It takes time and effort to heal physically and emotionally, so be prepared for your recovery to be a gradual process and to involve some work on your part. Don’t expect to see a transformation immediately. Lower your expectations of yourself and be kind to yourself. Over time, what might feel completely overwhelming now will gradually feel more manageable and you’ll find that you are able to pick up the pieces and put your life back together. Have you heard of the Japanese art of Kintsugi? This is the art of putting broken pottery pieces back together with gold and in doing so, embracing the flaws and imperfections caused by the breakage and creating an even more beautiful piece of art. Keep this in mind as you move through your recovery.

No doubt you’ll have lots and lots of questions crowding your brain at the moment, including questions such as:


	How will my life look as I go through this recovery process and beyond?

	Will life go back to the way it was before cancer?

	Will I go back to the person I was before I had cancer?



Well, life after finishing cancer treatment is different for everyone. Think of life after cancer as a scale – similar to the scale I mentioned in the introduction. At one end of the scale there are those people who go back to living their life exactly as it was pre-cancer. They just slot back into their pre-cancer life, almost as if nothing has happened (yep, these people do exist but I assure you that they are in the minority).

At the other end of the scale, you have those who find that there is absolutely no ‘back to normal’ and instead they find a completely new way of living their life: they want to use this time for change: they may find a new purpose; they may find growth opportunities; they may find enlightenment (again, a minority of people fall within this group).

And then, in between these two ends of the scale is everyone else – it’s where most of you sit. You’ll fall back into some of the old ways of life whilst recognizing that life isn’t quite the same and that some aspects of life are, and will continue to be, different post-cancer. For example, I would place myself firmly in the mid-point of this scale: I still feel like myself in a number of ways but I now have more appreciation for the little things like waking up to a new day every day; I make an effort to slow down and to stop rushing through life as I used to do pre-cancer; and I prioritize being honest with myself, focusing on things within my control and focusing on the present.

There is no right or wrong way to move forward after cancer, it’s all up to you. Regardless of how the future looks for you, remember that you are still you. Yes, you might want to use this time to change yourself and your life, but equally you don’t need to find growth opportunities, find a new purpose or anything like that. It’s absolutely fine to just focus on you and focus on getting yourself back to you.

It’s also worth remembering that life is fluid and nothing stays the same forever. You will inevitably change over time and challenges will always appear, but if you have your own personal toolkit of coping strategies, it will help you to cope with anything that life throws at you. Someone once told me about the Buddhist doctrine of ‘anicca’: this is the idea that the world is in constant flux and that nothing stays the same. Everything is impermanent. It’s something that I remind myself of every day.

And, importantly, at every step of the way along your recovery, you’ll learn that you are most certainly not alone in how you’re feeling. I recall feeling completely shaken at the end of my treatment. Reaching the end of treatment and trying to move on was far more complex than I’d previously imagined and, in many ways, I felt more at sea than I had done during my treatment. Cathy and Nina both experienced similar feelings:


‘When I finished treatment for breast cancer, everything was a challenge. Getting up every day was a challenge’.

Cathy




‘I felt so elated when I reached the end of my cancer treatment. I went on an amazing holiday to celebrate and after my holiday I went straight back to work. Then everything I’d been through hit me. I started to feel empty, nothing brought me joy and nothing made sense to me. I started questioning my career, whether I was on the same path as some of my friends. I was at rock bottom’.

Nina



So, if you’re ready to start the recovery process, join me, a range of experts including an oncologist, a clinical psychologist and a number of counsellors, together with a host of people who’ve been through – or are still going through – what you’re going through, as we help you to navigate life after breast cancer.


2

Finishing treatment and post-cancer follow-up

The process of finishing treatment and how you will be monitored going forward


‘When I was coming to the end of my treatment, one of my main concerns was how I was going to be monitored going forwards’.

Taken from Ticking Off Breast Cancer



Whilst this book is about the physical, emotional and mental challenges that you might face after your cancer treatment has ended and you’re moving forward with your life, for some of you it can actually be a challenge to understand what final hospital appointments, follow-up appointments and future monitoring that you will have. So, let’s start by looking at some of the practicalities of finishing active treatment for breast cancer.

During treatment, focus is often – rightly – on getting through the treatment and not much detailed thought is given to how you’ll be discharged from treatment when it all comes to an end and what will happen then. But then as you get closer to the end of your treatment plan, you might start to wonder what will happen after you have the final chemotherapy infusion or the last radiotherapy session. You might begin to think about things such as:


	Will I see the oncologist?

	Will I have a scan?

	Will I be given a date for a follow up appointment in a few months’ time?

	Will I still be able to call the breast care nurse or oncology department with concerns?

	What sort of post-treatment support will I be given?



These are all perfectly natural questions, and in fact it’s really good to have them. If you know how you’ll be monitored after treatment; who to contact and how; what follow-up appointments you’ll have; and from where you will get post-treatment support, this will all go some way to providing you with important reassurance as you navigate your way beyond your cancer treatment.

This chapter looks at all of these things. There’s quite a lot to consider, so we’re going to look at this in four parts, with the insight and assistance of two super knowledgeable women: Lyndel Moore, who is the Deputy Divisional Director-Head of Cancer Services Integrated and Community Care at the Great Western Hospital Foundation Trust; and Dr Sophie McGrath who is a Consultant Breast Cancer Oncologist at the Royal Marsden NHS Foundation Trust Hospital. We’re going to look at the following four common questions in turn:


	How will I be signed off from treatment?

	Did the treatment work?

	How will I be monitored for signs of further cancer?

	What sort of post-treatment support will I receive from now on?



How will I be signed off from treatment?

Okay, so let’s start with one of the most important questions that you might have as you near the end of treatment: how will you be signed off from treatment once the active treatment is over? You’ve been having treatment for what feels like forever: you’ve had your surgery and completed your course of radiotherapy, biotherapy, immunotherapy and/or chemotherapy and whilst some of you might be continuing with ongoing medication at home like hormone therapy, you no longer have to go to hospital to have treatment. So, you might well be wondering how you will transition away from the hospital, where you’ve spent a large proportion of your recent weeks and months.

There isn’t a straightforward answer to this question because the answer depends on the way things are done at your hospital: hospitals differ in the way they approach the end of treatment transition whereby you are checked over before you’re sent on




Did the treatment work?



	How do the doctors know that the treatment has been successful and that it’s safe to complete my cancer treatment?

	Will I be given a scan or a test to check that the treatment has been successful: that they’ve got all the cancer out of me and can’t see anything left?

	Is there a blood test or scan that I can have to confirm that there are no stray cancer cells floating about inside me?

	Is there a guarantee that the cancer isn’t going to come back?

	What terminology will they use? Will they say ‘all clear’, ‘in remission’ or ‘cured’?





How do the doctors know that the treatment has been successful and that it’s safe to complete my cancer treatment?














Will I be given a scan or a test to check that the treatment has been successful: that they’ve got all the cancer out of me and can’t see anything left?





Is there a blood test or scan that I can have to confirm that there are no stray cancer cells floating about inside me?



Is there a guarantee that the cancer isn’t going to come back?





	The survival predictions in this tool are based on data from similar women in the past. According to the Predict website, Predict was originally developed using data from over 5000 women with breast cancer. Its predictions were then tested on data from another 23,000 women from around the world to make sure that they gave as good an estimate as possible.

	The tool does not take into account personal factors such as fitness levels, other health issues and lifestyle factors, all of which impact life expectancy. It is a one-size-fits-all tool, but in reality, every breast cancer patient is individual with an individual biology.

	The tool works by entering certain details of a patient’s cancer such as the type of cancer, age, menopausal status, oestrogen receptor status, HER2 status, progesterone receptor status, tumour grade and size and lymph node involvement. However, it cannot be used for instances of more than one tumour or no tumour (such as occult breast cancer). It also doesn’t take into account the extent of the oestrogen involvement, but rather only whether the cancer is oestrogen positive or negative. Likewise, with lymph node involvement it doesn’t take account the size of the lymph nodes, but only the number of nodes involved. All of these factors will have an impact on the chances of surviving for certain lengths of time.

	It provides a guide and not a guarantee.





What is the appropriate terminology to use at this stage? Am I ‘all clear’, ‘in remission’ or ‘cured’?


How will I be monitored for signs of further cancer?









	Will I be having any follow-up appointments and if so, when? Are these at certain specific points post-treatment and how do I get the appointments? Does the hospital generate these appointments for me and then send me a letter with the details, or do I need to call the hospital to make the appointments?

	How do I get back in touch with the hospital with any concerns that I may have?

	What’s the process for getting an appointment in the hospital breast clinic if I notice any worrying changes?




What sort of help and support will be given to me to help me cope with life after cancer?




	Think about what sort of post-treatment support you need, as you need it. Your needs will change over time so what you might require now, could be different to the support you need in say six months’ time.

	If you have access to the breast care nurse or oncologist at your hospital, ask them for information about the support services available at the hospital – if any – and locally. What local support services are available? Do they have a leaflet listing the details of local services?

	Talk to your doctor. Doctors and family physicians often know about the local cancer support services and post-treatment offerings in your local area.

	Talk to any friends you’ve made during your cancer treatment – are they getting support from anywhere? Can they tell you about any resources in your area?

	Research local charities and cancer support centres – are there any breast cancer support groups or general support groups for people with all types of cancer? What about local cancer or breast cancer charities which provide counselling services?

	Are there any day hospices locally? Don’t be put off by the word ‘hospice’. Yes, a hospice is often associated with end-of-life care, but in actual fact many day hospices provide support services for people like you who have finished treatment.

	Social media can be helpful, if you feel up to looking on it. You’ll find lots of people going through exactly the same thing that you’re going through. There are also various private Facebook support groups and you’ll find that plenty of charities and support services publish social media posts with helpful advice and support.

	Post-treatment support can take many different forms but the sorts of things you might like to look for are:



















Checklist




	When will I next have a scan? Will it be a mammogram or another type of scan?

	How often will I have routine scans?

	How do I get an appointment for my routine scans: do I make an appointment or is an appointment made for me by the hospital?

	What is the follow-up procedure that the hospital follows for breast cancer patients?

	Is there a patient-led follow-up process? Or routine oncology appointments?

	Will I be having any follow-up oncology appointments and if so, when? Are these at certain specific points post-treatment and how do I get the appointments? Are they made for me and I am notified or do I need to call the hospital to make the appointments?

	Will I still be able to call the breast care nurse or oncology department with concerns?

	How do I get back in touch with the hospital with any concerns that I may have? Ask for contact details and make sure you know the process for getting an appointment if you have any concerns.

	What’s the process for getting an appointment if I notice any concerning changes?

	What are the signs and symptoms that I need to keep a lookout for, including secondary breast cancer?

	What sort of post-treatment support is available from the hospital?

	What post-cancer support is available locally, outside the hospital, including details of local and national cancer and breast cancer support that the hospital is able to recommend.



Notes
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