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Anisha is passionate about, and has significant experience of, talking about survivorship and life after cancer. She devotes much of her spare time to helping others navigate this most difficult, and often not spoken about, phase of life, including how to return to work, and finding a ‘new normal’.

Everything You Hoped You’d Never Need to Know About Bowel Cancer is her debut book.


Foreword

Cancer is common and bowel cancer specifically is one of the most common cancers for men and women. Fortunately, the taboo nature of this diagnosis is gradually becoming a thing of the past and it is a condition much more talked about in the media than ever before. There remain, however, educational and cultural barriers that still need to be overcome. The role of the medical profession, the national bowel cancer screening programme as well as high-profile patients and patient advocates in the media have been hugely important in changing the public understanding and perception of this condition. Although it can be a devastating diagnosis for our patients we have the fortune and privilege of treating a common malignant condition that is often curable – especially if we can diagnose it early.

As a surgeon treating this condition every day it is easy to forget what a potentially huge impact the diagnosis has on the patients and their families. The volume of information in this book tells you much about the tsunami of questions and concerns that accompany the diagnosis and the whole treatment journey that these patients experience.

Anisha and her husband are both doctors and so she has both her own knowledge and experience to draw on and easy access to more specialist knowledge. But despite this she is first and foremost a patient, like any other person with a diagnosis of rectal cancer. Anisha tells her own story from first symptoms to diagnosis and all the way through her treatment and into recovery. The book addresses the technicalities as well as the functional issues, side effects and emotional consequences in a very honest and approachable manner that will be immensely helpful not only to anyone with bowel cancer but also to their family, friends, and carers.

The treatment of colorectal cancer has improved greatly over the last few decades with the introduction of screening, improvements in diagnosis, endoscopy, radiology, surgery, anaesthesia, perioperative care, stoma care and oncology as well as a better understanding of the genetics of the disease. At the same time, the care of patients now involves a complex process of decision making, involving a multi-disciplinary team that oversees the management of each individual patient. Most patients, however, will still come to surgery – and this, too, has changed beyond recognition. Historically surgery for bowel cancer was a significant trauma to the patients – involving major abdominal surgery, a prolonged stay in hospital, and a long recovery. Today, many patients can benefit from minimally invasive (keyhole) techniques and improved perioperative care leading to a shorter stay in hospital, fewer complications and a more rapid return to normal activity. In the future, advances in our understanding of the genetics and the biology of the disease will help us better identify the patients at higher risk and, with appropriate screening, develop preventative strategies and enable us to detect even more cases at a pre-malignant or early stage of the disease.

Anisha’s contribution to increasing public awareness of bowel cancer and to helping patients deal with this common disease is both significant and admirable. She has written a hugely useful book that makes a great contribution to the literature available to our patients.

Professor Tim Rockall

Consultant Surgeon, Royal Surrey NHS Foundation Trust Guildford

Professor of Surgery, University of Surrey

Director of the Minimal Access Training Unit (MATTU), Guildford


Prologue

We all have dates that carry particular significance.

Our children’s birthdays, our anniversaries, our noteworthy achievements, perhaps.

For G and I, 21 September 2018 is one of ours.

The date that cancer was diagnosed.

When the earth stopped spinning.

And time stood still.

Because I’ll let you in on a secret.

Einstein got it wrong.

Time has nothing to do with matter. Or the speed of light. Contrary to popular opinion, the space–time continuum can, in fact, be warped quite easily.

You see, to make time come to a grinding, juddering, gut-wrenching halt, you just need to hear the words, ‘You have cancer’… And all of time that precedes that moment – all your memories of a happier, healthier, cancer-free life – is ripped from beneath your feet with such force it leaves you spinning.

It’s as if a massive cancer black hole suddenly opens up right next to you, inexorably sucking your pre-cancer life deep into its black abyss.

You’re instantly catapulted into another dimension – an alternative existence. Cancer omnipresent. And life in this parallel cancer universe doesn’t obey the laws of physics either – here, time continues to seemingly bend and flex, slowing right down in the run-up to test results, and going ‘blink-and-you’ll-miss-it’ quick during breaks between chemo.

And if space rocks were side-effects, then the asteroid-belt of chemotherapy is vast. Negotiating it, perilously dangerous. Head-on collisions, unavoidable. And when they happen, you don’t break, you bounce, from one rock to another, your protective shield progressively cracked and weakened with each subsequent impact.

And if we make it through, the weeks of travelling will no doubt take their toll.

Some damage sustained.

Inevitable.

Irreparable.

And we may then find ourselves confronted by a new blackness, disorientated and directionless, consumed by a gnawing, unassuaged and primal fear, of the unknown, of what lies ahead in uncharted territory … But we will make it through.

I know this with certainty.

Because just as Einstein had a constant, so we do too.

Our children.

Our beautiful, amazing children.

We are so blessed.

Over these past few years our children have been the most phenomenal little human beings you could ever have the pleasure of knowing. They have demonstrated such resilience and tenacity, and displayed such love and affection, through these, the most challenging times we have faced in their short lives, it has been nothing short of astonishing.

They have been with us since the beginning.

They travel with us wherever we go.

And THEY are our unbreakable shield.

So, E = mc2, where ‘c’ stands for children.

Sorry, Albert.

GJS, December 2018


Introduction

Colorectal cancer (CRC), or bowel cancer as it is also known, is the third most common cancer diagnosed in both sexes in the Western world. It is also the second biggest cancer killer. Every 15 minutes, somebody is diagnosed with bowel cancer in the UK. My 15-minute appointment was scheduled for 21 September 2018.

Young, old, female or male, every colour and every culture, it takes no prisoners.

And the impact upon all those around the individual diagnosed is colossal. I never in a million years understood quite the level of devastation and heartache it could cause, not only at diagnosis and through treatment, but also during life after cancer. We can become so focused on the negatives, but I also hadn’t fully appreciated the positives that it could gift you either.

Everyone’s cancer experience is unique, however, and this is extremely important to remember throughout this book.

Why write a book?

I’ve been to medical school, I’ve studied hard my entire life, yet no amount of grafting could have prepared me for the shit storm that is cancer. My learning curve was exponential, not only from my personal experiences, but also from what I learnt through my own research, from what I’ve observed from the experience of others within the cancer community, and from the insight and opinions of health professionals I’ve met along the way. My brain has been a sponge, squirrelling away every nugget of information – be it factual or something related to emotional intelligence, it has changed my clinical practice forever. There are some gems that I’ve collected along the way, gems I wish I’d known beforehand that would have explained a whole host of emotions and issues and would have reassured me that a lot of what I experienced was in fact completely normal. These gems need to be shared among the wider population, and this is my aim, and why a lot of this book is applicable to all cancers, not just bowel cancer.

I fully appreciate that just because I’m a doctor and I’ve had bowel cancer, it doesn’t make me an expert on ‘everything you hoped you’d never need to know about bowel cancer’. So, I’ve brought on board a whole host of professionals, many of whom have been involved in my care; my consultant colorectal surgeon, Professor Timothy Rockall, my consultant oncologist, Dr Alexandra Stewart, my husband, who happens to be a consultant gastroenterologist, Dr Gareth Sadler, my cancer specialist nurse, Angie Bates, a consultant clinical geneticist, Dr Katie Snape, and my counsellor and psychotherapist, Danielle Freeth. In addition to their wealth of expertise, I have drafted in some other big guns, and these are the people with the knowledge of a lived experience of bowel cancer who have offered to come on board from the bowel cancer community, and I’m honoured and grateful for them to have shared some of their stories and insight with you, so candidly.

As you read through this book, my expert team and I would like to help you steer your way through the pandemonium that is cancer and, for those diagnosed with or who have a loved one diagnosed with bowel cancer, may it become your companion and your hope. You may choose to read it in its entirety or dip in and out as you please, if indeed you have the misfortune of entering the chaotic and overwhelming world of cancer. Even though you will hopefully have an army of support behind you, cancer can be an extremely lonely place, and having an ear that ‘just gets it’ is so, so vital. For those that are reading this and have not been touched by cancer, I hope you find it educational, entertaining at times and insightful.

‘Life after cancer’ is a whole different entity in many ways and the latter half of the book is dedicated to this. It’s a huge period of adjustment and can be equally as tough, if not tougher, than treatment itself, and there is definitely a reason people sometimes quote ‘Cancer, the gift that keeps on giving’. During this part of my cancer experience, it was apparent that there was a colossal void needing to be filled with support and conversations regarding the aftermath of cancer, a subject I feel passionate talking about openly and honestly. I’m hoping to share the highs and the lows, as well as highlight any learning points and helpful tips to aid the process of recovery, healing and growth during this phase.

When I was diagnosed, there wasn’t a book that could cover everything from the time of diagnosis to life after cancer, with all the medical and psychological bits in between, that I really wanted to know. I was handed literature from various forums but felt totally bewildered by the endless array of pamphlets that greeted me at every hospital visit and which I would neatly file away. Even being a doctor, the information just wasn’t processing.

This book offers a wealth of knowledge about not only bowel cancer, but also life after (any) cancer, with my team and I holding your hand all the way.

For now, I’ll start by introducing myself and my story, and throughout the book you will discover vignettes of my experience, as well as the experience of others, to bring to life the world of bowel cancer and beyond.

About me, my diagnosis, and why I am so passionate about this book

Hi, I’m Anisha.

I was diagnosed with stage 3B rectal cancer, aged 39.

I am a general practitioner (GP) with specialist interests in women’s health, respiratory medicine and now cancer awareness, health education and health promotion. Some may call me a campaigner for cancer awareness. I honestly just want to make whatever difference in whatever capacity I can, big or small, to push the agenda for cancer awareness and health and to help those that find themselves on this uphill treadmill. This all started off on a social media platform, which my best friend encouraged me to set up (@doctorsgetcancertoo), which early on became a platform for my own catharsis and journalling, but also for community and supporting others, and later developed into a platform to document my recovery, raise awareness and offer health education for all.

I volunteer for charities such as Bowel Cancer UK and Cancer Research UK in a media volunteer capacity as both a doctor and a patient, as an ethnic minority voicing the health inequalities we may face and looking always for ways we may be able to help. More recently, I was appointed as a Trustee of Teens Unite in 2022, a teenage cancer charity – whose aim is to help support young patients through diagnosis and treatment as well as help them navigate their way through life after cancer and beyond, with their return to work and education. I advise on their board as both a doctor and patient, something that is hugely fulfilling and which is a passion project in itself. I was also honoured to take up the role as a patron for the wonderful charity that is the Fountain Centre this year, a holistic cancer centre, that my family and I accessed, which I’ll talk about in more detail later.

Somewhere along the line, whilst navigating life after cancer, I ended up working in the media and as a TV doctor (and patient advocate), raising awareness not only of cancer but also for a variety of topics and news items. It is an opportunity that I relish and thrive upon, knowing there is a huge platform to impart information from and that it is an opportunity I may never have had, were it not for cancer.

My family. I have two beautiful, heartwarming children, full of boundless energy, who at the time of diagnosis were aged six and seven. It broke my heart when I was diagnosed, knowing the cancer ripples would soon reach their shores, and cascade to all those around, knowing that our lives would never be the same again. The uncertainty that they have had to live with from such a young age weighs heavy on my shoulders but, as children often do, they see me as invincible. My husband, G, is a consultant gastroenterologist and was at the time of diagnosis one of the regional leads for the UK’s National Bowel Cancer Screening Programme. He is now the lead for the endoscopy service at his London-based teaching hospital. He spends most of his time trying to diagnose bowel cancer at an early stage, as well as treating early bowel cancers and polyps (some of which will be precancerous) using highly specialized procedures. He is also, very much, my unshakeable rock.

I remember the earliest discussions with my husband included how I wished my diagnosis to be shared. Of course, everyone is individual, but I felt compelled to be open and honest about my diagnosis, which is hopefully reflected in this book. As doctors, we have a huge desire to use my experience and platform to help others and their loved ones through their own cancer experiences, should they find themselves in this gut-wrenching position. I’ve been there, and I have many T-shirts to match the host of trials and tribulations that cancer brings, and I’m hoping to share some of my wardrobe with you.

I have also talked a lot about creating positivity out of the negative hand that we were dealt. One thing high on our agenda was to ensure we help raise awareness, among both health professionals and the public, of bowel cancer in the young, as we know that those diagnosed young are often diagnosed at a later stage of cancer. We are keen to help alleviate the frequently encountered stigmas surrounding this cancer, and bowel cancer screening, by sharing our story. This is in a bid to try to stop people presenting late to health professionals by encouraging them to get checked early, and attending screening appointments. Because what we do know is that EARLY DIAGNOSIS SAVES LIVES.

We know there are so many inspiring people out there going through this, confronting their own tough journey day by day, step by step, and who may be championing this cause, many of whom have helped and supported me through my time with cancer and continue to do so. Together with my health professionals, friends, family, and the online community who support my visions, embrace my enthusiasm, my crazy, my passions, my hopes and dreams, and who have helped me live my life to the fullest I possibly can post cancer, I just wanted to start by saying ‘Thank you’.

I am forever grateful.

Anisha.

My story

‘It’s nasty.’

These were the very words which were imparted to me at diagnosis as my groggy mind, pumped full of sedative and morphine, tried to make sense of what I could see on the screen. A bloody mass presented in high definition, in all its glory, being tugged apart by the biopsy forceps. In retrospect, the room had fallen silent, and phone calls were being made. To the cancer specialist nurse. To the CT scanner for an urgent CT. To my husband. This is the point at which your world disintegrates around you, crashing down with the loudest bang you will ever hear.

The disbelief, of being blind-sided by this meteorite. It seems so foreign.

Yet one in two of us will get cancer.

Being a family doctor, one could say I should have known better. But I felt sure that my symptoms could have been attributable to piles and irritable bowel syndrome (IBS). I was, and would like to think I still am, a fit and healthy individual with no risk factors and no family history of any cancer. I didn’t look or feel unwell, having completed an 8 km assault course only the weekend before. But with the benefit of hindsight, things maybe were just not quite right …

If I go back to the beginning and set the scene, I probably had what I thought were new-onset IBS symptoms approximately nine months before my diagnosis – constipation requiring laxatives intermittently, some urgency in needing to go to the toilet, and occasionally some fresh blood on the toilet paper. But since childbirth six years ago, a little blood every now and again on the toilet paper from a previous pile was not that unusual.

Tiredness was also a feature, but I expected nothing less as a part-time doctor, mother of two energetic children, running a household and, quite frankly, I can’t remember the last time I wasn’t tired. I had seen my GP for that reason nine months prior to diagnosis and all my blood tests were normal then, and things were left at that point, with nobody thinking any more of it.

Four months prior to diagnosis, the constipation and occasional blood on the toilet paper were becoming more intrusive. I started to experience an increasing feeling of incomplete bowel emptying (like I hadn’t finished a poo properly) after I’d gone to the toilet. The blood became more noticeable, initially on the paper, but then in the pan, and in July 2018 my bowel habit was, for want of a better expression, frankly explosive. I knew that something was wrong. I finally spoke to my husband about my symptoms as I felt that things weren’t settling. We both agreed I would go to the doctor to seek further help.

By this point, the summer holidays were in full swing, I had been examined and further blood tests had been requested. I commenced a prescription for regular laxatives and suppositories for presumed piles and possible IBS, and actually I thought my symptoms slightly improved. However, by the end of August whilst we were having our family holiday in Italy, things became progressively worse. I noticed that I was really quite fatigued. I was tiring and short of breath when running shorter distances than usual, I honestly felt like a sloth running backwards. I decided it was the effects of the scorching conditions I was attempting to run in, so thought nothing more. I was treating myself to afternoon siestas, and then falling asleep by eight thirty each night, apparently messaging friends about how fatigued I felt. Despite indulging in every Italian carbohydrate possible, looking back at pictures now, I am convinced I started looking slimmer, despite eating more lavishly while abroad. I found myself rushing to the toilet in the early hours of the morning and on the final day, the blood spatter in the pan was alarming. I braved showing my husband and from the look on his face, I knew immediately I had to go back to my doctor. Our medical theory at this point was that I may have some sort of inflammatory bowel disease. My husband and I were obviously fully aware of colorectal cancer in the under-50s – we’d had many conversations about the number of (anonymous) cases that were presenting in this age group over recent years (you’re never too young) – never thinking I would be one of them.

When I saw the doctor on my return, I explained the progression of my symptoms and requested a referral. My recent bloods had come back as showing I was also anaemic, something I’d suffered with on and off through my life due to my periods, but I no longer had periods due to a coil being fitted. This anaemia was most likely to be coming from the blood loss I was experiencing from my gut. The doctor and I agreed for a referral to be made through our urgent suspected cancer pathway that exists in the UK – called a ‘two-week wait’ referral. This ensures that patients have their first initial consultation with a specialist within two weeks of the referral being sent off.

Even when I saw the colorectal surgeon, the working diagnosis was ‘functional IBS and piles’ on his letter. In the ten days I waited for my colonoscopy, the bleeding was becoming worrisome and it had increased in volume and frequency. One night, I had an episode of such severe abdominal pain I nearly called an ambulance.

The day of my colonoscopy, I was fully expecting a diagnosis of piles, colitis, something – but not cancer. That poor surgeon was confronted by my tumour the minute the colonoscope entered my rectum, and from that moment, all conversation halted in the room.

In rapid succession, soon after I was told it was ‘nasty’, I underwent a variety of further investigations. First, I underwent a staging CT scan to look for evidence of cancer spread (known as metastases), to my liver and lungs, which I thankfully didn’t have. I had also been experiencing sciatica for several weeks prior, with no previous history of any similar symptoms. Sciatica can be a feature of rectal cancer, so obviously we were concerned that the tumour may have spread locally into my spine.

Waiting for my pelvic and spinal MRI scan to assess the situation further was the longest four days of my life, but thankfully there was no evidence of spread – but I did have a prolapsed disc to add to the list of diagnoses!

When all the necessary tests were complete, I was told I had a diagnosis of stage 3C (locally advanced) rectal cancer.

Even 30 minutes after the bombshell was dropped, some of my first conversations with my husband were that I wanted two important things. First, to be open about my diagnosis, my symptoms and my treatment plan with our friends and families. I had nothing to hide. It was nothing to be ashamed of. I wanted people to be aware that it could happen to anyone and never take anything for granted. And importantly, I wanted to know that my family and I had the support I knew we would need to guide us through the eye of the storm, and beyond.

Secondly, I also wanted to maintain as much normality in my life, especially for my children. So with this in mind, I continued to make plans for a planned trip to Sierra Nevada with seven extremely supportive friends, to climb the highest mountain in Spain – Mount Mulhacen – the following week. I was determined not to let cancer start controlling my life already, nor did I want it to get in my way. My surgeon was brilliantly supportive of this decision and arranged for surgery to be scheduled on my return.

I finally received clearance to continue with the trip 12 hours before we were due to fly and it was the best decision I ever made. Although I didn’t summit to 3500 m on medical advice due to the altitude and my anaemia causing me severe breathlessness, I completed most of the three-day trek and reached 3250 metres above sea level. I knew on my return I had a much bigger mountain to climb so was absolutely one hundred per cent determined to get this one under my belt beforehand!

However, in the quest to carry on with life as usual in the lead up to my operation, I began to suffer panic attacks at night. I was seemingly fine, keeping busy and distracted in the day. However, at night the demon subconscious would appear, and I didn’t sleep properly in the weeks leading up to the op. The cumulative exhaustion proved very limiting, and before long I had to stop working as a doctor, a job that I really loved. As I had not experienced a panic attack before, I initially thought I might be having a pulmonary embolism (a blood clot in the lung that people with cancer are more likely to develop). And as a long list of other possible medical explanations for my symptoms started playing repeatedly in my head, I realized that my medical training might be a double-edged sword on my long journey ahead.

After seeing the doctor again, I spoke to the colorectal nurse, Angie, who was just fantastic, and, although I didn’t know it at first, she would become a lifeline from day one. She signposted me to an amazing holistic centre attached to the cancer unit, the Fountain Centre. Little did I know how invaluable they would become in the months ahead, for both me and my family. I had some hypnotherapy sessions, too, which helped alleviate my anxiety symptoms.

In October 2018, I underwent an operation, initially an examination under anaesthetic, to assess whether my cancer was operable. I found contemplating the prospect of surgery tremendously nerve-wracking, and the uncertainty about whether my surgeon would be able to excise the cancer or not played havoc with my mind in the long days leading up to my surgical D-day, only serving to heighten my anxiety further.

On account of the size of my tumour, it also wasn’t clear-cut whether the chances of it being removed surgically would be increased by a course of neoadjuvant chemo-radiotherapy (treatment given before surgery to increase the chances of surgery being successful). The surgeon and oncologist involved both my husband and me in the decision-making processes, and we decided to pursue the surgical approach first, as this might possibly spare me the chemo-radiotherapy and all the potential side effects that come hand in hand with this treatment, assuming the tumour could be removed successfully at operation.

I’ve never felt fear like it, adrenaline pumping through my veins, the day I was wheeled into the operating room with the anaesthetist. I was feeling out of control – my place wasn’t on the patient trolley, it should be as the doctor! So vulnerable. It felt so wrong. I was sedated through tears as I went under general anaesthetic, not knowing what I was going to wake up to – the cancer gone and perhaps a stoma, or the cancer still there and needing chemo-radiotherapy before they could even entertain the tumour being removed.

However, my tumour was (thankfully) deemed operable, and I underwent a laparoscopic anterior resection and a total mesenteric excision. The decision was made to give me a temporary ileostomy (stoma) from a surgical safety perspective, to allow the surgical join to heal where the tumour had been removed.

My husband tells me that time stood still for him as he paced the corridors in the hours I was away from him in theatre. I, on the other hand, woke up bleary-eyed in the recovery room with beeping machines surrounding me, unaware of my fate. My hand slowly moved towards my belly, knowing I had to firstly find out whether surgery had taken place and secondly, whether there was a stoma. Through the curtain my surgeon’s head appeared. He smiled, the tumour was gone, removed in its entirety, and the relief was palpable.

Yet this was just the beginning.


PART 1

DIAGNOSIS AND TREATMENT OF BOWEL CANCER
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Bowel cancer – what do I need to know?

Come and meet the large bowel

The large bowel

The large bowel is made up of the colon, the rectum and the anal canal. Food passes from the stomach into the small intestine (where essentially nutrients are absorbed) and then on to the colon.

The colon

The function of the colon is then to absorb most of the water and salt from the remaining digested food, which progressively solidifies as it passes through the colon, eventually being stored in the rectum as poo/stool.

The rectum

The rectum is the storage vessel for stools (poop, or poo) and links the colon to the anus as you can see from Figure 1.1. It is about 15 cm long. The rectum is divided into three parts: the upper, middle and lower thirds. The rectum stretches as it fills with poo, and this stretch lets the brain know when we need to defecate or open our bowels. Nerves and muscles can help us hold on to stools until we find a convenient time and place to pass it through the opening at the end of the large bowel, called the anal canal.

The anal canal

The anal canal is approximately 4 cm long and has a nerve supply which allows us to distinguish whether the urge to pass is related to wind or poo (an absolutely vital and ingenious design!). The anal sphincter is a ring of muscles which opens and closes to allow bowel movements to pass under conscious control. Disorders of the anal canal or damage to its nerve supply can result in incontinence.

[image: A labelled diagram to explain the anatomy of the large bowel. The large bowel is shaped similarly to a square with the bottom tapering off downwards without connecting. Starting from the bottom left and working up, the appendix, cecum, ascending colon, and hepatic flexure are labelled. The top of the ‘square’ is the transverse colon and to thr giht are the splenic flexure and descending colon. At the bottom is the sigmoid colon and finally the rectum.]

Figure 1.1 Anatomy of the large bowel

Source: Bowel Cancer UK

What is a normal stool and a normal bowel habit?

Firstly, everyone is different! When it comes to bowel habit, there simply is no ‘normal’. A healthy bowel movement (stool) should be pain free to pass and require minimal straining. Some people may defecate three times a day, others three times a week. This spectrum is normal if you have always been this way inclined.

What is essential to appreciate, however, is what constitutes a normal bowel habit for YOU, and even more importantly, that when you notice a persistent change (usually defined as a period of more than three weeks) away from your normal, you seek early medical advice.

Figure 1.2 shows the Bristol Stool Chart developed as a clinical assessment tool in 1997 by Ken Heaton, which patients find a particularly helpful communication aid in describing their stools. It is used by doctors to diagnose certain conditions such as constipation, and monitors the effectiveness of treatments for bowel diseases. Crucially, it also allows doctors and patients to identify more objectively if there has been a persistent change in bowel habit that may require further investigation. Commonly, one in 12 of a general practitioner’s consultations will be regarding a gastrointestinal issue, so in day-to-day practice, this is a really useful tool.

[image: The Bristol Stool Chart details seven types of stools. Type 1 are separate hard lumps, similar to nuts, which are hard to pass. Type 2 is sausage-shaped but has lumps, whereas type 3 has cracks on the surface, and type 4 is smooth and soft. Type 5 stools are soft blobs with clear-cut edges and are easy to pass. Type 6 are fluffy pieces with ragged edges, and finally type 7 stools are watery with no solid pieces.]

Figure 1.2 The Bristol Stool Chart

The Bristol Stool Chart classifies the different states of stool. Types 3 and 4 are considered ‘healthy’. Types 1 and 2 represent constipation, while types 5, 6 and 7 are more towards the diarrhoea end of the spectrum.

The colour of your stool is determined partly by your diet, and partly by how much bile it contains. Bile is produced in the gall bladder and is a yellow-green fluid that contains enzymes to digest fats. A poo which is any shade of brown or even green is considered normal.

Blood in the stool is NOT normal.

I am absolutely convinced that, by talking more openly about our bowel habits, teaching our children about bodily functions and calling body parts by their correct anatomical names, patients will feel less embarrassment or shame to seek help from their doctor in the event they encounter a persistent change from their normal.

Checking your poo before you flush, and checking the toilet tissue after wiping, should be encouraged. This may help identify bleeding, and changes in your stool form or consistency. If these occur, it does not mean you have bowel cancer, but you should not delay a consult with your doctor for further advice and assessment.

What is colorectal cancer (CRC)?

Colorectal cancer is also known as bowel cancer. It is a term that covers cancer of the colon (colon cancer) or cancer of the rectum (rectal cancer). Most colorectal cancers arise from a benign growth of the inner lining of the colon or rectum known as a polyp.

Most colorectal cancers are adenocarcinomas – these start in the cells that produce mucus to lubricate the inside of the colon and rectum – but there are other types of cancers occurring in the bowel which are much rarer, including lymphomas, sarcomas, melanomas, carcinoids and gastrointestinal stromal tumours (GISTs).

The development of a bowel cancer from a polyp (see Figure 6.1) is a slow process (usually occurring over many years) and it is thought that, overall, only about 5 per cent of polyps become malignant (cancerous) over time, so who knows how long my cancer had been growing! The vast majority of polyps that are benign therefore remain benign, but there is currently no way of predicting which will do so. It really is a polyp lottery. Polyps are usually removed if found at colonoscopy, and this helps significantly reduce the risk of developing colorectal cancer, but does not completely protect against it. If you have previously had polyps removed but develop a persistent change in your bowel habit, or bleeding, you should still seek medical advice.

What are the symptoms of colorectal cancer?

The acronym BOWEL is an easy way to remember and share the symptoms of bowel cancer.


	Blood in your stool or from your bottom

	Obvious change in bowel habit (persistent for more than three weeks)

	Weight loss for no apparent reason

	Extreme tiredness

	Lump in the tummy or pain in the tummy



If you or a loved one have any of these signs or symptoms, AND they are persistent, please do not delay in seeing your GP or family doctor.

There are other symptoms (in addition to those above) which can be a sign of rectal cancer:


	A sensation of pressure or fullness in the rectum/back passage

	A feeling of incomplete bowel emptying

	Thin or ribbon-like poo

	Urgency to open your bowels, especially at night



I was experiencing all these symptoms by the time I was diagnosed with rectal cancer. I also experienced two bouts of severe abdominal pain which lasted for several hours (‘call the ambulance’ type of pain), but which settled spontaneously, so I thought nothing more of it.

I’m so embarrassed – how do I tell my doctor I have a problem ‘down there’?

Patients often tell me they have been too embarrassed to seek help, or that they are afraid to come and see me with their symptoms because of what I might suggest needs to be done. But please rest assured that the consultation with your doctor is in absolute confidence, and that this work is a doctor’s bread and butter – there are probably few things your doctor will have not seen or heard!

With this in mind, I’m going to leave some advice below because I think it’s so important to share tips with people who may feel too embarrassed to go to the doctor with a health problem.


[image: image]  Tips: Don’t be embarrassed to talk to your doctor


	Firstly, there is never any need to apologize. We want to see you, and help you with whatever problem you’re facing.

	Remember your doctor or health professional has probably either seen or heard it all before. This is the nature of our job. We are trained to listen to your history and focus examinations on whichever body part(s) need to be examined, and will formulate a diagnosis or a plan of action. We are NOT distracted by any appearances, odours, body hair or physical appearances.

	Be honest and open about the fact you feel embarrassed so we can do our best to take things at your own pace and address any concerns along the way.

	Book an appointment (if you can) with a member of staff that you bond with, trust or have seen previously.

	Remember your consultation is confidential. There is no judgement.

	Write your symptoms down or keep a symptom diary. You might want to practise what you want to say in front of a mirror.

	Ask questions – so you feel empowered and in control.





In summary, know the symptoms of colorectal cancer, flush away your embarrassment when it comes to talking about poo, know your ‘normal’, and see your doctor if you have any concerns.
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Am I at risk?

Risk factors for colorectal cancer

One in 15 men and one in 18 women will be diagnosed with bowel cancer in their lifetime. A person’s lifetime risk for developing cancer is complex, and takes into account not just age and genetics but a multitude of other risk factors. What I will start by saying is that if you have a colon or a rectum, you are at risk.

I often get asked, ‘So, what caused my bowel cancer?’ The answer is, we don’t know. For some patients, there are clearly identifiable genetic abnormalities that pre-dispose some to its development, but for most others, it is unlikely to be one single factor, but instead a combination of a multitude of different factors, including diet, ethnicity, genetic make-up, and environment.

I was brought up in a Gujarati household where we seldom ate meat on weekdays, and certainly very little red meat when we did. I thought I was ‘fit and healthy’. I exercised several times a week, I wasn’t overweight, I am a non-smoker with no family history of bowel cancer, and I was young, and Asian. I was definitely not the stereotypical cancer patient we were taught about at medical school! I just didn’t fit the bill, and I didn’t think that it could be me. And what this highlights is this – cancer does not discriminate.

We do know, however, that 54 per cent of bowel cancers are potentially preventable through lifestyle changes and lifestyle choices. This is really important to know (whether you have been diagnosed or not) in order to try to prevent this cancer knocking on your door, but also to try to reduce your risk of recurrence if you have already had it. And in any case, the lifestyle measures that are suggested probably reduce the risk of a whole host of other medical conditions as well, so the benefits are likely to extend far beyond cancer prevention!

I firmly believe that everything should be in moderation. So, if you have a penchant for a steak and glass of red wine on a Friday night, go on and treat yourself! Life, after all, is for living. However, I also think it is important to try to achieve a balance. ‘But,’ I hear you say, ‘you had no risk factors and you were affected by the big C.’ Well, that is true, but I still aspire to enjoy my life to its full potential and live well, and I think you can get the balance right with a little thought and planning. If cancer has taught me one thing it is that life is precious, and you only ever have one, so look after it as best you can.

In the section below, I will discuss the risk factors for bowel cancer – those which are modifiable (you can do something about them), and those that are non-modifiable (those which you cannot).

Modifiable lifestyle risk factors for bowel cancer

Red or processed meat

A high consumption can increase your risk of bowel cancer, and 13/100 cases are thought to be linked to a high





	Swap red meat for chicken, turkey or fish.

	For mincemeat substitutes, use chicken, turkey or soya mince.

	Use beans, pulses, tofu or paneer.

	Incorporate meat-free days into your weekly meal planner, and perhaps try to view red meat as a ‘treat’, rather than as a necessity.



Low-fibre diet






	Age 2–5: 15 g/day

	Age 5–11: 20 g/day

	Age 11–16: 25 g/day

	Adult: 30 g per day



How does a high-fibre diet prevent colorectal cancer?



	Fibre provides a source of ‘friendly’ bacteria promoting the gut microbiome.

	Fibre aids production of short chain fatty acids which are protective to the gut.

	When fibre meets bacteria in the bowel, it produces a chemical called butyrate. Butyrate helps keep the cells in the bowel healthy, thus preventing cancer.

	Fibre helps us poo more often and reduces the time that stool remains in contact with the bowel lining, reducing its exposure time to any potentially harmful chemicals produced within the gut.





	Prevents constipation

	Reduces the risk of stroke

	Reduces the risk of heart disease

	Reduces the risk of developing type 2 diabetes

	Reduces cholesterol

	Improves gut microbiome.



How can I increase the amount of fibre in my diet?


	‘High fibre’ foods should have at least 6 g fibre/100 g – so make sure you check the food packaging label.

	Alternatively, a ‘source of fibre’ food will typically have more than 3 g fibre/100 g.

	Food swaps include:

	swapping white to brown rice, pasta or bread

	swapping to whole grain food, cereals, seeds, nuts

	using pulses, chickpeas, legumes, lentils, or peas as a substitute for meat, either wholly or at least in part.




	Consume fruit and vegetables in good quantity. Try to keep tinned or frozen vegetables or fruit in your cupboard or freezer so there is always this source of fibre available – and don’t worry, nutrients are always retained in this form.

	Eat high-fibre snacks (nuts, oatcakes, rye crackers, fruit, vegetable sticks, hummus).

	Ensure you mix fibre from all groups, and think about eating an array of rainbow-coloured foods.

	Add seeds to foods, such as chia seeds, linseeds and flax seeds.

	Increase your fluid intake at the same time as increasing dietary fibre.

	Make sure that when increasing fibre in your diet you start slowly, as increasing fibre rapidly will increase wind, bloating and flatulence, and potentially cause tummy discomfort. This may be significant and more noticeable if you have undergone previous bowel surgery, have a history of bowel disease or irritable bowel syndrome. Despite slow increases in fibre, I fully appreciate that for some patients, increased dietary fibre, no matter how gently introduced into the diet, can make symptoms worse, and these patients may need to abide by a low-residue, or low-fibre diet (see Appendix) and reintroduce small quantities of fibre slowly over time. This group includes a small subset of IBS patients, those with inflammatory bowel disease, and some who have had previous bowel surgery.









Physical inactivity


Obesity




Smoking


Alcohol





Non-modifiable risk factors for bowel cancer

Age




Ethnicity


Inflammatory bowel disease (IBD)















	Keep a check on your symptoms.

	Know your IBD ‘normal’.

	Keep a symptoms journal.

	Keep your clinic appointments.

	Keep going for your regular colonoscopies.

	Keep taking your medication.

	If something doesn’t feel right, call your IBD nurse, email your gastro until you’re investigated.

	Most importantly, keep being you.








The genetics of bowel cancer







[image: This family tree visually demonstrates Dirren’s family pedigree and shows how the Lynch syndrome MLH1 gene mutation is passed down. His paternal grandmother was the carrier of the MLH1 gene mutation, and her second child (Dirren’s father) is also a carrier for the gene.]




	Son #1 – not a carrier.

	Son #2 – (my dad) carrier for the gene, but so far is dormant. He did require a small operation to remove a small section of bowel due to a large polyp. Both my sisters have been tested and neither is a carrier.

	Son #3 – carrier for Lynch and diagnosed with bowel cancer in 2014 age 52. He has two daughters who have declined the tests.

	Son #4 – carrier for the gene and died in 2000 aged 36 from oesophageal cancer – not tested but a confirmed carrier as his eldest daughter has the gene. She is one of three girls, but the only one in this family to be tested, the other two have decided not to know.















What is Lynch syndrome?




Management of Lynch syndrome



	Lifestyle advice: patients should be given general lifestyle advice to reduce their risk of cancer.

	Chemoprevention with aspirin: daily aspirin use to reduce the risk of colorectal cancer by approximately 50 per cent – 150 mg a day is recommended if less than 70 kg weight and 300 mg if over 70 kg. Please check with your doctor to ensure this is suitable before starting aspirin.

	Risk-reducing surgery: to reduce your chance of developing a cancer, may include removal of bowel and, in women, removal of the ovaries and womb (total hysterectomy) from the age of 40, or after child bearing. HRT will be offered to those with no contraindications.

	Screening and surveillance:

	Colonoscopies: (every 2 years from the age of 25–35 depending on the gene mutation) to allow early detection of CRC.

	Heliobacter pylori: this bacteria doesn’t often cause symptoms, but it increases the risk of ulcers and stomach cancer. A course of antibiotics can eradicate the H. pylori bacteria, and therefore reduce the risk of stomach cancer developing.

	Family testing: cascade testing for at-risk individuals and reproductive advice regarding future children (as Dirren received).




Colonic polyposis syndromes



The gut microbiome – the godfather of the gut

What is the gut microbiome?






Early onset colorectal cancer (EOCRC)




	Anatomically EOCRC are more likely to be in the left side of the colon or in the rectum, compared with LOCRC.

	Epidemiologically, African Americans are 20 per cent more likely to have EOCRC than white Americans.

	Family, genetics and hereditary conditions are associated with 30 per cent of EOCRC compared with approximately 15 per cent of LOCRC. Those with EOCRC under the age of 40 will be offered genetic testing for all Lynch syndrome and polyposis genes in the UK and other countries.
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