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What People Are Saying About

What My Doctors Didn’t Tell Me About Cancer

Brian Holley charts a harrowing, courageous and informative course in this compelling book about living with cancer. His personal tale is more than a critique of the established medical system. He offers insight, encouragement and hope to those willing to take charge of their own health. Of course, this does not mean ignoring one’s doctors. It means intelligently consulting various traditions and experts who treat the whole person. Brian does not lay down a specific path for those facing a medical crisis, but rather, an approach to dealing with chronic disease with openness and grace.

Tim Ward is the author of Indestructible You: Building a Self That Can’t Be Broken

Brian Holley has written a fascinating and entertaining account of his own difficult journey with the health system in the UK. He has explored many alternatives to the traditional allopathic treatments and dives into the new science which is showing the veracity and effectiveness of many holistic therapies that have been practiced down the centuries. Written with a light and deft touch, Holley explains his MEDS regimen for cancer (Mind, Exercise, Diet, Support) and gives helpful practices to aid the reader. A helpful and insightful read for anyone diagnosed with or supporting someone with cancer.

Revd Don MacGregor, author of Christianity Expanding: Into Universal Spirituality

Brian Holley’s attitude in treating cancer cells as friends that need to be healed, rather than enemies to be attacked is revolutionary. It flies in the face of the allopathic treatments offered in most western hospitals. He provides readers with a cornucopia of choices available to either support chemo and radiation, or as alternative treatments. It takes much work and experimentation to discover what works for each of us, but the improved quality of life this alternative road offers is indisputable. Brian’s book provides a path for new hope and life in the face of despair.

Kirsten Ebson, cancer patient

As a carer of a recently diagnosed cancer patient, I found so much in this book that makes good sense in all aspects of this illness. Perhaps most importantly, developing a positive attitude and where to find the right support that best suits you. No better example of this than Brian himself.

E. Webster, wife and carer of a cancer patient
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Here is a test to find whether your mission on Earth is finished: If you’re alive it isn’t.

— Richard Bach





Foreword

The ‘Patient Voice’ is becoming increasingly important in cancer research. Funding bodies, such as Cancer Research UK and the National Institute of Health and Care Research (NIHCR) now require applications for grants to include a patient representative in their research teams. These patient representatives can provide useful insights into the relative importance of different aspects of a research programme that would not be obvious to clinicians and scientists who are focused on technical aspects of the research.

Recently sufferers from cancer have begun to go public with their experiences and this sharing of experience can offer insight, advice and sometimes hope, to fellow sufferers. Brian’s book is a detailed and honest account of the development of his cancer, or more accurately cancers. One thing that comes out very clearly from his book is the complexity of addressing the many different aspects of his diseases. The health service, although staffed with able, committed and over-stretched practitioners, is not able to offer a ‘joined up’ approach to disease management. The only person who can join things up is the patient and Brian has mastered this art.

Professor Peter Weightman, BA, PhD, F. Inst. P., cancer research scientist, Physics Department, University of Liverpool.
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Introduction

A diagnosis of cancer can seem like waking up in a shipwreck and realising that you’ve never learned to swim. Even though we may have observed the process that relatives have gone through, when the news hits us it ‘concentrates the mind something wonderful’, to borrow some words from John Wesley. All the instincts of our body’s defence system kick in but that only leaves us in a quandary. Do we fight, flee, freeze or just fiddle about?

People can respond in any of those four ways. Some get angry, others just hide under a duvet for days; some become silent and uncommunicative, others find dozens of things to do — anything that stops them thinking about ‘it’. Whatever our immediate response we soon begin looking for a raft, lifebelt or even a sturdy piece of driftwood. 

But a lifeboat quickly appears in the form of a doctor in shining white. The initial shock abates slightly as we hear what can be done, which is most usually positive news, and our hopes rise. Then it dawns on us that our lives, at least for the immediate future, are about to change radically. Expectations are cancelled. The future is no longer endless, though it never was so. It feels like an end, but it’s not. It’s a beginning. We are going to discover things about ourselves and the meaning of life that we could discover in no other way. But to do that we have to give ourselves to the journey. Resistance is futile. We’re going to have to do this, like it or not, and withstanding it is like Canute resisting the tide with a broom.

This is a beginning that’s outside of our control but then, most beginnings are. The first twenty years of our lives were full of beginnings — walking, talking, nursery, infant school, junior school, senior school, college — how involved were we in creating these beginnings? Our culture — national, local and within the family — has had an enormous influence over our decisions. Our beginnings tend to be continuations of all that has gone before, generation after generation.

However, unlike many of our beginnings, on this journey we’re not joined by a host of ‘freshers’. We feel isolated and alone. But we’re actually one among many. In 2022 there were three million people with cancer in the UK and this is expected to rise to four and a half million by 2025. The trouble is that, as cancer patients, many of us instinctively crawl back into our shells. But we need not be alone. There is a host of helpers to support us and encourage us and much that we can do to alleviate our suffering and promote our healing and wholeness.

***

This book represents only one person’s limited experience during a finite period of time. For that reason it’s not a long book. Neither is it a diatribe against doctors. Far from it. I deeply respect the whole medical team for their erudition, dedication, expertise and exceptional hard work. It is, I hope, a book that will inspire you to do all you can to live a satisfying life — in spite of everything.

Unfortunately, we have a tendency to set our doctors on pedestals, regarding them as the arbiters of all medical wisdom. Although I’m not a doctor I know how this feels. When I worked as a careers adviser, young people and teachers would look to me as if I was the one who could gaze into a crystal ball and reveal what jobs they should take up. It was very easy to accept the impossible role of ‘expert’ and try to fulfil it. Fortunately it didn’t take long for me to realise that my role was to help facilitate my clients’ own research and come to their own decisions about what they would like to do, rather than have them look to me as the writer of prescriptions. (It helped to be told the definition of ‘expert’: ‘ex’ is a has been and ‘spurt’ is a drip under pressure!) In a similar way, when we have an illness, a severe illness especially, we need to be ‘self-advocates’, as my sister, a gerontologist, would put it.

What I’m saying is that we should respect and trust our doctors but not abdicate responsibility for investigating our own complaint and the diagnosis and treatment being offered. We need to be asking pertinent questions about our treatment and its implications — and even impertinent ones if necessary. All too often patients are not fully involved in making decisions about their treatment. Some doctors only want our permission to do what they think needs to be done. They don’t feel the need, or maybe have the time, to go into detailed explanations. When we’re clinging on to a piece of driftwood in a stormy sea we’re in no position to question the means by which someone is trying to rescue us. But we have to.

In this book I describe my own long journey with cancer and some of what I’ve learned as a result of it. There are things we can do to alleviate our condition, to slow its advance and in some cases even help cure it. This book is written to give you hope.





Chapter 1

So Far So Good

Cancer is sneaky. We can live with it for months, even years, without knowing it’s there. That’s perhaps because cancer is not something we catch but something that happens to our own cells when their DNA is corrupted. It seems that the body’s immune system deals, pretty much all the time, with rogue cells that have become cancerous. However for many of us, largely because of our lifestyles, cancer cells proliferate faster than the immune system can handle them. As we continue to follow unhealthy practices, overloading our bodies with foreign chemicals, so we weaken our immune systems and give our cancers a chance to develop and proliferate. But it’s often not until tumours start to obstruct the functioning of body systems and produce symptoms, that we know anything is wrong. Even then, especially as we get older, we may assume the aches and pains or increased need to pee are just what my mother used to call ‘growing pains’. I realised late in life that I was still getting ‘growing pains’ but now they were ‘growing old pains’! Whereas we shouldn’t turn into raving hypochondriacs, we also shouldn’t ignore pain. It’s the body’s only way of telling us something is wrong. It’s an appeal to the higher authority of the mind to get something done about it.

My own journey with cancer started like this: I was making wine, and my latest 30 litre (around 7 gallon) batch of Shiraz was ready for its first racking. I searched my garage, half of which doubled as a winery, for my usual siphon tube without success. So I found another with a larger bore, which pleased me. I thought it would get the job done quicker. I gave a big suck to draw the wine into the tube and it came in a rush, filling my mouth before I could get the tube into the receiving container. I must say that, even at that early stage of fermentation, the wine tasted rather good, so I swallowed it down.

On my visit to the loo early the next morning I found myself peeing pure Shiraz! I’d never had that happen before and not being a medical man, assumed it could be possible. All that day I continued to pee Shiraz, but when my urine was still discoloured the following morning I thought I’d better get it checked out. I phoned the surgery and got an appointment the same day. When I told my doctor the story of the wine, he laughed — quite a lot actually — which was somehow reassuring. When he’d recovered his equilibrium he took a urine sample and told me, as he had suspected, it was not wine but blood. ‘It’s probably polyps,’ he said. ‘Quite common at your age,’ (a lot of things are) and he made an appointment for an ultrasound scan to be taken at the local hospital.

A couple of weeks after the scan I had a letter from the hospital in Hereford to say that an appointment had been made with a kidney specialist. The specialist turned out to be a surgeon. Elizabeth, my wife, came with me and we were told that I had a huge cancer growing on my left kidney and that the kidney would have to be removed. Throughout the consultation we felt we had as much time as we needed to ask questions and discuss the procedure that was being offered. Eventually, after a few moments of silence to take it all in, the surgeon asked,

‘Have you any more questions?’

‘Yes,’ I replied. ‘When can you do it?’

‘Next week,’ he said. ‘I’ve booked you in for Tuesday, O.K.?’

I was 69 years old and had been retired for four years. Was this the beginning of the end? My former father-in-law had retired early and died of a rare blood cancer two years later. Would I survive the operation? What was the long term prognosis? I knew it was serious because I was told I’d need to spend a few days in intensive care. The whole matter weighed on my mind and I know it did on Elizabeth’s too — perhaps more so. It’s often easier for the person afflicted to deal with such issues than it is for the loved ones who have to look on. Secretly and tearfully I wrote a letter to my four children, only to be opened if I didn’t survive the operation. But deep inside I didn’t really feel this was likely, only a possibility. I was fit, having spent some 50 years cycling and walking regularly. And I was healthy, only taking one tiny tablet a day to control a slight heart arrhythmia.

The operation went well. On my second day in the ICU the duty doctor came to see me and, finding me very cheerful and alert, asked the nurse, ‘What’s he doing in here?’ I was taken back to the main ward. The nurses there were always very busy rushing up and down the ward attending different people and getting side tracked by patients, who like me were tubed up, and needed help to do practically everything.

Morphine is a wonderful drug. It kept me pain free for the first few days, then they put me on Tramadol. What nobody told me was that these pain killers would cause constipation. That I had been given nothing to relieve constipation while on these drugs created a problem which resulted in the application of suppositories. When these didn’t work either, I had to have an enema. Since such side effects are well known it was surprising that few people were offered any form of laxative when taking them. I believe that’s changed now. I do hope it’s generally so.

It didn’t help that the hospital food was diabolical and often downright unhealthy. White bread, sugary puddings, limp lettuce, overcooked cabbage — I longed for home and one of Elizabeth’s fish pies. It still amazes me that some people rate hospital food highly. I can only assume they live on ready meals, although frankly, I’ve had better ready meals than the food served up by the any of the hospitals I stayed in. At Hereford it didn’t help that the food was cooked by contractors in South Wales and transported 100 miles or so in cannisters before being served. Elizabeth started to bring in food for me. When I was allowed out of bed we would go to the hospital restaurant.

Five days after the operation, having been taught by a physiotherapist how to get out of bed safely, I returned home to recuperate under the loving care of my lovely and greatly relieved wife. Home cooking never tasted so good! One thing I hadn’t bargained for though was that I could no longer wear a belt comfortably and Elizabeth bought me some bracers — red bracers. One day I wore them into the village, a distance from our house I could manage with ease, and met a neighbour who said, ‘Oh, Brian, I do like your red bracers. They make you look really defiant’. I don’t know that I felt defiant exactly, but I did feel good and certainly didn’t sense that my demise was imminent.

As it was going to be some time — weeks and months rather than days — before I was fit again, I had bought a garden swing seat with a canopy. It was wonderful to be able to spend time that summer reading in the garden under the Eucalyptus tree or being with friends who dropped in from time to time to drink a glass of Shiraz.

Over the next three years I had regular check-ups involving CT scans and consistently got the all-clear. Then in 2012 a check-up revealed that I had cancer in my left adrenal gland. What my doctors hadn’t told me, and I didn’t discover until years later, was that tumours are sort of self-contained within a fibrous capsule.1 There may be millions, even billions of baby cancer cells within each capsule and as long as it remains intact cells are unlikely to spread to the rest of the body. However, it is well known that there is a danger that surgery can release cells from the capsule which can then produce tumours in other parts of the body.1 It seems clear that this is what possibly happened in my case. One solution to this is to put post-surgical patients on a short course of chemotherapy to ‘mop up’ any remaining cancer cells. This was not offered to me, which, with hindsight, may have been a serious omission. Had I been given chemotherapy 14 years ago might I have avoided all the issues that were to come? I would have been younger and more able to withstand the side effects of the treatment and it would not have been palliative and long term but short term and bearable. (My current oncologist assures me the procedures of 2009 and 2012 were safe. I’m not so sure.)

My local hospital couldn’t handle an adrenalectomy so I was referred to the Queen Elizabeth Hospital in Birmingham, 60 miles away. The surgeon there was excellent and the operation went well. Having learned my lesson about the effects of painkillers at Hereford I took a laxative as soon as I could and chose to take Paracetamol and Ibuprofen together rather than Tramadol. Although the morphine did ‘bind me up’, as my grandmother would say, it didn’t last as long.

Although very modern, I didn’t think the hospital was as efficient at dealing with patients as the nurses were on the old fashioned wards at Hereford. There was a long corridor with a staff station in the middle and wards going off on either side, each with five or six beds. This meant that, whereas we could see nurses rushing up and down the corridor, getting their attention was very difficult, even with the emergency light on. When I was no longer tethered to machines by tubes, there were several occasions when I got out of bed to find a nurse for a fellow patient who was moaning with pain or being sick. I also found soiled linen and cloths in a heap on the floor of the toilet and it took some while to get someone to clean them up. One nurse showed me a check-list. ‘I have to tick every box for every patient on the ward on every shift,’ he told me. ‘It takes an hour.’ How many hours of valuable nursing time does that kind of practice use up every day in a large hospital? On a recent visit to my hospital in Hereford I discovered that kind of situation is widespread throughout the NHS. Nursing staff seem to be overburdened with administrative tasks, many of which duplicate one another or seem unnecessary. I was asked at least five times for information about allergies, heart conditions, diabetes and such during one visit to A&E alone. I suspect there’s a lot of paranoia among hospital administrators, fearful of being caught up in litigation and therefore constantly covering their own backs. It seems a pity not to be able to trust people’s professionalism.

Although there was accommodation for a relative in the Birmingham hospital we were unable to book a room for Elizabeth so she stayed in a local hotel. It was wonderful to have her near for the whole of my treatment. At last I was released and a dear friend from our village came to collect us both and bring us home.

***

Another three years passed with regular check-ups, again producing ‘all clear’ results. Again follow-up chemotherapy wasn’t mentioned and in my ignorance I was unable to ask the question. Then, in 2015, it was discovered that cancer cells were growing again in my left kidney bed. It was back to hospital for a third operation. My left abdomen was beginning to look like a map of the London Underground and it was strange to look in a mirror and see my belly button had shifted several inches to the right.

Throughout those first six years I never sensed I was near to death. It wasn’t that I was in denial. I was quite prepared to die if that was to be the case, but some instinct in me said, ‘Not yet.’ I’d coped with two incidents already, had always felt well either side of them and now thought and felt this situation was disappointing but no different to previous ones. However it wasn’t long before I was disabused of that idea.

Endnote

1 Mclleland, Jane, How to Starve Cancer without Starving Yourself (ISBN-10: 0951951734).





Chapter 2

So Far Not So Good

In June 2015 a routine CT Scan revealed that I had cancerous spots all over my lungs. I was offered chemotherapy and went away to investigate and think about it. I was still experiencing no symptoms, was on a reasonably healthy diet and exercising regularly, sometimes walking five or six miles and doing quite a bit of gardening. I was also a regular meditator and so was relatively stress free. I asked how long I’d be on the suggested drug, Sutent, and was told it would be for the rest of my life. This was to be palliative treatment since they could offer no cure. I went on the Macmillan Cancer Care forum and read what people said about their experiences with Sutent. Little of it was good. People commonly experienced sickness and diarrhoea, fatigue and a suppressed immune system, making them susceptible to infections. I felt fit, looked fit and was fit. I thought I’d rather have a short and happy life than a slightly longer but uncomfortable one, so I declined treatment.

Although, as I said, we had a reasonably healthy diet, we stepped this up a bit, going on to largely plant-based nutrition and cutting back on sugar. I’d heard that sugar was dangerous for cancer patients. Someone once told me that at a conference in Canada a research scientist friend specialising in cancer reported hearing that sugar fed cancer cells and that they took in seven times more of it than normal cells. Sugar should therefore be grossly reduced though not eliminated from the diet. When I told my oncologist that I’d reduced my sugar intake he said, ‘That won’t make any difference’. I was shocked. Didn’t this specialist keep up with the latest research? This was the first time that my confidence in the medical profession was shaken. It wasn’t to be the last. 

Like most people I had spent my life believing that the doctor knew best. After all, doctors went through years of training in very complex subjects. They should therefore know all there is to know about the human body, its ailments and their cures, or so I reasoned. But it wasn’t until 2021 that I discovered how serious were the gaps in doctors’ training and understanding, especially of the immune system, nutrition and the side effects of the chemicals that they give us. I really should have started my research earlier, but I’m a bi-product of Western culture and it’s not been generally acceptable to question doctors — not by people of my generation anyway.

In 2021 it had been six years since the spots on my lungs had first appeared, six years in which I’d continued to live a happy and healthy life, which would have been denied me if I’d been on chemotherapy. Indeed, if I’d pursued that course, there could well have been a possibility I may be dead! My oncologist kept telling me that the spots were getting larger but very slowly. I thought I was probably growing older faster than my ‘visitors’ were growing bigger. I didn’t mind dying with it, but I would prefer not to die of it. 

Then in October 2021 the CT scan showed that one tumour, now a couple of centimetres long, was on a trajectory to rupture my bronchial tract which would result in a collapsed lung. My oncologist encouraged me to go on a relatively new and targeted chemotherapy, Pazopanib. He said some patients had no side effects and they could provide medicine to counteract the worse of those anyway. It sounded from what I’d been told that the potential damage could be imminent, so, having discussed it with Elizabeth and taken time to think about it, I decided to go ahead with treatment. Fortunately I didn’t need to go to the Oncology Suite and take chemicals intravenously, I was to collect a bottle of tablets from the hospital pharmacy once a month and take them at home on an empty stomach with water. I bought a blood pressure monitor, checked my weight regularly and counted the number of paces I took per minute while I was walking. My oncologist ordered a blood test every week which was undertaken at my village surgery. All very convenient.

During the first two weeks I had no side effects and proclaimed on my Facebook page how good the treatment was. Then the side effects kicked in. I felt sick and wretched a lot and had diarrhoea. I also felt fatigued and couldn’t walk a mile without feeling exhausted. 

After four weeks I got a telephone call from my oncologist. ‘Stop taking the tablets straight away,’ he said. ‘They’re adversely affecting your liver function.’ At the beginning of the treatment my blood pressure had averaged 135/77. My doctor assured me that was pretty normal for someone of my age (82). My weight at the beginning of the treatment hovered around 13 stone (82.73 kg/182 lb). By the end of the first month of chemo my blood pressure was 142/81 and I’d lost half a stone (about 3 kg/7 lb).

I was very pleased to be off chemo over Christmas. My blood continued to be monitored each week for the next four weeks and I gradually began to feel and function better, though not yet back to my pre-chemo level of vitality. My oncologist suggested that I take a half dose, which I acceded to. But after only three weeks I was back to feeling listless and suffering retching and diarrhoea. The medicines given to me to combat the side effects didn’t help much either. One tablet, which was basically Imodium, did stop the diarrhoea but gave me constipation and the anti-sickness tablets didn’t stop me retching. Without asking permission I stopped taking Pazopanib.

On hearing about all this my sister, now a retired gerontologist in America, told me what she had heard at a conference that she had organised for doctors about medication for elderly people. One of the speakers, a specialist in geriatric medicines, told delegates that elderly people should always start with a low dose prescription then build up if necessary. This made every sense to the audience and my sister’s local doctors all took it on board. It made sense to me too, but when I told my oncologist this he said, ‘With chemo it doesn’t work that way’. My view is that if he had started me on the low dose, my liver may have developed a tolerance. But I’m willing to be contradicted.

I decided to get a second opinion on my condition. This was going to be difficult because the second opinion would have to come, so I was told, from Cheltenham hospital — the department my oncologist worked in. I also enquired about SABR (Stereotactic Ablative Body Radiotherapy) which targets tumours and kills them with radiation. This was not something my oncologist had offered. In fact he told me that my tumours were too numerous for radiotherapy to be of any use. I have no doubt that was true in relation to the overall picture but thought that tackling the one tumour that was threatening to be a problem might be possible. I received a letter in which an oncology doctor confirmed the findings of the scan and said that, whereas my tumours were too numerous to treat with SABR, palliative radiotherapy might be an option “should any single tumour become symptomatic”. The implied ‘if and when’ said to me that the problem was not as imminent as I had thought. There was also some good news: the tumour on my kidney bed did not appear to be changing very much. Not only that, but in the second opinion report I discovered that my cancer was classed as Grade 2. No one had told me that before. I had, in my ignorance, assumed that metastatic cancer would be graded 3 or 4. Maybe things weren’t as bad as I’d imagined.

In a TV programme, Making Sense of Cancer, Professor Hannah Fry said that most people would take the chemotherapy option, despite the after effects, even if there was only a 0.1 per cent chance of it preventing the illness. Most doctors who have cancer say they would want it to be at least a 25 per cent chance of success for themselves to warrant that kind of intervention. Herself a cancer patient, Professor Fry said:

I think we’ve decided that the chance of dying is the only number that matters and so we’ve built a one-size-fits-all approach to cancer care that takes courage and strength to deviate from. Perhaps that’s because we’re not having honest conversations about the true costs and benefits from treatment. Only when we do can people make out what they most care about and make a choice that’s right for them.
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