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‘Lymphoedema is a little-known illness and this book will help sufferers and their carers cope – and who better to help write it than someone like Gemma Levine who is a sufferer herself.’


– Dame Judi Dench


‘I was always aware of the terrible disease lymphoma, as my dad died with that condition, but was totally unaware of the further ongoing condition lymphoedema. Any knowledge that can help explain this condition is a must-read.’


– Sir Alex Ferguson


‘What we know about, we can work to heal, and in the meantime give strength to those who suffer. That is why this book is so important. I salute two remarkable people, Gemma Levine and Professor Peter Mortimer, for helping us learn about this terrible condition. Bless you both for opening our eyes and hearts.’


– Rabbi Lord Jonathan Sacks


‘Cancer touches all our lives and it is a sad fact that lymphoedema affects 40 per cent of cancer patients. This condition has been widely ignored in our generation. Let us hope there will be a cure in our children’s lifetime.’


– Dame Joan Collins


‘It is important, when an unfamiliar condition with a strange name is explained, for us all to understand. That is what is happening here. As a result, those who have suffered in the shadows will now know their condition is widely recognised and that they have our sympathy and concern.’


– Baroness Joan Bakewell


‘At last someone has written something about this debilitating condition, which causes so much suffering; this is a book that needed to be written and should be read.’


– Lord Paddy Ashdown


‘This is exactly what people suffering from lymphoedema need to have by them; professionally informed, but with the insight of those who live with it on a day-to-day basis.’


– Lord David Owen


‘Lymphoedema is the ugly child of cancers which, although widespread, is largely unknown. Peter Mortimer and Gemma Levine have brought it into the light where, I hope, it can be exposed and defeated.’


– Sir John Major


‘Professor Mortimer, one of the very top specialists of this debilitating condition, and Gemma Levine, a brave and determined sufferer and photographer, have come together to give help and support to others with this affliction.’


– Olga and Alex Polizzi


‘This subject is worthy of a dedicated book. It’s time for help and comfort to be shared and given, by true professionals, in this powerful publication. It is not soon enough.’


– Baroness Betty Boothroyd


‘Such understanding and openness offer the hope not just of better treatment, but ultimately of a cure for a hidden disease that affects too many.’


– Lord Michael Dobbs 


‘This book clearly explains this little-understood condition and focuses our attention on ways to support those who live with it.’


– Angela Rippon


‘A ghastly condition, too widely ignored. I hate to think how it affects Gemma, a lifelong photographer who is now unable to lift a camera – which was second nature to her existence.’


– Joanna Lumley


‘This book will help to shed light on a distressing and debilitating condition.’


– Jack Dee


‘So many of our colleagues in the world of music rely on hand and arm movements to play their instruments. With lymphoedema, it is impossible. It is incredibly depressing to know that there are those who have had to drop out of the profession for this reason. We hope one day there will be a cure.’


– Sir Karl and Lady Jenkins


‘It is appalling to know that lymphoedema can be caused by efforts to get rid of cancer. Yet another challenge for the medical profession, and I applaud books like this for bringing it out from the shadows.’


– John Suchet


‘Had I had the horrifying misfortune of lymphoedema in my hands, I would not have been able to butter bread, never mind cook for the glitterati and end up with a Michelin star. People with this terrible affliction deserve our support.’


– Prue Leith


‘It is wonderful that there have been significant advances in treating lymphoedema as a result of the work of Professor Peter Mortimer. But equally important is the perspective of sufferers like Gemma Levine to help those who are having to cope with this affliction.’


– Lord Richard Harries


‘I hope this book will bring help and relief to the many sufferers of lymphoedema, while also enlightening those of us who know so little about it.’


– Sir Stirling Moss


‘This is an obscure but terrible affliction. This book fills a huge gap in our knowledge.’


– Frederick Forsyth


‘Professor Mortimer and Gemma Levine are to be congratulated on bringing understanding of this little-known condition to a wider public.’


– Terry Waite


‘Let’s Talk Lymphoedema is of utmost importance in making us all aware of this terrible condition and how to cope with it.’


– Nicole Farhi


‘This is a vitally important book about a dreadful condition that affects so many people but receives so little attention.’


– Piers Morgan
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Foreword


This book, the first of its kind, addresses the underestimated healthcare problem of lymphoedema, through patient stories from throughout the world. In the UK, if it is known about at all, it is usually through its association with breast cancer, although there are many other causes.


As President of Sightsavers, an international non-governmental organisation that works with partners in developing countries to treat and prevent avoidable blindness, I have taken an interest in the progress towards the elimination of neglected tropical diseases, of which lymphoedema is one.


I am pleased to see that a neglected tropical disease features in this book. What is not realised is that lymphoedema causes similar suffering in our own communities and is equally overlooked.


My hope is that this book will bring much needed attention to this neglected condition.
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HRH Princess Alexandra





What Is the Purpose of this Book?


Do your feet and ankles tend to swell up on long-haul flights or in the heat? Do you occasionally suffer from prolonged and sometimes severe swelling in one foot? In fact, do you ever experience swelling in the arm, leg, or any part of the body? If so, there is a chance that you have lymphoedema. And the chances are that – like the vast majority of sufferers – you are not aware of having the condition, and probably haven’t even heard of it.


Lymphoedema is a hidden epidemic. It is one of the least recognised illnesses – among both doctors and patients. Those who have heard of of lymphoedema tend to associate it with arm swelling after breast cancer treatment. However, there are many causes: there are genetically based forms, which may be present from a young age; in tropical countries it is most commonly associated with filariasis, a mosquito-borne disease; and in the Western world the increase in obesity is now also making the condition more widespread.


There is no cure but effective treatments do exist to alleviate symptoms so that lymphoedema can be well managed and sufferers can live a full and active life.


The aim of this book is to give ordinary people, their friends, relatives, carers and doctors the information and insight needed to understand lymphoedema fully. It does so by shining a light on this neglected condition, explaining in simple terms and with carefully chosen images what it is, how it is caused, how it affects sufferers, how it is diagnosed and how its symptoms can be managed. It includes contributions from experts in the field, but also from patients themselves (all patient names have been changed) – in the UK, USA, India and Ethiopia – so that it offers a view of lymphoedema that is at once informed, global and personal.


We hope it will help raise awareness and understanding of the condition, and improve the lives of sufferers as much as possible.





Preface


When Gemma approached me to help her write a book on lymphoedema, I was immediately excited. Here was a famous photographer, with hugely influential connections and contacts, who had already written the bestseller Go with the Flow on her experience of breast cancer. I have specialised in the diagnosis and treatment of lymphoedema for over thirty years and it is a constant battle to get more public recognition of the problem. This was a fantastic – and timely – opportunity.


When I started my training at the John Radcliffe Hospital in Oxford in 1981 my boss, Professor Terence Ryan, sat me down and suggested I do some research. He said that if I specialised in lymphoedema I would be a world expert in two years. At the time I was flattered, thinking he was commenting on my ability and potential, but I soon realised that it was nothing to do with me. What he was really saying was that if you are the only one studying something it is not difficult to become the expert on it. It was a sadly accurate reflection of how neglected lymphoedema has always been. As renowned medical researcher Philip McMaster said in his William Harvey Lecture of 1942: ‘The functions of the lymphatic system have remained largely unknown [since its discovery]. Two influences have contributed to our state of ignorance, a lack of suitable methods of study . . . and a lack of interest.’


That sentiment has remained much the case to this day but now interest in lymphatic science is growing fast. The discovery of genes causing lymphoedema has increased our understanding of how the condition can develop, and I predict that, in the foreseeable future, new treatments will become available. In the meantime we need to do all we can to raise awareness of this condition, which can cause huge physical and psychological suffering, and make sure that healthcare professionals are taking notice and doing all they can to help their patients. That is why I agreed so readily to work with Gemma on this book, which I hope will help put an end to all these many years of neglect.


Professor Peter Mortimer





Introduction by Gemma Levine


A few years ago I was diagnosed with breast cancer and had surgery to remove a tumour from my right breast and a mastectomy. Shortly after going through the trauma of chemotherapy and radiotherapy, I discovered my arm was grossly swollen and reddish, and it felt heavy and painful. I visited my surgeon who said, ‘You have lymphoedema, that’s very unlucky.’


I did not know what lymphoedema was – I hadn’t even heard of it before. The nurse thrust a small booklet into my hand and suggested I had a few sessions with a remedial massage specialist. Innocently I thought a series of six visits would cover it. It didn’t. I have since learnt it will last my lifetime.


The onset of lymphoedema was gradual for me. My arm became heavy and thick, my skin became soft and pitted and my movements increasingly restricted. I can no longer use my right hand to carry parcels, lift items from high shelves, remove hot dishes from an oven, use scissors or handle large bars of soap when showering. I can only wash my hair with my strong arm, and I cannot wear T-shirts or other close-fitting garments. I was advised not to travel on long flights, so I limit myself to a maximum of two to three hours and I have to keep my arm elevated, otherwise it becomes excessively heavy. But most important is the effect it has had on my lifelong profession as a portrait photographer. I can no longer hold heavy cameras. Recently I was fortunate to be able to purchase an Apple iPad, which is light and easy to handle. I was astonished that I could achieve the same results with an iPad, or even iPhone, as with my professional cameras. So I am able to continue to explore my creativity and still experience the joy and fulfilment of my profession.


To maintain my quality of life I have to be disciplined with my exercise and new regime. I swim every morning and have devised a routine exercise programme (which is at the end of this book). I visit a lymphoedema specialist, Carmel Phelan, once a month, who keeps a measurement check on my arm, administers manual lymphatic drainage and changes my compression garments if needed. I also use a machine that was sent to me from the USA, a ‘Bio Compression’ pump, which moves up and down the arm gently and rhythmically.


A year ago, I took part in a BBC2 documentary during which I was filmed in my home. During the interview my local GP, Dr Nazeer, came to visit. I was wearing my compression sleeve as he examined my arm and asked how my lymphoedema was responding to self-management. The whole clip lasted no more than two minutes. Some months later, on the night it was broadcast, I checked my emails at the end of the programme and discovered, to my utter surprise, there were around forty in my inbox. A few were from friends and family, commenting on the programme, but the others were from people around the country asking questions about my condition or commenting on how rare it was to see it featured on TV. Yvette from the Midlands said, ‘Lymphoedema awareness is so not out there . . . It is a restricted condition with misunderstood information, sadly with a growing audience out there too.’ Shaemus from Ireland wrote that, ‘Lymphoedema is the poor relation to cancer in respect of media attention.’


This reaction to the documentary was a wake-up call for me. Ah! I thought. There’s a need here for a serious book. I started to do some research and then, armed with my newfound facts, I visited my oncologist, Professor Paul Ellis, who put me in touch with his colleague Peter Mortimer, Professor of Dermatological Medicine at St George’s and the Royal Marsden Hospitals, internationally known for his expertise in lymphoedema. When I eventually met him, we discussed the concept of a book and agreed to combine our efforts. With his exceptional knowledge of the condition, there could be nobody better to collaborate with, to move the project forward in the right direction. A few weeks later we had a plan.


Since then, I have learnt and seen so much of the stages of the condition and the various types affecting men, women and children, not all of which are related to cancer, as mine is. I have also been surprised by the number of people I’ve encountered who are familiar with lymphoedema. Kristina, my friend from Finland, told me her mother had developed lymphoedema in 1963 at the age of forty-eight, in the same arm as myself. She had no real regular physiotherapy, just instructions to massage herself daily. ‘She wore a bind around the arm, a sort of stretchy bandage from armpit to wrist. It was quite an effort, as she had no strength in the arm.’ And once, while in a restaurant in Venice, a waiter eyed up my compression sleeve and asked, ‘What is the matter with your arm?’ I replied ‘You won’t know what this is, it’s called lymphoedema.’ ‘Oh!’ he exclaimed. ‘Yes I do, it’s a reminder of a cancer operation you had, where you have been lucky enough to survive. What a meaningful reminder.’


More recently, I was in Waitrose, Oxford Street and when I asked for home-delivery, which I am reliant on as I cannot carry the bags, I was told the driver was away sick. The manager, Annette, took the bags and said she would assist me to the street and put me in a cab. On our way up the escalator, she asked what was wrong with my arm. I said, yet again, ‘You won’t know what this is, it’s called lymphoedema.’ ‘Yes I do,’ she said, and tears filled her eyes. ‘My best friend has just been told she has it and is in tremendous discomfort and doesn’t know what to do.’ When I told her that I was about to publish a book on the subject, she said, ‘With the very little knowledge there is today of the condition, it will be one of the most valuable books and will help thousands of people.’ With that, she put her arms around me, hugged me and we parted.


The physical, emotional and psychological effects of lymphoedema cannot be underestimated. From my experience it is essential that we have specialist consultants and practitioners to provide sufferers with the knowledge, advice and vital treatment that they need to cope with this condition.


Let’s Talk Lymphoedema is exactly what this book is all about. It is our aim to inform sufferers, friends and family of its debilitating and lifelong effects, and to help them deal with those effects. I am profoundly privileged and proud, to have collaborated with the experts in this country and worldwide who have contributed to this publication, but in particular, Professor Peter Mortimer who has devoted time and expertise to advancing this cause, which has been his lifelong endeavour. I have also photographed many patients: symbolic photographs that illustrate the workings of the lymphatic system; a micro-surgery unit within a hospital; preparing bandaging and lymphatic drainage treatments; a compression garment factory in Germany and many more.


I hope this book will be a powerful tool in the struggle to raise awareness of lymphoedema. It includes the most up-to-date information and advice from around the world, and has a powerful message for sufferers: that they are not alone or forgotten, and that they can still lead rich and vibrant lives.


Gemma Levine
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Introducing the Lymph System


‘I had little idea what the lymph system was until my (best) friend Ross got lymphoma, which is a cancer of the lymph system. I now know how important the lymph system is for keeping us healthy and how important exercise and, particularly, sport are for it to function properly.’


Sir Andy Murray (twice Wimbledon champion, US Open tennis champion, twice Olympic singles champion, Davis Cup winner for GB)


This book is not about cancer, but it is about the lymph system, a part of our body most people know very little about, and one of the problems that arises when it does not work properly: lymphoedema. To understand the condition fully, we need to first understand a little bit about the lymph system and how it works.


WHAT IS THE LYMPH SYSTEM?


Most of us are familiar with the idea that the heart circulates blood around the body, carrying the oxygen, nutrients and fluid that all the different types of cell in our bodies need to work. This is called our cardiovascular system and it operates along a network of blood vessels such as arteries, capillaries and veins.


What most of us don’t realise is that we also have a second circulatory system called the lymph system. It acts as the drainage route for the body’s cells, carrying away excess fluid, waste materials, immune cells and proteins from the tissues. The fluid that leaves the cells and enters the lymph system is called lymph, and the system itself is made up a network of lymph vessels and glands (which are sometime referred to as ‘nodes’).


HOW DOES THE LYMPH SYSTEM WORK AND WHY IS IT IMPORTANT?


The way that lymph moves through the body is a little bit like the way rainwater makes its way to the sea. When it rains, drops of water drain through the soil and then enter rivulets and streams. These in turn flow in a one-way direction, joining bigger and bigger river channels until finally they empty out into the sea.


Lymph flows in much the same way. It drains from individual body cells into the smallest lymph vessels, which are much like the tentacles on sea anemones. Lymph then travels in a one-way direction through a network of increasingly bigger lymph vessels until it eventually completes its journey in the upper chest where it discharges into two big veins. The lymph fluid, now mixed back into the bloodstream, will then either flow back out to the tissues or, if there is excess fluid in the body, it will be excreted through the kidneys and exit the body through the bladder. The lymph system is therefore instrumental in controlling the amount of fluid in the entire body, i.e. both in the tissues and the blood.


As it moves along the lymph system, the lymph fluid itself passes through a series of lymph glands. There are hundreds of glands in the human body, each one the size of a small bean. They are situated in varying numbers around the body, but tend to cluster near major junctions in the lymph system, in areas such as the neck, armpit and groin.
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The smallest lymph vessels, which absorb fluid from the tissues, are tubes that resemble the tentacles on sea anemones.


Lymph glands perform two basic functions: they clean up the lymph before it re-enters the bloodstream, by sieving out, trapping and destroying foreign materials; and they monitor the lymph for telltale signs of infection in the body, playing a vital role in our immune system.


Immune cells are released from blood vessels throughout the body in order to patrol the tissues looking for germs. If they encounter the germs that cause infection, such as bacteria, viruses and fungi, the immune cells exit the tissues via the lymph vessels and head for the lymph glands. Once there they trigger an immune response, whereby the lymph glands produce and mobilise other immune cells specifically tailored to kill the offending germs. These immune cells then travel from the lymph glands along the lymph system, into the blood stream and back to the site of infection to kill the germs.



HOW DOES LYMPH FLOW?



The flow of the lymph system is vital to its healthy operation. Blood is pumped through the body by the heart. The lymph system, on the other hand, requires movement and exercise to make lymph flow. If we do not move much, neither does the lymph.


The movements we make during our everyday activities involve the expansion and contraction of the various muscles in our bodies. These muscle movements in turn serve to massage and squeeze the tissues around them, forcing excess fluid out of the tissues and into the smallest lymph vessels. The same principle also drives lymph along the tiny lymph vessel tubes and keeps the process going: when the muscles relax and the ‘squeeze’ stops, the tissues recoil, so allowing the now empty lymph vessels to suck up more fluid from the tissues.


The process is similar to what happens when you squeeze and release a sponge underwater. Squeezing a wet sponge drives water out through the pores and from the network of channels within the sponge. Releasing the sponge under water then absorbs water back into the sponge where it stays until the sponge is next squeezed.


The larger lymph vessels further along the lymph system have special muscle cells built into their walls. This allows the vessels to generate their own contractions, propelling the lymph onwards – up a leg or an arm, for example. These larger vessels are split into segments separated by one-way valves – so that they look much like a string of sausages. As one section contracts, the lymph is pumped through the open valve into the next section, with the valve preventing reverse flow so that the lymph always moves in one direction, much like lock gates on a canal, which ensure the water can only flow one way.
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The valves within lymph vessels work like canal lock gates, ensuring lymph can only flow in one direction.


HOW DOES THIS RELATE TO LYMPHOEDEMA?


Lymphoedema occurs when the lymph system fails: lymph vessels can get blocked or close down at some point along the drainage route; valves can fail allowing the lymph to flow backwards, towards the tissues; and the ability of the lymph vessels to contract can fail, in which case lymph is not pumped towards and beyond the glands.


Any impairment to the lymph drainage system causes the fluid to back up and collect within the tissues instead of draining away. As we will see in the next chapter, one of the most immediate and obvious symptoms of lymphoedema is therefore swelling, but there are many more potential symptoms and complications.
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What Is Lymphoedema?


Lymphoedema is a chronic condition caused by a failure in the lymph system, meaning lymph is not draining from the body. There are many reasons why it might fail (see Chapter 4) but the end result is generally the same: a build-up of fluid in the tissues causing chronic swelling with thickened skin.


WHERE DOES LYMPHOEDEMA OCCUR?


The build-up of fluid associated with lymphoedema can occur anywhere where there is impaired flow in the lymph system – whether in the smallest lymph vessels, the larger vessels or, most commonly, in the various lymph glands located around the system. For example, a problem with the lymph glands in the left armpit could lead to lymphoedema occurring anywhere ‘up river’ from that point – i.e. the left breast, the upper left-hand side of the trunk, and the whole of the left arm. Similarly, if there is an impairment to the lymph glands in your right groin area, this could lead to problems in the adjoining side of the lower abdomen below the belly button, or anywhere along your right leg. In this case, due to the influence of gravity, you would be most likely to experience swelling in the foot, ankle and lower leg.


Lymphoedema most commonly occurs in the arm or leg, but it can appear in other parts of the body as well. It is less likely, however, to appear in the genitalia or in the head and neck area. This is because these areas of the body have lymph drainage on both sides, so there would have to be a problem on both sides to cause lymphoedema to occur.


It is worth re-emphasising that lymphoedema is not always caused by problems in the lymph glands – if there is sufficient compromise in lymph flow at any point along the drainage pathway then swelling can occur. For example, lymphoedema of the foot could result from impaired drainage within the small lymph capillaries of the foot; from a failure of the main lymph vessels of the leg to pump properly; or from obstruction in the groin.


FLUID RETENTION AND SWELLING


Lymphoedema literally means ‘swelling caused by the build-up of lymph fluid’. It can develop in different ways, but generally starts as mild, reversible swelling, that may go away at first, but at some point will become more permanent. It often becomes particularly noticeable when lymph drainage is put under stress – for example, during an extended period of inactivity such as on a long-haul flight. In practice this swelling might mean that the rings on your fingers start to feel tight, your face and tummy become bloated, or your ankles begin to balloon. This swelling can then in turn cause further symptoms such as heaviness, aching and a general discomfort.


One problem with diagnosing lymphoedema (see Chapter 6) is that it shares many characteristics with ‘oedema’, which is a swelling caused by the retention of any fluid. Oedema can often occur during pregnancy, before a period or sometimes in the heat (due to a redistribution of fluid). However, it can also be a sign of a serious medical condition such as heart, kidney or liver disease, so it is important that a complete assessment is carried out to exclude these possibilities.


In fact, to make diagnosis more complicated, all cases of oedema involve the lymph system because oedema occurs when blood vessels under the skin release more fluid into the tissues than the lymph vessels can drain away. The difference between oedema and lymphoedema is that oedema affects the lymph system, whereas lymphoedema is caused by a fault in the lymph system and involves a build-up of lymph rather than just fluid.


Since lymph contains other elements including waste products and immune cells, the swelling produced by lymphoedema tends to have a more solid texture to it. The fluid in oedema, on the other hand, can be displaced by pressure, and so indents, or pits, very easily if a finger is pressed on the skin. A good example of pitting is the indentation left by pressure from the rim of a sock. This can be tested to some extent by pressing a fingertip firmly on the skin surface for twenty seconds (assuming it is not painful). If a dent from your finger remains after release, then you have fluid oedema.


THICKENING SKIN


Over time lymphoedema can cause changes to take place in the skin, making it much thicker. The worse the swelling, and the longer lymphoedema has been allowed to progress, the worse the skin becomes – it can often become twice as thick as it would normally be. We don’t know why this happens, but it is probably a response to the pressure of the fluid collection within the skin, as well as the effect of inflammation from the disturbed immune cells.


The surface of the skin can also develop a warty complexion and can start to look like the bark of a tree or elephant hide. The term ‘elephantiasis’, which is sometimes used instead of lymphoedema, comes from this change in complexion of the skin and the fact that the swollen leg could be said to resemble that of an elephant.
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In longstanding lymphoedema the skin can become so thick that it can look and feel like the bark on a tree.



OTHER HEALTH FACTORS AND SYMPTOMS



Although swelling is the main symptom associated with lymphoedema, it’s not the only health problem sufferers can experience. Because the lymph system is responsible for removing virtually all excess and waste products from the body’s tissues, if it is not working properly, it can affect other aspects of our health. One example is cardiovascular disease, which arises when the walls of the arteries become ‘furred up’ by cholesterol deposits. There is some evidence to suggest that these deposits can partly be explained by a failure of lymph drainage within the cells of the arterial walls.


The lymph system is also important for maintaining a healthy body fluid balance, which means that any impairment could possibly contribute to raised blood pressure. There is also a strong association between lymphoedema and obesity (see Chapter 4) and this association is known to work in both directions: obesity is the biggest risk factor for lymphoedema but lymphoedema can also cause obesity. However, as we shall discuss in the next chapter, the main problem associated with lymphoedema is infection – particularly cellulitis, which can pose a serious health risk.
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The Perils of Infection


The lymph system plays an important part in our immune system (see Chapter 1), so any impairment to the lymph system can lead to problems with infection.


We come into contact with germs all the time. More often than not, our immune system – with our lymph system in support – deals with these germs without us knowing about it. Sometimes we may be aware of slightly enlarged lymph glands from a sore throat – an indication that the body is fighting infection – but otherwise we are not ill. On other occasions we feel unwell and feverish with aching and headache, which are signs the immune system has had to go into overdrive to fight the infection.


With lymphoedema, the failure of the lymph system means that the immune system is compromised, and can’t fight infection. It doesn’t affect the entire body (unlike HIV, which is the disease that usually comes to mind when we think of a compromised immune system) – it just affects the area where the lymphoedema is present. However, that area becomes very susceptible to infections, which are difficult to eradicate and can keep coming back. A recent UK study showed that infection was common among lymphoedema sufferers, with 60 per cent having experienced at least one episode during the previous six months, and 22 per cent of those having been admitted to hospital for treatment of the infection.




‘I had lymphoedema in my right leg for a few weeks after a major operation for bladder cancer some years ago. I was lucky in that it resolved, but many cancer survivors are not so fortunate. This book will be of great help to them in understanding and self-managing this distressing condition’


Dame Mary Archer





CELLULITIS


One type of infection that is especially associated with lymphoedema is cellulitis – a painful and potentially serious infection of the skin, which often leads to septicaemia, or blood poisoning. It can cause profound illness with high temperatures and low blood pressure, with the accompanying threat of damage to vital organs. In Europe it is also known as erysipelas, and in the tropics it can be called acute dermato-lymphangio-adenitis (ADLA) when associated with elephantiasis.


Cellulitis is most often caused by some form of surface skin break – a cut or insect bite for example – that introduces bacteria into the region, where the immune system is unable to deal with it. This is one of the reasons skin care is so important in managing lymphoedema (see page 95), although there are other ways the harmful bacteria can enter the body.



RECURRING INFECTIONS



People who suffer with lymphoedema often find that infections, such as cellulitis, can easily recur; in some cases striking as soon as you have recovered from the previous bout. It remains unproven but it is more than likely that in some cases, because of the weakened immune system, the infection is never properly eradicated. Antibiotics used to treat infection are intended to aid your immune system, so if your immune response is impaired, they are not always effective. This would explain why some patients with lymphoedema and recurrent cellulitis find that they can bring on an attack just by getting overtired, overstressed or by over-exercising. As one patient explained: ‘It’s as if the infection is asleep in my leg all the time and then, when it sees I am run down, it wakes up to take advantage.’


Recurrent attacks of cellulitis can be one of the most distressing and frightening aspects of having lymphoedema. Attacks can come on without warning, sometimes mild, sometimes severe, with no rhyme or reason as to why one attack might be more debilitating than another. This element of unpredictability can be extremely unsettling and discourages people from making plans for holidays or long-distance travel in case infection strikes.


A UK government report in 2009 stated that cellulitis was among the top ten reasons for admission to hospital, accounting for over 45,000 emergency admissions per year. A significant proportion of those patients will have lymphoedema, but many may not yet have a diagnosis. Unfortunately, in most cases, staff haven’t been trained to recognise that more than one attack of cellulitis in the same area always indicates underlying lymphoedema, as James discovered when he started suffering from recurrent infections:




James is fifty-five and works for an airline, which often means having to fly every two weeks or so. He had noticed that his ankles would swell on flights; the longer the flight the worse the swelling. Heat would also make the swelling worse. He knew it was fluid because he could make an indentation by pressing his thumb into his shin. The swelling did not hurt, and if he elevated his legs and wore flight socks on trips, he could just about control it. Then, around Christmas two years ago, he suddenly became unwell with high fever. He was shivery, had a headache and felt sick. He thought he had the flu but then realised his right leg was painful, bright red and hot to the touch. He immediately went to hospital where he was admitted with cellulitis.


After five days on a drip having intravenous antibiotics and then a further two-week course of antibiotics he made a full recovery. The leg oedema was much the same as it had been before so he carried on as usual. Then nine months later he had a further attack of cellulitis. He recognised the symptoms, so he went to his GP who prescribed antibiotics. Although he did not feel as ill as he had during the first attack and did not have to spend time in hospital, he was forced to take three weeks off work.


Five months later he became very unwell and collapsed. He was rushed to hospital by ambulance and admitted immediately. Cellulitis of the same right leg was diagnosed again. After ten days on a drip he was allowed home on oral antibiotics but remained concerned that the leg still hurt and was red. Returning to work a month later, he almost immediately suffered another attack of cellulitis, the fourth, in the same leg.
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