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The beginning of our lives together: easier times





Preface



‘This is life changing.


This is a life-changing event.’





 


By 2016, our life was wonderfully unremarkable. Our careers had matured, and our two children had settled into their teens. We’d had a few rough patches in the past, but things now felt on an even keel. Helen was semi-retired so that she could spend more time supporting the children and Udo was working far too hard but enjoying every minute of it. As professionals we were both doing what we wanted to do: Udo was an NHS medical consultant in a specialist neuro-rehabilitation unit in Oxford and Helen a clinical psychologist in a specialist NHS unit for cognitive behaviour therapy (CBT). Udo’s skill was in helping people recover from brain injury and Helen helped people overcome psychological problems and life crises.


We knew that we were a fortunate family, as Helen tediously reminded the kids; we took none of our contentment for granted and that’s one of the reasons it felt so wrong when it was snatched away overnight. Within hours of his stroke Udo uttered the words, ‘This is a life-changing event, Helen.’ He was right. At once our lives were radically altered and we were about to embark on a journey for which we were ill prepared. You might have thought that with Udo’s specialist knowledge of stroke and Helen’s training in managing emotional problems we would be uncommonly well equipped to deal with the onslaught of shocks that follow a severe brain injury, but we struggled. As individuals, as a married couple and as a family, we struggled. But we also survived. After a fashion we pulled through and a couple of years down the line we live life again. It’s not the life that we expected, and it is certainly not the one that we wanted, but it’s a recognisable, purposeful way of being that even has us counting our blessings from time to time.


Everyone, every family that endures a stroke, will have a unique story to tell. Some will fare better than us and some worse, but we wanted to share our tale in the hope that it might help others. Despite feeling so at sea in those early days, looking back we thought that we might have something to offer. We thought that if we put our neurologist and psychologist heads together we could produce something that might give the information, orientation and direction that would have helped us. That’s not to say that we weren’t given excellent care and information – we were, but we found ourselves so easily overwhelmed that we often couldn’t remember our neuropsychological conversations with professionals. So, we thought that it would be helpful to have some written material explaining stroke and some tried-andtested strategies that help people cope. That’s why we kick off with a chapter from Udo called ‘What Is a Stroke?’ and we end the book with Helen’s overview of CBT and how it might be useful when the time is right. And in between these two chapters is our family’s story, simply because we found it helpful and healing when others shared their experiences with us.


As Udo was so very poorly in the early days and because the stroke continues to affect his motor and cognitive skills, Helen took the lead in writing the text with constant input from Udo and some contributions from our children, although they didn’t want us to use their names – that’s why you’ll see ‘our daughter’ or ‘our son’ in the text. It’s not quite as elegant as naming them but it is what they wanted. There were heated debates over the choice of words and shared, yet conflicting, recollections of precise events, but we eventually got there. Interestingly, having a joint project that was meaningful also helped in reconciling us to a new way of being together.


[image: illustration]


Udo’s 60th birthday: a family outing to Legoland


Another joint project for all survivors of stroke is simply that of recovery – so often a family affair – and we hope that this text offers some help in achieving it.
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Happier times in Heidelberg just before Udo’s stroke
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What Is a Stroke? Udo Kischka


For over twenty years I had worked as a consultant in neurological rehabilitation, with people who had suffered strokes. So, it was ironic that, at the age of sixty-two, I had a stroke, a large one.


I was simply running for a train. Suddenly I felt a pain in the right side of my head and noticed a mild weakness and loss of sensation in my left arm and leg, but I was still able to climb aboard. It dawned on me that I might well have had a small bleed in my brain. However, the weakness and sensory loss on the left improved over the next hour or so and I didn’t panic; in fact, I felt remarkably calm (perhaps unnaturally so). I should have left the train at the next station and called an ambulance, but my instinct was to head home instead. There I had a brief conversation with my wife, then sat at the computer in the study and worked on some reports. It was late in the evening and eventually I must have passed out, probably in the small hours of the morning, I don’t remember.


I now assume that a bleed in my brain had continued to grow until I lost consciousness. My wife found me on the floor in the morning and called an ambulance. Later at the hospital, a brain CT scan showed that I had ‘a large intracerebral bleed in the area of the right basal ganglia and thalamus’ and I knew that our lives had changed dramatically.


Why me?


Strokes are not rare. More than 100,000 people in the UK suffer a stroke each year. That is around one stroke every few minutes in the UK. In 2016 I was one of the 100,000 and it was down to my age (stroke is considered an illness of older age), a weak spot in the wall of a blood vessel in my brain and simple bad luck.


Because the general population has become older in the last fifty years most stroke specialists predicted a steady increase in stroke numbers. Surprisingly, however, this was not the case in Oxfordshire, where I happened to practise. Here a large study showed that the frequency of stroke had slightly declined between 1990 and 2010. It is assumed that this reduction was due to increasing success by general practitioners to effectively treat their patients’ risk factors for stroke, so it’s worth knowing what they are:


• high blood pressure,


• high cholesterol levels,


• diabetes,


• atrial fibrillation (a heart condition).


Maybe changes in lifestyle also played a role in reducing the incidence of stroke, as people became more aware of the value of certain behaviours such as:


• not smoking,


• eating a healthy diet,


• drinking alcohol only in moderation,


• getting regular gentle workouts,


• maintaining a healthy weight,


• reducing stress.


What the study strongly suggests is that we can take steps to reduce the risk of stroke and even if, like me, you have had a stroke it is still important to try to live a healthy life so that you limit the likelihood of having another. I considered myself healthy before my stroke – I did not smoke or drink alcohol, my weight was normal, and I was reasonably fit, so I have made sure to stick to my healthy regime as I do not want to increase the chances of another brain bleed. However, I am now under much closer medical scrutiny in order to decrease the chance of a second stroke, which is as it should be. If you have had a stroke, then you too should be under a watchful medical eye from now on.


What is a stroke?


A stroke occurs when the blood supply to part of the brain is disrupted, causing damage to brain cells. It can happen to any of us. If you research famous people who’ve suffered stroke you see a large and diverse population including: Emilia Clarke, Tina Turner, A. A. Milne, Ronnie Biggs, all of whom survived. Some strokes are minor and don’t cause much damage, but some are more severe and are literally life changing. Strokes do tend to be more common in old age as our brain vessels become narrower and harder, but they can also occur in younger people, and sadly even in children, although this is rare.


There are two types of stroke, haemorrhagic and ischaemic:


A haemorrhagic stroke is characterised by the bursting of a blood vessel in the brain, resulting in a bleeding into the brain. This type of stroke is often accompanied by a severe headache and weakness on one side of the body. The underlying cause of the burst is usually a weakness in the wall of a blood vessel that ruptures when the blood pressure rises, as was the case when I ran as hard as I could to catch the train. Sometimes the vulnerability in a blood vessel is caused by a brain aneurysm – part of an artery wall that has ballooned out and become weak. If diagnosed, this is a treatable condition and some aneurysms never cause any symptoms – but some do rupture and result in a brain bleed. Whatever the cause, bleeding in the brain puts pressure on the surrounding tissues, damaging them and preventing them from functioning properly. Haemorrhagic strokes are the most life threatening of the two types of stroke but if we survive it then we can look forward to some recovery.


The second type of stroke, the ischaemic stroke, accounts for the majority of all strokes and is caused by a blood vessel getting blocked by a blood clot or a fragment of plaque. A blockage stops blood getting to the brain and this starves it of oxygen and glucose. If this happens, brain cells die in the area of the blockage. There is another condition known as a transient ischaemic attack (TIA) where the blood supply to the brain is only temporarily interrupted. This is often referred to as a mini-stroke and people tend to recover quite quickly. However, TIAs are frequently a warning sign for a more serious stroke so they should always be taken seriously, and emergency services should be called as early intervention is crucial.


The symptoms of stroke that you must look out for are typically:


•  changes to one side of the body (the face dropping on one side and arms or legs becoming weak or numb),


•  speech becoming slurred or garbled or sometimes a person cannot speak at all.


You should seek help as soon as you notice these symptoms, although, as my experience illustrates, we don’t always think clearly when we are having a stroke.


Can someone recover from a stroke?


It is an alarming fact that some of us won’t survive the stroke. However, those of us who do will make some recovery. In recent years it has become increasingly clear that the brain is capable of repair and repurposing. The term used to describe this is plastic and in the neurosciences we talk about brain plasticity, meaning that the brain can change and adapt even after it has been injured. This has been a really exciting finding as it means that the brain can partially regrow and form new connections. In effect, it can repair and rewire itself and importantly for stroke sufferers this means that some degree of recovery is possible both through healing of tissue and because healthy parts of the brain can take over the functions of the damaged parts. Areas of the brain that used only to perform one task can sometimes take on a different task that compensates for the damage caused by the stroke, so this also aids recovery.


The overall message here is that there is hope of some degree of recovery following a stroke. There is even more hope if we are offered rehabilitation of a high standard. Even years after a stroke, brain plasticity and recovery can be at work. In his book about his own experience of suffering a brain bleed, My Year Off, Robert McCrum described relearning to type using both hands twenty years after his stroke had weakened his left hand and arm.


McCrum’s story of his stroke and his recovery is a moving and powerful account of what he called his ‘brain attack’ and there are other informative and often inspiring personal accounts of the experience of having a stroke. If you read some of these texts what you will see is that everyone’s experience and recovery is slightly different, but there are some factors that consistently predict the outcome of the stroke. These are: the age of the person, the size of the stroke and where it is in the brain.


Age


Quite simply put, the younger we are when we suffer any type of brain injury, the better our outlook. A younger brain is better at repairing itself or recruiting other parts of the brain to take on new work. It would have been to my neurological advantage to have had my stroke at a younger age, but even in my seventh decade there was still much scope for recovery.



Size of stroke



Again, there is usually a relatively simple correlation: the smaller the stroke, the less damage there is and therefore the better the outlook. Some strokes are so small that people hardly notice that they have had one (or more), and they get on with life without any obvious disability. My brain bleed was classified as ‘large’, so we knew that recovery might be slow and limited, yet right from the start the doctors anticipated progress – and they were right to do so.


Site of the stroke


Now things get more complicated and it might be helpful to learn a few things about the brain at this point.


Although it is compact enough to sit on the palm of the hand, our brain comprises one hundred billion brain cells – that’s eleven zeros. There are even more connections linking these brain cells (or neurones), enabling communication and growth, so this explains why our brains can achieve so much. Our brain keeps us alive by regulating our heartbeat, breathing and digestion. Our brain helps us to move, sit, walk and stand. It processes pain, sounds and sights, tastes and smells. It shapes our personality, generates (and controls) emotions, perceptions and thoughts – which in turn guide our behaviour. Brains hold our memories for facts, experiences and skills. They help us sleep at the right time, stay upright when we sit, resist distractions when we need to focus yet be alert to things around us. When our brain is damaged by a stroke we can lose some of these abilities.


Typically, and perhaps predictably, stroke survivors show some change in their ability to:


•  control their body movements and/or


•  manage thinking processes and/or


•  express emotions appropriately and/or


•  behave appropriately.


Some changes are minor and short lived while others might persist. I experienced changes in all these areas: I couldn’t move the left side of my body, I was muddled, my concentration and memory were really bad, I was tearful, I slept much more than usual, and I had very little energy to do things. Two years on I still struggle with movement, but my thinking processes have improved, I’m less likely to be moved to tears, my sleep pattern is gradually becoming more normal and my energy and ability to initiate things is continually improving.


Brains look like a gigantic walnut with a wrinkled surface and two distinct halves: the left brain and the right brain (also called the left and right hemispheres). Oddly, the left side of the brain controls the right side of our bodies and the right side of the brain controls the left side. Thus, the motor areas in the right side of our brain move the left arm and leg, and vice versa. My stroke was in the right hemisphere close to these motor areas and as a result I couldn’t move my left arm and leg and my face drooped on the left side.


The two sides of the brain have different roles. In most people the left side is specialised in processing language and detail. This means that people with a stroke in the left side of the brain often cannot understand spoken and written language or they cannot express themselves in speaking or writing. They also have a weakness in their right arm and leg.


The right side of the brain is specialised in appreciating music and art and in visualising 3-dimensional objects and orientating us in a building or a city and realising ‘the big picture’. It is these abilities that are often disturbed after a right-hemisphere stroke.


We function well because of the cooperation between the two sides of our brains so fortunately the two hemispheres are connected by a thick band of nerves called the corpus callosum. This ensures good communication and ‘teamwork’. If one side of the brain is not functioning well, our overall performance suffers. My wife asked why my right side was weak and some of my verbal abilities impaired given that I had a perfectly functioning left hemisphere. I had to explain that my undamaged left hemisphere was no longer ‘perfectly functioning’ now that it had lost some essential input from the right side of my brain.


Each side of the brain has specialised areas: different parts of the brain do different work. Some parts help us move, some parts store memories, some parts help decision making, for example. The diagram below shows the functions of different parts of the brain.
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The brainstem connects the brain to the spinal cord and it is at the base of the skull. It’s in charge of the body’s most vital functions: our breathing, heartbeat, digestion, hormones and wakefulness. We can often survive damage to other parts of the brain but not serious damage to the brainstem. You might hear the phrase ‘mid-line shift’ when medical staff discuss the outcome of a stroke. This happens when the internal pressures in one hemisphere push the centre line of the brain over to one side. This distorts the brainstem, which means that our vital functions can suffer. I had some mid-line shift – not a great deal, but enough to have left me with some problems with breathing and sleeping.


Close to the brain stem is the cerebellum and this helps us coordinate our movements, making them smooth and precise. This means that we can walk without stumbling, sit without falling and lift a cup without spilling its contents.


By far the largest part of the human brain is the cerebrum and this comprises the left and right hemispheres. Each hemisphere is made up of four lobes:


•  The occipital lobes are at the back of the brain and everything we see is processed here.


•  The parietal lobes are located at the top of the brain. They process touch and pain, carry out arithmetic, focus our attention and orientate us. They also integrate information from our different senses so that when we have a cup of tea we feel its heat, smell its aroma and taste it all at the same time.


•  The temporal lobes are located at the sides of the brain and they process sounds and make sense of them. Memories are also processed and stored here.


•  The frontal lobes are the most sophisticated part of the human brain, just behind our foreheads. Much of our brain functions on autopilot, but frontal lobe activity is frequently conscious, which means that we are often aware that we are thinking. These lobes enable us to problem solve, plan, reason and initiate actions. Here resides our sense of self and our ability to see the world from another person’s perspective. They also have a role in controlling our emotions and impulses and developing our personality. In addition, the left frontal lobe is necessary for speaking and the right frontal lobe holds our sense of humour. You can appreciate that frontal lobe damage can often seem to change a person.


Deep within the hemispheres lie the basal ganglia, which are involved in performing movements, and the limbic system, which generates our emotions. All these different parts of the brain are connected by long fibres called axons, but which are often simply referred to as ‘white matter’. This enables really effective communication so that parts of the brain can work together in harmony.


Damage to different parts of the brain results in different outcomes. For example, a stroke in the occipital lobe would result in someone having significant visual problems, while stroke damage to the cerebellum will affect balance; damage to the areas that process memories would cause forgetfulness.


My bleed was predominantly in the white matter, the connections, alongside the basal ganglia in the right hemisphere. When Helen was first told of the damage to my brain she was relieved that there seemed to be little harm to the actual lobes of my cerebrum, but she had not appreciated that the connections that link these different parts of the brain are also crucial to brain functioning. The damage that I suffered meant that messages were no longer reliably transmitted to and from different parts of my brain on the right side and this caused problems because it meant that key parts of my brain, even though they were reasonably intact, were no longer activated or coordinated.


The brain can be likened to an orchestra where efficient communication is absolutely necessary for the coordination of different parts of the ensemble. If the coordination is poor in an orchestra the music sounds terrible; if the coordination within the brain is poor, then all sorts of functions can be disrupted. My right brain could no longer reliably transmit messages and therefore the complicated (but usually seamless) interacting of the different parts of my brain was messed up and the result of this was that I initially struggled with a whole range of things: my vision, my speech, my movement, my ability to concentrate, to ‘think straight’ and to problem solve and plan. Some of my abilities to reason and to curb impulses (abilities that lay in my undamaged frontal lobes) just weren’t available to me after the stroke and I am told that I was quite unlike my usual reserved, professorial self for a while. It is encouraging that over time these connections have steadily (if slowly) recovered, my concentration and thinking processes in general have much improved and my family is relieved to have the ‘old Udo’ back again.


By now I think I’ve made the point that the outcome of a stroke will be determined by the area of the brain that is damaged. My stroke was on the right side, so I kept my language skills, but my spatial abilities are poor even two years later and it will probably always be a challenge for me to imagine things in 3D or to find my way around inside an unfamiliar building.


Interestingly my ‘left-brain’ abilities seemed even better than before, and much to my wife’s irritation I pedantically correct her grammar and finish her sentences. I began doing this within a day or two of my stroke and I haven’t really let up on her since.


By far the most obvious sign of my stroke being in the right side of my brain was my left-sided paralysis. My left leg and arm were useless immediately after my stroke. This is known as hemiparesis or hemiplegia when there is no movement at all. In the first days after my stroke, I slept most of the time, and I have only snippets of memories from this period. My wife, who visited me daily, told me that on admission I was able to debate the nature of the injury to my brain with my colleagues, so I was lucid and verbal, yet my left arm and leg were completely immobile. When I was able to talk about my physical experience I described myself as no longer having a sense of being a whole person. I was not simply weakened in my left side – it was as if my left side was no longer part of me.


Something else happened as a result of my brain being damaged on the right side: I neglected the entire left side of my surroundings. I stopped taking notice of it; it was as if it didn’t exist. This is common after strokes in the right side of the brain and is called hemi-neglect. And it went beyond my own body – if I had two visitors I would only attend to the one on my right. I only noted my other visitor (on my left) if they actively drew my attention – I recall my sister, who had travelled from Germany, waving and shouting, ‘I’ve come all this way – look at me!’ Sometimes I would be aware of what happened, or was happening, to my left but only when someone brought it to my notice.


One afternoon Helen came into my hospital room saying: ‘Didn’t you hear me knocking on your door?’


‘Yes,’ I replied, because when she pointed it out, I realised that I had heard her knocking but it had been just a background noise that didn’t really seem to matter. It was like having the experience of walking with a bird-watching friend who every now and then says: ‘There’s a blackbird singing.’ You realise that you had been hearing birdsong but not fully noticing it, and in my case not finding it particularly important. The aspect of hemi-neglect that amused my children was evident at mealtimes when I would clear the food only on the right side of the plate, leaving a perfect half-circle of uneaten dinner on the left, quite careless of the fact that I had half a meal waiting to be consumed. They took it upon themselves to wait, watch, chuckle at my expense and then twist my plate around so that I could ‘see’ the rest of my meal and finish eating.


Had my bleed been on the left side of my brain then my hemineglect might have been for the right side of my environment. However, the parts of the brain that help us attend to things are predominantly in the right side of the brain so damage to the right hemisphere is more likely to cause hemi-neglect. If someone has damage to the left side of the brain they might suffer from right hemi-neglect, but it is much less common and when it does occur it is often more easily overcome, so that is good news for some.


To make things even more difficult in my case, the right-sided bleed caused left-sided hemianopia. This means that I was blind in my left fields of vision in each eye. What I saw was a great black hole to my left, jagged round the edge, deep and dark. I could only see the left side of faces or the endings of words or just that one side of my plate. This happens because the messages from the eye to the brain are disrupted by the stroke. A hemianopia from a left-brain stroke would have given me blindness in my right visual field. Fortunately, and this is typical, the hemianopia gradually disappeared. After three weeks I only had a quarter of my vision missing (this is called quadrantanopia) and then after about six weeks my vision cleared, and I had no blindness at all. In addition, the hemi-neglect improved somewhat with rehabilitation – although it is still there and when I’m tired it gets worse; in fact, it is one of the tell-tale signs that I need to rest.


When I worked as a medical consultant I often encountered people who had suffered damage to their left brain and who had lost their ability to use language. This is different from loss of speech as speech loss (or dysarthria) is usually related to loss of the muscle control necessary to form sounds and this can occur with right-or left-hemisphere damage. We use one hundred muscles when we speak – muscles that help us articulate our words but also muscles that force air through our voice box. I had severe muscle weakness on my left side following my stroke so no wonder that my speech became slurred and quiet and I had difficulty swallowing. I’m lucky in that I now have no difficulties speaking or swallowing, although my voice is much quieter than it used to be, and I have had to accept that I simply no longer have the muscle power to talk loudly.


Loss of language is a more complicated phenomenon and is always related to damage to the left side of the brain. Some people lose the ability to understand language (spoken and written), others lose the ability to express themselves in words and sadly some people lose both aspects of language. I can only imagine the trauma of suffering a stroke and then having the additional shock of not being able to understand anything that is being said, not being able to take any comfort or instruction, and this sometimes being compounded by a total inability to express oneself.


In her TED Talk, ‘My Stroke of Insight’, Dr Jill Bolte Taylor describes the morning that she suffered a left-sided stroke. As a neuroscientist she recognised what was happening. At first, she seemed calm and she was simply curious about her experience, but then she decided to phone a colleague for help. This was not easy as she could no longer remember her office phone number and when she tried to look it up, she found that she couldn’t recognise letters and numbers – they were just pixels to her now. Miraculously she managed to make the call, and, in her mind, she was describing her predicament clearly but what her colleague heard was gobbledegook and what she heard when he replied was gobbledegook. She had lost the ability to read, to speak and to hear language but, and this is an important but, just a few years later she was giving a very articulate TED Talk.


I have seen the frustration and distress that loss of language can cause both the patient and their loved ones, but I have also seen people relearn language and speech and even those who could not speak learnt other ways to reconnect with people around them, by gestures and facial expressions. So again, it is reasonable to hold on to hope and it is important to make full use of available speech and language therapy services so that any potential to communicate can be fulfilled.


What happens immediately after the stroke?


A newly damaged brain is vulnerable and the first days and even weeks after a stroke are crucial periods where close watch is kept because of the risk of further strokes or epileptic fits. As time passes the risk of stroke or fits will decrease and it is in these early days that the most rapid recovery is made as swellings in the brain subside. The swellings usually come from the blood that gathers after a brain bleed (a haematoma) and from the swelling that typically surrounds damaged tissues (an oedema).


As you now know, I had a bleeding in my brain – a haematoma – and as this worsened it pressed on my brain tissue, crushing the surrounding brain cells. Sometimes the neurosurgeons decide that it is necessary to operate in order to relieve the pressure of the bleed, sometimes they decide against it as they did in my case. However, once the bleeding has stopped, the blood will slowly be reabsorbed by the body’s normal cleaning-up mechanisms. So, if you were able to look at my brain scans over the months following my stroke you would see the haematoma getting smaller and as it did you would notice my condition improving.


Following any damage to tissue there is usually a swelling, and the brain is no exception. As the oedema develops around the injured part of the brain it increases the pressure within the skull and this can cause not just swelling but pain and even further damage, much as a brain bleed can. Perhaps mercifully I have little recollection of the first few days following my stroke, but my wife remembers vividly the head pain that I experienced in the first forty-eight hours, pain that was attributed to oedema in addition to the bleed. Even though I was given very powerful painkillers I still rated my headaches as 9/10 for severity. Once again, neurosurgeons kept a close eye on me and ultimately decided not to operate to relieve the pressure. Just as with the haematoma, after the swelling has stopped the body will usually reabsorb the excess fluid, the swelling and discomfort will ease, and a patient will show signs of recovery.


What recovery can we expect?


This is possibly the most common question but a hard one to answer. When a doctor isn’t able to give you a precise answer she or he is not being awkward; the fact is that no two stroke survivors will make quite the same recovery because no two brains are the same, no two strokes are the same and the surroundings in which recovery takes place vary enormously. However, we can say with confidence that proper rehabilitation will help a person reach their recovery potential and we can say with confidence that in a month’s time we’ll see some recovery and in six months’ time we will see even more recovery – we just can’t say how much.
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