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			PROLOGUE


			We are used in Spanish to the presence of synonyms in our speech or expression to use our alternative words without delving into the subtle differences. “Knowing” and “know” are described as synonyms by the Royal Spanish Academy, but I have understood from philosophy writings that these are different concepts.


			Knowing indicates a conscious contact with the object known through experience, as opposed to “know” that is knowledge by concepts or ideas. It is often said that “knowing” is exclusive of man, while both men and animals are able to know.


			I used to think of an inevitable sequence beginning with “knowing” and then “to know”, but reading this book tells me that such an order is not required.


			To access this knowledge is actually a kind of jewel for any professional in the field. But what is surprising is that this is not the greatest achievement of the book; it manages to pierce the layer of general ignorance on the subject, allowing knowledge, awareness and assume the existence of Lewy Body disease, unknown by most of the people receiving information only through media.


			I have no doubt that Selva’s book will positively impact the lives of many people, increasing knowledge and changing behaviours. This conquest has not it’s origin on knowing how to write, but is reached when words come from feelings, something that miraculously occurs without obeying the will. 


			“The words that come from the heart get to the heart”. 


			Ángel Golimstok 


		




		

			



			I am Selva. 


			Since I learned how to read, to turn letters into words and words into meaningful sentences, I liked writing. I do it for the sake of telling myself and the others what comes to me at the moment, or what I’ve been thinking and suddenly needs to come out, sometimes a tale, sometimes a poem. 


			Most of the times I do not show my stories or my poetry to anyone, I write just for me. In fact, by now it is, paradoxically, a kind of silent speech.


			I would say that I inherited and handed out the pleasure and pain of writing: My father used to write; my son does it too. 


			Reading is one of my passions. I do read since I can remember: First, when I had not yet learned, I used to read reality around me from an intuitive and hugely imaginative nature; then, once I learned, I realized that reading opens a whole world, generates dreams, develops the best and even the most hidden capacity of our being, it sets ourselves in our time hastily, it allows us growing.


			In fact, I have a Bachelor of Arts Degree.


			As I always remain faithful to my convictions, I followed my desire to teach. And my goal, accomplished many times, was to intend my students were like the leaves of an open-ended story, with pictures and texts to show them life in all its forms; their own life, the lives of the others, to help them manage to be good critics and at the same time, proactive and creative. 


			I confess that I hesitated many times to write this book, which, in the end, is nothing more than my testimony, until I realized that there are many kinds of literature; many missions of literature. I no longer write with the sole purpose of opening new worlds, this time I want to deliver my own world; a piece of my world from being diagnosed with the Lewy Body Disease. 


			This is not a book of science; I am not professionally trained to describe my disease from a medic or a scientific point of view. What I will do is to convey my experience with the indicators and symptoms of the Lewy Body Disease, along the time I have come through it. I will share this process including my searches, my attempts, disappointments, fears, anxieties, my loneliness, my peace and finally inner healing.


			I had to obey my personal rhythm; respect my time to assess, discuss, reject, get angry, and to empty myself of prejudice, to make the diagnosis and try to begin a process of resilience and redefinition of my new possibilities and capabilities. I chose to be optimistic in the etymological sense of the word, knowing that op means ‘do, operate, act’, both personally and socially, by and for myself, and for those who need my testimony and my advocacy (defense).


			I want to say that I have a disease, but I’m not the disease, and to extend this, my motto: We have a disease, Lewy Body or any other with a neurological origin indicating cognitive, motor or behavioural impairment, but we are not the disease, we were, we are and will remain people, us. In my case, Selva.


		




		

			FIRST PART


		




		

			HOW THE PROCESS STARTED


			The process of Lewy Body Disease[1] went giving gradually in me. I mean, the first indicators that warned my family and I that “something” started going wrong, appeared over the time.


			Since my mother, who suffered from a neurodegenerative neurological disease –not accurately diagnosed at the moment– and whom I became the main carer, died in 2004, my problem went worse.


			I felt aggressive, disgusted, depressed and apathetic, to the point of not having the will to do anything, not even what I liked, as reading, chatting with my friends, visiting them, singing or socializing with other people.


			I had a strange sense of inner limitation; I isolated myself deliberately because I was afraid and ashamed, I feared that the relationship with my family (my husband and my three sons) will turn conflictive, which somehow happened. Actually, it was complicated for me naturally relate to a “difficult” person, and I was, at that time, that kind of person. A few months after I turned 54 years old (November) appeared, finally, the most obvious symptoms, which led me to the first psychological consultations and later, psychiatric. After that, during the treatment, after I spoke with my psychologist about “the high tide feeling” –as I used to call at that time those indicators that were revealing in me more and more clear and frequently, as irritability, permanent disgust, weariness, the will to disappear, aggressive negativity– the psychologist suggested me to consult with a psychiatrist. I did it and I found the right person: a young, nice and caring professional who treated me for depression for a year. The symptoms then matched those of a depression.


			I can say that I improved during the treatment, but at some point, far from feeling good, I started noticing that I was taking psychiatric medication (Citalopram) and it no longer had the desired effect. On the contrary, it worsened symptoms. With much discretion, the psychiatrist recommended me firmly, to perform a cognitive test. Perhaps my problem had a neurological origin. With the promise that I would follow his advice, I was discharged. It happened that, due to family problems, I spent a whole year without performing the indicated studies. During that period, my life and the relationship with my family became increasingly contradictory... 


			In the spring of 2008, my husband and I decided to undertake a project in our field in Entre Rios: a venture of rural tourism, involving areas such as nursery, crafts and art. We started to shape it. 


			During the assembly of “Five Ceibos”, which took three months, I felt I was getting worse. My behaviour was changing: I was “the NO woman”. It was NO all that arose in the first instance from my mouth. Nothing I liked, nothing pleased me; I quibbled to everything that my husband suggested for the decoration of the place; we argued a lot.


			Most of the times he alone decided what should be done. We felt bad because I did not fully accompany him in decision-making. I couldn’t t go with him, even if I tried. I made efforts to show positive and cheerful, but it was very difficult and the mere fact of faking a spirit that was not the real one, made me suffer even more.


			After three months of preparation, as I said, Five Ceibos was ready to open its doors. It was beautiful and I think that was the reason why for a short time I managed to feel better and ready. We lived alone in the field; we hadn’t any help, so all tasks were facing the two of us. I was active. I really liked that life.


			But welfare did not last. Again came my previous discomfort; the first symptoms worsened and others were adding. I felt my body and my mind were dissociated; I would sit long hours with my arms folded, my mind blank and much anguish. I thought I could not go back, that would no longer feel well and started to feel ashamed. My husband, confused, was afraid for my health.


			We both decided it would be the best to treat it; seek a diagnosis that could give rise to adequate medical suggestions that cured my problem.


			Thus, a weekend, we travelled to Buenos Aires with the idea of staying in the city for a week. Taking advantage of the stay, I visited my doctor. I told him about my concerns, changes that had occurred in my behaviour, my embarrassment, my fears, and my husband’s concern.


			He remained a while in a thoughtful silence and then told me about a neurologist that he considered appropriate for me.


			In that instance he had not solved anything, but I considered it a good start.


			We came back to Entre Rios hopeful. That month we had to wait to materialize my first visit to the neurologist and I would say with certainty that was positive. Between both of us, we achieved a more conviviality. We were eager to grow our enterprise, and we worked hard to make it so.


			Symptoms ranged, appeared, lasted some time, sometimes very little, and retired.


			After a month, as we could not neglect Five Ceibos, and leave the field without a caretaker, I returned alone to Buenos Aires.


			Then I met Dr. Angel Golimstok, Head of Cognitive Neurology at Hospital Italiano.


			In the first consultation, he listened to my problems and said that I should perform a cognitive test and also a brain MRI.


			I spoke of my “feeling high tide,” my depressive state, of my unwillingness, the dissociation of my body and my mind, vivid dreams that fulfilled me with obsessive bad habits and concern the day after. He was also told that I used to fall a lot, stumble, walk backwards, that every so often perceived shadows that had certain oversights, that I was clumsy in handling money. I had no constant but fluctuating symptoms.


			I had no doubt, I knew that the time to do what the doctor asked me to do had finally come, if I really wanted to feel good, to live well in all aspects.


			We spent another month, and together, my husband and I, travelled again to perform the studies indicated by the doctor. Five Ceibos was not a priority; my health was.


			Once the results of the resonance and the cognitive test were ready, I travelled again to meet Dr. Golimstok. On that occasion, a friend went with me. As I am not apprehensive with disease, even with those my sons had during their childhood, I was prepared to receive the diagnosis. My friend stayed in the waiting room, and I went alone into the office. We were three in that room: the doctor, me, and my anxiety.


			I told the doctor again about oscillating and recurrent symptoms. Over the time, he had managed to understand more clearly what the “high tide” was and could express more precisely why I was there. As he was asking me questions that allowed him to reach a diagnosis, I could guide my answers, and warn about new symptoms that were adding; for example: what caught my attention was that the symptoms were not always all at the same time, sometimes one sharpened and slackened another; overall, my cognitive impairment fluctuated. Sometimes I got confused and sometimes not. And, despite of having episodes of lack of immediate memory, my intellectual capacity remained intact.


			I was telling him I had some difficulty on understanding a text at a first reading (I call a text to any language or image structure, with meaning and message), for example, that It was complicated for me to read and understand advertisements, posters, board games, and even mathematical problems; I forgot words during a conversation; that wanting to convey a certain message for me was becoming a ‘mess’. In a dialogue with my family I was trying to say something and another thing that used to generate misunderstandings and even anger, but such was my anxiety to say (no matter if I was harmful or not), expressing what came to me. That I also suffered from sharp, continuous and changing muscle aches.


			In that entrusted chat with the neurologist I could openly say what I felt. 


			Finally, what I found most difficult to explain, because the situation moved me deeply and made me feel embarrassed and strange, were the moments, only moments, when I loss awareness; lapse during which my body and mind disassociated, and when that moments passed and I could connect again with reality, I used to find myself in unforeseen or harmful circumstances.


			Thus, through his warm and attentive listening, I explained Dr Golimstok that there were additional behaviours that I did not understand and came to scare me.


			The truth is that I was really afraid of psychological imbalance; that my people could treat me as a “sick” if they noticed what, until then, I had not told anyone.


			I assure that trying to hide the symptoms and acting normally with my family and the others produced me a lot of anguish, severe fatigue and even high blood pressure due to a state of constant anxiety.


			Finally, the doctor told me what the diagnosis was: Lewy Body; a neurodegenerative disease that could eventually lead to dementia.


			Dementia. This word made my world stagger. My first feeling was indescribable anguish, but at the same time, a kind of peace and shipment in God’s hands, almost incomprehensible. What a paradox! At that time, came to my mind one of the prayers I usually pray every morning:


			I’m not a faithful.


			I’m not a giver.


			I’m not even a beggar, Lord,


			without your grace.


			Do it all,


			my Lord of the discovered rivers .


			As the mistress does


			when the handmaidens are sick.
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