Quality of Life, Dignity of Death

Rosa María Germ

I only just told Doctor Muñoz Soler, you talked about “death”, but I am not going to talk about it, but about “life”, about the rest of life in a terminal patient  until the moment of his death. Basically this is the task in the Foundation in which I am working and that, as Doctor Muñoz Soler said, is the first experience made in Latin-America by a movement that, at present, is spread all over the world: the movement called “Hospice”. Unfortunately, the Director of this Foundation refused to translate this name into “Hospicio” (in Spanish) because of its clear reference to mentally handicapped persons.

I shall tell briefly the story of this movement “Hospice”, and this brings to a previous reflection: any terminal patient and somehow even physicians (as Doctor Muñoz Soler said, by technological breakthroughs, another distribution of people who live more in urban centres that in the country)– generally speaking human beings are missing contact with this reality of death: something that all of us fear but ultimately it is the only sure thing that we bring with us at birth. The point is to bear this in mind with clarity because in my opinion it is the only way of coping with patients of this type.

“Hospice” took birth as a movement in England, twenty-one years ago, thanks to a former nurse, at present “Lady” of the British Empire, whose name is Cecily Saunders. She observed on patients some curative activities, but when such a cure was impossible and treatment ineffective, usually physicians left gradually them to nurses (who at the end had to attend them as if those patients were simple “packets”). At the same time, these patients were forsaken by their families unprepared to cope with this situation. This is a fact, and no human being, no family is prepared to face a terminal situation and to accept that a dear one may die. Cecily Saunders studied medicine and later she was in a position to discuss with us –somehow we have some omnipotence– on an equal footing. So she founded a movement extended at present all over the world, –practically you may find “Hospices” in England, Canada, the United States, Australia... or some movement like “Hospice”. And we preserve the word “Hospice” that, if you recall, in the Middle Ages was a place in which travellers or sick persons went in order to be healed, to spend their last days, or to rest a little and later to travel again, –that is to say, a place in which they received particular care.

This movement responds to basic principles of the Foundation: each terminal patient is a “living being” until the last minute of his life; so, this rest of life  –perhaps days or weeks, sometimes years (in children’s case, generally speaking this comprises years)–  this patient must live it with quality of life and according to his wishes, in order to have dignity until the moment of his death. So a technique and a technology have been created in order to assure a patient two fundamental things: first, his “leading role” in his illness on this last stage of his life –the most important because is the last one–, and second, to assure him that every symptom of his illness shall be “under control” so that he may live with quality of life. And I refer to “symptoms under control”, not to “pain under control”, because pain is perhaps the most fearsome symptom, but not the only symptom a patient may undergo, –and an uncontrollable hiccups may be as bothersome as pain. The principle is that he shall be “accompanied” until the end, and later, after the passing away of one of its members, to assure that the family will count with assistance and support in their readjustment process. These are basic principles in “Hospice”, that is, to offer respect to the patient, and to assure him that as much as possible he will be free of bothersome symptoms (this is possible in 95 percent of cases), or at least, so that he may stand a symptom –here is a principle of rehabilitation that we can discuss later– and that he shall be accompanied, and never forsaken at any moment until the end.

The Director of the Foundation has brought this movement to Argentina; as a psychoanalyst he has worked in “Hospice” for children and also adults, an Institution of which I am a member. There we offer assistance to terminal patients by appealing to identical principles, but adjusted to our reality (one cannot transfer the experience of another country to the society in which we live). 

Now I shall refer to our specific functions –because I feel this is quite important– and also to different aspects we may find here. First, you cannot take care of a terminal patient in an isolated way –as Doctor Muñoz Soler said– death is something that brings our own anguishes into motion in front of it (we do not accept it, even though all of us know it will occur to all). And our sensation before a terminal patient is that this stirs many of our own feelings. So, we perform this task in an interdisciplinary team; we never observe patients alone; we discuss and work as a team, in which one can express all those sensations produced in us by a terminal patient.

I feel that our first trouble –by our own idiosyncrasy– is the “leading role” linked with the concept of “truth”. I believe that everybody, and nobody escapes to notice that our society is overly negative, and the concept of truth is a subject that we hardly assume so that a patient may play a “leading role”. To play “leading role” means that his physical and emotional needs are going to be totally respected, even if his will is “not to be aware” of the truth, so a link has to be established with such a patient in order to get a “reading”(bear in mind that not all of us are psychoanalysts or psychologists in our team; I am a paediatrician), but you may totally learn a technique and methodology in order to get, by your link with the patient, a “reading” about his needs and wishes. Then we establish a “link with the family” in order to transmit them and re-establish communication bridges. The concept of “truth” is quite difficult to manage. Here it is not like in Anglo-Saxon countries in which all patients know their diagnosis and what shall happen to them; generally speaking there is one idea, and you can observe it: patients –I might say 90 percent of patients– are unaware of their diagnosis, even though all of them, consciously or unconsciously, know what they experience and know they are going to die. And if you permits and gives them space and time to talk about their experiences, they shall reach alone “their own” truth, –truth of the patient.

In my opinion, this point is very important because is the only thing that enables such a patient to assume a “leading role”, so in this stage of his life, he can solve many things that who knows if with this possibility he might be able to do. I may give some examples: a patient can even get married and legalise a situation not solved for years, and other things that he can solve on this last stage of his life if he counts on help.

Here is one of the biggest difficulties because the first thing we find when a relative consults with the Foundation is: “But you’ll not tell him about his illness”, “You’ll not tell him the truth”. This admits two aspects, the one of the patient, and the other, that of the family, so that you have to work on two points. The second point is that of “control of symptoms”. And the latter has to do with our tendency: to demonstrate that a patient may live well and be “rehabilitated” in the last stage of his life. A patient prostrated with pain for weeks, and that can be under control and standing up, eating with his family and going for a drive... this is “rehabilitation”.

Also we find many difficulties to keep symptoms under control in the quake of certain fears and ideas, mainly connected with the use of morphine compounds by mouth, because people generally believes that morphine should be used at the eleventh hour, when the patient gives himself up for lost, and then he should be unplugged. 

Another compromise of ours is to “accompany the family”. We offer our assistance as long as the patient is able to move –we have no internment– and comes to the Foundation; otherwise we go and check and come with him back home. But certainly he shall have this reinsurance, namely, we shall accompany him until the last moment. Later we give the family technical help if they wish and need a readjustment therapy in the mourning stage (this is mainly necessary in case of a father’s or mother’s death in a family without children, or when a child is dead).

That is why I only just said we do not talk about death, but aim at life; in fact the Foundation’s logotype is the “tree of life”, and our motto is “rather taking care than healing”.
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Now certainly one wonders why all these things happen; as a physician, I feel able to tell this because I lived this in my formation stage and first years as a physician: I believe all of us have been formed to “heal” and do not admit that actually –as early as Hippocrates said so– many few things can be healed, many can be prevented, but always you can “take care”, –and this last principle, that of  “taking care” is perhaps the most forgotten. But the team in charge has to pay a high price for this: a physician that forsakes his patient because this physician is alone, has to pay a high price for this patient forsaken because is taking with many deaths accumulated, for which he has no answers. Many times you hear: “What happened with that patient whom I took care of?”, and to certain extent a doubt remains: –when physician, nurses and the entire medical team can accompany a patient until the end, also they have solved this death in themselves (for no mystery or question remains in them). And also this has much to do with technological development –as Doctor Muñoz Soler said– in the sense that one refuses to use any extraordinary treatment with the only purpose of extending life. I ever recall Doctor Twyecross’ words last year here –one of the most outstanding writers about keeping terminal patients under control, and an adviser to the World Health Organisation for control of pain in cancer–, it is far more important to add life to days than days to life; so this is also an important concept for the entire medical team: if one is able to accompany and keep this patient under control, and respond to his needs, then we realise we were able to fulfil an aspect of our profession for which we were not prepared. And if one uses any technique at the price of prolonging life, then we are overlooking this fact: a patient may wish not to be interned, subject to dialysis, and so on, or to any other procedure that is not going to improve his quality of life. And progress in technology has produced one of these “distortions”: then we overlook the assistance to a human being. So our Foundation –as a part of the movement that today is world wide– aims to make prevail what one has to attend and look after, the human being, and that this human being is in a context, namely, his family that also have needs claiming for assistance.

I have offered some basic principles of our work. Now gladly I’d like to hear your questions. You may learn the technique, but you should count on some needful elements. This is not harmless, and does not bring harm if one works as a team and, as in any other task, we feel gratified. This concept should exist in your work and, believe it or not, is gratifying. When you are in a position to accompany a patient, to converse with him, to induce his “acceptance” and “resignation”, and to be able to assist and accompany the family in their mourning, and to see we have achieved it, then you feel more than gratified by your work; that is to say, your work is not for the moment of death but for the life of the patient and of the family that the latter leaves behind. Here is the gratifying aspect that one has to bear in mind because you cannot do anything like that if you do not feel gratified as a person or as a group. Otherwise this is unhealthy, and nobody might do it.

Question


What is your philosophy, or the philosophy of your Institution in regard to euthanasia?

Doctor Germ


In fact, the word “euthanasia” etymologically means “good dying”, not the concept given by modern medicine about using methods or drugs in order to accelerate death. If one thinks about this in the context of our sayings, “Who does ask to die?” –a person that is suffering. If a patient does not suffer and is accompanied, he is not alone, and may be along with his family. No patient asks to die before the exact minute of passing away. So, “euthanasia” is beyond this concept. As a concept, euthanasia refers to a person that says “Kill me because I am suffering”. If you can avoid his suffering physically and psychically (of course, some disturbance may exist), but this person is not alone and feels accompanied, seldom shall say, “Kill me”. So, “euthanasia” does not belong to the concept “Hospice”, is against it, rather annuls it. Euthanasia is out of our intentions. When a patient does not suffer and is not alone, he does not ask “euthanasia”, –he asks to live, even the rest of his time, but he asks to live.

Question

You place “death” as the last part of the vital cycle, and in my opinion, I rather place “old age” as the last part of the vital cycle.

Doctor Germ

I understand your question. One understands for “vital cycle” a period of time from birth to death. It is a different matter altogether how long this may last. In fact, in the quake of medical breakthroughs, certain diseases ceased to kill people in early ages (now people are thrown into a panic by cancer, in old days by plague, tuberculosis or infections, because in those days they had no antibiotics). Now life expectancy is longer, and one thinks that the vital cycle ends with death, but this is not true, –vital cycle is the moment between birth and death, not from birth to present life expectancy that is about 80 years.

Question

My question is, how is this arrival of death?

Doctor Germ

Everything is dependent upon how you have worked. When you could accompany and know this patient, the moment of death entails a “peaceful acceptance”. Sometimes you do not achieve this, but bear in mind this: nobody dies differently from his own living; this is a part of our individual story. You may try to help and sustain, but all psychological and psychopathological processes of the patient –solved or not throughout his life– become more acute at the moment of death  in a terminal disease. You may try to attend and help him, but somehow each person dies in accordance with his own living. But in the event you may attend him, then the moment of his death is a tranquil moment for him and his family.

Now, if the question goes beyond, if we close the cycle, certainly we do, –the cycle finishes at the moment of the patient’s death; later it is the family that he leaves behind. If the question refers to a religious or philosophical aspect, we respect the patient’s decision with no interference; if a patient asks religious assistance, he counts on it, but without impositions: we give it if and when he wants it; otherwise, we try to prevent from it.

Question
Please, a question, you said you were a paediatrician, what does make the difference between attending children and adults? Also may a child understand the idea of death?

Doctor Germ

I’ll divide my answer into two parts. In children’s case, death is something entirely different. He lives death from a world of fantasy. Some few persons have worked with and written about the “dying child”; one of them is Ginette Raimbault, she published in France a pretty book entitled “The Child and Death”. You should have a clear knowledge about normal emotional development in  children and adolescents if you want to work with them. And in relation to death, one has to be aware of this: the concept of “death” in a child is an irreversible fact (with no return) until he is 8 to 10 years old. So when a child 4 or 5 years old asks about death, he is curious but unable to understand that death is an irreversible fact, –his question is from the viewpoint of his curiosity, but we reply from the viewpoint of our fear: “Please, stop talking about this, how does occur to you to talk about these things?”. Our work with a child or an adolescent is different; in the event that at a moment of his disease he asks about his likely death, and we have established a proper link, then we can reply he certainly is going to die. And against a general opinion –I  know this is shocking in case of an adult’s death, and much more in a child’s or adolescent’s death– the latter calms down, as if we were able to reduce his burden of anguish, because a child has a different characteristic: he perceives all those events in a very particular way and from his viewpoint of fantasy, without obstacles and defences that we as adults use. And when a child feels ill, he tends to protect the rest of the family group; so he does not speak because is conscious that his sayings may harm his own family. The world of a child is quite different; if one can work with family and child, the child needs to know, wants answers, and can say goodbye, and he does, gives his own things, and calms his family down; in this case, the child is rather a tranquillising factor in the group than in himself.  

Question

I am a rural physician and have assisted terminal patients. It is easier in the country because the physician-patient relation is more open, but at certain moment his family asks “if one cannot do something more”, and now, mainly in the quake of medical breakthroughs, someone suggests to take this patient to a high-tech centre. So my question is, “to what extent may we use this high-tech in a terminal patient?

Doctor Germ

I see two aspects in your question. One aspect: what does mean “terminal”? You may examine this from two viewpoints. A patient may start the terminal stage of his disease, which can take days, weeks, months (seldom, a year), –bear in mind that this concept “Hospice” takes birth basically for cancer patients. Today there is a movement for AIDS patients, and we work differently with children because there are children whose diagnosis tells you they are going to die at certain age in spite of any efforts made now by science. So, many things may happen at this stage, you know your patient is going to die, but this is so “until the present moment of science”: –a patient whose diagnosis is lung cancer with liver metastasis is going to die at the present moment of scientific knowledge, however treatment he may receive. Here is the so-called “terminal stage”, and later there is a “terminal phase” defined as the last 48-72 hours of life, and this is entirely different; many times, at this stage you wonder if there are things to do, and  this is why again I emphasise this is a group task. In case of doubt about diagnosis or prognosis, we apply to our group of inter-advisers, because it is at this stage that the patient’s family claims for things, “And if you use some magical drug?” Of course, if one continues his search is going to find someone else promising a magical cure, but we try to impede that this search may put an end to the patient’s life previous to the term of his own disease.

In relation to the other part of your question, I believe we should see two concepts with clarity, namely, the use of “extraordinary treatment methods” (you may call it breathing tube, dialysis, resuscitation or reanimation), and if your schemes are clear, these things seldom occur. If my patient is seriously ill  by a rapid deterioration of his condition, and I know that if I give an extraordinary treatment I’ll make him recover his previous (or more or less the same) good condition, in this case all methods of “extraordinary treatment” are valid. But it is a nonsense to apply an extraordinary treatment method to a terminal patient that I know he shall evolve this way until a progressive deterioration of his condition and, finally, until his death.

But why this urgency at this terminal stage? Because at this stage of the occurrence, his family runs and arrives in the hospital, and any explanation is out of context, so the physician does what he is prepared to do: it is something acute –“acute” for him– because he does not know this patient. So, neither the family was prepared, nor the patient under control so that he may spend this phase at home. But if you usually converse with your patient, ultimately it is this patient who decides to accept or not this extraordinary treatment. Because a patient rather to live wants to live well the rest of his life, and rather than being afraid of death he is really afraid of agony and suffering.

Question


How do patients come and meet you?

Doctor Germ

By three ways, first, quite seldom, through other physicians. Second, also quite seldom, by a spontaneous application of the patient. And third, more often –so the most difficult way– through family, and in this case all the above-mentioned situations may occur, namely, “let us lie”, “don’t tell him”, “doctors, how am I going to tell him who you are?!”, “how did I contact you?”. The latter demands a simple answer, “Tell him you have contacted a group of persons who are assisting those that feel ill like him”, nothing more. All the rest has to emerge from this group of therapists that are going to help him.

Also it is the patient that chooses his therapist, perhaps a nurse, a social worker, a volunteer, a psychologist... because in this case the patient plays a “leading role” (just as you should feel emotions of someone else in order to work on this, so the patient should feel empathy with that person). It is the patient who choose him who is going to stay with him, and in my view, this does not happen frequently.

Question

Please, a question: when one deals with this, namely, with “death”, does the meaning of life begin to be different in us? I do not know if my question is clear.

Doctor Germ


I grasp it, and my reply is as a paediatrician. If you ask if this task is for young people, I would say no; it is not good for those persons that are growing up (that is why you see many quite young and efficient nurses that ultimately quit frightened in front of this situation). I feel you reach this through evolution: you learn about death by accepting previously your own “death”. But I feel you can learn a great deal (and I can say this as a paediatrician) by working with dying patients, you learn about life, and you re-assess your own life and your own viewpoint about life. You are much more convinced of this when you work with children: –a work of this kind is actually a lesson of life.

Question


Please, a question... Does your Institution deal with internment? Is there any exchange? What type? Some economic support? Have you some sort of help? Or it is entirely private?

Doctor Germ

Help? No. We are a part of the International “Hospice” Movement even though, according to this concept, we are not “Hospice” because we have no internment place, and if one day we do, internment is not a place for a patient to die, but a place for a patient to spend some days and keep his symptoms under control, so that he may be in company and checked at home. At most, internment at a “Hospice” lasts about fourteen days.


As for the second part of your question, this is not a private Institute, it is a Foundation and, as any other Foundation, should be sustained by donations, but these donations practically do not exist. Certainly we have a foundational tariff that persons pay at will, otherwise not (also we have bought medicaments for patients), and those who can pay a little less are visited by the Social Service and pay this tariff according to their possibilities. But the economic situation never prevents from assisting a patient.

Question

By the only fact that one is going to die, we are told that they take you to a place, so you begin to think, “How may be this place?”

Doctor Germ


Place? It is a house, distributed as such, a part as a class to give training-approach courses, and three small halls (one for children’s games) and the other two for interviews.

Question

But I referred to the place of death, how is this place where one has to go at death? What is your attitude when a patient begins to theorise about this “place” of death?

Doctor Germ


To speak about his own death? One hears, nothing more. Some patients even speak about death but, in general, patients do not mention their own death; they talk about all those things they want to do while they are alive. When one knows a patient, we do not encourage plans beyond his possibilities or likely term of life... and the patient is “negotiating”. In his book about “Death and Dying”, Elizabeth Kübler-Ross describes her experience with dying patients as four or five stages to pass until the “acceptance” moment. The first reaction is to “stay in blank” –this patient cannot receive the news–, later a “refusal” stage, and next a normal “depression” stage –such as Kübler-Ross describes it (a reactive depression stage)– and then a “preparatory depression” stage –in her own words– until the last “acceptance stage”. One ought to know this because, according to the patient’s stage, you know if you can act or not, and what this patient wants to tell you as long as he is talking. Generally speaking, patients already “accept” his terminal disease and do not speak about “death”; their questions refer to an eventual suffering, and begin to plan what want to do until the moment of their death –some things that perhaps they did not solve throughout their lives (and no patient must be deprived of this right). In the event you continuously prevent the patient from seeing this situation, finally he has a bad death and dies alone –no person is bad (neither family, nor the patient by his aggressive reactions, and so on). That is why I say one is in search of a new communication bridge between family and patient.

And now some few words by way of an

EPILOGUE

At this point the question is, what happened in these five meetings of the Course?

At this moment I shall not assess this Course as an idea but as a method, as an “event”.

We shall not consider what has been said, but how has been said.

We shall not consider the (interdisciplinary) relation between different fields of knowledge here commented (science, art, education, cultural philosophy, assistance to terminal patients), but the configuration of forces traced by interacting persons (a human hologram).

In my view, this Course has a message that does not come up written on any part of the discourse, or in the meeting of all those parts. We should read this message on “interference patterns” among messengers. And here is the fundamental characteristic of the message in the new sign of time.

The “human hologram” is like a technical hologram. You have to illuminate it properly by means of suitable light; you should put something of yourselves in order to see it. What do you see? The “Whole-and-parts”. And what is his “something” of me that I put in order to see the message? It is not something, but “someone”: I am myself. It is the entry of the subject as a research instrument, but now not as a simple observer, but as a “participant”. It is participation that makes “vision” possible; you do not see anything without participation.

Epistemology of science gives way to science of life when the “total being” is subject and object of knowledge.
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