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Abstract

Suffering is a particularly human experience that often brings with it loneliness or alienation from others.The theory described in this article explains the mechanisms through which suffering affects an individual's sense of community and connectedness with others. The intricate patterns are explained to provide a basis for prescriptive nursing to prevent or reverse this loss of connectedness. First, the article develops the concept of suffering and its influences on relationship with the self and with others and the relationship of others with the sufferer. Then, the concept of alienation is developed in this context, its philosophical roots explored, and a continuum described that encompasses alienation through connectedness. Related concepts of separation, shame, and stigma are briefly described as partial cases of alienation of the sufferer that also show the pervasiveness of the phenomenon. Next, the personal characteristics of an individual who might help are developed through the concept of wisdom. Last, an explanation is given as to why care is the contextual framework through which alienation is reversed and connectedness achieved. Although suffering, alienation, and care have gone by many names, the essences of these phenomena have been recurrent themes in descriptions of human response.


  As Sickness is the greatest misery, so the greatest misery of sickness is solitude....Solitude is a torment which is not threatened in hell it selfe.

  John Donne [1] (p106)

  The alienation of the sufferer is one of the great paradoxes of human existence. The suffering that accompanies adversity is compounded by suffering of a second type: the loss of community and the sense of connectedness it entails. [2] In fact, it is in suffering that the realization of one's aloneness becomes most acute. [3] First, suffering alienates the sufferer from himself or herself: "This thing that is happening to me is not me." [4] (p230) Then, it alienates the sufferer from others. [5] Last, suffering makes one a stranger, and the reaction of others is to turn away from this stranger who now lives in a world others may be reluctant to enter [4,5]: "Thought revolts from contemplating affliction [suffering] in the part of a mind which is free to avoid it." [6] (p283) When affliction is seen vaguely from a distance, it inspires in a generous soul a tender feeling of pity. But when by chance it is suddenly revealed in all its nakedness, people shiver and recoil. The afflicted themselves feel the same shock of horror at their own condition. [6]

  There have been a number of descriptions of the alienation of the sufferer in literature and in science. In the Bible, the Book of Job is a treatise on suffering. It describes the experience with great feeling: "My relatives have failed me; my friends have all forsaken me. Those living in my home, even my servants, regard me as a stranger. I am like a foreigner to them" (Job 19:14-15). Author C.S. Lewis described this phenomenon of alienation during his experience of grief after his wife's death:

  There is a sort of invisible blanket between the world and me. I find it hard to take in what anyone says. Or perhaps, hard to want to take it in. It is so uninteresting. Yet I want the others to be about me. I dread the moments when the house is empty. If only they would talk to one another and not to me. [7] (p1)....I cannot talk to the children about her. The moment I try, there appears on their faces neither grief, nor love, nor fear, nor pity, but the most fatal of all non-conductors, embarrassment. They look as if I were committing an indecency. They are longing for me to stop. I felt just the same after my own mother's death when my father mentioned her. I can't blame them. It's the way boys are. [7] (pp8,9)...An odd by-product of my loss is that I'm aware of being an embarrassment to everyone I meet....Perhaps the bereaved ought to be isolated in special settlements like lepers. [7] (pp10,11)

  After the death of a child, bereaved parents report being avoided. [8] Windows, [9] people with cancer, [10] and those who are chronically ill [11] often discover that people who were previously friendly become embarrassed and strained in their presence. The experience of "otherness" has also been described in infertile women. [12] Ill people report that family and friends are attentive when illness begins, but as it continues involvement dwindles to a few members of the immediate family. Visible suffering typically causes friends and acquaintances discomfort because obvious suffering rips away the public, sociable presentation of self, making sociability problematic. [13] This problem contributes to the growing isolation and loneliness of ill individuals and affects their appraisals of self.

  As a result, the ill voluntarily withdraw from the scenes in which devaluation is played out, even if they occur primarily in the family living room. Rather than feeling comforted by others, these individuals feel alienated. [13] They are caught in a dilemma: They need to express feelings to significant others yet fear rejection from those who tire of hearing about their plight. [11] For example, although both family members and patients diagnosed with cancer experience existential concerns, there is substantial evidence that the family members' and patients' needs and perceptions of the cancer experience are different from and even out of phase with each other. [14] And so suffering is, as Donne expressed it so long ago, "an Excommunication upon the patient, and separats him from all offices not onely of Civilitie, but of working Charitie. A long sickness will weary friends at last." [1] (p106)
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  SUFFERING

  Nature of suffering

  Cassell [15] defined suffering as the state of distress brought about by an actual or perceived threat to the integrity or continued existence of the whole person. Suffering is "an anguish that is experienced, not only as a pressure to change, but as a threat to our composure, our integrity, and the fulfillment of our intentions." [4] (p231) It can occur in relation to any aspect of the person, in the realm of social roles; group identification; the relation with self, body, or family; or the relation with a transpersonal, transcendent source of meaning and even with the concrete meaning that we have found in our personal existence. [15] It removes an individual's central purpose. Suffering has as its root sense the idea of submitting or being forced to submit to some particular set of circumstances, forced to admit to an existence that is not under our control or to the intrusion of an activity operating under an-other law than ours. Thus, it makes us not ourselves, and it is a threat to our autonomy.
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  Relationship of suffering and pain

  Suffering and pain, although not the same, are related and share some attributes. Suffering may not occur, even in the presence of severe pain, if the cause is known and if a threat is not perceived. However, suffering frequently occurs when pain is chronic, the meaning of the pain is dire, or the individual feels out of control. Even the perception that a present agony may continue and, if it does, will be overwhelming in the future may cause suffering. [15] The person in great pain experience his or her own body as the agent of the agony. This recognition produces "self-hatred, self-alienation, and self-betrayal (as well as the hatred of, alienation from, and betrayal of all that is contained in the self-friends, family, ideas, ideology)." [16] (p47)

  Pain is ego-alien. [17] The ego, in managing pain, seeks to make pain distal to the ego itself, if it cannot make it distal to the body. This action allows the ego to surrender that part of the body that is already partially separated from the rest. This psychologic process of sacrificing and turning a part of "me" into "it" is preparatory for actually getting rid of it. In a similar way in suffering, the ego has difficulty maintaining the distinction between that which is self and that which is it or other. This very separation from self, as well as the difficulty suffering individuals have maintaining distinctions between self and other, may lead to alienating others. [17]
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  Potential of suffering

  Suffering may also have a positive meaning. We usually think of the sufferer as a victim or patient. [4] However, suffering does not happen to us; we happen to suffer. This distinction is key to understanding suffering and ministering to those who suffer. [18] Suffering is what we choose to do with pain. It can become an important source of experience. To suffer also means to endure, hold out, resist, or sustain. When one is suffering to some degree but not incapacitated by that suffering, one is likely to have experiences of meaning. [19] A threat to self or personal identity often brings about conditions that are necessary, though not sufficient, for an experience of meaning. These experiences of meaning alter how one perceives suffering and how one copes with it. Suffering brings one closer to one's own existence because it breaks down the habit and routine that are great veils, which, when securely in place, allow us not to consider what life means.

  According to Weil, [6] the harm inflicted by a wound from outside sharpens the thirst for good, and thus there arises the possibility of a cure. If the wound is deep, the thirst is for good in its purest form and for the words that express the truth of affliction. The answer to the cry that is inaudible-"Why am I Being hurt?" [6] (p284)-moves one toward a new truthfulness, the casting away of readymade presuppositions and empty forms. [20] On arriving at a personal answer, sufferers need to express what it is they have learned out of all their tribulations. Theirs is not an intellectual, but an existential truth. [20] A human being can only be created once, but once created, the person can be endlessly modified; wounding reenacts the creation because it reenacts the power of alteration that has its first profound occurrence in creation. [16] "Suffering work" is the work done to move through a situation of pain to a moment of healing. [18] It transforms a destructive situation into a process for health, well-being, wholeness. This work involves finding a voice for suffering.
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  Voice of suffering

  Suffering has another characteristics. It destroys the ability to communicate. Suffering patients are unable to explain what is happening to them. This loss is particularly troublesome in view of the importance of indicating the causes of suffering. Somehow it domesticates suffering if we are able to describe it. [4] The ability to do so accentuates the alienation that attends suffering. World, self, language, and voice are lost, or nearly lost, through intense pain or suffering. [16] The coherence of language is displaced by sounds more primitive than learned language. The tendency of pain and suffering is not simply to resist expression but to destroy the capacity for speech by breaking off the autonomous voice, making it cry out when agony wants it to cry and be silent when agony wants its silence, turning it on and off without the autonomous will of the person. Thus, the individual is completely controlled by the situation, and the scarcely formulated lament is more like the cry of an animal. [21] Regaining voice, which parallels the mastery of suffering, may be observed in phases: mute suffering, expressive suffering, and finding an autonomous and authentic voice.
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  Mute suffering

  Mute suffering is the experience of being struck dumb by the sheer force or unexpectedness of suffering and thus lacking a language that will express the experience. [22] Sufferers may be speaking a great deal in the literal sense; they may even be screaming. But the scream is still an expression of mute suffering, for the one who expresses pain through a scream shows how unspeakable is the agony: "It is a silent cry, which sounds only in the secret heart." [6] (p280) It is inarticulate and mute:" And the afflicted are nearly always equally deaf to one another; and each of them constrained by the general indifference, strives by means of self-delusion or forgetfulness to become deaf to his own self." [6] (p287) Everything but the suffering tends to recede into the background as unessential. Mute sufferers, without a language for their suffering, cannot articulate who they are, nor will they be able to discover what their suffering means or find their way beyond mute and isolated suffering. Autonomy is adversely affected by the muteness of suffering and loss of a sense of control over one's destiny. [22] However, this phase of expression cannot be skipped, for then the needs of sufferers themselves would be skipped as well. [21]
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  Expressive suffering

  The first language from sufferers is often lament. It is an expression of innocence, of their desire to be heard, of their petition for a caring presence. [22] A form for the expression of suffering is often a story or narrative. There is something deeply significant about this tendency, for the narration plays a crucial role in transforming the suffering. [23,24] Telling the story of one's own suffering serves three purposes. First, the story reconstructs the painful past and allows the sufferer to gain some distance from it, to "possess" the experience as a way of putting it in the past and gaining mastery over it. [25] Second, the narrative is told in the hope that someone may affirm the sufferer in the search for a new story and that a new self that might emerge from the suffering will be justified. In a third way, suffering is told in interpretation, often expressed by a metaphor in the individual's religion or mythology. This language suggests that the suffering can be conquered by sharing in the power of a more forceful being. By giving voice to lament, one can intercept and work on suffering within the framework of communication. [21] This step is an indispensable one on the way to the third stage, in which liberation and help for the sufferer can be organized.
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  Finding an autonomous and authentic voice

  If the suffering work is done, gradually the sufferer finds a language that interprets the experience and gives voice to the suffering. [22] The suffering person communicates with another using language or symbols that are mutually understood. The turning point comes when the sufferer is convinced that change is possible. Awareness of the suffering clashes with awareness of the absence of what can and ought to be. The suffering person realizes, "This must not go on." There arises a protest against the suffering and some effort to liberate oneself, or others, from the painful state and achieve an expression of this protest in an act of fundamental freedom. It is not freedom from adverse conditions; it is freedom to take a stand about the conditions and "bear witness." [22]
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  ALIENATION

  Perchance hee for whom this Bell tolls, may bee so ill, as that he knowes not it tolls for him.

  John Donne [1] (p125)

  The experience of suffering and the loss of voice it entails predispose the individual to a state of alienation. The challenge is to move from a state of alienation to a renewal of connectedness on a higher plane than was possible before the suffering.

  People experience their relationships with others on a continuum that may range from alienation on one end to a full sense of connectedness on the other. However, alienation is not an absence of connection; it is a state of negative connectedness. The states of relatedness on this continuum have psychologic, social, and spiritual attributes and both objective and subjective characteristics. [26] Alienation is an experience of disconnectedness with one's self; with others; and with one's gods, nature, or a transcendent realm of being. Alienation is a process that develops in the context of an ongoing relationship between an individual and another person or group of people, involves an unexpected deterioration in the quality of outcomes provided to the individual by the others, and persists to the extent that the individual and the others remain spatially or psychologically proximal. [27]

  Alienation is a form of dissatisfaction resulting from one's perceived association with a negatively valued activity, person, group, or culture-a type of thwarting with respect to a given set of outcomes. [27] Clark noted that it involves feelings of

  meaninglessness, powerlessness, belonginglessness, being-manipulated, social and self-isolation-an isolable feature in all of them is a person's feeling of lack of means (power) to eliminate the discrepancy between the definition of the role he is playing and the one he feels he should be playing in a situation, the degree to which a person feels powerless to achieve the role he has determined to be rightfully his in specific situations. [28] (p849)

  Seeman added to Clark's description feelings of "helplessness, incomprehensibility, loss of community, the opposite of commitment." [29] (p179) Alienation is a changing of love into hate that turns one person away from another and a sense of the basic fragility and contingency of human life and the impotence of reason confronted with the depths of existence. [20] This disillusionment process is reflected in the existentialist's description of a feeling of abandonment. Alienation is a sense of homelessness, a lover's quarrel with mankind.

  The psychologic component of alienation is a process of self-estrangement, a failure of self-realization. [29] Alienation causes an altered relationship with the self that takes three forms:

  1. the "despised" self, a negatively evaluated discrepancy between the person's preferred ideal and the perceived actual self;

  2. the "disguised" self, a false consciousness that is out of touch with one's feelings; and

  3. the "detached" self, a disjunction between activity and affect (ie, the individual's engagement in activities that are not rewarding in themselves). [29]

  Fromm [30] said that the alienated do not experience themselves as being at the center of their world, as the creator of their own acts. A person in this mode is unable to be an authentic self in participation with others.

  The social experience of alienation involves being in an inferior or disadvantaged position vis-a-vis other groups. When it is prolonged and the sources of inequity are identifiable, the estrangement of the downtrodden tends to intensify and provoke angry protest. [27] Falck [31] described the alienated person as a physically present nonmember of the group. Self-alienation, the doubt about and search for identity, always goes together with alienation from others and from the world around us. Thus, alienation is an estrangement from others in spite of longing for connection.

  The spiritual attributes of alienation are concerned with a sense of estrangement from one's source of transcendent being: "My God, my God, why hast thou forsaken me?" (Psalms 22:1, Matthew 27:46; Mark 15:34). It is the kind of desperate, lonely "Why?" felt by most anyone in moments of crushing hurt, ruin, and deepest despair. In the depths of suffering people may see themselves as abandoned and forsaken by everyone, including their god, and they are thus in utmost alienation. That which gave life its meaning has become empty and void. Every time there arises from the depths of a human heart the childish cry, "Why am I being hurt?" there is injustice: The injustice is in the inadequacy of the explanation. [6] Indeed, one might argue that one of the major psychologic uses of religion has been to overcome the essential loneliness and privacy of pain. [4,17] As a symbol of the meaning of pain, the cross joins large segments of humanity together.

  In its early intellectual roots in ancient philosophy and medieval theology, the concept of alienation originally contained a fullness of positive, neutral, and negative connotations. This fullness was lost in the course of the concept's history, such that negative connotations have predominated in 20th-century social science discussions. The Gnostic idea of turning away from the face of God, a very early conceptualization of alienation, was negative but was also a determining element of the human condition. [32] In late gnosis, alienation meant the liberation of pneuma, or the light, from the "dwelling" in this world. With Thomas Aquinas the tradition was continued: Alienation was a preparatory stage for the experience of God. [32] For Hegel, [33] alienation was a force of development, a mode of consciousness used to signify stepping outside oneself. He described it as more than isolation or separateness, as a necessary precondition to realize what is "man," the true self. The unity of reason is characterized by oppositions; therefore, alienation is a mixture of proximity and distance. [33] Karl Marx understood alienation in terms of social and historical forces that resulted in spiritual disillusionment and the physical separation of labor from its products. [27] The existentialists were concerned that men succumb to bad faith, hiding their freedom from themselves and seeing themselves as if they were things. Sartre [34] concentrated on the psychologic processes that lead men to see themselves as objects, as things, as unfree. Heidegger spoke of alienation as "an alienation in which Dasein's ownmost potentiality-for-being is hidden from it." [32] (p201) His use of the term is restricted to cases in which one does not exist in an "authentic" manner, that is, cases in which one is cut off or separated from one's potential "authentic" existence and in which one's authentic existence is thus alien. [32] Tillich, [35] rather like Heidegger, conceived estrangement as a disparity between a human's actual "existential" condition and his or her essential nature, as existence estranged from essence.
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  Alienation-connectedness continuum

  A continuum of relatedness exists from alienation to connectedness. Each step on the continuum is a state of separateness from self and others, but each step toward connectedness reflects gradually increasing harmony in one's feeling of community. One step up from alienation is loneliness. Loneliness is a subjective state as distinguished from the objective states of social isolation and aloneness. [26] Loneliness is the feeling of being alone in spite of longing for others. The lonely experience a sense of utter aloneness as well as aimlessness and boredom. Loneliness lies close to alienation but lacks its antipathy. Next is existential aloneness, which is a part of life for everyone. It is our destiny to be alone and to be aware of it. [35] Sartre and Heidegger described existential aloneness as emanating from the human awareness of finiteness, separateness, and death. [26] The feeling can result in an intensified experience of the human condition or, conversely, in attempts to become distracted from this painful awareness by denial, hyperactivity, or other mechanisms. It is a traumatic manifestation of a definite prediction-that of a definite end. It is less immediate than loneliness and more concerned with an uncertain future.

  A further step reflecting greater autonomy of the person is inward turning. [36,37] It is an almost universal response to hurt. One retreats to oneself for perceived safety and regrouping and to make sense of what has happened. It is a control of definition and interpretation of circumstances and events. Inward turning eventually helps us to address the "why" question and achieve a sense of certainty. [25]

  The step immediately preceding connectedness is solitude. It is the experience of being alone but not lonely, in view of the eternal presence that includes everybody and everything from which we are separated. It is the joy of being with oneself for the sake of creative self-expression, contemplation, reverie, or rest. Solitude can be found in the silence of nature; in reading poetry, listening to music, or looking at pictures; and in sincere thoughtfulness. In solitude, "we meet ourselves, not as ourselves, but as the battlefield for creation and destruction. Our solitude can easily become loneliness, and so we return to the world of man." [35] (p21)

  All mankinde is of one Author, and is one volume; when one Man dies, one Chapter must be so translated; God emploies several translators; some peeces are translated by Age, some by sicknesse, some by warre, some by justice; but Gods hands is in every translation; and his hand shall binde up all our scattered leaves again, for that Librarie where every booke shall lie open to one another.

  • -John Donne [1] (p125)

  Connectedness is a sense of membership and belonging in the human community. [31] As Falck [31] conceptualized community, every person is a member. All components of wholes are permanently linked by virtue of common need, function, and prerequisites for survival. Membership is permanent; it cannot be reversed. This concept is the principle of constant connectedness. Even when one loses someone through death, the membership of the survivor with the decreased cannot be unexperienced; its meaning is only translated into a past tense. [31] Feelings of alienation split the fact of membership from the perception of membership. However, awareness, wisdom, care, involvement, and commitment all recognize the common bond in seemingly discordant elements and reconcile them.

  Connectedness is a sense of being in touch with the eternal, of recognizing unity between self and others, of being a part of something that is greater than ourselves. It is being at one with timelessness, self, and others. Some have a sense of being part of a group, a country, even the world. Patriotism is a way of recognizing that one is part of something greater than oneself-for which one might die. For some people, the nation is the greatest dimension they recognize; for others, it is their company; and for still others, the school or local church. Connecting is the spirit's desire to belong to someone or something, somewhere. Manifestations of this need for belonging are present in friendship, marriage, parenting, and church or synagogue and in organizations, associations, teams, and unions where persons of similar values and competence meet. [36] This sense of belonging in the world is referred to as "meaning." It is through connexional experience that the need for meaning is satisfied. [38] Transcendence is probably the most powerful way in which one is restored to connectedness and wholeness after an injury. When experienced, transcendence locates the person in a far larger landscape. The sufferer is not isolated by pain but is brought closer to a transpersonal source of meaning and to the human community that shares meaning. [39]
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  Related experiences of separation, shame, and stigma

  Other, more familiar, experiences are similar to and related to the alienation of the sufferer. The experiences of separation, shame, and stigma illustrate how prototypical and primordial certain human responses to hurt are. These examples also illustrate the smaller forms of alienation of the sufferer, which are more pervasive in their existence.
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  Separation

  From observations of children who were separated from their mothers, Bowlby described "prototypes of human sorrow." [40] (p3) He found that the experience of separation caused children to undergo phases of response that he labeled "protest," "despair," and "denial." Typically, during the period of separation from the mother, children's treatment of a nurse or of a favorite object was characterized by both clinging and rejection or hostility. On return of the mother, the child rejected her and behaved with hostility and defiance, and the period of anger and ambivalence lasted for several months. Mothering care from a substitute mother mitigated the intensity of these separation responses. Bowlby related protest to the problem of separation anxiety; despair to grief and mourning; and detachment to defense. He theorized that the anger of protest, which appears to be directed toward all, is an expression of anger at the way one has been treated. Sometimes it is the anger of hope, sometimes the anger of despair. It is a reproach for the loved one having been absent when wanted, and it represents the hope that a forceful reminder will ensure that the loved one will not err again. The most violently angry are those subjected to the threat of being abandoned. [40] Such consistency of response suggests that this response is the phenotypic human response to separation and also the human prototype of the response to the separateness of suffering.
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  Shame

  A second primitive response that forms the basis for the response to suffering is that of shame. Shame is an experience of exposure of peculiarly sensitive, intimate, and vulnerable aspects of the self. The exposure may be to others, but it is always exposure to one's own eyes of incongruous or inappropriate parts of the self that one has not recognized or whose existence one is reluctant to admit. [41] An experience of shame, like that of suffering, is isolating, highly personal, and results in feelings of loss of control, inferiority, abandonment, and rejection; trust is seriously jeopardized or destroyed. [42] Emphasis may fall on one side or the other, on questioning one's own adequacy or questioning the values in the world. [41] Shame is an experience that affects and is affected by the whole self. In this moment of self-consciousness, the self stands revealed. What is exposed in shame is oneself-"I am ashamed of what I am." [41] (p51) As with suffering, the response of shame is almost impossible to communicate.

  The unconscious, irrational threat implied in shame anxiety is abandonment, which is based on fear that the parent will walk away in disgust, and this anxiety in turn draws its terror from the earlier established and probably ubiquitous separation anxiety. [41] Infants at a young age display the shame response, triggered by some signal related to maternal refusal to participate in the expected facial or ocular interchange. [43] Thus, in a moment of shame, one feels unattached, not just from the other person involved but from all others. Abandonment and hiding occur in the face of shame. Shame is the "pain of feeling unloved and unlovable." [44] (p97) It is a partial experience of alienation. It tends to seek the healing response of self-acceptance in spite of defects, weaknesses, and failures. [42]

  If experiences of shame can be fully faced, if we allow ourselves to realize their import, they can inform the self and become a revelation of oneself, of one's society, and of the human situation. [38] Feeling shame in situations of exposure and estrangement forces us to face the questions of whether there is meaning and where truth and meaning lie. Identification with other persons in situations that make them feel ashamed lead beyond past experiences of shame to confrontation of the human condition and its possibilities and tragic limitations. This confrontation may be the beginning of the realization of shame as revelation-of oneself, of one's society, and of the world-and of the transcendence of shame.
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  Stigma

  A stigmatized individual is one disqualified from full social acceptance. [45] Stigma does not necessarily refer to visible signs of infirmity but to a continuum of differentness that may or may not be outwardly visible. [46] It is an undesired differentness from what was anticipated, a discrepancy between an individual's virtual and actual identity. This discrepancy spoils the individual's social identity; it has the effect of cutting him or he off from society and from the self so that he or she stands a discredited person facing an unaccepting world. [45] Shame becomes a central possibility, arising from the individual's perception of one of his or her own attributes as being a defiling thing to possess, which one can readily see oneself as not possessing. The immediate presence of normals (people without a stigmatizing feature) is likely to reinforce this split between self-demands and self, but in fact self-hate and self-derogation can also occur when only the individual and a mirror are present. Normals often perceive a defensive response to the situation on the part of the individual as a direct expression of defect, and then see both defect and response as just retribution and hence a justification of the way they treat the stigmatized person. [45]

  In general, the tendency for a stigma to spread from the stigmatized individual to his or her close connections is one reason why such relations tend to be either avoided or terminated, where existing. [45] The stigmatized individual is asked to act so as to imply neither that the burden is heavy nor that bearing it has made the person different from the rest; at the same time the person must keep himself or herself removed from the rest, which ensures painless affirmation of this belief. A phantom acceptance is thus allowed to provide the basis for a phantom normalcy. This contradiction is the stigmatized individual's disguised self and inauthentic fate. [45]

  The same features are involved whether a major differentness is at question, of the kind traditionally defined as stigmatizing, or a picayune differentness of which the shamed person is ashamed to be ashamed. The role of normal and the role of stigmatized are parts of the same complex, cuttings from the same cloth. The stigmatized and the normal have the same mental make-up, and this make-up necessarily is the standard one in this society. A person who can play one of these roles, then, has exactly the required equipment for playing the other and in fact in regard to one stigma or another is likely to have developed some experience in playing both. There is evidence regarding this self-other, normal-stigmatized unity: Persons who suddenly find themselves relieved of a stigma have altered their personality in the direction of the acceptable, just as those who have suddenly acquired a defect may relatively quickly evidence a change in personality. However, it is merely a new alignment within an old frame. [45] The social response to stigma is analogous to that of suffering, with stigma being an expression of alienation. Thus, the commonalities of both processes are informative.

  There are normal people, the "wise," whose special situation has made them intimately privy to the secret life of stigmatized individuals and sympathetic with it and who find themselves accorded a measure of acceptance. [45] Before these people, individuals with a fault need feel no shame nor exert self-control, knowing that in spite of their failings each will be seen as an ordinary other. The special characteristics of those who are wise, then, are important for those who would choose to help.
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  WHO ARE THE WISE?

  The wise are those who are acquainted with life and with what it means to be human, with all its imperfection, frailty, suffering, and death. They are those who, in the face of these manifestations, do not flee, in physical fact or in being, into superficiality and "hide [their] nakedness by the old disguises." [20] (p34) The wise realize that to be human is to be unable to attain full awareness, truth, fairness, justice, or love.

  Erikson described wisdom as a kind of "informed and detached concern with life itself in the face of death itself." [47] (p61) Such daring must count on basic trust in the sense of a trustfulness that must be, literally and figuratively, nourished by maternal care and-when endangered by all-too-desperate discomfort-restored by competent consolation. Correspondingly, care reveals itself as the instinctual impulse to "cherish" and to "caress" that which in its helplessness emits signals of despair. [47]

  The wise are those who are acquainted with the shadow side of themselves. Originally, in the psychologic literature, Carl Jung [46] described the shadow-the negative or dark side of the human personality-and described the inseparability of the ego and the shadow. The personal shadow contains negative emotions and behaviors, anything that parents, culture, or self-image do not permit; all the feelings and capacities that are rejected by the ego and that a person has no wish to be lie concealed just beneath the surface, masked by our more proper selves. The personal shadow is the "other" in us. Instead of accepting our negative traits, we alienate and project them, seeing them in everybody else but ourselves. The shadow is the archetypal experience of the "other fellow," who in his strangeness is always suspect. It is the archetypal urge for a scapegoat, for someone to blame and attack in order to vindicate oneself and be justified; it is the archetypal experience of blameworthiness that always adheres to the enemy because we are under the illusion of knowing ourselves and of having already dealt adequately with our own problems. In other words, to the extent that I have to be right and good, he, she, or they become the carriers of all the evil that I fail to acknowledge within myself. [48]

  Shame, stigma, and our views of illness, vulnerability, and death are part of the shadow. Humanity, according to Becker, [49] copes with the reality of death by constructing a pseudoreality that denies the full meaning of death. Not only must death itself be avoided, but anything that reminds us of the reality of death must also be kept out of our consciousness. Thus, the old and the sick are often institutionalized or socially segregated, allowing this avoidance mechanism to continue to defend against the reality of death that these groups represent. We live in a world of mutual pretense, where we all know that death exists but we are socialized to deny that existence. [39] The chronically ill are often unwillingly thrown into the position of bearing witness to a truth that society does not want to acknowledge. But suffering discloses the frailty of being, not only to the sufferer but also to all who enter into its experience. The wise meet suffering, not in the umbra of the shadow, but in the light.

  Confronting the shadow is a route to growth. It involves intentionally admitting to that which we have chosen to ignore or repress. It is not until we have truly been shocked into seeing ourselves as we really are, instead of as we wish we were, that we can take a step toward reality. [48] Experiences that cause us to meet the shadow and confront the dark side lead us to a contemporary dark night of the soul: "Meeting the shadow calls for slowing the pace of life, listening to the body's cues, and allowing ourselves time to be alone in order to digest the cryptic messages from the hidden world." [48] (pxix) Revealing the dark side of human nature has been one of the primary purposes of art and literature. As Nietzsche put it, "We have art so that we shall not die of reality." [48] (pxx) Children are introduced to shadow issues by listening to fairy tales and myths, thereby learning the universal patterns of human fate. Such stories fulfill the same purposes as the following Hasidic story:

  The son of a rabbi went to worship on the Sabbath in a nearby town. On his return, his family asked, "Well, did they do anything different from what we do here?" "Yes, of course," said the son. "Then what was the lesson?" "Love thy enemy as thyself." "So, it's the same as we say. And how is it you learned something else?" "They taught me to love the enemy within myself." [48] (p190)

  The acceptance of oneself is the essence of loving one's enemy. But what if I should discover that the very enemy is within me and that I myself stand in the need of the alms of my own kindness? that I myself am the enemy who must be loved-what then? In a compassionate embrace of the dark side of reality, we become bearers of the light. We open to the other-the strange, the weak, the sinful, the despised-and simply through including the dark, we transmute it.
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  Meeting the shadow

  I observe the Physician, with the same diligence, as hee the disease; I see hee feares, and I feare with him....I feare the more, because he disguises his fear, and I see it with the more sharpnesse, because hee would not have me see it.

  • -John Donne [1] (p107)

  Coming to terms with the shadow side of life is required when one attempts to grasp the image of the whole person. It involves bringing to consciousness all that is dark and questionable in existence and is a much more authentic expression of the contemporary experience. [20] "While man still lives as a herd-being he has not 'things of the spirit' of his own; nor does he need any, save the usual belief in the immortality of the soul." [46] (p197) As long as all goes well, we are disturbed by nothing from within. No uncertainty or doubt besets us, and we cannot be divided against ourselves. But when we are in distress or something thwarts our will, the inner person wants something that the visible person does not want, and we are at war with ourselves. These unwanted, involuntary events have been called "boundary situations" (death, chance, guilt, suffering, strife). [50] Boundary situations have force and authority, and something in the human spirit pleads for counterparts in presence.

  To acknowledge the reality of affliction and suffering means saying to oneself, "I may lose at any moment, through the play of circumstances over which I have no control, anything whatsoever that I possess, including those things which are so intimately mine that I consider them as being myself." [6] (p287) To be aware of this fact in the depth of one's soul is to experience non-being. Thus, "the first condition is reconciliation with the grave." [51] (p356) It is the state of extreme and total humiliation that is also the condition for passing over into truth. It is also an acceptance of self that is a "willingness to live fully one's own life, to make that life meaningful through acceptance of, rather than detachment from, all that it may hold of both joy and sorrow." [52] (p500) This acceptance leads to the "wisdom" of the experience of others. And wisdom leads to compassion and care, which become goals of nurses through a process of commitment to patients.

  In the transpersonal relationship with a suffering patient, the nurse, like all other human beings, is an imperfect, vulnerable, and mortal being. To be effective in providing care for the suffering person, the nurse must first deal with the shadow self and do so with the constant care required by a condition that cannot be cured. Nouwen said, "As soon as we feel at home in our own house, discover the dark corners as well as the light spots, the closed doors as well as drafty rooms, our confusion will evaporate, our anxiety will diminish and we will be capable of creative work." [53] (p3) Our great crime is that we can turn toward the shadow at every moment and do not do so. That we can turn means that we are able to suffer with those who are suffering and to participate in their struggle. [21] Helpers then experience themselves as persons able to transcend the fences of their own predicament and reach out far beyond the concerns of self. There we touch the place where all people are revealed to us as equal and where compassion becomes a human possibility. [53] Balance in compassion requires that the subject of compassion become the object of compassion: Unless we are compassionate with ourselves and receive compassion from others, we are not able to experience compassion. Clinicians often are able to be compassionate only when compassionate patients first enable them to be so. As Roethke put it, "In a dark time, the eye begins to see,/I meet my shadow in the deepening shade." [54] (p231)
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  Caring: A context for intervention

  Hee can sinne alone, and suffer alone, but not repent, not bee absolved, without another.

  • -John Donne [1] (p132)

  Caring denotes a primary mode of being in the world, and thus it is fundamental to our understanding of human nature. [55,56] Caring involves activities (instrumental caring), a philosophy, a moral attitude toward others, and a consciousness of the shared human condition in which all is related and matters. Existential care is compassion and care that are products of awareness of the common bonds of humanity, common fates, common experiences, and common feelings. It does not necessitate rapport with another, at least at first, but simply the acknowledgment of kinship based on recognition that the fate of the other is also one's own fate. The shared experience of a looming death and an embrace of the shadow side of self and humanity collectively enable us to see the sufferer, not as a stranger, but as another "I." Thus, care is a product of deep involvement in the world and the absolute universality of experiences. [57] It is an "a priori and primordial" [53] (pp243,244) care, no mere generalization, but a real structure that appears in all. It is phenomenologic seeing-uncovering and bringing into plain view what was there all the time. It is radically different from generalizing our observation of certain surface similarities that various phenomena happen to have in common. Existential care is comparatively quick and intuitive in its transaction, characteristic not of novices of humanity but of experts with a background of instructive life experiences. Sometimes it is only a moment of encounter, but it requires a lifetime of preparation.

  Noddings observed,

  But what of the stranger, one who comes to me without the bonds established in my chains of caring?...In one important sense, the stranger has an enormous claim on me, because I do not know where he fits, what requests he has a formal right to make, or what personal needs he will pass on to me. I can meet him only in a state of wary anticipation and rusty grace, for my original innocent grace is gone and, aware of my finiteness, I fear a request I cannot meet without hardship. Indeed, the caring person, one who in this way is prepared to care, dreads the proximate stranger, for she cannot easily reject the claim he has on her. [58] (p47)

  The suffering of another illuminates essential humanity under threat and is thus a profound call for the attention of the giver of care, a protector of humanity. [52] Because the nature of suffering is to call forth deep questioning of the truth of one's being and its meaning, care becomes a midwife of rebirth.

  Caring acknowledgment of patients' suffering legitimizes their experiences and gives them a feeling of personal integrity, wholeness, and value. [38] The way out of isolated, mute suffering leads through expression of suffering with a compassionate other (an individual or even a community) that enables the sufferer to intercept and work on the suffering within the framework of narrative. [21] The suffering can be radically transformed. As Frankl commented, "Suffering ceases to be suffering in some way at the moment it finds a meaning." [59] (p179) Furthermore, autonomy is restored, or, more accurately, a new autonomy is found, as the sufferer directs the self in decidedly new ways. [22] An understanding of suffering, alienation, and wisdom provides a guide for supplying compassionate presence and care to assist the suffering. That one should bear the burden of the other is the simple and clear call that comes from all suffering. It is possible to help bear the burden, contrary to all the talk about a person's final solitude. [21]

  What, then, does caring for the sufferer consist of? The expression of caring is well directed by Henderson's definition of nursing, which is to "do those things the patient would do unaided for himself if he had the necessary strength, will or knowledge; and to do this in such a way as to help him again independence as rapidly as possible." [60] (p15) In the specific case of suffering and its attendant threat of alienation, what patients would do for themselves if they could is bear the burden, express the nature of their experience, help others to relate to them, connect with others, and connect with universal forms of life that will survive after their death. The care of another redeems the despised self, and in the presence of another the disguised self can become disclosed. With the help of another the anguished loss of the accustomed and the idealized self can be given voice. And in the relationship with another, the detached and estranged self can find reconnection.
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  Faces of presence

  Presence is the most fundamental experience of reality, a primordial closeness. [50] It is "the point of intersection of the timeless with time" and is "an occupation for the saint." [50] (p25) It is also, like every occupation of a saint, the occupation for everyone. The heart of personal continuity is memory of presence: self, other people, places, art, nature, and the ability to make promises and keep them. The marks of presence are time present, giving, mystery, grace, intimacy, and totality: "Presence is central to trying to find an exit from boundary-situations...a saving grace, the experience of oneness in the middle of the fragmentation that is the curse of modern consciousness." [50] (p5) Presence is always an approximation of the fulfillment of our longing for an end to barriers. It is a feeling of distance dissolving.
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  Virtual presence

  Music, art, and myths are refracted experiences of presence: "They demand little of us, and leave no scars, no questions." [50] (p17) Myths are stories of our search through the ages for truth, for meaning, for significance. We all need to tell our story and to understand our story. We all need to understand death and to cope with death, and we all need help in our passages from birth to life and then to death. We need for life to signify, we need to touch the eternal, to understand the mysterious, to find out who we are. Myths teach us that we can turn inward, and we begin to get the message of the symbols. Myths help us to put our minds in touch with this experience of being alive: Myths reveal that both the sufferer and the redeemer are within everyone. And so it must be known that, though this ignorant, limited, self-defending, suffering body may regard itself as threatened by some other (the enemy), one too is the god. It has been said that "If ye lose all differentiation between yourselves and others, fit to serve others ye will be." [51] (p160)

  One thing that comes out in myths, for example, is that from the bottom of the abyss comes the voice of salvation. The black moment is the moment when the real message of transformation is going to come. At the darkest moment comes the light. [51] It is suffering that evokes the humanity of the human heart. [51] The happy ending of the myth is a transcendence of the universal tragedy. The objective world remains what is, but because of a shift of emphasis within the subject, it is beheld as though transformed. [51]
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  Actual presence

  The most demanding and deeply human aspect of caring is the expressive art of being fully present to another person. [5] To be wholly of the present means to be fully conscious of one's existence; it requires the most intensive and extensive consciousness, with a minimum of unconsciousness. [46] It is solitary, for every step toward a fuller consciousness of the present removes the "participation mystique" with the masses-removes one from submersion in a common unconsciousness. [46] In the deepest sense, caring for the other is extending a human and humane presence to a fellow being-an action that reinforces caring. It transcends role obligations and acknowledges the vulnerable humanness of us all. To be present means to unconceal, to be aware of tone of voice, eye contact, affect, and body language, to be in tune with the patient's messages. The effect of this interaction is the reinforcement of one's self-esteem, the strengthening of one's spirit, and the healing and nurturing of the self. Being fully present is the ability to convey that personal fears and ego needs have been laid aside in deference to those of the other. An act of human contact and concern provides the alienated with a human self-extension and, in itself, partially recreates the connection. Being present and available so that the patient's needs are responded to appropriately, so that "one's existence is acknowledged by another who cares," [61] (p40) is confirmation. The one-caring sees the best self in the cared-for and works with him or her to actualize that self. [58]
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  Dance of compassion

  Silence

  The suffering patient, being afflicted with wounds to the self and to relationships with others and with god, is placed in a more primitive form of existence that is without an effective voice and imprisoned in silence. The silent cry of suffering leads sensitive listeners to feel they are without words as well. Thus, often we hear, "I just do not know what to say." That is because there is nothing to say. Respect for those who suffer in extremis imposes silence. [21] It is an act of compassion to feel dumbstruck and silent. When what the sufferer feels is a form of alienation (although it may not be identified as such) and someone says "I understand," in an ironic way it is dangerously close to meaning, "I do not understand." Pity is the reaction of one who feels that "what is happening to thee could never happen to me" and is therefore an emphasis on differentness. Limiting our speech to scientific language leads to an ever-increasing silence; it is talking without meaning. "Whatever cannot be said clearly," to use Wittgenstein's phrase, then remains untreated. [21] (p7) But the caring person's silence may actually be filled with communicative meaning, as it is a sign of respect and may be the most constructive response possible, insofar as the silent word is spoken by one's entire presence. [22] In silence, stillness, and attunement, we enter into the patient's suffering.
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  Dance

  Entering into the suffering experience of another who is preverbal in expression of the suffering is like a dance. We move back and forth with the patient on cue in a caring receptivity. It is as though we cannot hear the words or music, so we rely on the movement of the patient to tell us what it is. First, there is only presence: "to be with a patient in a way that acknowledges your shared humanity." [55] (p13) This presence is reminiscent of the mother's developing relationship with her preverbal infant. First she engages the infant en face and moves her face in synchrony with her infant. [62] The locked-on gaze enables her to attend and respond sensitively. Then touch follows, first lightly with the fingers, then an embrace. The touch is both physical and emotional. The first of the infant's vocalizations are meaningless expressions, from cooing to echolalia, with the same sound repeated over and over. Nevertheless, the mother, in sync with the infant, repeats the sounds back with only minor modification, to ever so slightly approximate the meaningless with the meaningful. And in those situations in which the separation anxiety of the child is expressed in rejection of the mother, the mother instinctively responds with her accepting, comforting presence. In this manner of responding to the sufferer, the dance of compassion grows into the voice of compassion as the sufferer regains the powers of self-extension. Sometimes this growth takes place relatively quickly, and sometimes it requires much patience.

  Maternal persons and "nursing fathers" (Numbers 11:12 [KJV]) help to evoke and to strengthen in the infant the sense of a primal other-the "I"'s counterpart. [47] The maternal person permits attachment to the primal other. [44] The search for the generative communality of adulthood is "nothing but" a reminder of the first "other," the first mutual recognition of the newborn and the primal (maternal) other and its eventual transfer to the ultimate other who will "lift up His countenance upon you and give you peace." [47] (p88)

  The responsive dance is important because of the timing of human responses and the trajectory of recovery. Recovery takes time, and a person may not be ready to begin until long after a traumatic event. It may take a person several years after a loss to become ready to create a new sense of self. Although helping professionals can create supportive conditions for self-renewal, the catalyst that initiates the process lies inside, and, once begun, most components of the process are spontaneous. Thus, we must avoid becoming too programmatic or ritualized in our expectations for response. [37] Family and friends feel that the crisis or illness is over when the episode draws to an end. When a person finishes treatment or is pronounced in remission, the family breathes a sigh of relief and says, "Now it's over, and we can be normal again." The survivor feels differently and sees the extreme experience as an ongoing challenge of being; no assurances change what has happened inside. The survivor is still struggling to come to terms with what has happened and to recover while those around are saying, "Let's be done and bury it." The survivor often feels pressured to go along with the family and, therefore, short-circuits his or her own healing process. [37]
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  Voice of reconnection

  Goethe's [63] Tasso says, "And when man in his agony grows mute,/a god gave me to utter what I suffer." "Now there are masses of men, almost as alienated as Goethe's Tasso, but unable to sing of what they suffer; They merely gripe." [32] (pxiv) At first, the sufferer may not be able to speak for himself or herself. Not unlike the mother of an infant, a nurse or other helper may speak for the sufferer. However, the sufferer must find a way to express and identify the suffering; it is not sufficient to have someone speak on the sufferer's behalf. If people cannot speak about their affliction, they will be destroyed by it or swallowed up by apathy. It is not important where they find the language or what form it takes, but it is very important that the language be found.

  The compassionate person helps sufferers to find a language of their own; the care of the spirit is to allow the struggle, pain, suffering, anger, despair, joy, fear, and loneliness to be articulated-and not to flee in the face of these emotions-to be midwife to the expressions from the patient's soul without fear. [36] Whatever the means, the role is to make some limited attempt to broaden sufferers' perceptions so that they become conscious of and connected with a wider spectrum of meaning and values. [22] Who can name has power over what is named, which may be the source of much of his or her suffering.

  A second mode of expressive compassion is story. The caregiver can assist in the reformulation of the story, a second voice within the self of the sufferer. [22] The sufferer often begins this process by hearing the stories of others. The fashion of the stories chosen reflects the individual's culture, religion, education, and perhaps opportunity. Thus, the story may be a literary work, a television show, a bible story, or the monologue of another sufferer. These stories serve the function of being like the patient. They are a form of human communication into the patient's silence. They are indirect, but by so being they are nonthreatening and acceptable to the sufferer. Stories also engage hearers in a dialogue with their own destiny, that is, their own mortality and, very importantly, the mortality of others. This experience Campbell [51] called "eternity." To move toward destiny is like eternity. To know eternity is enlightenment, and not to recognize eternity brings disorder and evil. To know eternity is also to know one's own shadow and to know it not as a stranger, but as the nature of humankind, a connection with all others who have ever lived. To tell a child a story is an act of maternal care, the tradition for which has been passed along for centuries. To recognize that the sufferer searches for a story and to assist him or her with "that which he would do unaided" is an act of care, the essence of nursing. The suffering person needs to articulate and reformulate his or her own story as a way out of suffering isolation. [22] It is important not to obstruct the sufferer's "narrative stream" in response to the naming process of diagnosis yet at the same time to help supply language for the sufferer's emerging narrative. The caring person helps the sufferer elicit the realistic past and suggests how dissociated currents of the story connect to the rest of the person. [22,24]

  The assumption is expressed in the nursing literature that involvement with patients leads to burnout or that the opposite of involvement with a patient is detachment. Overinvolvement is considered a worrisome possibility. Sometimes the assumption is that if the patient is in pain, detachment is necessary for the nurse to cope. [64] Furthermore, emphasis is on assessment of the individual patient and relationship with an individual patient: the nurse diagnoses responses and plans care. Without diminishing the validity of any of these assumptions, there is involvement that is with humankind rather than an individual and a type of assessment that is not of individuals but of the nature of life itself and its vicissitudes. There is a type of care, existential care, that is not based on an individual relationship with a particular patient. There is a component of nursing assessment that is assessment of one's self, including the status of one's shadow life, and a type of care planning that is a plan to be a silent responder, a dance partner who follows and then becomes a midwife to expression. And, in paradoxic fashion, the following involved is actually leading. It leads the patient from the silence of alienation to the voice of connection. It is the privilege of those who care for the suffering to show them that they are not thereby excluded from the human community. In this sense the primary moral role of nurses and physicians is to bind the suffering and the nonsuffering into the same community. [4]
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