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Abstract

Current theories of illness focus either on the illness experience or on the response to recovery from particular diseases.When the focus is on the individual, rather than the cause, it is evident that these experiences may be combined to develop a comprehensive theory that incorporates the individual's responses to acute or chronic illness or to injury. Extending primarily from the Illness Constellation Model and Preserving Self, a five-stage model, Responding to Threats to Integrity of the Self, was developed. The theory focuses on the individual (and to a lesser degree on the individual's family) and how the individual seeks self-comforting strategies to mediate the experience. The theory is one of recovery and rehabilitation, is comprehensive, and may be used for understanding and supporting patient responses.


  "[My study] wasn't about pregnancy; it wasn't about abortion; it was about suffering, and in some cases about soul trauma."

  J. Norris, personal communication, 1996

  In a recently published collection of grounded theories about the illness experience, Morse and Johnson [1] included a study by Judy Norris [2] titled "Mothers' Involvement in Their Adolescent Daughters' Abortion." The volume, The Illness Experience: Dimensions of Suffering, concluded with a middle-range theory, the Illness Constellation Model. This model was developed from the five grounded theory studies that were presented in the preceding chapters of the volume. Subsequently, there was some criticism about the inclusion of Norris's chapter. It was suggested that since pregnancy and abortion were not illnesses, Norris's chapter should not have been included in the volume and these data not used to develop a theory of illness.

  Nursing has been so entrenched in the medical model that our entire conceptualization of the domain of nursing has developed in response to the medical taxonomy. "Nursing" has health; "medicine" has disease; nursing cares, medicine cures. And from this knee-jerk responsiveness, we have implicitly adopted medicine's classification of health and disease-a classification that developed within medical practice based on pathophysiology. From the perspective of nursing theory, we have not questioned the appropriateness of many of the structures in the medical profession, such as the separation of surgery from medicine or illness from injury. And even more seriously, because of the conceptualization of normal as separate from pathological, abnormal processes, we have embraced the separation of maternity care from the nursing profession, forcing midwifery to become distant and distinct from nursing.

  We cannot allow nursing to be organized by a classification system developed for the convenience of another discipline. The focus of nursing is on human responses to the disruption in health. Nursing's mission is to assist those who are enduring and suffering, and it has a professional charge to provide comfort. We have neglected to let our practice organize our theory.

  In this light, this article presents a theory of the patient's and his or her significant others' experience that integrates injury and acute and chronic illness (and even childbirth) and that focuses on the experiential aspects (rather than the medical perspective) of the threat to the integrity of the self. Just as Selye [3] revealed that responsiveness to stress produced the same physiological symptoms regardless of the stressor, previous work has shown that human experiential responsiveness to illness was patterned regardless of the medical diagnosis. In developing this theory, the cause of the hospitalization (whether illness or injury) was compared, and it was evident that the patterns of the patients' responses were similar once the speed of onset (sudden versus insidious) was considered and that the experiences of both illness and injury could be placed on one theoretical scheme.
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  BACKGROUND

  Theories of responses to illness

  Over the past 30 years, middle-range theories, describing the subjective responses of individuals to various illnesses, have been developed. Conrad [4] sorted these studies into those conducted from the outsider's perspective (or the etic view) and those conducted from the insider's, the patient's (or the emic) perspective. Examples of theories developed from the outsider's perspective are sick role behavior [5] or illness behavior [6] (for a review, see Gerhardt [7]). These researchers examined concepts such as denial, [8] compliance, [9,10] and to some extent stigma. [11,12] On the other hand, researchers who examined the illness from the patient's perspective developed theories of illness, such as responses to various diseases or, more generally, the Illness Trajectory Model [13] or the Illness Constellation Model. [1] From the patient's perspective, concepts such as uncertainty, [14] coping, [8] and chronic pain [15] or, more recently, enduring and suffering, [16,17] loss, [18] and illness as a transformative experience [19] have been explored.

  It is important to note that most of the work on illness has been developed from the patients' response to chronic illness. Relatively little research focused on acute, serious illnesses with a short duration and from which the person recovers fully.
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  Theories of responses to injury

  Theories of recovering from injury are even more uncommon. A grounded theory exploring the processes from impact to rehabilitation (From Victim, to Patient, to Disabled Person [20]) revealed a four-stage model. The first stage, Vigilance: becoming engulfed, extends from impact to the relinquishment to the caregivers. Sometimes the victim relinquishes to caregivers at the scene of the accident and at other times in the emergency department. Stage 2: Disruption: taking time out, occurs when the pain becomes overwhelming, and physiologic shock and drugs remove the patients to a "shattered reality." Once the person recognizes reality and what has occurred, he or she begins the struggle of healing. During Stage 3, Enduring the self: confronting and regrouping, victims learn to tolerate painful treatments, to "bear it," and to "take it;" they learn to accept dependence and to do the work of healing. Once they refuse to accept their limitations, they enter Stage 4, Striving to regain self: merging the old and the new reality. During this phase, they seek to make sense of the old self, become familiar with and learn to trust the new body, and accept the consequences of the experience. Despite the fact that the Basic Social Psychological Process identified was preserving self, this concept was not fully developed in this study.

  While this information exists about recovery from injury, the above study [20] was conducted with participants who experienced injury that resulted in a permanent disability. An important gap remains: There is very little experiential theoretical development reporting on the severely injured in which the victim experiences a rapid and complete recovery.
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  Human responses of enduring and suffering

  In a study examining responses to bereavement [21] and the loss caused by illness and injury, [16,17] common responses were identified. There were three types of enduring: (1) enduring to survive (occurs during physiological jeopardy), (2) enduring to live (occurs with untenable psychological stressors), and, (3) enduring to die (occurs with inevitable degenerative and terminal diseases). Suffering was defined as a highly emotional response to that which was endured, to the changed present, or to anticipating the altered future and that followed enduring.

  The relationship between enduring and suffering revealed that individuals moved from enduring to suffering when they were able to acknowledge that which was being endured and when they were emotionally strong enough to experience the emotional onslaught of suffering. If suffering became overwhelming, individuals retreated again to the state of enduring until they were again strong enough to try suffering. Once they suffered enough and were able to accept the changed reality, individuals left suffering and gained new insights and appreciation for life as a reformulated self. In this article, this framework is more fully integrated into a comprehensive theory of human illness and injury and the effect on the self.
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  Theories of the nature of the self during illness

  Similarly, most of the research into the nature of the self has been conducted with the chronically ill. [22-26] When one is ill, perceptions of body failure "strike at the core" -the "very foundations of existence are shaken," [22](p252) quite literally challenging who one is. These changes involve: "(1) the body's ability to perform an activity; (2) the body's appearance; and (3) the body's functioning physiologically and at the cellular level." [22](p250)

  From her initial observations of the loss of self during chronic illness, Charmaz [23,24] developed a middle-range theory of the nature of self in chronic illness. She identified four major hierarchical types (Table 1), and the type manifest depends on the individual's preferred identity. The individual basically desires to "maximize leading a normal life," compared with a "lesser" one. The type of self emerging from the illness experience depends on the type and degree of illness, the meaning of the experience of illness, the timing and the sequencing of the illness, and the individual's expectation of and for the self. While leading a "converted life, avoiding dependency and minimizing stigma," the individual may move up and down the hierarchy of selves, and the formation of self occurs within the social world and relationships. Potential identities are derived from the individual's preferred identity (or identity goal) and from the significant others' evaluation, negotiation, confirmation, and disconfirmation of the individual's preferred identity.

  [image: Table 1]Table 1. Summary of Charmazs [24] hierarchy of identity of the self in chronic illness

  

  Despite the significance of Charmaz's [23,24] work, it remains incomplete. Focusing on "identity level," rather than the self, limits the scope of the work to the "public self." Beginning research into the development of the "private self" reveals that it is the maintenance of the integrity of the private self that is the primary concern when life itself is in jeopardy. It is possible that the bias toward the public self rises from the fact that Charmaz's work was developed from interviews with those suffering from chronic illnesses who were primarily homebound, rather than those who faced a crisis and sudden and serious threat to the self, as with the instantaneous onset (as in injury) or sudden onset (as with acute illness).

  Corbin and Strauss [22] noted that the changes affect more than concepts of the self. They developed a concept labeled "biographical body conception" that included biographical time (past, present, and future in which conceptions of self are imbedded), body (which includes the sensory processes by which we "take in" and "give off" knowledge and the medium we form), and one's conception of self (or one's identity). [22](pp252-256) In this way, response to chronic illness becomes "biographical disruptions" and a "loss of self." [22](p264)

  Despite the amount of information about the public self, it is the private self that is significant to health care professionals, in particular during the acute stages of illness or injury. The self is inner and private, unique to the individual, which is constituted as an object of itself. [27] Individuals possess the cognitive capacity to imagine their appearance and feeling and their subjective experience in particular ways acceptable to the self and that "others might observe these things of self." [28,29] Fitzgerald and Paterson [30] explored hidden disabilities in two populations-women with temporomandibular joint syndrome and with "hidden" multiple sclerosis. They described the difficulty of maintaining a "public image of self" and fulfilling their work roles without revealing the identity that would place them in a sick and devalued role. Those who are maintaining a public face despite hidden disabilities must continue without social support or sympathy. [31] In his study of ileostomy and colostomy patients, Kelly [28] also noted the tension created between the public self and the private self following radical and disfiguring surgery. He linked his findings to the process of loss of normal self and the individual struggles to be as normal as possible. Finally, also studying the experience of major surgery, King and Jensen [32] described women undergoing cardiac surgery "preserving self" by relating, making sense of, managing, and normalizing what had happened to them. A woman in this study described feeling the threat of loss of self as, "You're very fragile...you've lost your glue.... It takes time, I think, to put the glue back in.... You've been torn one way or the other....I think what happens to a lot of people when they get very sick...the glue doesn't hold." [32](p102)

  However, little is written about the self in acute stages of illness when life is in jeopardy, and it is this phase that is of most significance to nurses. Several authors have noted the "inner dialogue," conversations that patients have reportedly "heard" in their heads, that instructs them, and informs them, and assists them in holding on (eg, Noyes & Kletti [33]). It is developing this notion of self that is of interest in this article, as well as linking this self to the private self and public self described above.
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  Toward a comprehensive theory of illness and injury

  Different illnesses give rise to particular sensations, symptoms, and disabilities that result in different experiences of illness (acute and chronic) and manifest different behaviors and different courses and prognoses. However, at a higher level of abstraction, human responses to the illness experience are patterned and display remarkable commonalities and congruence. While the rapid onset of acute illness presents a different experience from a slow or insidious onset, few researchers have attempted to identify the commonalities and make their theories more comprehensive by combining these two temporal patterns into one general theory of illness.

  Corbin and Strauss noted in regard to chronic illness that the "degree to which one's identity is affected depends on the number and salience of aspects of the self that are lost, the possibility of the recovery, the ability to discover new modes of action, the ability to transcend body, and the ability to come to terms with the losses and build a new conception of self around the limitations." [22](p262) These conditions may be extended beyond the experience of chronic illness to include injury, childbirth, or other situations that may threaten the individual physically and psychologically. In other words, while the instantaneous disruption and upset to life that occur with injury make the experience of onset different from the insidious and slow onset of a chronic condition, when the phases of experiencing and recovering from injury are compared with the experience and recovery from illness, although the duration and severity of the experience may differ, overall the commonalities are remarkable. Clearly, there is a need for a theory that incorporates the patterns of responses to these experiences regardless of the rate or duration of the impact of the disruptions to the self and identifies the common experience of recovering. Such a theory would explain the responses of the individual and the person's significant others to any threat to integrity of the self.
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  METHOD

  Qualitative meta-analysis is a process of merging or synthesizing the findings (the descriptions or the theories) of previous studies. It is a process of identifying commonalities, of selecting category names that fit all pertinent categories that are forming the new category [34] or explicating the theory. [35] Consequently, this synthesis elevates the level of the abstractness of the final product above the level of abstractness achieved in the studies that constitute the sample. [36] In this light, variation provides richness of description of the new categories but does not "scatter" the theoretical construction study. With this decontextualization and the increasing level of abstraction obtained, the scope of the theory increases as well as the generalizability.

  As with all research, the qualitative meta-analysis is driven by a research question. Of course, the question is different from (and is usually broader than) the questions addressed in the original studies. In this case, the theories of illness were extended to develop a theory of recovery following the threat of illness or injury. Nevertheless, how this question is conceptualized will determine the type of studies anticipated to contribute to the analysis and what the researcher searches for among the vast collection of completed research on the illness experience.

  Unlike quantitative research, where replication is valued, the replication of qualitative research violates the basic tenet of induction. It is therefore unusual to find clusters of qualitative research that have been conducted on the same topic. Thus, in selecting a subject for meta-analysis, the qualitative researcher must first determine the research questions, the components of the emerging theory, and its parameters. In this way, meta-analysis of qualitative research necessarily commences deductively, with a broad research agenda, a clearly established research question, and a reasonably well defined domain established by the investigator. In this case, the significance of developing a more general theory of the processes of recovery (focused on the person [self]), along with the need to incorporate recovery from serious illness or injury, to integrate the family or significant others, and to focus on the meaning and changes to the self-rather than on a particular illness, the disease process, or the disruption to physical health caused by the injury-drove the inquiry.

  In this project, the theories of illness and injury selected for inclusion in this analysis were originally conducted by this author or her students. This provided the tremendous advantage of allowing the original data to be consulted if needed. All of the theories used grounded theory and, therefore, structurally "fit" together in stages and phases. All qualitative studies that are topically pertinent may not always be included in the meta-analysis. Studies that use different methods (eg, phenomenologic studies and grounded theory studies) may not always merge, as each has a different theoretical structure. Alternatively, the different temporal perspective (with the phenomenologic study focused on one point in time and the grounded theory study explicating a process) may result in the phenomenologic study contributing to only one stage in the grounded theory meta-analysis.

  Criteria for selection are reported elsewhere. [36] The studies consisted of two studies of illness, [37,38] one of psychiatric illness, [39] two studies of accidental injury, [17,20] and four studies of the responses of relatives. [2,40-42] Supplemental information was derived from a more abstract study explicating processes of enduring and suffering, [16] a phenomenologic study of corporeality (ie, the lived body), [43,44] a study of the responses of patients to agony, [45] and several supplemental but relevant concepts, such as "reading the body," [37,38] hope, [46] and relinquishment for care. [47] Next, other pertinent research on the illness experience was surveyed and, if relevant, incorporated. Finally, to fully develop the concept of the self, [23,24] this concept was explored in the literature and integrated whenever possible.

  To synthesize the theories, the theories were first "unraveled." That is, rather than working with the concepts or categories as presented in the completed model, these were "opened" to reveal the attributes, the causes, and the consequences inherent in each stage or phase. These components, obtained from the original, initial theory, were then matched with equivalent components from the other theories and matched with equivalent stages of recovery or parallel processes. In this way, even if the labels for the "equivalent" stages were not the same, if the description or some of the attributes were similar, they were placed together at the same position, on a common timeline. As qualitative inquiry normally dictates, questions were constantly asked of these data, and this process of establishing a conjecture and searching for a response in the data led the process of inquiry. When the processes from two or more theories did not exactly fit together, the information from all reported research facilitated expanding the emerging category in the developing theory, rather than allowing the information to be disregarded or dropped from the study. Finally, if necessary, new labels for the process that more appropriately described the expanded categories were identified and revised definitions constructed.
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  RESPONDING TO THREATS TO INTEGRITY OF THE SELF

  The onset of illness may be acute or chronic, while the onset of injury is instantaneous and the severity of the experience may be serious or not life threatening. Despite these differences in the onset and prognosis, the pattern of responses to a threat to the integrity of the self has remarkable commonalities. From these commonalities, a five-stage theory was developed: (1) Vigilance; (2) Disruption: enduring to survive; (3) Enduring to live: striving to regain self; (4) Suffering: striving to restore self; and (5) Learning to live with the altered self (Table 2 and Table 3).

  [image: Table 2]Table 2. Responding to threats to integrity of the self
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  Back to Top

  Stage 1: Vigilance

  The first changes in the onset of acute or chronic illness bring about a dis-ease, with the individuals suspecting that something is wrong. Individuals may feel unwell, "not themselves," and begin noting changes in their bodies. Even when the illness is serious and acute, the same process applies. For instance, in a study of heart attacks, Johnson [37] reported that there was a great deal of uncertainty that the illness was serious. One participant sat reading the signs of a heart attack from a book mark. Although he had all the symptoms, he still did not act and call an ambulance.

  If the symptom has been silent and unnoticed, the discovery of the symptom (eg, a breast lump) always comes as a surprise, with the person feeling that the body, which moments ago was considered healthy, has somehow betrayed the person. [43,44] This discovery nevertheless makes the person even more aware of the body, of the symptom, and of the self. And the person begins suspecting the implications of the symptom-for instance, that it is cancerous.

  With accident victims, suspecting still occurs immediately after impact if the person is aware. People who have been injured suspect the extent of their injuries and systematically check their bodies. For example, those involved in car accidents immediately after impact try to feel and move their legs to ensure that their backs are not broken and their spinal cords are intact, and those who have been burned immediately try to ascertain the extent of their burns.

  This suspecting may bring relief if their suspicions are unfounded or if the injuries or symptoms are not as serious as first feared. However, when individuals confirm their fears, they begin monitoring or reading the body. [38] Those with illness or minor injuries begin sensitively noting the characteristics of the symptom, how long it lasts, and its severity and attempt to determine what triggers, alleviates, or aggravates the symptom.

  Confirmation of the seriousness of the illness or the injury heightens the individual's awareness of self, others, and the environment, and he or she observes everything internally involved with the self as well as externally. When the illness is severe and sudden or the individual is involved in an accident, this awareness is expanded beyond the body to include the environment, such as the color of the sky and the singing of the birds, as the scene appears imprinted in the person's mind. Time is slowed, expanded.

  When the injuries are severe or the illness acute and serious, the symptoms threaten to overwhelm the individual. If the pain is severe, its onset forces the person to conserve all energies, focusing inward, placing all attentions to maintaining control to preserve the self. Control is significant, for loss of control is perceived to result in the loss of the person's ability to monitor and direct care, loss of awareness, and ultimately loss of self. These people begin enduring to survive, [16] placing all their energies on breathing in, then breathing out. They observe caregivers, ensuring that caregivers know, for instance, how to do cardiopulmonary resuscitation should their heart stop [20] or know how to move or not to move them. In this way, they strive to protect the living self by being directive. Maintaining emotional control is essential-those enduring to survive do not report any emotion, neither fear nor panic. The suppression of emotion is evident-they reported that they did not feel anything (emotionally) and remained extraordinarily calm. Time is very present focused-they remain focused on staying alive for this moment.

  Only when the individual feels safe, feels that the caregiver is competent, vigilant, and trustworthy, will the individual accept assistance and relinquish to care. In even more extreme and life-threatening cases (eg, a myocardial infarction), relinquishment comes quickly. These individuals may find themselves passively observing as an consider ("two-personned"), watching emergency treatments being administered to their bodies.

  The response of relatives or significant others during the stage of vigilance mirrors the response of the ill or injured individual. They begin by suspecting and closely monitoring the ill person. Relatives worry silently or may begin to act [41] and voice their fears. If the suspected diagnosis is confirmed and is unacceptable (as in the case of HIV/AIDS), they may "seal it away" until the symptoms can no longer be ignored or hidden. [42] At this stage, when their "worst fears are realized," they become overwhelmed with what is happening to their relative and the impact the illness or accident will have on their lives.
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  Stage 2: Disruption: Enduring to survive

  The major task of the critically ill individual is to hold on to life. This is done continually by enduring to survive. Individuals report an "inner dialogue," hearing their own voice in their heads raising their concerns, questioning what is happening, and at the same time helping them realize what is happening and encouraging them to hold on. For instance, one patient reported a voice "worrying about a scar" that a cut down her neck would make, [16] and a burn patient reported, "Who is that screaming? Why is that women screaming for my son? ... And then I heard it in my throat and realized it was me." [17]

  While holding on, these patients anchor onto a significant other, and it is the vigil that these relatives keep at the bedside in the intensive care unit (ICU) that helps these individuals maintain a sense of self. Their presence reminds these individuals who they are and that what happened was not a nightmare. [48] Their physical condition, compounded with unrelenting pain and distorting drugs, places them in a shattered reality, and significant others are essential in helping these patients sort out night from day and dreams from reality and, later, helping them fill gaps in their memory. In this haze of disorientation, an individual perceives the world as changing and hostile, so that the presence of a family member helps the ill individual continue to feel safe and to relinquish and permit care to be administered.

  During this time, significant others accept responsibility for maintaining a vigil in the ICU waiting room. They take turns being vigilant at the bedside. They also delegate responsibilities for assuming the day-to-day tasks of care for the patient and for his or her life "outside," buffering the ill person from unnecessary worry and protecting the person from the external world.
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  Stage 3: Enduring to live: Striving to regain self

  Once the acute crisis has been resolved, the real work derived from the illness or the injury must begin. Often pain is unavoidable, unpredictable, unrelenting, and unbearable. Pain is inflicted or increased as a part of essential treatments, so that living through the pain and maintaining control requires all of the individual's energy. These individuals focus on trying to bear it and learning to take it. They develop strategies to block the pain by using distraction; shutting it out; focusing on something, such as the tiles on the ceiling [17]; and disembodying. [45] The ill person's body feels vulnerable and violated, [43,44] and he or she develops strategies to protect the self. For example, one burn patient refused to look at her body, and once, when she did look at her abdomen, she did not associate the "raw meat" with her own body. [45]

  These individuals now begin enduring to live. [16] They remain present focused, again with suppressed emotions, so that they appear to accept what has happened. However, when treatment becomes too much, these individuals may suddenly "lose it," seeking release from enduring in anger and rage by swearing, shouting, hollering, yelling, or crying. [49]

  At this stage, individuals are forced to accept dependence, but they begin to test their bodies, to determine the limits of their endurance. Thus, they only partially relinquish to caregivers and begin to assume some independence. In this process, they are forced to recognize their physical changes and loss of function and to begin work to restore as much physical function as possible.

  When the critical period is over and these individuals' lives are no longer in jeopardy, they still latch on to their significant others and live life vicariously through the others. For instance, they may question all therapists about their activities outside of the hospital, their family members, and others, [17] enjoying the distraction these stories bring. [50]

  Finally, these persons begin to move towards suffering. They allow themselves to consider the implications of the illness or injury and the physical changes experienced. They make efforts to try and find out what happened and how they reacted at the scene, by questioning physicians who treated them and emergency medical technicians (EMTs) who were at the scene. They begin to recognize and confront their uncertain prognosis and make plans for discharge and their future years.

  Relatives continue to play a significant role in the person's experience at this time. They recognize the prolonged course of illness and now understand more of the nature of the commitment that the illness or injury involves. They are still vital in the maintenance of the self of the ill person and still spend large amounts of time at the hospital. They continue to buffer the ill person, protecting him or her from the realities and responsibilities of the outside world, assuming many of the ill person's work and family responsibilities themselves.
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  Stage 4: Suffering: Striving to restore self

  Once the person's condition improves to the point where he or she is able to acknowledge the illness or the injury and to recognize the effects of what has occurred, he or she begins to struggle with grief, mourning what has been lost and the altered future. [16] In other words, he or she begins the transition from enduring to suffering. He or she no longer remains fixed on the present but is able to look to the past and to anticipate a future. He or she no longer suppress emotions and is suddenly overwhelmed with emotion. In this stage, individuals blame God for what has happened, feel guilty, and experience despair. [16]

  It is during this stage that these individuals are doing the work of healing. They learn to hope and to set appropriate and realistic goals. [46] They learn to live with setbacks and discouragements and to establish realistic hope goals. At the same time, they refuse to accept the damaged self, often working toward a more complete recovery than is considered possible by physicians.

  To resolve suffering, these persons work to make sense of the experience. If they have experienced an accident or a very sudden illness, they work towards piecing together what happened at the scene. They reiterate the experience, talking about it to whomever will listen, for the process of reiteration helps them make sense of what has happened and makes it real. They seek to absolve themselves of blame for the incident and continue to seek information about their own response at the scene from EMTs and from emergency department physicians who may have treated them. [16,17] Their own memories of the critical phases of the illness replay in their minds as they reexamine the event that led to their illness. These strategies assist people in their search for meaning, as they seek to make sense of the experience and to reconcile the former self with the present self. Gradually, they are able to accept their losses, recognizing it could have been worse. The person develops a resigned body, [43,44] one that eventually becomes accustomed to the imposed limitations.

  As patients' conditions improve and as they become stronger and more self-reliant, the relatives step back and renegotiate roles. While they have completely assumed the role for the sick person since he or she became ill, the relatives now return some of the responsibilities to the ill person. They gradually withdraw from the bedside, and rather than keeping a constant vigil, they become visitors who go to the hospital for a short period each day. They continue to provide support and monitor the activities of the sick person, still buffering and protecting them from learning about stressful events.
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  Stage 5: Learning to live with the altered self

  The major task during this phase is learning to live with the altered self. The person must get to know and to trust the altered body. For instance, they must learn how to live with a gait that has been altered by a stroke, an amputation, or astonishing weakness. They must learn the limits of their disabled body-and they often push their body to that limit, something that those who have experienced a heart attack find terrifying. Individuals make extensive plans to get through the day, conserving energy and preserving the self.

  Importantly, over time, these people learn to revalue the experience. They learn to accept the consequences of the experience, that life will never be the same again. They learn to revalue life, to appreciate different things, to set different goals, and to reorder priorities. They learn to appreciate other people, especially those who are disabled, and to recognize the inner person rather than focus on the external body of the other. As they become more skilled with their bodies and managing their day-to-day affairs, they reenter the "outside" world. They reevaluate their goals, modify their careers, and realize that they will eventually make it. Gradually, they put the suffering aside. They learn to accept the consequences of the experience, to view life beyond one's self. They take time to assist people who are also going through a similar experience, (eg, through support groups), or they may help them as individuals, realizing that they are better people for having had this experience, having learned to live life with a disability.

  As the patient becomes more competent, the significant others continue to withdraw. They feel they have made it through the experience and are anxious to move on to a new phase of their lives, as relatives of a disabled person. They wish to put the experience behind them and are anxious to seek closure, creating a new future.
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  PRESERVING INTEGRITY OF THE SELF

  "I almost lost myself in there."

  Burn patient, stage of disruption

  The strategies described above are all targeted toward preserving the integrity of the self. The responses are similar, but the severity of the threat that the illness or injury brings affects the intensity with which the strategies are used and, in part, which strategies are more helpful. All strategies are intended to assist with the preservation of the self, initially the inner, private self, and later the public self. These strategies mediate the assault on the self, buffer the experience, and, while the person is compromised, assist the person to conserve energy. As such, these strategies may be considered self-comforting strategies.

  As stated, these strategies first prevent disintegration of the inner self. The emotionless state of enduring to survive places the person almost in a "shut down" position so they may maintain vital functions necessary for the maintenance of life. Later, when the person is stronger and is striving to regain self, the individual uses these strategies to reformulate the self, [16,19] that is, uses these strategies to restore a public self, as described by Charmaz. [23,24] These self-comforting strategies, therefore, are essential elements in the process of recovery and rehabilitation.
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  DISCUSSION

  The theory presented in this article is intended to revise and combine two theories: the Illness Constellation Model, [1] developed from chronic illness and relatives' responses to the ill person, and Preserving Self, [20] a theory describing responses to serious injury. The scope of both original models is therefore increased without losing the specifics of either model.

  Several important revisions to the Illness Constellation Model have been made in this article. First, the role of the family was poorly represented when it was conceived as a constellation. Rather, a family member responds by moving in to assist the sick person, and when away, his or her place at the bedside is filled by another family member. While all family members cooperate and hover around the ill person, the movement of the family members is better described as the movement of an atom (C. Park, personal communication, 1989) rather than as a constellation. The movements are synchronized, deliberate, and planned, with multiple agendas taken into consideration to preserve everyone's work roles and energy.

  Second, while both the Illness Constellation Model and the Preserving Self model described responses, neither incorporated strategies used by the person to maintain the integrity of the self. The identification of these strategies is significant for the caregiver, who may support these strategies and thus assist the patient even further. In crisis situations, the self-comforting strategies are more than things one does for oneself to "feel better" as perceived in seeking comfort. Self-comforting strategies are reflexive, life-preserving responses, critical for the maintenance of life. Nevertheless, further work is required on this model, with the identification of the comforting actions of the caregivers making the model more applied and increasing its usefulness.

  As noted earlier, other theories have focused on certain responses to illness, such as loss [18] or noncompliance. [51] Both of these concepts are included in this model, and it is clear that both of these concepts occur during recovery from illness or injury but at different times in the process. Theorists who focused on one aspect are not "wrong" by focusing on only one aspect or concept-all are right, although some processes may be emphasized at one phase of recovery more than another. Both of these processes need to be integrated into a comprehensive theory, as is presented in this model.

  Despite this, much research needs to be conducted on this model. There is a need to explore concepts in this model further in depth as well as to explore the experience of patients who use self-comforting strategies more effectively than others. Finally, there is a need to expand this model to include nurse comforting strategies, both those that support the patient's self-comforting and those that provide comforting strategies directly to the patient.

  While this theory incorporated the patient's experiences of enduring to survive, enduring to live, and suffering, we still do not have enough information to incorporate an experience in which a patient does not recover and strategies of enduring to die are used as self-comforting strategies. There is a need to research instances in which a patient's condition remains chronic or a patient's condition deteriorates, either slowly or rapidly, and who dies. Nevertheless, while moving away from medical diagnosis and focusing on the responses of the individuals as a basis for development, this theory provides a more useful framework for patient care.

  Back to Top
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