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Abstract

The variation in functional performance seen in people with chronic obstructive pulmonary disease (COPD) is perplexing.Some patients appear to do well in their day-to-day activities, while others, with the same apparent disease severity, have difficulty. This naturalistic inquiry sought to describe functional performance from the perspective of 12 people with COPD. Thematic analysis was used to identify activities in which these men and women were engaged and the was they perceived activities, symptoms, and treatments within the context of their daily lives. Decisions to perform activities were influenced by a sense of deriving satisfaction, weighed against the discomfort that might occur. Intruders and enablers influenced activity performance. The results of this study provide a useful framework for assessing functional performance and developing interventions that are sensitive to patient values and expectations and that have a greater likelihood of improving life quality.


  Carrying out day-to-day activities-shopping, cleaning, caring for one's self and home-is part of life. In the health care context, one's capacity to carry out these activities is an indicator of independence or need for assistance. The performance of these activities is considered a contributing factor to quality of life. However, the extent to which people are capable of performing activities and the extent to which these activities are actually performed are two very different questions. Two people with the same apparent capacity (eg, disease severity) can have very different levels of performance. A host of factors, beyond the constraints imposed by capacity, influence an individual's choice to perform various activities. [1]

  The degenerative process that occurs in the lungs of people with chronic obstructive pulmonary disease (COPD) can reduce capacity and hinder normal performance. Air-flow obstruction, air trapping, hyperinflation, and impaired gas exchange result in increased work of breathing and a syndrome of dyspnea, cough, and for some wheezing. As the disease progresses, these individuals can experience poor exercise tolerance, loss of appetite, weight change, and easy fatiguability. Treatment options include pharmacologic interventions, respiratory therapy, physical therapy, occupational therapy, exercise training, nutritional repletion, relaxation and biofeedback training, psychosocial interventions, and various types of rehabilitation programs. [2,3] These interventions are intended to ameliorate the effects of disease (improve capacity) and enable individuals to continue their social and family roles, function independently in their homes (improve performance), and, implicitly or explicitly, enhance quality of life. Yet there is a great deal of variability in the functional performance levels of people with this illness. Some increase their performance in response to treatment; others do not. Some with very severe disease are able to maintain their day-to-day activities, while others with relatively mild impairment remain housebound. Science has not yet explained this clinically observed phenomenon, perhaps because the patient's perspective of the effects of COPD on functional performance is not fully understood.

  The study described in this article sought to describe functional performance from the perspective of people with COPD. Specifically, the intent was to gain insight into functional performance in people with COPD by developing contextual descriptions of the major areas of functional activity and to describe the factors patients perceive as contributing to or impeding performance.
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  BACKGROUND

  Functional status is a multidimensional concept characterizing one's ability to provide for the necessities of life-that is, those activities people do in the normal course of their lives to meet basic needs, fulfill usual roles, and maintain their health and well-being. [1] Functional status comprises four dimensions: capacity, performance, reserve, and capacity utilization. Functional capacity is an individual's maximum potential to perform activities, while functional performance is defined as the physical, psychological, social, occupational, and spiritual activities that people choose to do in the normal course of their lives. The term "functional capacity utilization" refers to the extent to which functional potential (ie, capacity) is called on in the selected level of performance. [1] This dimension of functional status accounts for the observation that two patients with the same apparent capacity can display different levels of performance.

  In quantitative studies, people with COPD often report difficulty in performing daily activities, particularly in the areas of home management, recreation and pastimes, ambulation, and social interaction. [4] These difficulties appear to be independent of pulmonary function, a frequently used indicator of functional capacity. Exercise tolerance, symptoms, and psychological variables have accounted for roughly 50% of the variance in performance. [5-8] Clinical trials testing interventions such as inspiratory muscle training, oxygen delivery systems, varying doses of beta agonists, and salbutamol may improve functional capacity but have demonstrated little or no effect on performance. [9-14]

  Difficulty explaining the variation in functional performance and conflicting evidence concerning treatment effects suggest problems in the sensitivity of assessment tools or in the theoretical assumptions underlying these quantitative efforts. [4,15] Measurement and explanatory models are needed that will not only reflect the reality of functional performance, but also satisfactorily explain variations in capacity utilization. This information will facilitate the development of more effective interventions to help people attain their desired levels of performance and improve the quality of their lives. A deeper understanding of the experiences and perceptions of the patients themselves will facilitate these efforts.
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  METHODS

  Sampling procedures

  Informants were recruited through an asthma and allergy outpatient clinic. To qualify for the study, individuals must have been diagnosed with COPD (emphysema, chronic bronchitis, or asthma with an underlying chronic airways obstruction) and have at least moderate lung impairment, defined as a percentage of predicted forced expiratory volume in one second (FEV1 percent predicted) of less than 60% or an FEV1 /FVC (forced vital capacity) ratio of less than or equal to 60%. A clinical nurse specialist identified potential informants who met the study criteria and would be able to articulate their experiences with COPD. These individuals were contacted by telephone 24 to 48 hours before their scheduled clinic appointments. The study was described briefly as an attempt to learn more about what it is like to have a lung condition, including what activities were easy, which were difficult, what activities they enjoyed, and those activities they no longer performed. An interview time was scheduled either before or after the clinic visit as they desired. All of those contacted agreed to participate.
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  Sample

  The six men and six women were community-dwelling people 50 to 76 years of age, averaging 66.8 years. Each person had a moderate to severe obstructive ventilatory defect, with a group mean FEV1 of 1.06 L (0.51 to 1.74 L), FEV1% predicted of 42.8% (26.6% to 72.4 percent), and FEV1 /FVC ratio of 50.4% (33.9% to 76.6 percent). Most also reported additional medical conditions, including arthritis, diabetes, and high blood pressure. Two informants had completed some high school, four had finished high school, four had had some college education, one completed college, and one informant had an advanced degree. Only one person reported working part-time; the rest described themselves as retired, with one person indicating he was on medical disability. Three informants were African American and the rest were white. One man and one woman lived alone, and the remainder lived with a family member.
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  Data collection procedures

  All interviews were conducted by the first author and took place in a private office located in the clinic. The study was explained and a consent form was signed before beginning the interview. The recorder was started, and each informant was asked to describe a typical day. Following this initial question, the informant chose the direction and content of the interview, while the interviewer prompted through silent attention, reflection, or direct questions. When appropriate, the informant was also asked to verify or refute content broached by previous participants. The discussion was considered complete when the informant felt there was nothing more to add and the interviewer felt she had no more avenues of information to pursue. Each interview was 30 to 60 minutes long, and none was stopped due to time constraints or informant fatigue.
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  Analytic approach

  Two analytic approaches were used: a coding scheme, or "start list," and thematic analysis. [16,17] The start list was used to facilitate the identification of concrete examples of functional performance provided by the respondents and included the major categories of daily activities as they are described in the literature: body care; dressing and undressing; eating; household management; family care; illness management; moving and walking; transportation; physical exercise; mental activities; recreation and leisure; social, religious, and cultural activities; and school or work. During data analyses, this list was revised by adding new categories and refining terminology and definitions.

  Thematic analysis was used to formulate contextual descriptions of the activities in which the informants were engaged and to identify themes embedded in the data. To the extent humanly possible, the literature review and analytical framework that formed the basis for the study were bracketed during these analyses. Although a number of themes were identified, this article focuses on those pertaining to factors the informants perceived as enhancing or impeding functional performance.

  A number of strategies were used to ensure trustworthiness and credibility of the results. [18] To maximize stability and intrarater reliability, transcripts were initially coded by the interviewer while listening to the tape, previous transcripts were reviewed and compared, and the coding definitions refined. The data were set aside for 2 days, during which time the coding scheme was examined; evaluated for meaning, trends, and relationships; and refined by clarifying the terminology and definitions. Code definitions were carefully formulated to maximize credibility and transferability. The data and coding scheme were set aside for 5 weeks, after which the coding scheme and definitions were reexamined for consistency, clarity, and utility. Transcripts were then recoded in random order and the results compared with the original. Where discrepancies existed, the data and context were reexamined, and revisions were made in the coding scheme and definitions as needed.

  To validate the credibility of the study and accuracy of the themes, theme categories were derived separately by both authors and compared. Incongruities were rare and easily resolved through discussion to reach consensus. The computer program Ethnograph [19] was used for data management to ensure accurate tracking of evolving theme patterns. Finally, a detailed summary of the data collection and analytic methods, a copy of the coding scheme, and a sample of transcribed data were reviewed by an outside reviewer. This process also contributed depth to the definitions and contextual descriptions.
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  RESULTS

  The informants recounted present and past activities, the satisfaction and meaning they derived through these activities, the factors impeding their performance, how they managed to continue the most important, and when, why, and how certain activities were relinquished.
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  Categories of functional performance

  Most of the activities the informants described could be placed in one of seven categories: household maintenance, movement, family activities, social activities, work, altruistic avocation, and recreation. It is important to note that the order in which the categories are presented in no way reflects their relative importance in the lives of these informants or the extent to which the informants derived satisfaction through them.
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  Household maintenance

  Household maintenance activities involved both the supervisory and administrative actions and the tasks required to promote and preserve a home environment. This was a primary role for the informants, and all described maintenance activities in one way or another. Specific tasks, such as cleaning, meal preparation, lawn care, and repairs, were discussed. Men and women differed in their maintenance activities along traditional family roles.

  In addition to describing specific tasks, several informants talked about doing tasks themselves, in order that they be done right. Over time, standards of maintenance declined. Particularly noteworthy were comments from women about developing a greater tolerance for imperfect housekeeping: "I just do what I can. In other words, if something is dirty and I can't get to it, I'll get to it the next day. I don't worry like I used to. Not that I was fanatical, but I would get right on a lot of things." One informant indicated that she had given up the physical tasks of household maintenance altogether, relinquishing this role to her daughter-in-law. With further discussion, it became clear that the informant retained administrative aspects of household maintenance by maintaining ownership of her home, paying the bills, and managing her food preparation and the maintenance of her immediate physical surroundings.

  Back to Top

  Movement

  Movement, activity characterized by deliberative motion, was described within three contexts: purposeful activities, therapeutic movement, and exercise. Purposeful movement, such as carrying objects, walking, or climbing steps, arose spontaneously when people described tasks in and around the house or town. Therapeutic movement involvement deliberative physical activity and a feeling of release. Simple morning stretches such as leg and arm lifts, were an example of therapeutic movement described by a female informant. She also described the pleasant twisting and bending associated with work she performed on her tree farm. Another woman described her past joy in dancing, while a third identified the movements associated with yoga as beneficial to her breathing. Therapeutic movement was described in less intense, demanding terms than exercise. Only one informant specifically mentioned an exercise program, describing his efforts at mall walking. This individual had been an active athlete and had enjoyed swimming in his earlier years.
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  Family activities

  Family activities were defined as actions performed in conjunction with, or in the presence of, one or more individuals identified as a family member or significant other, including the provision of care, nurturance or solicitude, interaction, and recreation. Family activities were viewed within the context of a totality of fellowship and gave purpose and meaning to life. Whether the family member lived in the same household, down the street, or in another region of the country, they were seen as being "close" and an active part of the respondent's life. Activities involving children or grandchildren were always mentioned, and several respondents included caring for pets within the family context. Illness-related limitations in family activity were disheartening, particularly when accompanied by feelings of isolation from loved ones.
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  Social activities

  Activities involving friends and neighbors were also an important source of meaning and life satisfaction. Social activities involved getting together with others for conversation, cards, dinner, or entertainment. Talking on the telephone was often mentioned, as was helping friends and neighbors with tasks around the house or errands. When family members were not in geographic proximity, friends served as a proxy outlet for caring or as a source of support, nurturance, or solicitude. Unlike family activities, however, social activities were more likely to include a presumption of reciprocity.
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  Work

  Although most of the informants were older and all but two were retired, each described some form of work and the role it played in their lives. In addition to the tasks of work, they discussed the people, places, and rhythm of working life. One man commented that he missed the anticipation of the weekend and the feeling of Friday. To a number of men and women, work was a part of who they were. They enjoyed it, and it gave life meaning. Several informants continued to draw on their work skills through altruistic avocational activities.
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  Altruistic avocation

  Most of the informants in the study described some form of altruistic avocation, an enjoyable and regularly or routinely performed activity perceived as a way to directly or indirectly contribute to the welfare of families, friends, or the larger community. These activities served as a means of channeling personal knowledge or skills once used in professional or home work life to help others. One informant described the daily activities she performed on her family's tree farm, while another outlined his day in terms of the favors, repairs, and odd jobs he performed around his own houses and for his children. "It's like the Mom and Pop Building and Loan," he said. "I can't cash my check, but I enjoy it."

  Activities or services not only were offered to others, but also were frequently requested by those recognizing the informant's expertise in the area and willingness to provide assistance. A nutritionist described watching calories for herself and her husband. A former pilot discussed his activities monitoring the airwaves as a ham radio operator. A former nurse described her volunteer work for a hospice. Although altruistic avocational activities contained elements of responsibility and commitment frequently associated with work life, they were more flexible and less physically demanding, made an identifiable contribution to the welfare of others, involved a great deal of personal satisfaction, and gave life meaning.
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  Recreation

  Recreational activities were distinct from household maintenance, avocational, and pastime activities. Recreation involved activities performed for sheer personal enjoyment, with no accompanying sense of commitment, responsibility, or contribution. Traveling, viewing live or videotaped musicals, watching certain television shows, reading, gardening, and fishing were described as activities informants loved to do. The personal satisfaction associated with recreation was contrasted with pastime activities, those that literally helped to pass the time. Watching television, for example, was frequently described as a way to "fill time" or "keep busy," rather than being pleasurable in and of itself.
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  Factors influencing functional performance

  In addition to the major areas of functional activity, the narratives provided by the informants offered insight into factors that contribute to functional performance. Most notable were the satisfaction informants derived through activities, the illness-related experiences they perceived as intruders, and the role of enablers, or mechanisms that made it possible to perform necessary and valued activities.
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  Deriving satisfaction

  A key factor in decisions to perform various activities was a sense of deriving satisfaction. Informants used terms indicative of personal pleasure as they described certain activities: I "love to," "like to," "enjoy"; It's "fun," "interesting," "nice," "wonderful"; I feel "satisfied," "good," "proud," "revitalized." The activities through which satisfaction was derived varied from person to person and generally reflected lifelong interests or practices. Household maintenance was satisfying to some ("I like to go shopping"; "I loved remodeling and fixing up the house") but not to others ("I don't like to do average things, like paint a room or cut a lawn, things like that. I never did like that. Or wash a car. It's so meaningless."). Several informants discussed the pleasures associated with music. Social activities were prominent in some informants' daily lives, while solitary recreational activities were a primary source of satisfaction for others. Two common threads ran through the narratives: First, satisfying activities were based on personal experiences, skills, and values. As such, they not only represented one's individuality, but also gave life continuity and meaning. Second, activities with or on behalf of others (family, social, and altruistic avocational activities) were the most satisfying and meaningful of all.

  Decisions concerning the type and level of functional performance were made by weighing the anticipated satisfaction derived through an activity against the symptomatic or psychological discomfort that might occur. "Trying" took place when the individual forecasted a high probability of physical or psychic discomfort (eg, from symptoms or failure), but the value of the activity was worth the risk: "I will try to [go to the market] anyway. I don't know how long I can walk, but I'll try." "Even if I'm walking slow, I'm going to do it, if I can."

  When the probability of discomfort was perceived to be very high, it began to outweight the expected satisfaction, and the individual considered developing alternative methods of performance, reducing standards of performance, or relinquishing the activity altogether. For some people and some activities, the change or relinquishment was viewed with regret and sadness, an attitude of "giving up." "Yeah, I do the best I can do [sigh]. That's all you can do, I guess." One informant who expressed this attitude frequently during the interview also seemed more motivated by subsistence than satisfaction. "I used to do everything, all my cleaning, shopping, cooking, going to grocery stores, everything. But now I can't do any of that. All I do is sit and watch TV." In contrast to giving up, others adopted an attitude of "letting go," moving on to other satisfying but less demanding activities: "I've just come to accept it, to take it like that, on a daily basis. If it's good, it's good, if it's bad, you just got to wait for the next day."
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  Intruders

  Symptoms, notably fatigue, generalized breathing difficulty, and activity-related shortness of breath, represented a principal component of discomfort against which satisfaction was weighed. Symptoms were seen as intruders, experiences that were perceived as happening to the informants and interfering with the activities they wanted to perform. Anticipation and planning were central to performance. Altering, rearranging, and replacing activities according to symptoms or anticipated symptoms were necessary and frustrating. Several informants talked about how much they "resented it." They recalled activities they used to do at one time or those that must be spread over longer periods of time because of symptoms. Illness trajectory was frequently evaluated in terms of symptom-induced changes in activity and with the hope that previous levels of performance might return. Illness-related performance difficulties were discouraging and frustrating: "Sometimes, some days I feel good. I feel real good and I go on my normal activities, but it bothers me when I can't do the things I want to do." "It frustrates me that I can't do the things I want to do."

  Treatment regimens were characterized as both intruders and enablers. One woman on continuous oxygen therapy described her desire to travel and visit her son and her perception that the oxygen prevented it. One man for whom supplemental oxygen was being considered was concerned that hauling the tank would interfere with his activity. Another man stated clearly that he could not venture too far from his nebulizer, so he generally stayed close to home and rarely travelled overnight. One woman described her experiences using a mask when she dusts: "They tell you to use a mask. I don't know whether you've ever tried to use one of those masks or not. They're not very comfortable. They slide and they glide and they get in your eyes."

  Medications were often seen as adversely affecting mood, appearance, and activity level. Several women discussed the side effects of prednisone and were dismayed and embarrassed by the weight gain. One woman was ashamed of the bruising, and another described an experience with prednisone-induced psychosis that completely disrupted her life. Several people mentioned the sleep disruption that accompanies the drug. A male informant indicated that the effect of his diuretic made it difficult for him to go out around town or travel long distances. If he planned an outing, he took his "urinal pill" later in the day to avoid the necessity of finding or using public restrooms. From time to time, the treatments designed to help these informants feel better created problems in and of themselves.

  Although health care providers were seen as enablers, they were also viewed as intruders. A notable pattern was discovered in the transcripts: Respondents used the proper names of their health care providers or institutions when describing treatment situations viewed as kind, helpful, or even life-saving. However, respondents referred to providers as "they" when describing situations in which the respondents felt at odds with the providers. Under these circumstances, providers were perceived as intruder "theys" who suggested treatments viewed as harmful, undesirable, or inconvenient, or as very busy and important "Theys" who were not to be bothered with simple questions or concerns.
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  Enablers

  Enablers were mechanisms that facilitated or made possible the performance or continuation of activities. Knowing was the overarching or grand enabler that facilitated the use of pacing, planning, assistive devices, and personal assistance. Beyond information about disease process, medications, or treatments, knowing reflected an experiential understanding that grew out of living with COPD on a daily basis and that contributed to intuition, problem solving, and decision making: "You know, you have your limitations, too, and of course I'm a novice at this, don't forget." "The more educated you are about your own problem, the better off you are." "I want to understand. It helps me to acclimate myself to my conditions." Some informants seemed more adept than others at knowing. Successfully avoiding, catching, and managing symptoms and other illness-related intruders enabled informants to maintain activities from which they derived the most satisfaction.

  Planning was the process of devising strategies for accomplishing a task or tasks within known or perceived constraints in capacity. Because many of these informants experienced good and bad days, successful planning had to include an element of flexibility or realistic alternatives: "I have to get everything done in the morning ... because in the afternoon, I'm done [exhausted]." "I take care of my apartment, yeah, with cleaning and then I'll go out early in the morning, get some shopping done for things that I need. Then I'll come back and I'll rest for a while."

  While planning necessarily reduced the spontaneity of life, it offered an opportunity to perform satisfying activities that might be missed if one chose to avoid discomfort by restricting activities altogether. "I did take care of my little grandchildren 2 weeks ago for 3 days....I was organized. I fixed all the food at home and brought it up there so I didn't have to cook....I had little projects for [the children] to do and that kind of stuff."

  Pacing was a self-regulated rate of performance that permitted the accomplishment of a task or tasks with minimal or no symptoms or discomforting effects. As such, pacing was related to both anticipating discomfort and knowing. It was based on personal familiarity with the adverse effects that might occur or that had occurred in the past with the same or similar levels of performance: "I just take my time. I don't care what it is. I take my time in what I'm doing. You know, sometimes I might need rushing, but I can't rush." Pacing was distinct from stopping and waiting. In the latter situation, shortness of breath was experienced during an activity, and the individual ceased activity until "normal" breathing was resumed.

  Assistive devices were specific objects or techniques, as distinct from the assistance of another individual, that facilitated functional performance. Nebulizer treatments, a wheelchair, and home air filters were among the devices described. Other devices were less obvious and appeared to be derived through the experiential process of knowing. One woman indicated she had no problems showering, but when asked specifically how she managed, she said she had placed a chair in her tub so she wouldn't become breathless. The enabler had eliminated the problem. Several people mentioned methods to enhance ventilation during various activities: "I built in my workbench an exhaust fan like you have over your stove. Everything goes out, so that while I'm working everything is sucking away from me...so I can still keep up with my projects that I like to do."

  Personal assistance, the help of family and friends, was an important part of accomplishing day-to-day tasks. This was particularly true of those trying to remain in their homes as functional capacity declined. Under certain circumstances, personal assistance was required only to initiate an activity or to supplement the informant's role: "Like I have a boat. I can get in it and ride it, but I can't start it very well because I have to pull the engine and that's where I need the strength. So I'll get my boy or somebody to stand around and start it." "I'm going to have to get somebody in to [vacuum] for me. I'm just too worn out for that little exertion." Other activities were perceived to be beyond the capacity of the informant and required full assistance: "My neighbor across the street come in after I got sick and before I was doing anything, she took down all my curtains, took them over to her house and washed them, come back and washed all the windows. Pulled down the drapes and washed them." "I was a basket case. I couldn't do nothing, couldn't wash myself, could hardly sit up. So they [relatives] stayed and took care of me."
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  DISCUSSION

  The clinically observed variation in capacity utilization among people with COPD has been difficult to explain empirically and to translate into more effective interventions to improve performance. The results of this qualitative analysis suggest that the difficulty may be due, in part, to a disparity between the day-to-day activities individuals choose to perform and the manner in which the activities are empirically assessed. For example, household and recreational activities varied not only by gender, but by individual preferences, reflecting individual differences in life experience, skills, and values. Most assessment procedures assume that people seek the same type and level of performance. Quantitative measures that consider individual activity preferences and priorities may be more authentic and sensitive indicators of performance. Moreover, preference-based intervention programs may be more effective in changing health practices, improving outcomes, and enhancing satisfaction with care. This approach would require a personal understanding of the lives and values of the patient and a contextual, collaborative effort, rather than an institutional, directive approach. [20]

  Within the context of assessment and measurement, several observations are worth noting. Frequency and intensity of exercise is often included in the subjective assessment of performance. However, movement may be more relevant, meaningful, and sensitive to change in these patients. Movement incorporates activities that are beneficial but less demanding and more in keeping with the constraints imposed by reduced capacity. Further, these activities are likely to change in small increments, long after exercise programs have been relinquished. Work is a category often disregarded when the performance of the older or retired patient is assessed. However, productivity and work-related knowledge and skills may be evident in altruistic avocational activities.

  For the men and women participating in this study, decisions to perform various activities involved the juxtaposition of the anticipated benefit of derived satisfaction and the risk of discomfort. The most satisfying activities across informants were those involving others, usually family or friends. This is consistent with Lubeck and Yelin's [21] report that activities involving social relationships were the most highly valued in their sample of healthy, rheumatoid, and osteoarthritic adults. Kaufman [22] also identified family ties and the companionship of friends as an important source of meaning in her study of older adults. The informants in this study planned and paced themselves in an effort to maintain valued family and social activities.

  The various activities the informants recounted and the satisfaction derived through their performance were remarkably similar to Frankl's [23] conceptualization of the search for meaning in existence. According to Frankl, meaning is derived by experiencing something or encountering someone (eg, activities with family and friends), creating a work or doing a deed (eg, household maintenance, altruistic avocation, and recreation), and growth through suffering (eg, knowing, letting go). Pastimes may represent the antithesis of the search for meaning and an indicator of apathy. According to Frankl, apathy is a means of self-defense, serving as a "protective shell." [23] (p35) Perhaps individuals functioning at lower levels are withdrawing into this shell while those at higher levels are finding meaning in their day-to-day activities, enabling them to transcend their illness.

  The altruistic avocation component of performance identified in this study not only is consistent with a striving to find meaning in existence through work or deed, but also reflects the desire for competent activity in old age. [24] According to Erikson and colleagues, "The aged retiree is challenged to transcend inevitable sources of inferiority. He or she must draw on a lifelong sense of effectiveness in order to become involved with new kinds of leaning and activity that build on longtime mastery, and to develop latent interests into newly manifest capabilities." [24] (p48) The older adults in Erikson et al's qualitative study, like those in the present investigation, "struggle[d] to maximize those longtime capacities that are still available and to find new expressions for the skills, knowledge, and worldly wisdom developed over the course of a lifetime." [24] (p148) Altruistic avocation appears to be an important mechanism for channeling meaning and competence in older and chronically ill adults. Maintenance of this component of performance may be a principal source of motivation and life quality. In Nietzche's words, "He who has a why to live for can bear almost any how." [25] (p84) Clearly more work is needed to further refine and operationalize the concept of altruistic avocation so it can be exploited fully as an avenue to improve performance.

  The decision to perform various activities involved not only satisfaction, but also an appraisal of the risk of discomfort. Symptoms were a major source of this discomfort and an important intruder in the lives of the informants. When risk was perceived to be too high relative to the benefit, the activity was postponed, altered, or relinquished altogether. Individuals who try are expressing a desire to continue an activity despite its adverse consequences. Trying may or may not be accompanied by discouragement, but could signal a cross-road in the path toward giving up and letting go. The regret and sadness accompanying giving up imply defeat, a loss of faith in the future, and a withdrawal into the "protective shell" of apathy, In contrast, letting go suggests the will to move on, intimating feeling of hope and an opportunity for growth. [26] The depression that often accompanies COPD may increase the likelihood (or reflect the experience) of giving up in this population, contributing to a downward spiral of emotions and performance, even in the absence of clinically significant physiological change.

  Knowing was a principal enabler, helping informants maintain desired levels of performance as they faced the intruders. Beyond an informational or factual base, knowing was acquired experientially and individualized according to interests, talents, and abilities. As such, it was an intuitive sense of one's self in relationship to the illness, a process of maintaining continuity in life by integrating the illness, and all of its ramifications, into day-to-day living rather than allowing the illness to dominate. Personal assistance from friends and neighbors enabled several people to continue living in their own homes or apartments. Porter [27] described a process called "negotiated reliance" through which older widows negotiated with others to provide assistance with day-to-day activities by trading comparable tasks or services. Social activities, with their implied reciprocity, and altruistic avocational activities may serve not only as sources of personal satisfaction, but also as negotiating tools in the endeavor to maintain independence. Perhaps the skill of negotiation is also part of knowing.

  Finally, while the intent of health care providers is to enable, it is important to recognize that providers can be perceived as intruders. Use of the word "they" in these data signified situations in which patients perceived a detached rather than collaborative relationship and a difference in perspective. The chronically ill women in Thorne's [28] study also described the contrast and conflict between their own perspective and those of health care providers. Priorities were often at odds, and the doctors were perceived as not listening. Further, "the more [these women] tried to take responsibility for their lives, the more they jeopardized the support and services they needed." [28] (p217) Brookes [29] echoed this position in his narrative of his personal experiences with asthma.

  A more humane and enlightened approach to health care has been suggested, taking into consideration the client's experience and accumulated wisdom. [27-29] Identifying activities that are satisfying, symptoms that are fearful, and personal factors that intrude on and enable performance may be important steps toward understanding the personal experiences and wisdom of people with COPD, creating more accurate models, and designing more effective interventions to help people improve their performance and maintain the independence and autonomy they desire.
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