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Abstract

This qualitative study was undertaken to clarify an emerging explanatory model of health-promoting behaviors and quality of life in individuals with chronic disabling conditions. Twenty individuals with multiple sclerosis shared their stories regarding health promotion, domains of quality of life, and factors that affected these domains. Health-promoting behaviors were viewed as essential to the process of rehabilitation and maintaining an acceptable quality of life. Important quality-of-life issues were related to domains other than function. implications are that health promotion efforts need to be encouraged and supported in individuals with chronic disabling conditions.


  Rehabilitation is a complex process designed to assist individuals in using their residual resources to maximize their functional status and promote their quality of life. [1] Unfortunately, only a small percentage of the estimated 33 million people in this country with chronic disabling conditions have had the opportunity to participate in structured rehabilitation programs that can help them promote and maintain their health and quality of life. [2] Services have traditionally been designed and reimbursed for those experiencing sudden-onset, traumatic disabling conditions such as spinal cord injuries, strokes, head injuries, and amputations. For the millions of Americans with chronic disabling conditions such as arthritis, lupus, or multiple sclerosis (MS), which have a slow degenerative course, there is little opportunity to participate in structured rehabilitation. Most are diagnosed in outpatient settings, where brief appointments allow little time for discussion of health maintenance and health promotion in the context of the chronic disabling condition. Inpatient stays are rare and usually coincide with the occurrence of major complications. Consequently, people with chronic and disabling conditions often face the challenges of promoting their health and maintaining their quality of life with little help from health care rehabilitation professionals.

  Although health promotion strategies have not characteristically been components of most rehabilitation programs, [3] it is becoming increasingly obvious that the enhancement of health-promoting behaviors should be a priority for programs serving people with chronic and disabling conditions. The definition of health promotion as "activities directed toward increasing the level of well-being and actualizing the health potential of individuals, families, and communities and societies" [4](p4) is philosophically congruent with the goal of rehabilitation to help clients with chronic and disabling conditions function at the highest level possible, maintain optimal health, and adapt to an altered lifestyle. [5] Rehabilitation and health promotion are similar in their multidisciplinary focus, rapid evolution, and interest in the prevention of illness and disability. Furthermore, health promotion and rehabilitation share a common goal-enhancing quality of life. [6]

  The concept of health promotion emphasizes self-care rather than expert care and promotes an active, independent attitude toward health care, a key tenet of rehabilitation. Furthermore, access to knowledge and resources provides individuals with the basis for a choice of health-promoting behaviors to sustain and enhance their quality of life, the goal of rehabilitation. Instead of focusing on the narrow clinical aspects of illness and disability, individuals are viewed as fully capable of health and well-being within the context of their chronic condition or disability.

  Health care professionals interested in providing health promotion services to enhance rehabilitation of persons with MS and other chronic disabling conditions will find that data specific to their health promotion needs are critically lacking. Earlier research identified factors associated with health-promoting behaviors and quality of life among adults with chronic and disabling conditions. However, before an explanatory model can be proposed, tested, and used to develop interventions, additional investigation is needed to clarify understanding of the relationships, refine instrumentation, and extend the findings. In the study reported in this article, the investigators used qualitative methods to refine and validate selected concepts included in a preliminary model (Figure 1) with a group of individuals with the chronic disabling condition of MS. The uncertainty and unpredictability of the progression of symptoms and the potentially progressive and disabling nature of this disease make it especially useful as a model for research designed to explore adjustment and rehabilitation to chronic disabling conditions. [7] Qualitative work, guided by the perspective of individuals who live with chronic disabling conditions, can support the development of an explanatory model that is a valid reflection of the individual's lived experience with MS, rather than that of the health care provider.

  [image: Figure 1]Figure 1. Conceptual model of health promotion and quality of life for people with chronic and disabling conditions. Source: Used by permission from A. Stuifbergen, Health promoting behaviors and quality of life among individuals with multiple sclerosis, Scholarly Inquiry in Nursing Practice, vol. 9, no. 1, pp 31-50, © 1995 Springer Publishing Company, Inc., New York 10012.
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  CONCEPTUAL MODEL

  The general conceptual model (Figure 1) used to guide this study represents a synthesis of findings from the literature and the investigator's prior research. This three-stage model proposes a process comprising factors that influence health-promoting behaviors and thus quality of life. Contextual factors, which include demographic characteristics (eg, age, gender, employment status) and disease-related characteristics (severity of illness and length of illness) are believed to have a potential influence at each stage of the model. Consequently, contextual factors are visually represented as influences on antecedents, mediating health behaviors, and quality-of-life outcomes. Stage 1, antecedents, includes the concepts of barriers, resources, and perceptual factors, which serve as precursors to stage 2. The selection and use of health-promoting behaviors in stage 2 act as a mediating influence between the antecedents of stage 1 and the outcome of quality of life in stage 3. In this model, quality of life is viewed subjectively as the individual's satisfaction with the domains of life perceived as most important. Literature supporting the major concepts in this model has been described in detail elsewhere [8] and therefore will only be briefly summarized in this article.

  Contextual factors include individual and disease characteristics that may influence, directly or indirectly, health-promoting behaviors and quality of life. About 350,000 people in the United States have been diagnosed with the chronic disabling condition of MS. In this disease of the central nervous system, the cells of the immune system destroy the myelin insulating the axons, thus interfering with the efficiency of electrical conduction within the central nervous system. [9] MS strikes young and middle-aged adults, predominantly women, many of whom carry heavy work and family responsibilities. Primary symptoms of MS include fatigue, weakness, numbness, visual disturbances, pain, spasms, gait disturbances, and spasticity. [10] Prior studies have related contextual factors such as being female, hours employed, living arrangement, and income to positive adjustment. [11] Age, greater severity of disease, and more frequent exacerbations have been inversely related to scores on measures of adjustment, physical and social health, and quality of life. [8,11-13]

  Antecedent factors include the barriers, resources, and perceptual factors that influence an individual to choose to engage in health-promoting behaviors. Barriers, defined as perceptions regarding the unavailability, inconvenience, or difficulty of a particular health-promoting option, [4] have been related to participation in exercise programs and self-examination of the breasts, as well as the primary prevention behaviors of rest, nutrition, exercise, and skin care. [14-17] Scores on a scale that measures barriers to health-promoting behaviors for people with disabilities were negatively associated with general self-efficacy (r = -.48), perceived health status (r = -.29), and the likelihood of engaging in health-promoting behaviors (r = -.29). [18]

  A variety of resources, including income and social support, are related to the selection and use of health-promoting behaviors and health outcomes. In studies of people with MS, measures of emotional support have been related to positive family functioning and health-promoting behaviors. [8,19] Tangible resources have been related to outcomes of health behaviors including functional disability, adjustment, depression, and quality of life. [2,11,20]

  A number of perceptual factors, including specific self-efficacy for health practices and perceived demands of illness, have been reported to influence the likelihood of engaging in health promotion behaviors. Self-efficacy has been consistently identified as a significant predictor of health-promoting behaviors for a variety of groups, including people with disabilities and with MS. [8,21-23] The demands of illness are subjective judgments about the difficulties, problems, or challenges inherent in day-to-day living with a chronic illness. These demands encompass the direct effects of a disease, personal disruption occurring as a consequence of illness, and environmental transaction necessitated by the illness. [24] Descriptive studies of chronically ill individuals have related increasing severity of illness (operationalized as increasing physical dependence, functional limitations, and perceived severity of illness) to severe restrictions in recreation and leisure activities, limitations in instrumental and nurturant roles for homemakers, and reduced labor-market activity and income. [25-27]

  Health-promoting behaviors, stage 2 of the model, include ongoing behavioral, cognitive, and emotional activities engaged in to promote health and well-being. This includes activities such as physical exercise or activity, eating practices, seeking of social support, and stress management. There has been little research on the health-related attitudes and behaviors of adults with long-term chronic illnesses and disabilities. Much of the work reported in the rehabilitation literature has focused on the effects of training programs targeted at specific health behaviors, usually exercise. [3,28]

  Selected studies document that disabled people desire and choose health-promoting behaviors. In those with orthopedic impairments, the level of independence was positively related to use of medical services and health-promoting practices, and individuals with a spinal cord injury requested health promotion services more frequently than disability-related services, particularly access to services relating to exercise, nutrition, and stress management. [29,30] People with MS who performed self-assessments and monitoring of health behaviors and symptoms had fewer hospitalizations and office visits for health care than matched subjects who did not perform similar assessments, and the frequency of engaging in health-promoting behaviors has been significantly associated with perceived quality of life. [8,31] Health-promoting behaviors, especially exercise, have been reported as key symptom management strategies by people with MS. [32] However, symptoms of MS (eg, spasticity, ataxia, muscle weakness, impaired sensation) may require adjustments of the type and pattern of exercise. Self-monitoring of body symptoms (eg, heat and fatigue) is essential to achieving the delicate balance of exertion that promotes health and yet avoids adverse responses.

  Quality of life is the proposed outcome for the model in Figure 1. One common approach to determining quality of life, especially among people with disabilities, is to measure functional status. Numerous functional assessment scales with extensive psychometric data are available to measure quality of life; however, they all rest on the assumption that a decrease in functioning is analogous to a decrease in quality of life. These measures fail to consider that the importance ascribed to various domains of life-in particular, physical functioning-may vary among individuals and may be influenced by changes in life circumstances. Although objective indicators such as income, living situations, and physical functioning are commonly used as measures of quality of life, they fail to indicate how individuals actually perceive their lives. In contrast, subjective evaluations of quality of life represent individuals' perception of important life domains and satisfaction with the domains they judge as critical to their quality of life. [33]

  Although interest in quality of life is high, few researchers have asked people with chronic and disabling conditions to define the important domains that constitute quality of life. [34] In one study, [35] groups of people with and without disabilities had similar responses when asked to describe the domains of quality of life. In a study of 227 adults with chronic illness, independence (being able to do for oneself) was the one theme generated in verbal responses that could not be placed within the domains of the Flanagan Quality of Life Scale. [34]

  Results of studies conducted with MS populations have suggested that contact with people without chronic conditions and perceived support from family and friends are related to better psychosocial adaptation. [20,36,37] A combination of specific self-efficacy for health practices, financial resources, reciprocity, and health-promoting behaviors explained 69% of the variance in perceived quality of life scores for a sample of people with MS. [8] Studies conducted with other groups of people with chronic conditions have identified linkages between quality of life and mastery, fatigue, dyspnea severity, self-help, self-esteem, and perceived support. [38-40]

  People living with a chronic disabling condition thus must manage a wide variety of disease-related, intrapersonal, and environmental demands to maintain their quality of life. Engaging in health-promoting behaviors is one strategy recommended to manage disease symptoms and enhance quality of life. Although barriers and resources (tangible and interpersonal) are recognized as important precursors of behavioral actions, [4] little evidence of their systematic assessment in health promotion research exists. Preliminary studies provide information about some of the antecedent and mediating variables, including health-promoting behaviors, and their empirical relationships to perceived quality of life. However, what remains unclear is how symptoms characteristic both of this illness and of the experience of chronicity (eg, fatigue, time constraints, uncertainty of prognosis over the long haul) influence how these individuals conceive behaviors that promote health and well-being and how participation in these behaviors may be influenced by contextual factors unique to this population.

  The qualitative study described in this article sought to clarify the factors that should be included in an explanatory model of health-promoting behaviors and quality of life. The specific research questions addressed in this study were

  1. What conceptualizations of quality of life are held by individuals with MS within the context of their disease?

  2. What behaviors are described as most important in sustaining and improving health by individuals with MS?

  3. What factors serve to influence the selection and use of health-promoting behaviors described by individuals with MS?
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  METHOD

  Design and sample

  A study design incorporating qualitative research methods was used to explore the phenomena of quality of life, health-promoting behaviors, and their antecedents from the frame of reference of the person with MS. Purposive, theoretical sampling of informants was used to achieve diversity of the sample and maximum information about the phenomena. Sampling criteria required that informants be diagnosed with MS for more than one year, be between the ages of 20 and 70, and be able to understand English. The length of time after diagnosis was selected to avoid individuals in the crisis stage that follows diagnosis, since the study focus was rehabilitation and coping over the long haul. The sample consisted of 20 adults, aged 32 to 65 (M = 43.3, SD = 8.7). Most of the sample were female (75%) and married (65%). Twenty percent were high school graduates, 35% had some college, 25% held a college degree, and 20% had a graduate degree. The sample included three ethnic groups: 16 Anglos, 2 African Americans, and 2 Hispanics. Eighty percent of the participants had children.

  The majority of the participants were able to report diagnosis of a particular type of MS. The types of MS reported were benign MS (n = 1), relapsing remitting MS (n = 7), chronic relapsing MS (n = 2), and chronic progressive MS (n = 3). Years since diagnosis ranged from 1 to 19 (M = 5.8, SD = 4.8). Informants reported the most difficulty with the MS symptoms of fatigue, bladder function, ambulation, and mentation. Forty percent of the participants were currently unemployed; all indicated that they were unemployed due to their MS. All participants had medical insurance, and most (70%) reported that their financial resources were adequate.
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  Procedures for data collection

  Theoretical nonprobability sampling techniques were used to contact individuals with MS and recruit them into the study. [41] Following approval by the university institutional review board, rehabilitation nurses, neurologists, rehabilitation workers, the MS society, and individuals who participated in previous studies were enlisted to advertise the study and contact potential informants. Individuals expressing an interest in the study were contacted by one of the investigators by phone. During this initial contact, the investigators asked potential participants, "Tell me a little about yourself and your MS." Probes were used to obtain information sufficient to determine if the subject met the sampling criteria and would add diversity to the sample. If the preliminary contact revealed that inclusion was appropriate, an appointment for an interview at a mutually acceptable time and place was made. Participants were asked to agree to two 60- to 90-minute audiotaped interviews. At the first interview informed consent was obtained, and informants were encouraged to tell their own story-how they managed their health and viewed quality of life within the context of their disease. Approximately 3 weeks later, a second interview occurred to clarify transcribed data from the first interview (informant checking), to solicit more in-depth information, and to validate emergent categories and themes.
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  Instruments

  A semistructured interview guide developed from a review of the literature and the conceptual model was used to elicit descriptions of behaviors that promote health and well-being, factors that influence the selection and use of these behaviors, and explanatory models of quality of life. The interview was a guided, purposeful conversation during which informant experiences and the meaning attached to those experiences were discovered. [42]

  The interviews began with a "grand tour" question to set the tone of the interview and to introduce the general topic of the interview while still allowing each informant to talk about the topic in his or her own way. [43] The grand tour question is a special kind of descriptive question that typically asks for a description of how things usually are. It is asked not in a simple statement, but with repeated phrases, expanding on the basic question. The end result is a rich verbal description of the phenomena of interest. [44] Consequently, the grand tour question for this study was, "Tell me what it's like for you to live with MS; how does MS affect your life?" The purpose of starting with the grand tour question was to let informants determine what was most important to them to tell about in living with this chronic disabling condition. The remainder of the interview guide consisted of a series of probes derived from literature review, sensitizing concepts, and previous research. The grand tour question and the probes were refined in pilot interviews before the commencement of the study.

  Demographic and disease-related data were collected at the end of the first interview. Information about the informant's age, marital status, household composition, occupation, employment status, education, income, and ethnicity was obtained. In addition, information on the presence and severity of MS symptoms was obtained using the Incapacity Status Scale (ISS). [45] This instrument provides an objective measure of functional disability-the physical limitation in ability to perform one's usual roles and activities. Problem areas identified in the ISS (eg, mentation, cognition, fatigue) were explored in more depth in the follow-up interview. The ISS was included to provide descriptive data about the functional disability of the sample, a contextual characteristic potentially important to quality of life.
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  Data analysis

  Frequencies, means, and standard deviations were computed to obtain a profile of the sample on demographic and illness-related variables. All audiotaped interview data and process notes were transcribed verbatim. Transcriptions were compared to audiotape recordings to verify accuracy. Corrected transcriptions were then formatted into NUD•IST, [46] a computer-based program for coding qualitative data. After reading the transcriptions of interviews and field notes several times, analysis of interview data began with content analysis. Instances of data were coded into broad categories (data baskets) as dictated by the research questions (for example, what factors have served as barriers to the use of health-promoting behaviors?). The principal investigator (PI) trained two graduate research assistants (GRAs) in coding data and reviewed definitions for the categories. The PI and both GRAs independently coded all interview data from the first three informants. Coding was then reviewed line by line, additional training conducted, clarification of category definitions provided, and disagreements resolved.

  The interviews for the remaining 17 informants were coded independently by the two GRAs. Category coding was reviewed by the GRAs and disagreements resolved by the PI. The PI reviewed the initial coding to determine subcategories and new categories. Decisions used to guide the categorization of data were recorded during the analysis process and reviewed with the qualitative methods consultant.

  During the initial category coding by the GRAs, the PI independently identified and coded major themes in each interview. Emerging themes were written in the margins of each interview transcription. These themes were then listed with informant number and page of transcript. Themes were then grouped into categories. This thematic analysis served three purposes: (1) It provided additional verification of the category coding; (2) thematic analysis allowed greater attention to understanding the process of living with a chronic, disabling condition; and (3) themes provided input for relational statements in the proposed model.

  Auditability and credibility were used as criteria for rigor. [42] Auditability was achieved in documentation of the investigator's decision trail from informant selection to data analysis, through careful training and monitoring of research assistants, and through the use of audiotapes to monitor the consistency of the grand tour questions and the probes. The audit trail was reviewed by a qualitative methods consultant. The audiotaping and verbatim transcriptions of interviews served to maintain integrity of the data and reduce the potential for researcher bias. Methods used to strengthen credibility were establishing independent corroboration of emergent categories, processes, or themes by several informants and seeking out negative cases.
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  FINDINGS

  Conceptualizations of quality of life

  To determine the definition of subjectively perceived quality of life, one must identify the attributes of life domains that individuals perceive as critical to their judgments of quality of life and determine the level of satisfaction with critical domains. [33] An analysis of informants' statements about what constitutes health and well-being and what domains of life are most important resulted in the identification of six major domains of quality of life: family, functioning to maintain independence, spirituality, work, socioeconomic security, and self-actualization.

  The most frequently identified domain of quality of life was family. Informants gave family members, especially children, the highest priority in their lives. One man stated, "What is much more important than anything else is being with your family. ... Once that is right, then you can make other things right." Another married woman with grown children reflected, "Right now the only thing that's important is keeping a good family going." One woman with limited mobility and few financial resources stated, "My world functions around my kids.... Even though I don't get to go out and do what I want to do,...a lot of times I sit there and I'll say, 'OK, tell me what you did today.' And I can see me sitting here or anywhere and they tell me how their day went...and I'm visualizing it in my mind. ... I go out places and do things through them." Another said, "Just looking at the kids gives you energy, you know, just being with them." It was "not just immediate family, but...uncles, aunts, whoever" that were important to their lives.

  Taking care of their family-their health, happiness, and achievements-was more important than taking care of themselves. They wanted to protect their children and be there for them. One mother said, "be there for their emotional needs, you know, and their physical needs. To me, that's more important than me at this point. Making sure that they grow up and have a normal life.... I tell them, 'Mama's already been there. Mama's already done this. Mama's already been through this, so hey, let's get you through this.' That's what's important to me."

  Informants voiced fears of being a burden to their children and not wanting to hold them back in any way. One woman said, "The last thing I ever want to be is a burden to either one of my kids. I want them to respect this disease. I want them to understand enough of what's going on, to understand their mother when I don't respond like they'd expect me to or when I have to say 'No, I can't do that today.'" Another said, "I do not want to hold my kids back. I want them to go on and live their own lives, because I'm going to live what I have left of my life. I'm going to live it to the fullest and that's what I want them to do."

  Functioning to maintain independence incorporated aspects of physical and psychological functioning and overall health. Physical functioning was viewed primarily as a means to allow and promote independence. Participants believed that mental functioning, especially a positive attitude, was more important than physical functioning. One man said, "To be honest with you, it [physical functioning] isn't that important, because you can find ways around it. For me, being able to function mentally is more important." They wanted to focus on doing what they could to stay healthy, to "keep myself active...just keep myself functioning and not to just give up." One woman tearfully described how she no longer took her health and functioning for granted: "Being able to walk and run and go to the bathroom normally,...things you do and you just don't think about them until you have those changes in your life.... I don't take my health for granted or the health of anyone else...I know things could change for anybody in an instant, whether it's through a slow progression of symptoms, like you have with MS, or if it is a sudden accident or illness.... I would encourage my daughters to go and do and live life to the fullest."

  The third domain of quality of life identified was spirituality. Many accepted that living with MS was part of an overall plan and God's purpose for their life-that "the Lord has something for me to do." One woman said, "With the MS I feel like I have another opportunity to trust and learn and grow and find God's plan for me." Respondents found peace and comfort in their relationship with a higher power: "You realize God's presence with you.... You know there's not going to be anything that happens to you that He is not going to be with you.... A lot of times we learn more in the valleys than we do on the mountain top."

  More than half of the informants identified work-engaging in continuous productive employment-as an important domain. One man noted, "I think work helps you keep a clearer mind and helps give you a challenge. ... The fact that you go to work every day...for a man anyway, it's just about vital for your self-esteem and self-worth." For some, employment was a paradox: "My job is demanding, but it also...keeps me going, too." Some who were unemployed described the need to "make your own sense of purpose" through volunteer activities. For many, remaining employed was essential to maintain insurance coverage.

  Socioeconomic security, having financial resources to pay the bills and cushion the long-term effects of chronic disabling conditions, was an important domain of quality of life. Several engaged in complicated budgeting to pay off bills and mortgages over a short term in anticipation of unemployment or reduced income due to disability. Money was viewed as necessary to buy independence and keep from being homebound.

  The majority identified self-actualization, the importance of continued personal growth and accomplishment in the context of the chronic disabling condition, as an important domain. One woman, well known to the public, had recently and reluctantly started to use a wheelchair. She reflected, "That is something that I would not have achieved otherwise and I feel good about achieving. Having limitations, taking care of myself. I probably have been told by at least a dozen people that I have role modeled some important things to them.... It's a different way of, it is not the way I wanted to make a mark, but I always wanted to make a mark." One woman with progressing visual loss said, "I'm trying in my mind to Figure outnow what can I do. You know, just what can I do to be helpful and useful to...helpful to someone or to benefit someone." Respondents were satisfied if they did their best within their limitations. They looked for creative and expressive ways to accomplish goals. If symptoms blocked their usual avenues to accomplishment, they tried to find new ones.

  Despite many functional losses, most were satisfied with their lives. Respondents described a process of examining values and redefining what was important in their lives. As one informant stated, "Satisfaction equals the difference between what you do and what you want to do...and if you have unrealistic goals, then you are going to be very dissatisfied.... You quietly redefine what is important to you." One man with severe disability stated, "Satisfaction with your quality of life comes a lot from feeling you are doing all you can do." Another stated, "For almost four years I've been enjoying a good quality of life and...I've learned that I can live with the disease and still be functional, productive, and of value to other people." A woman noted that although her disease was becoming progressively worse from a neurological standpoint, since she could deal with it more effectively, she (and her quality of life) was better.
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  Health-promoting behaviors

  Health-promoting behaviors were defined as informants' statements about behavioral, cognitive, and emotional efforts they engaged in to sustain and improve their quality of life. Six broad categories were identified: exercise or physical activity, nutritional strategies, lifestyle adjustment, maintaining a positive attitude, health responsibility behaviors, and seeking and receiving interpersonal support.

  Exercise or physical activity consisted of self-initiated physical activity or exercise, including activities of daily living, as well as structured exercise programs. Nineteen of the 20 participants discussed the importance of physical activity in their daily lives, although many viewed their housework or other activities of daily living, such as taking the stairs at work in the morning, as the primary component of their physical activity. The level of physical activity varied greatly with the level of disability. One very disabled participant was extremely pleased to be able to accomplish "10 very assisted steps" twice a week with the assistance of a physical therapist. Others participated in exercise programs at fitness centers, including low-impact aerobics and swimming, or at home using videotapes. One informant noted that her short daily walk with her children was also important because it provided her some quality time with her children.

  Nutritional strategies were reported as a health-promoting activity by 18 of the informants. Most mentioned the importance of a well-balanced diet, low-fat meals, and high fiber intake. Several emphasized the scheduling of meals to avoid low blood sugar or midafternoon or evening "slumps." Four of the informants were using nutritional supplements and believed that they were very effective in helping them deal with MS-related fatigue. One recently divorced woman reported that after her divorce she tended to come home in the evening and snack on junk food. After coming to the realization that she "needed to take care of herself," she had learned to come home and prepare dinner for herself "just like there are other people around." An African American informant noted, "I have pulled away from a lot of my way of eating, which is a lot of soul food." When questioned about how difficult that was for her, she said, "I don't really miss it like I really thought I would. ... It wasn't good for me, anyway, you know...I really have pulled away from a lot of food that wasn't good for me."

  Lifestyle adjustment included efforts to structure demands and activities to allow more time for valued activities. Usually lifestyle adjustment was required to engage in other health promotion practices, particularly exercise and physical activity. Seventeen of the 20 participants talked about lifestyle adjustments they had made as a result of their chronic condition: learning limits, monitoring, prioritizing and pacing, balancing rest and activity, choosing what one will and will not do, and avoiding heat.

  Regarding "learning limits," participants talked about "knowing your limits and doing something about it" and "doing everything you can possibly do within limits." Another noted that "there's a very fine line between doing as much as you can and having done too much." "Monitoring" is closely related to "learning limits," because for those with MS, limits may vary from day to day or from one time of the day to another. One participant, who had had fairly aggressive MS for several years, said, "I mentally check how every part of my body is working before I get out of bed in the morning.... If I don't pay attention, I can really get into trouble.... I wasn't attentive to my body, when my last exacerbation hit, and I fell off my scooter trying to let the dog in."

  "Prioritizing and pacing" included undertaking important activities in the morning, when energy stores were at their highest, and saving high-intensity activities for "good days." One informant observed, "If I work fine one day, I'll take advantage of that day.... If I'm functioning real good, I'll take advantage of it." Another said, "I've got my sitting down projects and I've got my standing up projects," and what she chose to do was related to her energy level that day. Related to pacing, one informant observed, "I used to do everything real fast. ... That was hard for me, to get used to slowing down." Another noted, "You have to pace yourself, and you learn how to fit the disease into your schedule. Don't fit your schedule into the disease."

  "Balancing rest and activity" was a lifestyle adjustment that a number of participants talked about. Some participants mentioned spending an hour alone in a quiet place during the afternoon just resting or reading a book. One woman, who received some light-hearted teasing from her co-workers about her afternoon rest periods on the couch in the ladies' restroom reading paperback novels, told them, "You ought to try it sometime. It would probably do you good." Others found that an afternoon nap was essential for getting through the evening. One said, "I'm finally learning that when I get overexhausted, I better lay down. I better rest, and it's taken me a pretty good while to learn to Figure thatout." Most mentioned that adequate, restful nighttime sleep was a prerequisite for making it through each day without negative sequelae.

  Another major lifestyle adjustment was "choosing what you will and will not do." One extremely active professional talked about the difficulties she faced as she was forced to go through an active decision-making process regarding what she could and could not continue to do professionally, socially, and personally. Mothers often had to accept that they could no longer even attempt to be "Supermom." One noted, "You cut down on meetings and stuff like that." Another had to tell her husband that she could not longer go with him on the long trips that he enjoyed so much "because that wears me out totally."

  "Avoiding heat" was mentioned most often in the context of other health promotion activities, such as physical activity and rest, although it also affected the time of day when mundane activities, such as shopping, could be undertaken. Several participants noted that exercise was possible only in a cool environment-walking in an air-conditioned mall, swimming in a pool with cool water. The latter is particularly problematic for individuals with MS, because most pools with a rehabilitative focus are heated for individuals with arthritis and for maximum muscle relaxation. Unfortunately, this warm water significantly increases the symptoms of most individuals with MS.

  Fourteen of the participants talked about "maintaining a positive attitude" as an important health promotion strategy. In fact, most of those who talked about it were adamant that striving to maintain a positive attitude was the single most important health promotion strategy they practiced. One participant said, "I think its a state of mind. ... And it's an attitude that was instilled when I was growing up, that you have to do your best at whatever you do." Another noted, "It is really keeping the positive mind to deal with it. Whatever comes in my life, just really keeping the mind to just really go on." Overall, these 14 participants were striving to control their minds and their reaction to change, even if they could not control the changes in their bodies.

  "Health responsibility behaviors" were explicitly mentioned by 18 of the participants. This included efforts to seek information about MS and general health promotion. One participant had been referred by her ophthalmologist to a neurologist for confirmation of a diagnosis of MS. The neurologist confirmed the diagnosis and said, "I really don't know much about MS, but I think there are some brochures in the waiting room." The participant related, "Right then, I decided that I was going to have to educate myself about this disease." She proceeded to do that by seeking out workshops and conferences and buying books and tapes that would help her in her quest for self-education about this chronic, disabling condition.

  As well as regular check-ups and preventive screening with their primary physician, informants reported consulting nutritionists, psychologists, physical therapists, and others in an effort to maximize their health. Many attempted to avoid harm by not smoking, avoiding alcohol, and reducing or eliminating caffeine intake. Some were very concerned and careful about safety issues, such as falling. One informant considered her consistent use of footwear, after a life of going barefoot, a major concession to the risk of cutting or otherwise injuring her feet which were now too numb to notify her of such an injury.

  Seventeen of the informants identified "seeking and receiving interpersonal support" as an important health-promoting behavior. Many indicated that it had been or still was very difficult for them to ask for help, but there was a realization that help in many forms was essential to ensure their continued functioning at the highest possible level. Many of the married participants with children talked about teaching their husbands and children to do or assist with chores that had previously been considered "Mom's" responsibility. An impressive number of informants shared the extreme importance that support groups played in their lives. One woman indicated that going to a support group primarily served as an opportunity to get out of the house and see other people. The realization that they were not alone in their problems was a very important turning point in the emotional well-being of some of these subjects.
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  Factors that influence the selection and use of health-promoting behaviors

  A multitude of factors influence the selection of particular health-promoting behaviors. Some informants used particular strategies as part of a life-long effort at health promotion. Others followed the advice of friends, relatives, or health care professionals. Some participated in specific strategies, such as swimming, because of availability and sponsorship by the local MS Society. The major categories of antecedent factors identified were barriers, support, demands of illness, acceptance, and perceived benefits.

  Barriers, defined as intrapersonal, interpersonal, or environmental factors that inhibit selection or use of health-promoting behaviors, were described by all 20 informants. Fatigue was one of the major barriers identified. As one respondent stated, "By the time I get home, I'm too worn down to try to work out or do anything along those lines." Being too tired and lack of time were frequently mentioned. One mother, married and employed full-time, said, "You're supposed to take care of yourself. I don't have time for that stuff if I have to live my life. There's not enough hours in the day." Barriers such as fatigue, demands related to the illness, time, other responsibilities, safety concerns, and lack of accessible facilities often interacted. One professional woman described her difficulty in participating in aquatic exercises: "The only pool that she [my physical therapist] thinks is at an acceptable temperature is the Y, and...the hours that it is open and wouldn't be heavily populated are not hours that would be easy for me.... I need to go with somebody who is trained to make sure I stay safe...and it just has never worked out." Other barriers commonly identified included embarrassment, lack of money, lack of motivation and procrastination, effects of the disease, lack of transportation, and heat.

  Resources were defined as personal or environmental characteristics that encourage the use of health-promoting behaviors. The major category in this area was support. Initially all data related to social support were coded into this one broad category. Data from this large and complex category were later recoded into type of support (emotional, instrumental, and informational), source of support (family, friends, health care professionals, others with MS, and other sources), and the perceived result of the support.

  Informants referred to spouses, friends, and family as "extremely supportive" and "always trying to find things to make you feel better." One woman said of her friends, "They support me by letting me find my own way instead of putting their thumb on my head. They are very supportive.... I couldn't have made it without them.... They listen to me or they just say, 'Is there something I can do for you today?' They're not patronizing me, but still they are acknowledging that I look tired today and maybe they can do this thing, so that much energy can be saved."

  The experiential knowledge of others with MS made them valued sources of emotional and informational support. One woman in a rural setting noted, "They've [others with MS] taken away a lot of the fear and have told me over and over...'You can still have this quality and do everything you always wanted to do, you just have to make adjustments for it' (MS)." Family members were key sources of both emotional and instrumental support. One unemployed, very disabled man with a limited, fixed income told about his mother's very important assistance. He said, "Because I can't write, she'll come down here and fill out pages and pages for me, application forms for social security or [department of human services] or food stamps or whatever we're working on at the time." Many of the participants emphasized the extreme importance of emotional support to their sense of general well-being. For some, this emotional support came from family members, particularly spouses, but for others friends, support groups, and other individuals with MS provided this much-needed emotional support.

  Family and friends also provided instrumental support for health promotion behaviors in ways such as doing it with them, providing transportation, and preparing food. Other organizational or system sources included resources such as the MS Society and the Americans with Disabilities Act. Informants stated that such things as handicap parking, architectural modifications, and the availability of wheelchairs allowed them to participate in health-promoting behaviors as well as enhancing overall quality of life. Health care providers, including physicians, chiropractors, psychologists, nutritionists, and physical therapists were the major source of informational support. Overall, informational support seemed to be one of the most important resources to facilitate health-promoting behaviors.

  One of the perceptual factors described at length by informants was their perceived demands of illness-the effects of MS on their lives. Informants described a wide range of physical demands of illness typically associated with MS (fatigue, impaired cognition, weakness, tremors, pain, bladder problems, sexual dysfunction, sleep disturbances, depression, anxiety, numbness, speech problems, spasms). They emphasized that the losses are additive and that heat and fatigue aggravated their other symptoms. Emotional demands related to living with MS included loss of esteem, depression, anger, mood swings, frustration, guilt about burdening others, and a sense of unfairness. Many (17 informants) identified uncertainty as the worst part of living with MS. Uncertainty made it difficult to make decisions (eg, work, car purchasers) and difficult to plan anything or make long-term commitments.

  Many demands were related to family, including concerns that they were not able to do things with and for their spouse and children, changes in relationships with spouse and family, and fear of embarrassing their children or spouses. Spouses now had to carry more of the work of household management, and this often led to frustration on the part of both spouses. Some experienced conflict over the amount and quality of work and guilt about the burden placed on the spouse or children.

  Informants described changes in social relationships that included decrease or elimination of social activities and difficulty explaining nonvisible symptoms to others. Many experienced job changes such as having to work more hours to accomplish the same tasks, bosses that pushed too hard and did not view their nonvisible symptoms as legitimate, and professional careers that were limited or ended by MS symptoms and fatigue. This wide variety of demands of illness influenced their ability to engage in health promotion behaviors and had a negative effect on their overall well-being.

  The critical importance of acceptance of changes in life and life plans was described by 13 informants. One noted, "You can ask yourself, 'Why did MS happen to me?' And you can always turn that around and say, 'Why not?' You can turn around and you can say 'Why can't I lift my kids or play with them?'... If you dwell on those things, they will do you in." Several informants used almost identical expressions of "Why not me?" Realistically accepting the illness and the changes it brought in abilities was described as a prerequisite to engaging in health-promoting behaviors. As one woman noted, "What I've learned most about the disease is, it's not my choice. It is something I have got to live with, so how can I manage it...adapt to it?"

  The perceived benefits of increased energy, maintenance of functioning, and "feeling better" were ascribed to a great variety of health promotion strategies and were consistent with facilitating quality of life. Nutritional supplements, various forms of physical activity, and the very presence of friends and family were credited with providing "increased energy." One informant said, "Physical activity calms me down; in the short term I have less energy, but in the long term I have more energy." One participant whose primary health promotion activity was doing things with her grandchildren noted, "Keeping friends and family around gives me energy."

  Individuals with MS are very concerned about maintaining their physical and mental functioning at the highest level possible for as long as possible. Several participants talked about "taking care of themselves" and related that such "care" was essential for maintaining physical functioning. One person said, "Exercise is not a matter of choice, but is essential to maintaining functioning." Another asserted that a "health promotion regimen is very much related to maintaining my functional ability and staying out of a wheelchair." Participants also related that health promotion activities made them "feel better," both mentally and physically. Another noted, "I feel better about myself when I'm doing everything I can to take care of myself." Several participants noted that swimming, particularly, provided a sense of self-efficacy that they could not achieve with other activities, because water provides a buoyancy that makes weak muscles feel strong.
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  DISCUSSION

  Rehabilitation and subsequent adaptation to chronic illness can be conceptualized as an ongoing process with landmarks, transitions, and changing demands. People with MS face a unique set of stressors and challenges as they seek to adapt to a chronic illness with an unknown cause, few medical therapies, and an uncertain prognosis that almost always includes some degree of functional disability. [9,47] During the chronic phase, the long haul of day-to-day living with chronic illness, the person must come to grips psychologically and organizationally with the permanent changes presented by the chronic illness and maintain the semblance of normal life within the context of the demands of chronic illness. [48] The trajectory of chronic illness may be extended and shaped through management strategies, including health-promoting behaviors, that recognize the complex interactive effects between the chronic illness, biography, and the performance of everyday activities. [49]

  Selection and use of health promotion strategies among individuals with a chronic disabling condition such as MS did not differ greatly from the choices made by the general population. Several participants noted, though, that since their diagnosis they had become much more aware of and concerned with "taking care of themselves." There seemed to be a realization that since their health was already compromised, they needed to be more careful to maximize their physical and mental capacities. In addition, the health promotion behavior of lifestyle adjustment was particularly relevant to people living with a chronic condition. Even though self-efficacy was frequently mentioned in the literature as a consistently strong predictor of health behaviors, there was little mention of it by informants. However, many expressed a basic theme-"I have inner resources to make decisions and carry out behaviors" and, therefore, "I'll do what I want."

  Participants with MS in this study created very satisfying lives for themselves, usually with very little assistance from health care professionals. While some of the participants in this study had received valuable health promotion advice that resulted in a positive impact on their quality of life from health care professionals, virtually none of them indicated that they had received any information from nurses. Many of the participants had received no recommendations from any health care provider regarding health promotion strategies and had been forced to adopt self-education strategies to learn about their illness and how to cope with it on a day-to-day basis in an attempt to maintain a satisfactory quality of life.

  Many nurses have very little contact with individuals with MS. We can increase that contact, though, by a more active presence in our communities and by offering to do presentations at local MS workshops and for MS support groups. Those nurses who do have contact with individuals with MS need to be proactive in recommending health promotion strategies that have been useful for others with MS. Other health care professionals, particularly neurologists and physical therapists, need to be aware of and appreciate the tremendous potential they have for positively affecting the lives of individuals with MS by recommending and encouraging quality of life-enhancing health promotion activities.

  Findings from this study provide support for the preliminary model and can serve to clarify understanding of factors that should be included in an explanatory model of health promotion and quality of life for people with chronic disabling conditions. Refinements suggested by the findings were incorporated in a revised model (Figure 2). Severity of illness, the dominant contextual factor, has both direct and indirect effects on quality of life. The demands of illness, previously conceptualized as a perceptual factor, were described by participants as similar to barriers. Informants made it clear that the life circumstances and symptoms they experienced made it difficult for them to implement health-promoting behaviors, even when they possessed the necessary knowledge about good health practices. Resources were critical for health-promoting behaviors and quality of life. Self-efficacy, a key predictor in many earlier quantitative studies, remains in the model. Acceptance, the notion that one must realistically accept the illness to "get on with living," has been added as an antecedent to health behaviors. Paths depicted in the model were supported by the thematic analysis of this study and prior empirical research.

  [image: Figure 2]Figure 2. Revised model: Health promotion and quality of life for people with chronic and disabling conditions. Source: Used by permission from A. Stuifbergen, Health promoting behaviors and quality of life among individuals with multiple sclerosis, Scholarly Inquiry in Nursing Practice, vol. 9, no. 1, pp 31-50, © 1995 Springer Publishing Company, Inc., New York 10012.

  

  The authors have already undertaken a quantitative survey with a large sample of people with MS to provide data for further testing of the revised conceptual model. Items from all instruments were compared to the informants' descriptions to verify that the instruments served as valid representations of the concepts in the model. For example, informants made it clear that measures of subjective quality of life should integrate both satisfaction and importance of critical life domains to accurately reflect the quality of life of people with chronic and disabling conditions. Two new instruments have been developed to measure the components of lifestyle adjustment behaviors and realistic acceptance of illness. When model testing is completed, health care providers will have a tool for designing, testing, and implementing health promotion interventions for this population.

  In future research, the qualitative portion of this study needs to be undertaken with individuals with chronic disabling conditions other than MS to clarify unique aspects. People with conditions such as rheumatoid arthritis, fibromyalgia, and postpolio syndrome face different issues and have the potential of providing valuable information to extend this body of knowledge of health promotion for rehabilitation of people with chronic and disabling conditions.

  The ways in which individuals with chronic disabling conditions talk and think about health promotion and quality of life issues should be driving the health care interventions directed toward these individuals. All too often, the lack of a cure or adequate treatment modalities results in health care professionals who fail to realize the important role they have to play in facilitating health promotion, even in people with chronic, largely untreatable conditions. Third-party payers, such as insurance companies, health maintenance organizations, and government agencies, need to rethink their reluctance to pay for rehabilitative care for individuals with chronic disabling conditions. We are once again faced with the upstream vs downstream argument: Are we going to use our resources upstream for health promotion and complication prevention, or are we going to use those resources only for expensive downstream care, after those complications are irreversible?

  Extensive biomedical research efforts continue to focus on causes and cures for chronic disabling conditions. However, individuals who presently live with these conditions must continue their everyday struggle to manage their symptoms, maximize their health, and maintain their quality of life. As we listen to their stories and give them a voice, we can discover a variety of strategies that we can encourage others to begin to implement soon after their diagnosis as a means to improve health and to diminish the struggle to achieve and maintain a satisfactory quality of life.
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