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ABSTRACT 

The purpose of this study was to describe perceptions of self-rated symptom 

management effectiveness over time in multiple sclerosis clients living in the community. 

Secondary data analysis was conducted on Lamb's (1993) study Comprehensive Case 

Mana~ement for Individuals with Pro~ressive Forms of Multiple Sclerosis: An Experimental 

Study. 

The four most frequently identified symptoms were pain, mood, bladder problem and 

activity level. Symptom management strategies identified to deal with reported bothersome 

symptoms were grouped by similarity into 13 clusters. The symptom management strategy 

clusters were discussed at two points in time with a decrease in symptom management 

strategies noted at T-2. 

The mean effectiveness of symptom management strategies increased slightly from 

a baseline of M=2.4 to M=2.5 over time. 

The secondary study clarifies the components necessary to examine more 

comprehensively symptom management strategy effectiveness and establishes a basis for 

further research. 



CHAPTER I 

INTRODUCTION 

10 

As the infectious diseases of the early 20th century have been conquered and 

longevity has increased in the industrialized nations, focus has shifted to the management 

of chronic illness. Chronic illness is the most significant and costly health care problem in 

the United States today. It is estimated that between 30 to 50 percent of the adult population 

in America suffer from some type of permanent or degenerative physical condition which 

falls into the category of chronic illness (Funk, Tornquist, Champagne & Wiese, 1993; 

Pitzele, 1985). Up to 30 percent of those with a diagnosed chronic illness have normal daily 

activity limitations (Lambert & Lambert, 1987). 

Providing adequate care for the chronically ill in a cost-effective manner is currently 

a major concern of both health care providers and government. The inability of some 

chronically ill to care for themselves places an increasing burden on family, care givers, and 

the health care system. Already stretched community services are increasingly utilized at a 

time when resources are limited and health care costs continue to rise. People with chronic 

illness tend to utilize health care more frequently, especially those who have adjusted poorly 

to their illness diagnosis (Browne, Arpin, Corey, Fitch & Gafni, 1990). What is needed is 

an exploration of ways to provide effective, lower cost, community-based care to the 

chronically ill (Germino, 1993). Symptom management is one area to examine in this 

exploration. 
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Symptom management is of paramount importance for people who are chronically 

ill. The presence or absence of symptoms is monitored daily by these individuals and the 

information used to manage their disease (Gonder-Frederick & Cox, 1991). Effective 

symptom management can provide the individual with physical relief and increase feelings 

of ability to cope with a chronic illness. Since the presence of symptoms has been identified 

as a major reason for health care visits (The University of California, San Francisco [UCSF], 

1994), effective symptom management may also decrease the demands made on the health 

care system. Since community-based chronically ill individuals are often dependent on 

effective symptom management to remain as fully functional as possible, examining their 

perceptions of symptom management effectiveness may lead to improvement in symptom 

management and a subsequent decrease in health care use. 

The Problem 

The goal for management of any chronic illness is " ... constructive integration of the 

patient's illness into daily life thus mitigating the limitations of the chronic condition" 

(Cloonan, 1993, p. 41). Since symptoms are an indication of one's current state of health, 

it is not surprising that symptom management is an area of great importance to the patient 

(Gulick, 1989; Hogue, Cullinan & Mcconnel, 1993). Symptom management is also one area 

with potential for personal control and positive outcomes (Strauss & Glaser, 1975). 

Unfortunately, many people with chronic illness do not manage their symptoms 

effectively. This may be due to an inaccurate perception of the problem i.e. an inaccurate 
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cognitive evaluation operation. A cognitive evaluation operation compares past knowledge 

of a symptom experience and its outcome to the present symptom event and looks for 

similarities between the two (Meek, 1993 ). The similarities between past events and the 

present event are sued to guide current symptom management. A lack of sufficient past or 

present information to make an accurate evaluation of the symptom, can result in incorrect 

interpretation and management of the current symptom and lead to symptom 

mismanagement (Leventhal, Nerenz & Straus, 1982). Ineffective symptom management 

strategies may have a negative impact on developing new coping mechanisms, adversely 

affect an individual's self-image, decrease over all quality of life, and increase the use of 

health care resources. McBride (1993) says, "The complex problem-solving that patients 

with chronic health conditions must undertake [to mange their illness] requires careful 

coaching in order to transform suggestions into health-enhancing habits" (p. 12). Nurses are 

in an ideal position to provide this coaching. Nurses have a long history of care giving both 

in the hospital and in the community. Care giving includes symptom management which can 

be regarded as an area of independent practice in nursing. In helping a client manage 

symptoms, the nurse can draw upon vast professional knowledge and experience independent 

of other health related disciplines. 

One area of nursing which allows nurses to work with clients in managing symptoms 

across the entire health care continuum is nursing case management. Nursing case 

management has been effective in improving client self-care skills, in preventing or 
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minimizing periods of clients' hospitalization, in increasing patient satisfaction with services, 

in holding down client health care costs, and in enhancing clients' quality of life (Ethridge, 

1991; Ethridge & Lamb, 1989; Lamb & Stempel, 1994 ). Up to this point, however, most 

nursing case management programs have focused on identified high risk population groups 

rather than the low to moderate risk chronically ill in the community. 

Comprehensive management of low to moderate risk individuals with chronic 

illnesses is important in symptom management. Symptom management of these individuals 

can promote optimal functioning and increase effective use of appropriate health care 

services. Recent literature on disease management supports comprehensive management of 

low to moderate risk chronically ill populations. Disease management stresses wellness 

promotion, illness prevention and compliance to medical regimens (Ward & Rieve, 1995; 

Wolfe, 1995). 

Nurse case managers are well positioned to expand their practice from high risk 

groups to the management of low to moderate risk populations. Literature on symptom 

management education by nurse case managers reports increased client confidence, 

competence, and an ability to recognize and respond to health status changes (Ethridge, 

1991). Effective symptom management, therefore, has the potential to decrease expensive 

health care service use and to slow decline into a higher risk illness category. At this point, 

a closer examination of nursing services offered to low and moderate risk chronically ill in 

the community is needed to evaluate the effectiveness of care currently provided. Due to the 
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duration of the disease, and the lack of predictability and instability of symptoms, 

community-based clients with multiple sclerosis are one population that warrants 

examination. 

Symptom Management in Multiple Sclerosis Clients 

It is estimated that more than five million Americans are affected by some form of 

chronic neuro-muscular disorder. Those afflicted cost society over $ 20 billion dollars 

annually (Parker & Baer, 1986). Over 250,000 of this group have multiple sclerosis (MS) 

(Ponichtera-Mulcare, 1993; Wassem, 1992). MS is a disease which often progressively 

affects the body's ability to control basic functions like walking, fine motor coordination, 

bowel control or bladder control. It also may affect vision and mental capabilities. MS 

generally afflicts people in young adulthood with careers and young families. The disease 

progression of the various types of MS is difficult to predict and may last more than 25 years. 

Symptom management in the MS population is very difficult. Researchers describe 

symptoms in MS·patients as "unpredictable" (Gulick, 1989; Halper, 1990), " ... characterized 

by exacerbations and remissions" (Walsh & Walsh, 1989, p. 793), and "extremely individual 

and rarely consistent from person to person" (Hubsky & Sears, 1992, p. 176). The 

implication of the unstable illness patterns in MS is that individuals with this disease are 

potentially high health care service users over a long time period. 

The number of people affected by MS, the young age at which MS becomes apparent, 

and the often increasing disability accompanying this disease resulted in the National 
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Multiple Sclerosis Society's interest in supporting a community-based research project which 

involved case management of MS clients. 

A Description of Lamb's Primary MS Study 

The primary study, Comprehensive Case Management for Individuals with 

Pro~ressive Forms of Multiple Sclerosis (1990), was conducted by G.S. Lamb, PhD, RN, 

F AAN. The primary study was followed by an interim report (Lamb, 1993). The purpose 

of Lamb's study was " ... to determine the impact of community-based case management on 

well-being, symptom management, power, satisfaction with health care, care-giver burden, 

disability, and health service use for individuals with progressive multiple sclerosis (MS)" 

(Lamb, 1993, p.3). 

The interest in doing a secondary data analysis on Lamb's study was two-fold. One 

area of interest was perceptions of symptom management effectiveness in a group of 

community-based chronically ill. The second area of interest was the role played by nurse 

case managers in symptom management. Both of these areas comprise this secondary study. 

Purpose of the Secondary Study 

This secondary analysis will focus on one of the areas investigated in the 1990 

primary study: symptom management. Using deductive analysis of the literature (Cameron, 

Leventhal & Leventhal, 1993; Leventhal, N erenz & Straus, 1982), symptom management 

is defined in this study as cognitively identified strategies used by a subject to lessen or 

eliminate physical or emotional bothersome symptoms. The purpose of this study is to 
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describe perceptions of symptom management effectiveness over time in individuals with 

multiple sclerosis living in the community. 

Research Questions 

1. What are the four most frequently identified symptoms reported by individuals with 

multiple sclerosis as indicated by a rating of 3 or 4 on the Lalonde General Symptom 

Distress Scale? 

2. What symptom management strategies have individuals with multiple sclerosis 

reported they used to deal with each of the four most frequently identified 

symptoms? 

3. How effective do individuals perceive their symptom management strategies are 

working initially? 

4. What pattern of change is exhibited in symptom management strategies over time? 

5. How effective do individuals perceive their symptom management strategies over 

time? 

Significance of the Study 

The significance of this secondary study is its potential to provide insights about a 

vital aspect of community nursing practice, symptom management. Cloonan (1993) states 

that " ... [community] nursing interventions are usually broadly defined ... telling us little about 

the components and dynamics of home-based nursing interventions" (p. 43). Focused 

research in specific areas of community nursing functions like symptom management can 
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provide nurses with understanding and interventions to meet needs, maximize capabilities 

and reduce symptoms in their chronically ill clients (Funk et al., 1993, p. 4). Discovering 

whether clients perceive a positive change in symptom management effectiveness over time 

may provide information about the validity and appropriateness of nursing interventions, 

thus supporting current approaches to care or stimulating an examination of practice patterns. 

Summary 

~ 

Chronic illness has replaced infectious disease as the major health problem in the 

United States today. The number of chronically ill continues to grow as people live longer, 

and with this growth health care costs for those with chronic illness spiral upwards. 

Symptom management is of primary importance to an individual's ability to adjust to a 

chronic condition and to his continued participation in society. However, symptom 

management strategies may not always be effective. Symptom management of MS is 

especially difficult due to the wide variation in symptoms, the lack of predictability of 

symptom onset and the longevity of those with this disease. 

The purpose of this secondary study is to describe perceptions of symptom 

management strategy effectiveness over time in multiple sclerosis clients living in the 

community. This descriptive study allows investigation of a major nursing intervention from 

the perspective of the client who is the recipient of care and user of health care services. The 



18 

significance of this study is in the insights it may provide for nursing practice and the 

influence it may have on health care of the chronically ill in the community. 
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CHAPTER II 

LITERATURE REVIEW AND CONCEPTUAL FRAMEWORK 

The literature on multiple sclerosis (MS), cognitive evaluation, symptom 

management, case management, nurse case management, community health nursing, nursing 

and chronic illness has been reviewed on MEDLINE and CINAHL. Texts have been 

examined and professors consulted. The over-all literature review results have been sparse. 

Little has been published on symptom management of community-based, case managed 

clients. The dearth of literature describing chronically ill clients' perceptions of effective 

symptom management is suggestive of a lack of research in this area. 

Multiple Sclerosis: A Chronic Disease 

It is estimated that one quarter to half a million individuals in the United States have 

multiple sclerosis (MS) (Ponichtera-Mulcare, 1992; Wassem, 1992). MS, a chronic disease 

of the central nervous system, tends to afflict people between 20 and 40 years of age, 

especially women. Striking in the prime of life, MS runs a course of 12 to 25 years. 

Depending on the type of MS, both disability and health service use may increase. 

There are five types of MS. Each type refers to the effect of the disease on the level 

of functioning. Miller and Hens (1993) have defined these types as: stable MS, relapsing

remitting MS, relapsing-cumulative MS, relapsing-remitting progressive MS, and chronic 

progressive MS. Most MS patients experience a relapsing disease course with gradually 

increasing dysfunction (Miller & Hens). The importance of differentiating between the types 
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of MS is two-fold. One is that the MS literature may not distinguish between the different 

types of MS when describing study results. Second, knowledge of the type of MS may help 

in projecting the amount and kind of supportive health care services needed. 

Multiple sclerosis is a particularly difficult chronic illness to mange because there is 

no predictable disease course. It is " ... associated with a high level of morbidity ... " (Swingler 

& Compston, 1992, p. 336). · According to the U.S. Department of Health and Human 

Services (1993) 70 percent of MS patients have activity limitations and 69 percent have been 

hospitalized at least once in a three year period (p. 36). 

MS is often characterized by remissions, when symptoms subside, and exacerbations, 

when symptoms flare up and new symptoms present themselves. Symptoms vary widely. 

Common symptoms include sensory and visual disturbances, bladder and bowel dysfunction 

and memory problems (Gulick, 1989; Kraft, Freal, & Coryell, 1986; Ponichtera-Mulcare, 

1992; Swingler & Compston, 1992). 

MS also interferes with the transmission of impulses to the muscles resulting in 

problems with muscle coordination (ataxia), weakness, and fatigue. These motor 

disturbances may lead to a gradual loss of function. Two studies have evaluated mobility 

in relatively large MS populations. Both studies reported that over 50 percent of the MS 

population who participated needed aids to be mobile, and almost one quarter of the study 

populations were wheel chair bound (Kraft, Freal & Coryell, 1986; Swingler & Compston, 

1992). The Swingler and Compston study (1992) whose sample was interviewed in the 
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home, identified four types of MS, including "uncertain"' but did not differentiate these types 

in the description of their mobility data. Kraft, Freal & Coryell (1986) used third party 

contact and self-administered questionnaires for their study and the type of MS was not 

addressed. 

There is no cure for multiple sclerosis. The current treatment available is based on 

controlling symptoms (Halper, 1990). The frequent incidence of progressive deterioration 

and the lack of predictability of symptom onset in MS results in a number of patients who 

need assistance managing their symptoms just to complete normal daily activities. The 

instability of this chronic illness also may result in potentially high health care service use. 

Yet, some costs may be avoided with good management. In a retrospective study on MS, 

Bourdette, Prochazka, Mitchell, Licari & Burks & the VA Multiple Sclerosis Rehabilitation 

Study Group (1993) examined health care costs of 165 patients over a three year period. 

They found that $412,800 in hospitalization cost and 40 of the hospital admissions might 

have been preventable by timely outpatient intervention. The majority of the outpatient 

interventions under scrutiny were related to neurogenic bladder problems. A limitation of 

this study was its primarily male sample (89%) which measured a greater overall disability 

than the general MS population. 

On a more promising note, several authors believe that with proper support, 

individuals with MS can make strides in regaining and maintaining their health. Kraft et al. 

(1986) conducted a mail survey of rehabilitation service needs from the perspectives of MS 
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patients. In the subsequent discussion the authors said that, "The approach of learning and 

adjusting to MS has been shown not only to lead to a more positive self-concept but also to 

produce lasting functional improvement" (Kraft et al., 1996, p. 167). In an article describing 

a nurse managed multiple sclerosis clinic, Winters, Jackson, Sims & Magilvy ( 1989) stated 

that MS patients who have health providers knowledgeable about MS tend to retain their 

independence and stay healthier longer. Schapiro (1987) speaks broadly about the course 

of MS, saying " ... the majority [of MS patients] live fairly normal lives with only minor 

incapacities, ... " (p. 4). Though symptom management in individuals with MS is challenging, 

with supportive care positive outcomes have been achieved. 

Conceptual Framework 

A conceptual framework is " ... an organization ... of concepts that provides a focus for 

inquiry ... " and a frame ofreference for a study (Bums &Grove 1987, p. 743). The goal of 

a conceptual framework is " ... to clarify concepts used in a study and to propose relationships 

between the concepts" (Bums &Groves, 1987, p. 161). The University of California, San 

Francisco (UCSF) School of Nursing Symptom Management Faculty Group (1994) has 

evaluated a series of models which relate to the illness process. The conclusion reached in 

this faculty group was that previous models were either limited in scope or did not fully 

address all aspects of the patient experience. 

The conceptual framework used in this secondary study was derived from the 

conceptual Model of Symptom Management, developed by the School of Nursing Symptom 
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Management Faculty Group at UCSF (1994). The UCSF model demonstrates linkages 

between symptom experience, symptom management and symptom outcomes. However, 

the original UCSF model was not used in its entirety because: (a) symptom management 

strategies in the model involved more factors than were included in the secondary study data, 

and (b) the model did not address symptom management effectiveness outcomes. Though 

Braden's self-management concept and Meek's cognitive evaluation operation are significant 

symptom management concepts in this secondary study, they were not included in the 

conceptual framework as the existing data did not allow for a way to measure these concepts. 

Braden's concept of self-management and Meek's cognitive evaluation operation 

might be easily incorporated into the UCSF model. UCSF addresses judgement and 

cognitive interpretation under their symptom experience dimension. Under symptom 

experience, judgement implies a cognitive dimension and includes symptom aspects such 

as "severity, cause, treatability, effects," (p. 273) and perceived extent of threat posed by the 

symptom. Cognitive interpretation is mentioned as the basis for the symptom perception 

process, but not explored further. Symptom management is defined as a dynamic process 

which includes the basic nursing processes of assessment, focus for intervention, 

implementation, and evaluation. Self-management and management through education are 

not referred to at all, though education might be implied in the symptom management 

linkages between the patient, the health care system and the health care provider. 
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Th~ concepts used in the framework are subjective symptom experience, reported 

bothersome symptoms (RBS), symptom management strategies, and self-reported 

effectiveness. Subjective symptom experience is defined as" ... any subjective evidence of 

disease or of a patient's condition i.e. such evidence as perceive by the patient (Dorland's, 

1985). This definition differs from the definition of symptom experience used in the UCSF 

model. Symptom experience is operationalized by subject statements of their symptom 

experience, i.e. "fatigue," "mood swings," "urinary incontinence." Reported bothersome 

symptoms (RBS) are any physical, emoti~mal or spiritual symptoms which were mentioned 

by a subject two different times T-1 through T-3 and which can be categorized under mood, 

pain, activity level or bladder problems. For example, subject A mentions fatigue T-1 and 

T-3. This is considered a symptom pair and is equivalent to one RBS. RBS are 

operationalized by their ability to be categorized under one of the top most frequently 

identified symptoms per the Lalonde General Symptom Distress Scale. 

Symptom-management strategies are strategies listed by an individual to lessen or 

eliminate a reported bothersome symptom. Symptom management strategies are 

operationalized by use of Lamb's Symptom Management Questionnaire (Appendix D). Self-

-
reported outcomes (effectiveness) are defined as the self-effectiveness scores given to a set 

of symptom management strategies used to manage a RBS. This is operationalized by 

Lamb's Symptom Management Questionnaire which uses a 1 to 4 numerical rating to 

indicate the effectiveness of symptom management strategies (Appendix D). 
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The relationship of the concepts in the framework is direct. The relationship between 

symptom experience, including RBS, and symptom management strategies is cemented by 

its connection to the assumption in the UCSF model. This assumption is " ... that all 

troublesome symptoms are in need of management..." (UCSF, 1994, p. 274). The 

relationship between symptom management strategies and self-reported effectiveness is an 

assumption made by the researcher that all symptom management strategies undergo 

effectiveness evaluation at some time, whether by the client, the family, or the health care 

provider. The relationship of the components of this study's conceptual framework is 

diagramed in Figure 1. 
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Symptoms and Chronic Illness 

"Symptoms are the not common reason people seek health care" (UCSF, 1994, p. 

272). Symptoms alert individuals to the need for preventive action, for modifying behaviors, 

or for entering the health care system. The chronically ill pay particular attention to 

recognition, monitoring and mitigating symptoms characteristic of their illness (Gulick, 

1989; Strauss &Glaser, 1975). Symptom monitoring provides a daily measure to evaluate 

the progression of health or illness. 

Symptoms in a chronic disease can be physically or emotionally based. Therefore, 

symptom management incudes both physical and emotional components. Two emotional 

components occur frequently enough in chronic illness to be mentioned here. One emotional 

component is stress. Stress is often unrecognized and can cause an increase in symptoms and 

in symptom intensity. Stress management is an important component in mitigating 

symptoms. Mishel (1993) discussed uncertainty and its management in chronic illness. She 

believed that the -uncertainty of living with chronic illness and unpredictable symptoms 

increased stress. Schapiro (1987) recognized the role of stress in symptom management 

when he discussed the difficulty of controlling physical symptoms when MS patients become 

over-fatigued, stressed or feverish. In their research on determinants of care seeking, 

Cameron, Leventhal & Leventhal (1993) interviewed 111 care seeker and control pairs. 

They found" .. .life stresses enhance (health care) utilization," (p. 178). 
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The second frequent emotional component of chronic illness is depression. This is 

particularly true with individuals who have MS. One cause of depression in MS is the 

uncertainty of the disease process itself. Another is the necessity of continually adjusting to 

progressive physical decline. Depression can also result from a perpetual stress cycle not 

uncommonly seen in MS (Schaprio, 1987). The physical and emotional elements are 

combined with a third element, the cognitive evaluation operation, which is often predictive 

of how effective individuals are at managing their symptoms. 

Cognitive Evaluation Operation and Symptom Management 

Literature supports the premise that each individual develops a unique knowledge 

base which enables him to recognize and interpret symptoms (Cameron, Leventhal & 

Leventhal 1993; Leventhal, Nerenz & Straus, 1982; Meek, 1993). This knowledge is 

comprised of personal and social experiences, beliefs, attitudes, formal and informal 

resources, and a personal sensitivity, or lack of sensitivity to internal changes (Gonder

Frederick & Cox, 1991; Leventhal et al., 1982: Meek, 1993). 

Meek (1993) defines a cognitive evaluation operation (CEO) as " ... a similarity 

comparison judgement that uses previous knowledge ( cognitive representations) and current 

circumstances to make an appraisal of likeness" (p. 189). A CEO is highly relevant to 

symptom management because it dictates an individual's behavior. A CEO provides an 

interpretation of perceived symptoms, compares the current symptom experience with past 

events and provides information on past effective management strategies and possible ways 
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to cope with the current situation. The accuracy of this type of cognitive event depends on 

whether there has been any experience in the individual's past to guide current symptom 

recognition and management (Cameron et al., 1993; Leventhal et al., 1982). 

It is important for an individual with a chronic illness to form a mental picture of 

what is happening in his illness course. "Perceived symptoms and the inferences made about 

those symptoms play an especially important role in the day-to-day management of chronic 

diseases in which patients are required to monitor and regulate their own health status" 

(Gonder-Frederick & Cox, 1991, p. 220). However, inadequate, incorrect or insufficient 

input can render a CEO invalid and result in poor symptom management. 

Symptom Management 

A definition of symptom management has not been found per se in the literature. 

Using deductive analysis of the literature (Cameron et al, 1993; Leventhal et al., 1982), 

symptom management is defined in this study as cognitively identified strategies used by an 

individual to lessen or eliminate identified physical and emotional symptoms. There are 

three areas to look at in symptom management: the patient's role, the role of education and 

the nurse's role. 

The literature supports an active patient role in symptom management. McBride 

(1993) discussed individuals with chronic illness in the role of active participants rather than 

passive recipients and supports the concept of purposeful self-scrutiny. In their chapter on 

symptom control, Strauss & Glaser (1975) were also very clear about the individual's role 
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in symptom management when they discussed the importance of a patient learning his 

symptom patterns, the options for his symptom management, and the impact this knowledge 

can have on every aspect of his life. Buelow (1991) presented a different perspective when 

she addressed the negative impact that poor coping strategies can exert on physical and 

emotional well-being. 

The role of education in symptom management has also been addressed in the 

literature. Group education about symptom management of specific illnesses has shown that 

teaching self-help skills and coping mechanisms has improved chronically ill patients' ability 

to mange their disease (Braden, 1993a; Braden, 1993b; Lorig, Mazonson & Holman, 1993; 

Newman, 1993). Classes in populations of arthritis patients show positive correlations 

between learned self-management, ability to deal with the signs and symptoms of arthritis, 

and increased feelings of self-efficacy (ability to cope) (Lorig et al., 1993; Newman, 1993). 

In follow up research of class participants, Lorig et al. (1993) presented data depicting a forty 

percent ( 40%) decrease in physician use and a fifteen to twenty percent decrease in pain over 

a four year period despite worsening of arthritis symptoms. Newman (1993), randomly 

assigning 130 subjects to an experimental or control group, investigated four factors relating 

to adaptation to arthritis. Her findings confirm the benefits of classes, " ... particularly in 

terms of symptom management" (p. 155). A possible limitation in Newman's study was the 

unequal number of experimental (N=71) and control (N=59) groups. A consideration in 
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evaluating both Newman's and Lorig et al.'s study is the patients were self-selected which 

implies motivation and possible homogeneity. 

When Braden (1993b) presented a self-help model for chronically ill she identified 

two different responses: learned self-management and learned helplessness/passivity. In her 

Self-help model Braden showed how severity of illness can lead to feelings of dependency 

and uncertainty. At this point the individual can either succumb to these feelings which 

result in learned helplessness, or move to the next stages, enabling, self-help and life quality 

which result in learned self-management. Braden stated that an individual is able to learn 

behaviors that promote self-management. She tested this important concept by designing 

two community-based, nurse-run programs to increase enabling skills and facilitate self

management in two populations. One was a population of SLE and the other a population 

of women receiving breast cancer treatment. Evaluation of the programs showed 

encouraging results and Braden advocates the use of this type of program for other 

chronically ill populations. 

Nurses and Disease Management 

Nurses have always played an active role in helping alleviate symptoms and in 

symptom management (UCSF, 1994). However, nursing intervention in symptom 

management is often done in an acute care setting or as part of a brief series of home health 

visits. These settings are not particularly conductive to assisting a client to mange his 

symptoms over time. 
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Recent literature has presented a new concept, disease management. Disease 

management is defined as comprehensive management of patients with a chronic illness 

across the health care continuum, from wellness to acute episodes, through recovery and 

back to wellness (Tallon, 1995; "use disease state management," 1995; Wolfe, 1995). 

Disease management supports the concept of on-going management of a low to moderate 

risk chronically ill population. Nurses already involved in a continuum-based nursing case 

management practice are in a position to provide care to low and moderate risk chronically 

ill clients. 

Until recently, little attention has been paid to low or moderate risk chronically ill 

populations. The concept of disease management is changing this focus. Disease 

management differs from older concepts of case management in several ways: (a) 

management of populations instead of individuals; (b) involvement regardless of identified 

risk status instead of initial intervention during an acute episode; ( c) a much larger case load, 

1,000 to 2,000 clients; and ( d) focus on wellness, prevention and compliance to medical 

regimens (Ward & Rieve 1995; Wolfe, 1995). 

Nurse case managers are in an excellent position to assume a leading role in disease 

management and provide their client with long term symptom management support. There 

are several reasons for this. First nursing case management has already successfully evolved 

around the concept of monitoring and coordinating the care of identified high risk patients 

across the continuum of the health care spectrum. Following a high risk client across the 
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continuum has provided to be a viable way to promote a continuity of care that increases 

quality and reduces costs (Ethridge, 1991; Rogers, Riordan & Swindle, 1991 ). Nursing case 

management is now in a position to extend this concept to low and moderate risk groups 

using a broader, disease management, format. Nursing case management is already 

identified with currently described disease management functions like assessment, education, 

and providing an action plan for acute illness events. Descriptions of nurse case mangers in 

the literature include phrases like "proactive", "current in dealing with problems," 

"advocates,!' "educators," and "providing hands-on nursing care" (Bower, 1992; Rogers et 

al., 1991 ). Clients' reactions to nurse case management have been positive and include 

comments like "accessible," gained "increased confidence and competency in self-care," and 

now have the "ability to recognize and appropriately respond to changes in their health 

status" (Ethridge, 1991, p. 25; Lamb & Stempel, 1994). 

Finally, the nursing case management literature has indicated that maintaining nurse

client relationships over a period of time is an important factor in the achievement of positive 

outcomes (Lamb & Stempel, 1994 ). An increase in patient satisfaction with nurse case 

managers may be attributable to decreased fragmentation of care and the chance for patients 

to develop a relationship with "their nurse" (Bower, 1992; Lamb & Stempel, 1994). 

Frequently the nurse and client will creatively work together to reduce symptoms to a 

manageable level. All of these factors place nurse case mangers in a strong position to 

partner with a client in the symptom management process. 
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Even if symptom management does not have as successful an outcome as desired, the 

literature supports benefits of nursing contact. McBride ( 1993) acknowledged that nursing 

interventions may not be successful but patients often feel better anyway. Lorig et al. (1993) 

reported that after a series of arthritis self-management classes, clients reported less pain and 

fewer doctor visits despite a worsening in condition over time. 

What is Not Known 

The current literature has some gaps in several areas. There is limited information 

on symptom management, and on the effectiveness of symptom management strategies over 

time. There is a general knowledge that nurses are instrumental in assisting clients in 

symptom management, but this is not addressed in any depth in the literature. The relation 

of cognition to symptom management is receiving more attention, but for the most part does 

not address the nurse's role in evaluating a client's cognitive evaluation operation. There are 

a number of studies which provide mixed reviews on the effect of case management in 

general and nurse case management in the community. However, no study addresses the on

going nurse case management of the chronically ill who are not identified at high risk, nor 

does any address symptom management of MS patients in the community. 

Summary of Literature Review 

Multiple sclerosis is a chronic disease which has a widely varying course and 

unpredictable symptoms. Effective symptom management is a means of keeping chronically 

ill individuals in the community and minimizing health care use. However, inaccurate 
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cognition, which influences symptom interpretation and relief strategies, may result in 

symptom mismanagement. Education of groups of chronically ill clients has shown that 

symptom management can be learned. Nursing case management literature has also pointed 

out the success of proactive and timely intervention as symptoms indicated a change in 

health status. And, the advent of disease management provides an opportunity for nurses to 

work with low to moderate risk chronically ill clients in the community. It is now time to 

examine clients' perceptions of the effectiveness of symptom management over time as a 

means of further exploring the role of nursing of chronically ill in the community. 
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The pertinent methodology used in Lamb's primary study will be presented first to 

provide a basis upon which this secondary analysis will be built. Presentation will include 

the research design, sample, setting, protection of human subjects, the data collection 

protocol, methodological limitations, and the data analysis plan. The methodology used in 

this study will be described in a similar manner following the presentation of the primary 

study. 

Primary Study Methodology 

The purpose of the Lamb's study on case management for individuals with 

progressive MS was " ... to determine the impact of community-based case management on 

well-being, symptom management, power, satisfaction with health care, caregiver burden, 

disability, and the health service use for individuals with progressive MS (Lamb, 1993, 

p. 3). 

The primary study was conducted using a two-group randomized experimental 

design. This study lasted for one year, with three interviews conducted at the beginning of 

the study, at six months and at the end of the study. 

The Sample 

A convenience sample of 51 patients with a diagnosis of multiple sclerosis (MS) 

living in the community were recruited through the local chapter of the National Multiple 
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Sclerosis Society, by referrals from health care professionals and community agencies, and 

through snow ball sampling. The selection criteria was: "1) a current diagnosis of MS, 2) 

self- report that symptoms associated with multiple sclerosis had increased over the last year, 

and 3) a primary physician who had admitting privileges at one of four hospitals granting the 

principal investigator access for the case managers to continue working with the participant 

should hospitalization be required" (Lamb, 1993, p. 4). 

The 51 subjects were randomly assigned to a non-case managed group ( control 

group) of 26 individuals and a nurse case managed ( experimental) group of 25 individuals. 

"Randomization was achieved through the use of an automated restricted randomization 

program that adjusted the group assignment protocol for small sample sizes" (Lamb, 1993, 

p. 8). 

The convenience sample was recruited from the community. Each member of the 

sample was interviewed in his/her own home. Each subject who was pared with a nurse case 

manager was seen at home or, if necessary, in the hospital. The recognized limitations of a 

home setting included distractions or a lack of privacy. Limitations of the hospital setting 

also included distraction and a lack of privacy plus the additional stress of being ill enough 

to require hospitalization. 
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Protection of Human Subjects 

Approval by human subjects was obtained from The University of Arizona prior to 

initiation of the primary study. "Procedures for protecting the rights of those subjects were 

followed" (Lamb, 1993, p. 8 and Appendix A). 

Data Collection Protocol 

The potential subjects were identified and recruited through the local MS society, 

through community and health care referral and by word of mouth. 

All data were collected by the principal investigator or by a research assistant who 

was trained by the principle investigator. Data collection occurred at three intervals: At an 

initial interview, at six months, and in a closing interview at twelve months. The interviews 

took place in individuals' homes and the questionnaires were administered at each visit. The 

demographic information obtained at the interviews were age, marital status, education, sex, 

ethic origin, health insurance, dwelling, employment status, number of people in household 

and income. Illness related information, and past group or class attendance were also 

obtained (Appendix B). 

Data Collection Instruments 

The Lalonde General Symptom Distress Scale (GSDS) (Lalonde, 1987) was used to 

collect data on bothersome symptoms during each of the three interviews (Appendix C). 

Lalonde (1987) reports an interrater reliability of 91.5 percent which was established by 

conducting 20 percent of the pilot telephone interviews with three professional staff members 



39 

listening and scoring the interview independently. Face and content validity were addressed 

by: (a) involving home care staff in the scale development and (b) considering general 

symptoms prominent in the home care and long term care literature (Lalonde, 1987). 

Construct validity of the GSDS was established by comparing clients' responses to a series 

of hypotheses which included (a) predicted responses by clients with cancer, COPD/CHF or 

CV A, (b) the sex of the client having no effect on response except for bladder problems, and 

( c) a report of fewer, less intense symptoms with longer home care involvement. Though 

there was not total correlation between the hypotheses and the client responses, the GSDS 

was found reliable and valid by a committee evaluating the pilot study results. 

The Lalonde scale was augmented by Lamb to include a qualitative question on 

symptom management strategies used to deal with the four identified bothersome symptoms 

each individual identified at the T-1 through T-3 interviews. A numerical scale of 

effectiveness for the identified strategies was also used (Appendix D). 

A questionnaire was added to the information collected from the 25 nurse case 

managed individuals during T-2 interviews at 6 months, and T-3 interviews at 12 months. 

The four questions addressed changes and the nurse case manager/social worker's role in the 

changes noted (Appendix E). 

Researchers have no control over extraneous or confounding variables. This type of 

variable may include areas like knowledge of treatment, stage of illness, attitude of 

individual or family toward the illness, past experience with health care providers or the 
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health care system (Bums &Grove, 1987). The extraneous variables in the primary analysis 

may include prior knowledge about MS, experience with illness exacerbations and 

remissions, awareness of different symptoms, past experience in symptom management, 

individual's and family's attitude toward health and illness, hopelessness, and any prior group 

or class attendance specific to MS. In the primary study, these potential sources of error 

were controlled for by randomization of subjects, and by a pretest--post-test study design. 

Limitations of the Primary Study 

In the interim report (1993), Lamb identified several limitations to the primary study. 

One recognized limitation was the smallness and homogeneity of the sample. Another 

limitation was the lack of outcome instrumentation to measure " ... changes clients attributed 

to their work with case managers" (p. 22). Finally, Lamb proposed that changes in a case 

managed subject's awareness " ... may influence the perceptual scale the subject uses when 

completing instruments and thus, may provide data that are not comparable over time" (p. 

22). 

Secondary Analysis 

Study Design 

This secondary analysis was a descriptive study usmg both quantitative and 

qualitative data collected from Lamb's (1993) primary study. The purpose of this secondary 

study was to describe the perceptions of symptom management effectiveness over time in 

multiple sclerosis clients living in the community. The secondary study asked different 
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questions of the data and focused on clients' symptom management strategies and clients' 

perceptions of symptom management strategy effectiveness. The advantages of a secondary 

study were the lower cost of having data already available, a smaller time investment and a 

fresh perspective by an individual who might be less influenced by involvement in the 

original research. 

The Sample 

The sample for this secondary study consisted of any individuals who met the 

fo 'lowing criteria: (a) each subject must have had at least one symptom pair i.e., listed the 

same symptom twice and (b) the symptom pair was included by independent raters under one 

of the four most frequently identified symptom categories. Most frequently identified 

symptoms were defined as the four symptoms with the highest frequency counts identified 

on the Lalonde General Symptom Distress Scale over the T-1 through T-3 times the scale 

was administered. 

Protection of Human Subjects 

The protection afforded the subjects in the primary study was approved as sufficient 

for this secondary data analysis. Written permission to perform a secondary data analysis 

was received from Lamb, the principal investigator in the primary study. A copy of the 

primary study approval and Lamb's written permission were submitted to the University of 

Arizona College of Nursing for human subject approval of the secondary study. Approval 

was received (Appendix F). 
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Data Analysis 

Data analysis was done in two phases. First, the four most frequent identified 

symptom categories were determined to answer question one. This was accomplished by 

doing a frequency count of the symptoms which primary study participants rated as a 3 or 

4 on the Lalonde General Symptom Distress Scale. 

Once the four most frequently identified symptoms were determined, a rating tool 

was developed to lessen researcher bias by providing independent determination of the 

validity of symptom inclusion in the secondary study (Appendix G). Validity was 

established by semantic validity as described by Krippendorff (1980, 159ft). "Semantic 

validity exists when persons familiar with the language and tests examine lists of words ( or 

other units) placed in the same category and agree that these words have similar meaning or 

connotations" (Krippendorff in Weber, 1990, p. 21). The rating tool was designed in a 

format which provided a category for each of the four most frequently identified symptoms 

and a not applicable category. An inclusive list of subject-described symptoms was provided 

with a request to place each symptom under one of the given categories. The interrater 

validity tool with instructions was given to ten registered nurses who were identified as 

having expertise in community health. 

The second phase of the data analysis consisted of content analysis of questions two 

and four, the qualitative portions of the data, and a calculation of mean scores to answer 
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questions three and five, the quantitative portions of the data. Lamb's Symptom 

Management Questionnaire (Appendix D) was used to answer questions two through five . 

Questions two and four identified initial symptom management strategies and 

changes in strategies over time. Word frequency counts and category counts were used as 

recommen~ed by Weber ( 1990). Symptom management strategies were clustered by 

common use of words and phrases. A description of symptom management strategies was 

done at T-1 and over time (T-2). 

Questions three and five evaluated the effectiveness of symptom management 

strategies to T-1 and over time (T-2). A numerical score for symptom management 

effectiveness was obtained at each of the three primary study interviews. In the secondary 

study, the mean effectiveness was calculated for the most frequently identified symptoms at 

T-1 and compared to the mean effectiveness of those same symptoms over time. 

Limitations 

The major limitation in this secondary study was the homogeneity of the convenience 

sample which affected the ability to generalize to a broad population of chronically ill. 

Summary 

The primary study (Lamb, 1993) was described. This secondary study was 

descriptive and continued a maximum of 51 subjects. The Lalonde ( 1987) General Symptom 

Distress Scale was used to identify the four most frequently identified symptoms determined 

by the subjects. A secondary data analysis was done on the symptom management section 
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of the primary study. Questions two and four addressed initial symptom management 

strategies and changes over time. Content analysis was used to cluster symptom 

management strategies and to provide a basis for descriptions at baseline (T-1) and over time 

(T-2). Questions three and five evaluated symptom management strategy effectiveness. 

Mean scores were calculated at T-1 and compared to mean scores over time (T-2). 

Limitations were discussed. 
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The sample selection process, demographics of the sample, determination of content 

validity of symptom inclusion, specification of the unit of analysis, and a description of how 

the data were analyzed will be described in this chapter. To make this process as clear as 

possible, research questions will be discussed in sequence. 

Part of the initial interest in this secondary study was that of the role played by nurse 

case managers in symptom management. In the primary study, the original sample was 

divided into two groups, a control group and a nurse case managed group, after T-1 

(baseline) interviews. The original intent of this secondary study was to examine both 

groups for variety and effectiveness of symptom management strategies. 

Some initial two-group analysis was attempted. However, early on the researcher 

found the data from the control and nurse case managed groups were difficult to compare in 

two out of the four symptom categories: those data listed under pain and those listed under 

mood. The pain symptom category had six listings, three in the nurse case managed group 

and three in the control group. The mood category had five listings, three in the nurse case 

managed group and two in the control group. The numbers represented in these two 

symptom categories were so small that a change in one listing effected one third of the 

comparative responses. The researcher also realized that the primary study, designed to 

investigate seven areas of interest including symptom management, did not provide.sufficient 
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in-depth quantitative or qualitative information about symptom management strategies and 

their effectiveness to allow elucidation of the differences between nurse case managed and 

control groups. A additional concern arose when information in the T-2 and T-3 questions 

asked of the nurse case managed participants (Appendix E) was examined. The researcher 

had hoped these questions would prove illuminating but they were too broadly worded to 

provide much information specific to symptom management. Therefore, because of a limited 

amount of data from subjects in both the nurse case managed and control groups, all subjects 

. in the secondary study were treated as a single group. A comparison between nurse case 

managed and control groups does not appear in the data analysis. 

Sample 

The sample in Lamb's primary study consisted of 51 participants who were likely to 

meet criteria for the secondary study. Criteria for subject inclusion in the secondary study 

were: (a) each subject must have had at least one symptom pair, i.e. the subject reported the 

same symptom twice, and (b) the symptom pair was included, by independent raters, under 

one of the four most frequently identified symptom categories. Based on these criteria, there 

were 38 subjects who provided data for the secondary study. 

Demographics 

Of the 38 subjects in the secondary study, 76% (N=29) were female and 24% (N=9) 

were male. Their ages ranged from 30 to 64 years with a median age of 47. Ninety-seven 
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percent (N=37) of the participants were White and 3% (N=l) were Hispanic. No other ethnic 

groups were represented in this study. 

Subjects' income ranged from $0.00 to greater than $30,000 a year with 53% (N=20) 

of the subjects having an annual income of$ 25,000 or more. 

Subjects' education ranged from a low of3% (N=l) who had not graduated from high 

school to 4 7% (N= 18) who had graduated from college or who held a graduate degree. The 

majority of the study participants, 84% (N=32), had some college, a college degree or a 

professional/graduate degree. 

The length of time the participants had been diagnosed as having multiple sclerosis 

(MS) varied widely from less than 1 year (N=3) to more than 20 years (N=7). The median 

time subjects had been diagnosed with MS was 8 years. 

Interestingly, 71 % (N=27) of the subjects reported that they had attended at least one 

MS class or gone to at least one self-help group. These individual growth experiences had 

an unknown effect but could have broadened the range of symptom management strategies 

identified or used. 

Data Analysis: Determination of the Four Most Frequently Identified Symptoms 

Data obtained from the Lalonde General Symptom Distress Scale (LGSDS) 

(Appendix C) were used to answer the first research question: "What are the four most 

frequently identified symptoms reported by individuals ... indicated by a rating of 3 or 4 on 

the LGSDS ?" By design, the Lalonde scale contains 11 categories of symptoms. As an 



48 

initial step, all 51 of the primary study participants were examined at T-1, T-2 and T-3 for 

identified symptom scores of three or four. A frequency count was conducted to determine 

the four most frequently identified symptoms. The results are displayed in Table 1. 

The most frequently identified symptom was activity level which was reported 115 

times across three study times by the 51 subjects. The second most frequently identified 

symptom was pain, identified 31 times, followed by bladder/urinary problems, which were 

identified 27 times, and mood, which was identified 21 times. All other symptoms on the 

Lalonde scale had 11 or fewer mentions using the 3 or 4 rating of most frequently identified 

symptoms and will not be discussed further. 
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Table 1. Cumulative Frequency count of Subjects' (N=Sl) Self-Reported 
Symptom Distress Across Three Interview Times 

Symptoms on LDSDS * Self-Reported Rating of 3 or 4 

Activity Level 115 

Pain 31 

Urinary/Bladder Problems 27 

Mood 21 

Bowel Problems 11 

Speech Problems 4 

Respiratory Difficulties 4 

Cough 2 

Swelling/Fluid Retention 2 

Skin Problems 1 

Nausea/Vomiting 0 

*LGSDS = Lalonde General Symptom Distress Scale 

** Scores necessary for inclusion in frequency count: 3 or 4 on a 1 (low) to 4 (high) scale. 



50 

Interrater Judgement 

Recognizing the possibility of researcher bias, a rating tool was developed by the 

investigator to determine the validity of symptom placement within the four most frequently 

identified symptom categories (Appendix G). To control for rater bias, a list of 166 subject

described symptoms (symptom descriptors) was drawn from the larger primary study sample 

(N=51). A symptom descriptor consisted of the word orwords used by a subject to describe 

a symptom. This list of symptom descriptors was given to 10 registered nurses who were 

identified as having expertise in community health nursing. Seven of the ten raters 

independently judged and categorized the symptom descriptors as instructed. 

Raters were given written and verbal instructions which asked them to place each 

symptom descriptor in one of five major categories. The five categories were pain, mood, 

bladder, activity level and not applicable. The researcher observed that the activity level 

category could be divided into five sub categories: fatigue, weakness, mobility, coordination 

and balance. Separation of activity level into discrete categories was expected to allow for 

association of the symptom management strategies used by a subject with symptom 

management strategies mentioned in the literature. Unfortunately, the sub categories had to 

be discarded due to lack of agreement among the raters regarding appropriate symptom 

placement. 
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An interrater agreement criterion of 86% was used as recommended by Lynn (1986). 

Lynn ( 1986) argues that six experts out of seven endorsing an item is sufficient to establish 

content validity. 

Three criteria were applied to determine a symptom's inclusion in the secondary 

study. These criteria were based on the data obtained from the interrater judgement tool. 

First, each symptom was examined to verify that a subject had reported a symptom pair. A 

symptom pair is defined as a symptom mentioned by the same subject two separate times 

over the course of the T-1 through T-3 primary study interviews. Thirteen symptoms were 

not paired and were eliminated. Second, any symptom which was perceived as not 

applicable by the raters was not included. Third, any symptom descriptors which did not 

meet an 86% agreement were omitted. Ten symptom descriptors were omitted due to lack 

of agreement among the seven raters. Out of a list of 166 symptoms listed on the validity 

took, 114 symptom descriptors remained to form the basis of the rest of the secondary study. 

A major limitation of the content validation process may have been the choice of 

experts who were asked to perform the rating of patient stymptoms. Ideally, multiple 

sclerosis subjects who have experienced the symptom descriptors would be the appropriate 

raters. However, due to the length of time between the primary study and this secondary 

analysis, the researcher had lost access to those subjects. Another limitation was that the 

group of nurses who volunteered to assist with the content validation procedure had no 

training session with an opportunity to study the tool and ask questions. A final limitation 
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appeared to be a lack of clear definitions for each of the sub categories under activity level. 

there were several strengths gained by determining content validity. First, making the effort 

to include content validity increased the rigor of this study. Second, the list of symptoms in 

the interrater tool was compiled from all 51 potential study subjects which reduced the 

amount of bias in the selection of appropriate symptom descriptors included in this 

secondary study. Third, interrater consensus was reached on all of the symptom descriptors 

included. 

Unit of Analysis and Definitions Used in the Secondary Study 

The unit of analysis that was used in the secondary study was "reported bothersome 

symptoms" (RBS). There were 58 RBS. Reported bothersome symptoms (RBS) were 

defined as any physical, emotional or spiritual symptoms - used in the secondary study. 

For example, Subject A might have reported the symptom fatigue two times and the 

symptom weakness two times in T-1 through T-3 interviews. Fatigue, mentioned twice, is 

considered one reported bothersome symptom (RBS) and weakness, mentioned twice is 

considered another RBS. RBS were operationalized in this secondary study by placing each 

symptom pair into one of the four most frequently identified symptom categories: pain, 

mood, activity level or bladder problem. This unit of analysis was used to describe symptom 

management strategies in questions two and four and to calculate the mean score of self-rated 

symptom management effectiveness in questions three and five. 
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A symptom category was defined as one of the four most frequently identified 

symptoms determined by use of the Lalonde General Symptom Distress Scale. These 

categories were pain, mood, bladder problems and activity level. 

Two additional descriptors were used in the data analysis. The first, "symptom 

management strategy set," was defined as a list of strategies used to mange one symptom by 

one subject at T-1 or T-2. For example, subject A might have reported three strategies to 

manage pain at T-1 and two strategies to manage pain at T-2. Each of these groups of 

symptom management strategies was considered a "set" since the strategies all focused on 

one symptom at one point in time. 

The second definition, "symptom management strategy cluster," was defined as two 

or more symptom management strategies which had words and/ or phrases in common. For 

example, "limits fluid intake," "controls fluid intake," and "drinks more fluids" were 

clustered under fluid management strategies. The common word was fluid. 

Several symptom management strategy clusters had broader definitions. The broader 

definitions occurred under mood and activity level symptom management strategies. These 

definitions did not have specific common words or phrases but categorized similar activities. 

An example of this type of cluster was mobility strategies found under activity level. The 

common descriptor was words or phrases which depicted ways to improve ambulation or 

mobility. Examples of this were "try to keep as mobile as I can," "watch where walking," 
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and "think through all movements." Common descriptors which showed how symptom 

management strategy clusters were determined are presented in Appendix H. 

Finally, five items which appeared under symptom management strategies in Lamb's 

primary study were omitted. These were considered comments, not strategies, by the 

researcher. Examples of this type of omission were: "dealing with it better" and "try not to 

cry." Any other omissions from the symptom strategy management listings were identified 

and explained in Appendix H. 

Data Analysis: Identification ofT-1 Symptom Management Strategies 

Lamb's Symptom Management Strategy Questionnaire (Appendix D) was used to 

answer question two: "What symptom management strategies have individuals ... reported 

they used to deal with each of the four most frequently identified symptoms?" A simple 

listing was done on all initial symptom management strategies identified under all reported 

bothersome symptoms (RBS) in the secondary study (N=58). These initial strategies were 

compiled into lists by symptom (Appendix H). 

Common symptom management strategies were clustered whenever possible (Table 

2). A total of 12 clusters were identified. Medication strategies (N=14) were used to manage 

RBS in all four of the most frequently identified symptom categories. Exercise strategies 

(N= 18) were used to mange RBS in two of the most frequently identified symptom 

categories, activity level and bladder problems. 



Table 2. 

Symptom 
Category 

Pain 
(RBS=6) 

Mood 
(RBS=5) 

Activity 
Level 
(RBS=36) 

Bladder 
Problems 
(RBS= 11) 
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Symptom Categories, Symptom Management Clusters and Frequency of 
Use at T-1 and T-2 

Symptom Management Frequency Frequency 
Clusters of Use T-1 of Use T-2 

Medication 4 4 

Other 11 7 

Medication 2 0 

Diversion 6 0 

Other 7 8 

Exercise 16 10 

Rest 8 9 

Activity Pacing 6 5 

Medication 5 8 

Diet/Nutrition 3 3 

Mobility Aids 11 5 

Heat Avoidance 3 0 

Mobility 11 13 

Adaptation to Limits 4 5 

Relaxation 0 2 

Other 18 16 

Medication 3 3 

Fluid Management 7 6 
Toileting 5 7 

Exercise 2 2 

Other 9 10 

~: In discussing the number of clusters at T-1 at T-2, clusters common to more than one symptom category 
were counted only once. The "Other" sections were not included in the total number of identified clusters 
discussed. 
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The remaining identified common symptom management strategy clusters (N=lO) were 

specific to individual symptom categories. Also each symptom category included an "Other" 

section for those strategies which didn't fit into any existing cluster. 

With a total of 11 RBS, the bladder problem symptom management strategy clusters 

included medication strategies (N=3), fluid management strategies (N=7), and toileting 

strategies (N=5). Wearing perinea! pads, shields or adult diapers did not form a cluster of 

strategies, but was used to manage seven RBS under bladder problems. 

Other than a common use of medication strategies (N=4), the six pain-related RBS 

had no discernible symptom management strategy clusters. The five mood RBS had two 

symptom management strategy clusters: medication (N=2) and diversion (N=6). 

There were 36 RBS with in the activity level symptom category. This category had 

nine symptom management strategy clusters: exercise, rest, activity-pacing, medication, 

diet/nutrition, use of mobility aids, avoidance of heat, mobility, and adaptation to limitations. 

Individual strategies were dispersed as follows: 16 strategies were listed in the exercise 

cluster, 8 strategies in the rest cluster, 6 strategies in the activity-pacing cluster, 5 strategies 

were listed in the medication cluster, 3 strategies in the diet/nutrition cluster, 11 strategies 

in the using mobility aids cluster, 3 strategies in the avoidance of heat cluster, 11 strategies 

were in the mobility cluster, and 4 strategies in the adaptation to limitations cluster. 
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Data Analysis: T-1 Measure of Self-Rated Symptom Management Effectiveness 

To answer question three, "How effective do individuals perceive their symptom 

management strategies are working initially?" Lamb's symptom Management Strategy 

Questionnaire (Appendix D) was used. A nwnerical rating in which 1 equaled "not working 

at all" and 4 equaled [ working] "very well" was used by subjects to score the effectiveness 

of each RBS symptom management strategy set a T-1. A mean score for self-rated symptom 

management effectiveness was calculated for each of the symptom categories: pain, mood, 

bladder problems and activity level. For example, pain had six RBS. Based on self-reported 

data, each RBS received a numerical effectiveness score. The total of the numerical 

effectiveness scores for the six RBS listed under pain was 12. The mean effectiveness score 

for the symptom category pain would be calculated by dividing six into 12. The results are 

a mean of 2.0 for pain. Table 3 shows the individual self-rated symptom management 

effectiveness scores by symptom category. 



Table 3. Self-Rated Symptom Management Effectiveness at T-1 and T-2 

Symptom Category Self-Rated Effectiveness 

MQQ.d 
(RBS=5) 

Activity Level 
(RBS=36) 

Total 

T-1 
2 
2 
2 
3 

.3. 
12 

2 
3 
2 
3 
3 
4 
2 
2 
2 
2 
4 
2 
1 
3 
3 
2 
2 
2 
2 
2 
3 
2 
3 
1 
4 
2 
3 

T-2 
3 

2 
3 

1 
13 

4 
2 
4 
2 
4 
4 

4 
2 
3 
2 
2 
2 
3 
1 
4 
2 
3 
4 
2 
3 
2 
2 
2 
3 
2 
3 
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Table 3. Self-Rated Symptom Management Effectiveness at T-1 and T-2 

Symptom Category Self-Rated Effectiveness 

Bladder Problems 
(RBS=l 1) 

fain 
(RBS=6) 

Total 

Total 

Total 

3 
4 
3 
3 
2 
4 
2 
2 

l 
90 

2 
2 
2 
3 
2 
4 
3 
3 
2 
3 
3. 
29 

3 
2 
2 
3 
1 

l 
12 

3 
3 . 

3 
3 
2 
3 
3 
3 

2 
97 

2 
3 
2 
4 
3 
2 
2 
3 
1 
3 

1 
29 

2 
3 
2 
3 
2 

l 
13 
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Possible Range of Scores. 1 = not working all; 2 = (working) somewhat; 3= (working) well; 
4=(working) very well. 
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The symptom management effectiveness means at T-1 were as follows: pam 

(RBS=6) had a 2.0 effectiveness mean, mood (RBS=5) had a 2.4 effectiveness mean, bladder 

problems (RBS=l l) had a 2.6 effectiveness mean and activity level (RBS=36) had a 2.5 self-

rated symptom management effectiveness mean. The over all mean for RBS (N=58) was 

2.4 effectiveness. Figure 2 portrays this analysis. Measures of dispersion are shown in Table 

4. 

Data Analysis: Self-Rated Patterns of Change in Symptom 

Management Strategies Over Time 

Lamb's Symptom Management Questionnaire was used to answer question four, 

"What pattern of change is exhibited in symptom management strategies over time?" A 

simple frequency listing of symptom management strategies used by subjects at T-2 resulted 

in the identification of eleven symptom management strategy clusters (Table 2). Medication 

clusters were only present in three of the symptom categories. At T-1 mood had three 

strategies listed under medication; at T-2 no strategies were listed. Pain and bladder 

problems had no change in the number of medication strategies used and activity level 

medication strategies increased from five at T-1 to eight at T-2. In the exercise clusters, 

bladder problems showed no change, continuing to list two strategies, but activity level 

I 

exercise strategies decreased from 16 at T-1 to 10 at T-2. 



Figure 2. 

Legend: 

T-1 Mean Effectiveness Symptom Management Strategy Scores 

3.5 
3.4 
3.3 
3.2 
3.1 
3.0 
2.9 
2.8 
2.7 
2.6 
2.5 
2.4 
2.3 
2.2 
2.1 
2.0 
1.9 
1.8 
1.7 
1.6 
1.5 

2.5 
\ \\\ \\\ \\\ \\ \ \\ \\ \ 
\\\\\\\\ \\\ \ \\ \ \ \ \ 
\ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ 
\\\ \\ \ \\\ \\\\ \ \\ \ \ 
\\ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ 
\\\ \\\\\\ \\\ \\ \ \\ \ 
\ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ 
\ \\ \ \\ \ \ \\ \ \ \ \ \ \ \ \ 
\\ \ \\ \ \\\ \ \ \ \\ \ \\ \ 
\ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ 
\ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ \ 

Activity 
Level 

2.6 
\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ 2.0 
\\\\\\\\\\\\\\\ \\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ \\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ \\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ \\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ \\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\ \\\\\\\\\\\\\\\\ 

Bladder Pain 
Problems 

How well are these strategies working for you? 

2.4 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 
\\\\\\\\\\\\\\\\\ 

Mood 

1 = not working at all; 2 = somewhat; 3 = well; 4 = very well 

61 



Table 4. 

Symptom 
Category 

Pain 
(RBS=6) 

MQQd 
(RBS=5) 

A~tivit)'.: 
Level 
(RBS=36) 

Bladder 
Prnblem 
(RBS=l l) 
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Measures of Dispersion in Self-Rated Symptom Management 
Effectiveness at T-1 and at T-2 

Mean Range of Scores Mode 
T-1 T-2 T-1 T-2 Tl T2 

2.0 2.2 1-3 1-3 1,2,3 2 

2.4 2.6 2-3 1-4 2 3 

2.5 2.7 1-4 1-4 2 3 

2.6 2.6 2-4 1-4 2,3 2,3 

Possible Range of Scores: 

1 = not working at all; 2 = (working) somewhat; 3 = (working) well; 4 = (working) very well 
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change, continuing to list two strategies, but activity level exercise strategies decreased from 

16 at T-1 to 10 at T-2. 

In the remaining nine clusters, the number of strategies listed in four of the symptom 

management strategy clusters increased at T-2. Those that increased were rest, mobility 

strategies and adaptation to limitations under the activity level symptom category and 

toileting strategies under the bladder problems category. One of the clusters, diet/nutrition 

under activity level, displayed no change. Four of the symptom management strategy 

clusters showed a decrease in the number of strategies listed at T-2. The symptom category 

mood listed only one diversion strategy. The activity pacing and mobility aids clusters under 

the activity level symptom category listed fewer strategies. And under the bladder problem 

category, there was one less strategy in the fluid management cluster. 

Symptom management strategy clusters decreased from twelve at T-1 to eleven at T-

2. The changes were confined to three clusters. Mood included only one diversionary 

strategy which resulted in elimination of this as a cluster at T-2. Activity level had no 

mention of heat avoidance strategies at T-2, but added a relaxation strategy cluster. The 

"Other" symptom management strategy clusters showed a decrease in symptom management 

strategies used for pain and activity level, and an increase of one strategy each for bladder 

problems and mood. 

At T-3, only twenty percent of the total RBS had any symptom management 

strategies (N=25) listed. Symptom management clusters decreased. Pain and mood had no 
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clusters. Activity level decreased from nine symptom management clusters at T-2 to two 

clusters at T-3. Bladder problems maintained two out of four clusters. Although the number 

of responses comprised one fifth of the RBS (N=58), the T-3 data were deemed to be 

incomparable to the data collected at T-1 and T-2. The researcher did not explore this group 

further. 

Data Analysis: Symptom Management Strategy Effectiveness Over Time 

Lamb's Symptom Management Questionnaire (Appendix D) was used to answer 

question five, "How effective do individuals perceive their symptom management strategies 

over time?" At T-2 symptom management effectiveness scores were calculated by the same 
___,I 

method used at T-1. The mean scores improved for three out of four of he most frequently 

identified symptom categories. Table 4 illustrates the dispersion of these scores. 

The mean effectiveness score for activity level improved from 2.5 per RBS (N=36) 

at T-1 to 2.7 per RBS at T-2, an increase in the score of 0.2 over time. The mood category 

effectiveness score improved from a mean of 2.4 per RBS (N=5) at T-1 to a mean of 2.6 at 

T-2, an increase in the score of 0.2 over time. For the pain symptom category, RBS (N=6), 

the mean score of 2.0 at T-1 increased to a mean score of 2.2 at T-2, an increase in the 

effectiveness score of 0.2. For bladder problems, there was no change from T-1 to T-2. The 

T-2 mean of symptom management strategy effectiveness remained at 2.6 per RBS (N=l 1). 

The overall mean effectiveness score was 2.5 for all 58 RBS. Figure 3 shows the 

comparison between T-1 and T-2 mean effectiveness scores. 
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Summary 

The selection of the 38 subjects in the secondary study was described and the 

demographic characteristics were presented. The four most frequently identified symptoms 

per Lalonde's General Symptom Distress Scale were determined by frequency count. The 

top four identified symptoms, pain, mood, bladder problems, and activity level, were all used 

in this study. Content validity techniques were used to determine the validity of placement 

for 114 symptoms within the four identified symptom categories. The unit of analysis, 

reported bothersome symptoms (RBS) was defined. There were 58 RBS. A total of twelve 

symptom management clusters, plus an "Other" non-cluster category was identified at T-1. 

On a scale of 1 (low) to 4 (high), the over all self-rated mean score of symptom management 

strategy effectiveness at T-1 was 2.4. Eleven symptom management strategy clusters were 

identified over time (at T-2). A relaxation cluster was added and the heat avoidance cluster 

deleted under activity level. The diversion category was deleted under mood due to 

insufficient strategies mentioned. The over all symptom management effectiveness mean 

score at T-2 was 2.5, an increase of 0.1 in self-rated effectiveness over time. 



Figure 3. 

Legend: 
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CONCLUSIONS AND RECOMMENDATIONS 
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The value to the nursing profession of examining client-perceived symptom 

management effectiveness, especially in a community-based population, is significant 

relative to the cost and quality of health care. Client satisfaction with the effectiveness of 

their symptom management has the potential to decrease the amount and type of health care 

services used. Symptom management is an area of independent nursing practice in which 

nurses can partner with clients to provide timely intervention. However, knowledge of 

symptom management strategies and effectiveness is needed to determine a variety of 

appropriate interventions. With this perspective, the data analyzed in Chapter 4 present some 

interviewing information and raises provocative questions about symptom management 

strategy use and its perceived effectiveness. 

Major Findings and Conclusions 

The research purpose of this study was to describe client perceptions of symptom 

management effectiveness over time in individuals with multiple sclerosis (MS) living in the 

community. The study fulfilled this purpose and each research questions was answered. 

Question one will be discussed first, then questions two and four together and questions three 

and five together so comparisons between T-1 and T-2 (over time) can be made with clarity. 

In question one, the top four most frequently identified symptoms were identified by 

individuals with MS. Figure 1 shows how the symptom experience is related to reported 
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bothersome symptoms (RBS). The most frequently identified symptoms were pain, mood, 

bladder problems and activity level. The activity level and bladder problem ratings were not 

unanticipated. The prevalence of these two symptoms in the MS population is well 

documented in the literature (Kraft et al., 1986; Schapiro, 1987; Swingler & Compston, 

1992). Mood and pain were not discussed as particularly prominent symptoms in the MS 

literature (Kraft et al., 1986; Swingler & Compston, 1992), so discovering that these two 

symptom categories were in the top four most frequently identified symptoms was an 

interesting finding. This finding suggests that the significance of these two symptoms in the 

management of MS might be further explored. 

In research question two, initial symptom management strategies were examined and 

a comprehensive list of strategies compiled. Figure 1 shows how RBS are related to 

symptom management strategies. Common symptom management strategies were clustered 

if possible. Finding that the exercise symptom management strategy cluster contained the 

greatest number of strategies under activity level was not unexpected. There is support in 

the literature for this finding (Hubsky & Sears, 1992; Ponichtera-Mulcare, 1993). Neither 

was it a unexpected to note that forty percent (N=2) of reported bothersome symptoms 

(RBS) under mood involved taking anti-depressant or anti-anxiety medication, as some type 

of medication is often given for depression. However, some of the other results were thought 

provoking and will be discussed in conjunction with the findings from the fourth research 

questions so that T-1 and T-2 comparisons can be made. 



69 

An unknown treatment effect is present at T-2 due to interventions of nursing case 

management with part of the primary study subjects. These interventions may influence the 

results of question four, changes in symptom management strategies over time, and question 

five, the mean self-rated symptom management effectiveness over time. The primary study 

data available to the researcher did not provide sufficient information on the number of nurse 

case manger visits on the amount of time spent on symptom management strategies. 

Therefore, exposure of some subjects to nursing case management is likely to have 

confounded the data to an unknown extent. 

Question four related to pattern of change in symptom management strategies over 

time. To describe pattern of symptom management change over time, a comprehensive list 

of symptom management strategies was compiled and common strategies clustered. The 

number of strategies in a symptom management strategy cluster at T-2 was compared to the 

number of strategies in each cluster at T-1. The decrease in the number of strategies at T-2 

was not anticipated as the researcher thought that discussing frequently identified symptoms, 

symptom management strategies and their effectiveness at T-1 would have stimulated an 

increase in use of strategies. 

An examination of Schapiro's (1987) definitive book, Symptom Mana2ement in 

Multiple Sclerosis, raised the question of whether or not more specific symptom 

management strategies could have been used in some cases. For example, Schapiro (1987) 

states that many bladder symptoms can be managed with medication after correct diagnosis 
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of the type of bladder problems is made. In this study, only three out of eleven RBS listed 

in the bladder problems category were being treated with medication at T-1. This number 

decreased to two RBS being treated with medication, other than antibiotics, at T-2. This is 

an interesting finding since one of Schapiro's primary recommendations for bladder problems 

is medication. The researcher wonders if the apparent lack of treatment of bladder problems 

with medication was related to the data collection procedure. The data collection procedure 

for symptom management strategies in the primary study consisted of the question "What 

are you doing to deal with (name of symptom)?" This was a self-report question with no 

specific symptom management check list and no prompting from the interviewer. Another 

possibility was that individuals are not used to thinking about specific symptom management 

strategies and may take many strategies they employ for granted. 

Another example of using non-specific symptom management strategies became 

apparent examining the clusters of methods to mange physical activity symptoms. Schapiro 

suggested strategies of energy conservation for weakness, and the use of medications to 

ameliorate spasticity and tremors. He also advocated balancing rest with activity for fatigue, 

a strategy supported by Hubsky and Sears (1992). In the secondary study, the activity level 

contained 36 RBS. In the symptom management strategy clusters activity-pacing strategies 

were mentioned only six times at T-1 and five times at T-2. Rest strategies were mentioned 

only eight times at T-1, increasing to nine times at T-2. Medication strategies possibly 

specific to treatment of spasticity and tremors were only mentioned four times at T-1 and 
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five times at T-2. Use of strategies specific to a particular RBS appeared to be less than 

ideal. 

The researcher had several thoughts on the apparent use of non-specific symptom 

management strategies. One thought was that individuals were not getting optimal treatment 

for specific symptoms. Another thought was that a subject's recall of specific symptom 

management strategies was less than ideal. Finally, the researcher realized that the secondary 

study did not specifically examine RBS for the appropriateness of symptom management 

strategies employed. 

Based on the data analysis, other questions were raised about the comprehensiveness 

of symptom management strategies. Though diversion strategies to elevate mood were listed 

to mange RBS at T-1, counseling was not mentioned at all. At T-2, diversionary strategies 

decreased to one mention, while counseling was mentioned once. Exercise is a known mood 

elevator, but exercise was not mentioned as a RBS strategy under mood at T-1 or T-2. 

Relaxation techniques which have proven helpful in pain management, were only marginally 

mentioned under RBS strategies for pain at T-1 and T-2. T-1 strategies were limited 

to"ignore pain-disconnect from mind" and "concentrate on making them (headaches) go 

away," both mentioned by the same person. T-2 strategies were identified as "mental 

attitude" and "think them (headaches) away." 

Since stress can increase weakness (Schapiro 1987), the learning of relaxation 

techniques can be an important strategy for those who are bothered by a decrease in activity 
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level. Use ofrelaxation was mentioned only once under activity level at T-1, and vaguely 

as "talking about it (relaxing) - get mind in right place." At T-2, a small relaxation strategy 

cluster was formed, listing "relaxation therapy" and "meditation each day or yoga" as 

strategies. 

A list of 289 symptom management strategies were compiled as part of the data 

analysis. These strategies were placed under the most frequently identified symptom 

category as designated by the subject i.e, symptom management strategies listed by subjects 

to manage pain were listed under pain management techniques. Then, strategies were sorted 

into clusters when possible. Though some of the strategies were repetitive, this list provides 

a symptom management resource for nurses working with multiple sclerosis clients. 

The paucity of symptom management strategies raised the question of whether 

individuals were using more strategies than they reported and if so, why individuals were not 

reporting the strategies they used. The literature offers several possible explanations. One 

explanation is that people who have chronic stable symptoms may become accustomed to 

them (Leventhal, et al., 1982) and may not think of reporting strategies for managing these 

symptoms. 

A second possible explanation for the dearth of symptom management strategies and 

one which would explain why strategies decreased while self-rated effectiveness increased 

at T-2 is trial and error learning. Trial and error learning is a problem solving skill. As 

different symptom management strategies are tried, the effectiveness of each strategy is 
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evaluated. Successful strategies are retained and ineffective strategies discarded. Braden 

(1992) states that more research needs to be done on the role of trial and error learning and 

chronic disease management. Unfortunately, the data available for the secondary study was 

not sufficient to explore this theoretical explanation further. 

A third explanation for the limited number of symptom management strategies 

reported revolves around use of a cognitive evaluation operation (CEO) to appraise the 

intensity of symptoms and the effectiveness of symptom management strategies. The 

accuracy of the CEO depends on the individual's past experience to guide current symptom 

recognition and management (Cameron, et al., 1993; Leventhal et al., 1982). Braden (1992; 

1993a; 1993b) incorporates a related concept, cognitive reframing, under enabling skills in 

her self-help model. She defines enabling skills as " ... one's perceived ability to manage 

adversity" (1992, p. 106) with a focus on problem solving, cognitive reframing and belief in 

self. Braden describes cognitive reframing as the ability to change thinking and feelings, and 

as diversion strategies. The success of managing chronic illness more effectively by 

increasing enabling skills, self-efficacy and self-worth is supported by the research Braden 

has done on community-based classes (1992; 1993a; 1993b). Inadequate or incorrect 

knowledge can result in an invalid CEO. Inability to cognitively reframe an event can inhibit 

a positive coping response. Both of these cognitive processes can result in a lack of 

symptom management strategies and merit further investigation. 
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Another approach to evaluating the decrease in symptom management strategies T-2 

is to examine the possibility of learned helplessness. Braden addresses this aspect of chronic 

illness in her self-help model (1993b). Learned helplessness is one response to uncertainty 

in a chronic illness situation. There is often a concurrent increase in dependency that 

accompanies this uncertainty. Both these responses to an individual's perceptions in a 

change in the illness pattern or a decrease in symptom management effectiveness can 

undermine enabling skills (Braden 1993b ). 

As shown in Figure 1, symptom management strategies and self-reported 

effectiveness outcomes were related. Research questions three and five address self-rated 

symptom management effectiveness. The T-1 overall effectiveness mean score was 2.4 for 

58 RBS. At T-2 the overall effectiveness mean score was 2.5 for 58 RBS, an increase in the 

mean score of 0.1 over time. The minimal rise in symptom management effectiveness at T-2 

and the number of RBS identified in the secondary study (N=58) did not provide enough 

information to make further judgements on the effectiveness of symptom management 

strategies over time. 

Limitations 

There were several methodological limitations which hampered the potential scope 

of the secondary study. One limitation was the homogeneity of the convenience sample used 

in the primary study. Another limitation was the smaller number of individuals involved in 

the secondary study (N=38). In descriptive studies, quantitatively derived data are more 
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likely to be representative when samples are larger. A third limitation was the use of data 

from a study which was designed to answer other research questions and was not focused on 

symptom management strategies and their effectiveness. A fourth limitation was a study 

design issue which did not adequately consider the impact on the data analysis of combing 

the nurse case managed and the control groups. A fifth methodological limitation was the 

inability to break down the broad activity level category (N=36) into more definitive 

subcategories such as mobility, coordination, or fatigue. Though RBS in these subcategories 

were small, having symptoms broken out of the broad activity level category would allow 

for matching of strategies to relieve the RBS with those strategies described in the literature 

as being effective. 

Generalizability 

The generalizability of this study is limited due to several factors: (a) homogeneity 

of the convenience sample and (b) the lack of representativeness of a small sample size. 

Therefore, the researcher suggests that this descriptive study be regarded as a pilot, preparing 

the way for more definitive research in the future. 

Implications of Findings for Nursing Knowledge, Theory and Practice 

The research findings hold several implications for nursing. Since relief from 

uncomfortable symptoms are a major reason people seek health care (Cameron, Leventhal 

& Leventhal 1993; UCSF, 1994), this study has promoted an increased awareness of the 

importance of assessing symptom management strategies and the effectiveness of those 
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strategies over time in one clinically significant population, those person living with 

multiple sclerosis (MS). Increased awareness is particularly important when dealing with 

a chronically ill population as these individuals are often dependent on effective symptom 

management strategies to help them remain as fully functional as possible. 

A second implication is that clients may not be aware of the symptom management 

knowledge they have or may not realize all they are doing to manage their symptoms. On 

an average, MS clients in the secondary study could only identify two or three symptom 

management strategies when asked. Yet seventy-one percent of the subjects (N=27) had 

attended one or more classes on MS or had been part of a MS support group. An explanation 

of this lack of verbalized strategies might be due to use of trial and error learning which 

could have decreases symptom management reporting. Another possibility might be due to 

a lack of cognitive skills. Nurses are able to help clients explore the cognitive aspects of 

symptom management. However, both trial and error learning and the role of cognitive skills 

in symptom management need further investigation and application in the clinical setting,. 

Another implication for nursing is related to the importance of symptom management 

as an area of independent nursing practice. Symptom management is frequently an area of 

practice in which nurses can apply nursing knowledge independent of other health-related 

disciplines. Nurses may need to more fully explore a variety of both conventional and 

alternative symptom management strategies to broaden the repertoire of strategies they off er 

their chronically ill clients in the community. 
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Finally, nurses might choose to validate the findings of this study by making 

intentional and thoughtful observations in clinical practice. That is, when interacting with 

MS clients, nurses might follow up on past symptom management strategies the client is not 

currently using, nurses might evaluate current symptom management strategies for 

effectiveness, or nurses might augment their symptom management strategies from the list 

compiled for this study. 

Recommendations for Further Research 

Replication of the secondary study per se is not warranted due to methodological 

limitations imposed by the available data. Instead, the researcher's recommendation is to 

build on the knowledge obtained in this study to design a new study offering greater depth 

and flexibility. Specific suggestions for doing this include: (a) design a study which would 

allow for increased generalizabilty; (b) conduct a pilot study to determine where 

development of symptom sub classifications might be useful; ( c) create a check list and 

specifically ask about symptom management strategies common in the literature or in the 

popular press; ( d) deal with individual symptom management strategies; ( e) rate each 

individual symptom management strategy for effectiveness; (f) focus on clarification of 

vague strategies, i.e., "pain reduction;" and (g) follow up on all symptom management 

strategies mentioned during previous assessments, a potentially rich source of data which 

may help nurses assess effectiveness of strategies and then alter their methods of teaching 

some of the strategies. 
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Summary 

The purpose of this study was to describe perceptions of self-rated symptom 

management effectiveness over time in multiple sclerosis clients living in the community. 

The findings have produced anticipated results in several areas but have also raised some 

new questions. 

Of the top four most frequently identified symptoms, bladder and activity level were 

expected based on the literature, but pain and mood were not expected. The lack of variety 

in some symptom management strategies used by clients was particularly noticeable because 

several rarely used strategies in this study, such as relaxation to decrease pain or counseling 

for mood, have been discussed frequently in the popular press. The decrease in the number 

of symptom management strategies over time was another noteworthy finding. The minimal 

increase in the mean self-rated effectiveness, from 2.4 at T-1 to 2.5 at T-2 did not provide 

enough information to make further judgements on the effectiveness of symptom 

management strategies over time. 

The methodological limitations have been discussed and recommendations made for 

further study. The implications for nursing focus on an increased awareness of the 

importance of assessing symptom management strategies and their effectiveness, and the 

importance of symptom management as an area of independent nursing practice. 

Suggestions for further research have been given. 
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The significance of this secondary study lies in its clarification of the components 

necessary to more comprehensively examine symptom management strategy effectiveness 

and the establishment of guidelines for further research in this important area of nursing 

practice. 
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THE UNIVERSITY Of 

Human Subject Committee 
November 8, 1990 

ARIZONA 
HEALTH SCIENCES (£NT!.R 

Gerri Lamb, Ph.D. 
Clinical Director for Research 
Carondelet St. Mary's Hospital 
1601 West St. Mary's Road 
Tucson, Arizona 85745 

and Health center 

1690 N. Warren (Bldg. 526Bl 
Tucson. ArizoN 85724 
(602) 626-0721 or 626-i57S 

RE: HSC .~90. 171 COMPREHENSIVE CASE MANAGEMENT FOR INDIVIDUALS 

WITH PROGRESSIVE FORMS OF MULTIPLE SCLEROSIS 

Dear Dr. Lamb: 

We received your revised consent fonn for your above referenced 

project. The procedures to be followed in this study pose no more 

than minimal risk to participating subjects. Regulations issued 

by the u. s. Department of Health and Human Services (45 CFR Part 

46.llO(b)] authorize approval of this type project through 

expedited review procedures, with the condition(s) that subjects' 

anonymity be maintained. Al though ful.l Cammi ttee review is not 

required, a brief summary of the project procedures is submitted 

to the Cammi ttee for their endorsement and/ or comment, if any, 

after administrative approval is granted. This project is approved 

for a period of one year effective 8 November 1990. 

The Human Subjects Committee (Institutional Review Soard) of the 

University of Arizona has a current assurance of compliance, number 

M-1233, which is on file with the Department of Health and Human 

Services and covers this activity. 

Approval is granted with the understanding that no further changes 

or additions will be made either to the procedures followed or to 

the consent fonn(s) used (copies of which we have on file) without 

the knowledge and approval of the Human Subjects Committee and· your 

College or Departmental Review Committee. Any research related 

physical or psychological harm to any subject must also be reported 

to each committee. 

A university policy requires that all signed subject consent forms 

be kept in a pennanent file in an area designated for that purpose 

by the Department Head or Comparable authority. This will assure 

their accessibility in the event that university officials require 

the infonnation and the principal investigator is unavailable for 

some reason. 

Sincerely, 

liiJI~~~ 
William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:rs 
c~· Departmental/College Review Committee 
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Humm Sub je-::-r Co mrr.it tc-e ARIZONA 
H£AL.TH SClf.NCES G."lITR 

~-= 
i69J N. 'N..,·Tt."T\ (Bld g.. 526B) 
T uc;on, Anzotu 85724 

April 12, 1991 

Ger=i Lamb, Ph.D. 
Clinical Director for Research 

Carondelet St. Mary's Hospital and Healt..~ Center 

1601 West St. Mary's Road 
Tucson, Arizona 85745 

( 602] 626-o 721 or 62.b-7S7S 

RE: RSC A90. l71 COMPREHENSIVE CASE MANAGEMENT FOR INDrTIDUALS WITH 

PROG.RESSrvE FORMS OF MULTIPLE SCLEROSIS 

Dear Dr. Lamb: 

We received your 1 April 1991 let~er concer~ing your above 

referenced project. Procedural change involves use of a wri~~en 

disclaimer, signed by those interested in par~ici;:ating in a 

resource-sharing and/or exercise group, which states ~~at his/her 

name is to be shared with other group members for the pur?cses of 

t~is participa ':ion only. Approval for this change is granted 

effective 12 April 19 9 1. 

The Human Subjects Committee (Institutional Review 3card) of the 

University of Arizona has a cur=ent assurance of compliance, number 

M-12JJ, which is on file with the Department of Healt.:1 and ~um.an 

Services and covers this activity. 

Approval is granted with the understanding that no fur-~~er changes 

or additions will be made either to t..~e procedures followed or to 

the consent for.n(s) used (copies of which we have on file) without 

the knowledge and approval of the Human Subjects Commi~~ee and your 

Ccllege or Departmental Review Committee. Any research related 

physical or psychological har.n to any subject must also b~ re9or"':ed 

to each commit~ee. 

A university policy requires that all signed subject c~nsent forms 

be kept in a permanent file in an area designated for that purpose 

by the Depart~ent Head or com~arable authority. This will assure 

their accessibility in the event that university off:cials require 

the information and the principal investigator is unavailable for 

some reason. 

Sincerely yours, 

L,J.jL..,:.~ 
William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:rs 

cc: Depart~ental/Co~lege Review Committee 
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ID ____ _ 
Date ____ _ 

Interview 1 2 3 
Interviewer Code __ _ 

DEMOGRAPHIC FORM 

Age: 

Sex: Male Female 

Marital Status: 1. Married 
2. Cohabitating 
3. Separated 
4. Divorced 
5. Widowed 
6. Single 

Ethnic Origin: 1. White 
2. Hispanic 
3. Black 
4. Native American 
5. Other 

Education: 1. 8th grade or less 
2. Some high school 
3. High school graduate 
4. Trade/business school 
5. Some college 
6. College graduate 
7. Graduate or 

professional degree 

Gross Family 1. Below$ 5,000 

Income: 2. $5,000 - $9,999 
3. $10,000 - $14,999 
4. $15,000 - $19,999 
5. $20,000 - $24,999 
6. $25,000 - $29,999 
7. $30,000 and above 



Demographic Information ( continued) 

Health Insurance: 

Dwelling: 

Who lives with 
you at the 
present time: 

Have you ever held a job? 
(1-Yes, 2-No) 

1. 
2. 
3. 
4. 
5. 
6. 

1. 
2. 
3. 
4. 
5. 

1. 
2. 
3. 
4. 
5. 
6. 
7. 

Blue Cross/Blue Shield 
Medicare 
HMO 
AHCCCS 
No insurance 
Other (specify) 

Private home 
Apartment 
Boarding home 
Supervised Care Facility 
Other (specify) 

Spouse 
Children 
Parent(s) 
Brother(s) and/or sister(s) 
Other relative(s) 
Friend(s) 
Live alone 
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ID ___ _ 
Date ____ _ 

Interview 1 2 3 
Interviewer Code __ _ 

What is your 
current employment 
status? 

1. Employed outside the home 
2. Homebound employment 

3. Homemaker 
4. Sheltered Workshop 

5. Volunteer work 
6. Retired 
7. Unemployed 
8. Student or trainee 

(If employed) -What kind of work do you do? 
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ID ____ _ 

Date ____ _ 

Interview 1 2 3 

Interviewer Code __ _ 

Demographic Information ( continued) 

Illness Related Information: 

When did you have your first symptoms of MS? 

(month) (year) 

When were you first diagnosed as having MS? 

(month) (year) 

When was your last attack? 

(month) (year) 

Chronic Illness: (Other than MS) Year Diagnosed 

1. 

2. 

3. 

4. 

5. 

Attended groups and/or classes related to Multiple Sclerosis 

YES NO 

If yes, program and month and year of attendance 
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APPENDIXC 

THE LALONDE GENERAL SYMPTOM DISTRESS SCALE 
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ID ____ _ 

Date ____ _ 

Interview 2 3 
Interviewer Code 

SYMPTOM MANAGEMENT 

CIRCLE THE SYMPTOMS THE CLIENT SAYS HA VE BEEN THE MOST BOTHERSOME TO HIM OR 

HER WITHIN THE PAST MONTH (MAXIMUM OF FOUR SYMPTOMS) 

SYMPTOMS 

Pain Nausea/Vomiting 

Cough Respiratory 

Speech Problems 

Difficulties 
(shortness of 
breath, congestion) 

( difficulty speaking, 
swallowing, making 
yourself understood) 

(WRITE IN CIRCLED SYMPTOMS 

FOR EACH SYMPTOM ASK 

"Are you currently taking a medication for your 

(name of symptom) or taking any actions for it?" 

"In the past 3 days, has your (name of symptom) 

been a problem for you?" 
(IF YES) (IF NO» STOP, FINAL 

SCORE = 1. GO TO NEXT 
SYMPTOM) 

"Can your (name of symptom) be easily ignored? 

(IF YES) (IF NO » STOP, FINAL 
SCORE = 2. GO TO NEXT 
SYMPTOM) 

"In a 24-hour period, does your (name of 

symptom) bother you less_ than one-half of the 

time you are awake or more _ than one-half of 

the time you are awake?" (Check the appropriate 

line. If exactly one-half of the time, consider as 

more than one-half of the time). 
(IF LESS THAN ONE-HALF OF THE TIME, 

FINAL SCORE= 3. IF ONE-HALF THE TIME 

OR MORE THAN ONE-HALF THE TIME, 

FINAL SCORE = 4. 
GO TO NEXT SYMPTOM 

FINAL SCORE EACH COLUMN 

Bowel Problems 
(diarrhea, 
constipation, 
incontinence) 
Swelling/Fluid 
Retention 

Mood 
(anxiety, 
depression) 

COL 1 COL2 

Urinary/Bladder 
Problems 
(Retention, 
incontinence) 

Skin Problems 
(raw areas, 
rashes, sores, 
open wounds, itching) 

Activity Level 
( weakness, lack 
of coordination 
lack of endurance) 

COL3 COL4 
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APPENDIXD 

LAMB'S SYMPTOM MANAGEMENT QUESTIONNAIRE 



SYMPTOM MANAGEMENT 

Symptom# 1: 

What are you currently doing to deal with (name of symptom)? 

(List all responses) 

How well are these strategies working for you? 

Very 
Well 
(4) 

Symptom# 2: 

Well 

(3) 

Somewhat 

(2) 

What are you currently doing to deal with (name of symptom)? 

(List all responses) 

How well are these strategies working for you? 

Very 
Well 
(4) 

Well 

(3) 

Somewhat 

(2) 
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ID ___ _ 
Date ____ _ 

Interview 2 3 

Interviewer Code 

Not Working 
at All 
(1) 

Not Working 
at All 
(1) 
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QUESTIONS ASKED OF NURSE CASE MANAGED 

SUBJECTS AT INTERVIEW TIME TWO AND 

TIME THREE FROM COMPREHENSIVE CASE 

MANAGEMENT OF INDIVIDUALS WITH PROGRESSIVE MULTIPLE 

SCLEROSIS: AN EXPERIMENTAL STUDY 
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ID __ _ 

INT CLIENT NCM/SW 
TIME 2 3 
DATE __ _ 

INTERVIEWER AC G L 

INTERVIEW QUESTIONS 

1. Have you seen any changes in yourself, in your life in the past 6 months? 

2. What has made the difference? 

3. Do you feel that NCM/SW has played a part in this? How? (Ask about what he/She 

did with NCM/SW) 

4. On a scale of 1-10, (1 being the lowest and 10 being the highest), to what extent has 

the NCM/SW played a part in the changes? 

Note: Complete separate forms for clients and for NCM/SW Separate answers for NCM & 

SW - can do on back of same form 
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DATE: 

TO: 

FROM: 

RE: 

16 April 1997 

Jean Davis, PhD, RN 
Director of Bio behavioral Research 

Elisabeth Merriman RN, Graduate Student 

927 E. 7th Street 
Tucson, AZ 85719 
(520) 623-4828 

Human Subjects Approval for Secondary Data Analysis 

I am requesting human subject approval to conduct a secondary analysis of data. 
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Enclosed is a copy of the original human subject approval for a research study on 

COMPREHENSIVE CASE MANAGEMENT FOR INDIVIDUALS WITH 

PROGRESSIVE FORMS OF MULTIPLE SCLEROSIS (HSC A90. 171) initiated and 

carried out by Gerri Lamb, PhD in 1990-1991. Also enclosed is a letter giving Dr. Lamb's 

consent to Elisabeth Merriman to do a secondary analysis on the data collected for this 

research study. 

If you need any further information or have any questions, please do not hesitate to contact 

me. 



April 21, 1997 

Ms. Elisabeth Merriman 
927 East 7th Street 
Tucson, AZ 85719 

Dear Elisabeth: 

THE UNIVERSITY OF 

ARIZONA .. 
HE.ALTI-i SCIE.NCE.S CENTER 

!4~ ~ 
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1105 N. Mar tin 
110 Box 210203 
Tucson,,\ Z 8572 1-0201 
('120) h26-6 154 

Your request to complete a secondary analysis of the data collected by Gerri Lamb 
has been approved by the Office of Nursing Research . 

We wish you success with your research. 

Sincerely, 

Jean Davis, PhD, RN 
Director of Biobehavioral Research 

JD/sl 

cc: Gerri Lamb 
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INTERRATERJUDGEMENT 

FOR MULTIPLE SCLEROSIS SYMPTOM MANAGEMENT STUDY 

I would appreciate your assistance in providing content validity for my thesis. 

1. Please read down the list of symptoms in the left hand column on each page. 

2. Mark each symptom in the most appropriate of the nine categories to the right of the 

symptom columns. 

3. Each symptom must be categorized only once. 

The rating takes about 20 minutes. 

I would appreciate your input by Friday, 2/14/97 if humanly possible. 

Thank you. 

Elisabeth Merriman. 



Symptoms 

Weakness 

Abdominal Fullness 

Dizziness 

Back Pain 

Swollen Feet 

Bowel Urgency 

Shoulder Pain 

Hip Pain 

Head Shaking 

Incontinent Bladder 

Incontinent Bowel 

Depression 

Tremors 

Mood Swings 

Fatigue 

Numb Hands 

Leg Drags 

Double Vision 

Balance 

Can't Move as Well 

Emotional Upset 

Constipation 

Headaches 

Unsteady on Feet 

Difficulty Focusing 

Heat Saps Energy 

Blurred Vision 

INTERRA TER RELIABILITY 

NON-ACITIVTY 

Mood Pain Bladder Fatigue Balance Weakness 

98 

ACTIVITY 

Coordination Mobility NA 



NON-ACTIVITY ACTIVITY 
99 

Symptoms Mood Pain Bladder Fatigue Balance Weakness Coordination Mobility NA 

Arm Paralyzed 

Gait Stiffness 

Urinary Urgency 

Limited Mobility 

Speech Slurred 

Find Motor Control 

Heat Intolerence 

Sexual Function 

Muscle Pain 

Erratic Moods 

Falls 

Breathlessness 

Cognitive Problem 

Leg Weakness 

Pain-Legs Arms, 
Back 

Abdomen Pain 

Leg-No Weight 
Bearing 

Cramping in Legs 

Legs Locking 

Difficulity Writing 

Difficulty Moving 
Legs 

Shaking Leg 

Decreased Leg 
Flexible 

Double Vision 

Memory Loss . 

Discouragement 

Attitude Change 

Cardiac Symptoms 



NON-ACTIVITY ACTIVITY 100 

Symptoms Mood Pain Bladder Fatigue Balance Weakness Coordination Mobility NA 

Urinary 
Incontinence 

Personal Relations 

Inability to Get Up 

Spasticity 

Lack of 
Coordination 

Slowed Mental 
Reactions 

Energy Level 

Interpreting Needs to 
Others 

Joint Pain 

Numb Face 

Unable to Walk 

Constipation 

Unable to Swallow 

Hand Tremor 

Tired 

Bladder Control 

Pain/Numb in Leg 

Insomnia 

Shooting/Heat in 
Back 

Speech Problems 

Memory 

Clumsiness 

Stress 

Emotional Overload 

Stumble, Drool 

Emotional 
Devastation 



NON-ACTIVITY ACTIVITY 
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Symptoms Mood Pain Bladder Fatigue Balance Weakness Coordination Mobility NA 

Difficulty Relaxing 

Heat Intolerance 

Foot Hot 

Thick Mucous 

Decreased Mobility 

Urinary Urgency 

Decreased Balance 

Leg/Arm Numb 

No Sex 

Isolation 

Frustration 

Leg Stiffness 

Tingling in Hands 

Eyes Dancing 

Tremors Spasticity 

Unsetady on Feet 

Pain in Head 

Restless Legs 

Cramps in Feet 

Difficult Orgasms 

Relations with 
Spouse 

Stamina 

Self-Care 

STMI 

Fatigue 

Difficulty Focusing 

Loneliness 

Exacerbation of 
Diesase 



NON-ACTIVITY ACTIVITY 
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Symptoms Mood Pain Bladder Fatigue Balance Weakness Coordination Mobility NA 

Lack of Energy 

Tryring to come to 
Terms 

UTI 

Walking Worse 

Chronic Tiredness 

Slurred Speech 

Poor Vision 

Can't Write 

Nausea & vomiting 

Loss of Leg Strength 

Bladder Leaking 

Back Pain 

Impotence 

Paralysis 

Scalp Pain 

Weakness 

Muscle Weakness 

Memory Loss 

Frustration Unable 
to Walk 

Explaining to People 

Limited Leg 
Mobility 

Involuntary Muscle 
Movement 

Heat Increases 
Fatigue 

Sense of Fluid 
Fullness 

No Bowel Control 

Laryngitis 



NON-ACTIVITY ACTIVITY 
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Symptoms Mood Pain Bladder Fatigue Balance Weakness Coordination Mobility NA 

Waist Down Buring 

Can't Walk 

Legs Tight 

Crawlings Head to 
Toe 

Tremors Post PT 

Urinary Burning 

Kidneys Hurting 

Losing Sight 

Burning, Sore 
Kidneys & Ribs 

Stress Incontinence 

Cough 

Worried, Depressed 

Frustration with 
Limitations 

Trouble Walking 

Tired 

Twitching 

Being Only one with 
Cane 

W IC Transfer 
Difficulties 

Skin Growth on 
Buttocks 

Speech too Fast 

Frustration at 
lnabilty for Self-
Care 

Angry 

Immobility 

Bed Sores 

Allergies 

Facial Pain 



NON-ACTIVITY ACTIVITY 
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Symptoms Mood Pain Bladder Fatigue Balance Weakness Coordination Mobility NA 

Weakness in Arms 

Hemorrhoids 

Dental Sensitivity 

Phlegm 

Gaining Weight 
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APPENDIXH 

SYMPTOM MANAGEMENT STRATEGY LISTS 



T-1 PAIN SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
(Common descriptors - medication/name of medication) 

Pain medication 
Ibuprofen 
Muscle relaxants 
Valium 

Other Strategies 
TNS unit 
Pain reduction ( unspecified) 
Heating pad 
Ignore pain - Disconnect from mind 

Concentrate on making them (headaches) go away 

Stay active 
Vitamin B & C intake 
Exercises 
Lie flat on back 
Stay calm 
Haven't figured anything [to do] yet 

T-2 PAIN SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
(Common descriptors - medication/medication names) 

Tylenol 
Ibuprofen 
Pain pills - DemerolN alium/anti-inflammatories 

Muscle relaxants 

Other Strategies 
Keep leg up 
Mental attitude 
Think them (headaches) away 
Massage 
TNS unit 
Sleeps sitting up 
Nothing* 

T-3 PAIN SYMPTOM MANAGEMENT TECHNIQUES 

There is nothing (to do); Tylenol is no help 

*Nothing was regarded as a symptom management strategy. 
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T-1 MOOD SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
(Common descriptors - medication/medication name) 

Limbitrol 
Imipramine 

Diversion Strategies 
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(Common descriptors - words or phrases related to distracting attention from one's self or 

one's condition) 
Try to stay busy 
Keeps busy 
Not spending too much time alone 
Try to do something else - try not to think about me 

Looking out the windows 
Got a dog 

Other Strategies 
Still attempts to do things 
Not giving in 
Have family move in 
Moved to a bright climate 
Dump on boyfriend - he's a listener 
Lose temper 
Cry 

T-2 MOOD SYMPTOM MANAGEMENT TECHNIQUES 

Other Strategies 
Tom Beall (has counseling and consulting service) 

Doing as much as I can 
Accepting limitations 
Doing nothing - don't know what to do 
Change subject 
Do/think of something that brings me pleasure 

Don't take any nonsense 
Fly off the handle when rights/actions impeded 

T-3 MOOD SYMPTOM MANAGEMENT TECHNIQUES 

Thinking about counseling 



T-1 BLADDER SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
( Common descriptors - medication/medication name) 

Take medication (N=2) 
Ditropan 

Fluid Management Strategies 
(Common descriptors - fluid/liquid) 

Limits fluid intake (N=4) 
Controls fluid intake 
Limits fluids before going out 
Drinks more fluids 

Toileting Strategies 
(Common descriptors - void/bathroom/toilet) 

Tries to use bathroom frequently 

Tries to void frequently 
Regular voiding schedule 
Uses a variety of bathroom facilities around town 

Tries not to postpone voiding 

Exercise Strategies 
(Common descriptor - exercise) 

Exercises to maintain strength to get on/off toilet without assistance 

Kegel exercises 

T-2 BLADDER SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
On Cipro 
Medication 
Take medication 

Fluid Management Strategies 
Monitors liquid intake to maintain normal amount 

Controls time of fluid intake 
Managing fluid intake 
A void certain liquids/foods 
Limiting fluids if going out 
Limit fluids 
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Toileting Strategies 
Void at each toilet 
On a regular voiding schedule 
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Go to bathroom at routine times - approximately Q4H while awake (ifl don't forget) 

Aware of where bathrooms are 
Not postponing voiding 
Rush to bathroom 
Go to bathroom when urge is there - don't put off 

Exercise Strategies 
Exercises 
Kegel exercises 

Other Strategies 
Wears shield/Depends/pad (N=5) 
Self-cath; not often 
Checks bladder to see if full 
Rubber pads on bed 
Always investigating new ways to deal with incontinence 

Being cautious 

T-3 BLADDER SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
Medications - Urospaz/Ditropan 
Take medication 

Fluid Management Strategies 

Trying not to irritate situation with too many fluids 

Drinking more liquids 
Monitors fluids 

Other Strategies 

· Goes to bathroom regularly 
Wear Depends/heavier pads (N=2) 
Demanding assistance from doctor 
Investigating external catheters 
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T-1 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Exercise Strategies 
(Common descriptors - exercise/physical therapy/specific activities linked to exercises -

swimming, walking) 
Exercise (N=2) 
Exercise more 
Walk in am 2-3 times a week 
Stretching exercises 
Exercise - walk and exercise bike 
Starting back with exercise bike 
Standing exercises 
Swimming 
Range of motion exercises 
Exercise when sitting in wheel chair 

Hand exercises 
Physical therapy (N=2) 
Exercise bike 
Passive exercise 

Rest Strategies 
(Common descriptors - rest/lie down/sleep/bed 

Resting regularly 
Rest a lot 
Rest when tired 
Rest a short time during the day 
Lie down 
Go to bed 
Go to bed earlier 
Sleeping 

Activity - Pacing Strategies 
(Common descriptors - activity/limits/energy) 

Reducing all activities 
Monitor activities - not to over do 
Find other ways to do activities 
Substitute activities 
Try not to exceed limits - will stop if tires 

Have everybody do things for me to ensure energy 



T-1 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 
(Common descriptors - medication/medication names) 

Medication to control muscle spasticity 

Diuretic 
Take Valium 
Take 1/2 Valium or Extra-strength Tylenol 

Take medication to relax and sleep at night 

Diet/Nutrition Strategies 
(Common descriptors - diet/vitamin) 

Change diet - increase protein, Vit. E. , no red meat 

Take vitamins (Multi-vit, B, C, E, Calcium) 

Take B-12 injections w~ekly 

Using Mobility Aids Strategies 
(Common descriptors (cane/walker/crutches/brace/Amigo/wheel chair) 

Walking with aids - crutches/cane 
Walk with cane most of the time 
Use cane occasionally 
Uses Amigo at work 
Wear a brace 
Using Quad cane/walker 
Use wheel chair to go outside 
Transition in wheel chair 
Use wheel chair for support - pushes from room to room 

Use wheel chair 
Use wheel chair - doesn't walk around house 

Heat Avoidance Strategies 
(Common descriptors - hot/cool/heat) 

Stay cool - better if not too hot 
Stays out of heat 
Preplanning to avoid heat 
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T-1 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Mobility Strategies 
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(Common descriptors - words/phrases which describe ways to improve ambulation/mobility) 

Try to keep as mobile as I can 
Bend at knees 
Move slowly 
Think through all movements 
When gets stuck walking, stops and relaxes 

Watch where walking 
Careful about places I go - some easier than others 

Hold on to railing/wall/wife 
Wear Rebok tennis shoes - walks better 

Focus eyes on ground if balance bad 
Sit down 

Adaptation to Limitations Strategies 
(Common descriptors - words/phrases which describe ways to adapt to limitations imposed 

by multiple sclerosis) 
Park scooter backward by shower 
Have arrangements to work at home 
Making TV dinners 
Night light at night to prevent falls 

Other Strategies 
Talking about it (relaxing) - "Get mind in right place: 

Does as much as possible for self 
Do as much as I can 
Keep a positive attitude 
Not doing things 
Do as little as possible 
Stay off legs 
Elevating feet 
Sit on legs 
Roll on side 
Pace 
Holding head 
Doing nothing 
Kids help 
Watching TV 
Eat something - tea 
Take a bath 
Maintaining usual activities 



T-2 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Exercise Strategies 

Exercises (N=3) 
Swimming - stretching while swims 

Wheel chair exercises 
Standing exercises 
Physical therapy daily (rack) 
Back exercises 
Keep up with exercises 
Exercise - walk, stationary bike 

Rest Strategies 

Rest 
Rest a lot (N=2) 
Resting 
Lying down a lot 
Sleep 
Talking naps ten minutes to an hour daily 

Rest more 
Goes to bed when it gets bad 

Activity - Pacing Strategies 

Learning I only have certain hours 
Working with in the hours I .have 
Moving furniture once a month 
Balance rest and activity 
Pacing activities - rest during activities 
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T-2 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Medication Strategies 

Water pills 
Take Baclofen (muscle spasticity) 
Ibuprofen 
S ymmetrel - for Parkinsons X 3 days to p/u energy 
2 1/2 mg Valium or 1 Extra-strength Tylenol 
Prescription for Flexeril - up to 2 QD pm 
Takes Xanax 
Talk to Selwin about spasticity medication 

Diet/Nutrition Strategies 
Taking nutrients, vitamins 
Eat right 
Keep weight down 

Using Mobility Aids Strategies 

Using wheel chair all the time 
Spending more time in Amigo 
Getting new equipment - tripod cane 
Uses crutches occasionally for exercise 
Use PT cane 

Mobility Strategies 

Try not to sit too long 
Try to swing legs, stretch arms 
Don't sit for long periods - keep moving 
Be careful - don't go too fast; watch where you go 
Try to hang on to things 
Keep using legs as needed (no exercise program) 

Slow down 
· Concentrate (has balance problems) 
Wife accompanies when She's around 
Moving around more often in any time frame 
Walking ( along) walls 
If I fall - get up and go on 
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T-2 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Relaxation Strategies 
Relaxation therapy 
Meditation each day or yoga 

Adaptation to Limitations Strategies 
Code set up with neighbor and knockers 
Adapting in many ways - using pen differently, belt pouch for purse 

Night light to prevent falls 
Using wheel chair lift in car 
Use a cup with handle 

Other Strategies 
Overcome mobility problems with social skills 

Less structure 
Changes environment - out in car or outside daily 

Reads a lot about fitness and health 
Keep it (feet) up when I can 
Let go what I can't do 
Plan ahead for A ( assistance? from people when they're around) 

Hot towel on neck 
Keeping legs up 
For emotional part - tying to do as much as able 

Talk to neurologist about it 
Staying in house 
Get out in evening t<? store etc. 
Get people to do things for me 
Don't try things I know I can't do 
Holds head 
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T-3 ACTIVITY LEVEL SYMPTOM MANAGEMENT TECHNIQUES 

Rest Strategies 
Rest when tired 
Rest 
Go to bed - rests 
Napping 
Sleep 

Medication Strategies 
Baclofen through 1 1 /2 weeks - 1 1/2 weeks no change 

Drug therapy 
Valium pm 

Other Strategies 
Pacing activities 
Having a good schedule 
Getting better at saying no to people who want to blow schedule 

Holding head 
Try to relax more 

116 



117 

REFERENCES 

Bourdette, D. N., Prochazka, A. V., Mitchell, W., Licari, P., Burks, J., & The VA 

Multiple Sclerosis Rehabilitation Study Group (1993). Health care costs of veterans with 

multiple sclerosis: Implications for the rehabilitation of MS. Archives of Physical Medicine 

and Rehabilitation, 71(1), 26-31. 

Bowe, K. A. (1992). Case mana2ement by nurses. Kansas City: American Nurses 

Publishing. 

Braden, C. J. (1992). Description oflearned response to chronic illness: Depressed 

versus nondepressed self-help class participants. Public Health Nursin~. 9(2), 103-108. 

Braden, C. J. (1993a). Promoting a learned self-help response to chronic illness. In 

S. G. Funk, E. M. Tornquist, M. T. Champagne & R. A. Wiese (Eds.), Key aspects of carin~ 

for the chronically ill (pp. 158-169). New York: Springer. 

Braden, C. J. (1993b ). Research program on learned response to chronic illness 

experience: Self.·help model. Holistic Nursin2 Practice, 38-44. 

Browne, G. B., Arpin, K., Corey, P., Fitch, M., & Gafni, A. (1990). Individuals 

correlates of health service utilization and the cost of poor adjustment to chronic illness. 

Medical Care, 28(1), 43-58. 

Buelow, J.M. (1991). A correlational study of disabilities, stressors and coping 

methods in victims of multiple sclerosis. Journal of Neuroscience Nursin2, 23(4), 247-252. 



118 

Burggraf, V., & Barry, R. (1995). Long-term care: Providing for those with 

disability and chronic illness. Journal ofGerontolo~ical Nursin~. 21(1), 31-35. 

Bums, N., & Grove, S. K. (1987). The practice of nursing research conduct. critique, 

& utilization. Philadelphia: W. B. Saunders. 

Cameron, L., Leventhal, E. A., & Leventhal, H. (1993). Symptom representations 

and affect as determinants of care-seeking in a community-dwelling, adult sample 

population. Health Psychology, 12(3), 171-179. 

Cloonan, P.A. (1993). Managing home care. In S. G. Funk, E. M. Tornquist, M. 

T. Champagne & R. A. Wiese (Eds.), Key aspects of carin~ for the chronically ill (pp. 38-

46). New York: Springer. 

Dorland's Illustrated Medical Dictionary (26th ed.). (1985). Philadelphia: W. B. 

Saunders. 

Ethridge P. (1991). A nursing HMO: Carondelet St. Mary's experience. Nursing 

Mana2ement, 22(7), 22-27. 

Ethridge, P., & Lamb, G. S. (1989). Professional nursing case management 

improves quality, access and costs. Nursin2 Mana2ement, 20(3), 30-35. 

Funk, S. G., Tornquist, E. M., Champagne, M. T. & Weise, R. A. (1993). Caring for 

the chronically ill: From research to practice. In S. G. Funk, E. M. Tornquist, M. T. 

Champagne & R. A. Wiese (Eds.), Key aspects of carin~ for the chronically ill (pp. 3-7). 

New York: Springer. 



119 

Germino, B. (1993). clinical implications of research on caring for chronically ill 

adults and children: Where can we go from here? In S. G. Funk, E. M. Tornquist, M. T. 

Champagne & R. A. Wiese (Eds.), Kay aspects of carin~ for the chronically ill (pp. 333-337). 

New York: Springer. 

Gonder-Frederick, L. A., & cox, D. J. (1991). Symptom perception, symptom 

beliefs, and blood glucose discrimination in the self-treatment of insulin-dependent diabetes. 

In J.A. Skelton & R. T. Croyle (Eds.), Mental representation in health and illness (220-246). 

New York: Springer-Verlag. 

Gulick, E. E. (1989). Model confirmation of the MS-related symptom checklist. 

Nursin~ Research, 38(3), 147-153. 

Halper, J. (1990). The functional model in multiple sclerosis. Rehabilitation 

Nursin~. 15(2), 77-79 & 85. 

Hogue, C. C., Cullinan, S., & McConnell, E. (1993). Exercise interventions for the 

chronically ill: Review and prospects. In S. G. Funk, E. M. Tornquist, M. T. Champagne, 

& R. A. Wiese (Eds.), Key aspects of carin~ for the chronically ill (pp. 59-79). New York: 

Springer. 

Hubsky, E. P., & Sears, J. H. (1992). Fatigue in multiple sclerosis: Guidelines for 

nursing care. Rehabilitation Nursin~. 17( 4), 176-180. 



120 

Kraft, G. H., Freal, J.E., & Croyell, J. K. (1986). Disability, disease duration, and 

rehabilitation service needs in multiple sclerosis: Patient perspectives. Archives of Physical 

Medicine and Rehabilitation, 67, 164-168. 

Krippendorf, K. (180). Content analysis: An introduction to its methodolo~y. 

Beverly Hills, CA.: Age. 

Lalonde, B. (1987). The general symptom distress scale: A home care outcome 

measure. Quality Review Bulletin, 243-250. 

Lamb, G. S. (1990). Comprehensive case mana2ement for individuals with 

pro~ressive forms of multiple sclerosis: An experimental study. Unpublished interim report. 

Lamb, G. S., & Stempel, J. E. (1994). Nurse case management from the client's 

view: Growing as an insider-expert. Nursin~ Outlook, 42(1), 7-13. 

Lambert, V. A., & Lambert, C. E. (1987). Psychosocial impacts created by chronic 

illness. Nursim~ Clinics of North America, 22. 527-533. 

Leventhal, H., Nerenz, D. R., & Straus, A. (1982). Self-regulation and the 

mechanisms for symptom appraisal. In D. Mechanic (Ed.), Symptoms, illness behavior & 

help-seekin2 (pp. 55-86). New York: Prodist. 

Lorig, K. R., Mazonson, P. D., & Holman, H. R. (1993). Evidence 

suggesting that health education for self-management in patients with chronic arthritis has 

sustained health benefits while reducing health care costs. Arthritis & Rheumatism, 36( 4), 

439-446. 



121 

Lynn, M. R. (1986). Determination and quantification of content validity. Nursing 

Research, 35(6), 382-385. 

McBride, A. B. (1993). Managing chronicity: The heart of nursing care. In S. G. 

Funk, E. M. Tornquist, M. T. Champagne & R. A. Wiese (Eds.), Key aspects of caring for 

the chronically ill (pp. 8-20). New York: springer. 

Meek, P. M. (1993). The cognitive dimension of breathlessness. Unpublished 

doctoral dissertation, University of Arizona, Tucson. 

Miller, C. M., & Hens, M. (1993). Multiple sclerosis: A literature review. Journal 

of Neuroscience Nursing, 25(3), 174-179. 

Mishel, M. H. (1993). Living with chronic illness: Living with uncertainty. In S. 

G. Funk, E. M. Tornquist, M. T. Champagne & R. A. Wiese (Eds.), Key aspects of caring 

for the chronically ill (pp. 46-58). New York: springer. 

Newman, A. M. (1993). Effect of a self-help course on adaptation in people with 

arthritis. In S. G. Funk, E. M. Tornquist, M. T. Champagne & R. A. Wiese (Eds.), Key 

aspects of caring for the chronically ill (pp. 150-157). New York: Springer 

Parker, L. H., & Baer, G. R. (1986). Neurological and neuromuscular disorders. In 

K. A. Holrody & T. L. Creer (Eds.), Self management of chronic disease: Handbook of 

clinical interventions and research (pp. 415-430). New York: Academic Press. 

Ponichtera-Mulcare, J. A. (1993). Exercise and multiple sclerosis. Medicine and 

Science in Sports and Exercise, 25(4), 451-465. 



122 

Rogers, M., Riordan, J. & Swindle, D. (1991 ). Community-based nursing case 

management pays off. Nursin2 Management, 22(3), 30-34. 

Schapiro, R. T. (1987). Symptom mana2ement in multiple sclerosis. New York: 

Demos. 

Strauss, A. L. & Glaswer, B. G. (1975). Symptom control. In NEED EDS Chronic 

Illness and the quality of life (pp. 34-43). St. Louis: C. V. Mosby. 

Swingler, R. J., & Compston, DA. S. (1992). the morbidity of multiple sclerosis. 

Quarterly Journal of Medicine, New Series, 83(300), 325-337. 

Tallon, R. (1995). Devising & delivering objectives for disease state management. 

Nursin2 Mana2ement. 26(12). 22-24. 

United States Department of Health and Human Services (1993). Prevalence of 
\ . 

Selected Chronic Conditions: United States 1986-88 (vital & Health statistics: Series 10, 

182). Hyattsville, MD.: DHHS Publication. 

(UCSF) The University of California, San Francisco School of Nursing Symptom 

Management Faculty Group (1994). A model for symptom management. Ima~e. 26( 4). 272-

276. 

Use disease state management to reduce costs through prevention. (1995, August). 

American Health consultants: Case Mana~ement Advisory, 105-107. 

Walsh, A., & Walsh, P.A. (1989). Disease management: Case management's return 

to patient-centered care. Journal of Care Mana~ement. 1(4), 7-12. 



123 

Wassem, R. (1992). Self-efficacy as a predictor of adjustment to Multiple Sclerosis. 

Journal of Neuroscience Nursing, 24(4). 224-229. 

Weber, R. P. (1990). Basic content analysis (2nd ed.). Newbury Park: Sage. 

Winters, S., Jackson, P., Sims, K., & Magilvy, J. (1989). A nurse-managed multiple 

sclerosis client: Improved quality of life for persons with MS. Rehabilitation Nursing. 

14(10, 13-16 & 22. 

Wolfe, G. (1995). Case managers: The natural leaders in disease management. 

Journal of Care Management, 1(2), 8. 


	azu_td_w4a_1997_m571s_pg_001
	azu_td_w4a_1997_m571s_pg_002
	azu_td_w4a_1997_m571s_pg_003
	azu_td_w4a_1997_m571s_pg_004
	azu_td_w4a_1997_m571s_pg_005
	azu_td_w4a_1997_m571s_pg_006
	azu_td_w4a_1997_m571s_pg_007
	azu_td_w4a_1997_m571s_pg_008
	azu_td_w4a_1997_m571s_pg_009
	azu_td_w4a_1997_m571s_pg_010
	azu_td_w4a_1997_m571s_pg_011
	azu_td_w4a_1997_m571s_pg_012
	azu_td_w4a_1997_m571s_pg_013
	azu_td_w4a_1997_m571s_pg_014
	azu_td_w4a_1997_m571s_pg_015
	azu_td_w4a_1997_m571s_pg_016
	azu_td_w4a_1997_m571s_pg_017
	azu_td_w4a_1997_m571s_pg_018
	azu_td_w4a_1997_m571s_pg_019
	azu_td_w4a_1997_m571s_pg_020
	azu_td_w4a_1997_m571s_pg_021
	azu_td_w4a_1997_m571s_pg_022
	azu_td_w4a_1997_m571s_pg_023
	azu_td_w4a_1997_m571s_pg_024
	azu_td_w4a_1997_m571s_pg_025
	azu_td_w4a_1997_m571s_pg_026
	azu_td_w4a_1997_m571s_pg_027
	azu_td_w4a_1997_m571s_pg_028
	azu_td_w4a_1997_m571s_pg_029
	azu_td_w4a_1997_m571s_pg_030
	azu_td_w4a_1997_m571s_pg_031
	azu_td_w4a_1997_m571s_pg_032
	azu_td_w4a_1997_m571s_pg_033
	azu_td_w4a_1997_m571s_pg_034
	azu_td_w4a_1997_m571s_pg_035
	azu_td_w4a_1997_m571s_pg_036
	azu_td_w4a_1997_m571s_pg_037
	azu_td_w4a_1997_m571s_pg_038
	azu_td_w4a_1997_m571s_pg_039
	azu_td_w4a_1997_m571s_pg_040
	azu_td_w4a_1997_m571s_pg_041
	azu_td_w4a_1997_m571s_pg_042
	azu_td_w4a_1997_m571s_pg_043
	azu_td_w4a_1997_m571s_pg_044
	azu_td_w4a_1997_m571s_pg_045
	azu_td_w4a_1997_m571s_pg_046
	azu_td_w4a_1997_m571s_pg_047
	azu_td_w4a_1997_m571s_pg_048
	azu_td_w4a_1997_m571s_pg_049
	azu_td_w4a_1997_m571s_pg_050
	azu_td_w4a_1997_m571s_pg_051
	azu_td_w4a_1997_m571s_pg_052
	azu_td_w4a_1997_m571s_pg_053
	azu_td_w4a_1997_m571s_pg_054
	azu_td_w4a_1997_m571s_pg_055
	azu_td_w4a_1997_m571s_pg_056
	azu_td_w4a_1997_m571s_pg_057
	azu_td_w4a_1997_m571s_pg_058
	azu_td_w4a_1997_m571s_pg_059
	azu_td_w4a_1997_m571s_pg_060
	azu_td_w4a_1997_m571s_pg_061
	azu_td_w4a_1997_m571s_pg_062
	azu_td_w4a_1997_m571s_pg_063
	azu_td_w4a_1997_m571s_pg_064
	azu_td_w4a_1997_m571s_pg_065
	azu_td_w4a_1997_m571s_pg_066
	azu_td_w4a_1997_m571s_pg_067
	azu_td_w4a_1997_m571s_pg_068
	azu_td_w4a_1997_m571s_pg_069
	azu_td_w4a_1997_m571s_pg_070
	azu_td_w4a_1997_m571s_pg_071
	azu_td_w4a_1997_m571s_pg_072
	azu_td_w4a_1997_m571s_pg_073
	azu_td_w4a_1997_m571s_pg_074
	azu_td_w4a_1997_m571s_pg_075
	azu_td_w4a_1997_m571s_pg_076
	azu_td_w4a_1997_m571s_pg_077
	azu_td_w4a_1997_m571s_pg_078
	azu_td_w4a_1997_m571s_pg_079
	azu_td_w4a_1997_m571s_pg_080
	azu_td_w4a_1997_m571s_pg_081
	azu_td_w4a_1997_m571s_pg_082
	azu_td_w4a_1997_m571s_pg_083
	azu_td_w4a_1997_m571s_pg_084
	azu_td_w4a_1997_m571s_pg_085
	azu_td_w4a_1997_m571s_pg_086
	azu_td_w4a_1997_m571s_pg_087
	azu_td_w4a_1997_m571s_pg_088
	azu_td_w4a_1997_m571s_pg_089
	azu_td_w4a_1997_m571s_pg_090
	azu_td_w4a_1997_m571s_pg_091
	azu_td_w4a_1997_m571s_pg_092
	azu_td_w4a_1997_m571s_pg_093
	azu_td_w4a_1997_m571s_pg_094
	azu_td_w4a_1997_m571s_pg_095
	azu_td_w4a_1997_m571s_pg_096
	azu_td_w4a_1997_m571s_pg_097
	azu_td_w4a_1997_m571s_pg_098
	azu_td_w4a_1997_m571s_pg_099
	azu_td_w4a_1997_m571s_pg_100
	azu_td_w4a_1997_m571s_pg_101
	azu_td_w4a_1997_m571s_pg_102
	azu_td_w4a_1997_m571s_pg_103
	azu_td_w4a_1997_m571s_pg_104
	azu_td_w4a_1997_m571s_pg_105
	azu_td_w4a_1997_m571s_pg_106
	azu_td_w4a_1997_m571s_pg_107
	azu_td_w4a_1997_m571s_pg_108
	azu_td_w4a_1997_m571s_pg_109
	azu_td_w4a_1997_m571s_pg_110
	azu_td_w4a_1997_m571s_pg_111
	azu_td_w4a_1997_m571s_pg_112
	azu_td_w4a_1997_m571s_pg_113
	azu_td_w4a_1997_m571s_pg_114
	azu_td_w4a_1997_m571s_pg_115
	azu_td_w4a_1997_m571s_pg_116
	azu_td_w4a_1997_m571s_pg_117
	azu_td_w4a_1997_m571s_pg_118
	azu_td_w4a_1997_m571s_pg_119
	azu_td_w4a_1997_m571s_pg_120
	azu_td_w4a_1997_m571s_pg_121
	azu_td_w4a_1997_m571s_pg_122
	azu_td_w4a_1997_m571s_pg_123



