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MARY ELLENE BROWN 
Relationship Between Uncertainty and Coping with HIV Infection 
and AIDS 
(Under the direction of PATRICIA P. LILLIS, DSN) 

The purpose of this study was to examine the relationship 

. between the perception of uncertainty and the coping methods of 

patients with the diagnosis of HIV infection or AIDS. The 

~onceptual framework used as the basis for this study was the 

Uncertainty in Illness Theory. Major study variables and measures 

were uncertainty, measured by the Mishel Uncertainty in Illness 

Scale, and coping, measured by the Jalowiec Coping Scale. The 

convenience sample of this study i.ncluded fifty subjects with a 

diagnosis of HIV infection or AIDS. · There were Jew significant 

relationships found between the variables of uncertainty and ~he 

coping methods found in .the Jalowiec Coping Scale. The study, 

however, did show a relationship between the effectiveness of 

coping efforts and the degree of subjects participation . in religious 

activities. The coping strategy most often used and the one that 

was most effective was the use of optimism related to their 

disease. The increased religious activity may be the foundation for 

their optimism. Recommendations for future nursing . research 

were made. 
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CHAPTERI 

INTRODUCTION 

Some degree of uncertainty exists in any acute or chronic 

illness. With a diagnosis of acquired immune deficiency syndrome 

(AIDS), the uncertainty is not with the eventual outcome, but with 

how the patient will cope with the disease. Acquire_d immune 

deficiency syndrome is the final and most serious stage of Human 

Immunodeficiency Virus (HIV) disease. It is characterized by 

clinical signs and symptoms of severe immune deficiency 

(Volberding, 1991 ). Until a cure is found, health care workers must 

learn to be more alert .to the needs of these patients, not just the 

physical needs, but the emotional needs as welL People living with 

this disease face not only a devastating disease that in the end is 

terminal, but they must face the stigma of the disease, most 

frequently the fear of contagion and the homophobi~ that has grown 

since the appearance of AIDS. They face the uncertainties of their 

immediate and long term future, loss of loved ones and friends, as 

well as loss of their income, insurance, qnd sometimes even their 

homes. How ,wi_ll they, cope with these uncertainties and what can 

health care providers do to assist therri in their coping efforts? 

The relationship of perceiv~d uncertainty in illness and 

coping is, a subject that is discussed infrequently in the literature. 
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Mishel (1981) was one of the first nurse researchers to address 

this topic. Within the last fourteen years, several researchers 

have added to this body of knowledge through studies of patients 

with a variety of disease processes, both acute and chronic. 

Patients who are uncertain of their prognosis. and receive 

conflicting information regarding their illness have been shown to 

increase the use of more effective proble_m-oriented coping 

methods (Webster & Christman, 1988). People living- with HIV 

disease or AIDS face many of the same uncertainties as people 

with other chronic illnesses. In addition, they face some unique 

problems that others do not face due to the nature of the disease · 

and the fact tnat many of the people living with HIV disease are 

either intravenous drug users or gay. AIDS itself is unpredictable; · 

therefore, the patient's uncertainty regarding life is real every day. 

Will they be able to retain their independence? When will they 

become sick and who will take care of them? Will they die with 

dignity? 

Statement of Problem 

The problem investigated in this study was: Is there a 

relationship between the perceived uncertainty that is felt by · a 

patient with a diagnosis of HIV infection or AIDS and the coping 

methods used to assist them as they attempt to adjust to the 

changes occurring in their lives? 



Purpose 

The purpose of this investigation was to examine the 

relationship between uncertainty and the . coping methods of 

patients with the diagnosis. of HIV infection or AIDS. 

Research Questions 

The research questions for this study were: 

3 

1. What is the relationship between perceived uncertainty 

and the coping methods employed by patients who . have the 

diagnosis of HIV infection or AIDS? 

2. What is the relationship between the coping methods used 

and the ambiguity and complexity factors: of uncertainty in 

patients with HIV infection or AIDS? 

3. What is the relationship between the coping methods used 

and the inconsistency and unpredictability factors of 

uncertainty in patients with HIV infection or AIDS? 

4. How are age and socioeconomic status related to 

uncertainty and the coping methods used? 

Significance to Practice 

More than 230,000 cases of AIDS have been documented in the 

United States (Centers for Disease Control, 1992) and more than 

1 .5 million people are believed to be infected by the virus 

(Flaskerud & Ungvarski, 1992). No cure has been found, and the 

Centers for Disease Control (CDC) in Atlanta predict that AIDS will 

be with us until the twenty-first century (CDC, 1991 ). This poses 

serious concerns for_ those who will be caring for these patients. 

Health care workers must have a complete understanding of HIV and 
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how it affects patients both physiologically and emotionally. Of 

primary importance is knowledge of how patients with serious 

chronic disease are able to cope effectively, therefore adapt to 

their disease. Health care workers' increased knowledge of the 

concept of uncertainty and its relationship to coping wiU enable 

them to assist patients in the use of more effective coping 

methods that will promote adaptation to their disease and changing 

lifestyle. 

There are few studies in the literature regarding uncertainty 

and coping with illness. The knowledge of the relationship 

between uncertainty and coping will promote increased 

understanding of the experience of chronically ill patients, such as 

those with AIDS, and support the d,evelopment of nursing strategies 

to promote coping {Redeker, 1992). More effective coping will be 

achieved by promoting alternative behaviors when activities 

performed are ineffective or dangerous to the health and well

being of the patient (Nyamathi, 1989). Nurses need to assess 

accurately which coping methods support the health goals of the 

patient. These strategies should assist patients in the reduction of 

their stress, thereby promoting adaptatio-n and better physiological 

and psychological outcomes. 

Nurses in both hospital and community settings care for 

patients_ with HIV infection and AIDS. ·As the AIDS epidemic 

increases and survival is extended, more nurses will be needed to 

care for these patient's. According to Bennett {1993), the attitude 

that nurses have toward patients with HIV infection and AIDS 
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affects the quality of care that they give. The studies of coping 

and uncertainty found in the literature are related to both acute 

and chronic illnesses, but no studies have been done related to 

patients with HIV infection and AIDS. The knowledge gained from 

this study will h~lp those who care for these complex patients 

have a more complete understanding of their patients' needs in 

relation to the coping methods the patients· may be using to 

decrease their stress. 

Additional research needs to be done to develop and more 

fully understand the concept of uncertainty and its relationship to 

the coping behaviors of people who have acute or chronic illnesses. 

Research such as this study will assist health care workers gain 

this understanding. This increased knowledge and understanding 

will . help health care _workers to assist patients with acute or 

chronic illnesses develop more effective coping methods as the 

patients struggle with reducing the stressors in their lives. 

Conceptual Framework 

The conceptual framework used as the basis. for this study is 

the Uncertainty in Illness Theory (Mishel, 1981) (see Figure 1 ). 

Uncertainty is defined conceptua.lly as a cognitive state that 

occurs in circumstances in which· the individual is unable to set 

definite values to the event and cannot predict- the outcome 

(Yarcheski, 1988). Mishel (1988) defined uncertainty in an illness 

state as the inability to determine the meaning of an event that is 

illness-related. The patient is not able to understand or categorize 

an event because they do not have adequate cues. The Uncertainty 
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in Illness Theory explains how patients perceive illness-related 

stimuli and construct meaning from those events. If they are 

unable to understand the meaning of those events, then uncertainty 

exists (Mish el, 198.8). 

In an illness, uncertainty has four forms: (a) · ambiguity 

regarding _the illness, (b) complexity regarding treatment and 

system of care, (c) lack of information about the diagnosis and 

seriousness of the illness, and (d) unpredictability of the way the 

disease will progress (Mishel, 1988). For an event to be perceived 

as being uncertain, one of three s_ituations is operative: "(a) the 

event is not recognized, (b) is recognized but not classified, (c)' the 

event is recognized but classified incorrectly" (Mishel, 1988, p. 

228). These determinations are experienced by both acutely and 

chronically ill individuals. 

· An uncertain event must be appraised before it can be seen· as 

a danger or as an opportunity. This appraisal of an event is the 

primary appraisal. The event is perceived as a danger when there 

is anxiety present (Wong & Bramwell, 1992). Secondary appraisal 

occurs using information from the primary appraisal to determine 

the relevance and the meaning of the stressor and to evaluate th.a 

personal resources, the coping alternatives available and the effect 

of the initial actions. The secondary appraisal also causes a 

change in the emotional and physiologic responses that influence 

the coping responses of the individuaF (Wong & Bramwell, 1992). 

The process of appraisal in an uncertain situation involves 

inference and illusion (Mishel, 1990). Inference refers to a 
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person's belief that he/she is able to deal with major life events. 

This is based on beliefs about one's self and on learned 

resourcefulness based on experiences. If the inferences ·are 

positive, the uncertainty will be appraised as an opportunity. If 

the inferences are seen as threatening, then the uncertainty will be 

appraised as a danger (Mishel, 1990). When uncertain events are 

evaluated as an opportunity, positive outcomes are implied and 

coping strategies to maintain uncertainty are implemented in 

order for adaptation to occur (Mishel, 1990). Uncertainty, seen as 

an opportunity, also implies hope~ Support for the relationship 

between opportunity and hope was found in spouses of heart 

transplant patients (Mishel, 1988). They evaluated the uncertainty 

of their future as a second chance at life when contrasted with the 

certain death that had awaited their spouses. They actively 

utilized hope maintenance methods to decrease the threat that they 

were feeling (Mishel, 1988). On the basis of this and other 

findings, uncertainty can be seen as an opportunity when the 

alternative is a certainty that is negative. 

Evidence also supports the appraisal of uncertainty as a 

danger. When uncertainty is seen as a danger, there is the 

possibility of a harmful outcome and the coping strategies involve 

more emotion-focused strategies in order to adapt to the 

uncertainty (Mishel, 1990). The antecedents that are found to 

influence uncertainty being appraised as a danger includes the loss 

or absence of a credible authority when the diagnosis is made or 

during the treatment (Mishel & Braden, 1988). It is also seen when 
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the event is µnfamiliar or- there is a lack of a symptom pattern 

(King & Mishel, 1986}. It has been seen in patients with myocardial 

infarction measured one week after discharge (Webster & 

Christman, 1988) and with depression in patients following a 

myocardial infarction (Christman et al., 1988). 

Uncertainty may also be appraised through the process of 

illusion. Illusions are defined as beliefs constructed out of 

uncertainty -- beliefs that are viewed in a favorable aspect 

(Mishel, 1988). When illusions are generated from uncertainty, the 

uncertainty is appraised as an opportunity (Mishel, 1988}. Lazarus 

and Folkman (1984) proposed that the maintenance -of an illusion is 

important in protecting a person in the initial stages of a threat 

before the person is able to come to terms with the information. 

When an illness has a poor prognosis, any aspect of the illness 

though illusion is evaluated as positive (Mishel, 1990). 

In the Uncertainty in Illness Theory, stimuli frame, cognitive 

capacity and structure providers precede uncertai_nty and offer the 

information that is -processed by the patient. Stimuli frame has 

three components: symptom pattern, event familiarity, and event 

congruence (Mishel, 1988). Symptom pattern is the degree to which 

symptoms present with enough consistency to be seen as having a 

pattern. The meaning of the symptoms can be determined based on 

these patterns_. Event familiarity refers to the degree to which the 

situation is habitual, repetitive, or contains recognized cues. When 

events are familiar, their meaning can be determined (Mishel, 

1988). Event congruence refers· to the consistency between what is 
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expected and what the individual has experienced in illness-related 

events, thus expediting the interpretation ~nd understanding of the 

event (Mishel, 1988). 

The components of the stimuli frame are influenced by the 

cognitive capacity of the individual and the structure providers. 

Only a certain amount of information can be processed before 

overload occurs. The limitations of cognitive capacity reduce the 

ability of the person to perceive symptom pattern, event 

familiarity, and the congruence of events (Mishel, 1988). Structure 

providers refer to the resources that are available to help the 

person in interpreting the stimuli frame. The person is able to 

reduce uncertainty when he/she relies on the structure provider to 

interpret events or to assist him/her in determining the pattern of 

symptoms, the familiarity of events, and the congruence of 

experiences. Structure providers include · the educational level of 

the individual, social support, and credible authority, that is the 

credibility the individual gives the health care providers (Mishel, 

1988).· 

The consequence of uncertainty is the activati.on of coping 

strategies to either reduce the uncertainty when it is seen as a 

danger or to maintain it when it is seen as an opportunity. If the 

coping strategies are effective, then adaptation will occur. When 

there is a problem in adaptation, it does not refer to the 

uncertainty itself, but to the effectiveness of the coping 

strategies in manipulating the uncertainty in the desired direction 

(Mishel, 1990). 
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According to Lazarus and Folkman {1984), coping with life

threatening disease involves solving problems and regulating 

emotions. It is efforts to manage stressful demands, regardless of 

the outcome. Coping is adaptational activities that involve effort 

{Lazarus & Folkman, 1984}. According to Lazarus and Folkman's 

theory of psychological stress and- coping, uncertainty increases 

the stressfulness of an event because the individual is unable to 

accurately predict what impact the event will have on his or her 

well-being or to determine what he/she· can do to cope with it 

(Small & Graydon, 1993}, 

The coping process serves two functions: (a) problem solving 

aimed at changing the situation for the better, and {b} justifying or 

regulating emotions to manage physical or cognitive components in 

the stressful transition (LaMontagne & Pawlak, 1990). Emotion

focused coping is more likely to be_ used when there has been an 

appraisal that nothing can be done to change the situation (Lazarus 

& Folkman, 1984; Nyamathi, 1990}. Emotion-focused coping is 

oriented toward emotion regulation. Problem-focused coping is 

taking some action to relieve the problem (Lazarus & Folkman, 

1984}. Problem-focused coping, such as information seeking, is 

used primarily when a situation is amenable to change {Nyamathi, 

1990). Whether the person uses problem-focused, emotion

focused, or both forms of coping, the focus of the coping efforts is 

always on attempting to meet the demands of the stressful event 

(LaMontagne & Pawlak, 1990}. Folkman and Lazarus (1980} 

describe problem-focused coping as those activities that function 
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to manage the person-environment relationship that is the source 

of stress. Emotion-focused coping is an attempt to reduce 

emotional discomfort associated with the stressor. 

Uncertainty plays a significant part in a patient's experiences 

in illness, treatment, and hospitalization. The relationship 

between perceived uncertainty and the coping mechanisms 

~mployed by pati.ents affects how they are able to adapt to their 

illness. 

Operational Definitions 

Operational definitions for the study are as follows: 
_) 

A patient is a person who has been diagnosed as having AIDS 

or who is HIV infective with or without symptoms. 

Uncertainty in illness is defined as "the inability to 

determine the meaning of illness-related events" (Mishel, 1988, p. 

_ 225). For the purpose of this study, the following factors related 

to uncertainty in illness will be measured: (1) ambiguity that is 

related to the diagnosis of HIV infection or AIDS; (2) understanding 

oJ the complexities regarding the treatments or the care involved 

in HIV infection; (3) inconsistency in receiving information that 

either changes frequently or is not the same as information -

previou_sly received; and (4) unpredictability related to the lack of 

continuity between illness and treatment cues and illness outcome. 

These factors will be measured by using the Mishel Uncertainty in 

Illness Scale (Mishel, 1990). 
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Coping response is the behavior carried out in response to a 

stimulus based on the individual's appraisal of the situation. 

Coping response will be measured by the Jalowiec Coping Scale 

(Jalowiec, 1987). 

Assumptions 

Assumptions for the study are as follows: 

1. Perception of uncertainty can be measured by the Mishel 

Uncertainty in Illness Scale (Mishel, 1981) 

2. Coping can be measured by the Jalowiec Coping Scale · 

(Jalowiec, 1987) 

3. Patients with HIV infection or AIDS experience physical 

and psychosocial stressors 

4. Uncertainty can, be either a positive (opportunity) or a 

negative (threat) experience 

Summary 

Uncertainty exists with any acute or chronic illness. With 

Al DS, the uncertainty is with coping with the disease and not the 

outcome of the disease. With the number of AIDS cases continuing 

to increase, there is a need for increased knowledge of how people 

with this disease cope with the changes and uncertainties in their 

lives. This study explored the coping methods that people with HIV 

disease or Al DS use when facing the uncertainties of their illness 

in an attempt to determine if there is a relationship. between the 

perceived uncertainty that is felt by patients with HIV disease or 
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Al DS and their coping methods to reduce stress or adjust to the 

stress experienced. Mishel's Uncertainty in Illness Theory served 

as the conceptural framework for this study. 



CHAPTER II 

REVIEW OF THE LITERATURE 

The literature was reviewed to provide a complete_ 

understanding of the concepts of coping and uncertainty as it 

relates to patients who are chronically or acutely ill. An overview 

of the variables is presented followed by a review of the research 

on coping and uncertainty. 

Coping 

The concept of coping has been studied by such disciplines as 

medicine, nursing, and the social and behavioral sciences. The term 

is commonly used interchangeably with the concepts adaptation, 

adjustment, defense, and mastery (White, 1985). Pearlin and 

Schooler (1978) stated that coping is the thing that people· do to 

prevent, avoid, or control emotional upset. 

According to Lazarus and Folkman (1984), the definition of 

coping is the constantly changing efforts, either cognitively or 

behaviorally, to manage specific demands, both internal and 

external, that are judged to be taxing or exceeding the resources of 

the person. Coping is adaptation under difficult conditions. It is a 

function of continuous appraisals and reappraisals. Shifts may be 

the result of coping efforts directed at changing the environment 

or coping directed· inward that changes the meaning of the event or 

15 
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increases understanding. According to Lazarus and Folkman (1984), 

cognitive appraisal is central to the concept of coping. 

White (1985) defined coping as efforts to master conditions 

that are seen as harmful, threatening or challenging when a routine 

or automatic response is not readily available. Coping is seen. by 

LaMontagne and Pawlak (1990) as a process of efforts that the 

individual uses to manage or tolerate a situation that has been 

appraised as stressful. Coping was defined by Mechanic (1978) as 

instrumental behavior of meeting life's demands and goals. Miller 

and Nygren (1978) stated that the coping strategies developed by 

individuals and families are a means to minimize the problems 

and/or concerns encountered while living with disease. Coping has 

been defined as all cognitive and behavioral activities used by 

patients to reduce stress and to bring about adaptation (Ray, 

Lindop, & Gibson, 1982; we·isman, 1979). Cohen and Lazarus (1979) 

defined coping as stress management. 

Two factors that contribute to patients' response to mness 

and the coping mechanisms used are the perceptions that patients 

have of their illness and the nature of the illness as it truly is. 

The patients' perception of the illness includes the knowledge and 

understanding they may have and the fantasies and misconceptions 

that they may be experiencing regarding the illness (Kenner, 

Guzzetta, & Dorsey, 1985). 

The way an individual reacts to environmental events (copes} 

is highly variable. The parameters that must be considered include 
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"the independence of life events from illness, the desirability of 

life events, the predictability and control of. life events" (Leddy & 

Pepper-, 1985, p. 167). 

According to Blumberg, Flaherty, and Lewis (1980), coping 

with illness includes two general tasks: (a) coping with illness and 

its problems and (b) coping with life that has been changed as _a 

result of the illness. The individual may use denial, suppression, 

displacement, regression, bargaining or minimize the situation to 

accomplish these coping tasks (Blumberg et al., 1980; Tatro & 

Marshall, 1982). Krumm (1982) stated that patients will adapt or 

maladapt depending upon their perception of the situation. 

Adaptation to chronic illness was described by Feldman 

(1974) as the coming to terms with the reality of the illness and 

the way things are and the discarding of false hope and 

hopelessness. It is also the restructuring of the environment in 

which one must now function. Roy (1984) states that adaptation is 

the process of coping with any environmental changes, whether 

internal or external. 

Shontz (1975) proposed that when people are dealing with 

serious physical illnesses, they go through a ser·ies of coping 

stages. First is shock, evidenced by a feeling of discord and 

sometimes clarity. and efficiency of thought and action. The second 

stage is an encounter phase when the person is likely to experience 

helplessness, panic, and disorganization. The third phase is retreat 

that includes denial of the illness. Lastly, is reality testing. The 

coping process is continually shifting back and forth between 



18 

confrontation and struggle and retreat or denial. Gradually the 

cycles occur less often until they disappear and the patient 

experiences less anxiety. When life events become so 

overwhelming and threatening that people tend to view the 

situation as being beyond their control, they will be. more likely to 

use emotion-focused coping methods (Lazarus & Folkman, 1984). 

Coping Methods 

Lazarus and Folkman (1984) proposed two coping processes, 

problem-focused strategies and emotion-focused strategies. The 

problem-focused strategies are efforts to change the source of the 

stress and the emotion-focused strategies attempt to regulate the 

emotional distress caused by the stressor. 

Billings and Moos (1981) suggested that coping behavior 

consists of active-behavioral strategies, active-cognitive 

strategies, and avoidance strategies. The active-behavioral 

strategies are bold behavioral attempts to deal directly with the 

problem. The active.-cognitive strategies are efforts to manage the 

appraisal of the stress related to the event, and the avoidance 

strategies are attempts to avoid confronting the problem or to 

indirectly reduce tension by behaviors such as eating or smoking. 

In research on the influence of coping responses on 

adjustment, problem-oriented strategies have been found to 

decrease the adverse influence of negative life events on 

psychological functioning (Billings & Moos, 1981; Pearlin & 

Schooler, 1978). Mitchell, _Cronkite, and Moos (1983) found that the 
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greatest proportion of problem-focused coping relative to total 

coping efforts is associated with reduced depression. 

In a study of coping strategies and the individual me~nings of 

illness using 205 subjects--153 of whom were suffering from 

some chronic· physical disease and 52 with psychosomatic 

diagnoses used as a comparative control group--Schussler (1992) 

found that the ability to control and to accept their illness lead to 

the use of more active and problem-related coping methods. The 

use of emotional coping methods was found more often in those 

persons who did not accept their illness or who did not believe that 

their illness was controllable. In this study, coping was measured 

using the Ways of Coping Checklist (WCCL) by Lazarus and Folkman 

(1984). 

Kecheisen and Nyamathi (1990) studied the coping strategies 

of 30 patients who had experienced a myocardial infarction using 

the Jalowiec Coping Scale in interviews one month after discharge 

from the hospital. They found that patients who used more 

problem-focused than emotion-focused coping strategies had 

better adjustment. Patients who used more emotion-focused 

coping strategies experienced symptoms such as sleeping 

problems, stomach problems, chest pain, and fatigue. The use of 

problem-focused strategies helped these patients achieve a sense 

of control over their situation, thereby reducing their uncertainty 

and their stress. The physiologic symptom scores were found to be 

positively correlated with psychological adju.stment scores 

(r = .40, g, =.03). 
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Coping and HIV Disease 

In a study by Leserman, Perkins, and Evans (1992) of 105 gay 

volunteers, 52 of whom were asymptomatic HIV-positive men and 

53 HIV-negative men, the investigators found that most subjects 

used fighting spirit, personal growth, planning, .and seeking social 

support as methods to cope. They rejected helpless coping and 

denial. The seropositive subjects coped with the threat of AIDS 

with more fighting spirit, yet also more denial and helplessness, 

than did the seronegative subjects. When analyzing the results, it 

was found that the Black subjects were more likely than the White 

subjects to endorse the coping strategies of helplessness. The 

Black subjects also used more denial and turned to religion and 

existing social support less frequently. Greater dissatisfaction 

with existing support groups largely explained -the Black subjects' 

greater feelings of helplessness and their lower tendency to seek 

emotional support. In this study, coping was assessed with the 

Coping in Health and Illness Project questionnaire (Carve_r, Scheier, 

& Weintraub, 1_ 989). 

Namir, Wolcott, Fawzy and Alumbaugh (1987) explored the 

relationship of coping to both psychological ·and health parameters 

of 50 gay men diagnosed with AIDS within the three months before 

beginning the study. Three methods of coping and eight different 

coping strategies were studied. The coping methods were active 

behavioral, active cognitive, and avoidance. The eight different 

coping strategies were cognitive-positive, active-expressive, 

active-reliance, active-positive, distraction, cognitive-p'assive, 
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passive-resignation, and avoidance. The results of the study 

indicated that cognitive strategies were used more frequently than 

other methods. The results also indicated that avoidance coping 

did not protect the patients from distressful feelings, mood 

disturbances, and concerns. Those who used avoidance coping had 

the highest levels of concerns regarding health. They also had the 

highest level of depression and the lowest level of self-esteem. 

Earlier research by Bloom (1981} also found a positive association 

between avoidance coping and psychological distress in patients 

with physical disease. 

In a phenomenologjcal study of 36 patients living with HIV 

disease, McCain and Gramling (1_992} found that coping with the 

disease begins with the initial diagnosis of being HIV positive and 

continues through the diagnosis of AIDS to. impending death. The 

processes in this study were labeled "Living with Dying, Fighting 

the Sickness, and Getting Worn Out" (p.276). "Living with Dying" 

begins with the initial diagnosis of being HIV positive. Some of the 

subjects in the study reported acceptance of the diagnosis because 

of what they already believed to be true. Others took the diagnosis 

hard, some with thoughts of suicide. 

The second process is labeled "Fighting the Sickness." This 

occurs as the disease progresses toward the diagnosis of AIDS. 

The participants in the study indicated that there was much 

emphasis on mental attitude during this time. Diet and healthy 

living became more important as they fought the disease. 
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The third process is labeled "Getting Worn Out." This occurs 

as the disease progresses and AIDS begins to cause many physical 

problems. Patients see their bodies change; they become sick and 

weak as the disease progresses. Some of the subjects had been 

with friends or loved ones as the diseas!:) devastated their bodies 

so that they were aware of what might happen to them. 

The coping strategies used by the subjects in this study 

"included religious beliefs; living in the here-and-now; thinking 

positively; and preoccupation through staying busy, working, and 

using distractions such as television. Some individuals in this 

group used psychoactive drugs and alcohol as coping strategies" 

(McCain & Gramling, 1992, p. 280). 

Gloersen et al. (1993) explored the phenomena of doing well 

in people with AIDS. The study sought to identify the processes 

that increased the patient with AIDS's sense of well-being. The 

research design consisted of four elements: purposive sampling, 

intensive interviewing, induc_~ive analysis of the data using 

comparative analysis, and the development of grounded theory. The 

sample consisted of 16 people with a diagnosis of AIDS who lived 

in a large southeastern city. The recorded interviews. were 

evaluated and a coding system was used to denote similarities and 

differences in the underlying patterns of the data; these patterns 

were compiled as codes and then grouped into categories. Seven 

processes were identified in the study as those used by the. 

subjects to enhance a sense of well being. Acceptance was 

paramount in importance to a sense of well being for these 
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patients--acceptance of the disease, of themselves as a person 

with AIDS, acceptance by others, and acceptance of death as a 

possible outcome. Being active was also significant. Physical . 

activity and being with people were very important to a sense of 

well being for the subjects. Having the belief that they were free 

to make their own decisions and letting go of things when they had 

no control of them were also critical. A positive attitude was 

essential to the maintenance of a sense of well being. A support 

group of some type was important as was the participation in their 

own health care. This included information seeking and making 

decisions concerning_ medical treatment. This study· supported 

nursing assessment and intervention strategies that focused on 

doing well rather than on being sick. The phenomenon of doing well 

in people with Al DS addresses those factors that help people with 

AIDS achieve a quality of life that is acceptable and gain a sense of 

well-being. These patients have reached the acceptance stage of 

their grieving process and are ready to take steps to assume more 

responsibility for their health.· The subjects in this study saw 

AIDS as a manageable chronic illness or as an opportunity for self-
(' 

actualization, not just a death sentence. 

Coping With Chronic Illness 

White, Richter, and Fry (1992) studied coping, social support, 

and adaptation to chronic illness in a sample of 158 adult women 

who had been diagnosed with diabetes for greater than one year. 

Their study supported an earlier study by Felton and Revenson 

(1984) that reported that the use of emotion-focused coping 
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strategies was related to poorer psychological adjustment. Coping 

strategies were measured using the Ways of Coping Questionnaire 

(Folkman & Lazarus, 1988), that assesses thoughts and actions· of 

individuals as they cope with life stressors. 

In a study of 450 hypertensive patients, Powers and Jalowiec 

(1987) attempted to identify discriminant predictors of blood 

pressure control and adjustment to chronic illness. The results · 

from the study indicated that individuals who paid close attention 

to their health needs and did everything they could regarding self

care were able to control their blood pressure effectively and had 
l 

fewer problems related to hypertension. The subjects with better 

adjustment_ scores were more likely to try different solutions 

when coping with a problem. They used more problem-focused 

coping strategies when faced wi.th ·a stressful situation. They 

were also less likely to use eating, smoking, or drugs to handle 

stress. 

A study by Baldree, Murphy and Powers (1982) of 35 patients 

who had been on hemodialysis treatments at least six months 

showed the use of more problem-oriented coping methods rather 

than emotion-oriented methods. Patients who had been on 

hemodialysis greater than one year indicated the greatest amount 

of stress. The· two most common coping methods used were 

optimism and controlling the situation. Putting the problem out of 

one's mind and blaming someone else were the least important 

coping tools. The Jalowiec Cop·1ng Scale was used to measure 

coping in this study .. 
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A replication of Baldree, Murphy, and Power's study of 

patients on hemodialysis was completed by Gurkilis and Menke 

(1988) and supported the earlier study related to the use of more 

problem-oriented methods. The subjects for the study were 68 

individuals who were receiving hemodialysis. Unlike tne Baldree 

study, this study supported a relationship between stressor and 

coping scores of the subjects. Subjects in both studies indicated 

their desire to avoid dependency by assigning · 1ow rankings to the 

coping methods of doing nothing, blaming and letting someone else 

handle the situation. The Jalowiec Coping Scale was also used in 

this study to measure coping. 

A qualitative study by Krause (1993) of 125 cancer patients 

at different stages · in the disease was designed to furnish 

information that would help nurses understand cancer patients and 

to improve the nursing care provided for them. The . data collected 

described the feelings and problems of cancer patients and the 

ways ·in which they coped with these problems. The research 

questions asked about the feelings the patients had when they 

discovered they had cancer; they asked about the problems that the 

patients had experienced since the diagnosis and about the coping 

methods the patients used to confront their problems and- feelings 

regarding their disease and its treatment. This study supported 

earlier studies by Billings and Moos (1981 ), Folkman and Lazarus 

(1980)', and Moos and Billings (1982) regarding the type of coping 

methods used. The methods used by patients to cope with cancer 



comprised of active-cognitive and active-behavioral methods. 

These include work, activity, and the close social support of 

friends and relatives. 

Uncertainty 
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Mishel (1988) defined uncertainty in an illness state as "the 

inability to determine the meaning of illness-related events" (p. 

225). The patient is unable to cognitively structure or categorize 

an eve~t_ because he/she does not have adequate cues. Uncertainty 

is a result of cognitive appraisal (Lazarus & Folkman, 1984) of an 

event for which the outcome is Unclear or the cues are inadequate, 

unfamiliar, contradictory, or numerous (Christman et al., 1988). 

Uncertainty is a perceptual state that occurs when internal or 

external stimuli are vague or unclear, making interpreting the 

meaning of the. stimuli difficult. This hinders the predictability of 

the outcome. This, in turn, contributes to the perception of the 

event as stressful and may impede coping efforts (Mishel, 1984). 

Uncertainty is generated by events that are vague, ambiguous, 

unpredictable, unfamiliar, inconsistent, or lacking information 
'\_ 

(Mishel, 1984). 

Uncertainty and AIDS 

A qualitative study by Brown and Powell-Cope (1991) of AIDS 

family caregivers involving 53 individuals . caring for symptomatic 

HIV infected or patients with AIDS found that while uncertainty is 

a pervasive and common problefl:1, acceptance of some uncertainties 

may be the most productive way of coping. Uncertainty in this 

study was conceptualized as the caregiver's inability to predict 
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future events and outcomes. Uncertainty also involves the lack of 

confidence in makjng day-to-day decisions about the patient's care. 

The unpredictability of the changes accompanying Al OS intensified 

the uncertainty. In addition to the uncertainty of the disease 

itself, the results of this study showed that uncertainty in AIDS 

caregiving also pertained to loss and dying, interpersonal 

relationships, contagion, and the presentation of self. 

Weitz (1989), in a qualitative study of 23 gay and bisexual 
I 

men with AIDS, suggested that the key to coping with the 

uncertainty of having AIDS is achieving a sense of control. This 

was done by using· the coping mechanisms of vigilance and 

avoidance. With the use of vigilance, persons attempt to reduce 

uncertainty by increasing their knowledge of the disease and acting 

on that knowledge. This knowledge seeking is a problem-oriented 

method of coping. When avoidance is used, the persons cope by 

protecting themselves against unpleasant knowledge. The denial 

involved. in this instance is emotion-focused coping.' The person 

may attribute their symptoms to other less serious problems. 

These mechanisms allow them to retain some degree of control 

over their lives. . The uncertainty in the lives of the patients in this 

study focused on the acquisition of AIDS, the meaning of symptoms, 

short:..term functioning, living with dignity, and the prognosis of 

AIDS. 

Uncertainty and Cancer 

In a study of 131 women receiving treatment. for 

gynecological cancer, Mishel and Sorensen (1991) found mastery to 
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be a mediator between uncertainty and the appraisal of danger and 

opportunity. Coping was proposed to mediate the relationship 

between danger or opportunity and emotional distress. The 

findings of this study indicate that uncertainty makes it more 

difficult for a person to manage any stressful situation. Mastery 

was not stimulated where uncertainly existed; instead it was 

reduced. Uncertainty was measured by a three factor form of the 

Mishel Uncertainty in Illness Scale. Coping was measured using a 

revision of the Ways of Coping Checklist, a 66-item measure 

de~cribing a broad range of behavioral and cognitive coping 

strategies (Folkman & Lazarus, 1980). 

Mishel, Padilla, Grant, and Sorensen (1991) replicated a study 

of the appraisal and coping portions of the Uncertainty in Illness 

Theory (Mishel 1988) to determine whether the relationships 

predicted from previous research (Mishel & Sorensen, 1991) would 

be supported. The sample consisted of 100 women hospitalized to 

receive treatment for gynecological cancer. The findings did not 

support the earlier study in that the treatments were not seen as a 

danger or ·an opportunity. Therefore, the evaluation of uncertainty 

may have been blunted duri"ng hospitalization becau?e the patients 

were preoccupied with the experience of enduring the treatment 

(Mishel et al., 1991 ). Although treatment can be a highly uncertain 

experience, it does not necessarily have to be one that is seen as a 

danger or an opportunity (Mishel, 1988). When there is no 

perception of a sense of danger or opportunity, coping strategies 

are not needed (Mishel et al., 1991). The earlier study looked at 
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patients after they had been discharged from the hospital and were 

in their homes, that may account for the differences in the results. 

Mishel and ~raden's (1987) findings in a study of uncertainty 

as a mediator between support and adjustment using a sample of 

44 women with gynecological cancer supported the view that the 

function of social support changes during each stage of. the cancer 

experience. Uncertainty and optimism were the primary variables. 

The study did show uncertainty decreased when there was a good 

support system for these patients. Apparently, even during the 

times when uncertainty remained very high, the social support 

system helped the patients to adapt to the unknowns of their 

disease and its prognos,s. 

Hilton (1989), in a study of 227 non hospitalized women with 

a diagnosis of breast cancer, reported that uncertainty, control of 

the cancer situation, threat of recurrence, and sense of 

commitment are important for women coping with breast cancer. 

Part of the coping depends upon the woman's_ situation and her 

commitment. 

A descriptive correlational study by Wong and Bramwell 

(1992) examined the uncertainty and anxiety of 25 women after a 

mastecto~y who had been recently diagnosed with breast cancer. 

They found significant relationships between the variables post 

discharge, but there was no significant correlation's between the 

two Mishel Uncertainty in Illness Scale (MUIS) factor scores and 

state anxiety while the patients were in the hospital. The 

correlation between · complexity and - state anxiety after discharge 
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was significant (r = .40, 12. = .02). The ambiguity factor also had a 

positive correlation (r. = .39, Q.=.03) with state anxiety after 

discharge. This uncertainty was expressed as a concern that the 

cancer cells were still in their bodies and that it would recur. 

Data for the study were collected 1-2 days before and 1-2 weeks 

after discharge from the hospital. An earlier study by Oberst and 

James (1985) found that the uncertainty was highest during the 

immediate predischarge period and decreased gradually over the 

two months postdischarge. 

A study by Mishel, Hostetter, King, and Graham (1984) looked 

at the effect of uncertainty, optimism, seriousness of the illness, 

and control over physical function upon psychosocial adjustment in 

54 won,en with gynecological cancer during the time between 

receiving a diagnosis and beginning treatment. Uncertainty was 

measured using the MUIS (Mishel, 1981 ). The' results of the study 

demonstrated an inverse correlation (r. = -.25, J2 = .07) between the 

ambiguity factor of the uncertainty scale and the motivation factor 

of the optimism scale from the Beck Hopelessness Scale. When the 

subjects perceived ambiguity about their illness, they also felt 

pessimistic concerning their ability to change things, lacked 

motivation to try to change things, and felt that their futures were 

desolate. T~e complexity factor in the uncertainty scale 

1 concerning treatment was inversely correlated with expectations 

about the future (r. = -.31, 12. <.05). When the treatments appeared to 

be too complex, then the future appeared to be unpleasant.· The 

unpredictability factor had a strong relationship with pessimism in 
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this study (r = -.49, µ. <.001 ); as optimism scores decreased, 

adjustment problems increased. When the patient could not predict 

the course of the disease, this was associated with feelings that 

the future was not good. The subjects in the study who were more 

uncertain and pessimistic had more problems with adaptation. 

They had more problems within the health care system and with 

their family relationships. The results of this study sup·ported the 

benefits of certainty within an illness state. 

Uncertainty and Myocardial Infarction 

In a study by Webster and Christman (1988) of 20 patients 

with myocardial infarction, the investigators found that when more · 

emotion-focused coping methods were used, uncertainty did not 

decease. Lower levels of uncertainty were seen when problem

focused coping methods were used. Total uncertainty was not 

significantly related to the use of either type of coping method. 

Patients who saw their illness as unclear, used more emotion

focused coping methods. High levels of uncertainty were seen in 

association with both anxiety and depression. The results 

indicated that patients who had a history of coronary artery 

disease had more uncertainty than did those with no history of 

coronary artery disease. The recurrence of the illness increased 

the patients' feelings that the illness was unclear and they have 

more difficulty in understanding the cues related to their 

symptoms and treatment. They felt that earlier compliance with 

the treatment had not controlled the course of their illness. Those 

patients with the history also had greater emotional distress. 
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Perceived uncertainty was measured by the MUIS (Mishel, 1981 ). 

Coping methods were measured using the Jalowiec Coping Scale 

(Jalowiec, Murphy, & Powers, 1984; Jalowiec & Powers, 1981 ). 

Christman et al. (1988) · studied 70 patients who were 

recovering from a myocardial infarction and their coping methods 

as related to the uncertainty concerning their disease. The 

findings indicated that the more uncertainty the patient had, the 

more emotional distress he/she experienced. The greater the 

uncertainty felt by the patient, the fewer· problem-solving focused 

coping methods were used. 

In a study of 129 patients recovering from their first 

coronary bypass surgery, Redeker (1992) examined the 

relation·ships among the ambiguity and complexity factors of 

uncertainty and problem-focused and emotion-focused coping. The 

study tested the patients one week and six weeks following 

coronary bypass surgery. The negative correlations between 

ambiguity (r = - .09; 12. > .05) and complexity (r = - .03; p > .05) and 

problem-focused coping at 1 week were extremely low and not 

statistically significant. Ambiguity was positively correlated 

with problem-focused coping at 6 weeks (r = .23, 12. <.01 ). The study 

failed to demonstrate an inverse relationship between· problem

focused- coping and ambiguity and complexity at 6 wee~s. This was 

explained by the investigator by the fact that ther.e were low 

levels of ambiguity and complexity among this sample of patients. 
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Uncertainty and Chronic Illness 

A study by Mishel (1984) of 100 systematically selected 

medical patients in a veterans hospital examining perceived 

uncertainty in relation to the perception of hospital events as 

stressful showed a relationship between uncertainty and stress. 

The Lack of Information factor on the stress scale had the 

strongest relationship to uncertainty (r = .51, p < .001 ). The 

findings suggested that the vagueness, lack of clarity, and lack of 

information about the events surrounding · the subjects accounted 

for the stress rather than the events themselves. Uncertainty was 

measured using the MUIS (Mishel, 1981) and stress was measured 

by the Hospital Stress Rating Scale (Vo·licer, Eisenberg, & Burns, 

1977), a measure of psychosocial stress during hospitalization. 

In a qualitative study of 25 patients with chro·nic obstructive 

pulmonary disease, Small and Graydon (1993) described the 

perceptions of uncertainty of hospitalized patients with chronic 

bronchitis and/or emphysema. The results of the study' revealed 

that the most commonly expressed feeling of uncertainty was 

related to managing after discharge from the hospital. The 

unpredictable course of their illness was a concern for 44% of the 

subjects. , This unpredictability was· expressed in terms of the 

future severity of symptoms, the treatments, and the progression 

of the condition. The study supported Mishel's (1990) proposition 

that people with chronic illness live with continual uncertainty but 

learn to cope. This is consistent with the results of the study by 
J 

Hilton (1988) of patients with breast cancer and the contention 
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that unpredictability is common in chronic illness. The use of 

positive thinking was the most common coping strategy used by the 

subjects regarding the uncertainty that they perceived related to 

their illness. 

Summary 

The relationship of coping and uncertainty in illness was 

explored in this chapter. The research reviewed revealed studies 

that looked at the coping methods that are used by patients 

experiencing chronic illnesses. It also revealed that research 

supports the Uncertainty in Illness Theory related to chronic 

illness. 

Studies indicate that the greater the uncertainty felt by a 

patient in an illness state, the more they will use emotion-focused 

coping methods while lower levels of uncertainty are related to the 

greater use of problem-focused methods. Suls and Mullen (1981) 

stated that any event that is uncertain may be exceptionally . 

stressful. Shalit (1977) suggested that the ambiguity factor in 

uncertainty has the greatest potential for harm because when a 

person is unable to identify the threat, it is difficult to cope. 

Uncertainty is a significant predictor of stress. Numerous studies 

indicate that uncertainty, when seen · as a danger, is harmful 

(Mishel et al., 1984; Mishel 1984; Webster et al., 1988; .& Wong et 

al., 1992). Small and Graydon's (1993) study supports Mishel's 

(1990) proposition that people with chronic illness live with 

continual uncertainty but learn to cope. The relationship between 

uncertainty and emotion-focused coping · has been found in a variety 
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of populations, including persons with coronary artery disease, 

breast cancer, and gynecological cancer. Kecheisen and Nyamathi 

(1990) reported that Ml patients who used more problem-focused 

coping strategies- had better adjustment as did hypertension 

patients (Powers & Jalowiec, 1987). 

The purpose of the current investigation is not only to gain 
'-

more understanding of the relationship between uncertainty and 

coping but to gain a more complete understanding of the 

uncertainties that face the person with HIV disease. and how they 

attempt to ·cope. The knowledge gained will enable the health care 

worker to be more cognizant of the coping behaviors of their 

patients and to assist them as they attempt to adapt to the changes 

occurring in their lives. 



CHAPTER Ill 

M~Y 

This chapter describes the methodology used in this 

investigation of the, relationship between uncertainty and coping 

responses in persons with a diagnosis of HIV infection or AIDS. 

The research design, study sample, human subject protection, 

instrumentation, and the data collection and analysis methods used 

are discussed. 

Design of Study 

The design of t.his study w~·s descriptive correlational. A 

correlation is ~n index of the extent to which two or more 

variables are interrelated (Polit & Hungler, 1991 ). The aim of the 

study was to describe the relationship among the variables with no 

control over the independent variables, no experimental 

manipulation or random assignments of the subjects to groups. 

lnstru mentation 

Measurement of the variables was accomplished using the 

Demographic Data Questionnaire developed by the investigator, the 

Jalowiec Coping Scale (Jalowiec, 1987) and the Mishel Uncertainty 

in Illness Scale (Mishel, 1981 ). A description of each of the 

instruments follows. 

Demographic Data Questionnaire 

The Demographic Data Questionnaire (Appendix A) designed by 

the investigator was used in the study. The questionnaire 

36 
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consisting of 1 O items was designed to obtain information aQout 

the subjects concerning age, r?lce, gender, educational level, 

employment status, religious preference, degree of participation . in 

religious activities, living arrangements and marital status, 

variables that describe the sample and could influence the coping 

methods and uncertainty of the subjects. 

Jalowiec Coping Scale (JCS) 

The· Jalowiec Coping Scale (JCS) (~alowiec, 1987; Jalowiec, 

Murphy, & Powers,. 1984; Jalowiec & Powers, 1981) was used to 

measure coping responses in the sample. The original JCS 

(Jalowiec & Powers, 1981) listed 40 coping behaviors, 15 of which 

were problem-oriented and 25 were emotion-oriented items. A 5-

point Likert-type · response format ranged from "never" (1) to 

"almost always" (5). A revised version of the Jalowiec Coping 

Scale was developed (Jalowiec, 1987), and was the tool used to 

measure coping in this study (Appendix 8). 

The revised Jalowiec Coping Scal_e (JCS) (Jalowiec, 1987) 

has been expanded from 40 items to 60 items. The subject is asked 

to rate how often he/she uses each of the strategies to cope with 

the stressor listed on the front of the questionnaire. A 4-point (0-

3) rating scale ranging from "never used" to "often used" was 

provided rather than the previous 5-point scale. There is an 

effectiveness _rating scale in which the subjects are asked to rate 

how helpful each strategy that they have used has been in coping 

with the stressor listed. A 4-point (0-3) rating scale ranging from 

"not helpful" to "very· helpful" is used to rate .. cqping effectiveness. 
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Eight coping styles are used in the questionnaire. These eight 

coping styles are as follows: (a) confrontive: facing up to the 

problem, constructive problem-solving, 10 items; (b) evasive: 

evasive and avoidance activities used in coping with a situation, 13 

items; (c) optimistic: positive thinking, positive outlook, positive 

comparisons, 9 items; (d) fatalistic: pessimism, hopelessness, 

feeling of little control over the situation, 4 items; (e) emotive: 

expressing 1 and releasing emotions, ventilating feelings, 5 items; 
( 

(f) palliative: trying to reduce or control distress by making the 

person feel better, 7 items; (g) supportant: using support systems 

(personal, professional, spiritual), 5 items; and (h) self-reliant: 

depending on yourself rather than on others in dealing with the 

situation, 7 items. Two types of scores can be computed from the 

revised JCS--the use score and the effectiveness score~ Raw 

scores were used when comparing the same coping style between 

subjects. The raw scores were obtained by adding the subject's use 

ratings of all items within a given coping style. Raw effectiveness 

scores were obtained from adding the subject's effectiveness 

ratings for all factors within a given coping style. To obtain the 

mean scores for each coping style, the investigator divided the 

subject's raw use score for a given style by the total number of 

items possible for that coping style. The mean effectiveness score 

came from dividing the subject's raw effectiveness score for a 

given coping style by the total number of items possible for that 

coping style. ·The possible raw scores for use or effectiveness for 



the eight coping styles range from 0 - 12 for the Fatalistic 

subscale to 0 - 39 for the Evasive subscale. The overall scale 

range is 0 - 180. 
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Content validity of the JCS was justified and substantiated 

by the systematic manner of tool development, by the inclusion of 

various coping behaviors, and by the large number of items used. 

Construct validity was established using factor analysis and 

reported alpha coefficients. Using factor analysis, clusters of 

related variables were identified by showing which items share a 

common· variance and therefore measuring the same attribute. Data 

from 141 subjects were analyzed using the Statistical Package for 

the Social Sciences PC + program for factor analysis. The 

multidimensionality of coping behavior was explored and the 

authors concluded that conceptualization of the coping scale items 

was reasonably adequate according to a factor solution (Jalowiec, 

Murphy, & Powers, 1984). 

Reliability of the original JCS (Jalowiec, Murphy, & Powers, 

1984) was established by a two week test-retest administrated to 

28 'subjects. The test-retest reliability for the data has been 

established by reliability coefficients of . 79 for total coping 

scores, .85 for problem-oriented coping scores, and ·.as for 

emotion-oriented coping scores (Jalowiec, Murphy, & Powers, 

1984). 

The reliability of the JCS in a study of Emergency Department 

patients by Keckeisen and Nyamathi (1990) was .85 for the 

problem-focused subscale and .47 for the emotion-focused 
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subscale. Internal consistency of the items ranged from .75 to .86. 

Baldree, Murphy, and Powers (1982) reported a correlation of .83 

between problem-oriented scores and. total coping · scores and .86 

between affective-oriented scores and total coping scores. 

The revised JCS is based on the original JCS that is 

considered valid and reliable (Jalowiec, Murphy, & Powers, 1984). 

The Cronbach alpha on the revised JCS ranged from .64 to .. 97 with a 

mean alpha of .86 on the total use score and .84 to .96 with a mean 

~lpha of .90 on the effectiveness scores. Content validity of the 

JCS is supported by the broad literature base and empirical base. 

from which the items are -drawn, the large number of items used to 

tap the conceptual field of coping, and the inclusion of various 

types of coping behavior (Jalowiec, 1991). Psychometric studies 
I 

are ongoing to further substantiate the reliability and validity of 

the revised JCS as a tool to measure coping. 

Mishel Uncertainty in Illness Scale (MUIS) 

The Mishel Uncertainty in Illness Scale (MUIS) (Appendix C) 

measures the uncertainty perceived in illness. The first published 

report of the scale appeared in Nursing Research in 1981. Since 

that time, revisions have been made as the database has grown 

with additional research. There are two versions of the adult 

scale. The first is a 33-item questionnaire that measures four 

factors: ambiguity, complexity, inconsistency, and unpredictability. 

The ambiguity · factor contains 13 items and indicates ,. that the cues 

about the state of the illness are vague and indistinct and tend to 

blur and overlap. The complexity factor consists of seven items 
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and indicates that the cues about treatment and the system of care 

are multiple, intricate and varied. The inconsistency of the 

information factor contains seven items and refers to receiving 

information that either changes frequently or is not in accord with 

information previously received. The unpredictability factor 

contains five items and refers to the lack of contingency between 

illness and treatment cues and illness outcome. The second form is 

a 28-item questionnaire that measures ambiguity and complexity. 

Each item on the scale represents uncertainty in terms of a 5-point 

Likert scale ranging from strongly disagree (1) to strongly agree 

(5). The MUIS has been utilized extensively in cancer, cardiac, and 

other chronic illness populations (Christman, 1990; Mishel, 1981; 

Mishel, 1983; Mishel & Braden, 1987; Mishel & Braden, 1988; 

Mishel, Padilla, Grant, & Sorensen, 1991; Redeker, 1992; Small & 

Graydon, 1992; Webster & Christman, 1988). 

To calculate ·the total score for each subscale, the scores for 

the four factors are added. Scores for the ambiguity factor can 

range from 13 to 65; for the complexity factor the range is from 7 

to 35; the inconsistency factor ranges from 7 to 35; and the 

unpredictability factor ranges from 5 to 25. The higher the 

obtained scores, the greater the uncertainty. 

Validation of the uncertainty scale has centered upon testing 

theoretically proposed relationships utilizing a spectrum of 

populations and methods. In the first publication on uncertainty in 

illness in the nursing literature, Mishel (1981) demonstrated the 

ability of the MUIS to reflect differences between the clinical 



groups of medical, surgical and diagnostic work-up patients. 

Convergent validity of the MUIS with a similar concept but. 
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different measurement method was provided by Patterson's (1981) 

finding of a very high correlation between the MUIS and a 

Comprehension of Illness Questionnaire. Construct validly of the 

uncertainty has been demonstrated by performance that is 

consistent with the theoretical predictions (Mishel & Braden, 1987; 

Mishel, Hosteter, King, & Graham, 1984; Mishel, 1981, 1984). 

The reliability of each of the factors of the MUIS was 

estimated using coefficient alpha to determine the internal 

consistency of the factors (Mishel, 1981) Studies have shown an 

alpha of .91 for the ambiguity factor; .75 for the complexity factor; 

. 71 for the inconsistency factor; and . 70 for the unpredictability 

factor (Christman, 1990; Mishel, 1981 ). Overall reliability has 

been found to be .84 for the MUIS (Mishel, 1984). 

Subjects and Setting 

The Infectious Disease .Clinic in a large teaching hospital in 

the Southeastern United States provided the setting for this 

research. The population for this study was adult patients with a 

diagnosis ·of HIV infection or AIDS who utilize the clinic. The 

sample consisted of. 50 patients selected from this population 

using a convenience sampling method. The following criteria was 

utilized for patien~ inclusion. 

1 . 18 years of age or older 

2. able to read and write English 

3. alert and able to understand directions 



4. voluntarily agree to be in the study through writte_n 

informed consent 
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5. confirmed diagnosis of HIV infection or Al DS based on the 

information obtained from clinic personnel. 

There was no exclusion criteria for this study. 

Human Assurance Procedures 

Permission to conduct this study at the selected hospital was 

obtained through the Human Assurance Committee at the Medical 

College of Georgia. Written informed consent was obtained from 

each participant before the administration of the questionnaires. 

Participants were informed that the study was voluntary and that 

they would be able to withdraw from the study at anytime. They 

were assured that withdrawal would not adversely affect the care 

that they would receive. The participants were notified that no 

risks or benefits were associated with participation in the study. 

Confidentiality was assured by the exclusion of names on the 

informed consent forms and the utilization of a coding system for 

instrument identification purposes. 

Data Collection 

The eligible subjects were identified by the clinic personnel. 

Eligible subjects were approached by the investigator during their 

regularly scheduled clinic visit. The study was explained to them 

and they were asked if they would agree to participate. All 

subjects agreeing to participate in the study were asked to make 

an X or to initial an informed consent form before the 

questionnaires were administered. Each participant was provided a 
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quiet area in which to complete the questionnaires. The 

instruments ·included -the Demographic Data Questionnaire, the 

Jalowiec Coping Scale,. and the Mishel Uncertainty in Illness Scale. 

· It took approximately 20 minutes to complete the .forms; however, 

the partic~pants were given as much time as needed to complete 

the instruments. 

Data Analysis 

The data obtained from the participants were numerically 

coded for data analysis. The mean was chosen to estimate the 

central tendency of the population because it is the most stable of 

the three indices (Polit & Hungler, 1991 }. In order to me~sure the 

variability of the data, standard deviation were measured. A 

correlation coefficient was obtained from the data to determine if 

a relationship existed between the variables. Descriptive 

statistics and inferential statistics utilizing Pearson's product

moment correlation were performed. Internal consistency of the 

instruments was measured using Cronbach's alpha. 

Summary 

There is no literature on the subject of uncertainty and 

coping with the diagnosis of HIV infection or AIDS. . Nurses must 

become more aware of the emotional needs as well as the physical 

needs of patients. This study provides an opportunity to explore 

some of these emotional needs that are experienced by patients 

with HIV infection or AIDS. The study looked at how these patients 

cope with the uncertainties of their disease. 
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Permission from the Human Assurance Committee at the 

Medical College of Georgia was obtained before beginning the study. 

Using inclusion criteria for the study, fifty subjects were chosen 

from a convenience sample in a large teaching hospital in the 

Southeastern United States. Explanation was given of the study and 

an informed consent form was signed. S_ubjects were asked to 

complete a Data Questionnaire, the Jalowiec Coping Scale and the . 

Mishel Uncertainty in illness Scale. It took approximately 20 

minutes to complete the questionnaires. The data were 

numerically coded for the data analysis. The mean and standard 

deviation were measured. Pearson's correlation coefficient was 

obtained to determine if a relationship existed between the 

variables. Internal consistency of the instruments was measured 

using C!onbach's alpha. 

The AIDS epidemic has done much to intensify the homophobia 

that is evident in our society. There is need for more studies -

related to -the needs of patients who have this devastating disease 

to increase the knowledge of health care providers relative to some 

of the problems that they face. Research, such as this, can help to 

make living and dying with HIV disease mo~e bearable. 



CHAPTER IV 

DATA ANALYSIS 

The findings of this research on uncertainty and_ coping with 

HIV infection and AIDS are presented in this chapter. The sample is 

described followed by data pertaining to the research questions. 

The purpose of this investigation was to examine the 

relationship between uncertainty and the coping methods used by 

patients with the diagnosis of HIV infection or AIDS. Four research 

questions were identified. Convenience sampling was used to 

select the subjects for the study. Data were obtained using the 

Demographic Data Questionnaire developed by the investigator, the 

Mishel Uncertainty in Illness Scale (1988), and· the revised 

Jalowiec Coping Scale (1987). The Statistical Package for the 

Social Sciences/PC+ (Norusis, 1990) was used for statistical 

computation. 

Description of the Sample 

Fifty subjects met the inclusion criteria for the study. The 

criteria consisted of having the diagnosis of either HIV infection or 

AIDS, being 18 years of age or older, able to read and write English, 

alert and able to understand directions, and voluntarily consenting 

to participate in the study. 

Demographic Characteristics 

The age of the subjects ranged from 23 to 61 years with a 

mean age of 38.9 (£[2 = 8.9). Thirty (60%) of the subjects were 

46-
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Black; thirty-one (62%) were single and thirty-two (64%) were 

male. The income of forty-one (82%) of the subjects was less than 

$10,000 yearly and forty-one (82%) were retired or not employed. 

The educational level ranged from twenty-four subjects (48%) 

having less than a high school education, fourteen (28%) with a high 

school diploma, and twelve (24%) with varying levels of college 

education. Twenty-nine (58%) of the subjects were Protestant and 

eighteen (36%) indicated that they were active in their religious 

activities. Twenty-three (46%) of the subjects lived with family 

members other than their spouse or significant other. 

Demographic characteristics are summarized in Table I. 

Table 1 

Demographic Characteristics of the Subjects 

Variable n Percent 

Age (years) 
20-29 5 10 
30-39, 24 48 
40-49 15 30 
50-61 6 12 

Gender 
Male 32 64 
Female 18 36 

~ 

Race 
White 19 38 
Black 30 60 

Hispanic 1 2 
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Table 1 (continued) 

Pemograghic Characteristics of the Subjects 

Variable n Percent 

lncom~ (yearly) 
<$10,000 41 82 
$10,001 - 20,000 7 14 

$20,001 - ·30,000 1 2 
>$30,000 1 2 

Highest Educational 
Level Achieved 

<8th grade 5 10 
Some High School 19 38 
High School Graduate 14 28 
Some College 7 14 
College Graduate 3 6 
Graduate School · 2 4 

Religious Preference 
Roman Catholic 1 2 
Protestant 29 58 
Muslim 1 2 
Agnostic 1 2· 

Other 1 0 20 
No Preference 8 1 s· 

Participation in 
Religious Activities 

Inactive 15 30 
Infrequent 

(1 - 2 x per year)- 6 12 
Occasional 

(monthly) 1 1 22 
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Table 1 . (co_ntinued) 

Demographic Characteristics of the Subjects 

Variable n Percent 

Regular 
(weekly) 18 36 

Marital Status 

Single 31 62 
Married 2 4 
Separated or Divorced 14 28 
Widowed 9 6 

Living Arrangements 
Living alone 12 24 
Lives with Spouse or 

Significant Other 6 12 
Lives with other 

family member 23 46 
Other 9 18 

Employment Status 
Employed 9 18 
Not Employed, 41 82 

Coping 

The revised Jalowiec Coping Scale (JCS) (Jalowiec, 1987) 

was used to measure the coping methods of the subjects. 

Cronbach's alpha for internal consistency was 0.92 for this sampl~. 

Two types of scores can be computed from the JCS. Both the use 

and effectiveness score can range from O - 180. The mean use 

score for this sample was 105.9 (£12 = 21) and the range was from 
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65 - 157. In relation to the effectiveness score, the range was 32 

to 148 with a mean of 79.8 (,SQ = 24.1 ). The mean for the total 

combined use and effectiveness coping scores was 173 (£1:2. = 46.2). 

In addition to the overall use and effectiveness scores, eight 

coping style subscales for use and effectiveness were calculated. 

Ranges of scores, mean and standard deviation for the eight 

subscales for this sample are summarized in Table 2. 

Table 2 

Sample Means. Standard· Deviations. and Ranges for Coping Styles 

Coping Styles Possible Ranges Actual Ranges M 

Use Subscale 

Confrontive 0 - 30 9 - 30 18.9 5.3 

Evasive 0 - 39 0 - 30 19.0 , 3.4 

Optimistic· .. 0 - 27 13 - 27 21.7 3.4 

Fatalistic 0 - 12· 0 - 12 5.3 3.1 

Emotive 0 - 15 0 - 15 8.4 3.3 

Use Subscale (continued) 

Palliative 0 - 21 2 - 21 9.4 4.8. 

Supportant 0 - 15 3 - 14 8.7 2.8 

Self-Reliant 0 - 21 7 - 21 15.5' 3.9 
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Table 2 (continued) 

Sample Means, Standard Deviations, and Ranges for Coping Styles 

Coping Styles Possible Ranges Actual Ranges M 

Effectiveness Subscale 

Confrontive 0 - 30 3 - 29 15.9 6.8 

Evasive 0 - 39 0 - 30 11.9 7.8 

Optimistic 0 - 27 4 - 27 19.8 4.1 

Fatalistic 0 - 12 0 - 12 2.2 3.4 

Emotive 0 - 15 0 - 15 2.5 3.3 

Palliative 0 - 21 1 - 21 9.7 3:9 

Supportant 0 - 15 3 - 15 7.6 3.8 

Self-Reliant 0 - 21 3 - 21 13.5 4.1 

Uncertainty 

The Mishel Uncertainty in· Illness Scale (MUIS) (Mishel, 1981) 

measured the subjects' level of uncertainty related to their 

diagnosis and symptomatology of HIV infection or AIDS, the 

treatment, relationship with caregivers and prognosis of their 

disease. Cronbach's alpha for internal consistency of the MUIS was 

0.77 for this sample The higher the obtained scores on the scale, 

the greater the un~ertainty. The overall mean score for the total 

uncertainty was 99. 76 with a standard deviation of 15.1. The four 

subscales of the Uncertainty in Illness Scale are ambiguity,· 
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complexity, inconsistency, and unpredictability. Ranges of scores, 

means, and standard deviations for the uncertainty subscales for 

this· $ample are summarized in Table 3. 

Table 3 

Sample Means. Standard Deviation. and Ranges for Uncertainty 

Uncertainty Possible Actual 

Factors Ranges Ranges M 

Ambiguity 13 - 65 17 - 56 41.0 9.5 

Complexity 7 - 35 7 - 24 22.7 3.7 

Inconsistency 7 - 35 7 - 27 16.8 5.4 

Unpredictability 7 - 25 10 - 24 12.2 3.5 . 

Total 32 - 160 65 - 135 99.8 15.1 

Data Analysis Related to the Research Questions 

Research guestion one. The first research question was, 

"What is the relationship between perceived uncertainty and the 

coping methods used by patients who have the diagnosis of HIV 

infection or AIDS? Pear.son's product-moment correlation showed a 

weak correlation between the effectiveness of the fatalistic 

coping style and the total uncertainty (r = .27, g, = .05). 

Research guestion. two. The second research question was 

"What is the relationship between the coping methods used and the 

ambiguity and comple,xity factors of the Uncertainty in Illness 



Scale for patient~ with HIV infection or AIDS?" This group of 

subjects showed a high . level of uncertainty; mean uncertainty 

score was 99.8. The mean ambiguity factor score was 41.0 

(,SQ = 9.5) and the mean complexity subscale score was 22.7 

(fill = 3.7). There was no significant relationship between the 
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ambiguity and complexity factors of uncertainty and the coping 

methods used by the subjects. 

Research guestion three. The third research question ~as, 

"What is the relationship between the coping methods used and the 

inconsistency and unpredictability factors of uncertainty in 

patients with HIV infection or AIDS?" The mean for the 

inconsistency factor of uncertainty for this sample was 16.8 with 

,SQ = 5.4. The mean for the unpredictability factor was 12.2 and 

,SJl =- 3.5. There was a significant negative correlation between the 

effectiveness of the supportant coping methods and the 

inconsistency factor of the uncertainty scale (r = -.30, g_ = .03). 

There was also a moderate correlation between the use of the 

fatalistic coping . methods and the unp-redictability factor of the 

uncertainty seal~ (r = .34, 12. = .01 ). 

Research guestion four. The fourth. research question was, 

"How is age and socioeconomic status related to uncertainty and 

the coping methods used?" There was a significant negative 

correlation found between the effectiveness of the emotive coping 

style and the demographic variable of age (r = -.36, Q.. = .009). There 

was also a significant negative correlation between the use of 
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evasive coping methods and inc_ome of the subjects 

(r = -.31, ll. =.02). There was no significant correlation between 

uncertainty and these demographic variables. 

Supplemental analysis 

Significant relationships were found between · participation in 

religious activities and the effectiveness of the confrontive coping 

methods (r = .. 30, g, = -.03). There was a significant correlation 

between the amount of religious participation and the use of the 

evasive coping methods (r. =.35, J2 = .01) and the self-reliant coping 

method (r = .36, J2 = .009) {Table 4). 

Table 4 

Correlation Between Participation in· Religious Activity and the ·Use. 

and Effectiveness Subscale -of the Jalowiec Coping Scale 

Subscales Use Effectiveness 

Confrontive .18 .30* 

Evasive . 35* * .21 

Optimistic .16 .11 

Fatalistic .005 .02 

Emotive .21 .19 

Palliative .21 .004 

Supportant .24 .09 

Self-Reliant .12 . 36** 

*,s..05 **,s..01 
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Summary 

Demographic data describing the 50 subjects in this study as 

well as analysis of the data related to the research questions were 

presented in this chapter. The subjects were typically single 

(62%), Black (60%), Protestant (58%), male (64%), and in their 

thirties (48%). Eight-two percent earned less than $10,000 per 

year and 82% were unemployed or retired. 

The coping methods used most often by the subjects were the 

optimistic and the self-reliant coping methods. The coping 

methods that the subjects _found most effective were the 

optimistic coping methods. 

The uncertainty factors that scored the highest with the 

subjects of this study were the ambiguity and the complexity 

factors. The mean ambiguity factor was 41.0 with a standard 

deviation of 9.5. The mean complexity factor was 22.7 with a 

standard deviation of 3.7. The possible range for the ambiguity 

factor was 13-65 and for the complexity factor, 7-35. 

Using the Pearson's product-moment correlation, there were 

few significant relationships found between the level of 

uncertainty and the type of coping methods used by the subjects. 

There was a negative correlation between the effectiveness of the 

supportant coping methods and the inconsistency factor for 

uncertainty. There was a significant relationship found between 

participation in religious activities and the evasive, confrontive, 

and self-reliant coping methods. 



The,· effectiveness of the fatalistic coping methods was. 

correlated with the total uncertainty score and use of the 
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fatalistic coping methods was correlated with the unpredictability 

factor of the uncertainty scale. There was a negative correlation 

between income and the use of the evasive coping methods. There 

was also a negative correlation between age and the effectiveness 

of the emotive coping methods. 



CHAPTERV 

DISCUSSION 

Four research questions rel.ated to uncertainty and coping 

were examined in. 'this study. In this chapter, the findings of this 

study are discussed according to each research question. In 

addition, implications for nursing practice, nursing education, and 

future research are discussed. 

Interpretation of Findings 

Research guestion o'ne. The first research question 

investigated the relationship between perceived uncertainty and 

the coping methods used by patients with a diagnosis of HIV , 

infection or AIDS·. There was a weak correlation found between 

total uncertainty and the effectiveness of the fatalistic coping 

method {r = .27, g, = · .05). The higher the uncertainty related to the 

subject's illness, ,the more effective they found the fatalistic 

coping methods. · The one statement in the fatalistic coping 

category for effectiveness that 32 of the subjects answered as 

"very helpful" and 6 answered as "fairly helpful" was "accepted 

the situation because very little could be done." As the inability to 

determine the meaning of AIDS-related events increased, the 

patients felt that their pessimism and feelings of hopelessness 

were more effective in helping them confront the situations they 

faced. They interpreted the situation as "whatever is to be, will 

be", and that it was out of their control. 

57 
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Research guestion two. The second research question 

investigated- the relationship between the ambiguity factors and 

the complexity factors· of. uncertainty and the coping styles used by 

the subjects. There was no significant relationship between the 

ambiguity or complexity factors of uncertainty and the coping 

styles used in the study. When compared to the uncertainty from 

other . populations, the mean ambiguity scores for this sample 

( M...= 41".0, fill = 9.5) was higher than the mean scores reported in 

other studies such as coronary bypass surgery (M._= 36.4, fill =10.7) 

(Redeker, 1992) and mastectomy (M = 31.68, fill= 7.85) (Wong and 

Bramwell, 1992). This high score might indicate that the cues 

concerning the subject's illness are vague and indistinct to them. 

The- high levels of uncertainty related to the su~jects' illnes_s 

supports studies by_ Mishel and Braden (1988) and King and Mishel 

(1986) that found that when an illness is characterized by 

remissions and exacerbation of symptoms, such as with AIDS, there 

are . elevated levels of uncertainty, particularly ambiguity about the 
'\ 

state of the illness. Webster and Christma~ (1988), in a study of 

20 post myocardial infarction patients, found a significant 

correlation between ambiguity and the use of emotion-focused 

coping methods (L= .53, g_ = <.02). A study by Patterson (1981) 

found that when uncertainty was present, understanding of the 

treatment involved in the care was low. 

The "'.lean complexity factor scores ( M = 22.7, fill = 3.7) was 

higher in this sample than in the mean adult composite data (li = 



1075) (M..= 15.3, .s.p. = 4.6) (Mishel and Epstein, 1990) and in the 

mean scores in a· study by Webster and Christman (1988) 

(.M = 15.6, ,SQ = 4.28) of patients post myocardial infarction. This 

may indicate __ that the subjects in the study find the cues in the 

treatment and system of care difficult to understand. This may be 

related to the educational level of the subjects in this study. 

Forty-eight percent of the subjects had less than a high school 

education; therefore the complexities involved in the treatment of 

HIV infection and AIDS might be difficult for them to understand. 

Research guestion three. The third research question asked if 

there -was a relationship between the coping methods used and the 

· inconsistency and unpredictability factors of uncertainty in 

patients with HIV infection or AIDS. There was a significant 

inverse correlation between the effectiveness of the supportant 

methods of coping and the inconsistency factor of the uncertainty 

scale (r = -.30, J2 = .03). The greater the inconsistency related to 

information previously received regarding their illness, the less 

effective was the use of support systems tQ decrease the 

uncertainty. This may indicate there is some perception of 

information that is not in agreement with previous visits to the 

clinic or that the information changes frequently either from 

personal or professional support systems. Explanations in a -

teaching hospital may vary from visit to visit with the change in 

staffing. Also, student rotations may influence whom the patient 

sees at each visit. The mean for the inconsistency factor of 
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uncertainty for ·this sample was 16.8 with a standard deviation of 

5.4. There was a moderate level of uncertainty regarding the 

inconsistency· factor. 

There was a moderate level of uncertainty related to the 

unpredictability factor. This may indicate that there is a lack of 

contingency between the illness and treatment cues and the illness 

outcome. There was a significant correlation between the use· of 

the fatalistic coping methods and the unpredictability factor of the 

uncertainty scale (r = .34, J2. = ~01 ). The higher the unpredictability 

related to the illness, the more the subjects used fatalistic coping 

methods such as _"accepting the situation because very little could 

be done" and "resigning yours~lf to the situation because things • 

looked hopeless." As the patients attempted to anticipate _the 

progression of their AIDS, they could not predict the 

symptomatology they would experience and they felt they had no 

control in the· situation. It was· difficult to project any positive 

times when they would feel like participating in pleasant 

activities because their illness was so unpredictable. Pessimism 

was fostered when their efforts were ineffective in promoting_ a 

sense of well being. 

Research guestion four. The fourth research question asked 

how age and socio.economic status related to uncertainty and the 

coping methods used. There was a significant correlation between 

age and the effectiveness of the emotive coping methods (r = -.36, 

12. = .009). This does not support the study by Webster and 

Christman (1988) in which age did not effect any of the variables 
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of coping. The emotive coping methods in the JCS are " worried 

about the problem," "got mad and let off. steam," "took out your 

tensions on someone else," "blamed yourself for. getting into such a 

situation," "did something impulsive or risky that you would not 

usually do." This may be related to the fact that 58% of the 

subjects in the study we.re in their 20's and 30's. Younger people 

tend to be more emotional and less accepting of change than older 

adults because of a· lack of maturity and life experiences. This may 

also be related to the length of time since the diagnosis of HIV 

infection or "AIDS and the adjustment to some of the changes that,_ 

have occurred in their lives. 

There was a significant negative correlation between the use 

of evasive coping methods and the income of the subjects 

(r = -.31, g, = .02). The higher the income of the subjects, the less 

they used evasive coping methods such as "tried to get out of the 

situation," "let time take care of the problem," "avoided being 

with people," and "wished that the problem would go away." More 

income makes resources more available to handle day to day 

problems. These resources provide the opportunity for the subjects 

to interact with others. There may, however, be a bias with thi~ 

statistic because 82% of the subjects earned less than $10,000 per 

year. 

Supplemental Data 

In regard to coping response and the· demographic variable of 

religious activities, there was a significant inverse relationship 
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(r = -.35, J2. = .01) between. uncertainty and participation in 

religious activities. This indicates that the subjects who were 

active in religious activities had less uncertainty- related to their 

illness. By greater participation in religious activities, the 

patients with AIDS or HIV infection expressed less uncertainty 

because they could concentrate their thoughts and actions on a 

higher being who could control their destiny. By being more 

optimistic, that was the coping method most often used and most 

effective for this sample, the degree of uncertainty was 

minimized. 

There was also a significant correlation between religious 

participation and the use of evasive coping m·ethods 

(r = .35, J2. = .01 ). Evasive coping consists of strategies such as 

"trying to get away from the problem," "trying to avoid the 

problem,'' and •wishing the problem would go away." This may be 

their way of saying that "someone else controls their life." 

Participation in religious activities may help to provide a 

stabilizing force and hope for them to cling. In a study by Gloersen 

et al. (1993) of people with Al DS, being with people was important 

to a sense of well being. Participation in religious activity 

provides an opportunity for the patients to be with people. 

The effectiveness of the confrontive coping methods showed 

a moderate correlation with participation in religious activities 

(r = .31, J2. = ~03). This may indicate that the subjects used religion 

to help them to confront the situation and to use constructive 

problem-solving in dealing with the changes in their· lives because 
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of their ·mness. There is no significant correlation between 

religious activities and the supportant subscale. This is 

interesting because the supportant subscale is where the spiritual 

coping responses are found in the revised version of the JCS 

(Jalowiec, 1987). Examples of the supportant coping methods are 
\ 

"talking the problem over with 1 a professional person (such as a 

doctor, nurse, minister, teacher, counselor)" and "prayed or put 

your trust in God." The coping method in the supportant category 

that was most often used by the subjects and the one that was 

most effective was praying and putting your trust in God. There 

was a significant correlation (r = .37, J2. =.009) between religious 

participation and the effectiveness of self-reliant coping methods. 

Examples of the self-reliant coping style are "tried to improve 

yourself in some way so you could handle the situation better," 

"told yourself that you could handle anything no matter how hard," 

"thought about how you had handled 0th.er problems in the past," 

and "wanted to be alone to think things out." Participation in 

religious activities may have fostered a belief that the subjects 

had control over their lives thus increasing their sense of self

confidence and the eff_ectiveness of self-reliant coping methods. 

The two coping styles most often used among the subjects 

were optimism and self-reliance. · The optimistic coping method 

was also found to be the .one that was most effective for this 

population. This supports the study by Mishel (1990), in which the 

use of positive thinking was a very common coping strategy used· by 

the subjects in regard to · the uncertainty of their illness. The 
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findings of a twc;> year qualitative investigation by Gloersen et al 

(1993) indicated that people living with AIDS did better both 

physiologically and psychologically if they were able· to maintain a 

positive attitude toward their disease. 

Limitations 

Several limitations are recognized in regard to this study. A 

convenience sample was used in the study. The ability to 

generalize the results of this study is limited because of the 

demographic characteristics of, the sample. The subjects were 

predominately Black males, had a high school education or les!?, 

were unemployed, were single; only one setting was used for the 

study. Another limitation is that the data were collected through 

· self-report instruments. The subjects may have answered some of 

the items in order of gain _social worth. This response 'bias could 

have reduced the validity of the findings. Completion of the 

questionnaires after their clinic visit was also a limitation. Some 

of the subjects were either tired after the clinic visit or lived 

some distance from the clinic and were anxious to leave. This may 

have caused them to rush when answering the questions, therefore 

not giving valid· and reliable answers. 

Implications 

Nursing practice. Several implications for nursing practice 

and future research can be derived from the findings of this study. 

One major implication for nursing practice is the importance of 

nurses' awareness and understanding of the emotional needs of 

those with the diagnosis of HIV infection or AIDS. Nurses provide 
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much of the care to meet the physical and psychosocial needs of 

people with HIV infection or AIDS. The attitude that nurses have 

toward these individuals affects the quality of care that they give. 

Knowledge learned from the study -of coping and uncertainty 

involving people with any chronic disease will aid the health care 

worker to have a better understanding of the stressors with which 

the patient is living. This increased understanding will provide an 

opportunity for nurses and others who care for these patients to 

assist them, in learning more e~fective coping methods, and 

therefore, helping them towards a more optimum quality of life. 

Uncertainty related to chronic disease may be amenable to 

intervention. An increased knowledge of the concepts of 

uncertainty and coping will help nurses develop strategies to 

decrease the uncertainties of their patients and assist them in 

a~apting to their illnesses. _ Understanding uncertainty and how it 

influences behavior in persons living with a devastating disease is 

important to the understanding of how persons may respond to the 

illness. Nurses need to be able to identify approaches that may 

alter the uncertainty and assist the patient to cope with the 

uncertainties that are unavoidable. The present study found that 

with this population of patients, optimism was the coping method 

that was found to be most effective. With this in mind, nurses 

need to help these patients maintain a degree of· optimism related 

to their disease. 

Finally, although the present study demonstrated few 

correlations between uncertainty and the coping methods used by · 
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these subjects, there is a correlation between participation in 

religious activities and the effectiveness of the coping methods 

that are used. Nurses need to consider the spiritual needs of their 

patients when assessing their psychosocial needs. Many times the 

spiritual needs of patients with HIV infection or Al OS or any 

patient who has a devastating disease do not seem to be of 

paramount importance to the nursing staff. Nurses must become 

more aware of all the needs of these co~plex patients. 

Nursing education. The number of AIDS patients will continue 

to rise into the next century. Nursing education must include the 

care of these complex patients in the curricula. Research is 

ongoing and there are differing opinions regarding the care of these 

patients. Nurses must be aware of new drugs and treatment 

modalities _as_ they occur. They must be taught to care for both the 

physical and psychosocial needs of patients living with AIDS. 

Nursing research. The concepts of coping and uncertainty 

have been studied a great deal using both acute and chronic 

diseases. However, there have been few quantitative studies using 

the concepts of coping and uncertainty. Further research using a 

variety of diagnosis will provide a better understanding of both of 

these abstract concepts and their possible relationship to each 

other. There have also been no quantitative studies using the 

concepts of coping and uncertainty related to. the patient with HIV 

inf~ction or AIDS. Future research ·should also explore uncertainty 

and coping in samples that include more women and members of 

other racial and ethnic groups. 
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In addition, further research is needed to substantiate the 

reliability and validity of the revised Jalowiec Coping Scale using 

a diverse population. 

Recommendations 

Considering the findings, discussion, and implications of this 

study, specific recommendations for future nursing research are 

identified as follows: 

1. This study should be replicated using a larger sample size 

with more women. 

2. Additional studies using the revised Jalowiec Coping Scale 

(1987) will provide further data regarding reliability and 

validity of the instrument. 

3. Studies focusing on nursing interventions to decrease the 

uncertainties and increase the effectiveness of the coping 

methods used need to be done. 

Summary 

The purpose of this study was to examine the relationship 

between uncertainty and the coping methods used by people with 

HIV infection or AIDS. There were few significant relationships 

found between the variables of uncertainty and the coping methods 

found in the Jalowiec Coping Scale. The study, however, did show ·a 

relationship between the effectiveness of coping efforts and the 

degree that the subjects participated in religious activities. The 

coping strategy most often used and the one that was the most 
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effective was the use of optimism related to their disease. The 

increased religious activity may be the foundation for their 

optimism. 

There are many opportunities for future nursing research 

using_ the concepts of -uncertainty and coping. Areas of further 

research include investigating nursing interventions to increase 

the effectiveness of coping methods used, studies using both 

quantitative and qualitative methodologies, and studies using a 

more diverse population of· subjects. 

There have ·been many studies in both nursing and the social 

sciences using the concept of coping. There have b~en fewer 

studies done using the concept of uncertainty. The study of these 

two concepts has great possibilities for nursing. Every patient 

population has uncertainties related to their disease and how they 

cope with these uncertainties will make a difference in the quality 

of their lives. Nurses can make a difference through strategies 

that will help patients use coping methods that wi.11 both decrease 

their stress and their uncertainties regarding their illness. 
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DEMOGRAPHIC DATA QUESTIONNAIRE 

To enable the researcher to compare the result_s of this study with other individuals 
· from other groups and situations, some information about yourself is needed. Please 
complete the following by filling in the blank or circling the number. 

A. Male ----Female __ _ 

8.Age ___ _ 

C. Race 
1. White 
2. Black 
3. Asian 
4. Hispanic 
5. Other 

D. Yearly Family Income (include Social Security and Disability). 
1. $10,000 or less 
2. $11,000 to $20,000 
3. $21,000 to $30,000 
4. $31',000 or more 

E. Current Employment Status 
1. employed full-time 

·· 2. employed part-time 
3. not employed 
4. retired 

F Highest Level of Education Completed 
1. 8th grade or less 
2. some high school 
3. high school graduate 
4. some college 
5. college graduate 
6. graduate school 

G. Religious Preference 
1. Roman Catholic 
2. Protestant 
3. Jewish 
4. Muslim 
5. Agnostic 
6. Other 
7. No preference 



H. How would you describe your participation in religious activities? 
1. inactive 
2. infrequent participation (1-2 times per year) 
3. occasional participation (monthly) 
4. regular participation (weekly) 

I. What is your current living arrangement? 
1 . live alone 
2. live with spouse or significant other 
3. live with other family member 
4. live with friend 
5. other. 

J. Marital Status 
1. single 
2. married 
3. separated or divorced 
4. widowed 
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C 1977, 1987 Anne Jatawiec, PhD, RN Study• __ _ 

JALOWIEC COPING SCALE 

This questionnaire is about how you cope with stress and tension, and what you do to 
handle stressful situations. In particular, I am interested in how you have coped with the 
stress of: 

This questionnaire lists many different ways of coping with stress. Some people use a 
lot of different coping methods; some people use only a few. 

You will be asked two questions about each different way of coping with stress: 

Part A 

How often have yo~ u_sed that coping method to handle the stress listed above? 

For each coping m.ethod listed, circle one number in Part A to show how often you have 
used that meth'Od to cope with the stress listed above. The meaning of the numbers in 
Part A is as follows: 

Part B 

never used 0 = 
1 
2 = 
3 

= seldom used 
sometimes used 
often used 

If you have used that coping method, how helpful was It In dealing with that stress? 

For each coping method that you have used, circle.a number in Part B to show how 
helpful that method was in coping with the stress listed above. The meaning of the 
numbers in Part B is as follows: · · 

0 = not helpful , = slightly helpful 
2 = fairly helpful 
3 = very_ helpful 

If you did not use a particular coping method, then do not circle any number In 
Part B for that coping method. 
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Pan A Pane 
How often have you used If you have used 

each coping method? . that coping method, 
COPING METHODS how helpful was It? 

Never Seldom Sometimes Often Not Slightly Fairly Very 
Us~ Used Used Used Helpful Helpful Helpful Helpful 

1. Worried about the problem 0 1 2 3 0 1 2 3 

2. Hoped that things would get better 0 1 2 3 0 1 2 3 

3. Ate or smoked more than usual 0 1 2 3 0 1 2 3 

4. Thought out different ways to 
handle the situation 0 1 2 3 0 1 2 3 

5. Told yourseH that things could be 
much worse 0 1 2 3 0 1 2 3 

6. Exercised or did some physical 
activity 0 1 2 3 0 1 2 3 

7. Tried to get away ·from the problem 
for a while 0 1 2 3 0 1 2 3 

8. Got mad and let off steam 0 1 2 3 0 1 2 3 

9. Expected the worst that could . 
happen 0 1 2 3 0 1 2 3 

10. Tr•ed to put the problem out of your 
mind and think of something else 0 1 2 3 0 1 2 3 

11. Talked the problem over with family 
or friends 0 1 2 3 0 1 2 3 

12. Accepted tt)~t situation because very 
little could b, done· 0 1 2 3 0 1 2 3 

13. Tried to look at the problem 
objectively and see all sides 0 1 2 3 0 1 2 3 

14. Daydreamed about a better life 0 1 2 3 0 1 2 3 

15. Talked the problem over with a 
professional person (such as a 
doctor, nurse, minister, teacher, 0 1 2 3 0 1 2. 3 
counselor) 

16. Tried to keep the situation under 
control 0 1 2 3 0 1 2 3 

17. Prayed or put your trust in God 0 1 2 3 0 1 2 3_ 

18. Tried to get out of the situation 0 1 2 3 0 1 2 3 

19. Kept your feelings to yourself 0 1 2 3 0 1 2 3 

20. Told yourself that the problem was 
someone else's fault 0 1 2 3 0 1 2 3 

21. Waited to see wt:iat would happen 0 1 2 3 0 1 2 3 

22. Wanted to be alone to think things 
out 0 1 2 3 0 1 2 3 

23. Resigned yourself to the situation 
because things looked hopeless 0 1 2 3 0 1 2 3 
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Pan A Pane 
How often have you used If you have used 

each coping method? that coping method, 
COPING METHODS how helpful was It? 

Never Seldom Sometimes Often Not SfighUy Fairly Ve,y 
Used Used Used Used Helpful Helpful Helpful Helpful· 

24. Took out your tensions on someone 
else 0 1 2 3 0 1 2 3 

25. Tried to change the situation 0 1 2 3 0 1 2 3 

26 .. Used relaxation techniques 0 1 2 3 0 1 2 3 

27. Tried to find out more about the 
problem 0 1 2 3 0 1 . 2 3 

28. Slept more than usual 0 1 2 3 0 1 2· 3 

29. Tried to handle things one step. at a 
time 0 1 2 3 0 1 2 3 

30. Tried to keep your life as normal as 
possible and not let the problem 0 1 2 3 0 1 2 3 
interfere 

31. Thought about how you had handled 
other problems in the past 0 1 2 3 0 .1 2 ·3 

32. Told yourself not to worry because 
everyt~ing would work out fine 0 1 2· 3 0 1 2 3 

33. Tried to work out a compromise 0 1 2 3 0 1 2 3 

34. Took a drink to make yourself feel 
better 0 1 2 3 0 1 2 3 . 

35. Let time take-care ~f the problem 0 1 2 3 0 1 2 3 

36. Tried to distract yourself by doing 
something that you enjoy 0 1 2 3 0 1 2 3 

37. Told yourself that you could handle 
anything no matter how hard 0 1 2 3 0 1 2 3 

38. Set up a plan of action 0 1 2 3 0 1 2 3 

39. Tried to keep a sense of humor 0 1 2 3 0 1 2 3 

40. Put off facing up to the problem 0 1 2 3 0 1 2 3 

41. Tried to keep your feelings under 
control 0 1 2 3 0 1 2 3 

42. Talked the problem over with -
someone who had been in a similar 0 1 2 3 0 1 2 ·3 
situation 

43. Practiced in your mind what had to 
be done 0 1 2 3 0 1 2 3 

44. Tried to ~eep busy a 1 2 3 0 1 2 3 

45. Learned something new in order to 
deal with the problem 0 1 2 3 0 1 2 3 

46. Did s.omething impulsive or risky 
that you would not usually do a 1 2 3 0 1 2 3 
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Pan A Pane 
How often have you used If you have used 

each coping method? that coping method, 
COPING METHODS how helpful was It? , 

Never Seldom Sometimes Often Not sraghUy Fairly Ver, 
Used Used Used Used Helpful Helpful· Helpful Helpful 

4 7. Thought about the good things in 
your life 0 1 2 3 0 1 2 3 

48. Tried to ignore or avoid the problem 0 1 2, 3 0 1 2 3 

49. ·compared yourself wit_h other 
people who were in the same 0 1 2 3 0 1 2 3 
situation 

50. Tried to think positively 0 1 2 3 0 1 2 .. 3 

51. Blamed yourself for getting into 
such a situation 0 1 2 3 0 1 2 3 

52. Pref erred 10 work things out yourself 0 1 2 3 0 1 2 3 

53. Took medications to reduce tension 0 1 2 3 0 1 2 3 

54. Tried to see 1he good side of the 
situation 0 1 2 3 0 1 2 3 

55. Told yourself that this problem was 
really not that important 0 1 2 3 0 1 2 3 

56. Avoided being with people ' 0 1 2· 3 0 1 2 3 

57. Tried to improve yourself in some 
way so you could handle the 0 1 2 3 0 1 2 3 
situation better . . 

58. Wished thaffhe problem would go 
.away 0 1 2 3 0 1 2 3 

59. Depended on others to help you out 0 1 2 3 0 1 2 3 

60. Told yourself that you were just 
having some bad luck 0 1 2. 3 0 1 2 3 

If there are any other things you did to handle the stress mentioned at the beginning, 
that are not on this 11st, please write those coping methods In the spaces below. Then 
circle how often yo_u have used each coping method, and how helpful each coping 
method has been. 

61. 1. 2. 3. 0 1 2. 3 

62. 
i 

1 2 3 0 1 2 3 

63. 1 2 3 0 1 2 3 

ReYIMCI 7190 ·-. 
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No. 

MISHEL UNCERTAINTY IN ILLNESS SCALE 

Instructions: Please read each statement. Take your time and think about 
what eac::h statement says. Th~n place an "X" under the column 
that most closely measures how you are feeling TODAY." If you 
agree wi ~h a statement, then you would mark under either 
"Strongly Agree" or "Ag~ee." If you disagree with a statement, 
th~r. me.rk under either 11Strongly Dis:.agree" or "Disagree." If 
you are undecided about how you feel, then mark under 
"Undecided" for that statement. Please respond to every 
statement. 

1. I don't know what is·wrong with me. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

2o I have a lot of questions with~ut answers. 

·Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Disagree 
(2) 

3. -I am unsure if my illness is getting better or worse. 

Strongly Agree 
i5) 

Agree 
(4) 

Undecided 
(3) 

4. It is unclear how bad·my pain will be. 

Strongly Agree 
(5) 

Agree 
( 4) 

Undecided 
( 3) 

Disagree 
(2) 

Disagree 
(2) 

Strongly Disagree 
( 1) 

Strongly Disagree 
(1) 

Strongly Disagree 
(1) 

Strongly Disagree 
(1) 

5. The explanations they give about my condition seem·ltazy to _me. 

Strongly Agree 
("S) 

Agree 
(4) 

Merle Hishel, Revised 1990 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
( l) 



6. The 'purpose· of each treatment is clear to me. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
( 3) 

Disagree 
(4) 
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Strongly Disagree 
(5) 

1; When·I have pain~ I know what this means about my :ondition. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

8. I do not know when to expect things wi_ll be done to me. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

9. My sl'ffll)toms continue to change unpredictably. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

10. I understand everything explained to me. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(2) 

Disagree 
(4) 

Strongly Disagree 
(5) 

Strongly Disagree 
(1) 

Strongly Disagree 
( 1) 

Strongly Disagree 
(5) 

11. The doctors say thin~s to me that could ha~e many meanings. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

12. I can predict how long my illness will last. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(1) 

StrOflgly Disagree 
(S) 



13. My treatment is too complex to figure out. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 
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Strongly Disagree 
( l) 

14. It is difficult to know if the treatments or medications I am getting are 
helping. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
. (1) 

15. There are so many different types of staff, it's unclear who is responsible 
for what. 

Strongly Agree 
(S) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
( l) . 

16. Because of the unpredictability of · my illness, I cannot plan for the 
future. 

Strongly Agree 
csr. 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

17. The course of my illness keeps changing. I have good and bad days. 

Strongly Agree 
(S) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
{l) 

18. It's vague to. me how I will manage my care after I leave the hospital. 

Strongly Agree 
('5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

19. I have been given many differing opinions about what is wrong with me. 

Strongly Agree 
(·5) 

Agree 
( 4) 

Undecided 
(3) 

Disagree 
( 2.) 

·st~ongly Disagree 
( l) 



20. It is not clear what is going to happen to me. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

21. I usually know if I am going to have a good or bad day. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3') 

22. The results of my tests are inconsistent. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(4) 

Disagree 
(2) 

23. The effectiveness of the treatment is undeteJ:1Dined. 

Strongly Agree 
(S) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 
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Strongly Disagree 
( l) 

Strongly Disagree 
(5) 

Strongly Oisagree
(1) 

Strongly Disagree 
(1) 

24. 11;. is difficult to determine how long it will be before I can care for 
myself. ' 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

25. T can generally predict the course of my illness. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(1) 

Strongly Disagree 
(5) 

26. Because of the treatment, what I can do and cannot do k~eps changing. 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
. ( 2) 

Strqngly Disagree 
( l) 
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27. I'm certain they will not find anything else wronq with me. 

28. 

29. 

Strongly Agree 
(1) 

The treatment I am 

Strongly Agree 
(1) 

They have not given 

Strongly Agree 
(5) 

Agree. 
(2) 

receiving 

Agree 
(2) 

Undecided 
(3) 

has a known 

Undecided 
(3) 

Disagree 
(4) 

probability 

Disagree 
( 4) 

me a specific diagnosis. 

Agree Undecided Disagree 
(4) (3) (2) 

of 

Strongly Disagree 
(5) 

success. 

Strongly Disagree 
(5) 

Strongly Disagree 
( l} 

30. My physical distress is predictable; I know when it is going to get better 
or worse. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

31. I can depend on the nurses to be there when I.need them. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

32. The seriousness of my illness has been determined. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

Strongly Disagree 
(5) 

33. The doctors and nurses use everyday language so I can unaerstand what they 
are saying. 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
{ 4-) 

Strongiy Disagree 
(5) 
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Page 1 of 1 

CONSENT FORM 
The Relationship Between Uncertainty and 

Coping With HIV Infection and AIDS 

Mary E. Brown, RNC, BSN 

I have been invited to participate in a research study that will explore the 
relationship between the uncertainties of being HIV positive and how I am able to cope 
with the disease, treatments, and other factors related to being HIV positive. I have 
been asked to participate because I have tested positive for HIV or have been 
diagnosed as having AIDS. I understand that I am one of 50 patients asked to 
participate in this study. 

I understand that I will be asked to fill out three questionnaires that will take 
approximately 30 minutes. The first questionnaire asks me to describe myself such as 
age, ethnic background, and marital status. The second questionnaire asks me about 
how I react to concerns and problems. The third questionnaire asks me questions 
about the uncertainties of my diagnosis. J understand that some questions may 
produce anxiety and these may be omitted if I choose to do so. 

I understand that my participation in this research study, and the research 
records specifically related to it, will be confidential, unless specifically required to be 
disclosed by state or federal law. The questionnaires will be identified by a number and 
my name will not appear on any form or be used in the results of the study. I also 
understand that I will not be paid or charged for participating in this study. My 
participation in this study. is voluntary. I am free to withdraw from the study at any time 
without any penalty or loss of health care. 

I have been told that my participation in the study is not expected to present any 
risk to me. While I will not have direct benefits from this study, findings from this study 
may help to improve the quality of nursing care for patients who are HIV positive or 
who have AIDS. 

I have read this document and/or it has been explained to me. I understand that 
if I have further questions about this study, I may call Mary Brown at If I 
have questions or concerns about my rights as a research subject, I may contact Dr. 
George Schuster at 706-721-2991. 

The risks and benefits to me if I participate in this study have been explained. I 
have had the chance to ask questions and these have been answered. I hereby 
consent to participate in this study. 

Subject's X or lnitial's Date 

Principle Investigator's Signature . Date 
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Department of Medicine 
Section of Infectious Diseases 

MEMORANDUM 
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TO: 

FROM: 

Russeli Claybrook, Medical College of Georgia Rcsc:arch Institute 

J. Peter Rissing, M.D., Chief, Infectious Disease, MCG 

RE: Study: "Uncertainty in Coping with HlV and AIDS" 

DATE: January 18, 19~4 

Mary Brown, R.N., currently a student at the Medical College of Georgia enrolled in the 
Graduate Program, -will be working 'With Dr. Cheryl Newman on the above referenced 
study. It will be necessar,· for Ms. Brown co attend the Infectious Disease Clinic in order 
to do research. I have no objections co this arrangement. 

Please feel free co contact me should you need additional infom1ation . 

• c"Qi • -.: • . • g 
Chief, I nfcctious Disease 

/Ip 
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Request Form 
HUIS 
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I request permission to copy the Adult Uncertainty in Illness Scale for use in my 
research entitled. Uncertainty and the Patient with AIDS 

_In exchange for this pennission, I agree to submit to Dr. Mishel, upo~ c:cmpletion of 
the study a printout of the uncertainty data or a SJ inch disk containing the data with 
a data dictionary. The data must contain information on each subject's age, sex, 
education, and diagnosis. along with the raw date on the uncertainty scale. This data 
will be used to establish a normative date base for clinical populations. No other 
use will be made of thP data submitted. Credit will ·be given to me in reports of 
nonnative statis-t.ics that :make use of the data l submitted for pooled analyses. l alco 
agree to send Dr. Mishel an abstract of m,y findings. 1 understand· that my report wiii 
be used to compile information on the theory of uncertainty in illness. Credit wil~ 
be given to me in any reports referring to~• findings. 

Position and Full Adcress 
of lnve~tigator. 

April, 19, 1993 
(Date) 

Perr.:isslon is hereby granted to copy the M'JlS for use in the research.described above. 

Herle H. Kishel 

L-f I~, I~, 
(Date) 

Please send two sic:ied copies of th.ii; fonr. to Merle H. Kishel, Ph.D., C:Cllege c! 
Nursing, Ur.iversity 

~~:p..
rev;,.sec l/89 

Merle H. Misbcl, PhD, FAAN 
School of Nursing 
CB #4760, Carrington Hall 
Univen11y of North Carolina 
Chapel Hill. NC 27599-7460 



PERMISSION FOR USE OF JCS 

. . 
PERMISSION IS HEREBY GRANTED TO 

Mary Brown 

TO USE THE JALOWIEC COPING SCALE 

IN A STUDY OR PROJECT 

ANNE JALOWIEC, RN, PHO 

LOYOLA UNIVERSITY OF CHICAGO 

DATE : J µl. y 2 9 , 1 9 9 3 
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Appendix G 

Human Assurance Committee Approval 



ijuman Assurance Committee 
Institutional Review Board 

March 15, 1994 

RE: "The Relationship Between Uncertainty and Coping 
With HIV Infection and AIDS" 

APPROVAL DA TE: March 14, 1994 
FILE NUMBER: 94-02-180 

Dear Ms. Brown: 
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The HUMAN ASSURANCE COMMITTEE has re~i6wed and approved the above referenc 
project in accordaqce with the DHHS policy and the institutional assurance on file \Vith 
DHHS. 

The Committee would like to call your attention to the following obligations as Princi; 
Investigator of this study. Under the terms of our approved Institutional Assurance to 1 

Department of Health and Human Services, you must provide us with a progress report at I 
termination of the study, or at the annual anniversary date of this approval, whichever corr 
first. If the study wi11 be continued beyond the initial year, an annual review by the HUM.A 
ASSURANCE COMMITTEE is required, with a progress report constituting an important p: 
of the review. The Committee will notify you of the anniversary report by sending you 
HAC-107 form for completion. 

If VA patients or facilities are involved in this study, you must also have a letter of apprm 
from the VA Research & Development Committee prior to involvement of VA patients 
facilities. 

George S. Schuster, D.D.S., Ph.D. 
Chairman . 
HUMAN ASSURANCE COMMITTEE 



Human Assurance Commmee 
tns111u110na1 Review Board 

January 24, !995 
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RE: "The Relationship Between Uncertainty and Coping 
With HIV Infection and AIDS" 

CONTINUATION APPROVAL DATE: January 23, 1995 

FILE NUMBER: 94-02-180 

Dear Ms. Brown: 

In response tc your submitted HAC-107 form · "Request for 
Continuation of HAC Approval", you have indicated that the study 
is sti.ll active. since the last date of review. The HUMAN 
ASSURANCE COMMITTEE has approved the protocol through January 
1996 in accordance with the DHHS policy and the institutional 
assurance on file with the DHHS. 

If there should be any modifications in the project before the 
date of the next annual review (January 1996), please submit a 
~emo requesting approval for an amendment to the protocol 
immediately. Projects should be submitted for review before the 
anniversary date. 

George S. Schuster, Ph.D. 
Chairman 
HUMAN ASSURANCE COMMITTEE 




