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ABSTRACT 

Uncertainty is recognized as a significant perceptual variable 

in the experi ence of illness. The purpose of thi s study was to ga in 

an understanding of how parents of ill infants cope with the uncertainty 

inherent in illness-related events and situations. A conceptual frame

work of coping with uncertainty was proposed and tested. The four 

constructs in the model and thei r measures were percei ved uncertai nty 

(Mishel's Parents' Perceptions of Uncertainty Scale), cognitive 

appraisal (Lazarus and Folkman's Appraisal Questionnaire), coping 

efforts (Lazarus and Folkman's Ways of Coping Checklist) and cognitive 

schema (Mishel's Parents' Perceptions of Uncertainty Scale and grounded 

theory methodology). 

Methodological triangulation was used. A quantitative, longi-

tudi na 1, descri pt i ve corre 1 at i ona 1 des i gn exami ned the mode 1. A 

qualitative study using grounded theory methodology explored the forming 

and using of a cognitive schema. A convenience sample of 37 parents 

of critically ill neonates participated in the quantitative study with 

15 of those also participating in the qualitative study. Self report 

questionnaires measured model variables. Interviews comprised the 

grounded theory approach. Descriptive and correlational statistics 

characterized model variables and their relationships. Constant com

parative analysis identified processes central to forming and using 

a cognitive schema. 
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From the descriptive results, parents perceived high levels 

of uncertainty when measured at approximately 2.5 days following the 

ill infant's birth. Appraisal of uncertainty as harmful to well-being 

was correlated with perceived ambiguity (r = .63) and complexity 

(r = .36). The coping efforts of self-blame (r = .53) and wishful 

thinking (r = .44) were related to the harm appraisal. Significant 

decreases in percei ved ambi gui ty and 1 ack of i nformat i on were demon

strated when uncertainty was measured again at approximately eight 

days following birth. 

From the grounded theory methodology, three processes central 

to cognitive schema were identified (forming, framing, using) were 

discovered and conceptualized. When uncertainty was perceived, parents 

actively sought information in forming a schema. With sufficient infor

mation, information was categorized to frame an explanation of illness 

experiences. With framing, schema was created and used by the parents. 

Methodological tri~ngulation accounted for consistencies and 

inconsistencies across quantitative and qualitative results. The model 

of coping with uncertainty was supported through triangulation. 
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Illness and hospi ta li zat i on of a chil d can be an overwhe 1 mi ng 

experience for many parents. Despite the high level of turmoil associ

ated wi th a child's i 11 ness and the importance of parental responses 

to this distress, few studies have looked at the process of coping 

from parents' perceptions of illness events through management of stress 

by coping behaviors. The three purposes of this investigation were 

to: 1) ga i n an understandi ng of how pa rents cope wi th the uncerta i nty 

inherent in a child's illness and hospitalizationi 2) examine and 

further develop a conceptual framework of parental coping with uncer

tai ntYi and 3) exami ne three instruments that may provi de measurements 

of uncertainty, appraisal and coping strategies for parents of sick 

chi ldren. 

Chapter One substanti uted the need for thi s research by des

cribing parental experiences during the course of their child's illness 

and by discussing the importance of parental coping with the stresses 

inherent in i 11 ness events. Research, whi ch to date had fragmented 

the process of coping was also presented. Previous research had focused 

on descri bi ng sources of turmoil, the di stress i ng emotions associ ated 

wi th the i 11 ness experi ence or copi ng behavi ors used by parents when 

encountering illness. 
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A Child's Illness and Hospitalization 

In 1984, approximately two million admissions to 1662 hospitals 

in the Uni ted States were for chi ldren rangi ng in age from newly born 

through 19 years of age (Committee on Professional and Hospital 

Activities, 1985). Based on these admission data, a reasonable estimate 

is that several million parents each year are confronted by significant 

illness in a child and experience hospitalization of that sick child. 

Parents of ill children face many potential stresses during 

the course of the illness. Stress may result from the nature of the 

illness itself; the health care environment; the treatments prescribed; 

and the role parents assume in their child's care (Canright & Cambell, 

1977; Comaroff & Maguire, 1981; Miles, 1979). 

In Surveyer's study of parents of comatose children (1976), 

the uncertainty of outcome, which was reinforced by medical reports, 

contributed to generalized tension and anxiety. Parents of newly 

diagnosed children with cystic fibrosis responded to the threat of 

this potentially fatal disease by an acute, anticipatory mourning 

reaction and feelings of helplessness with respect to altering the 

outcome of the disease (McCollum & Gibson, 1970). Chodoff, Friedman 

and Hamburg (1964) reported that for parents of children with malignant 

di sorders, an intense psycho 1 ogi ca 1 stress was imposed by the need 

to watch over and care for a slowly dying child over a long period 

of months. 

The health care environment and its associated treatment regimes 

are often problematic for parents. Canright and Campbell (1977) stated 

that for parents of chil dren recei vi ng care in an emergency room, 
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waiting for information was endless and allowed parents to fantasize 

about the unknown which made the emergency visit more stressful. Hilt 

(1976) found that use' of unfamiliar medical terminology limited parents' 

ability to interpret their child's progress on a daily basis. Parents 

were confused, anxious and felt helpless when placed in the health 

care environment with its strange smells, faces, routines and rules 

(Canright & Campbell, 1977; Miles, 1979). Lewandowski (1980) reported 

that parents were often unable to differentiate between the various 

tubes and machines used in their child's care and were also vague about 

what that equipment was accomplishing in their child's care. 

Parental roles can be significantly altered during illness and 

hospi ta 1 i zat ion. Canri ght and Campbell (1977) found that most mothers 

did not know how to function in a maternal role while their child 

recei ved emergency care because they were accustomed to cari ng for 

a well child and could not interpret unfamiliar care cues given by 

the child. Doctors and nurses assume many of the parental tasks of 

decision-making, caring and comforting or at least share in those tasks 

when they attend an ill chi ld. Parents, especi ally mothers, interpret 

this situation as threatening and frightening (Canright & Campbell, 

1977; Dawson, 1972). 

Successful physical and psychological management of a sick child 

is greatly influenced by the effectiveness of parents' coping with 

illness experiences and events (Mattsson, 1972; McCubbin, 1984; Venters, 

1981; Wolfer & Visintainer, 1975). If parents can manage the stresses 

resulting from the illness and its treatment plan, they can provide 

positive psychological support to their child; administer needed 
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physical care; and maintain their own integrity as parents, spouses 

and individuals (Hymovich, 1976, 1981; Mattsson, 1972; Mishel, 1983; 

Wolfer & Visintainer, 1975). 

Failure to manage stresses associated with illness and the 

emotions accompanying stress has a profound impact on parents and ill 

children. If a parent is unable to cope, deni a 1 of the severi ty of 

the illness, rejection of the ill child, depression and marital dissolu-

tion could result (Holt, 1958; Kendall & Calmann. 1964; Meyerowitz 

& Kaplan, 1967; Parsons & Fox, 1952; Troupauer, Franz & Di 19ard, 1970). 

When parents are unable to cope with their feelings, they cannot func

t i on to reassure thei r chil d duri ng unfamil i ar and pa i nfu 1 treatment 

procedures (Wolfer & Visintainer, 1975). Parents who remain anxious 

during the illness course tend to cope '"dth their emotional distress 

by overprotecting the child, restricting age appropriate activities, 

neglecting physical care, failing to comply with treatments prescribed 

and fostering a sense of vulnerability in the sick child (Green & 

Solnit, 1964; Mattsson, 1972). 

Research: Parental Responses to a 
Child's Illness and Hospitalization 

The literature on childhood illness suggests that parents encoun

ter many stressful situations dur'ing the course of illness and that 

continued functioning as a parent, spouse and individual depends on 

coping with those psychosocial demands. Despite the importance of 

parenta 1 copi ng, no s tudi es have looked at the process of copi ng from 

parents' perceptions of potentially stressful illness events through 

management of perceived stresses by coping strategies. Rather, research 



17 

to date has fragmented the process cf copi ng by descri bi ng pri maril y 

sources of stress, emoti ona 1 di stress, copi ng behavi ors and/or conse

quences of adaptation to illness demands. The role of parental 

perceptions of illness events has not been explicated (Crowley & Morrow, 

1980) and there is a paucity of reliable and valid instruments to assess 

parents' experiences (Mishel, 1983). 

Sources of stress for parents of ill children have been investi

gated as single case studies (Aradine, Uman & Shapiro, 1978) or as 

retrospective studies (Canright & Campbell, 1977; Miles, 1979). These 

investigations, however, were primarily descriptive analyses where 

data collected from interviews or observation were compiled to generate 

a list of stresses and emotions associated with stress. Sources of 

stress and emotional distress identified in these studies were presented 

in the previous section of this chapter. Although commonalities existed 

across parents, each parent responded to different stresses in unique 

ways and with varying degrees of emotional distress (Chodoff, Friedman 

& Hamburg, 1964; Miles, 1979). There was no attempt in these studies 

to quantify the degree of stress, the intensity of emotion or explain 

variance in response to stressful situations. 

Differences in parents' responses to seemingly similar stressors 

inherent in illness events have been investigated in two divergent 

ways. The works of Drotar, Baskiewicz, Irvin, Kennell and Klaus (1975), 

McCollum and Gibson (1970) sought commonalties in response and hypo

thesized stages of adaptation to illness. Mishel (1983) investigated 

the individuality of parents' responses by studying perceived uncer

tainty in illness-related events. 
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Drotar, Baskiewicz, Irvin, Kennell and Klaus (1975) studied 

25 parents of infants with congenital malformations to determine the 

course of parental reactions to the child's birth and the process of 

parental adaptation. Many of the parents appeared to struggle with 

common issues and went through identifiable emotional reactions. Five 

stages of response and adaptation were identified: shock; denial; sad

ness, anger and anxiety; adaptation; and reorganization. The first 

four stages were described primari ly in terms of emotions experienceu 

··.nd were seen to evolve out of the birth crisis. The emotions, shift 

in feelings and movement toward a car~ relationship with the malformed 

child were not consistently linked to specific situations, events or 

experiences in the illness. The issues confronting parents were never 

clearly identified. The time sequence of this process was noted to 

vary among parents for some unspecified reason. 

McCollum and Gibson (1970) hypothesized a similar staged model 

that would generalize to all parents of children with cystic fibrosis 

in thei r response to the ill ness. A four stage process of parental 

adaptation was generated from interviews with 56 famili~s of 65 living 

children diagnosed with cystic fibrosis. The stages identified were 

prediagnostic, confrontational, long term adaptation and terminal. 

The time sequence of stages and the intensity of emotional distress 

were noted to vary across parents. Common ill ness experi ences were 

linked to shared emotional responses. In the prediagnostic stage, 

misdiagrosis was found to generate mounting distrust and hostility 

toward the medical profession for most parents. The confrontational 

stage evidenced intense anxiety and feelings of helplessness related 
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to altering the illness outcome. These researchers, however, failed 

in descri bi ng a process of parental response to illness in severa·' 

ways: gave few examples of stressful illness events and associated 

emotions; did not consistently link identified stresses to coping 

strategies; and omitted information on how parents transit from some 

stages to another. 

Mishel's (1983) research of uncertainty in parents of hospital

ized children investigated the role of parents' perceptions of illness 

events. Perceived uncertainty has been identified as a significant 

perceptual variable contributing to stress responses in parents of 

ill children (Aradine, Uman & Shapiro, 1978; Canright & Campbell, 1977; 

Comaroff & Maguire, 1981; Hymovich, 1976; Mattsson, 1972; Miles, 1979; 

Mishel, 1983; Surveyer, 1976; Venters, 1981). The Parents' Perception 

of Uncertainty Scale was tested in 272 parents of hospitalized children. 

A factor analysis of these data demonstrated the four characteristics 

of uncertainty hypothesized by Mishel: lack of information, complexity, 

unpredictability, and ambiguity. Examining the uncertainty scores 

across groupi ngs of parents revea 1 ed di fferences in perceptions for 

parents of children hospitalized for diagnostic procedures, medical 

care and surgical interventions. For example, parents in the medical 

group scored higher on the total uncertainty scale and on three of 

the four subscales than did parents in the surgical group. Differences 

in the nature of the illness, illness-related events and treatment 

experiences could account for these variations. Mishel's work demon

strated and quantified uncertainty in childhood illness events as well 

as variations in parents' perceptions of uncertainty. However, the 
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emotional and coping responses of parents to the uncertainty of illness 

have not been carefully researched • 

Coping with a child's illness and hospitalization has been 

examined in the literature in two different ways. The work of Comaroff 

and Maguire (1981), Hymovich ('1981), Miles (1979), Krulik (1980), 

Mattsson (1972) and others describe coping strategies actually utilized 

or assumed to be utilized for specific illness-related stresses and/or 

specific emotional distress. Other researchers have examined behaviors 

of pa rents who have adapted to the illness (Hymovi ch, 1976; McCubbi n. 

1984; Venters, 1981). 

Denial and disbelief of a child's malformation was used by 

parents of infants born with congenital anomalies to escape information 

about the defect and to cushion the tremendous emotional blow (Drotar, 

Baskiewicz, Irvin, Kennell & Klaus, 1975). To cope with the uncertain 

course and duration of illness, parents of children with malignant 

disorders sought and systemized information to gauge present status, 

future prospects and make many illness events comprehensible to them 

(Chodoff, Friedman & Hamburg, 1964; Comaroff & Maguire, 1981). Explora

tion of reality and learning about unfamiliar situations which confront 

parents is a positive coping strategy that helps parents adapt to many 

illness events (Miles, 1979; Wolfer & Visintainer, 1975). All effec

tively coping parents of ill children lessen distressing emotions such 

as anxiety by learning about what is occurring now as well as what 

wi 11 happen duri ng the course of the di sease (Mattsson, 1972). The 

literature offers other examples of stY'esses and strategies used for 

coping such as normalizing tactics to control feelings of being 
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different (Anderson, 1981: Krulik, 1980) and fixing cause to ameliorate 

feelings of self-blame and guilt (Horan, 1982). 

Hymovi ch (1976) suggests that parents who have coped success

fully with the stresses of a child's illness are able to understand 

and manage the illness; assist the child in a similar understanding; 

meet the needs of all family members including the ill child; maintain 

their own health and self-integrity. For parents of children with 

cystic fibrosis, long term adaptation and optimal family functioning 

occurred when parents could endow the illness with meaning and could 

share the burdens of the illness with others (Venters, 1981). 

The preceding text was a brief review of the literature on 

parents and illness of a chil d. Much study of the subject had been 

done. However, severa 1 major problems wi th the research done to date 

were clearly evident. 

Fi rst, the quality of the research was 1 ess than optimaL Thi s 

research had been primarily atheoretical, largely descriptive, based 

on small sample sizes including single case studies and retrospective 

in design. There had been few attempts to quantify or create measures 

of the types of stresses, degree of emotional distress, use of coping 

strategies or results of coping efforts. A single theory or set of 

competing theories had not evolved or been tested in this research. 

Second, research appeared to have focused on outcomes in the 

process of copi ng instead of the process i tse If. Outcomes such as 

recognized sources of stress, common emotional reactions, frequently 

used copi ng behavi ors and patterns of behavi or for parents who have 

coped successfully wi th the illness had been di scussed. However, how 



22 

parents determined stressors in the illness experience, decided on 

a particular emotional reaction and intensity of reaction, selected 

certain coping behaviors while disregarding others and used coping 

efforts to manage stress had not been addressed. A study of the process 

of parental coping with a child's illness should account for the how 

and why of parents' responses as well as thei r actua 1 responses to 

illness events. 

Third, research to date offered little to the nurse as she/he 

plans care for parents of ill children. Commonly recognized sources 

of stress, shared emotional reactions, frequently used coping behaviors 

and vague time schedules of stages to adaptation provide only very 

broad guidelines for assessment and intervention. Idiosyncrasies in 

parents' reactions had been largely ignored while generalizations had 

been fostered. Few tools for assessment had been developed and tested. 

The nurse would be stymied rather than succored in his/her care of 

parents by this research. 

Specific Aims of This Research 

Several million parents each year experience illness and hospit

alization of a child. This experience is overwhelming for many parents. 

The nurse caring for an ill child must function in assisting parents 

in coping with illness-related events. Coping involves a process of 

adaptation over time with the success of coping having major implica

tions for the parent and the child. 
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The specific aims of this research were to: 

1. gain an understanding of how parents of ill children cope 

with the uncertainty inherent in illness events; 

2. exami ne and further develop a conceptua 1 framework of the 

process of parental coping with uncertainty; and 

3. test three instruments proposed to measure uncertainty, 

apprai sa 1 and copi ng behavi ors in the process of copi ng 

with uncertainty for parents of ill children. 
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CHAPTER II 

THE CONCEPTUAL FRAMEWORK . 

Chapter Two presents the conceptua 1 i zati on of the process of 

coping with uncertainty for parents of ill chi ldren that underlies 

thi s research. The hypothes'j zed process of copi ng wi th uncertai nty 

was first depicted in model form (Figure 1). accompanied by a descrip

tion of the process. The four constructs of uncertainty. appraisal. 

copi ng efforts and schema were then defi ned conceptually and thei r 

relationships supported by relevant literature. Selected studies of 

the illness experience which involved uncertainty. appraisal. coping 

efforts and schema were reviewed in the final portion of this chapter. 

Derivation of the Model 

This conceptualization of the process of coping with uncertainty 

had its origins in careful. extensive clinical observations of parents 

of hospitalized children who ranged in age from prematurely born through 

ado lescence. These observati ons were made by thi s researcher in the 

role of direct care provider to ill children in acute and critical 

care settings. The Parents Coping with Uncertainty (PCU) model was 

derived from cognitive theory which examines an individual's perceptions 

of. processing of and responses to environmental stimuli. The PCU 

model was based on Mishel's (1981. 1983. 1987a) Theory of Uncertainty 

in Illness. As constructed in this research. the PCU model incorporated 

Mishel's conceptualizations of illness uncertainty. cognitive appraisal 
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of illness uncerta; nty and cop; ng efforts prompted by ; 11 nes s uncer

tainty and its associated appraisal. The PCU model built upon Mishel's 

work by proposing cognitive schema as an outcome of the uncertainty 

-- appraisal -- coping process and by examining that contention. The 

PCU model extended Mishel's Theory of Illness Uncertainty to another 

population of individuals experiencing illness. 

The premise of the PCU model was that many parents of acutely 

ill children perceive uncertainty, that is, lack a cognitive structure 

for most illness events and strive to create such a structure or schema 

in order to give illness events a personal meaning and guide actions 

in their experience of illness. The work on illness cognition by 

Leventhal and his associates (Leventhal, 1982; Leventhal, Meyer & 

Nerenz, 1980; Leventhal, Nerenz & Steele, 1984) and cognitive adaptation 

to the threat of illness by Taylor (1983) were employed in understanding 

the motivation for and functions of cognitive schema in the illness 

experience. Mishel's (1981, 1983, 1987a) work on uncertainty in illness 

was used in conceptualizing the types of uncertainty found in illness, 

the appraisal of uncertainty and coping efforts associated with 

uncerta i nty. Transact i ona 1 formu 1 at ions developed by Lazarus and 

colleagues which center on cognitive appraisals and coping efforts 

were also utilized in understanding individual's responses to uncertain 

events (Lazarus, 1966; Lazarus & Folkman, 1984; Lazarus & Launier, 

1978). 
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Assumptions Underlying the PCU Model 

The following assumptions underlie the Parents Coping with 

Uncertainty model: 

1. People are cognitive beings. 

2. People are actively involved not passive responders to 

environmental stimuli. 

3. People seek to organize incoming environmental stimuli 

into existing cognitive schemata or act to create a new 

schema when assimilation is not possible. 

4. A person's behavior is directed by perceptions, cognitions 

and interpreations of specific situational stimuli. 

5. A substantial portion of the cognitive processing is not 

directly observable but outcomes of this process reflected 

in speech and behavior may be examined and measured. 

6. Differences among individuals' perceptions, cognitions 

and interpretations of a specific environmental stimulus 

explain differences in speech and behavior associated with 

that stimulus. 

Description of the PCU Model 

The model of Parents Coping with Uncertainty was depicted in 

diagram form (Figure 1) to facilitate understanding of the proposed 

process of coping with uncertainty for parents of ill children. The 

four major constructs of the model were named and thei r re 1 ati onshi ps 

indicated by arrows. A time continuum underlies the model to demonstrate 
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that the process of coping with uncertainty occurs over time but is 

of unspecified duration. 

Parents encounter many situations and events during the course 

of a child's illness and its associated health care. Some or most 

of these situations and events are novel to the parents. The novelty 

arises from the situation being entirely new to the parent or at vari

ance with previous experiences of seemingly similar illness events. 

Because of this uniqueness, parents are unable to some degree to find 

meaning in the situation, clarify aspects of the situation; or, predict 

the course and outcomes of the situation (Comaroff & Maguire, 1981; 

Mishel, 1983). Parents lack a cognitive schema or have a limited 

cognitive schema on which to make judgments about illness situations 

and events as well as determine their responses to illness stimuli. 

The PCU model begi ns with the absence of a cogni ti ve structure 

or the presence of an inadequate structure and progresses across time 

to the formulation of a schema encompassing illness related events 

and situations. The process of coping with uncertainty (uncertainty

appraisal-coping efforts-schema) elucidates stages in that progression. 

Uncertainty is a significant perceptual variable in parents' 

experiences of illness events (Comaroff & Maguire, 1981; Mattsson, 

1972; Miles, 1979; Mishel, 1983; 'Venters, 1981). Parental roles of 

decision-maker, provider of care and planner for the future are affected 

by the uncertainty inherent in illness events. Uncertainty is defined 

as the cognitive state created when an event cannot be adequately 

structured or categorized because sufficient cues are missing and 

equates wi th 1 ack of cogni t i ve schema for a specifi c envi ronmenta 1 
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event (Budner, 1962; Mishel, 1981, 1983). A situation is judged or 

perceived as uncertain when a decision-maker is unable to assign defini

tive values to objects and events and/or is unable to accurately predict 

outcomes (McIntosh, 1974; Mishel, 1983). Uncertainty hampers clear 

understanding of events, impedes an active response to environmental 

stimuli and limits coping (Mishel, 1981; Shalit, 1977). Lack of infor

mation, complexity, unpredictability and ambiguity are the four types 

of uncertainty experienced by parents of ill children (Mishel, 1983). 

Lack of information occurs when information is not shared or is unknown. 

Complexity is synonymous with lack of clarity and results from incom

plete explanations of events and/or lack of comprehension of the 

information available in the event. Unpredictability revolves around 

illness outcomes and parental roles. Ambiguity is the inability to 

place illness related events into a comprehensive gestalt. 

Once a situation or event is judged to be uncertain, the parent 

appraises the impact of the perceived uncertainty on his/her well-being. 

Appraisal is a cognitive process in which a situation is evaluated 

for its Significance and meaning to personal well-being (Lazarus & 

Folkman, 1984). A parent's well-being may involve personal goals, 

commitments, beliefs, self-esteem and expectations of parental roles. 

If an event is significant (relevant), its meaning to well-being may 

be characterized negatively as threat or actual harm/loss, or, posi

tively as actual benefit or as a challenge (Lazarus & Folkman, 1984). 

Emotions that are distressing or pleasant accompany the negative and 

positive appraisals, respectively (Folkman & Lazarus, 1985). Uncertainty 

in illness can be appraised by a parent as a danger which incorporates 
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harm/loss and threat, or, as an opportunity which incorporates benefit 

and challenge (Mishel, 1986a, 1986b). 

Appraisal mediates an individual's subsequent thoughts, actions 

and feelings in response to an environmental transaction, that is, 

influences how the individual copes with his/her experiences (Lazarus 

& Folkman, 1984). Coping refers to the individual's constantly changing 

behavioral and cognitive efforts to manage, reduce or tolerate internal 

and/or external demands created for the individual by a specific person

environment transaction (Folkman & Lazarus, 1985). Coping efforts 

are directed at the problem appraised (problem focused coping) and 

at the emotions accompanying the appraisal (emotion focused coping). 

Uncertainty appraised as a danger is aversive and if left unresolved 

will impact deteriously on a parent's physio/psychological functioning 

(Mishel, 1983, 1986a, 1986b). Uncertainty appraised as a danger 

triggers direct action coping efforts, primarily information seeking, 

to reduce the uncertainty ~nd its distressing emotions (Mishel, 1987a). 

If the di rect action copi ng does not reduce uncerta i nty seen as a 

danger, parents will focus on management of affect (Mishel, 1987a). 

Uncertainty appraised as an 

a positive outcome (Mishel, 

opportunity permits the possibility of 

1987a) . Uncertainty seen as positive 

triggers efforts to buffer incoming information so as to maintain the 

inferences and/or illusions on which the opportunity appraisal is based 

as well as retain pleasurable emotions accompanying the appraisal 

(Mishel, 1987a). 

A cognitive schema is formulated and elaborated through the 

coping efforts. Cognitive schema is defined as an individual's 
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subjective interpretation of an environmental encounter (Taylor & 

Crocker, 1981). Schema can functi on as a frame of reference to attach 

meaning to, clarify aspects of and allow predictions about events 

(Forgus & Malemed, 1976). Schema can also function to facilitate 

decision making and guide behavior (Taylor & Crocker, 1981). When 

uncertainty is appraised as a danger by a parent experiencing illness, 

schema represents resolution of uncertainty. 

When uncertainty is appraised as an opportunity, schema maintains 

uncertainty through generation and preservation of illusions (Mishel, 

personal communication, October 1987). Illusions are subjective inter

pretat ions of events that use enhanci ng eva 1 uat ions of the self and 

the event (Taylor, 1983). Illusions function as a frame of reference 

but do not resolve the uncertainty perceived by the parent. 

Constructs in the PCU Model 

Four constructs underlie the Parents' Coping with Uncertainty 

(PCU) model. These constructs are uncertainty, appraisal, coping 

efforts and cognitive schema. Each construct is now defi ned and its 

placement in the PCU model supported by the literature. Each construct 

is presented fi rs tin re 1 at i on to genera 1 1 ife experi ences and then 

specifically to the illness experience. 

Uncertainty 

Human beings are active seekers and users of information 

(Merluzzi, Rudy & Glass, 1981). Shannon (1948) and others (Brody, 

1971; Shannon & Weaver, 1949) suggest that information exists only 

when uncertainty is present in a person-environment transaction. That 



32 

is, any environmental stimulus perceived by the individual to be uncer

.tain becomes an information "bit" and triggers the individual's 

cognitive information-processing system (Shannon, 1948). Since most 

person-environment encounters contain a potential for uncertainty, 

an individual's cognitive system is constantly active, inputting uncer-

tain environmental stimuli and constructing a subjective view of reality 

(Borkowski, 1979; Merluzzi, Rudy & Glass, 1981; Kaplan & Kaplan, 1982). 

Shannon (1948) relates uncertainty to the number of alternatives 

present in an interaction and suggests that the more alternatives avail

able, the more uncertainty and the greater the potential for information 

transmi ss ion. This conceptualization focuses on the quantification 

of uncertainty (i.e., counting the number of alternatives and deter-

mining their probabilities) and fails to consider the quality of the 

uncertainty or the human value attached to uncertainty (Brody, 1971; 

Merluzzi, Rudy & Glass, 1981). Cognitive psychologists noting these 

limitations of Shannon's (1948) theory modified and further evolved 

hi s work to account for human responses, capabil it i es and act; ons ; n 

confronting uncertain situations (Berlyne, 1957; Garner, 1962, 1974). 

Shannon's (1948) centra 1 themes of uncerta i nty imp lyi ng a 1 ternat i ves 

and motivating cognitive information-processing are preserved in these 

modifications. 

Uncertainty as Lack of 
a Cognitive Schema 

Uncertainty results from an individual's perception or judgment 

of an environmental event. Uncertainty is a cognitive state occurring 

when an individual perceives that he/she cannot adequately structure 
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or categorize an environmental event because sufficient cues are missing 

(Budner, 1962; Mishel, 1981). Events with a potential for perceived 

uncertainty contain stimuli that have multiple meanings (at least two 

possible interpretations); are vague (parts of the whole are missing); 

are unstructured (no apparent or only a limited organization); are 

inconsistent (entail discrepant information); function with probabili

ties (have varied response likelihoods); are ambiguous; or, involve 

situations where information is deficient (Bordin, 1955; Budner, 1962; 

MacKay & Bever, 1967; Norton, 1975). Budner (1962) identifies three 

situations which may be perceived as uncertain based on the cues present 

in the situation. These three are a completely new situation in which 

there are no familiar cues (novelty); a complex situation in which 

there are large number of cues to account for (complexity); and, a 

contradictory situation on which different cues suggest different struc

tures (insolubility). 

The terms, structure and cues, are used in both the definition 

of uncertainty and in Budner's characterization of uncertain situations. 

Understandi ng cues and structure are important to understal1di ng the 

concept of uncertainty. Structure refers to cognitive schema. Cogni

tive schemata are abstract representations of organized prior knowledge, 

extracted from repeated previ ous experi ences wi th objects, events or 

people to which one is exposed (Fiske & Linville, 1980; Lurigio & 

Carroll, 1985; Strube, Berry, Lott, Fogelman, Steinhart, Moergan & 

Davison, 1986). A schema is a cognitive structure containing bits 

of information and linkages among the information bits which constitute 

an individual's subjective view of a specific environmental transaction 
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(Fiske & Dyer. 1985; Fiske & Linville. 1980; Taylor & Crocker. 1981). 

Given the vast array of environmental transactions available to a human. 

the individual constructs numerous schemata which when considered 

together constitute an individual's subjective view of the world (Markus 

& Smith. 1981; Rogers. 1981). 

When encountering an environmental event. an individual will 

strive to utilize an existing schema in recognizing and classifying 

information present in the situation (Gilovich. 1981). The presumed 

advantages of using existing structures are efficiency in information 

processing (e.g .• not all information is or needs to be acted upon). 

rapid access into memory. and prediction of potentially appropriate 

responses (Markus. 1977; Markus & Smith. 1981; Strube. Berry. Lott. 

Fogelman, Steinhart. Moergan & Davison. 1986). To utilize existing 

schemata, the individual must recognize stimuli that are consistent 

with previous experience on which an existing schema is based. That 

is. the individual scans stimuli for cues that direct him/her to a 

pre-existing schema. If the stimuli offer no cues because they are 

novel, are inconsistent with existing schemata, or are too complex 

for easy schema recognition, the individual is unable to see structure 

in the event and uncertainty results (Budner, 1962). Thus. uncertainty 

equates with lack of a cognitive schema for a specific environmental 

transaction (Mishel. 1986a. 1986b). Cognitive schema is a construct 

in the hypothesized process of coping with uncertainty for parents 

of ill children and is examined in detail elsewhere in this discussion 

of the PCU model. 
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A cognitive schema functions as a frame of reference to give 

meaning to environmental stimuli, to clarify aspects of the stimuli, 

to direct action and to allow predictions of the consequences of envi

romental events (Forgus & Malemed, 1976; Lurigio & Carroll, 1985; 

Taylor, 1983). Since uncertainty equates with lack of schema, uncer

tainty occurs in situations where a person is unable to assign definite 

value to objects, persons or events; is unable to accurately predict 

outcomes; and/or is unable to determine appropriate action (Comaroff 

& Maguire, 1981; McIntosh, 1974; Mishel, 1981) 

Consequences of Uncertainty 

The consequences of uncertainty are numerous and generally viewed 

as problematic for the individual. Uncertainty hampers clear appraisal 

of events (Mishel, 1981). Uncertainty associated with specific situa

tions including illness leads to a person's inability to structure 

his/her situation in a stable way because at any moment circumstances 

may shi ft beyond control (Jessop & Stei n, 1985; Wri ght, 1960). Uncer

tainty limits the individual's sense of personal control and/or 

increases a feel i ng of helplessness over a person-envi ronment transac

tion (Lazarus & Folkman, 1984). Uncertainty can intensify the threat 

inherent in an event and foster a deep feel i ng of i nsecuri ty (Lazarus 

& Folkman, 1984; Wright, 1960). The individual appears to be punished 

by these consequences of uncertainty. Positive consequences of uncer

tai nty can also be i dentifi ed. Uncertai nty permi ts many a lternati ve, 

possi b ly reassuri ng, interpretations of envi ronmenta 1 occurrences 

(Lazarus & Folkman, 1984). Uncertainty, thus, allows the maintenance 
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of hope, belief in a desired outcome and prevents premature closure 

(Lazarus & Folkman, 1984; Mishel, 1986a, 1986b). The person appears 

to be rewarded by these consequences of uncertainty. 

Berlyne's (1957, 1960) theory of conflict considers the dual 

nature of uncertainty~ Berlyne (1957) suggests that the degree of 

conflict present in a person-environment transaction is a function 

of the competing response tendencies experienced by the individual; 

that is, the number of responses at hand, the degree of incompatibility 

among possibl~ responses, and the probabilities associated with the 

poss i b 1 e responses. Thi s conceptua 1 i zat ion di rect 1 y re 1 ates confl i ct 

to uncertainty by regarding uncertainty as an indicator of the com

plexity of a conflict (Berlyne, 1957). Based on animal and human 

laboratory research, Berlyne (1957, 1960) and others have theorized 

that uncertainty is a state of heightened arousal or is drive state 

(Brown & Farber, 1951; Elliott, 1966; Epstein & Roupenian, 1970; Whiting 

& Child, 1953). Berlyne's (1960) theory considers a punishing and 

a rewarding dimension of uncertainty. When complexity or the uncertainty 

of a confl i ct is hi gh, the uncertai nty produces a dri ve state that 

is punishing to the individual and is associated with threat, accom

panied by emotional disturbances and triggers a crisis situation. At 

times, however, uncertai nty can be rewardi ng. Berlyne (1957) poses 

two hypotheses for the positive aspects of uncertainty. One supposition 

is that drive arousal may be rewarding at low to moderate levels. Hebb 

(1949) discusses the positive attraction of risk taking and of problem 

solving when arousal or drive is at a low level. The second hypothesis 

is that reward is possible when uncertainty is the result of small 
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discrepancies between an event and the individual's adaptation to the 

event. This small discrepancies argument is supported by the work 

of McClelland, Atkinson, Clark and Lowell (1953). Berlyne (1957, 1960) 

implies that the punishments and rewards of uncertainty are based on 

the arousal or threat generated in a conflict situation. If arousal 

is low, reward may occur and if arousal is high, punishment may be 

experienced. 

The literature suggests that uncertainty is associated with 

arousal and results in negative and positive consequences (Bel"lyne, 

1957, 1960; Freud, 1920; Lazarus & Folkman, 1984; Mishel, 1981, 1983, 

1986a, 1986b). The relationship between uncertainty and arousal has 

been speculated upon· and examined in laboratory settings using human 

subjects. Lazarus and Folkman (1984) categorize the hypothesized 

relationships into two types and point out inconsistencies in research 

results which fail to c.learly support one or the other. The relation

ship between uncertainty and arousal may be linear or curvilinear in 

nature. The linear model suggests that as uncertainty increases there 

will be a corresponding increase in arousal. In studies of human 

arousal in response to the uncertainty of an electric shock, Epstein 

and Roupenian (1970), Elliot (1966) and Deane (1969) show a clearly 

linear model in which high uncertainty of shock resulted in suspense 

and fear. Gaines, Smith and Skolnick (1977) found the direct opposite 

of the linear hypothesis for most of their subjects in a study of heart 

rate changes as a measure of arousal in response to the uncertainty 

of receiving a shock. Monat, Averill and Lazarus (1972), in a related 

experiment, found that varying levels of uncertainty did not 
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differentially affect self-reported anxiety, skin conductance or heart 

rate which were used as indicators of arousal. The curvilinear model • 
hypothes i zes that moderate amounts of uncertai nty are associ ated with 

the highest. arousal while modest and maximum levels of uncertainty 

induce lower states of arousal. Research provides supportive and 

contradictory findings for this hypothesis also. In a secondary 

ana lys is of thei r 1970 study, Epstei nand Roupeni an found support for 

the curvilinear model. In Gaines, Sm"ith and Skolnick's (1977) test 

of this hypothesis, lower levels of arousal were associated only with 

maximum degrees of uncertainty. 

In each of the aforementioned tests of the linear and curvilinear 

models for uncertainty and arousal, the stimulus of uncertain electrical 

shock was constant. However, research findings failed to consistently 

support any single relationship between arousal and uncertainty. 

Lazarus and Folkman (1984) suggest that the diversity in research 

findings clearly indicate that the stimulus alone is not the determinant 

of the degree of arousal. Factors relating to the person, the uncertain 

situations as well as strategies for coping with the uncertainty are 

important when considering the experience of uncertainty. Lazarus 

and his associates (Lazarus, 1966; Lazarus & Averill, 1972; Lazarus 

& Folkman, 1984; Lazarus & Launier, 1978) as well as Mishel (1981, 

1983) advocate cognitive appraisal as an important consideration in 

exploring human responses to uncertain situations. Appraisal is the 

individual's subjective view of uncertain situations and incorporates 

relevant person factors and stimulus characteristics. Appraisal is 
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a construct in the proposed Parent Coping with Uncertainty (PCU) model 

and is discussed at length elsewhere in this chapter. 

Responses to Uncertainty 

Strategies used by human beings when confronting uncertain situa

tions have been discussed by several theorists. Shannon (1948) 

postulates that an individual encountering an uncertain situation will 

systemat i ze the i nformat i on present in the s ituat i on to construct a 

subject i ve rea 1 i ty of the experi ence. Ber 1 yne (1950, 1957, 1960) in 

conjunction with Hull's (1943) behavior theory proposes that novel 

stimuli will induce a drive-producing responses called curiosity. 

The behaviors associated with curiosity include exploratory activities 

that bring about opportunities to make sense of objects more readily; 

symbolic activities that permit cognitive processes to use information 

other than that ava 11 ab 1 e in the immedi ate envi ronment; and verba 1 

activities, including asking questions, eliciting verbal behavior from 

others (Berlyne, 1960). Berlyne (1960) proposes that direct action 

through information seeking follows the arousal of uncertainty. Echoing 

Berlyne (1957, 1960), Lazarus and Folkman (1984) submit that in 

instances of arousal, that is, when uncertainty is threatening, the 

individual will seek to reduce the arousal by searching for more infor

mation, or with inferential processes, or with arbitrary judgments. 

Berlyne (1960) and Lazarus and Folkman (1984) account for human behavior 

when uncertainty is threatening or punishing to the individual and 

see uncertai nty reduction as paramount in these instances. However, 

Lazarus and Folkman (1984) as well as Mishel (1986a, 1986b. 1987a) 
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recognize the positive aspects of uncertainty and suggest that in some 

instances individuals actively shun clarity and maintain the uncertainty 

of the situation. Lazarus and Folkman (1984) suggest that in situations 

signaling danger or harm, the individual seeks uncertainty to allow 

for alternative, possibly consoling interpretations of the situations. 

Mishel (1987a) suggests that individuals may wish to maintain uncer

tainty if its alternative is negative certainty. The responses of 

humans to uncertainty are discussed in detail in the sections on coping 

efforts and cognitive schema later in this chapter. 

Uncertainty in Illness 

Uncertainty is recognized as a significant perceptual state 

in the illness experience (Comaroff & Maguire, 1981; Jessop & Stein, 

1985; Mattsson, 1972; McIntosh, 1974; Mishel, 1981, 1983; Molleman, 

Krobbendam, Annyas, Koops, Sleufer & Vermey, 1984). Extending the 

work of Budner (1962), McIntosh (1974) and Norton (1975) to the illness 

experience, Mishel (1981, 1983) asserts that uncertainty in illness 

occurs when the individual is unable to structure illness events because 

sufficient cues are missing; leaves the individual unable to assign 

va 1 ue to objects or events associ ated with the ill ness experi ence; 

and, prohibits predictions of il)ness and treatment outcomes. The 

individual perceives uncertainty when he/she cannot determine the 

meaning of an illness event (Comaroff & Maguire, 1981; McIntosh, 1974; 

Mi she 1, 1981, 1983). Meani ng is composed of the person I s subjective 

evaluation of illness, treatment and hospitalization events which 

influence decision-making and behavior (Mishel, 198i). Meaning is 
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synonymous with a cognitive structure for illness events. Uncertainty 

in illness, thus, equates with lack of a cognitive schema for the 

illness experience. 

Moos (1977) classifies the illness experience into four cate

gories of events. The first type of events center on the phYSical 

manifestations of illness 

symptoms of the disease. 

involving incapacitation, pain and other 

The second class of events involves the 

handl i ng of treatment procedures and plans of care as well as thei r 

associated side effects. The third encompasses the technical environ

ment needed for most care and its unfamiliar routines. The last 

category of events involves examining the future and asserting indepen

dence. The individual in an illness situation may perceive uncertainty 

in re 1 at i on to anyone or more of these events. Thus, the phys i ca 1, 

environmental, treatment and personal attendant conditions of illness 

may induce a state of uncertainty. 

Factors wi thi n the envi ronmenta 1 events and the person affect 

the cognitive state of uncertainty in illness. Mishel (1986a) suggests 

that the stimuli frame is the primary environmental factor influencing 

uncertainty. Stimuli frame concerns the form, structure and composition 

of the stimuli that the individual is aware of in an illness situation. 

Symptom pattern, event familiarity and event congruence compromise 

the stimuli frame. Symptom pattern refers to the extent to which signs 

and symptoms of the illness occur with enough consistency to be recog

nized as having a configuration or gestalt (Mishel, 1986a). If a pattern 

is evident, the meaning of the signs and symptoms can be identified. 

When the symptoms and signs offer no recognizable pattern, uncertainty 
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is percei ved. Event famil i arity refers to the extent to whi ch the 

illness situation is recurrent, routine or contains recognizable cues 

(Mishel, 1986a). When events are familiar, the events can be classi

fied, that is, assigned meaning based on cognitive schemata formulated 

around similar situations. If events are unrecognizable, no links 

to past experi ences can be made and uncertai nty is felt. Event con

gruence refers to the compati bil ity between expectations of illness 

situations and the actual experiences (Mishel, 1986a). If congruent, 

the events are seen as reliable and stable offering the opportunity 

for recognizing, interpreting, classifying and determining meaning. 

If incompatible, the events appear chaotic and uncertainty is experi

enced. From this conceptualization, Mishel (1981) concludes that 

uncertainty may result from the objective nature of the illness stimuli, 

such as its inconsistent, unpredictable occurrence pattern and/or from 

a deficit in the individual's cognitive capabilities, such as lack 

of a frame of reference. 

Types of Uncertainty in Illness 

Regardless of the factors responsible for the perception of 

uncertainty in illness, Mishel (1981, 1983) postulates that there are 

four types of uncertainty. These types have been demonstrated for 

individuals experiencing their own illness as well as parents experi

encing illness of a child (Aradine, Uman & Shapiro, 1978; Canright 

& Campbell, 1977; Comaroff & Maguire, 1981; Jessop & Stein, 1985; 

McIntosh, 1974; Miles, 1979; Mishel, 1981, 1983; Mishel, Hostetter, 

Ki ng & Graham, 1984). I n the illness experi ence, uncerta i nty features 
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ambiguity, complexity, lack of information and unpredictability . 

• Ambiguity is the inability to place an illness-related event into a 

comprehensive gestalt (Mishel, 1983). Comaroff and Maguire (1981) 

view medicine as ambiguous in a dual sense: the more medicine appears 

to control illness, the more frightening and glaring are the domains 

where knowledge is missing; and the more medicine controls, the more 

ali enated is the i ndi vi dua 1 in contro 11 i ng, understandi ng and compre

hending illness. Ambiguity may be perceived when cause and effect 

links are not discernable; the purpose of treatment is vague; or, when 

multiple treatments seem indistinguishable (Mishel, 1986a). Complexity 

is synonymous with lack of clarity and results from incomplete explana

tions of events or lack of comprehension of the information available 

in the event (Mishel, 1983). McIntosh (1974) suggests two reasons 

for complexity in illness situations. The first reason is that a physi

cian is often uncertain what the individual wants to know and what 

the reaction to disclosure will be. As a consequence of uncertainty, 

the physician gives abbreviated, usually optimistic explanations of 

illness events based on his/her assumptions regarding informational 

needs rather than the true needs of the individual confronting illness. 

The second reason for complexity is the gulf between medical jargon 

and common 1 anguage and a 1 so between the hea lth ca re envi ronment and 

everyday life which fosters misperceptions, misconceptions and 

misinterpretations of information present in an illness situation. 

Lack of information occurs when information is not shared or 

is unknown (Mishel, 1983). Several reasons for lack of information 

in the illness situation have been proposed. Wangensteen (1950) and 
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Renneker and Cutler (1952) note that in life threatening disease, 

physicians may withhold information because they do not wish to give 

patients or relatives cause for alarm. Mishel (1983) suggests that 

because many nurses defer reports on diagnosis, treatment and prognosis 

to physicians, it is difficult for parents of ill children to get clear, 

comp lete i Ilformati on. Comaroff and Magui re (1981) state that parents 

of children with leukemia lack information because many mechanisms 

in the course and treatment of the disease remain a mystery. 

Unpredictability, the last of Mishel's (1983) uncertainty types, 

revolves around issues of the illness outcomes and in childhood illness, 

to parental roles. Life or death, future disability or health are 

frequently unknown at the onset of illness and remain unresolved for 

long periods of time (Comaroff & Maguire, 1981; Jessop & Stein, 1985; 

McIntosh, 1974). Parents do not know how to function in the health 

care environment because they are accustomed to caring for a well child, 

cannot interpret unfamiliar care cues given by their child and are 

frequently usurped in their care roles by health professionals (Canright 

& Campbell, 1977; Miles, 1979). 

Responses to Uncertainty in Illness 

Uncertainty in illness is generally associated with distressing 

emotional responses (Comaroff & Maguire, 1981; Jessop & Stein, 1985; 

Lazarus & Folkman, 1984; McCorkle & Quint-Benoliel, 1983; Mishel, 1983, 

1986a; Molleman, Krabbendam, Annyas, Koops, Sleufer & Vermey, 1984; 

Suls & Mullen, 1981). However, uncertainty itself is a neutral cogni-

t i ve state (Mi she 1, 1986a). Uncertainty becomes a distressing or 



45 

desirable experience only after the uncertainty is appraised by the 

individual. Cognitive appraisal is the subjective evaluation of the 

impact that uncertainty has on an individual's life (Lazarus & Folkman, 

1984; Mishel, 1986a). Arguments supporting positive and negative 

appraisals of uncertainty in illness are presented in the next section 

of this chapter. 

The cognitive state of uncertainty in illness is an impetus 

to action (McIntosh, 1974). Some individuals act to reduce uncertainty 

whi le others act to mai ntai n some degree of uncertai nty (Lazarus & 

Folkman, 1984; McIntosh, 1974; Mishel, 1986a, 1987a). This duality 

in the actions associated with uncertainty in illness is consistent 

with Berlyne's (1960) view that uncertainty possesses positive and 

negative ramifications. Individuals experiencing uncertainty as dis

tressing or punishing wi 1,1 act upon or cope with the experience by 

reducing the uncertainty (Mishel, 1987a). Individuals perceiving a 

desirable or rewarding dimension to the uncertainty will use coping 

efforts to preserve the uncertainty (Mishel, 1987a). Support for the 

presence of copi ng efforts in response to uncertainty in ill ness and 

its dual nature are presented later in this chapter. 

Appraisal 

Cognitive appraisal is a process by which the individual cate

gori zes an envi ronmenta 1 transaction with respect to its impact on 

his/her well-being (Lazarus, 1966). Individual well-being involves 

personal goals, commitments, values, health, self-esteem, beliefs about 

oneself, beliefs concerning others, and social roles (Folkman, Lazarus, 



46 

Dunkel-Schetter, Delongis & Gruen, 1986). In appraising an environ

mental event, the individual processes through information present 

in the transaction in order to formulate a judgment on the significance 

and meaning of the transaction to his/her well-being. Appraisal 

involves information-processing but it is primarily an evaluative 

process focused on determining significance and meaning (Folkman & 

lazarus, 1985). Since human beings are actively involved with their 

environment, appraisal takes place constantly throughout waking life 

(lazarus & Folkman, 1984). Inasmuch as personal well-being is associa

ted with the well-being of loved ones, the individual may extend his/her 

appra i sa 1 s to envi ronmenta 1 events encountered by sign ifi cant others 

(Folkman, lazarus, Gruen & Delongis, 1986). 

In lazarus and his associates' conceptualization of appraisal, 

meaning and significance take on clear connotations (Folkman, 1984; 

Folkman & lazarus, 1985: lazarus, 1966; lazarus & Cohen, 1977; lazarus 

& Folkman, 1984; lazarus & launier, 1978). Significance relates to 

the relevancy of the environmental encounter to well-being. If an 

encounter has relevancy, that is, has areal impact or exhi bits a 

potential for impact on well-being, the encounter is judged as signifi

cant. If the encounter has no actual or possible impact, the encounter 

is deemed insignificant or irrelevant to well-being. Meaning relates 

to the nature of the impact on well-being associated with significant 

events. The impact can be positive or negative in character. Appraisal 

is, thus, a process of evaluating the significance and meaning of envir

onmental situations or events for the individual. Determining relevancy 
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and meaning can occur as a two stage process but usually occurs simul

taneous ly. 

The process of appraisal can involve conscious, preconscious 

and unconscious activity. Arnold (1960, 1970) hypothesizes that 

appraisal is a rapid intuitive process that occurs automatically in 

response to environmental stimuli suggesting that slower, more abstract, 

reflective thought plays little or no role in appraisal. In this 

conceptualization, judgments are immediate and result from a sensory

based instinctive process. lazarus and associates, citing their work 

and that of Mechani c (1978), support the immedi acy of apprai sa 1 but 

suggest that appraisal may also be the product of high level cortical 

functioning (Folkman & lazarus, 1985; lazarus & Folkman, 1984; lazarus 

& launier, 1978). Appraisal cannot be equated to a purely sensory

intuitive process or to a sophisticated cognitive process but probably 

involves both processes (lazarus & Folkman, 1984). 

Appraisal is event' or situation specific, that is, the person 

evaluates whether a particular encounter is relevant to his/her well

being and, if so, in what ways (Folkman, lazarus, Gruen & Delongis, 

1986). Upon perceiving an environmental event or situation, the indivi

dual will formulate an immediate and initial appraisal. This initial 

judgment is based on characteri sti cs of the event and on personal 

factors (lazarus & Folkman, 1984). Appraisal, however, is a dynamic 

process. With continued interaction with that same particular event, 

judgments of relevancy and meaning can vary as circumstances of the 

event change and/or as factors related to the individual change (lazarus 

& Folkman, 1984). 
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Types of Appraisal 

Lazarus and his associates categorize appraisals into three 

types: irrelevant, benign-positive or benefit, and stressful (Lazarus, 

1966; Lazarus & Folkman, 1984; Lazarus & Launier, 1978). An environ

mental event or situation is judged as irrelevant when the individual 

views the encoun.ter as having no implications for well-being, that 

is, nothing will be gained or lost during the course of or as an outcome 

of the event. This appraisal signifies no significance or meaning 

to well-being. The benign-positive or benefit appraisal and the stress 

appraisals apply to relevant environmental transactions. An event 

is judged as benign-positive when the individual views the outcome(s) 

of the event as positive, that is, the outcome(s) preserve well-being 

or are likely to do so. The benign-positive appraisal carries positive 

meaning and implies beneficial consequences for individual well-being. 

The third category of appraisal is stressful. Psychological 

stress is defined as a relationship between a person and the environment 

that is appraised by the individual as taxing of personal resources, 

exceeding personal resources and/or as endangering well-being (Folkman, 

1984; Lazarus & Folkman, 1984). Stress is a relational characteristic 

of a person-environmental transaction that is influenced by the nature 

of the event and individual determinants (Folkman, 1984). This concep

tualization of stress is consistent with the work of McGrath (1970) 

and of French, Rodgers and Cobb (1974) who suggest that stress is not 

the property of the environment or the individual, nor is it a stimulus 

or response. Rather, stress is a particular relationship between a 
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person and his/her world which calls for the mobilization of coping 

.efforts (Folkman, 1984; Lazarus & Folkman, 1984). 

The stressful appraisals are harm/loss, threat and challenge. 

An event is appraised as harm/loss when actual injury or damage to 

well-being has occurred during a person-environmental transaction 

(Lazarus & Folkman, 1984). Events associated with incapacitating ill

ness or injury; recognition of some damage to self-esteem; inhibition 

of soc i a 1 ro 1 es or persona 1 commitments; and los s of or damage to a 

loved one are examples of situations usually appraised as harm/loss 

(Cohen & Lazarus, 1979; Folkman & Lazarus, 1980; Lazarus & Folkman, 

1984). Harm/loss is considered an outcome appraisal as is benign

positive because actual impact on well-being is felt. When an event 

carries some potential for damage or injury to well-being, the event 

is judged to be a threat (Lazarus & Folkman, 1984). Harm/loss and 

threat are negative appraisals of environmental transactions. When 

an event or s ituat ion carri es some probabi 1 i ty for growth, gain or 

mastery, the encounter is appraised as challenging (Lazarus & Folkman, 

1984). Threat and challenge appraisals consider possible not actual 

impacts on well-being. Challenge carries a potential for positive 

consequences of an envi ronmenta 1 event. Challenge apprai sa 1 s di ffer 

from the two other stressful appraisals in their generally positive 

tone, but like any stressor, challenge requires exceptional efforts 

from the person (McCrae, 1984). The individual will act to cope with 

perceived environmental stressors (Lazarus, 1966; McCrae, 1984). 
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Appraisal and Emotions 

Individuals express their cognitive appraisals of environmental 

transactions through their emotions. Lazarus, writing with many 

colleagues, advocates the primacy of cognition over emotion (Lazarus, 

1982, 1984: Lazarus, Averill & Opton, 1970; Lazarus, Coyne & Folkman, 

1982; Lazarus, Kanner & Folkman, 1980). To support this contention, 

Lazarus cites the work of Epstein (1983); Fuller (1982): Lewis, Sullivan 

and Michalson (1985); and the general psychobiological theory of 

emotions by Panksepp (1982). Emotions grow out of ongoing transactions 

with the environment that are cognitively appraised by the individual 

(Lazarus, 1984). Epstein (1983) advocates that a cognitive appraisal 

ends at the time emotions begin. Lazarus and Folkman (1984) view 

appraisal as preceeding emotion but recognize that cognitive activity 

continues and is an essential component of any emotional response. 

Cognitive activity is a necessary and sufficient precondition of emotion 

because to experience emotion, the individual must discern that his/her 

well-being is implicated in an environmental transaction, to its better

ment or detriment (Lazarus, 1984; Lazarus & Folkman, 1984). 

Comprehending impact on well-being can result from a primitive evalua

tion process and/or from a highly differentiated cognitive process 

(Lazarus, 1984). The individual who is cognizant of the significance 

and meaning of what is occurring around him/her will react with emotion 

(Lazar'us, 1982, 1984). 

Appraisals are characterized by emotions and these associations 

have been hypothesized and tested by Lazarus and his many associates 

(Folkman & Lazarus, 1985; Lazarus & Folkman, 1984; Lazarus, Kanner 
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& Folkman, 1980; Lazarus & Launier, 1978). The work of Beck (1971), 

Ellis (1962) and of Weiner, Graham and Chander (1982) support those 

linkages. The irrelevant appraisals carry no emotional content since 

irrelevant events have no significance or meaning in terms of well

being. Benign-positive or benefit appraisals are characterized by 

pleasurable emotions such as exhilaration, joy, love, happiness or 

peacefulness. Challenge appraisals are associated with the pleasing 

emotions of eagerness, hope, confidence and excitement. The affective 

component of these pos it i ve appra i sa 1 s refl ect the benefits to we 11-

bei ng, whether actual or potenti a 1, that are percei ved by the 

individual. The detrimental consequences on well-being of events 

appraised as threatening or actually harmful are echoed by the distres

sing emotions associated with them. Harm/loss emotions are anger, 

sadness, di sappointment, gui It and di sgust. Worry, fear and anxiety 

characterize a threat appraisal. 

Appraisal of an environmental event or situation influences 

the individual's emotional reactions to the transaction. Appraisal 

is also central in mediating an individual's subsequent thoughts, 

actions and feelings in response to an environmental transaction 

(Lazarus & Folkman, 1984). Lazarus and associates postulate on the 

1 inks between appra i sa 1 s and responses but recogni ze that the 1 inks 

have not been systematically studied (Cohen & Lazarus, 1983; Lazarus, 

1966; Lazarus & Folkman, 1984; Lazarus & Launier, 1978). If an event 

is seen as irrelevant, neither emotions nor responses are evoked. 

If an event is appraised as benign-positive, the individual experiences 

positive emotions and in all likelihood expends no efforts in responding 
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to the event because benefit to well-being has already been achieved. 

Stressful appraisals of harm/loss, threat and challenge vary in their 

emotional content and trigger different efforts directed at coping 

with the event or situation. Coping refers to the actions and thoughts 

used by an individual to manage the external and/or internal demands 

created by a stressful envi ronmenta 1 transacti on (Folkman & Lazarus, 

1985). These coping efforts are focused on the emotions associated 

with the transaction (emotion focused coping) and on the aspect of 

the event that is stressful (problem focused coping). Coping efforts 

related to appraisal of uncertainty are discussed in detail elsewhere 

in this chapter. 

Environmental transactions are generally complex, multidimen

sional in character and occur over time (Kaplan & Kaplan, 1982). The 

multidimensional nature of most person-environment transactions favors 

the formu 1 at i on of more than one appra i sa 1 of the s ituat i on or event 

(Folkman & Lazarus, 1985). Most strong emotional states are also 

complex and involve more than one affect (Lazarus, 1977). Each aspect 

of a total emotional state derives from the multiple cognitive appraisal 

elements found in any complex human transaction with the environment 

(Lazarus, 1977). For example, a parent may appraise the birth of a 

child as benign-positive but be threatened by illness of his/her newborn 

infant and challenged by demands of providing care to the ill child. 

Different dimensions of the birth event give rise to differing 

appraisals of the event. Parents of ill newborns feel joy, happiness, 

hope, exci tement, worry, fear and anxi ety (Aradi ne, Uman & Shapi ro, 

1978; Gennaro, 1985; Tennen, Affieck & Gershman, 1986). 
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Events are generally not static over time but change in character 

as aspects of the event reach their conclusions or unfold into unfore

seen dimensions. Emotions also do not function as constants in complex 

human-environment transactions (Lazarus, 1966, 1977). Shifts in emotion 

reflect changes in appraisal (reappraisals) as characteristics of the 

event modify and/or personal resources are heightened or diminished 

(Lazarus, 1977; Lazarus & Folkman, 1984). For example, a parent may 

be threatened by the unpredictability of a child's illness then suffer 

harm/loss as the outcome proves fatal or be challenged as the outcome 

appears favorable. In this situation, feelings of fear and worry shift 

to anger and sadness or to eagerness and hope (Comaroff & Magui re, 

1981). Personal factors can also affect reappraisals and emotions. 

Judgments and feelings may change as feedback from others regarding 

appraisals and emotions are received (Lazarus & Folkman, 1984). As 

coping efforts prove successful or unsuccessful in managing demands 

placed on personal resources, appraisals of events may change. For 

example. many parents are anxious, threatened by their lack of infor

mation about their child's illness but feel better, feel hope when 

explanations are given (Comaroff & Maguire, 1981; Mattsson, 1972). 

Denial of the threat of death of a child with leukemia allows some 

parents to feel hope (Chodoff, Friedman & Hamburg, 1964). 

Factors Influencing Appraisal 

Characteristics of environmental events and personal factors 

determine appraisals reached (Lazarus & Folkman, 1984). Uncertainty 

characterizes many events and situations involving an individual and 
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the envi ronment (Kap 1 an & Kap 1 an, 1982). Uncerta i nty is one of many 

aspects of a complex environmental interaction but is considered a 

significant determinant of an event's appraisal (Lazarus & Folkman, 

1984) • 

The li nks between uncertai nty as a cogni ti ve factor and the 

appraisal of an environmental event as well as the interplay of uncer

tainty and personal factors in appraisal have been postulated by many 

researchers (Berlyne, 1957; Folkman, 1984; Lazarus, Averill & Opton, 

1974; Lazarus & Folkman, 1984; Miller & Mangan, 1983; Norton, 1975; 

Shalit, 1977; Suls & Mullen, 1981). These postulates arise largely 

from controlled laboratory studies of human and animal responses to 

uncertain aversive events. Few studies examine how humans appraise 

complex real life events in which uncertainty is a significant situa

tional factor. Novelty, event uncertainty, temporal uncertainty and 

ambiguity are four situational components of an uncertain event which 

influence appraisal. Four personal factors including ambiguity toler

ance, beliefs, commitments and information seeking also contribute 

to the appraisal of uncertain events. Appraisal of an uncertain event 

is the result of a confluence of person and situational factors (Lazarus 

& Folkman, 1984). This interplay of situation and person factors can 

result in multiple appraisals of a specific uncertain event for a single 

individual and accounts for variations in appraisals of seemingly 

similar events by different individuals. 

A situation is novel if the individual has had no previous 

experience with the situation (Lazarus & Folkman, 1984). If the situ

ation is completely novel, the individual may find no personal meaning 
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in the situation and reach an irrelevant appraisal or be unable to 

,reach any appraisal because .the meaning and significance is unclear 

(Lazarus, 1966). Inability to appraise a completely novel situation 

may be threatening to the individual (Lazarus & Folkman, 1984). 

Instances of complete novelty are rare and Berlyne (1960) suggests 

that novelty is a relative rather than an absolute term. Certain facets 

of most novel experiences can be associated with past personal experi

ences through pre-existing systems of schematized knowledge or with 

the individual's "general knowledge" of human experiences as discussed 

by Schank and Abelson (1977). If associated with danger, the novel 

situation may be appraised as threat or harm/loss. Associations with 

positive experiences permit appraisals of benefit or challenge. 

Event uncerai nty occurs when events are known only by thei r 

probabilities of occurrence (Lazarus & Folkman, 1984). Citing the 

work of Moos and Tsu (1977) and of Cohen and Lazarus (1979), Lazarus 

and Folkman (1984) suggest that event uncertainty plays a Significant 

role in illness because the probabilities for treatment, recovery, 

cure or death are frequently.unknown or are changing during the dis

ease's course. Event uncertainty can be stressful because of its 

immobilizing effect on coping efforts (Lazarus & Folkman, 1984). An 

individual may employ different coping efforts in anticipation of the 

occurrence of an event than in ant. i ci pat i ng its non-occurrence. Pre

paring a response to the outcome of an event may vary across the range 

of possible outcomes. An individual may experience worry, anxiety 

as he/she is unable to decide on a course of action (Breznitz, 1971; 

Lazarus & Folkman, 1984). The individual, however, may not be threatened 
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by this event uncertainty but be rewarded or challenged by the range 

of possibilities available in the transaction. 

Tempora 1 uncertai nty refers to not knowi ng when an event wi 11 

occur (Lazarus & Folkman, 1984). With aversive events, temporal 

uncertainty is stressful, usually threatening, only when a cue indicates 

that the event is imminent (Monat, 1976; Lazarus & Folkman, 1984). 

Little research on time uncertainty in real life experiences exists. 

Ambiguity refers to a lack of situational clarity (Lazarus & 

Folkman, 1984). When information needed for appraisal is unavailable 

such as with novelty, event uncertai nty and/or temporal uncertai nty, 

the event is ambiguous (Lazarus, Averill & Opton, 1974; Sha1it, 1977). 

With ambiguity, personal factors are the major contributors to appraisal 

while situational factors are secondary (Lazarus & Folkman, 1984; Schank 

& Abelson, 1977). The individual makes inferences based on personality 

dispositions, beliefs about control, general experience and commitments. 

If a personal disposition exists toward danger for an ambiguous event, 

the event will be appraised as threatening and/or actually harming 

well-being. If a personality disposition exists towards reward for 

ambiguous events, the event will be judged as challenging and/or 

actually beneficial to well-being. Individuals with the personality 

disposition of intolerance of ambiguity possess the tendency to perceive 

ambiguous events as sources of threat (Budner, 1962, Frenke1-Brunswik, 

1948, 1949; Norton, 1975). Tolerance of ambiguity is the tendency 

to perceive ambiguous situations as desirable (Budner, 1962). Infor

mation seekers may display anxiety when information in not readily 

available such as in an ambiguous situation, while, information avoiders 
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may be pleased with a lack of information (Cohen & Lazarus, 1973; Miller 

& Mangan, 1983). In a highly ambiguous situation, an individual with 

an internal locus of control may judge the situation as controllable 

or positive, whi le, the individual with an external locus of control 

may perceive the situation as uncontrollable or dangerous (Folkman, 

1984; Rotter, 1975). Associations of the ambiguous situation to 

previous general life experiences involving danger can result in threat 

and/or harm appraisals (Lazarus & Folkman, 1984). Associations with 

rewarding life experiences can result in interpreting the ambiguous 

,event as an opportunity, challenge and/or benefi t. Even in ambi guous 

situations signaling danger, the ambiguity can be used to moderate 

threat by providing possibly rewarding alternative interpretations 

of the situation (Lazarus & Folkman, 1984). Commitments are also impor

tant determinatives of appraisal (Folkman, 1984). An ambiguous event 

seen by the individual as actually or potentially supporting a commit

ment may be appraised as rewarding, whereas, an event hampering a 

commitment may be perceived as a danger. 

Appraisal in Illness 

In Mishel's (1981, 1986a, 1986b, 1987a) conceptual framework 

of Percei ved Uncerta i nty in III ness, appra i sa 1 s of uncerta i nty in i 11-

ness are classified into two types. Uncertainty can be appraised as 

a danger or as an opportunity. Mi she l' s conceptua 1 i zat i on of uncer

tainty appraisal in illness is consistent with Berlyne's (1957, 1960) 

work on uncertainty, Lipowski's (1970-1971) common categories of illness 

meaning and Lazarus and Folkman's (1984) recognition of the dual nature 
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of ambiguity. In Berlyne's (1957, 1960) theory of conflict, uncertainty 

has a punishing or drive producing dimension and a rewarding dimension. 

For Mishel (1986b), uncertainty perceived as a danger results in arousal 

and forces action to reduce the arousal. When uncertainty is appraised 

as an opportunity, arousal is not stimulated and efforts are not 

mobilized for uncertainty reduction (Mishel, 1986b). In categorizing 

the meaning of illness, Lipowski (1970-1971) suggests that past experi-

ences, knowledge, cultural background and beliefs about sick people 

are reflected in appraisals of an illness state and hence in how the 

individual chooses to cope with illness. Two common categories of 

illness meaning are illness as a challenge and illness as an enemy. 

If illness is a challenge, the individual is inspired to active and 

generally adaptive coping efforts. When illness is viewed as an enemy, 

the individual is anxious, fearful, and angry and forms a defense 

against the inimical nature of illness. Using Mishel's (1986a, 1986b) 

conceptualization, illness as a challenge offers opportunity, whereas, 

illness as an enemy poses danger. The appraisals of danger and oppor-

tunity trigger different efforts for coping. 

Types of Appraisal 
in Illness Uncertainty 

Mishel's (1986b) two types of uncertainty appraisal in illness 

are also consistent with Lazarus and Folkman's (1984) conceptualization 

of the dual nature of ambiguity. Lazarus and Folkman view ambiguity 

as threatening or reassuring to the individual. Ambiguity, itself, 

can be a source of threat and can also function to intensify threat 

by limiting the person's sense of control and enhanCing a feeling of 
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helplessness over a dangerous situation (Lazarus & Folkman, 1984). 

For Mishel (1986a, 1986b), uncertainty appraised as danger is aversive 

and if left unresolved will impact deteriously on an individual's 

physio/psychological functioning. For Lazarus and Folkman (1984), 

ambiguity can also be used to reduce or eliminate threat by permitting 

alternative, possibly reassuring, interpretations of the personal 

meaning of events. The individual may opt to maintain ambiguity rather 

than seek clarity in highly charged emotional situations, such as in 

life threatening situations (Gibbons & Wright, 1981; Lazarus & Folkman, 

1984). For Mishel (1986b), uncertainty appraised as opportunity permits 

the possibility of a positive outcome and may be preferred over negative 

certai nty. In both conceptualizations, uncertainty perceived as a 

danger triggers a search for information, while, uncertainty seen as 

positive triggers efforts to avoid incoming information (Lazarus & 

Folkman, 1984; Mishel, 1986a). 

Mishel (1986b) incorporates Lazarus and Folkman's (1984) 

appraisals of threat and harm/loss into her danger appraisal, and 

cha llenge and benefi t into the opportunity apprai sa 1. Defi ni ng danger 

as a ri s k or an instance of peri 1 and opportunity as a chance for 

advancement or favorable circumstances is consistent with this grouping 

of appraisal types (Funk & Wagnalls Standard Dictionary, 1980). Empiri

cal support for Mishel's danger and opportunity structure is presented 

in Chapter Three of thi s work. The PCU model (see Fi gure 1) groups 

harm/loss, threat together and challenge. benefit together to correspond 

to Mishel's danger and opportunity appraisals, respectively. 
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Uncertainty in illness is emotionally laden. The feelings 

associated with illness uncertainty for women with gynecological cancer 

include pessimism, sadness and lack of motivation (Mishel, Hostetter, 

King & Graham, 1984). Moos and Tsu (1977) associate anxiety, guilt, 

anger, helplessness to the global uncertainty experienced by ill adults. 

For individuals with cancer, uncertainty is linked to negative expecta

tions, unpleasantness, stress, fear and to hope (McCorkle, 1981; 

McIntosh, 1974; Mi she 1 & Hostetter, 1983). Uncerta i nty for parents 

of ill children is psychologically unsettling, evokes insecurity and 

challenges the reality of everyday life (Comaroff & Maguire, 1981; 

Jessop & Stein, 1985). These emotions are consistent with Mishel's 

danger and opportunity appraisals. The danger associated with uncer-

tainty in illness is more evident in all investigations. This dominance 

of danger appraisals may be the true state of how individuals judge 

uncertainty in illness or may reflect researcher's bias in selecting 

variables for study. Mishel (1986b) recognizes that the positive 

appraisals of uncertainty have not been carefully examined in the 

1 iterature. 

Factors Influencing Uncertainty 
Appraisal In Illness 

Mi she 1 (1986b) proposes that three personal factors a 1 so play 

a role in appraising illness uncertainty as a danger or an opportunity. 

These three factors are availability, generalization and illusions. 

Availability refers to the evaluation of an unfamiliar situation 

by how easily the individual can recall similar instances (Mishel. 

1986b) • If the individual can remember examples of similar events 
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that were seen as having a beneficial outcome, the unfamiliar situation 

will likely be appraised positively. The recall of similar events • 
can be done by the i ndi vi dua 1 a lone or in conjunction with others 

i nvo 1 ved in the ill ness experi ence. The i nabi 1 i ty to reca 11 examp 1 es 

of positive outcomes either by oneself or with the aid of others will 

foster the appraisal of uncertain illness events as a danger. Mishel's 

conceptualization of availability is consistent with Tversky and 

Kahneman's (1974) work on judgment under uncertainty. 

Generalization occurs in situations where prior warnings are 

appraised and any subsequent ambiguous aspects of the situation are 

given the same appraisal (Mishel, 1986b). When a situation is appraised 

by the i ndi vidua 1 as danger, associ ated or subsequent aspects of the 

situation will likely be appraised as danger through the process of 

generalization. MiSinterpretations of the impact of uncertainty on 

well-being may result from generalizations. Serious illness and hospi-

talization of a child are generally recognized as potentially harmful 

or actually harmful to the child, the parent and the parent-child 

relationship. A parent experiencing a child's illness may appraise 

the essence of the experience as a danger and consequently its inherent 

uncertainty as a danger. Janis' (1958, 1962) work on highly threatening 

situations is consistent with Mishel's danger generalizations and is 

used by Mishel (1986b) to propose generalizations to positive apprai-

sals. When a situation is appraised as opportunity, its concurrent 

ambiguity may also be viewed as an opportunity. For example, a parent 

seeing some possibility of a positive outcome to a child's illness 
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may appraise lack of information as an opportunity to maintain a sense 

of hope (Mishel, 1986b). 

Illusion generation is the third person factor proposed by Mishel 

(1986b) as influencing uncertainty appraisal in illness. Illusions 

are beliefs constructed from facts that are viewed by the individual 

with an emphasis upon their favorable aspects. Illusions can only 

be generated and maintained in uncertain situations. The individual 

'alone or in conjunction with others sharing the uncertain experience 

may create and sustain illusions. Illusions permit positive appraisals 

of uncertain and threatening events because favorable aspects and 

favorable interpretations are accented (Mishel, 1986b; Taylor, 1983). 

If an illusion cannot be created and maintained, the uncertainty may 

be appraised as a danger. Lazarus and Folkman (1984) see maintenance 

of illusions as crucial when the individual encounters threat or 

unacceptable information. Mishel (1986b) suggests that illusions are 

developed in illness when the alternative is the harm to well-being 

associated with negative certainty. Negative certainty occurs when 

the course and the outcome of illness demonstrate a clear ominous 

trajectory (Mishel, 1986b). 

It is reasonable to conclude that many factors influence 

appraisal of uncertainty in illness. The interplay of factors may 

account for the variance among individuals in their appraisals 'of 

seemingly similar illness-related events. As in any uncertain environ

mental transaction, appraisals in illness are not static but can shift 

as situational and/or personal factors change. Bolinger and Ahlers 

(1975) demonstrate that the character and the degree of uncertai nty 
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change throughout the diagnostic phase of illness Once a judgment 

of danger or opportunity is reached, the appraisal functions as an 

impetus to action. Efforts are directed at the uncertainty itself 

and its associated emotions. For uncertainty in illness, Mishel (1986a, 

1986b) proposes two pathways of action. If uncertainty is appraised 

as danger, an uncertainty reduction process is stimulated. If uncer

tainty is appraised as an opportunity, efforts to retain the uncertainty 

are employed. These two coping tracts are discussed in the following 

section on coping efforts. 

Coping Efforts 

In this research, coping refers to the individual's constantly 

changing behavioral and cognitive efforts to manage, reduce or tolerate 

internal and/or external demands created for the individual by a 

specifi c stressful person-envi ronment transaction (Folkman, 1984; 

Folkman & lazarus, 1985; lazarus & Folkman, 1984; lazarus & launier, 

1978). Demands are created when a transaction is cognitively appraised 

as stressful because persona 1 resources are taxed, personal resources 

are actually exceeded and/or personal well-being is at stake (Folkman. 

lazarus. Dunkel-Schetter, Delongis & Gruen, 1986; lazarus. 1966. 1980; 

lazarus & Folkman. 1984). Other, ,more traditional conceptualizations 

of coping exist including arousal or stimulus-response theories derived 

from animal experimentation (Berlyne, 1950; Freud. 1915; Holt, 1931; 

Miller, 1980; Ursin, 1980) and psychoanalytic ego psychology models 

(Byrne, 1964; Haan. 1977; Menninger. 1963; Vaillant. 1977). lazarus 

and his associates' conceptualization of coping is used in this research 
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instead of the traditional approaches for four reasons 1) this concep

tualization has been supported by descriptive and quasi-experimental 

studies of complex, stressful person-environment, transactions including 

illness (Billings & Moos, 1981; Cohen & lazarus, 1973; Folkman & 

lazarus, 1980, 1985; Folkman, lazarus, Gruen & Delongis, 1986; Krantz, 

1983; McCrae, 1984); 2) this conceptualization resembles the work of 

several theories examining human responses to illness (leventhal & 

Nerenz, 1983; Mages & Mendelsohn, 1979; Moos, 1977); 3) this conceptual

ization is consistent with Mishel's (1981, 1983, 1986b) theory of 

uncertainty in illness; and very importantly, 4) this conceptualization 

accounts for the complexity, specificity and multidimensionality of 

coping that is assumed in the PCU model. 

lazarus and associates' conceptualization of coping differs 

from the more traditional approaches in several key, interactive 

features that emphasize the dynamics and complexity of coping. First, 

this conceptualization is process oriented, that is, focuses on what 

the individual actually does and thinks when encountering a specific 

stressful transaction, and how the actions and/or thoughts change as 

the encounter evo lves (Folkman, lazarus, Dunkel-Schetter, Delongi s 

& Gruen, 1986). Thi s process ori entati on contrasts wi th the trait 

approaches of psychoanalytic ego models which focus on what the indivi

dual usually does when encountering a generic stressful transaction 

and which emphasize stability rather than change in coping (lazarus 

& Folkman, 1984; Moos, 1977; Vaillant, 1977). In the ego models, a 

trait or style structures the coping. An individual is classified 



65 

as obsessive-compulsive, suppressor, repressor, sublimator, coping

avoiding, monitoring-blunting, controlling, permissive or any number 

of other labels (loevinger, 1976; Miller, 1980; Shapiro, 1965; Vaillant, 

1977). The trait or style predisposes the individual to react in cer

tain ways throughout all phases of most or all stressful encounters. 

In lazarus' conceptualization, coping efforts are situation specific 

and changeable. lazarus and Folkman (1984), citing the work of 

Gorzynski, Holland, Katz, Weiner, Zumoff, Fukushima and levin (1980) 

and of Katz, Weiner, Gallagher and Hellman (1970) admit that some 

stability in coping exists and that the individual may have preferred 

modes of coping with simi lar sources of stress. However, lazarus and 

Folkman (1984), citing the work of Byrne (1964) and of Cohen and lazarus 

(1973), demonstrate that assessment of coping traits has little or 

no value in predicting actual coping efforts used by an individual. 

The second feature of the lazarus conceptualization is that 

coping is contextual, that is, coping is influenced by the individual's 

cognitive appraisal of a given transaction and his/her resources for 

responding to the specific stressful encounter (Folkman. lazarus. 

Dunkel-Schetter. Delongis & Gruen, 1986). This focus on context 

accounts for the interaction of personal and situational factors 

together in the selection and use of coping efforts (lazarus. 1966). 

This feature contrasts with the stimulus-response theories which suggest 

an ordering of the situational and personal factors with the situational 

stimuli preceding the individual's response (Berlyne. 1960; McDougall. 

1923; Shand. 1914). This feature also contrasts with the psychoanalytic 
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ego models which view situational stressors as the triggering mechanisms 

for the individual's preordained trait-related responses (Byrne, 1964: 

Vaillant, 1977). 

The third feature of Lazarus' (1966) conceptualization is that 

coping efforts are both cognitive and behavioral in nature. This feature 

contrasts with the arousal or stimulus-response theories which recognize 

only behavior, usually automatized behaviors such as instincts, 

reflexes, avoidance and escape, as man's adaptive responses to stress 

(Lazarus & Folkman, 1984; Miller, 1980; Ursin, 1980). The ego models 

recognize that thoughts and actions function to reduce stress but 

strongly emphasize the role of cognitions while generally ignore the 

role of behaviors (Lazarus & Folkman, 1984). 

The fourth feature of Lazarus and his associates' conceptuali

zation is that coping is simply defined as an individual's efforts 

to meet the demands of a stressful person-environment transaction 

(Folkman, Lazarus, Dunkel-Schetter, Delongis & Gruen, 1986). This 

definition makes no apriori judgments about what constitutes good and 

bad coping and does not equate coping to a specific, successful outcome 

(lazarus & Folkman, 1984). This· feature contrasts with the animal 

models which define coping as instrumental acts that master an aversive 

event and as a direct result, reduce arousal (Folkman, lazarus, Dunkel

Schetter, Delongis & Gruen, 1986: Miller, 1980: Ursin, 1980). This 

feature a 1 so contrasts with the ego psycho logy models of Haan (1969, 

1977), Menninger (1963) and Vaillant (1977). In these ego models, 

a hierarchy of efforts is specified with certain strategies inherently 

less desirable than other strategies in any stressful encounter. The 

ego psychology models' definition of coping as reducing tension or 
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solving problems by acting effectively to obviate them is consistent 

with this hierarchy of strategies (Lazarus & Folkman, 1984). If a 

cognition and/or an action directly and in a real sense promotes mastery 

over the stressful situation, that effort is desirable, while other 

efforts not inducing mastery are undesirable and are not even labeled 

coping (Haan, 1977; Vaillant, 1977). Menninger (1963) identifies five 

orders of stress regulating devices with only the first order labeled 

as coping devices and the remaining levels as increasing dyscontrol, 

disorganization and disequilibration. For Menninger (1963), self

control, crying, humor, thinking through are types of normal or 

reality-based coping devices while dissociation, denial, aversion are 

undesirable, non-coping devices. For Haan (1977), logical analysis 

such as means-end symbolization is coping while rationalization which 

distorts "intersubjective" reality is a less desirable ego defense. 

Not all sources of stress are amenable to mastery or even to 

problem solving. Lazarus and Folkman (1984) suggest that emphasizing 

mastery and problem solving devalues many of the efforts individuals 

employ in responding to the demands of stressful person-environment 

transactions and devalues the other functions of coping. Coping also 

functions to manage emotions, maintain personal well-being, foster 

the well-being of significant others and keep a positive outlook, 

especially when confronting irremediable transactions (Lazarus & 

Folkman. 1984). In addition to mastery and problem solving, coping 

efforts can be used to tolerate stressful events and their consequences, 

or to minimize, counter, ignore, accept the demands created by stress 

(Laza rus & F 01 kman, 1984). 
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In Lazarus' (1980) conceptualization, coping efforts can range 

from realistic confrontation strategies consistent with Menninger's 

(1963) thinking through or Haan's (1977) logical analysis to unrealistic 

avoidance techniques such as denial, distortion or rationalization. 

If the coping effort(s) selected by the individual after a consideration 

of personal and situational factors are effective or of value to the 

individual, adaptational outcomes will result (Lazarus & Folkman, 1984). 

Lazarus and Folkman (1984) identify three basic adaptational outcomes 

which are: 1) functioning in personal, work and social living; 2) life 

satisfaction or morale; and 3) physical and psychological health. For 

example, information seeking in uncertain, stressful illness related 

events will allow some individuals to function in the illness environ

ment with some degree of life satisfaction (Moos & Tsu, 1977; Surveyer, 

1976; Venters, 1981) while avoiding information allows other individuals 

to functi on ins imil ar ways duri ng illness (Cohen & Lazarus, 1979: 

Miller & Mangan, 1983). Coping efforts influence outcomes but are 

not equivalent to outcomes. This separation of coping and its out

come(s) overcomes the tautology created when the coping process is 

confounded with the outcomes it is used to explain (Folkman & Lazarus, 

1980, 1985; Folkman, Lazarus, Dunkel-Schetter, Delongis & Gruen, 1986). 

Coping and outcomes of coping can be examined separately and in relation 

to each other as is proposed in this research. 

In summary, the four aforementioned key features of Lazarus 

and his associates' conceptualization view coping as process oriented 

rather than oriented about a situational or a personality structure: 

as dynamic in that coping changes as personal or situational factors 

alter; as contextual in that both situational and person factors are 

involved in coping: as multidimensional in that actions and cognitions 
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involved in coping; as multidimensional in that actions and cognitions 

serve as coping efforts; as separate from adaptive outcomes; as influ

enced by cognitive appra i sa 1; and, as servi ng severa 1 functions. The 

functions of coping and the role of appraisal in coping will now be 

discussed within the context of general life experiences, uncertainty, 

illness and uncertainty in illness which is the specific stressful 

situation of interest in this study of coping for parents of all chil

dren. 

Functions of Coping 

Coping has two functions: the regulation of emotions associated 

with the cognitive appraisals of stressful person-environment trans

actions; and, management or alteration of the specific problem(s) 

causing the stress (Folkman, 1984; Folkman & Lazarus, 1980, 1985). 

These two functions are referred to, respectively, as emotion focused 

coping and problem focused coping (Lazarus & Folkman, 1984). These 

two functions of coping have been recognized by many researchers 

(George, 1974; Kahn, Wolfe, Quinn, Snoek & Rosenthal, 1964; Mechanic, 

1962; Murphy, 1974; Murphy & Moriarty, 1976) and are consistent with 

the coping models proposed by Mechanic (1974), McCrae (1984), Mishel 

(1981, 1983, 1986b, 1987a), Weiner (1980) and White (1974). The broad 

range of coping efforts used by individuals in responding to stressful 

transactions can be categorized into problem focused coping strategies 

and emotion focused coping strategies. 

Problem focused coping strategies include cognitions and actions 

di rected outwardly to the stressful envi ronment and di rected inwardly 

to the self (Kahn, Wolfe, Quinn, Snoek & Rosenthal, 1964). Strategies 
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directed at the stressful situation are simi lar to the strategies of 

problem solving such as information seeking, defining the problem, 

generating possible alternative solutions, weighing the alternatives, 

selecting a response among the alternatives, acting to manage the 

problem and evaluating selected actions (Janis, 1974; Lazarus & Folkman, 

1984) • Specific coping efforts characterizing this outward problem 

focused copi ng inc 1 ude "Ta 1 k to someone who can do somethi ng concrete 

about the problem", "Try to analyze the problem in order to understand 

it better", "Just concentrate on what I have to do next" (Folkman & 

Lazarus, 1980, 1985). Strategies directed inwardly to the self relate 

to cogni t i ve or mot i vat i ona 1 changes such as reorderi ng commitments, 

altering aspirations, discovering new means of gratification, developing 

new standards for behavior or social role, reducing ego involvement 

and/or pursu'ng new capabilities (Kahn, Wolfe, Quinn, Snoek & Rosenthal, 

1964; Lazarus & Folkman, 1984). Specific efforts characterizing this 

inward problem focused coping include "Find new faith", "Change some

thing so things will turn out all right", and "Stand my ground and 

fight for what I want" (Folkman & Lazarus, 1985). The number of problem 

focused coping efforts is limited in any given stressful transaction 

compared to the diversity of emotion focused efforts available to the 

individual. 

A wide range of emotion focused coping strategies have been 

identified for general life experiences (Aldwin, Folkman, Schaefer, 

Coyne & Lazarus, 1980: Folkman & Lazarus, 1980, 1985; Janis & Mann, 

1977; Lazarus & Folkman, 1984; r~echanic, 1962) and for the illness 

experience (Cohen & Lazarus, 1979, 1983: Goldstein, 1980: Lipowski, 
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1970-1971; Moos, 1977). Lazarus and Folkman (1984) categori ze these 

emotion focused ways of coping into strategies directed at lessening 

the emotions associated with a stressful transaction and strategies 

directed at fostering or enhancing emotions. To lessen the emotions 

associated with stress, strategies such as detachment or distancing, 

emphasizing the positive, keeping to one's self, wishful thinking and 

tension reduction may be utilized (Folkman & Lazarus, 1985; Lazarus 

& Fo 1 kman, 1984). Specifi c copi ng efforts have been 1 inked to the 

various strategies for lessening emotions: for distancing or detachment, 

the individual may "Turn to work or substitute activity to take my 

mind off things" or "Go on as if nothing is happening"; for emphasizing 

the positive, the individual may "Look for the silver lining" or 

"Rediscover what is important in life"; for keeping to self, the indivi

dual may "Avoid being with people" or "Keep others from knowing how 

bad I feel"; for wishful thinking, the individual may "Hope a miracle 

may happen" or "Daydream or imagine a better time or place"; and, for 

tension reduction, the individual may "Jog or exercise" or "Tell myself 

things that make me feel better" (Folkman & Lazarus, 1980, 1985). These 

lessening strategies involve both actions and cognitions but cognitive 

activity is predominant as is also true for the emotion enhancing 

strategies. Lazarus and Folkman (1984) suggest that some indiv'iduals 

need to feel worse before they can feel better or deliberately heighten 

their emotional distress in order to fully mobilize for direct action. 

To foster or enhance emotional distress, these individuals may engage 

in a self-blame strategy involving coping efforts such as "Criticize 
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or 1 ecture myself", "Apo 1 ogi ze", or "Rea 1 i ze I brought the prob 1 em 

on myself" (Folkman & Lazarus, 1985). 

Cognitive appraisals of person-environment transactions influence 

the individual's choice of coping strategies (Lazarus, 1966). Events 

appraised as threatening (}r harmful are associated with distressing 

emotions such as anxiety, fear, guilt and disgust while events appraised 

as a challenge or beneficial are associated with pleasurable emotions 

such as joy, happiness and exhilaration (Lazarus & Folkman, 1984). 

Lazarus and Folkman's (1984) conceptualization of problem and emotion 

focused coping is consistent with threat and/or harm appraisals. It 

is reasonable to assume based on the extensive body of stress literature 

that when threatened, an i ndi vi dua 1 wi 11 seek to reso 1 ve the problem 

and in all likelihood lessen his/her emotional distress. However, 

if an event is apprai sed as an opportunity, the aforementi oned copi ng 

strategies may be used in very different ways as suggested by Mishel's 

(1986b, 1987a) work on uncertainty. The individual may use emphasizing 

the positive to enhance rather than lessen emotions; distancing to 

maintain or foster positive feelings in the light of a potentially 

deleterious situation; and, keeping to one's self to insulate good 

fee 1 i ngs from those experi enced by others. Problem sol vi ng may be 

directed inwardly to increase ego involvement, reaffirm aspirations 

and gain satisfaction from the event. The relationship of opportunity 

to copi ng strategi es has not been systemati ca lly i nvesti gated in the 

literature. 

Seeking social support, the remaining coping strategy identified 

by Folkman and Lazarus (1980, 1985), is viewed as mixed problem and 
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emotion focused coping. Social interaction can function to provide 

.emotional support in terms of reassurance, being able to rely on some 

person, being able to confide in someone and feeling that one is cared 

for: and, to provi de i nformat i ona 1 support in terms of gi v i ng advi ce, 

providing knowledge and receiving feedback (Schaefer, Coyne & Lazarus, 

1982). Soci a 1 support is a resource that may be avail ab 1 e to the 

individual as he or she copes with the problems and emotions associated 

with stressful events (Lazarus & Folkman, 1984). Coping efforts 

directed at tapping social support include "Talking to someone to find 

out more about the situation", "Accepting sympathy and understanding 

from some one", or "Asking a relative or friend I respect for advice 

(Folkman & Lazarus, 1985). 

Factors Influencing Coping 

Cognitive appraisal, level of threat, personal resources and 

situational factors such as the presence of illness and the perception 

of uncertainty contribut(~ to the choice of coping strategies by the 

individual (Lazarus & Folkman, 1984). The complex interplay of these 

various influences accounts for the selection and use of more than 

one coping strategy by the individual in response to a stressful trans

action and the variance of coping responses across individuals 

experiencing similar stressful encounters. Both problem and emotion 

focused coping are used in most stressful encounters (Folkman & Lazarus, 

1980. 1985: Lazarus & Folkman. 1984). The relative proportions of 

each form vary with how the encounter is appraised and how the indivi

dual perceives the situation and self (Folkman. 1984; Folkman & Lazarus. 
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1980). The two forms of coping can be used concurrently or in sequence 

and can function to facilitate or impede each other in the coping 

process (Breznitz, 1971; Janis & Mann, 1977; lazarus & Folkman, 1984; 

Mechanic, 1962; Miller, 1980; Moos, 1977). 

The individual who feels his/her self-esteem is at stake (that 

is, appraises threat) is more likely to use problem solving, wishful 

thinking, keeping to self and self-blame than if self-esteem 'is not 

threatened (Folkman, lazarus, Gruen & Delongis, 1986). When the well

being of a loved one is at stake, individuals use more inwardly directed 

problem focused coping, wishful thinking and tension reduction and 

less problem solving than in stressful encounters where the loved one 

is not threatened (Folkman, lazarus, Dunkel-Schetter, Delongis & Gruen, 

1986). Distancing and inwardly directed problem focused coping are 

used by individuals who appraise outcomes of a stressful encounter 

as unsatisfactory or harmful, while problem solving and emphasizing 

the positive are associated with beneficial outcomes (Folkman, lazarus, 

Gruen & Delongis, 1986). Under conditions of challenge, individuals 

use problem solving, emphasizing the positive and tension reduction 

(McCrae, 1984). 

lazarus and Folkman (1984) postulate that the use of problem 

and emotion focused coping is also related to the level of perceived 

threat. For individuals confronting low levels of threat, the two 

coping forms are used in near equal proportion. At moderate levels 

of perceived threat, problem focused efforts predominant with few 

emotion focused strategies employed. At high levels of threat, emotion 

focused copi ng is dom; nant tend; ng toward detachment and keepi ng to 



75 

one's self. Lazarus and Folkman (1984) as well as Anderson (1977) 

see the over-concentration of emotion forms of coping in high stress 

situations as impeding problem focused coping and resulting in lower 

levels of coping performance. The relationship of the two forms of 

coping to varying levels of harm/loss, challenge or benefit have not 

been postu1ated by Lazarus or any other theorist. 

Lazarus and Folkman (1984) propose that personal resources also 

influence coping. Resources relevant to coping include health, energy, 

beliefs, problem solving skills, social skills and material wherewithal 

(Anderson, 1977; Antonovsky, 1979; Janis, 1974; Lazarus, 1966; Lazarus 

& Launier, 1978; Lazarus & Folkman, 1984; Strickland, 1978). Work 

on personal 

demonstrated. 

resources is limited but some relationships have been 

Pearlin and Schooler (1978) suggest that resources are 

of most assistance to coping when situations permit little or no action. 

Lazarus and Folkman (1984) view physical well-being as important when 

stress is long lasting and requires maximum mobilization of coping 

efforts. However, the work of Bulman and Wortman (1977), Dimsdale 

(1974), Hamburg and Adams (1967) and of Visotsky, Hamburg, Goss and 

Lebovits (1961) demonstrate that individuals with significant illness 

can cope directly, energetically and effectively if the threat to well

being is high. Generalized beliefs that stressful events are control

ab 1 e and that thei r outcomes can be positive encourage the use of 

active, problem solving strategies (Lazarus & Folkman, 1984). While 

positive beliefs may aid adaptive coping, negative beliefs about one's 

abil ity to control outcomes or bel i ef in fate can i nhi bit copi ng by 

discouraging essential problem focused coping efforts. In illness 
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situations, Strickland (1978) demonstrates that individuals who believe 

that outcomes are dependent on their own actions employ coping efforts 

that are different from individuals who propose fate or an outside 

power as the determinant of outcome. Individuals with an internal 

locus of control are more likely to collect information regarding health 

and to take direct action than those with an external orientation (Mlott 

& Mlott, 1975; Strickland, 1978; Wallston, Maides & Wallston, 1976; 

Williams, 1972). Anderson (1977) found that individuals with an exter

nal locus of control frequently employed emotion focused coping 

including distancing and detachment. Social skills enhance problem 

solving by providing multiple avenues for collecting information and 

fabricating solutions (Lazarus & Folkman, 1984). Material wherewithal, 

especially money, increase the coping options available to the indivi

dual (Antonovsky, 1979). Recognition of a large number of coping 

options prior to or at the onset of a stressful event is related to 

more problem solving efforts during the course of the event (Krantz, 

1983) • 

When considering personal resources, Lazarus and Folkman (1984) 

conc 1 ude that resources do not predi ct copi ng because resources can 

change during the course of a stressful transaction and the relationship 

of resources to coping is confounded by the individual's cognitive 

appraisal, the level of threat and the characteristics of the stressful 

situation. The importance of examining the situational context in 

regards to coping is recognized by many theorists including Haan (1977), 

Folkman (1984), Lazarus (1966), Menninger (1963) and Vaillant (1977). 
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Several situational characteristics that relate to uncertainty in ill

ness have been studied in regards to coping. 

Problem focused forms of coping are more likely to occur in 

situations that appear or are appraised by the individual as amenable 

to change, thereby containing the potential for control (Folkman, 1984; 

Folkman & Lazarus, 1985). Thompson (1981) recognizes two types of 

control; behavioral control is defined as a belief that one has a direct 

action behavioral response available that can affect an event; and 

cognitive control is the belief that one has a cognitive strategy avail

able that can affect an event. Emotion focused forms of coping are 

more probable when situational characteristics suggest to the individual 

that nothi ng can be done to modi fy harmfu 1, threateni ng or cha 11 eng'j ng 

environmental transactions (Folkman & Lazarus. 1985). When the indivi

dual does not know what is going on (event uncertainty), when something 

will happen (temporal uncertainty) and what the outcome is likely to 

be (unpredictability), there is realistically little that can be changed 

or controlled (Lazarus & Launier. 1978). In situations perceived as 

uncertain, the individual lacks behavioral and cognitive control needed 

to affect change. High levels of uncertainty greatly decrease the 

use of direct problem solving and increase information seeking (Lazarus 

& Launier, 1978). The work of Berlyne (1960), Trope (1975) and Weiner 

(1972) support information seeking as a response to the arousal state 

created by perceived uncertainty. Information can provide the indivi

dua 1 with a means to affect change or control. If i nformati on is 

unavailable, the individual's judgment of lack of control is reinforced 

and the individual wi 11 employ emotion focused forms of coping such 
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as denial, detachment (Lazarus & Launier, 1978). If the incoming infor

mation is judged as detrimental to well-being, information seeking 

will cease and emotion focused coping efforts will predominate (Lazarus 

& Folkman, 1984). If the information available about the situation 

indicates that no option or only a few options for direct action are 

possible, emotion focused coping will be used (Lazarus & Folkman, 1984). 

If incoming information resolves uncertainty, direct action will likely 

ensue. 

The work of Folkman and Lazarus (1980) and Billings and Moos 

(1981) suggest that health-related stressors elicit relatively more 

emot i on focused than prob 1 em focused copi ng efforts. Thi s ratio of 

the two forms of coping also occurs with individuals confronting their 

own death or the death of a loved one (Folkman & Lazarus, 1980). 

Coping With Uncertainty in Illness 

Uncerta i nty in ill ness was the speci fi c context under invest i

gation in this research. Mishel (1986a, 1986b, 1987a) postulates that 

an individual's cognitive appraisal of his/her perceived uncertainty 

is directly linked to coping. Appraisal of uncertainty in the experi

ence of illness is either as an opportunity or as a danger (Mishel, 

1987a). 

When appra i sed as a danger, uncerta i nty resu lts in increased 

arousal which is aversive to the individual (Berlyne, 1977). The arousal 

generates a drive state to reduce the uncertainty of the event or situ

ation (Mishel, 1987a). Coping efforts are employed to manage, reduce 

or tolerate internal and/or external demands created for the individual 
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by the uncertainty. Mishel (1986b, 1987a) suggests that within this 

pncertainty-danger-coping linkage, there are two coping strategies 

that the individual may employ. The first strategy is action oriented 

and is labeled as mobilizing. The second strategy is affect-management 

oriented and is called immobilizing. 

Coping Efforts and Illness Uncertainty 

The action oriented strategies include direct action, information 

seeking and vigilance (Mishel. 1987a). Direct actions do something 

about the problem causing the distress (Cohen & Lazarus, 1983). In 

the experience of illness, Cohen and Lazarus (1979) identify arguing, 

running away and putting oneself on the prescribed therapy as direct 

acti on copi ng efforts. I n the experi ence of uncerta i nty in illness, 

Molleman, Krabbendam, Annyas, Koops. Sleijfer and Vermey (1984) identify 

gett i ng angry. abreact i ng and b 1 ami ng others as di rect action efforts. 

Mishel (1987a) notes that direct action has had little study as a means 

of reducing uncertainty. Molleman, Krabbendam. Annyas. Koops, Sleijfer 

and Vermey's (1984) study of persons with cancer demonstrated that 

direct action was the least used of all strategies available for uncer-

tainty reduction. The use of direct action for the reduction of 

uncertainty may be hindered or actually blocked for several reasons. 

Shalit (1977) proposes that uncertainty makes it difficult or impossible 

to pinpoint the agent of harm making direct action hard to implement. 

Illness frequently offers few options for direct action (Lazarus & 

Folkman. 1984). Cohen and Lazarus (1979) suggest that in illness, 

the wise coper refrains from actions that are impulsive; poorly grounded 
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i~ information; directly confrontational to those who will provide 

care inc 1 udi ng the hea lth profess i ona 1 sand s i gni fi cant others; or, 

potentially harmful. 

Vigilance is another of the action oriented mobilizing strate

gi es. Monat (1976) proposes that vi gi 1 ance is probab 1 e when the time 

for confrontati on is known but the occurrence of the aversi ve event 

is unknown. Janis (1962) suggests that vigilance is likely to occur 

when signs present in the event or in its interpretation by the indivi

dual indicate that the outcome(s) of an uncertain event depends upon 

the person's own actions. When vigilant, the individual is alert to 

or displays a heightened, focused awareness of the information available 

in the event (Horowitz, 1976). The opposite of vigilance is denial 

(Horowitz, 1976) or avoidance (Cohen & Lazarus, 1973). In illness, 

Cohen and Lazarus (1973) suggest that the vigilant individual is overly 

alert to the emotional or threatening aspects of the experience. Vigi

lance surrounds the symptoms, diagnosis, nature of the illness, 

treatment and prognosis (Cohen & Lazarus, 1973; Jessop & Stein, 1985; 

Lipowski, 1970-1971; Miller, 1980). 

However, research strongly suggests that vigilance may not 

effectively reduce uncertainty and its associated emotional distress. 

In a study of surgical patients, Cohen and Lazarus (1973) demonstrated 

that vigilant individuals had the more complicated postoperative 

recovery when compared to avoiders. For parents of chroni ca lly ill 

chi ldren, the constant monitoring of the chi ld' s status demanded by 

the illness '. uncerta i nty created emot i ona 1 turmoil for the mother and 

disrupted family functioning (Jessop & Stein, 1985). Vigilance appears 
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to be associated with high levels of arousal, especially when compared 

to information avoidance and as a result, may impact detrimentally 

on adaptation (Miller, 1980; Mishel, 1987a). 

Information seeking is the third and final action oriented coping 

strategy proposed by Mishel (1987a). Information seeking is the primary 

form of coping in situations that are novel, in which information is 

limited, which involve ambiguity and that are appraised as aversive 

(Berlyne, 1977; Cohen & Lazarus, 1979). The purpose of obtaining infor

mation is reduce or resolve the problem of uncertainty and thereby, 

diminish or eliminate arousal. Uncertainty reduction also reinforces 

or gratifies the drive state (Mishel, 1987a). In seeking and gathering 

information, the individual obtains data on the objective features 

of the environment such as the form, location and function of external 

objects; the subjecti ve features of the experi ence; and, the emoti ona 1 

aspects of the experi ence (Leventha 1, 1970, 1975; Leventha 1 & Nerenz, 

1983). These data are then processed separately and interactively 

to form a representation or cognitive schema of the once uncertain 

event (Leventhal & Nerenz, 1983). A cognitive schema which gives 

meaning, clarity and predictability to environmental transactions is 

equivalent to certainty (Fiske & Taylor, 1984; Taylor, 1983). The 

strength of the information search' is a function of the need to solve 

the problem of uncertainty itself, its associated emotional distress 

and the importance of the uncertain event (Mishel, 1987a). In illness 

situations, Cohen and Lazarus (1979) note that some individuals are 

insatiable in their search for information about their problems, while 

others avoid most or all information. Information seeking behaviors 
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wi 11 continue as long as the i nformat i on has rei nforcement va 1 ue or 

until the information seeking proves to be ineffective in reducing 

stress (Mishel, 1987a). 

Many references to information seeking and systematization of 

information appear in the literature on parental responses to a child's 

illness (Chodoff, Friedman & Hamburg, 1964; Comaroff & Maguire, 1981; 

Mattsson, 1972; Miles, 1979; Venters, 1981; Wolfer & Visintainer, 1975) 

and the literature on adults experiencing illness (Cohen & Lazarus, 

1979, 1983; Lau & Hartman, 1983; Leventhal, Nerenz & Steele, 1984; 

McIntosh, 1974; Molleman, Krabbendam, Annyas, Koops, Sleijfer & Vermey, 

1984). Mishel (1987a) suggests that this large number of clinical 

studies attests to the efficacy of information seeking in reducing 

the uncertainty inherent in illness and in fostering adaptative out-

comes. Venters (1981) associates high level long-term functioning 

for parents of ill children with the anility to find information and 

define the illness within an existing philosophy of life. 

Information can be obtained from direct observation and inter

action with the environment; from contemplation of subjective stimuli; 

and, from contact wi th others in the ill ness s i tuat ion (Leventha 1 & 

Nerenz, 1983: Mishel, 1987a). Significant others, phYSicians, nurses 

and other care providers can assist in uncertainty reduction by 

providing expert information and by structuring that information to 

prevent uncertainty (Mishel, 1987a; Wortman & Dunkel-Schetter, 1979). 

Molleman, Krabbendam, Annyas, Koops, Sleijfer and Vermey (1984) found 

that contact wi th experts inc 1 udi ng the family doctor, the speci ali st 

and nurses was the on 1 y effective means of reduci ng uncerta; nty for 
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persons with cancer but people who also discussed their problems with 

spouses, family, friends or fellow patients experienced less anxiety 

associated with the uncertainty. Social skills represent an important 

personal resource in seeking information from others (Lazarus & Folkman, 

1984) • 

If the action oriented mobilizing strategies are not effective 

in reducing uncertainty appraised as a danger, Mishel (1987a) postulates 

that the individual wi 11 shift to affect-management strategies. If 

the problem of uncertainty cannot be coped with directly, the individual 

wi 11 di rect efforts to copi ng wi th its associ ated emoti ona 1 di stress. 

Although Mishel does not specify reasons for failure, action oriented 

efforts could be ineffective because direct actions are inadequate 

in reducing arousal; information is not available; vigilance increases 

arousal; information gathered is threatening; and/or experts are not 

readily obtainable. Mishel (1987a) suggests that affect-control is 

more likely to occur when the individual is in a highly emotional state 

and the uncertain event is viewed as time limited. The affect-manage

ment or immobilizing strategies are faith, disengagement and cognitive 

control (Mishel, 1987a). Mishel does not define faith or disengagement 

except in stating that these strategies function to blunt negative 

emoti ona 1 responses, especi ally anxi ety. Di sengagement may be synony

mous wi th the strategi es of. di stanci ng and detachment di scussed by 

Folkman and Lazarus (1985). Cognitive control appears to be character

ized by "giving oneself a pep talk", "playing with ideas" and "attemp

ting to redefine the situation" as seen by Molleman, Krabbendam, Annyas, 

Koops, Sleijfer and Vermey (1984) in a study of cancer. Research has 
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not examined the immobilization strategies employed when uncertainty 

is appraised as a danger. 

When uncertainty in illness is appraised as an opportunity, 

the individual believes that a desirable or beneficial outcome will 

result from the uncertain situation (Mishel, 1986b). Uncertainty judged 

as an opportunity does not trigger arousal and its associated drive 

state (Mishel, 1987a). The basis for the opportunity appraisal is 

in the individual's preoccupation with positive inferences regarding 

the situation and/or in the illusions he/she is able to generate and 

sustain during the illness experience (Mishel, 1987a). Hope is fostered 

by the apprai sa 1 of opportunity. Moos and Tsu (1977) suggest that 

the maintenance of hope is a primary adaptive task in illness. To 

preserve positive feelings, avert perceptions of negative outcomes 

and avoid negative certainty, inferences and illusions must be isolated 

from contradictory information (Mishel, 1987a). 

When i 11 ness uncertai nty is apprai sed as an opportuni ty, 

buffering serves to block the input of new stimuli that could alter 

or counter positive and self-enhancing interpretations of the uncer

tainty (Mishel, 1986b). The uncertainty must be sustained. If the 

uncertainty was resolved thereby revealing the real course and outcomes 

of illness, positive inferences could be found to be in error (Mishel, 

1987a). Illusions provide meaning, clarify aspects of a situation, 

permit predictions, foster a sense of mastery, enhance self-esteem 

and direct functioning in stressful events (Taylor, 1983). If uncer

tainty is resolved, illusions may be dismantled and abandoned leaving 

the individual without a course of action (Mishel, 1987a; Taylor, 1983). 
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The buffering strategies identified by Mishel (1986b, 1987a) include 

total avoidance of the situation: selective ignoring of aspects of • 
an event: reordering priorities to shift attention: neutralizing infor

mation by denial, minimization and/or transformation: and, managing 

opportunities for and the content of communication exchanges. If and 

as long as buffering is effective, the stress response is evaded 

(Mishel, 1987a). 

Support for Mishel's (1986a, 1986b, 1987a) contentions on uncer-

tainty-opportunity-coping exists in the literature but no study 

published to date examine them directly. McIntosh (1974) concludes 

from his extensive review of the cancer literature that not all indivi-

duals seek information about their condition and that some individuals 

may not want to be told their diagnosis or have their fears confirmed. 

Reports of denial, distortion, avoidance of information abound in the 

literature on parental responses to a child's illness (Comaroff & 

Maguire, 1981: Drotar, Baskiewicz, Irvin, Kennel & Klaus, 1975; 

Mattsson, 1972; McCollum & Gibson, 1970; Meyerowitz & Kaplan, 1967; 

Venters, 1981). However, these studies generally view buffer mechanisms 

as maladaptive or temporary aberrations in coping as rarely as adaptive 

in the sense proposed by Mishel. 

In summary, Mishel (1986a, 1986b, 1987a) proposes a specific 

pathway of coping for each of the two appraisals of uncertainty in 

illness. If uncertainty is seen as a danger, uncertainty reduction, 

primarily involving information seeking is undertaken. If information 

seeking is successful in resolving uncertainty, a cognitive schema 

is formed. If information seeking is hindered or unsuccessful in 
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reducing uncertainty, strategies directed at managing or coping with 

emotions are used. When uncertainty is judged as an opportunity, action 

is directed at maintaining uncertainty and its associated inferences 

and illusions. Cognitive schema and illusions are discussed in the 

following section. 

Schema 

The individual and the environment are in constant interaction. 

Two of the most pervasive human needs are to make sense of the environ

ment and to be active 1 y i nvo 1 ved in envi ronmenta 1 events (Kap 1 an & 

Kaplan, 1982). The individual as a cognitive being uses memories, 

thoughts, perceptions and ultimately, behaviors to satisfy these needs. 

The environment offers a constant flow of incoming stimuli to 

the individual. Characteristics of environmental stimuli which may 

be visual, tactual, auditory, gustatory or olfactory in nature represent 

information pertinent to environmental events or situations (Forgus 

& Malemed, 1976). The essence of an individual's interaction with 

the environment is embodied in his/her ability to identify and acquire 

useful stimuli; to translate or transform perceived information into 

meaningful patterns; and, to utilize those patterns or structures in 

choos i ng an appropri ate, if not, optima 1 response to an envi ronmenta 1 

event or situation (Merluzzi, Rudy & Glass, 1971). The patterns or 

cognitive structures generated by this information processing are called 

schemata (Fiske & Dyer, 1985; Taylor & Crocker, 1981). When environ

mental stimuli are seen as vague, complex, novel, ambiguous, unpredic

table or probabilistic, the individual is unable to complete the 



87 

perceptual tasks of recognition and classification in information 

processing (Mishel, 1986a). In addition to these environmental charac

teristics, recognition and classification can be hampered by a 

deficiency in the individual's perceptual skills, such as lack of a 

frame of reference (Mishel, 1986a). Recognition involves selective 

orientation and assimilation of specific environmental stimuli including 

judging stimuli against some frame of reference and estimating its 

perceptual constancy (Bower, 1978; Mishel, 1986a). Classification 

or pattern recognition involves symbolic codification of stimuli accor

ding to various abstract and concrete features; determination of the 

configuration of stimuli; and, supplying meaning to the stimuli by 

assigning them to a category of similar attributes (Allport,' 1955; 

Mahoney, 1977; Mishel, 1986a; Wyler, 1974). Recognition and classifi

cation of environmental stimuli are necessary conditions in the 

development of a cognitive schema for an event (Bower, 1978). When 

perceptual skills are lacking and/or perceptual tasks are hindered 

by stimuli characteristics, the formation of a cognitive schema is 

thwarted and uncertai nty results. In respondi ng to uncertai nty, the 

individual is likely to direct actions and thoughts to the development 

of a cognitive schema. Schema may be developed by organizing stimuli 

into a newly constructed cognitive structure or by reframing an existing 

structure to account for the incoming environmental stimuli (Taylor 

& Crocker, 1981). The formulation of a schema will reduce uncertainty 

by permitting the recognition and classification of stimuli that is 

crucial to an individual's ability to process information. 
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Since individuals actively extract information from their 

environment, information processing is a natural part of day to day 

activity (Forgus & Malemed, 1976: Leventhal, Safer & Panagis, 1983). 

An individual may construct many cognitive schemata as he/she experi

ences a varied array of environmental stimuli (Thorndyke & Hayes-Roth, 

1979). 

Schematic Information Processing 

Multiple stimuli are present in the environment and in any single 

environmental event. Many real life situations require that information 

be processed about several different events, persons, circumstances 

or conditions at one time (White & Carlston, 1983). Such situations 

can create cognitive overload because individuals are limited in their 

capacity to process information (Broadbent, 1958: Norman & Bobrow, 

1975: White & Carl ston, 1983). Taylor and Crocker (1981) suggest that 

when confronted with substantial volumes of information, an individual 

will selectively attend to only some portion of the information. 

Attention to specific stimuli is affected by the affordances of the 

stimuli (Gibson, 1979): the incongruence/congruence of the information 

(Graesser, Woll, Kowalski & Smith, 1980: Schank & Abelson, 1977: Taylor 

& Crocker, 1981): perceived value of the information (Kanarick & 

Peterson, 1969): the uncertainty inherent in the stimuli (Trope, 1975, 

1979: Sorrentino & Hewitt, 1984): and, the degree of information over

load (Kaplan & Kaplan, 1982). In the initial phases of information 

processing, stimuli are selected, perceived and appraised by t~e indivi

dua 1. 
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Once information present in an environmental event is registered 

by the individual, formulation of a cognitive schema begins (Taylor 

& Crocker, 1981). The process of schematic information processing 

is less well understood and less studied than its product, that is, 

cognitive schema (Anderson, 1978; Fiske & Dyer, 1985). Leventhal and 

hi s associ ates suggest that thi slack of research is understandable 

given that most information processing occurs unconsciously or precons

ciously and very rapidly (Leventhal, Nerenz & Steele, 1984; Leventhal 

& Nerenz, 1985). Anderson (1978) as well as Fiske and Dyer (1985) 

see thi slack of understand i ng as prob 1 emat i c because any theory of 

cognitive structure must be grounded in a theory of cognitive process. 

Despite the lack of explicit models for the process of schema formula

tion, most schema development researchers assume that schemata are 

bui It upon related experi ences with envi ronmenta 1 events or s i tuat ions 

(Crocker, Fiske & Taylor, 1984; Fiske & Dyer, 1985; Sentis & Burnstein, 

1979; Strube, Berry, Lott, Fogelman, Steinhart, Moergan & Davison, 

1986) • 

Fiske and Dyer (1985) suggest that an explicit model for schema

tic information processing may arise from Hayes-Roth's (1977) theory 

of knowledge assembly. which builds on Hebb's (1949) cell assembly 

theory. Thi s knowledge assembly theory is supported by the work of 

Anderson (1982), Hayes-Roth (1977), Sentis & Burnstein (1979), Thorndyke 

and Hayes-Roth (1979) and Wickelgren (1981). In Hayes-Roth's (1977) 

conceptualization, a schema or knowledge structure consists of cogni

tive units and links among the cognitive units. A cognitive unit or 

cogit is the smallest information structure that can be cognitively 
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or perceptually delineated by the individual and is identified as a 

discrete memory representation (Hayes-Roth, 1977). Schema formulation 

begi ns wi th the estab 1 i shment of memory representations for envi ron

mental event stimuli. With recurrent exposure to the same environmental 

stimuli, the cogits are activated. The strength of a cogit is an 

i ncreas i ng function of congruency, recency and frequency of act i vat ion 

(Hayes-Roth, 1977). Configurations of cogits can be assembled into 

associations. An assembly represents all relationships simultaneously 

percei ved by the i ndi vi dua 1 about a gi ven envi ronmenta 1 event (Hayes

Roth, 1977). With repeated experience of the environmental stimuli, 

the strength of an assembly is increased by congruence, recency and 

the frequency of activation. Schema formulation or learning proceeds 

with the recursive strengthening and assemblage of cogits into higher 

order cogit representations of the environmental stimuli (Hayes-Roth, 

1977; Thorndyke & Hayes-Roth, 1979). 

Fiske and Dyer (1985) translate Hayes-Roth's (1977) work on 

the evolution of cognitive structures for use by other schema develop

ment researchers. According to Fiske and Dyer (1985), schema formulation 

progresses with experience: it begins as a collection of separate 

cognitive components and ends as a single integrated structure with 

strong links among its components. The associations among related 

components are made more robust through repeated experiences with 

environmental stimuli (Fiske & Dyer, 1985). Consistent with Hayes

Roth's (1977) contention that schemata evolve to higher order represen

tations, Fiske and Dyer (1985) as well as Cohen (1981), Lurigio and 

Carroll (1985), White and Carlston (1983) recognize that a cognitive 
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schema can develop from a one word descriptor to a structure involving 

complex, abstract knowledge . • 
Research has firmly established the existence of cognitive 

structures or schemata that aid individuals in processing information 

ever present in their environment (Cantor & Mischel, 1979: Fiske & 

Taylor, 1984: Taylor, 1983: Taylor & Crocker, 1981: Wyer & Carlston, 

1979). A cognitive schema may be defined as an individual's subjective 

interpretation of an environmental encounter (Taylor & Crocker, 1981). 

A schema can function as a frame of reference to attach meani ng to 

an environmental event, to clarify aspects of incoming environmental 

stimuli and to allow predictions of outcomes of environmental events 

or situations (Forgus & Malemed, 1976: Lurigio & Carroll, 1985: Taylor, 

1983). A schema can further function to facilitate decision making 

and guide behavior in response to incoming stimuli (Markus, 1977: Taylor 

& Crocker, 1981). 

The presumed advantages of cognitive schemata are the provision 

of efficiency in subsequent information processing; the organization 

of an overwhelming array of stimuli into personally coherent knowledge 

structures: and, enhanced use of further information (Strube, Berry, 

Lott, Fogelman, Stei nhart, Moergan & Davi son, 1986: Thorndyke & Hayes

Roth, 1979). Once established, schemata act as selective mechanisms 

in directing the acquisition of new information: supporting inferences 

drawn from available knowledge: filtering out incongruent information: 

and, fitting novel or incomplete fragments of information to an indivi-

dual's view of his/her environment (Fiedler, 1982: Taylor & Crocker, 

1981: Thorndyke & Hayes-Roth, 1979: Zuckerman & Evans, 1984). 
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Considering all the functions, advantages and mechanisms associated 

with a cognitive structure, schema appears to greatly assist the indivi

dual in meeting two pervasive human needs: making sense of the 

environment and being actively involved in his/her world. 

Various types of cognitive schemata have been recognized by 

researchers. These types include person schemata (Taylor & Crocker, 

1981); self-schemata (Strube, Berry, Lott, Fogelman, Steinhart, Moergan 

& Davison, 1986); role schemata (Taylor & Crocker, 1981); attributional 

schemata (Zuckerman & Evans, 1984); causal schemata (Fiedler, 1982); 

and, event schemata (Abelson, 1981; Taylor & Crocker, 1981). In this 

research and in this discussion of schema, event schemata or scripts 

are the primary focus. An event schema shares similar functions with 

the other schemata but acts to organi ze the comprehens i on of specifi c 

event-based environmental stimuli (Abelson, 1981). An event schema 

guides the perception of ambiguous information contained in an event; 

describes sequences of activity likely to occur in an event; specifies 

behavior generally appropriate to an event; fills gaps when information 

is missing in an event; and, usually directs information processing 

toward schema-consistent stimuli (Abelson, 1981; Taylor & Crocker, 

1981). An event schema contains props or physical features of the 

event; roles of participants in the event; and, sequence rules or the 

orderi ng of aspects of the event (Taylor & Crocker, 1981). Research 

on event schemata has focused for the most part on common everyday 

occurrences (Abelson, 1981; Schank & Abelson, 1977). Leventhal and 

hi s associ ates (Leventhal, Meyer & Nerenz, 1980; Leventhal & Nerenz, 
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1983; Leventhal, Nerenz & Steele, 1984) as well as Taylor (1983) have 

studied schema in the complex event of illness. 

Schema in Illness 

Individuals experiencing 

about illness related events. 

illness form a cognitive structure 

Thi s structure has been referred to 

as a schema (Pennebaker, 1982); common sense representation of illness 

(Leventha 1, Meyer & Nerenz, 1980); illness representation (Leventha 1, 

Nerenz & Steele. 1984): and. illusions (Taylor. 1983). 

Leventhal (1970) proposes that cognitive encoding of environ

mental stimuli motivates the processing of information to form an 

illness schema. Cognitive encoding is similar to Lazarus' (1966) 

concept of appraisal expect that Leventhal (1970) believes that a sub

stantial portion of the appraisal process is automatic and unconscious. 

Appraisals are directed at the problems and the emotions associated 

with an illness-related event (Leventhal, 1970; Leventhal & Nerenz. 

1983). Pennebaker (1982) suggests that physical symptoms which are 

vague. diffuse, subjective in nature and are generally a cause for 

alarm trigger a need to organize and interpret those incoming stimuli. 

Information that implies a health threat or arouses fear initiates 

information seeking and information processing leading to an illness 

representation (Leventhal & Nerenz. 1985). Taylor (1983) hypothesizes 

that illness stimuli perceived by the individual as threatening to 

mastery over events and as degrading to self-esteem promote the develop

ment of illusions. 
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Information Processing in Illness 

Once information present in an illness event is registered by 

the individual. active processing occurs which involves two parallel 

yet interactive pathways (Leventhal & Nerenz. 1983. 1985; Leventhal. 

Nerenz & Steele. 1984). One pathway processes the objective features 

of the illness stimuli including location. purpose. function and con

figurations of external objects. This pathway creates an objective 

view or objective representation of an illness event (Leventhal. Nerenz 

& Steele. 1984). The second pathway processes the emotional reactions 

to illness stimuli generally including fear and anxiety. This second 

pathway creates a subjective view or emotional representation of illness 

events (Leventhal. Nerenz & Steele. 1984). These subsystems act in 

concert to create a conscious impression of the illness and its associ

ated emoti ons (Leventhal & Everhart. 1979; Leventhal & Nerenz. 1983). 

In a typical illness episode. the individual has three broad 

sources of information to draw upon in formulating and elaborating 

illness representations (Leventhal. Nerenz & Steele. 1984). The first 

source is the individual's personal illness experience which includes 

symptoms. responses to therapy and emotions (Leventhal. Nerenz & Steele. 

1984; Pennebaker. 1982). The second source is the generalized pool 

of illness information current existing in the individual's culture 

(Leventhal. Nerenz & Steele. 1984). The language of a culture in all 

likelihood will suggest meaning and interpretation of a particular 

illness. The organization of medical services may automatically create 

expectations for treatment. prognosi s and cure. The last source of 

information is social communication or information obtained from direct 
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contact with others (Leventhal, Nerenz & Steele, 1984). Physicians 

are primary in social communication but contacts with other health 

care providers, family members, relatives and friends also provide 

valuable information (Leventhal, Nerenz & Steele, 1984; Molleman, 

Krabbendam, Annyas, Koops, Sleijfer & Vermey, 1984). From all the 

information available to the individual, objective or problem-based 

representations are more likely to be influenced by abstract information 

(Leventhal, Nerenz & Steele, 1984). Emotional representations are 

more dependent on concrete data (Leventhal, 1980). 

Content and Functions of 
a Cognitive Schema in Illness 

An illness schema once established is multidimensional and multi-

level in content. Leventhal and his associates have identified four 

attributes common to illness representations (Leventhal & Nerenz, 1985; 

Leventhal, Nerenz & Steele, 1984). These attributes are identity, 

consequences, causes and t"ime line or duration. Concrete sensory fea-

tures of the illness such as pain, nausea, bleeding, wounds and abstract 

labels attached to a disease such as cancer, hypertension function 

to identify the illness. Perceived consequences of the illness 

including physical, social, economic and emotional sequelae are speci-

fied in the illness representation. Perceived causes for the illness, 

its symptomatology, its response to therapy including external and 

internal factors are cataloged in the schema. The perceived time line 

for the development and duration of the illness is speci fi ed. Lau· 

and Hartman (1983) suggest that perceptions of controllability and 

curability are also included in an individual's illness representation. 
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Within this cognitive representation, illness related events take on 

personal meaning; incoming stimuli are clarified; and, outcomes become 

predictable. 

The functions of a cognitive schema in illness have been dis

cussed by severa 1 researchers. Pennebaker (1982) suggests that these 

knowledge structures ready the perceiver for incoming information and 

direct the search for subsequent information. Future information 

seeki ng is narrower in scope and as a resu It restri cts the type and 

quantity of information that the individual must process (Pennebaker, 

1982). The individual will tend to encode schema-consistent stimuli 

and ignore schema-inconsistent stimuli (Pennebaker & Skelton, 1981). 

If incoming stimuli are ambiguous or highly variable, the individual 

is likely to encode and interpret the information within the existing 

illness schema (Skelton & Pennebaker, 1982). 

Leventhal and Nerenz (1983) suggest that an individual's percep

tual representation of his/her illness experience directs planning 

and action. Coping and the illness representation interact in a feed

back -loop (Leventhal, 1970). Coping behaviors reflect the basis features 

of the representation (Leventha 1, Nerenz & Steele, 1984). Emot i ona 1 

schematization of illness stimuli leads to automatic responses where 

the individual is unlikely to be fully conscious of his/her behavior 

(Leventhal & Nerenz, 1983). Objective schematization leads to purposive, 

conscious actions. When incoming information is schema-consistent, 

the copi ng plan is rei nforced and the i ndi vi dua 1 does not experi ence 

stress. When stimuli are schema-inconsistent so that the coping plan 
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no longer fits illness events, the individual becomes distressed 

.(Leventhal, Nerenz & Steele, 1984). 

Taylor's (1983) work on adjustment to the threat of illness 

also focuses on cognitive structuring and adaptation. Adjustment to 

illness centers around the themes of search for meani ng and regai ni ng 

of mastery over one's environment. These themes are consistent with 

Leventhal and his associates' conceptualization of the motivation for 

and the use of illness representations. Taylor (1983) adds another 

dimension to schema not accounted for or viewed as central to theories 

proposed by other illness schema researchers. To adjust to illness, 

the individual utilizes self-enhancing evaluations to restore self

esteem lost or degraded as a result of the personal threat associated 

with illness (Taylor, 1983). Self-enhancement occurs by construing 

actual or potential benefit from an experience and by focusing on 

aspects of a situation that suggest that the individual is better off 

rather than at risk (Taylor, 1983). This enhancing interpretation 

of the self in relation to an environmental event is consistent with 

Mishel's (1986b, 1987a) opportunity appraisal. Self-enhancement biases 

are functional (Taylor, 1983). Rozensky, Rehm, Pry and Roth (1977) 

propose that positive self-perceptions increase rates of responding 

to tasks. Self-reinforcement can make an individual behave more favor

ably toward one's self and others (Isen, Shalker, Clark & Karp, 1978). 

Cognitions on which meaning, mastery and self-enhancement depend are 

in large part contingent upon the development and maintenance of 

illusions (Taylor, 1983). Illusions are beliefs that have little or 

no factual basis, or require the viewing of known facts in a particular 
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way (Taylor, 1983). For self-enhancement, this particular view of 

facts is positive and optimistic fostering a sense of mastery and self

esteem. Taylor (1983) denies Lazarus' (1966, 1983) contention that 

illusions are of no value and represent self-delusion. Taylor (1983) 

maintains that illusions simultaneously protect the individual and 

prompt constructive responses to events. Successful adjustment to 

illness depends greatly on the ability to sustain and modify illusions 

that function to buffer present and future threats (Taylor, 1983). 

A lthough the 1 i terature on parents of ill chil dren does not 

formalize the construct of schema or illusions, some evidence of infor

mation processing and cognitive sty'ucturing of illness events exists. 

Surveyer (1976) reports on one father of a child in coma who actively 

sought others to discuss and compare details of the illness in order 

to bring the situation to a level where he could grasp it cognitively. 

Parents of children with leukemia collate all available information 

in an attempt to formulate timetables and statements of probability 

(Comaroff & Maguire, 1981). Other parents of children with malignant 

disease demonstrate a subtle process of cross-referencing in order 

to systemize the vast array of information present in the illness 

experience (Comaroff & Maguire, 1981). Anderson (1981) reports that 

parents of chronically ill children develop a model of illness which 

influences family and social interactions. Optimal functioning of 

families consisting of a child with cystic fibrosis is associated with 

the parent's ability to endow the illness with meaning and define the 

illness within a religious and/or medical-scientific systems of beliefs 

(Venters, 1981). 
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Review of the Literature 

The extens i ve body of 1 i terature on copi ng wi th illness was 

revi ewed to fi nd s tudi es supporting the conceptua 1 i zat i on of the PCU 

Model and its operationalization as proposed in this research. Studies 

selected for review were to incorporate two or more of the concepts 

in the PCU framework in relation to each other. 

On ly four published studi es were found. A 1 though each study 

appeared to examine several PCU model concepts, none of the four studies 

approximated the PCU process in its complete conceptualization, its 

instrumentation and its study population. The four studies were also 

found to be disparate with each other in their conceptualizations, 

operationalizations, analysis techniques and study populations. Only 

very limited support for the PCU model is found in these studies but 

they are reviewed to direct attention to consistencies between the 

theoretical formulations underlying this research and empirical findings 

in the experience of illness. The pilot test of this research is also 

reviewed to document the initial test of the PCU model variables of 

uncertainty, appraisal and coping efforts. 

In a study of 54 women with gynecological cancer, Mishel, 

Hostetter, King and Graham (1984) investigated predictors of psychologi

cal adjustment. Uncertainty was found to have a significant negative 

association with optimism. With higher levels of uncertainty, the 

women had more sad feelings, had negative expectations about the future 

and were less motivated to get what they wanted. Lack of information 

was associated with a decrease in active behaviors. Mishel and her 

associates concluded that uncertainty experienced by women during the 
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diagnostic phase of their illness was aversive and functioned as a 

detriment to fostering hope as well as involvement in the medical plan 

of care. This study appeared to support the uncertainty--danger-

immobilization linkage proposed in the PCU model. 

Molleman, Krabbendam, Annyas, Koops, Sleijfer and Vermey (1984) 

exami ned the uncerta i nty and anxi ety experi enced by cancer patients 

and their ways of coping with the uncertainty and anxiety. Approxi

mately one-third of the 418 adults studied fell into each of the 

categories of low, moderate and high levels of perceived uncertainty. 

Half of the s.:lmple reported low anxiety while less than 10% had high 

anxiety. For both uncertainty and anxiety, direct action was the least 

often used way of copi ng. Contact wi th experts was found to be the 

only effective way of reducing uncertainty. Anxiety was lessened 

through social means including social support from family and fellow

patients. This study appeared to support an uncertainty--danger-

mobilization linkage proposed in the PCU framework. 

In Patterson, Freese and Goldl~nberg's (1986) study of 30 women, 

the process of reducing uncertainty about the question "Am I pregnant?" 

was examined. Ambiguous cues that suggested the possibi lity of preg

nancy motivated the process of uncertainty reduction. Women were found 

to vary in their need to eliminate doubt. Some women were active 

seekers of information while other women were vigilant in watching 

for salient cues. Information was found through self-evaluation or 

self-diagnosis in order to formulate a working interpretation of subjec

tive stimuli. Confirmatory data for the working interpretation were 

sought through 1 aboratory ana lysi s. With the questi on of pregnancy 
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reso 1 ved, women sought appropri ate hea 1 th care. Thi s study appeared 

to support uncertainty--mobilization--schema linkages in the PCU mode1. 

This study also provided evidence for the appropriateness of studying 

schema using a constant comparative analysis methodology. 

Venters (1981) examined coping and adaptation in 100 families 

with at least one child with cystic fibrosis. Thirty of the families 

demonstrated high level functioning. High level functioning or adap

tation was related to the ability to define the illness within a 

medical-scientific and/or religious philosophy of life; to give illness 

related hardships more of a positive than a negative interpretation; 

and, to share illness burdens with others. The philosophies provided 

a predictable explanation of the occurrence of illness events and 

permitted hope for the future. Focusi ng on the posi ti ve aspects of 

the illness gave famil i es a sense of control and encouraged them to 

seek solutions to their problems. This study supported the formulation 

and use of cognitive schema by parents experiencing a child's illness. 

In a pilot test of this research involving 18 parents of ill 

newborns, relationships between uncertainty, appraisal and coping 

efforts were measured (Erickson, 1985). All correlations between uncer

tainty and appraisal types were not statistically Significant. A 

moderate amount of uncertainty was experienced by the parents with 

ambiguity being the most highly reported type. Appraisals in order 

from highest to lowest r'eported were threat, challenge, harm/loss and 

benefit. Uncertainty had significant positive associations with the 

coping efforts of detachment, wishful thinking, keeping to self and 

was negatively related to emphasizing the positive. Threat appraisal 
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was ~ositively associated with tension reduction, wishful thinking, 

detachment, seeking social support, self-blame and problem focused 

coping. Emphasizing the positive was positively correlated to the 

challenge appraisal. Harm/loss appraisal had a positive association 

with problem focused coping, detachment and tension reduction. The 

benefit appraisal was related to problem focused coping and emphasizing 

the positive. Problem focused coping was the most used coping effort. 

Summary 

Chapter Two presented the Parents Coping with Uncertainty (PCU) 

mode 1. Thi s PCU model was depi cted in di agram form and exp 1 a i ned in 

relation to its pictorial representation. Each construct was then 

conceptualized in regards to general life experiences and the experience 

of illness. 
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Chapter Three di scusses the research methods used in studyi ng 

the process of coping with uncertainty for parents of ill children. 

This chapter begins with a statement of the ten questions investigated 

in this research. Methodological triangulation and its applicability 

to thi s study of the copi ng process is then di scussed. Protocols for 

collecting and analyzing the data used in the triangulation are pre

sented. 

Research Questions 

As suggested in Chapter Two, coping with uncertainty is a complex 

multidimensional process involving perceptions, cognitions, emotions 

and behaviors. This research limited its investigation of the complex 

process of coping with uncertainty to the examination of ten questions. 

To relate the research questions more specifically to the hypothesized 

model of parental coping with uncertainty, the conceptual model of 

coping presented in Chapter Two (see Figure 1) was expanded to include 

constructs, concepts or characteri'stics of each construct, and their 

measurements (see Figure 2). Eight research questions were related 

directly to this pictorial representation of coping with uncertainty 

for parents of infants born ill. These eight questions were: 

1. Do parents of ill newborns perceive uncertainty in illness

related events and situations? 
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2. What are the types of uncertainty perceived by parents 

of ill infants? 

3. What are the types of cognitive appraisal reached by parents 

of ill newborns about their perceived uncertainty? 

4. What is the relationship between perceived uncertainty 

and parents' cognitive appraisal of uncertain illness

related events? 

5. What coping efforts are used by parents in responding to 

their cognitive appraisals of perceived uncertainty inherent 

in illness-related events? 

6. What is the relationship between cognitive appraisal and 

coping efforts used by parents as they encounter uncertain 

events and situations? 

7. What is the relationship between coping efforts used by 

parents and prceived uncertainty measured at one point 

later in time? 

8. What is the change in uncertai nty demonstrated by parents 

From initial perceptions to perceptions measured at one 

point later in time? 

These eight questions examined outcomes and relationships between 

outcomes in the hypothesized process of coping with uncertainty. An 

outcome is the consequence or the resu It of some activity (Funk & 

Wagnalls Standard Dictionary, 1980). Perceived uncertainty results 

from failure to find sufficient cues present in an environmental trans

action (Budner, 1962; Mishel, 1981, 1983). A cognitive appraisal is 

reached after an individual examines incoming environmental stimuli 
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for their impact upon and meaning to well-being (Lazarus & Folkman, 

1984). Coping efforts are selected after the individual determines 

the need to respond to an envi ronmenta 1 transaction, assesses hi s/her 

options for response, reviews past efficacy of possible response stra

tegies and tries out his/her response options (Lazarus, 1966; Lazarus 

& Folkman, 1984). A cognitive schema results from systematically 

organizing information present in an environmental transaction to give 

personal meaning, clarity to a new experience and/or be consistent 

with past experience (Abelson, 1981: Hayes-Roth, 1977). 

Each outcome is the result of some activity or process. A 

process is a series of continuous actions that bring about a particular 

result (Funk & Wagnalls Standard Dictionary, 1980). When encountering 

environmental events, the individual actively searches through past 

experience to find a fit between existing cognitive schemata and the 

event (Fiske & Dyer, 1985: Fiske & Taylor, 1984). Failure to fit the 

event to existing schemata results in the perception of uncertainty. 

Appraisal, coping efforts and cognitive schema also result from a 

process of conscious thought, cognitive operations, inferences from 

incoming stimuli, and in the case of coping efforts, from emotional 

reactions (Fiske & Dyer, 1985: Fiske & Taylor, 1984: Lazarus & Folkman, 

1984) . 

One aim of this research was to understand how parents of i 11 

infants cope with uncertainty in illness-related events. Understanding 

how parents cope requi red knowledge of the outcomes and the processes 

resulting in the outcomes of uncertainty, appraisal, coping efforts 

and schema. This research limited its investigation to the 
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aforementioned eight questions related to outcomes and to two questions 

.of process. The two process questions involved the process of cognitive 

structuring of illness-related events and situations, that is, cognitive 

schema. In numbering the research questions examined in this study, 

the process questions were numbered nine and ten. 

9. How do parents of ill infants form a cognitive schema about 

illness-relatd events and situations? 

10. How do parents of i 11 infants use a cogni ti ve schema to 

give meaning, clarity and predictability to illness-related 

events and situations? 

Methodological Triangulation 

The choice of research methods including design, sampling stra

tegy, data collection protocol and data analysis techniques should 

be consistent with the research questions being asked (Bargag1ioti, 

1983; Goodwin & Go:>dwin, 1984). In addition, the research method 

selected should offer maximum efficiency, power, reliability and vali

dity is answering those questions (Goodwin & Goodwin, 1984). The 

methodology of a scientific inquiry is, thus, a function of (1) What 

are the questions to be answered?, and (2) How can the questions best 

be answered? (Gorenberg, 1983; Laudan, 1977, 1981). Qualitative methods, 

quantitative methods or a combination of qualitative and quantitative 

methods may satisfy these two methodological considerations in any 

single research investigation (Goodwin & Goodwin, 1984). Methodological 

triangulation is defined as the use of two or more dissimilar but com

plimentary research methods in an investigation of the same empirical 
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uni ts and the same phenomenon (Cohen & Mani on, 1985: Denzi n, 1978: 

Mitchell, 1986). Campbell and Fiske (1959) refer to triangulation 

as multiple operationism or as the multimethod/multitrait method. 

The research questions being asked in this study were specifi

cally stated. The questions involved outcomes and processes hypothe

sized as relevant to a conceptua 1 mode 1 of copi ng wi th uncertai nty 

for parents of ill infants. Questions regarding outcomes can be 

answered efficiently, reliably and validly using quantitative research 

methods while qualitative methods can best answer questions of process 

(Fetterman, 1982: Goodwin & Goodwin, 1984). The research questions 

underlYing this investigation necessitated a dual methodology, combining 

qualitative and quantitative designs. Many researchers recognize 

methodological triangulation as relevant to the study of complex and 

dynamic human activity including coping with illness (Goodwin & Goodwin, 

1984; Gorenberg, 1983; Mitchell, 1986; Mullen & Iverson, 1982; Reichardt 

& Cook, 1979). 

Quantitative Methods 

Quantitative methods focus on the empirical and objective 

analysis of distinct, predetermined variables which are linked together 

in a theoretical framework and/or theoretical statements (Cook & 

Reichardt, 1979; Filstead, 1970: Leininger, 1985). Variables must 

be observable and capable of being measured reliably and validly 

(Kerlinger, 1973: Leininger, 1985; Wilber, 1982). Outcomes of human 

acti vi ty whi ch may be manifested by percepti ons, emoti ons, judgments, 

behavi ors, states can be di rect ly observed, i ndi rect ly observed and/or 
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measured. In this study, the four 'outcomes of perceived uncertainty, 

appraisal, coping efforts, schema which are observable through the 

"eye of the mind" or the "eye of contemplation" as discussed by Wilber 

(1982) were measured using quantitative instrumentation. The PCU model 

(see Figure 2) clearly linked concepts hypothesized as relevant to 

the process of coping with uncertainty for parents of ill infants to 

prete~ted, self-report questionnaires with known reliability and 

validity (see Appendix A). Quantifying the outcomes allowed numeric 

and statistical analysis of the variables themselves. 

Quantitative methods seek to determine causal and measurable 

relationships between variables as specified by the theoretical frame

work and/or by theoretical statements (Cook & Reichardt, 1979; Field 

& Morse, 1985; Filstead, 1970; Leininger, 1985). Quantification of 

variables allows statistical analysis of the presence, character and 

strength of their relationships (Kerlinger, 1973). In this study, 

the relationships postulated to exist between the outcomes were clearly 

specified in the model (see Figure 2). 

Quantifying the variables and their relationships provided 

answers to the eight outcome questions posed in this research. Answer

ing these questions provided some insight into understanding how parents 

of ill infants cope wi th uncerta'i nty of ill ness-re 1 ated events and 

situation, which was an aim of this research. Quantifying variables 

and thei r re 1 at i onshi ps a 1 so forms the bas is of theory deve 1 opment 

(Hinshaw, 1979; Leininger, 1985; Polit & Hungler, 1978). This research 

was the first investigation of the hypothesized parent coping with 

uncertainty model. By quantifying the model, correctly and incorrectly 
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specified variables and relationships were identified, which met another 

aim of this study in testing the current formulation of the PCU model. 

Quantitative methodology was appropriate to answering the eight 

outcome questions and to examining the current structure of the PCU 

model. Quantitative methodology, however, is a generic term incorpora

ting descriptive, quasi-experimental and experimental designs (Waltz 

& Bausell, '1981). The research design should maximize the potential 

for answering the questions underlying the study, that is, be most 

efficient, reliable and valid (Goodwin & Goodwin, 1984; Gorenberg, 

1983). Efficacy is defined as the power to produce a desired or 

intended result (Funk & Wagnalls Standard Dictionary, 1980). Logical 

consistency as discussed by Hinshaw (1979) appears to be a viable means 

of specifying design type and maximizing efficacy. Logical consistency 

is achieved when the conceptual/theoretical structure, design type 

and analysis structure are found not to contradict within a single 

study (Hinshaw, 1979). 

Based on Hinshaw's (1979) guidelines for logical consistency, 

this study of coping required a descriptive design. A descriptive 

design is appropriate when concepts are defined; relationships between 

concepts are defined but not completely specified; the study examines 

research questions; the concepts and their relationships can be 

described quantitatively; and, structured instruments exist to measure 

the concepts (Hinshaw, 1979). With this type of conceptual framework 

and data quantification, descriptive statistics are used (Hinshaw, 
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(1979). Using structured instruments with proven psychometric proper

ties provide reliability and validity to the design. 

A descri pt i ve corre 1 at i ona 1, 1 ongitudi na 1 des i gn compri sed the 

quantitative aspect of the methodological triangulation. Descriptive 

correlational studies examine a systematic relationship that does or 

does not exist between a group of variables (Waltz & Bausell, 1981). 

A descriptive longitudinal study measures a variable(s) across time 

(Kerlinger, 1973). 

Qualitative Methods 

Qualitative research refers to "methods and techniques of 

observing, documenting, analyzing and interpreting attributes, patterns, 

characJeristics, and meanings of specific contextual or gestaltic 

features of phenomena under stud/' (Leininger, 1985, p. 5). Qualitative 

methods are process- and phenomenon-oriented, studying the empirical 

world of human experience. from the perspective of the subjects under 

investigation (Leininger, 1985; Schmid, 1981). Qualitative research 

can function to explore new areas of knowledge through concept formu

lation, theory generation and by expanding existing conceptual frame

works to better understand human experience (Field & Morse, 1985; Glaser 

& Strauss, 1966; Leininger, 1985; Schmid, 1981; Swanson & Chenitz, 

1982) • 

Cognitive schema was selected for qualitative analysis in this 

study. The processes surrounding uncertainty, appraisal and coping 

efforts were also sensible areas of research to examine qualitatively. 
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However. thi s researcher found three compe 11 i ng reasons for exami ni ng 

the process of cognitive structure of illness-related events. 

Fi rst. schema as conceptual i zed in Chapter Two clearly repre

sented a process occurring over time. In schema formulation. incoming 

data are organized into a rudimentary structure; this structure is 

tested against subsequent information present in an environmental 

encounter; the structure is refi ned until the schema provi des meani ng. 

clarity and predi ctabil ity for the i ndi vi dua 1 encounteri ng the event. 

Schema formulation involves cognitive processes. evaluative processes 

and processes directing its use in an environmental transaction. 

Qualitative methods provide well-grounded. detailed descriptions and 

explanations of processes occurring in local contexts while preserving 

chronological flow (Miles & Huberman. 1984). 

Second. cognitive schema appeared to be the least understood 

of the four components of the PCU model. As discussed in Chapter One. 

parental responses to illness-related events have not been systemati

cally investigated. However. many reports of parental coping with 

illness of their children describe responses consistent with this 

research's conceptualizations of uncertainty. appraisal and coping 

efforts (Anderson. 1981; Canright & Campbell. 1977; Comaroff & Maguire. 

1981; Miles. 1979; Mishel. 1983). Only a few studies refer to cognitive 

structuri ng of ill ness events (Surveyer. 1976; Venters. 1981) and no 

study elaborates on the formation and use of the structure. 

Third. cognitive schema might not be adequately measured using 

the quantitative instrumentation of this study. The PCU model assumed 

that the uncertainty perceived in illness events is changed. i.e •• 
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is reduced over time by the formation and use of a cognitive schema • 

• However, it is reasonable to assume that change in uncertainty could 

result from any of four conditions: formation and use of a cognitive 

schema; variation in the characteristics of uncertain events; elimina

t i on of uncerta in events; or, addi t i on of novel events to an envi ron

mental transaction. For example, a parent's perceived uncertainty 

regardi ng a chi ld' s therapy may be reduced as the treatment takes on 

meaning within a cognitive schema, or by a simplification of the therapy 

which makes it readily understandable using existing schemata, or by 

discontinuation of the therapy. Thus, a change in the amount of uncer

tainty could reflect a cognitive schema, a cognitive schema confounded 

with modification of event characteristics, or modification of event 

characteristics alone. The problem was that cognitive schema was not 

directly measured in the quantitative portion of this study but was 

only inferred by changes in the levels of another variable in the model. 

Thi slack of a di rect correspondence between measurement and concept 

left findings open for multiple interpretations. No quantitative tools 

existed for directly measuring schema for this or any study population. 

Direct measurement of cognitive schema was done qualitatively in this 

research. 

Qualitative methods is a generic term incorporating ethnography, 

phenomenology, ethnoscience, and grounded theory. In choosing the 

specifi c desi gn to be used in answeri ng the process questi ons asked 

in this research, Hinshaw's (1979) guidelines for logical consistency 

were employed. In this study, there existed a conceptual orientation 

about the formulation and use of a cognitive schema by parents of ill 
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infants. This researcher's conceptual orientation viewed parents as 

active processors of environmental data; as making inferences about 

incoming data; as organizing information into structures; and, as users 

of information structures to provide meaning, clarity and predictability 

to illness-related events and situations. The particulars of this 

process, that is, the factors inherent in the formation and use of 

a cognitive schema as well as the factors characterizing its existence 

are largely unknown. Grounded theory was used. Data collection incor

porating interviews focused on concept generation. In this choice 

of grounded theory, logical consistency between theoretical/conceptual, 

design and analysis structures appeared to exist. 

Grounded theory is a research methodology used to search out 

factors that are pertinent to a phenomenon of interest (Stern, 1985). 

In grounded theory, data are grounded or based on incidents, i.e., 

informant rosponses obtained during data collection that are relevant 

to the phenomenon under study (Glaser & Strauss, 1967; Simms, 1981). 

Incidents are gathered usually by interviewing individuals enmeshed 

in the phenomenon about thei r experi ences. Grounded theory assumes 

the existence of a process that creates and sustains a phenomenon 

(Glaser & Strauss, 1967; Ornery, 1983; Swartz & Jacobs, 1979). The 

researcher seeks to discover and describe that process (Ornery, 1983). 

The goal of grounded theory is to induce theory by exploring incidents, 

describing concepts and integrating research findings into coherent 

models (Glaser & Strauss, 1966, 1967; Melia, 1982: Stern, 1980, 1985). 
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The researcher uses a conceptual orientation to guide but not rule 

the discovery and generation of theory (Schmid, 1981). 

The discussion of methodological triangulation in this study 

can be summarized at this point. Methodological triangulation incor

porated qualitative and quantitative methods. A descriptive design 

examined eight outcome questions. Grounded theory explored two process 

questions. Cognitive schema was the construct triangulated upon, that 

is, schema was studied using both qualitative and quantitative methods. 

The constructs of uncertai nty, apprai sa 1 and copi ng efforts were not 

the direct focus of the triangulation. However, it was not unreasonable 

to assume that these three constructs would be a part of the grounding 

of the construct of schema. The PCU model viewed schema as sharing 

some relationship with coping efforts, appraisal, uncertainty and the 

literature supported this view. 

Application Principles 

Three application principles of methodological triangulation 

were met and carefully presented in this discussion of triangulation. 

First. the research must have clearly focused questions (Mitchell. 

1986). Second, the research questions. relevance of questions to 

methods selected. the data needed and the analysis plan are to be care

fully considered (Mitchell, 1986). Third, the researcher must select 

the strongest designs in order to maxi mi ze the theoret i ca 1 value of 

the study (Denzin. 1970). 

The fourth application principle requires that the unique 

strengths and weaknesses of the chosen methods complement each other 
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(Denzin, 1970; Mitchell, 1986). No single research method is perfectly 

valid and reliable (Goodwin & Goodwin, 1984). Each data collection 

strategy has its advantages and disadvantages (Goodwin & Goodwin, 1984). 

In fulfilling this principle, the selected methods in combination should 

reduce as much as possible threats to internal and external validity 

(Cohen & Manion, 1985; Denzin, 1970; Mitchell, 1986). Two methods 

with different biases may function to counterbalance each other's 

weaknesses and provide more validity that either could alone (Campbell 

& Fiske, 1959; Denzin, 1970; Mitchell, 1986). This principle must 

be carefully considered since enhanced validity of findings by cross

validation or concurrent validity is a desired outcome of methodological 

triangulation (Goodwin & Goodwin, 1984; Mitchell, 1986; Polit & Hungler, 

1978). 

The biases inherent in qualitative and quantitative methods 

are well recognized and appear to counterbalance each other. Quanti

tative methods are seen as objective; positivistic; reductionistic; 

having a limited controlled scope; outcome oriented; deductively 

oriented; seeking causal and predictive relationships; and, building 

toward universal laws (Leininger, 1985; Munhall, 1982; Oiler, 1982; 

Ornery, 1983). Qualitative methods are seen as subjective; wholistic; 

naturalistic; process- or phenomenon-oriented; open for discovery; 

inductively oriented; seeking individual world views; and, having its 

primary importance in exploratory research (Field & Morse, 1985; 

Leininger, 1985; Swanson & Chenitz, 1982). This strict dichotomy 

between the qualitative and quantitative research traditions has been 

poi nted out by a number of researchers to be somewhat inexact and to 
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some degree artificial (Denzin. 1970; Downs. 1983; Goodwin & Goodwin. 

1984; Lynch. 1983; Smith. 1983). 

The two data collection strategies used in this triangulation 

offered somewhat different biases. Self-report questionnaires have 

potential subject bias in the form of stereotyping. social desirability 

and constant item response (Kerlinger. 1973; Mitchell. 1986). Inter

viewing has the problem of respondent reactivity to the presence of 

the interviewer (Denzin. 1970). 

Findings from a single method to some degree reflect that 

method's bias. that is. the findings are method-bound (Boring. 1953; 

Cohen & Manion. 1985). Findings may be artifacts of the method used 

and not true reflections of the phenomenon under investigation (Cohen 

& Manion. 1985). If findings can be methodological artifacts. the 

use of dissimilar methods decreases the probability that findings seen 

as consistent across methods are the result of similarity in methods 

(Cohen & Manion. 1985; Lin. 1976). Findings consistent across two 

or more methods remove method-boundedness and suggest validity. 

Comprehens i veness of fi ndi ngs can also be enhanced by reduci ng 

or eliminating method-boundedness. Research methods filter the human 

experience under investigation by shaping and directing the search 

for. analysis of and the interpretation of findings (Cohen & Manion. 

1985). Using two or more dissimilar methods in a single study should 

decrease method-boundedness and provide a more complete and comprehen

s i ve vi ew of the phenomenon under invest i gat i on (Bori ng. 1953; Cohen 

& Manion. 1985; Denzin. 1970; Filstead. 1970; Goodwin & Goodwin. 1984). 

Qualitative data can be used to explain or interpret statistical 
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findings (Goodwin & Goodwin, 1984; Hoeffer & Archbold, 1983). Qualita

tive techniques can identify factors significant to the phenomenon 

under investigation that are not amenable to quantitative methods 

(Goodwin & Goodwin, 1984). These two uses of qualitative findings 

in enhancing comprehensiveness are called illustration and conceptual

ization (theory building), respectively, by Knaff and Howard (1984). 

In this triangulated study of cognitive schema, the findings generated 

in the grounded theory were used to illustrate or highlight quantitative 

findings in the discussion of the results and to conceptualize or trans

late data into theoretical formulations. 

The fifth and final application principle of methodological 

triangulation is that each method selected must be significantly 

represented in the study and perform a clearly specified role (Mitchell, 

1986). In this study of cognitive schema, the qualitative method 

answered two clearly stated process questions and the quantitative 

method answered one question of outcome. Both methods contributed 

to an understanding of how parents cope with uncertainty by describing 

the process and building on the hypothesized PCU model. 

The Design 

The descriptive design and grounded theory methodology used 

in this study are now presented. The sampling strategy, instrumenta

tion, data collection protocol and data analysis plan for the 

descriptive design are discussed in the first part of this design sec

tion. The data collection and analysis techniques of grounded theory 

are discussed in the second part of this deSign section. 
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Descriptive Design 

. • A descriptive correlational design was used to answer the eight 

outcome questions posed in this study. Data were collected longitu

dinally to examine change in uncertainty over time as is assumed to 

occur in the PCU model. 

Sample 

A convenience sample of subjects was obtained from parents whose 

newborn infants were receiving care from the same core team of physi

cians in neonatal intensive care units in two southern Arizona 

hospitals. Both neonatal intensive care units were Level 3 nurseries. 

A parent selected for inclusion in the study met the following criteria: 

1) was able to read and speak English; 2) was at least 18 years of 

age: 3) was able to visit the infant daily and/or communicate daily 

with the nursery staff throughout the course of the study; 4) had no 

other children born previ ous ly wi th i 11 ness requi ri ng medi ca 1 care; 

5) had an infant who was two to four days of age; 6) had an infant 

who evidenced illness within 12 hours of birth; 7) had an infant classi

fied as critically or seriously ill by a neonatalogist; 8) had an infant 

who was likely to remain hospitalized at least ten days following birth; 

and 9) was willing to participate in the research. The sampling 

attempted to generate equal groupings by sex of the parent and by site 

of data collection. 

Parents meeting the criteria for inclusion in the study were 

identified by the researcher and the nurses providing care in the new

born intensive care units. As required by one of the two hospitals. 
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permission to contact an eligible parent was obtained from his/her 

infant's attending physician. A parent was approached about the study 

while visiting in the special care unit. In soliciting participation. 

the researcher provided a verbal and written explanation of the 

project's purpose and the full extent of the parent's involvement in 

the study. In one hospital. a disclaimer was used to explain the 

project to the parent and verify willingness to participate. As required 

by the second hospital. a written consent form was used for explanation 

and verification. The disclaimers and consent forms are found in 

Appendix B. This project was approved by Human Subject Review Committees 

at both facilities (see Appendix E). 

Instrumentation 

Four data collection tools were used in this study. The tools 

appear in Appendix C. A two page tool was used to collect demographic 

data on the parent (subject). his/her infant and on the parent's parti

cipation in the study. Three instruments entitled the Parents' 

Perception of Uncertainty Scale (PPUS). the Appraisal Questionnaire 

(AQ). and the Ways of Coping Checklist (WOC) were used to quantify 

the model variables of uncertainty. appraisal and coping efforts. 

respectively. The PPUS was readministered to quantify change in uncer

tainty over time. These three instruments were pilot tested in a sample 

of 18 parents of ill infants by this researcher. The pilot is summarized 

in Appendix A. Examination of Appendix A and Appendix C provides a 

detailed description of these three instruments and their psychometric 

properties. Permission was given by Mishel for use of the PPUS in 
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both the pilot test and in this research. Permission was given by 

Lazarus and Folkman for use of the AQ and the woe in thi s research. 

The Purpose of Mi she l' s (1983) Parents' Perceptions of Uncer

tainty Scale is to elicit information about perceptions relating to 

the uncertainty of illness and hospitalization experienced by parents 

of sick children. The 31 items on the PPUS are sentences describing 

events and s i tuat ions experi enced by pa rents of hospi ta 1 i zed chil dren 

that may be perceived as uncertain. The PPUS is a self-report question

naire with a 5-point (l=strongly agree to 5=strongly disagree) Likel~t 

response format. The response range allows for an undecided response .. 

The parent is instructed to place a zero next to irrelevant items. 

The PPUS has four subscales which index uncertainty relating to 

ambiguity (13 items), complexity (nine items), unpredictability (four 

items), and lack of information (five items). Responses to the PPUS 

are coded to rate uncertai nty wi th a 1 arge numeri c value. Responses 

across the tot a 1 scale can be summed to obtai n a total sca 1 e score 

or a global measurement of uncertainty. The total scale score ranges 

from 31 (no uncertainty) to 155 (maximum uncertainty). Responses are 

also summed across each subscale to obtain a score for each of the 

four types of uncertainty. 

The psychometric properties of the PPUS have been estimated 

in eight studies. In Mishel's (1983) initial test of the PPUS on a 

sample of 272 parents of hospitalized children, the total scale alpha 

estimate of reliability was .90 and the four subscales reliabilities 

ranged from • 72 to .87. Mi she 1 (1983) estab 1 i shed construct val i dity 

for the PPUS through factor analysis. In six other studies of parents 
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of hospitalized chi ldren, the total scale alphas ranged from .86 to 

.93 with subscale alphas of .53 to .90 (Anderson, 1987; Ferketich & 

Loper, 1984; Miles, 1981; Rubbelke, 1985; Yarcheski, Mahon & Kraynyak

Luise, 1986; Young, 1984). The pilot test of the PPUS for this research 

demonstrated a total scale alpha of .94 and the subscale alpha estimates 

of reliability ranged from. 74 to .90. Content validity of the PPUS 

was supported in the pilot by using a sample of 16 parents as a panel 

of experts. The procedure for establishing content validity is pre

sented in Appendix A. 

The purpose of Folkman and Lazarus' (1985) Appraisal Question

naire is to elicit information about the emotions experienced by an 

i ndi vi dua 1 when encounter; ng a specifi c envi ronmenta 1 event or s i tua

tion. The emotions are indicators of how the event or situation is 

cognitively appraised by the individual. For this study, uncertainty 

was the specific situation or state being appraised. The AQ is a 

listing of 15 emotions experienced by individuals. A 16th item asks 

the subject to add a response that is appropri ate but mi ss i ng from 

the 1 i sting and then to rate the strength of that response. The AQ 

is a self-report instrument that uses a 6-point (O=not at all to 5=a 

great deal) Likert response format. The AQ has four subsca 1 es whi ch 

index emotions characterizing the appraisals of harm/loss (five items), 

threat (three items), challenge (three items), and benefit (four items). 

Responses to items in a subscale are summed to obtain a subscale score. 

A total score is meaningless and is, therefore, not calculated. 
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The psychometric properties of the AQ have been estimated in 

three studies. In an investigation of 261 college students' appraisals 

of an examination, Folkman and Lazarus (1985) estimated a mean alpha 

reliability across three administrations of the AQ of .80 for the threat 

subscale, .84 for the harm/loss subscale, .78 for the benefits subscale, 

and .59 for the challenge subscale. Folkman and Lazarus (1985) report 

face and content validity for the AQ. In Mishel's (1987a) study of 

254 adult women with gynecological cancer, factor analysis was used 

to confirm her conceptualization of appraisal of illness uncertainty 

as either a danger or an opportunity. The danger subscale which incor

porated harm/loss and threat subscales demonstrated an alpha reliability 

of .86. The opportunity subscale which incorporated benefits and 

challenge had an alpha estimate of .80. The danger and opportunity 

subscales demonstrated a statistically significant negative correlation. 

In the pilot test of this research, the total scale alpha estimate 

of reliability for the AQ was .85 with the subscale alphas of .91 for 

benefits, .87 for challenge, .80 for threat and .45 for harm/loss. 

Statistically significant positive correlations were demonstrated 

between the subscales of threat and harm/loss, and between the subscales 

of challenge and benefit. Nonsignificant correlations or relatively 

small correlations were seen between the remaining bivariate subscale 

combinations. This pattern of correlations supported Mishel's concep

tua 1 i zati on of apprai sa 1 of illness uncertai nty as a danger or an 

opportunity. The pilot test also supported the content validity of 

the AQ. The procedure for demonstrating the validity of the AQ is 

discussed in Appendix A. 
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The purpose of Folkman and Lazarus' (1985) Ways of Coping Check

list (WaC) is to elicit information about strategies an individual 

uses to cope with a specific environmental transaction. The wac is 

a listing of a wide range of thoughts and actions that people use to 

cope with environmental events and situations. In this study. perceived 

uncertainty and its associated appraisal constituted the environmental 

transaction to which coping efforts were directed. The wac is a 66 

item self-report behavioral rating scale that uses a 6-point (O=does 

not app 1 y to 5=used a great dea 1) Likert response format. The 66th 

item on the Checklist asks the subject to add a response that is appro

pri ate but absent from the 1 i st and then to rate the extent to which 

that response is used. The wac has eight subscales which index problem 

focused coping and emotion focused coping. The problem focused subscale 

has 16 items. Emotion focused coping is indexed by six ~ubscales 

including distancing (nine items). emphasizing the positive (six items). 

self-blame (five items). keep to self (four items). wishful thinking 

(six items) and tension reduction (ten items). Seeking social support 

is a nine item subscale indicating mixed focus coping. Responses across 

all items can be summed to obtain a total scale score or a global 

measurement of the extent to whi ch copi ng efforts are uti 1 i zed. The 

total scale score can range from 0 (no strategies are applicable) to 

390 (all strategies used a great deal). Responses to subscale items 

can be summed to give subscale scores. 

Two forms of the WOC were used in this study. In one form the 

items and subscales were structured as in Appendix C. The second form 

reordered the items. When subjects fatigue or lose interest in 
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responding to a lengthy questionnaire, the items near the end of the 

instrument may evidence more missing data or response set than other 

items (Nunnally, 1978). In using two forms, the same items did not 

appear at the end of the wac which could minimize the possibility of 

subject response bias across the same items. 

The psychometric properties of the wac as used in this research 

have been estimated in two studies. In three additional investigations, 

lazarus and his associates have tested a wac with the same items but 

different subsca le structure than the one proposed in thi s research 

(Folkman & lazarus, 1980, 1986; Folkman, lazarus, Gruen & Delongis, 

1986). These three studies estimated the subscale alphas to range 

from .61 to .81 and demonstrated construct validity using factor analy

t i ca 1 approaches. When us i ng a wac structured as in thi s research 

to study coping with a college examination, Folkman and lazarus (1985) 

found subsca 1 e alphas rangi ng from .59 to .88 wi th the re 1 i abil it i es 

of keep to self and tension reduction less than .70. Common factor 

analysis performed in that study supported construct validity. In 

Mishel's (1987a) study of 254 adult women with gynecological cancer, 

a two factor solution for the wac was confirmed using factor analysis. 

One factor identified as problem focused coping had an alpha of .89 

and four subsca 1 es whi ch demonstrated alpha re 1 i abil it i es of . 70 to 

.84. The second factor identified as emotion focused coping had an 

alpha estimate of .82 and its three subscales had alphas ranging from 

.64 to .80. In the pilot test of this research, the total scale alpha 

reliability of the wac was estimated to be .90 with subscale reliabil

ities ranging from .41 to .82. Only the subscales of distancing and 
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tension reduction had alphas less than .75. Content validity of the 

WOC was supported in the pilot test. 

The procedure and results of pi lot testing these three i nstru

ments are discussed in Appendix A. Estimates of reliability, validity, 

internal consistency of the scales as well as item analysis are docu

mented. 

Data Collection Protocol 

Data were collected in quiet areas designated for parent use 

in or near the intensive care units. The researcher was present in 

the area as the parent completed the questionnaires. Instruments were 

numerically coded to assure subject confidentially. The data were 

collected in two testing sessions. 

The first testing session occurred 48-96 hours (two to four 

days) following the birth of the subject's ill infant. A parent willing 

to participate in this research met with the researcher at a mutually 

convenient time during this 48 hour period. During the first testing 

session, the parent completed the PPUS, AQ and WOC, in that order. 

The researcher gave a standardized introduction to the session by 

reiterating the purpose and extent of parents' participation in the 

study. Each instrument had standardized instructions for its use. 

The PPUS was administered first. Following completion of the PPUS, 

the researcher selected three responses from the PPUS indicating some 

degree of uncertainty for that parent. The items selected varied from 

subject to subject. These items were read back to the subject and 

a card with the item written on it was given to the subject. The 
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parent was asked to consider these items as well as their general 

experience of uncertainty about their child's illness when responding 

to the AQ. The AQ was then completed. The WOC was administered last 

in this first session. Prior to completing the WOC, the subject was 

instructed to respond to the questionnaire in regards to the uncertainty 

experienced and its associated emotions. 

In both testing sessions, the researcher remained out of the 

subject's direct vision as each instrument was completed. The researcher 

answered parent's questions regarding the instruments but did not 

interpret items or assist in response selection. 

Demographi c data was collected through a chart revi ew of the 

parent's ill infant's medical record by the researcher. Data not avail

able from the medical record was obtained by questioning the parent 

at the end of the first testing session. 

The second testing session occurred 168-216 hours (seven to 

nine days) follOWing the "infant's birth. A mutually convenient time 

duri ng thi s span of three days was agreed upon at the comp 1 et i on of 

the first testing session. The PPUS was readministered. A debriefing 

was made available to the parent after completion of the PPUS. Parents 

wishing to make comments or ask questions regarding this research were 

encouraged to do so. Field notes of the debriefing were completed 

by the researcher immediately following the second testing session. 

The exact times selected for each testing session and the span 

of time between sessions were chosen without a sound empirical basis. 

However, the work of Budner (1962) on novelty and Mishel (1986a, 1986b, 

1987a) on event familiarity lend theoretical support to the selection 
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of a time early in hospitalization for measuring initial uncertainty 

and a time later in hospitalization for measuring a change in uncer

tainty. According to Budner (1962), novelty characterizes substantially 

new situations in which there are few familiar cues, i.e., situations 

perceived as uncertain. The first hospital admission and the start 

of treatment plans are generally novel experiences for the individual 

(Mishel, 1987a). As a result of selection criteria for the sample 

in this study, admission of an infant to the hospital and the infant's 

subsequent care were novel experiences for the parents. Mishel (1987a) 

views novelty as an aspect of event familiarity in illness. Event 

familiarity refers to the habitual nature of the structure of an envi

ronment (Mishel, 1987a). Familiarity with novel events is built upon 

repetitive experiences with the environment (Mishel, 1986b). Novelty 

decreases with repeated exposures to an event as a result of habituation 

(Berlyne, 1950, 1957) or recognition of patterns in the event (Mishel, 

1987a). As novelty abates, event familiarity builds and uncertainty 

lessens (Mishel. 1987a). Theoretically, novelty decreases and event 

familiarity increases over time from initial experience with an event 

through prolonged exposure to the event. Empirical investigations 

support the contention that uncertainty in illness decreases over time 

probab ly reflecti ng the di sappearance of novelty (Braden & Lynn, 1987; 

King & Mishel, 1986). In this study, the measurements of initial 

percei ved uncerta i nty, appra i sa 1, copi ng efforts and change in uncer

tainty over time reflected this researcher's arbitrary selection of 

a time early and a time later in the hospitalization. It is conceivable 

that different time sequences would have better measured the process 
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of coping with uncertainty for parents with ill infants. This potential 

.error in measurement could not be assessed in this study. 

Data Analysis 

The data analysis proceeded through three phases. In the first 

phase, demographi c data were exami ned in order to descri be the sample 

characteristics. Reliability and validity of the instruments was 

estimated in phase two. In phase three, statistical techniques were 

used to answer the eight outcome questions using data from the entire 

sample. All statistical analysis was performed using the Statistical 

Package for the Social Sciences, Version X (SPSS-X) and a VAX-10 com

puter. 

Characteristics of the sample were determined using demographic 

data analysis. Frequencies and percents were used to describe all 

parent variables except age which was analyzed by range. Frequencies 

and percents also described infant characteristics of gestational age, 

sex and type of boirth. Infant apgar scores, diagnoses at three time 

points in the study and status at two points in the study were summar

ized in narrative form and quantified by frequency and percent. 

Content validity was estimated for the three instruments. All 

three scales have a response category that can be used by the subject 

to i ndi cate the i nappropri ateness of an item to the phenomenon bei ng 

measured. For the PPUS, the parent may mark a zero next to an item 

that is not applicable to his/her experience of uncertainty. The AQ 

has a "not at all" response category which indicates that a particular 

emotion is not a part of the parent's experience of uncertainty 
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appraisal. The woe has a response category of "does not apply" that 

; s used when a copi ng effort ; s not a part of a parent IS repertoi re 

of responses to uncertainty and its appra; sa 1. Content va li dity of 

the scales was estimated based on the number of items seen as inappro

priate by the parents. The parents, thus, functioned as a panel of 

experts. An instrument was considered not valid if more than one-sixth 

of the items were seen as i nappropri ate by more than ha 1 f of the 

parents. This criterion for content validity was recognized as arbit

rary by this researcher but no formal criterion for this type of 

validity analysis exists. If an instrument failed to demonstrate 

content val i di ty, the i nappropri ate items were dropped before re 1 i a

bility was estimated. 

On ly content validity of the instruments was estimated in thi s 

study. The design and small sample size did not permit estimation 

of concurrent and construct validity. This singular approach to 

validity was recognized as a limitation of this study. 

Internal consistency reliability and content validity of the 

instruments was estimated as was done in the pilot test (see Appendix 

A). Standardized alpha estimates of reliability were computed for 

all scales and subscales. The subscale structures proposed by Folkman 

and Lazarus (1985) for the AQ, wac and Mishel (1983, 1987a) for 

all three instruments were examined for reliability. The subscale 

structure for the AQ and wac that best met the cri teri on of adequate 

reliability was used. Adequate reliability was defined in the study 

as an alpha greater than or equal to .80 for a total scale and an alpha 

greater than or equal to .70 for a subscale. These criteria of adequate 
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reliability were consistent with Kerlinger (1973) and Nunnally (1978). 

Scales and subscales failing to demonstrate adequate reliability as 

defined in this study were to be omitted from further data analysis. 

Statistical techniques used in phase three of this data analysis assume 

no measurement error or that reliability is maximized. 

In phase three, descriptive and correlational statistics were 

used to answer the eight outcome questions posed in this research for 

the total group of parents. For the total sample, the analysis of 

the model variables and their characteristics (questions one, two, 

three, five) was performed using descriptive statistics. Means and 

standard deviations were used to describe the presence of and the type 

of initial uncertainty, appraisal, coping efforts and subsequent uncer

tainty. The types of uncertainty perceived, appraisals reached as 

well as coping efforts used by parents were rank ordered from most 

frequently reported to least frequently reported. The questions regar

ding the relationships of model variables (questions four, six, seven) 

were answered using correlational techniques. Pearson correlation 

coefficients across total scales and subscales were computed. Corre

lations with alpha probability levels less than or equal to .05 were 

considered statistically significant. Paired t-tests were used to 

determine changes in total uncertainty and its types over time 

(question eight). A difference statistic with a probability less than 

or equal to .05 was considered statistically significant. 

The data analysis plan as outlined involved the calculation 

of 168 statistical tests (163 correlation~ and five tests of difference. 

With an apriori alpha level of significance of .05, 8.4 of the 
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statistical tests could have been significant as a result of chance 

alone. To maintain the apriori alpha experiment-wise, the Bonferroni 

correction for multiple tests would dictate a probability calculated 

for any test statistic to be less than .0003 to be statistically signi

ficant. No significant results were likely to be demonstrated in this 

study under that criterion. The chance figure for significant results 

was carefully considered in this data analysis. Multiple statistical 

tests and their associated impact on interpretation of findings were 

recognized as limitations of this study. 

Data Presentation 

Results of data analysis were presented in tables and narrative 

forms. The PCU model was respecified using the findings from this 

descriptive design. 

Grounded Theory 

In this study, grounded theory was aimed at the conceptualization 

of the construct of cognitive schema. Conceptualization is an inductive 

process in which a theoretical construct is delineated, clarified and 

as a result is precisely defined (Hinds, 1984; Knaff & Howard, 1984). 

Conceptualization inquires about the how as well as the what, where, 

when and why of the construct under investigation (Hinds, 1984). The 

two process questions underlying this study were stated as How inquires 

but conceptualizing the how of cognitive schema involves inquires into 

the what, where, when and why of schema. A construct defi ni ti on is 

the result of conceptualization (Hinds, 1984). A construct definition 

is the set of fundamental elements which are necessary and sufficient 
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for the construct to exist as it is (Cohen & Nagel, 1934; Hinds, 1984). 

Precise construct definitions contribute to the development and testing 

of conceptual/theoretical frameworks (Hinds, 1984; Knaff & Howard, 

1984). In this study, fundamental elements that were necessary and 

sufficient in the formation and use of a cognitive schema by parents 

of ill newborns were identified. 

Grounded theory is a method of constant comparative analysis 

in which the investigator' compares incidents to incidents present in 

the data in order to establish and elaborate on conceptual categories 

that function to explain the data (Glaser & Strauss, 1967; Melia, 1982). 

The method of grounded theory used in this study consisted of eight 

interact i ve, concurrent phases. Thi s des i gn was consistent wi th Gl aser 

and Strauss' (1967) original discussion of grounded theory and with 

its use by nurse researchers including Atwood (1977), Hinds (1984), 

Melia (1982), Simms (1981) and Stern (1978, 1985). In the following 

discussion, the eight steps used are presented separately in order 

to specify the design but in actuality occurred simultaneously during 

the data collection and analysis. The sampling strategy used, trust

worthiness of the findings and presentation of findings are discussed 

following the specification of design. 

Design 

Phase One was open-ended data gathering. Semi-structured inter

vi ews were used to collect i nci dents or data bi ts about the formati on 

and use of a cognitive schema from parents of ill infants. To guide 

but not dictate the open-ended col'lection of incidents, an interview 
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schedule was employed. The questions on the interview schedule were 

translations of how, what, when, where and why aspects of conceptuali

zation (see Appendix D). Since the gathering of data in constant 

comparative analysis is data driven, the interview schedule was used 

only until sufficient data existed to direct subsequent interviews. 

The interviews in this and all phases of the grounded theory were tape 

recorded when possible. If recording was not feasible, the researcher 

taped field notes about the content of the interview upon its comple

tion. The recordings were transcribed immediately following completion 

of an interview. Transcriptions were labeled by subject number and 

the recordings were erased to insure subject confidentially. The 

transcripts were used in coding data and in the constant comparative 

analysis. 

Phase Two was codi ng of the data bits. Data codi ng 1 abe 1 ed 

what was going on, that is, what was the substance of the data. Coding 

was done di rectly on the transcriptions to document the process of 

data labeling used by this researcher. 

Phase Three was the comparison of coded data within single inter

views and across multiple interviews to discover shared similarities 

and underlyi ng uniformity. Coded data that demonstrated consistency 

or patterns were grouped together to form a category. Categori es are 

conceptual elements that provide a means of classifying data in an 

abstract way that makes the data possible to consider (Glaser & Strauss, 

1967; Melia, 1982). As many emerging categories as possible were 

created and labeled as a means of organizing the coded data. Memos 
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document i ng the process of category generation were wri tten by the 

,researcher. 

I n Phase Four, the 1 arge number of categori es emergi ng from 

the coded data were reduced. Hi gher categori es t,hat descri be one or 

more of the original categories were created and labeled. The cate

gori es generated from the coded data and thei r groupi ngs into hi gher 

categories were constantly compared to the raw data already collected 

and to the raw data collected continually during all phases of this 

ana 1ys is. The raw data bi ts functi oned either to support categori es 

created or redi rect the organi zat i on of data into more representative 

categories. Ongoing interviews were also used as "member checks" (Guba, 

1979). Member checks are examinations of the category structure by 

informants of the relevant group (Lincoln & Guba, 1985). Parents' 

responses to questions involving categories were used to confirm, reject 

or further develop the researcher's imposed organization of the data. 

The evo 1 ut i on of the categori es was a 1 so exami ned by peer debri efi ng 

(Guba, 1981). For debriefing, the researcher provided professionals 

who were familiar with grounded theory the opportunity to ask questions 

about and share insights regarding the categories imposed on the data. 

Memos documenting the creation of hi gher 1 eve 1 categori es as well as 

the influence of member checks and peer debriefings on the categories 

were written by the researcher. 

Phase Five was examination of pertinent literature. Literature 

on cognitive schema and responses to uncertainty in illness were 

reviewed concurrently with the raw data, the emerging categories and 

the higher level categories in order to identify and elaborate upon 
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the categori es. Thi s phase aided in fi tt i ng data to categori es and 

in recognizing extraneous data. 

Phase Si x was i ncreasi ngly structured data gatheri ng di rected 

at discovering the properties of categories. Properties are the con

ceptual aspects or elements of a category (Glaser & Strauss, 1967; 

Simms, 1981). Interviews were driven entirely by the data and focused 

on core categories, that is, central processes that appeared to dominate 

the formation and use of a cognitive schema. The researcher's choice 

of core categories and determination of their properties were tested 

by member checks and peer debriefings. Memos discussing core variables 

and their properties as well as the influences of members and peers 

on these phases were written. 

Phase Seven was hypothesis formation. An hypothesis is a pattern 

among the categories (Glaser & Strauss, 1967). Interrelationships 

between the categori es and between thei r properties were guessed at, 

examined in ongoing data driven interviews and modified in relation 

to coded data, member checks, literature, peer debriefings. Memos 

documenting this phase were written. 

Phase Eight was refinement of properties, categories and hypo

theses. Data collection and constant comparative analysis of the data 

to the conceptual elements continued until the core categories, their 

properties, their relationships were saturated. Saturation is achieved 

when no new elements emerge from the data (Glaser & Strauss, 1967). 

To reiterate, phases One through Eight were interactive and 

concurrent. Data were constant 1 y compared across subjects and wi thi n 

a single subject. Data collected in interviews were considered 
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simultaneously with pertinent literature. New categories emerged as 

other categories were elaborated or became saturated. Categories, 

properties and hypotheses were constantly examined in relation to each 

other and the empi ri ca 1 data. Phases One through Ei ght resulted in 

a construct definition involving the elements and conditions present 

in the formation and use of a cognitive schema by parents of ill 

infants. 

Samp li ng 

A purposive/theoretical sampling strategy was used. The number 

of subjects recruited and the nature of the interviews conducted was 

data driven, that is, determined by the needs of data collection and 

data analysis. 

The subjects participating in the grounded theory were recruited 

from the total sample of parents participating in the descriptive por

tion of this study. A subject was approached for involvement in the 

grounded theory if the parent expressed interest in thi s research by 

asking questions, offering spontaneous responses to the instruments 

and/or talking freely about his/her experience with illness uncertainty 

during the descriptive portion of this study. In the pilot test of 

the descriptive aspect of this research, the majority of parents dis

played an interest usually by talking spontaneously about their 

experience while a minority participated only to the extent of comple

ting questionnaires. A parent was asked to participate in the interviews 

at the completion of the second testing session of the descriptive 
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design. Verbal and written explanations of further involvement in 

the research were provided to the parent (see Appendix B). 

Subjects were interviewed at least once. This approach to 

theoretical sampling was' a modification of Glaser and Strauss' (1967) 

strategy in which a subject is interviewed only once. Multiple inter

views were used in this study because the population of parents of 

ill newborns was small. All interviews for a single subject occurred 

in the peri od 10-17 days fo 11 owi ng the bi rth of the subject's ill 

infant. Each i ntervi ew was conducted over 20-30 mi nutes ina qui et 

area designated for parent use in or about the intensive care unit. 

I~e nature of the interview varied within a single subject and across 

the total sample. As suggested by Glaser and Strauss (1967), interviews 

occurri ng early in the grounded theory were focused on the co llecti on 

of incidents. Subsequent interviews were directed at discovering, 

examining and elaborating categories, properties and hypotheses. 

For a single subject, the first interview was directed to the 

needs of the data whether those needs were open-ended data gatheri ng, 

checking categories, refining categories, properties and hypotheses. 

Subsequent interviews with the same subject built upon previous personal 

interviews and interviews completed by all other subjects at that point 

in time. Interviews with the single subject continued until the 

parent's responses no longer contributed to the process of grounded 

theory; or until the ill infant was discharged; or until the parent 

refused further interviews; or until four interviews were completed. 

A maximum of four interviews per subject was selected to provide a 
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parent with a clear upper bound on his/her participation. Subjects 

were recruited until saturation of core categories was achieved. 

Trustworthiness 

In Lincoln and Guba's (1985) work on the naturalistic inquiry 

paradigm, 

abi 1 i ty, 

trustworthi ness is characteri zed by credi bi li ty, transfer

dependability and confirmability which correspond to the 

conventional formulations of internal validity, external validity, 

reliability and objectivity, respectively. Glaser and Strauss (1967) 

as well as Aamodt (1982), Hutchinson (1983), Stern (1985) suggest that 

naturalistic observations including grounded theory are innately trust

worthy. Based on Guba's (1981) guidelines for asseSSing the 

trustworthiness in naturalistic inquiry, empirical measures were under

taken to assure trustworthiness of the findings both during and 

following this inquiry into cognitive schema. The preceding discussion 

of the eight phases of d.ata analysis and the sampling strategy used 

in this study specified operational techniques that, according to 

Lincoln and Guba (1985) function to adequately if not absolutely affirm 

the trustworthiness of naturalistic approaches. The credibility or 

truth value of the data collected and judgments made by the researcher 

in conceptualizing the data was safeguarded through prolonged, persis·

tent engagements with the subjects, member checks and peer debriefings. 

Theoretical/purposive sampling and extensive data collection was used 

to affi rm tl-ansferabil i ty or genera lizabil i ty. Memos written by the 

researcher about all aspects of data collection and analysis established 

an audit trail. Data triangulation using a descriptive deSign along 
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with the grounded theory safeguarded both the dependability or stability 

and the confi rmabi 1 i ty or neutral i ty of the fi ndi ngs. Guba (1981) 

suggests that the aforementioned operational techniques built into 

the design are the minimum required to safeguard trustworthiness. 

This study also used audits. as suggested by Lincoln and Guba 

(1985). following completion of data analysis to further assure depend

ability and confirmability of the findings. An auditor functioned 

as an independent observer of the data. The auditor followed the memo

based audit trail in examining the consistency of the grounded theory 

process and the presence/absence of invest i gator bi as. The audi tor 

selected was a professional with knowledge of the grounded theory 

methodology. 

Data Presentation 

Findings from the grounded theory methodology were presented 

as responses to the two process questions (questions nine and 10) posed 

in this research. A construct definition for the formation of a cogni

tive schema and a construct definition for the use of a cognitive schema 

by parents of ill children was discussed. Categories. properties and 

hypotheses central to each of the construct definitions were presented 

to elucidate the development of and to detail the specific content 

of the definition. Raw data that grounded each construct definition 

were quoted when necessary to clarify the definitions. core concepts. 

properties and hypotheses. 

Findings from grounded theory were presented to illustrate or 

highlight findings from the quantitative design in the discussion of 
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the findings. When definitions, core concept, properties and/or hypo

theses appeared to support, exp 1 ai n or counter descri ptive fi ndi ngs • 
concerning the model outcomes and their relationships, presentation 

of qualitative findings were interspersed among quantitative data 

results in the discussion of the findings. The construct definitions 

and the quantitative findings were used separately and in conjunction 

with each other to present any respecification and restructing of the 

PCU model dictated by the results of this study. 

Summary 

The answers to ten research questions are sought in this investi-

gation. Eight questions relating to the outcomes in the PCU model 

were studied using a quantitative, descriptive design. Two questions 

relating to processes involved in parental coping with uncertainty 

were studied using a qualitative, grounded theory methodology. The 

construct of cognitive schema was triangulated upon using both designs. 
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CHAPTER IV 

DATA ANALYSIS AND RESULTS 

Results of the data analysis are presented and discussed in 

this chapter. The results of the descriptive portion of this study 

are reported fi rst, followed by the results of the grounded theory 

methodology. 

The data collected in the descriptive design are organized into 

three main sections: description of the sample; reliability and validity 

estimates of the instruments used to measure variables in the PCU model; 

and, responses to the ei ght outcome questi ons posed in thi s study. 

The PCU model is presented incorporating those statistically significant 

relationship among variables identified in the data. 

The grounded theory results are presented as a response to two 

research questions regarding process that were posed in this study. 

Three core variables or three processes central to forming and using 

a cognitive schema for parents of ill infants are depicted in model 

form, defined conceptually and supported with qualitative data. 

The Descriptive Design 

Description of the Sample 

Thirty seven of 40 parents contacted by this researcher regarding 

participation in the descriptive design of this study agreed to partici

pate, producing a 92.5% response rate. Two of the parents refusing 

to participate stated reasons for their refusal: did not want to share 
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her feeling5 with anyone at that time, and felt she had no feelings 

of uncertainty at that point in time. One father offered no reason 

for his nonparticipation. 

Twenty-two subjects were located in hospital one while 15 sub

jects were located at hospital two. To determine by graphic analysis 

if a difference among subjects existed by site of data collection, 

a stem-leaf plot of the total scores on the initial PPUS was generated 

(see Table 1). The stem-leaf plot demonstrated similar approximately 

normal distributions of total scale scores on the initial PPUS by site 

of data collection with site one having a wider range of scores. Two 

extreme values for the total i niti a 1 PPUS (59 and 131) were also seen 

in the data from site one. Given the small sample size of this study, 

those two pass i b 1 e out lyi ng va"' ues were reta i ned in the data set. The 

consequences of retaining outlines on the results of this study were 

not exami ned. 

To determine by statistical analysis if differences among sub

jects existed by data collection site, site was correlated with all 

demographic variables characterizing the subjects, infant's gestational 

age, infant's birth weight, total and subscale scores on the initial 

PPUS (see Table 2). Of the 17 correlations generated, site was signifi

cantly related (at p < .05) to the number of years of parent's education 

(r = .36) and to the unpredictability subscale score of the PPUS (r 

= .40). Only two of the 17 correlations or 11.8% of the correlations 

were statistically significant. With an a priori 0( = .05, one correla

tion was likely to be statistically significant by chance alone. From 

these data, the researcher concluded that no important differences 
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Stem-Leaf Plot of the Total Scores on the Initial Adminis
tration of the Parents' Perception of Uncertainty Scale 
by Site of Data Collection (n=37) 

9 5 

7 3 1 6 8 

8 6 4 7 2 

8 5 5 1 1 8 0 1 2 5 9 

9 8 5 9 0 2 4 6 7 7 

6 4 2 2 2 10 5 

11 2 

12 

1 3 

Site 1 Site 2 

(n=22) (n=15) 
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Tab le 2. Pearson Product-Moment Correlations Between Site of Data 
Collection and Demographic Characteristics of the Subjects, 
Demographic Characteristics of the Infants, Scores on 
Initial Administration of the Parents' Uncertainty in 
Illness Scale (n=37) 

Demographic Characteristics 
Parent's Age 
Parent's Sex 
Parent's Ethnicity 
Parent's Education 
Parent's Occupation 
Number of Other Children 
Illness Expectation 
Illness Experience 
Nursery Experience 
Marital Status 

Infant's Gestational Age 
Infant's Birth Weight 

Total PPUS 
Ambiguity 
Complexity 
Lack of Information 
Unpredictability 

Site of Data Collection 

-.15 (p=.367) 
.04 (p=. 791) 

-.03 (p=.848) 
.36 (p=.031) 

-.21 (p=.209) 
-.17 (p=.288) 
-.12 (p=.445) 

.15 (p=.350) 

.04 (p=. 787) 
-.15 (p=.354) 

-.10 (p=.529) 
-.18 (p=.276) 

.04 (p=.809) 

.00 (p=.976) 
-.16 (p=.318) 

.21 (p=. 205) 

.40 (p=.014) 
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among subjects existed by site of data collection. For all subsequent 

data analysis, the sites were pooled giving a total sample size of 

37. 

In the sample, 28 of the subjects were female and nine were 

male. Mothers comprised approximately 75% of the sample while fathers 

accounted for 25%. 

The subjects reported their marital status as single (n=2), 

separated (n=2), divorced (n=1), cohabitating (n=4) or married (n=28). 

The majori ty of subjects (86%) were shari ng the illness experi ence 

with either a spouse (75%) or a significant other (11%). Eighteen 

of the 37 subjects (48% of the total sample) were related. All rela

tionships were husband/wife dyads. 

The average age of the subjects was 27.6 years (standard devia

t i on of 6.03 years) wi th a range of 18-45 years. The average number 

of years of education completed by the subjects was 12.9 years (s.d. 

2.42 years) with a range of 8-18 years. The majority of subjects (51%) 

had attended college. 

None of the subjects reported an occupation that was health 

care related. The majori ty of subjects (n=28 or 76% of the samp 1 e) 

described their occupation as non-health care related. Nine of the 

subjects were not employed outside of the home. 

Three ethnic groups were represented by the subjects. The 

majori ty of subjects were Caucas ian (n=28 or 76% of the samp 1 e) but 

also included subjects of Hispanic ancestry (n=8, 22%) and one Black. 

The number of other chi ldren reported by the subjects ranged 

from 0-4 with a mean number of 1.2 children (s.d. 1.07 children). 
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Twelve subjects reported having no other children. One other child 

was claimed by 12 subjects while nine subjects reported two other • 
children. Four subjects had three or four other children. 

When questioned about expectations of illness at birth, 19 sub

jects had not expected or had any suspicions that their infant would 

be born ill. An equa 1 number of subjects had suspected (n=9) the 

infant's illness or had expected (n=9) the child's illness at birth. 

The majority of subjects had no previous experience with ill 

newborns (n=34 or 92% of the sample) or previous experience in a neo-

natal intensive care unit (n=35 or 95% of the sample). For the three 

parents reporting a previous experience with an ill neonate, the experi

ence occurred five, six and 17 years prior to this infant's illness. 

For the two parents claiming prior experience in a nursery intensive 

care unit, that experience took place five and six years previously. 

Description of the 
Sample's III Infants 

Demographic characteristics of the ill infants (n=37) matching 

to the sample of 37 subjects were analyzed. The presentation of these 

fi ndi ngs function to descri be the illness experi ence of the samp 1 e 

of parents. 

The average gestational age estimated, using the Dubowitz Score 

for the ill; nfants, was 33.3 weeks with a standard devi at i on of 4.63 

weeks. Thirty-two, or approximately 87%, of the ill infants were less 

than 40 weeks of gestational age and were labeled as preterm infants. 

The five remaining infants were at least 40 weeks gestation and labeled 
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term infants. The range of estimated gestational age was 26 to 41 

weeks. 

The average bi rth wei ght of the ill infants was 1926.6 grams 

(s.d. 778.35 grams) with a range of 530-4082 grams. Three infants 

weighed less than 1000 grams at birth. 

Single births characterized the majority of the ill infants 

(n=35 or 95% of the sample). Only two infants were the product of 

a twin birth. Fifteen of the ill infants were female while 22 were 

male babies. 

The Apgar Score for the ill infants at one mi nute fo llowi ng 

bi rth had a mean of 5.3 wi th a standard devi ati on of 2. 17. The range 

of one minute Apgars was 0 to 9 for the ill infants. The Apgar Score 

at five minutes following birth averaged 7.1 with a standard deviation 

of 1.87. The five minute Apgar Scores ranged from 1 to 9. 

The ill infants' primary diagnosis at birth fell into one of 

four categori es of di sease. Twenty-three or 63% of the infants were 

diagnosed as having respiratory distress. Seven infants were asphyxiated 

duri ng the bi rth process. Fi ve infants had evi dence· of a congeni ta 1 

anoma 1 y such as Tracheoesophagea 1 F i stu 1 a, Hydrocepha 1 y, Tri somy 21, 

and Cleft Lip. Intrauterine Growth Retardation characterized the 

remaining two infants. 

At the time of the administration of the Initial Parents' Percep

tions of Uncertainty Scale, care needs of the ill infants were recorded. 

The majority of infants (n=19) were being treated for respiratory dis-

tress while ruling out sepsis 

therapy (n=7). The remaining 

was the second most common focus of 

infants (n=ll) were managed for a 
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congenital defect, jaundice or apnea. Thirty of the ill infants were 

cared for in a radiant warmer while seven infants were housed in iso

lettes. Oxygen therapy was not requi red by 18 infants. Eleven babi es 

were ventilated and eight babies received oxygen by hood. Intravenous 

therapy included fluids only for 16 babies, fluids and antibiotics 

for 16 infants, and, vasopressors for one b~by. Four infants recei ve 

no IV therapy. The majority of infants (n=27 or 73% of the sample) 

were NPO while six infants were gavage fed, two were fed by combining 

gavage with nippling, and two infants were nipple fed. 

At the time of the repeat administration of the PPUS, care needs 

of the ill infants (n=31) were again recorded. Ten infants were managed 

for respiratory distress with six more babies treated for hyperbili

rubinemia and three for apnea. The remaining 12 infants were managed 

for congeni ta 1 defects, seps is, feedi ng intolerances or anemi a. I so

lettes housed 14 of the ill infants while 10 infants were cared for 

ina Radi ant warmer and seven in cri bs. The majority of ill infants 

(n=23 or 75% of the 31 infants) were in room air. Four babies were 

ventilated while three infants required oxygen by hood and one infant 

was receiving nasal CPAP. The majority of ill infants (n=16 or 52% 

of the 31 babies) were given no IV therapy. Four babies received anti

biotics and fluids as IV therapy. "Eleven infants were given IV fluids 

on ly. For feedi ngs, seven babi es were NPO, 15 were gavage fed, fi ve 

were gavaged and nippled while four infants were nipple fed. 

The length of stay for the ill infants (n=37) averaged 25.7 

days (s.d. 20.11 days) with a range of 5-82 days. Thirty-four of the 

ill infants were discharged to home. One infant was placed in foster 
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care at the time of discharge. Two infants died during their hospi-

talization. 

Description of the Sample's 
Participation in the Study 

Thirty-seven subjects participated in the initial administration 

of the PPUS along wi th the AQ and wac. Si x subjects were lost to the 

study during the time between the initial and the repeat PPUS which 

constituted a loss of 16% of the total sample. Five subjects failed 

to complete the study due to their infant's discharge at five (n=1) 

or seven (n=4) days following birth. One subject's infant died at 

eight days following birth and was unable to complete the study. Thirty

one subjects participated in the repeat administration of the PPUS. 

Approximately 60% of the total sample or 22 subjects were involved 

in the descriptive portion of the study only. Fifteen of the total 

sample of 37 subjects participated in both the descriptive and grounded 

theory aspects of the study. 

The average length of time from the birth of the infant to the 

completion of the initial PPUS, AQ, and woe was 60.5 hours (s.d. 14.52 

hours) for the sample of 37 subjects. The range for this time was 

48 to 96 hours as required by the study design. The average length 

of time from the infant's birth to completion of the repeat PPUS was 

190.5 hours (s.d. 18.41 hours) with a range of 168-216 hours for the 

31 subjects. The time between the administration of the initial and 

the repeat PPUS averaged 128.8 hours (s.d. 19.25 hours) for the 31 

subjects with a range of 82 to 166 hours. 
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Subject responses to the PPUS supported the content va li di ty 

of the instrument. Only one subject utilized the zero or the "does 

not apply" response option to one item across the 68 administrations 

of the PPUS. There were also no missing data in the completed instru

ments. All items on the PPUS were considered valid and retained in 

subsequent data analysis. 

Alpha estimates of reliability were computed for the total PPUS 

and its subscales from 68 completed questionnaires. Mishel's (1983) 

subscale structuring of the PPUS was used. Alpha estimates were stan

dardized for the number of items in the total scale and the four 

subscales. The alpha coefficients of reliability for the PPUS are 

reported in Table 3. The total scale alpha was .91. The subscale 

alpha estimates were .89 for ambiguity, .80 for complexity, .79 for 

lack of information, and .• 79 for unpredictability. The total scale 

and subscales of the PPUS demonstrated adequate reliability against 

the preset criteria of .80 for a total scale and. 70 for a subscale. 

The PPUS was retained in its entirety for subsequent data analysis. 

Subject responses to the AQ supported the content val i dity of 

the instrument. No single item on the questionnaire was marked as 

zero or "not at all" by 50% or greater of the parents. Six items were 

experienced not at all by· less than 10% of the subjects, two items 

by less than 20%, two items by less than 30%, and four items by less 

than 38%. All items on the AQ were retained for subsequent analysis. 



Tab le 3. Reliability Estimates: Standardized Alpha Coefficients 
of Reliability for the Parents' Perceptions of Uncer
tainty Scale (n=68) 

Number of Alpha 
Subscale/Subscales Items 

Total PPUS 31 .91 
Ambiguity 13 .89 
Complexity 9 .80 
Lack of Information 5 .79 
Unpredictability 4 .79 
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Six of the 37 subjects (or 16% of the sample) responded to item 

_ .16 on the AQ whi ch asker:! for feel i ngs experi enced that the subject 

felt were missing from the questionnaire. These responses were nervous 

(n=2). positive (n=1). stressed (n=1), helpless (n=1), uneducated (n=1), 

tense (n=1), and determined (n=1). The responses nervous, stressed 

and tense appeared to be restatements of the AQ i terns of anxi ous, 

worried and fearful since parents scoring high values for their written 

in responses also scored high on the AQ equivalents. Likewise, positive 

was hopeful and determined was eager. Parents' hand written responses 

were not considered in subsequent data analysis. 

Alpha estimates of reliability were computed for the subscales 

of the AQ from 37 completed questionnaires. The subscale structures 

proposed by Folkman and Lazarus (1985) and by Mishel (1987a) were 

examined for reliability (see Table 4). The four subscales of the 

AQ used by Folkman and Lazarus (1985) had standardized alpha coeffi

ci ents of • 79 for threat, .70 for harm, .89 for benefi t and .87 for 

challenge. To consider Mishel's (1987a) two subscale structure for 

the AQ, Pearson product-moment correlations among harm, threat, benefit 

and challenge was computed (see Table F-1). Benefit and challenge 

were significantly and highly correlated (r = .59). Harm and threat 

were significantly correlated (r = .33) but their relationship was 

far from unity. From these correlations, benefit and challenge were 

combined into the subscale labeled opportunity by Mishel (1987a). The 

standardized alpha coefficient of reliability for the opportunity sub

scale of the AQ was .87. The threat and harm subscales were not combined 

because of their relatively low correlation even though their 
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Table 4. Reliability Estimates: Standardized Alpha Coefficients 
of Reliability for Two Subscale Structures of the Appraisal 
Questionnaire (n=37) 

Subscale Structure 

Folkman and Lazarus 

Threat 
Harm 
Benefit 
Cha 11 enge 

Mishel 

Danger 
Opportunity 

Number of 
Items 

3 
5 
3 
4 

8 
7 

Alpha 

.79 
• 70 
.89 
.85 

.82 

.87 
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combination would produce a danger subscale with an alpha of .82. The 

subscale of threat, harm and opportunity demonstrated adequate reliabi

lity against the criterion of .70 and were used in subsequent data 

analysis. 

Ccmtent validity of the wac was also estimated from the data. 

Examination of the subjects' responses to the items of the wac revealed 

that 11 or 17% of the 65 i terns were not valid i ndi cators of copi ng 

efforts utilized by parents of ill infants. An item was judged invalid 

if 50% or more of the subjects marked the item as "does not apply". 

The invalid items were numbers 6, 16, 20, 21, 24, 28, 31, 32, 33, 47 

and 65. These 11 i terns were removed from the data set. A wac wi th 

54 items retained was used in subsequent data analysis. 

Six subjects responded to item 66 of the wac which asked a parent 

to add coping efforts he/she used that were not included in the check-

1 i st. The responses were: take each day as it comes (n=1), hope and 

pray for the best (n=1), concentrate/focus on the situation (n=1), 

try not to overreact (n=1). ask the doctors as they know best (n=1). 

love my baby and have patience (n=1), think positive (n=1), and count 

my bless; ngs (n=1). As wi th the AQ, these wr; tten responses appeared 

to be restatements of i terns a 1 ready present in the wac. The wri tten 

;n coping efforts were not used ;n subsequent data analysis. 

Alpha estimates of re 1 i abi 1 ity were computed for the subsea 1 es 

of the 54 item woe from 37 complete questionnaires. The subscale 

structures proposed by Folkman and Lazarus (1985) and by Mishel (1987a) 

were examined (see Table 5). For the Folkman and Lazarus substructure, 

the standardized alpha coefficients were. 79 for problem focused, .70 



Table 5. Reliability Estimates: Standardized Alpha Coefficients 
of Reliability for Two Subscale Structures of the Ways 
of Coping Checklist (n=37) 

Subscale Structure 

Folkman and Lazarus 
Problem Focused 
Detachment 
Social Support 
Emphasizing the Positive 
Self-Blame 
Keep to Self 
Wishful Thinking 
Tension Reduction 

Mishel 
Bargaining 
Focus on Positive 
Social Support 
Concentrated Efforts 
Wishful Thinking 
Distancing 
Positive Acceptance 

Number of 
Items 

12 
8 
9 
6 
3 
4 
6 
6 

6 
12 
5 
5 
8 
7 
6 

Alpha 

• 79 
.70 
.72 
.80 
.75 
.79 
.80 
.70 

.80 
• 76 
• 71 
.69 
• 76 
.69 
.62 
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for detachment, .72 for social support, .80 for emphasizing the posi

tive, .75 for self-blame, .79 for keep to self, .80 for wishful thinking 

and .70 for tension reduction. For the structure proposed by Mishel, 

the alpha estimates were .80 for bargaining, .76 for positive focus, 

.71 for social support, .69 for concentrated efforts, .76 for wishful 

thinking, .69 for distancing and .62 for positive acceptance. In 

Mishel's formulation of the WOC, three subscales failed to meet the 

criterion of at least. 70 for a subscale reliability. All subscales 

in the Folkman and Lazarus structuring demonstrated adequate reliabi-

lity. The Folkman and Lazarus subscales were used in all subsequent 

data analysis. 

Responses to the Eight Outcome 
Questions Posed in This Research 

The data collected from the initial administration of the PPUS, 

the AQ, the WOC and the repeat administration of the PPUS were analyzed 

to provide answers to the eight outcome questions generated from the 

PCU model. Descriptive statistics were used in answering questions 

one, two, three and five. Correlational statistics provided answers 

to questions four, six and seven regarding relationships among model 

variables. Paired comparisons were used to answer question eight about 

change in uncertainty over time. 

Question one. Do parents of ill newborns perceive uncertainty 

in illness-related events and situations? The mean and standard devia-

tion of the total scores on the initial PPUS were computed to answer 

this question (see Table 6). The mean of the total scale scores was 

88.3 with a standard deviation of 15.14. The range of possible total 
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Table 6. Scale Scores: Total Scale and Subscale Scores for the Initial 
Administrations of the Parents' Perceptions of Uncertainty 
Scale (n=37) 

Total Score I tern Score~~ 
Mean (Standard Mean (Standard 

Scale/Subscales Deviation) Deviation) 

Total PPUS 88. 3 (15. 14) 2.85 (0.488) 

Ambiguity 37.9 (8.69) 2.92 (0.669) 

Complexity 21.6 (5.53) 2.40 (0.614) 

Lack of Information 13.6(2.74) 2.71 (0.549) 

Unpr~dictability 15.2 (2.30) 3.79 (0.576) 

~~ Range of scores 1=no uncertainty to 5=high uncertainty 
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scale scores for the PPUS in this study was 31 (no uncertainty) to 

J55 (maximum uncertainty). 

scores for the tota 1 PPUS 

The central point of this range of possible 

was 93. Twenty-one of the 37 tota 1 sca 1 e 

scores fell below the value of 93 while 16 or 43% of the scores were 

above the 93 value (see Table 1). 

To answer thi s question in another way, a mean item score for 

the initial PPUS was computed. For the 31 items, the mean score was 

2.85 with a standard deviation of 0.488 (see Table 6). The range of 

possible scores for an item was 1 = no u:lcertainty to 3 = undecided 

to 5 = high uncertainty. Returning to the original level of measure

ment permitted another interpretation of the findings. The mean item 

score of 2.85 (0.488) inferred that parents were between being undecided 

about the uncertainty and not perceiving uncertainty. 

Question Two. What are the types of uncertainty perceived by 

parents of ill infants? Analysis of subscale scores of the initial 

PPUS was performed using descriptive statistics to answer this question. 

Mean item scores were cal cul ated from the total scores for each of 

the four subscales of uncertainty (see Table 6). For ambiguity, the 

mean item score was 2.92 (s.d. 0.669). The mean item score for com

plexity was 2.40 (s.d. 0.614) and was 3.79 (s.d. 0.576) for 

unpredictability. For lack of information, the mean item score was 

2.71 (s.d. 0.549). In rank order, unpredictability was associated 

with the highest level of uncertainty perceived by the parents. In 

relation to the range of item scores, the unpredictability item mean 

of 3.79 (s.d. 0.576) indicated that the subjects were somewhat undecided 

but were perceiving uncertainty about the unpredictability of illness 
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events and situations. Ambiguity was the second highest type of uncer

tainty experienced by the parents followed by lack of information and 

then by complexity. The mean item scores of ambiguity and lack of 

information placed subjects as being undecided but tending to certainty 

along the range of response. The complexity mean item score indicated 

that pa rents on the average percei ved no uncerta i nty of thi s type but 

were somewhat undecided about their perceptions. 

Question Three. What are the types of cognitive appraisal 

reached by parents of i 11 newborns about thei r percei ved uncertai nty? 

To answer thi s questi on, data from the three subsca 1 es of the AQ were 

analyzed using descriptive statistics. Table 7 presents the results 

as means and standard deviations for the total score and the item score 

of each subscale. The threat subscale had the highest mean item score 

of the three measures with a mean of 4.06 (s.d. 0.871). The opportunity 

subscale had a mean item score of 2.37 (s.d. 1.216) which was the second 

hi ghest average response among the three subsca les. The lowest item 

response was found in the harm subscale with a mean of 2.23 and a 

standa rd devi at i on of 1.102. These resu lts suggested that the parents 

were experiencing many emotions in the illness situation with the 

feelings associated with threat as most prevalent. The possible range 

of responses for any item in the AQ was from a (not at a 11) to 5 (a 

great deal). Relative to this range, the mean item score of the threat 

subsca 1 e suggested that parents were experi enci ng the three emotions 

associated with threat "quite a bit" to "a great deal". The opportunity 

and harm mean item responses implied that the seven and five emotions 
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Table.7. Scale Scores: Subscale Scores for the Appraisal Questionnaire 

Total Score Item Score* 
Mean (Standard Mean (Standard 

Subscale Deviation) Deviation) 

Threat 12. 1 (2.61) 4.06 (0.871) 

Harm 11. 1 (5. 51 ) 2.23 (1.102) 

Opportunity 16.6 (8.51) 2.37 (1.216) 

i~ Range of scores O=not at all to 5=a great deal 
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associated, respectively with the appraisals were felt "a little" to 

"somewhat" by the parents. 

Question Four. What is the relationship between perceived uncer

tainty and parents cognitive appraisal of uncertain illness-related 

events and situations? To answer this question, Pearson product-moment 

correlations were calculated between the four types of uncertainty 

measured with the initial PPUS and the three types of appraisal measured 

by the AQ. The 12 correlations computed are presented in Table F-2. 

Only two statistically significant relationships were demonstrated 

(see Figure 3). Ambiguity was positively correlated with the harm 

appraisal (r = .63) as was complexity (r = .36). Uncertainty as lack 

of information and as unpredictability was not related to any of the 

three types of emotion-based appraisals. The emotions experienced 

by the parents which were associated with threat and opportunity did 

not relate to their perceptions of uncertainty. The two significant 

positive correlations found in this analysis inferred that as percep

tions of ambiguity or of complexity increase, the appraisal of harm 

becomes greater. 

Question Five. What coping efforts are used by parents in 

responding to their cognitive appraisals of perceived uncertainty 

inherent in illness-related events and situations? The means and stan

dard devi at ions for the subsea 1 e scores of the woe were computed in 

order to answer this question. Table 8 summarizes those results. From 

the mean item scores, the rank order from highest to lowest frequency 

of use were seeking social support, wishful thinking, emphasizing the 

pos it i ve, tens i on reduction, prob 1 em focused, detachment, keep to se lf, 
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Ambiguity 

Threat 

Complexity 

Lack of Information Harm 

Unpredictability 

Opportunity 

Figure 3. Significant Relationships Existing Between Four Types of 
Perceived Uncertainty and Three Types of Cognitive Appraisal 
for Parents of III Infants (n=37) 
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Table 8. Scale Scores: Subscale Scores for the Ways of Coping Check
list (n=37) 

Total Score I tem Score i~ 
Mean (Standard Mean (Standard 

Subscale Deviation) Deviation) 

Problem Focused 23.4 (10.51) 1.95 (0.875) 

Detachment 14.2 (5.19) 1.77 (0.648) 

Social Support 26.1 (6.76) 2.89 (0.751) 

Emphasizing Positive 13.4 (5.67) 2.23 (0.945) 

Self-Blame 4.0 (4.04) 1. 34 (1. 346) 

Keep to Self 6.8 (3.95) 1. 70 (0.988) 

Wishful Thinking 14.1 (6.75) 2.34 (1.124) 

Tension Reduction 12.0 (4.21) 2.00 (0.702) 

* Range of score O=does not apply to 5=used a great deal 
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and self-blame. The emotion focused coping efforts of wishful thinking, 

.• positive emphasis and tension reduction were used more frequently than 

problem focused ways of coping. The range of possible responses for 

any item on the woe was from 0 (does not apply) to 5 (used a great 

dea 1). From the mean item scores computed, it was evi dent that none 

of the types of coping efforts was used to a large extent. The coping 

efforts labeled as social support, wishful thinking and emphasizing 

the positive were used "moderately" to "a little". The remaining five 

types of coping were used "a little" to "could use but do not". 

Question Six. What is the relationship between cognitive 

appraisal and coping efforts used by parents as they encounter uncertain 

events and situations? Pearson product-moment correlations were compu

ted between the three subsca 1 es of the AQ and the ei ght subsca 1 es of 

the woe to provide an answer to this question. The 24 correlations 

generated for this analysis are reported in Table F-3. Two statisti

cally significant relationships were found to eX'jst between appraisal 

and coping efforts (see Figure 4). Harm was positively correlated 

(r = .53) with self-blame and also positively correlated (r = .44) 

with wishful thinking. These positive relationships suggested that 

the greater the appraisal of harm for uncertain illness-related events 

and situations, the greater the use of self-blame and wishful thinking 

for coping. No other relationships between appraisal and coping efforts 

were supported by the data. 

Question Seven. What is the relationship between coping efforts 

used by parents and percei ved uncertainty measured at one poi nt 1 ater 

in time? Perceived uncertainty at a point later in time was an indirect 
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measure of cognitive schema. To answer this question, the data collec

ted in the repeat administration of the PPUS were, first, analyzed 

using descriptive statistics. Pearson product-moment correlations 

were then computed between subsca les of the repeat PPUS and the sub

scales of the WOC. 

Total score means and item score means were calculated for the 

entire repeat PPUS and its four subscales (see Table 9). The average 

item score for the total scale was 2.57 (s.d. 0.585). For the four 

subscales, the mean item response was 2.58 (0.705) for ambiguity, 2.21 

(0.732) for complexity, 2.35 (0.693) for lack of information, and 3.65 

(0.727) for unpredictability. By simply comparing the numerical value 

of the mean item scores on the initial PPUS (see Table 6) and the repeat 

PPUS, a s 1 i ght decrease in uncerta i nty was seen for the tota 1 sca 1 e 

and all four subscales. The rank order of highest perceived uncertainty 

to lowest remained the same from initial to repeat with unpredictability 

associated with the largest item mean followed by ambiguity, lack of 

information and complexity. 

Pearson product-moment corre 1 at ions were computed between the 

ei ght subsca 1 es of the WOC and the four subsca 1 es of the repeat PPUS. 

Table F-4 presents those findings. Of the 32 correlations calculated, 

six correlations were statistically significant (see Figure 5). 

Ambiguity was positively related to self-blame (r = .54) and to tension 

reduction (r = .39). Complexity was positively correlated with self

blame (r = .58), detachment (r = .41), keep to self (r = .39) and 

tension reduction (r = .48). All significant correlations involved 

emotion focused coping efforts. All significant correlations were 
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Table 9. Scale Scores: Total Scale and Subsca1e Scores for the Repeat 
Administration of the Parents' Perceptions of Uncertainty 
Scale (n=31) 

Total Score Item Score* 
Mean (Standard Mean (Standard 

Sca1e/Subscales Deviat"ion) Deviation) 

Total PPUS 79.8 (18.15) 2.57 (0.585) 

Ambiguity 33.6 (9.16) 2.58 (0.705) 

Complexity 19.9 (6.59) 2.21 (0.732) 

Lack of Information 11.7 (3.46) 2.35 (0.693) 

Unpredictability 14.5 (2.91) 3.65 (0.727) 

* Range of scores (1-5) 



169 

Problem Focused 

Detachment mbiguity 

Seeking Social 

Emphasizing the Positive 

b '" .Sro 
~ • 'f .... 

-( 

Self-Blame Lack of Information 

Keep to Self 

Unpredictability 

Wishful Thinking 

Tension Reduction 

Figure 5. Significant Relationships Existing Between Eight Coping 
Efforts and Four Types of Uncertai nty for Parents of I11 
Infants (n=31) 



170 

positive suggesting that the more the parents used those selected 

. efforts, the higher was the perceived uncertainty of ambiguity and 

complexity at a point later in time. 

Question Eight. What is the change in uncertainty demonstrated 

by parents from initial perceptions to perceptions measured at one 

point later 'in time? To answer this question, paired t-tests were 

used to compare the total PPUS and each of its four subsca les from 

the initial to the repeat administration of the uncertainty scale. 

The t-values and the probability levels for the five paired comparisons 

are presented in Table 10. Three of the five paired comparisons demon

strated statistically significant differences. The total amount of 

perceived uncertainty as measured by the 31 item PPUS decreased from 

initial perceptions to perceptions measured later in time (t = 2.87 

p = .007). This change in total perceived uncertainty reflected signi

ficant decreases in ambiguity (t = 3.55 p ~ .001) and lack of 

information (t = 3.76 p = .001). Perceived complexity and unpredic

tabi 11 ty of i 11 nes s-re 1 ated events and s ituat ions rema; ned unchanged 

over time. 

Synopsis 

The results of the descriptive design are depicted in Figure 

6. The PCU model ranks the types of uncertainty, types of appraisal 

and types of coping efforts from highest to lowest reported. This 

model also accounts for the statistically significant relationships 

demonstrated among variables for this sample of parents with ill 

infants. 



Table 10. 
. . Paired t-tests for Changes in Uncertainty From the Initial 

Administration of the PPUS to the Repeat Administration 
of the PPUS (n=31) 

Degreec; of 2-Tailed 
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Scale/Subscale t-value Freedom Probabil i ty 

Total PPUS 2.87 30 0.007 

Ambiguity 3.55 30 0.001 

Complexity 1. 12 30 0.273 

Lack of Information 3.76 30 0.001 

Unpredictability 1.09 ·30 0.282 
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Grounded Theory 

Grounded theory methodology was utilized in this study to answer 

two research questions. Those questions were: 

9. How do parents of ill infants form a cognitive schema about 

illness-related events and situations? 

10. How do parents use a cognitive schema to give meaning, 

c 1 ari ty and predi ctabil ity to ill ness-re 1 ated events and 

situations? 

Fifteen subjects (10 mothers and five fathers) contributed data 

in the qualitative investigation. Subjects were located at both data 

co llect ion sites wi th 11 subjects at hospita lone and four subjects 

at hospital two. Eleven subjects were parents of preterm infants while 

four subjects had full term infants. One parent was i ntervi ewed once 

us i ng a tape recorder. One parent had two tape recorded i ntervi ews 

and three parents were interviewed three times each using a tape 

recorder. Following most of 12 taped interviews, field notes were 

recorded. Interviews not recorded on tape were dictated by the 

researcher and 1 abe 1 ed as fi e 1 d notes. All data were co 11 ected in 

the 10 to 17 days fo 11 owi ng the bi rth of the subject's ill infant. 

Appendix G contains the data bits collected. The data bits are classi

fied by category and by concept. 

The results of the data analysis are now presented. From the 

constant comparative analysis of 27 documents (12 interviews, 15 field 

notes) relating to cognitive schema in parents of ill newborns, three 

core variables or three processes central to the formation and the 

use of a cognitive schema were identified. These processes were labeled 
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forming, framing and using. Forming refers to the ways parents receive 

information from others and the ways parents actively pursue informa

tion. Framing refers to the support structure surrounding the formation 

and use of a cognitive schema by parents of ill infants. This frame 

evo 1 ved in the process of formi ng and gui ded subsequent i nformat ion 

seeking, interpretation of information, use of information in illness

related events and situations. Using refers to the ways parents employ 

a cognitive schema when encountering events and situations in the care 

of their ill child. 

An inductively generated model emerged from the constant compara

tive analysis to include three core processes and represent their 

relatedness across time (Figure 7). Concepts inherent in each process 

and their relationships were also depicted in the model. Each concept 

was rea 1 i zed by mergi ng one or more categori es that 1 abe 1 ed the raw 

data bits. A model identifying categories grounded in the raw data 

was created (see Figure 8). 

The data generated in the grounded theory provided evidence 

that parents were motivated to form and use a cognitive schema. Each 

parent interviewed responded "yes" when asked the question IIWhen you 

think about all that is happening with your child, do you want to make 

sense of it?lI. The answers to IIWhy do you want to make sense of it?1I 

identified forces motivating the formation and use of a cognitive schem3 

(see Appendix G). The motivating forces fell into four categories: 

It's the natural thing to do ("You make sense of every situation you 

are in. II, II •.. you wonder why. II); to make the experience real (IIIf any

thing happened, it wouldn't be like someone else had experienced it 
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all."): so you can deal with it ("You get your questions answered 

~nstead of worrying, thinking, building fears. ", " ... SO you can cope 

with what is going on. "); to get on with your life ("We figured if 

we cou 1 d make sense of thi s ••• then we can get on wi th other stuff in 

our lives. ", "So we can tell others what is happening. "). Each of 

the four motivating categories were linked to relevant raw data bits 

as they were presented above. This grounding of category to data bits 

is used extensively through this results section. 

Motivations for the formation and use of a cognitive schema 

vari ed to some extent among these parents of ill infants. However, 

the grounded theory results demonstrated uniformity in the processes 

of forming, framing and using a cognitive schema among the parents. 

Formillil. 

The formi ng of a cogniti ve schema began wi th the bi rth of the 

ill infant and progressed over time. Two concepts, incitement and 

formulation, were identified as characterizing the process of forming 

(see Figure 7). Incitement was defined as acts that spurred on or 

stimulated the actions of parents in the forming of a cognitive schema 

about illness-related events and situations. In this model, incitement 

triggered formulation. Formulation was defined as actions employed 

by parents in devising or forming a cognitive schema about illness

related events and situations. 

During the time immediately following birth and the time soon 

after the infant's admission to the critical care unit, a parent had 

two options available to him/herself to make sense of the situation. 
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The parent was told by others in the environment about what was 

happening to his/her infant and why things were happening. This option 

was 1 abe 1 ed "bei ng to 1 d about" and was i dent ifi ed as a category of 

the concept of incitement. The other option available to the parent 

was searchi ng through hi s/her past experi ences and knowl edge to fi nd 

a fi t between past and the present in order to make some sense of 

illness-related events and situations. This option was labeled "exam

ing my past" and was identified as the other category of incitement. 

All parents made use of the "being told about it" category of incitement 

and most parents appeared to "examine their past". 

Incitement 

"Being told about it" involved others coming to the parent(s) 

and in the exchange. the parent was given information about some aspect 

of the child's general condition ("I was feeling drowsy when they first 

told me.". "And people are telling you different things.") or about 

some aspect of the infant's care ( .•• the consultant said that the best 

way to feed the baby will evolve as we bond ...• "They did a brain scan 

on her .•• all the doctors tell me that was a good sign."). The person 

who did the telling about was usually the physician ("The doctors told 

me ••• ") and typically the information exchanged occurred in the mother's 

hospi ta 1 room ("He had a lot of tests today and they came ... ". Mom 

refers to the house offi cers who come in and ta 1 k wi th her .•. ) or in 

the confi nes of the crit i ca 1 care uni t ( •.• the doctor gave her the 

opportunity to make comparisons between her baby and the baby adjacent 

to hers.). 
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Spouses or other significant others also acted as tell ersof 

information. Significant others as tellers of information occurred 

most commonly for the mothers since the mothers were physically incapa

citated during the time soon c1fter birth and their access to information 

was limited to room exchanges. If the father was involved, he func

tioned as a teller (Dad would run into the unit, get information and 

report back to Mom.). If the father was not involved, the mother's 

parents acted as tellers ("My mother and father were the fi rst to see 

her •.• they told me she was alright."). When the hospitalized mother 

was able to visit her infant, the telling was most likely to occur 

at the infant's bedside and then began to involve the nurses as tellers 

for both parents (" ••. the nurses were real good about gi vi ng me the 

full information.", "If the doctor's been in, the nurses will give 

me a report."). 

"Examining my past" involved a parent searching through his/her 

previ ous li fe experi ences and knowledge to fi nd past situati ons or 

events that could assist in making sense of what was happening in the 

present with his/her ill infant. In "examining my past", most parents 

cou ld fi nd no fi t between thei r past and present experi ences ("I've 

never had an experi ence 1 i ke thi s before.", " ..• very new to both of 

us. "). Previous experiences with children was the primary past experi

ence considered by the parents. Those parents whose ill infant was 

their first child thought that having had previous children would have 

helped in making sense of it all ("Maybe if we had other children, 

we would have been accustomed to ... ") while those parents with one 

or more other offspring felt their past experiences with children were 
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very different from experiences now with an ill infant ("Everything 

_ is completely different.", "Only the worrying is the same."). Parents 

also considered other life experiences such as being around newborns 

("I've had some experi ence wi th newborns but not premature. That was 

totally different. "); yourself being a premie ("Right, although I wasn't 

this premature."); and, yourself being ill ("Maybe for five minutes 

the worry was the same but •.• "). 

A few parents di scovered simil ari ti es between past and present 

experiences ("Seizures run in my family •.• ", "My other daughter forgets 

to breathe, she holds her breath ••. ", Mom was planning on wearing a 

mask because she had a cold but she di d reach into touch the baby). 

However, the parents were told by others that those past to present 

relationships were not valid ("They did a brain scan and told me every

thing was normal. ", "They told me she hasn't done that. ", The nurse 

told Mom you spread germs with your hands). The model of categories 

(see Fi gure 8) demonstrated thi s 1 ink between "exami ni ng my past" and 

"being told about it" by an arrow (being told ---> examining). 

In a short period of time, parents become aware that they had 

no relevant past experiences or that their past experiences were 

invalid. With this awareness, "examining my past" generally ceased 

to be an option for making sense of illness-related events and "being 

told about it" predominated the incitement phase of the forming process 

("At this point, they could tell us anything and I wouldn't be sur

prised."). The model of categories (Figure 8) demonstrated this link 

between as "examining" ---> "being told". 
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"Examining my past" was a time limited option in the forming 

_ of a cognitive schema. "Being told about it" was also limited by time. 

One time factor of "being told" was the duration of the mother's hospi

talization. When hospitalized, the mother and to some extent the father 

if he was involved were readily accessible to physician visits and 

were available at any time the physician chose to exchange information. 

Once the mother was discharged (usually at 2-4 days following birth), 

access and availability were problematic. The tellers of information 

(predominately the physicians) and the parent were less likely to be 

in the same place at the same time following the mother's discharge. 

One mother anti ci pati ng di scharge expressed concern about who wou 1 d 

be responsible for telling her was was happening, who would call her 

with information and who would provide her with information at the 

time of the infant's discharge. 

The natural progression of schema formation also limited the 

time that parents utilized "being told about it". After being told 

information by a variety of tellers, the parents found inconsistencies 

among the tellers (Mom felt they were not able to give her anything 

that's consistent.), missing information (Mom says what she gets is 

just a hodge podge of information.), and inaccuracies (Mom talked about 

how people would come up and tell her ... nothing occurred as it was 

supposed to.). The parents deci ded that they needed to do somethi ng 

beyond just "being told about it" (Mom said she and her husband had 

to be the ones who made the information consistent., "I would go to 

someone that I know can explain it to me."). Information already told 

to the parents functioned as inciters or triggers for their own 
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formulation activities. An arrow was used to depict this relationship 

of incitement to formulation in the model of schema for parents of 

ill infants (see Figure 7). 

Formulation 

Incitement gave way to formulation as time progressed. Past 

experience did not contribute to an understanding of the present situ

ation. Change in the proximity of the teller and the parent no longer 

fostered "being told about" what was happening. Most importantly, 

the parents discovered that "being told" was inadequate in and of itself 

for making sense of illness-related events and situations. "Being 

told", however, triggered the parents into formulation of a cognitive 

schema. Formulation was defined as activities parents pursue in 

devising or forming a cognitive schema. 

The grounded theory methodology di scovered fi ve categori es of 

formulation used by parents (see Figure 8) and identified inciters 

or triggers for their use. The categories were labeled inquiring ("You 

know naturally the more information they give us, stimulates more 

questions.", Mom said you have to know something before you can ask 

questions.); observing ("I knew her blood count was down and then I 

noticed that she was sleeping more. ", Mom reported that the baby was 

doing as expected •.• having a bad day .•• he was fussy, kept moving.); 

compa ri ng ("The nurses 1 et us know what is happeni ng wi th the other 

babies. We kind of compare. "); monitoring (Mom reported that the baby 

had lost some wei ght but accordi ng to the doctors thi s was a mi nima 1 

amount of weight.). The last category of formulation was labeled 
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conversing. In conversing, parents talked with or shared information 

. ~ith individuals who were identified by the parents as sources of infor

mation in the incitement phase, that is, physicians primarily and nurse 

practitioner to some degree who had previously told them about their 

baby and their baby's care. The proximity of that recognized informa

tion source would trigger conversing ("Usually he or she comes to check 

in on her and usually I talk about her every day."). Conversing also 

occurred when some aspect of the infant's genera 1 condition or plan 

of care changed (" If there is goi ng to be a test done ... or a change, 

then I will always talk with the doctors. "). This conversing about 

change resulted from comments made by the phYSician during the incite

ment phase of forming (liThe doctors told me ... they'll have a meeting 

with me if something had changed or if they're going to change some

thing."). 

Inquiring appeared to be the first of the formulation categories 

employed by parents. Inquiring for these parents was asking questions. 

Questions first arose from information told to parents during the 

i nci tement phase of the formi ng process (ilL ike in the fi rst coup 1 e 

of days ... they would this is what's going on ..• so somehow that question 

sticks. "). Then any happening with the infant that the parent was 

aware of provided a basis for generating questions and inquiring ("Some

thi ng has to happen before you know about it. ", Mom said you have to 

know something in order to be able to ask questions.). Seeing ~omething 

happen was the fundamental way parents became aware of happenings with 

their child ("You come up with questions by looking at her and what 

they are doi ng to her. ", Mom was seeki ng names of objects related to 
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the physical appearance of her baby.). The model containing categories 

for processing to a cognitive schema for parents of ill infants (see 

Figure 8) linked inquiring to observing to indicate a relationship 

between two of the formulation categories. 

As parents began i nqui ri ng, anyone in the envi ronment ("We ask 

the other parents. ", "We ask the nurse practitioners. ", " •.• the 

doctors. ", " ••• each other.") or anyone possible possessing information 

pertinent to what was happening with their child ("We ask our parents. ") 

were the focus of questioning. This asking of everybody appeared to 

be an attempt to maximize their inquiry efforts ("Nobody can give you 

all the answers."); to find consistencies across responses ("I like 

to be reassured. I ask the same questions all the time. "); and, to 

clarify aspects of care that were still poorly understood (liThe moni

tors •.. every time I would come I would have to ask them to tell me 

over and over. "). The nurses were the most frequently asked individuals 

("They put up wi th your questions, even if they're the same ones over 

and over again."). Inquiries were also based on specific happenings 

with the child ("Did she suck her thumb last night?", "When is he going 

to get his IV out?"). The encountering of unfamiliar words lead to 

inquiring (The physician kept using the terms ASD and shunting ... Mom 

asked what is shunting?). 

As the inquiring continued, the parents became more selective 

in their asking and made efforts to enhance communication during the 

i nqui ry. At that poi nt, the nurses became the primary, almost the 

exclusive responders to questions ("I use the nurses not the doctors 

mainly for information. "). The nurses were selected out for several 
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reasons: frequency and consistency of contact ("She's the primary nurse 

and I see her more often than I do the others. "); understanding (" ••• s he 

really knows what I am asking. ", "They know what you are thinking. "); 

and, comprehending (liThe nurses •.• get down to more basic •.• less techni

ca 1 and medi ca 1. "). 

To enhance communication during inquiry, parents used two 

strategi es. Parents adopted relevant words, that is, terms or phrases 

used commonly by the staff ("I'm trying to listen to make it easier 

so that they don't have to sit there and try to thing -- what is she 

trying to ask me?"). This word adoption was temporary ("1'11 never 

use the words A & Bs after she is discharged. "). Parents also adapted 

01" trans 1 ated the medi ca 1 1 anguage to words or concepts more readi ly 

understood by them (Mom said her baby lost 100 grams today and wondered 

what that was in terms of pounds.). 

Observing was identified as another of the five categories of 

formulation characterizing the forming phase of processing to a cogni

tive schema (see Figure 8). Observing for parents was watching the 

infant ("You just watch the baby .•• her ways, her moves. I'm here 

constantly almost, just watching her.") and to a lesser extent, seeing 

what was happening with the infant as individuals or treatment modali

ties contacted the infant (Mom was detailed on the ventilator -- it 

was in the baby's mouth and the baby didn't like it ..• he was uncomfor

table.). Parents felt that observing was a Significant source of 

information (" ... it's hard to say what was the most important thing ... 

because I really hadn't seen her ... "). Observations were frequently 

veri fi ed wi th the nurses (" I check out what I see about her wi th the 
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nurses all the time. "). Verification was achieved by asking the nurses 

questions about what the parent was observing (" ••• 1 had noticed that 

she was sleeping more and I asked the nurse and she agreed ••• "). Obser

vations frequently lead to inquiries (She asked the nurse "What is 

this white stuff on her lips?"). Observing induced inquiring for many 

of these parents. The model of processing to a cognitive schema linked 

observing to inquiring to account from this intermeshing of formulation 

categories. 

Observing focused exclusively on the physical appearance and 

the physical activity of the infant. The face and facial expressions 

were looked at very carefully ("I watch her expression real closely. ") 

and gave parents information on comfort levels (" •.. when she's in pain, 

she'll crunch her eyebrows together."); habits ("We think we noticed 

yesterday that she can sleep with one eye open."); and needs (" ..• before 

it's time to eat. He opens his eyes. He looks around. "). The infant's 

physical activity was very closely observed and was given more attention 

than the face. Physical activity informed the parents that the infant 

was doing well ("She's always reaching, constantly reaching out. They 

say that's a good sign."); was having a bad day ( •.. the baby was fussy, 

keep moving around ... ); or, was not doing well (" ... he was just laying 

there. You could tell something was not right. He's usually kind 

of moving •.• "). 

Parents observed for responses to care in general (Mom was saying 

that her baby was doing better. She described this as her baby's color 

was better.). Parents also observed for responses to specific treatment 

modalities that they were aware of and usually had seen occur. Responses 
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to specific treatments were observed for the baby's comfort level ("ls 

she comfortable enough in there (i.e., the isolette)?") or the effect 

on the infant's physical activity level (after the transfusion - "Like 

she seems like she's trying to get stronger. She is real active."). 

Comparing labeled another category of formulation (see Figure 

8). Comparing was triggered when the nurses told a parent what was 

happening with other infants in the intensive care unit and most impor

tantly, with infants who had illness characteristics like his/her infant 

(liThe nurses let us know what is happening with the other babies. 

We kind of compare. "). Comparing for parents was examining for simi

larities and dissimilarities among infants they were made aware of. 

Parents confined their comparisons to infants with illness 

conditions similar to their own infant. Illness conditions were of 

two types: prematurity (liThe next one •.. over there ..• they said was 

32 weeks .•. "); or full term infant with the same diagnosis ( •.. Mom 

made no other comparisons .•• except to the baby next to hers ... with 

the same clinical diagnosis.). Since the majority of extended stay 

admissions to the intensive care unit were for prematurity, parents 

of premi es had a 1 arger base for compari sons. Compari sons for parents 

of premature infants centered about gestat i ona 1 age, size and growth 

(" ••• no way it was 32 weeks. It was huge. ", "That baby over there 

weighed a pound and a half .•• and now weighs three. "). Comparisons 

for parents of full terms infants were centered around time to and 

response to therapy (Mom would relate the timetable for her baby's 

recovery and discharge to the timetable followed by the other baby.). 

These comparisons informed the parents of what could happen with their 
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baby although they could not predict what would happen ("You see babies 

going home and you say, soon he'll be able to go home.", " ••• it might 

not happen with yours."). 

Parents of premature infants a 1 so compared thei r baby to other 

premies by their clinical status ("You compare with babies that are 

doing good and contrast with babies that are doing bad. "). Parents 

were genera lly able to fi nd an infant who was worse off than thei r 

own ("We 11, obvi ous ones where you know the baby's havi n9 a hard 

time. "). A hierarchy of worse off was evident: if the baby was not 

venti lated, then worse off was being venti lated ("He may have had to 

go on a venti 1 ator and you see that baby out there and you say thank 

God that he didn't have to go on a ventilator."); if the baby was venti-

1 ated, then worse off was havi ng heart surgery (ilL ike that baby over 

there who had heart surgery. "); if the baby was ventilated and underwent 

heart surgery, then worse off was wei ghi ng less (Mom asked is there 

any baby here smaller than hers). Comparing the infant's clinical 

status with those worse off functioned to comfort, reassure parents 

("I am very lucky she is not on all those things. ") but also suggested 

care that the baby may require at some point in time ("So that there's 

some major things that you can say, well, he doesn't need this yet."). 

Parents of premature infants were able to compare the; r infant 

to the population of premature infants by reading. Reading materials 

were provided or recommended by the staff ("They gave us a lot of infor

mation to read about what happens to premature babi es •.• "). Readi ng 

was directed at similarities ("What I'll do is I'll read what's happen

ing with her.") and avoided dissimilarities ("Not many of them though 
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had babies this small which worries me. "). Reading informed the parent 

,that what was happening with their child was not unusual ("They, you 

know, she is doing what other babies do, too.") and that their responses 

as parents were like other parents ("You'll see someone that's felt 

th felt. "). e same way you 

Monitoring was the fourth category of formulation identified 

in the grounded theory methodology. Monitoring for parents was over

seei ng ill ness-re 1 ated events and s ituati ons in terms of the numbers 

they generated. The numbers, themselves, were meaningless to the 

parents. The numbers were meaningful only in terms of the trends, 

patterns and comparisons they made possible. For example, a weight 

gain of 100 grams was better than 90 grams, not as soon as 110 grams 

but had no significance beyond the comparison it generated. The cardio

pulmonary equipment ("That one is for heart rate and the respirations, 

how many breaths per minute she is doing. "), the pulse oximeter ("That 

one's for oxygen. Should be close to 100 and it's usually in the 

90s. "), laboratory results (liThe bilirubin was 6.6.") and activities 

of daily care ("She gained 40 grams.") provided parents with the numbers 

for monitoring. Monitoring was used by a parent to judge his/her infant 

against objective criteria ("I've checked to see what's normal, the 

respiratory rate's always about this normal.") and against a subjective 

or value criterion (" ••• like say 130 to 160 and tell you what she is 

doing like fair, good and poor. "). Monitoring was also used by a parent 

in watching over problems that the infant was currently having ("Her 

blood count dropped yesterday and they might have to start giving her 

blood. ") and in watching for problems the baby was likely to have 
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(" ••• like when the machine goes off, not all the time is he not 

. breathing. "). Lastly, a parent used monitoring to be aware of care 

the infant had recei ved (Mom reported the exact number of hours that 

the baby was on oxygen.); care currently being received ("Her blood 

sugar's staying up and it's stabilizing."); and the infant's progress 

in terms of care received ("Her bilirubin, we don't have to worry about 

that any more. "). 

Framing 

Framing was identified as another of the three core variables 

in the processing of a cognitive schema for parents of ill infants 

(see Figure 7). Framing for parents was recognizing the commonality 

among information b'its (categorization) and then drawing on that common

ality to account for what was happening during illness-related events 

and situations (explanation). The framing prOVided a support structure 

for the formulation and use of a cognitive schema. The frame evolved 

from the process of formi ng. The frame 1 ed to use of the cognitive 

structure when changeability of illness-related events and situations 

was perceived as minimal by the parents and led back to formulation 

if changeability was perceived as moderate or strong. 

Categorization 

During the forming process, a significant volume of information 

was gi ven to the parents (i nci tement) and was the resu 1t of parents' 

active pursuit of information (formulation). To be able to consider, 

think about, infer from and ultimately to use that information, parents 

sought a common theme that could classify all that they knew at that 
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point. The recognition of a common theme among many bits of information 

that parents were made aware of during forming comprised the initial 

phase of the framing process or the categorization of cognitive schema. 

Categorization for parents was the classification of the totality of 

their knowledge into its most basic unit. Two categories were identi

fied in the grounded theory methodology (see Figure 8). Parents of 

preterm infants employed the category limy baby is 1 i tt 1 e" to account 

for a 11 that was happeni ng. Parents of fu 11 term infants whose on 1 y 

reason for admission to critical care was a congenital defect or birth 

complication employed the category limy baby needs repair". This vari

ance in categorization arose from information exchanged during the 

forming process since information would by necessity vary by clinical 

diagnosis. 

The category limy baby is little" was recognized by parents of 

preterm infants based on the infant's immatur'j ty ("Immature, that's 

it. That's all it is. "); the infant's gestational age ("Cause she 

is just a 26 weeker ••. "); the infant not being a term infant (" •.. normal 

things that even older children would have."); and, the infant's small 

size (" •.• she's so tiny."). The category limy baby needs repair" was 

recognized by parents of full term as based on evidence of a condition 

requiring remedy (liThe tests showed he had all these holes in his 

heart. "); the possibility of a remedy ("They say they can fix his heart 

stuff when he is a little older. ", Mom said they were taking care of 

her baby by giving him antibiotics to get rid of the infection.); and, 

on actua 1 repairs done ("He' s here to get over the surgery he had, 

that fixed that thing like what that baby had over there. "). 
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Explanation 

Once a parent was able to reduce the totality of his/her know

ledge to its most basic unit (categorization), the category was then 

used to account for all that was happening during illness-related events 

and situations (explanation). For the parent of a preterm infant, 

the category "my baby is little" brought about the explanation "it's 

normal with little babies" (see Figure 8). For a parent of a term 

infant, the category "my baby needs repair" brought about the explana

tion "it's normal with babies like mine" (see Figure 8). 

The explanation "it's normal with little babies" was used by 

parents of premies to account for illness-related events and situations. 

Parents deduced that what was happening was due to being little (" ••. 

she sometimes forgets to breathe. That's because they tell me her 

brai n' s not really mature enough.", "I real i ze that she is very small. 

And she's going through a lot of things and she really shouldn't be 

here now."); was common to little babies ("The nurse said most of the 

other babies are on it. It's just a procedure."); was as expected 

(Mom's impression of the situation was the baby was doing as expected 

for his size and gestational age.); and, meant a lengthy hospitalization 

(" .•• baby could go home. And they say four pounds ... I realize she's 

very small and has awhile to go. "). 

For parents of a term infant, the category "it's normal with 

babi es 1 ike mi ne" accounted for what was happeni n9 in ill ness-re 1 ated 

events and situations. Occurrences encountered by these parents were 

due to the repair process common to babies with a specific condition 

("They say babies with an infection like his need the antibiotics for 
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three weeks. ", liThe tube is for feeding him since babies who had his 

type of operation can't eat until it is OK. "); and, the problems and 

progress of the infant were typical (liThe doctor says he is, kind of, 

leaki ng around the surgery but most babi es do that for awhile after

wards.", "Most babies with this go home in 10 days."). 

Being able to explain the illness-related events and situations 

already experienced gave the parent a sense of meaning for those 

encounters (it's normal), a sense of clarity about what was happening 

(this is why that occurred or is occurring) and, a sense of predict

ability (this is likely to happen). At the point of explanation, the 

parent had formed a cognitive schema. The cognitive structure was 

simple having neither great detail nor integration of all aspects of 

the experi ence. Wi th exp 1 anat i on, a parent ei ther moved on to us i ng 

the cognitive structure or returned to the forming process. The move 

to using or the return to forming was dependent on the perceived change

ability of illness-related events and situations (see Figure 8). 

Changeability 

Parents perceived changeabi lity when illness events and situa

tions occurring subsequent to explanation varied from the original 

explanation or were inconsistent with the explanation. Occurrences 

i ndi cated changeabi 1 i ty when the occurrences were unexpected by the 

parent ("I assumed that if it got started, pretty much go as plan

ned •.. ", "Before she was not havi ng these for a couple of days and 

now she started up again. "); were new to the parent ("I was here one 

time and that scared me because I didn't know what it was, and I was 
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like, what is happening to my daughter."); or, were different in some 

way (Mom felt very different when seeing things being done to her baby 

than when she heard about them over the phone.). Since the explanations 

parents had reached were based in normal i ty, changes were interpreted 

as bad (Mom felt that things were not going well at all, Mom interpre

ted the increase in the ventil ati on setti ngs as a "bad si gn". ); or, 

at least frightening ("Every new test that they do worries me".). 

Seeing changeability in illness-related events and situations 

was not an unusual experience for parents ("You believe, you start 

to believe wait for the unexpected is what you do. "). After encounter

i ng one or more occurrences i ndi cat i ng change, parents began to expect 

change almost on a daily basis ("I actually go from day to day hoping 

a lot that it's going to be alright."). No evidence supporting a daily 

encounter with change-ability was, however, found in the data. Parents 

did live a day to day existence (" ••• you deal with the present", "What's 

important is what is happening today."). 

With a perceived change, a parent concluded that he/she knew 

little about all that was happening to the infant ( ••. she felt as though 

she really didn't know anything that was happening.) or was missing 

a crucial dimension in the understanding of illness-related events 

and situations (. •• Mom felt she had learned a lot but not enough., 

" ••• then a pi ece that we di dn' t know that was supposed to be in the 

puzzle is suddenly missing."). To incorporate changes and to make 

sense of those changes, parents returned to the formulation phase of 

the forming process. Parents inquired about changes seen (" ••• what 

is happening to my daughter. "), conversed with the staff ("They say 
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we 11 she's not doi ng any of those other thi ngs ••• "), and monitored 

,the infant ("Get all her statistics. All her vital signs. See if 

they've changed. "). Changeabi 1 i ty a 1 so drove parents to hei ghtened 

observation (" ••• because I know that if I leave and come back something 

could happen whi le I was gone. "). Information obtained by the return 

to formulation was fit to categorization ("I found out today this is 

not uncommon for premature babies."). The categorization remained 

unaltered by the information. The explanation was modified slightly 

to account for the vari ati on on "what is normal II that was di scovered 

by learning about the change (" ••• it looked like he had a set back ••• but 

it seems like everything is fine now. "). 

Using 

When changeability was perceived by the parent, the explanation 

arrived during the framing process was deemed inadequate by the parent 

and lead back to the formulation phase of the forming process. The 

formulation process then modified to some extent the parent's explana

tion of what was happening with his/her infant. If change was again 

perceived, the explanation - formulation - explanation cycle recurred. 

In the presence of repeated instances of perceived changeability, 

parents cycled again and again through the explanation - formulation 

- explanation loop of the processing to a cognitive schema. 

When parents did not perceive changeability in illness events 

and situations or the changeability was at a level that did not drive 

formulation, the explanation arrived at through the processes of forming 

and framing lead to use of the cognitive schema. The parent used 
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his/her newly formed cognitive structuring of illness events and situa

tions to anticipate and to care (see Figure 7). Using for the parent 

was employing his/her knowledge of the illness to accomplish two pur

poses, namely to foresee likely occurrences and to administer to the 

infant. 

Anticipation 

Anticipation was identiied as one of the two categories charac

terizing the using process for parents of ill infants. Parents 

anticipated events and situations that were likely to occur during 

the remainder of the infant's hospitalization and also anticipated 

the infant's discharge to home. Parents based these anticipations 

on the belief that the infant would show progress through the hospital

ization and also on the belief that the infant would survive (see Figure 

8). These beliefs grew out of the explanation that was used to frame 

illness events and situations ("it's normal with little babies/it's 

norma 1 wi th babi es 1 i ke mi ne"). These bel i efs were a 1 so i nfl uenced 

by the changeability already experienced by the parents. Progress 

and survival could not be predicted or assured because the parent did 

not know all the possibilities ("I just don't know all the possibilities 

so it's difficult to predict anything.") and no one had all the answers 

("It'd be great if someone could say 'OK, well, she's going to make 

it ••• day she is going home ••• she wouldn't have any more of these ••• but 

they can't do that'. "). Parents were only able to believe in progress 

and survival because there was always the possibility that the situation 
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could shift to lack of progress and non-survival (" ••• the odds are 

with her ... but there's always the possibility she might not make it. "). 

Believing in the baby's progress allowed parents to foresee 

changes in levels of care (Mom was sure the baby would move into the 

10 nursery in about 2 days.); to set aside previous problems and 

concerns (" ••• the respiratory distress •.• I wouldn't necessarily say 

you'd forget but there's no reason to thi nk about it any more. "); and, 

to generate timetables for care provided ("Now progressive feedings, 

then progressing to get the IV out ... then progressing to leaving"). 

Believing in the baby's survival allowed the parents to speculate on 

the length of stay ("I wouldn't be surprised if she had to stay here 

like until she is full term ••• ") and to begin to think about discharge 

needs ("I guess that sometimes they send you home with a monitor ••• "). 

Caring 

Caring was identifi,ed as the second of the two concepts in the 

us i ng process of a cognitive schema for parents of ill infants (see 

Figure 7). Caring behaviors were based in the explanation of illness

related events and situations but anticipating that the baby would 

progress and survive provided the impetus to caring for the parents. 

Caring was first, the actual proviSion of physical and psychological 

care and second, the influencing of physical care provided by other.s 

(see Figure 8). 

A parent used his/her cognitive schema to give the infant physi

cal and psychological care. Understanding what was "normal" for his/her 

infant led- the parent to modify his/her behavior in order to satisfy 
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the "normal" needs ("I didn't breast feed my other children and then 

this one I am because anything that will help her along ... "). This 

understanding also led a parent to caring activities directed at 

"norma 1" prob 1 ems (Dad dona ted blood on that day to be used for the 

baby., Mom immediately reaches in, shakes the baby and the alarm 

stops.). Believing that the child was making progress and was likely 

to survive motivated parenting activities that would be given to any 

infant including feeding ( ••• Mom started to prepare the baby for 

feeding.); clothing ("I went out and bought her premie clothes. "); 

providing comfort (Mom spent some time covering the isolette with 

blankets so that it would be darker inside the isolette.); and holding/ 

bonding (Mom figured out the best time to visit ••• she could touch her 

baby, talk to her baby ..• ). These parenting activities accounted for 

the "normal" condition of the baby (Mom did not want to keep her baby 

out "too long" because that wouid "stress" the baby and might interfere 

with growth.). Ca re provi ded in 1 i ght of the "norma 1" condi t i on of 

the infant followed a routine (Mom said she was following the instruc

tions one of the nurses gave her.) and the parent sought verification 

of the care provided (Mof11 was getting the baby out of the isolette ..• 

and asked "I want to but do you think I should now?"). 

Parents also used a cognitive schema to influence the physical 

care given to the infant by others. Influence was limited to areas 

of care that were best understood by the parent, that is, areas of 

care in which he/she was directly involved. Other areas of care were 

deemed as medical (liThe medical, you leave up to them. Realistically 

that is a 11 you can do. ") or demandi ng the experti se of an expert 
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(" ••• she has professionals who know how she's doing and I might not. "). 

Infl uence was subtle and di rected primari ly at the nurse but also to 
• 
the physician. Within the realm of familiar care, parents used their 

knowledge to double check on care provided ("you like to make sure 

that they know what they are doing ••• you read a little bit ••. "); and, 

to assure continuity ("I ask them questions to make sure that they 

know ... a11 the things she likes."). Parents also used their knowledge 

to encourage everyone to provide a certain level of care ( ... Mom 

directed the nurse's activities towards making the water bed available 

to her baby again.), to promote careful observation of the baby (Mom 

brought in a mirror ..• she would put it in the isolette so everyone 

could see the baby's face.); to assure that care was delivered on 

schedu le (Mom sai d she just wanted her baby fed now.) and, to manage 

"norma 1" prob 1 ems (" I wi 11 make them do somethi ng about it today."). 

Synopsis 

From the constant comparative analysis of interviews and field 

notes, three processes central to the formati on and use of a cogni ti ve 

schema for parents of ill infants were identified. The three processes 

were labeled forming, framing and using. The forming process was 

initiated by incitement and progressed through formulation. The framing 

process followed the forming. The framing process involved categori-

zation which then induced explanation. Perceived changeability 

influenced movement in the process at the point of explanation. If 

changeabi 1 i ty was percei ved by the parent, process i ng returned to the 
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If changeability was not seen by the parent, the 

processing moved toward using. In the using process, anticipations 

took shape and caring occurred. 
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CHAPTER V 

DISCUSSION, IMPLICATIONS AND RECOMMENDATIONS 

Chapter Five presents a discussion of the results from this 

study of coping with uncertainty for parents of ill infants. Implica-

tions for nursing research and nursing practice are identified. In 

the last section of this chapter. recommendations for further study 

of uncertainty for parents of ill children are discussed. 

Discussion of the Results 

The discussion of the results and conclusions drawn from the 

data reflect the specific aims of this research. Those aims are: 1) 

to gain an understanding of how parents of ill children cope with the 

uncertainty inherent in illness events; 2) to examine and further 

develop a conceptual framework of the process of parental coping with 

uncertainty; and 3) to test three instruments proposed to measure 

uncertai nty, apprai sa 1 and copi ng behavi ors in the process of copi ng 

with uncertainty for parents of ill children. 

Coping with Uncertainty for 
Parents of III Infants 

Methodological triangulation was used in this study to gain 

an understanding of how parents cope with illness uncertainty. Specifi-

cally, a descriptive design examined outcomes and relationships among 

outcomes in a proposed Parent Coping with Uncertainty (PCU) model. 

Grounded theory methodology was used to discover processes central 
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to formi ng and us i ng a cognitive schema by parents of i 11 infants. 

Cognitive schema was the proposed end result in the PCU model. The 

following discussion combines the results of the two methodologies. 

The discussion is organized about the PCU model incorporating the 

descriptive results and the grounded theory conceptualizations. 

The PCU model begins with the parents' perceptions of the uncer

tainty inherent illness-related events and situations. The qualitative 

methodology discovered that in the time soon after the infant's birth, 

parents perceived little to no uncertainty about illness related events 

and situations. The time of low uncertainty was labeled the incitement 

phase in the forming of a cognitive schema. During incitement, parents 

were told about their child's illness, its treatment and its likely 

course by others in the envi ronment. Parents felt well informed by 

the frequent exchanges of information provided by the medical staff 

and also by the nursing staff. Information provided by others gave 

parents some sense of the probabilities associated with the illness. 

Being told about it by others imposed a structure of understanding 

on the complexity and ambiguity of illness-related events and situa

tions. This structure of understanding was not generated by the parents 

but was accepted at face value as a source of meani ng, clarity and 

predictability for the illness experience. 

As parents were told more and more by more and more indiViduals, 

the parents began to see inconsistencies, inaccuracies and omissions 

in the information provided, that is, parents began to perceive uncer

tainty about illness-related events and situations. Inconsistencies 

arose when exp 1 an at ions of ; 11 ness events prov; ded by others ei ther 
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contradicted previous information received or left in doubt the validity 

of previous explanations. The inconsistencies made parents aware that 

there was more than one meaning or interpretation: of illness experi

ences. Inaccuracies arose about the predictions made by others as 

to the time course of care and recovery. Predictions by others were 

either invalidated by failure to meet the stated time tables or by 

the repeated amending of time tables as their immediacy grew near. 

Inaccuracies made parents aware that illness events and situations 

functioned more as probabilities than as knowns. Omissions arose when 

information previously received failed to account for ongoing illness 

experiences or failed to mesh into a unified whole desired by the 

parent. Omissions made parents aware that their information was defi

ci ent and in actual i ty was unstructured. At that time, ill ness events 

and situations generated a strong potential for perceived uncertainty 

because the stimuli had multiple meaning, were unstructured, were 

inconsistent, functioned with probabilities and demonstrated an infor

mation deficit (Border, 1955; Budner, 1962; MacKay & Bever, 1967; 

Norton, 1975). 

Awareness of inconsistencies, inaccuracies and omissions in 

the information told to the parents by others was evident in the quali

tative data as early as two days following the infant's birth. All 

parents appeared to reach thi s awareness between two and fi ve days 

after birth. Initial perceptions of uncertainty measured at two to 

four days following birth reflected and quantified the uncertainty 

experienced. Parents' perceptions of global uncertainty were high 

with a mean total scale score of 88.3 (s.d. 15.14) and a range of 59 
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to 131.. The mean tota score for this sample was high compared to 

previous studies of uncertainty for parents of ill children with means 

ranging from 67 to 81 (Mishel, 1988). The wide range of scores on 

the initial PPUS may reflect measurements of uncertainty taken over 

a time of growing awareness of inconsistencies, inaccurancies and 

omissions. Higher scores could relate to measurements taken at four 

rather than at two days post birth. A nonsignificant positive correla

tion (r = .15, p = .366) between the total initial uncertainty score 

and time to its administration was demonstrated in the data. Reflecting 

their awareness, parents perceived unpredictability as the highest 

type of uncertainty followed by ambiguity, lack of information and 

complexity. 

Appraisal is the second variable in the PCU model. The results 

of the AQ demonstrated that parents experienced a wide range of emotions 

in appraising their perceived uncertainty. Emotions characterizing 

a threat appraisal predominated but emotions for opportunity and harm 

were also felt. Folkman and Lazarus (1985) suggest that the multi

dimensional nature of most person-environment transactions favors the 

formation of more than one appraisal of an event or situation. The 

qualitative results demonstrated a smaller range of emotional responses 

to the awareness of uncertainty. Parents were concerned about, troubled, 

fearful and worried about their uncertainty. Clearly, the emotions 

evident in the qualitative data focused on the danger inherent in uncer

tainty. Emotions characterizing opportunity were absent in the 

qualitative results. 
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Of the multiplicity of emotions experienced by parents, only 

those emotions characterizing harm were significantly related to per-

ceived uncertainty. Harm was positively correlated to the complexity 

(r = .36) and to the ambiguity (r = .63) perceived by the parents. 

Cohen and Lazarus (1973) propose that events and situations associated 

with incapacitating illness and damage to a loved one are most likely 

to be appraised as harmful. Lipowski's (1970-1971) conceptualization 

of illness as an enemy is a 1 so cons i stent wi th the harm appra i sa 1 

reached by parents. 

In appraising uncertainty as harmful, parents judged that the 

complexity and ambiguity of illness-related events and situations were 

actually damaging their own well-being and/or the well-being of their 

child. This harm appraisal is expected given the roles parents are 

to assume in the care of their child and with the life threatening 

nature of the infant's illness. Hymovich (1976) suggests that when 

a child is ill, the parents are called upon to understand and manage 

their child's illness. When illness stimuli are complex and ambiguous, 

parents are unable to reach an understanding of all that is happening. 

Given that illness, especially life threatening illness, is generally 

assumed to be injurious to the individual, parents generalize this 

assumption to all that is poorly understood about their infant. Parents 

may not know what is happening but they feel that their baby is harmed 

by the uncertainty inherent in illness-related events and situations. 

When illness stimuli are complex and ambiguous, parents are unable 

to reach an understanding of what role they are to play in the illness 

(Mishel, 1983). With uncertainty present, parents are unable to act 
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as decision makers and provider of care. Parents are rendered power

less, helpless by their inability to act in parental roles (McCollum 

& Gibson, 1970). Parents are unable to protect their infant from the 

injury associated with the life threatening illness. Parents are unable 

to perform the normal nuturing activities such as bonding, feeding 

and clothing. This inability to act is likely to be judged by the 

parent as harmful to personal well-being, the baby's well-being and 

the well-being of their parent-child relationship. 

The emotions associated with appraisals of opportunity and threat 

did not relate to the uncertainty perceived by the parents. The 

appraisal of an event as an opportunity requires that an individual 

be cognizant of its benefit to well-being (Lazarus & Folkman, 1984); 

be capable of recognizing and focusing on its favorable aspects (Taylor, 

1983); and, be able to redefine the situation as a chance for growth 

(McCubbin, 1984). For these parents, the immediacy of the life-death 

experience of their child's illness gave no indication of benefit to 

well-being. The inconsistencies, inaccuracies and omissions that 

parents became aware of negated the use of a structure of understanding 

imposed by others for recognizing, focusing or redefining their illness 

experiences. An appraisal of opportunity was not possible as also 

was an appraisal of threat. Threat concerns damage to well-being that 

has not yet taken place but is anticipated (Lazarus & Folkman, 1984). 

Given parent's lack of a cognitive structure, the consequences of uncer-· 

tainty could not be realized beforehand but only felt at the time actual 

damage to well-being occurred, that is, when well-being was harmed. 
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Copi ng efforts is the thi rd vari ab 1 e in the PCU modeL The 

results of the WOC demonstrated that parents utilized both problem 

focused and emotion focused ways of coping when encountering uncertain 

illness-related events and situations. The emotion focused or inwardly 

directed efforts dominated the coping strategies used. The quantitative 

results demonstrated that problem focused or outwardly directed efforts 

were used 1 ess frequently than four of the seven emotion di rected 

efforts. This dominance of emotion focused efforts is consistent with 

the work of Folkman, lazarus, Dunkel-Schetter, Delongis and Gruen (1986) 

which found that when the well-bei ng of a 'loved one was at stake, 

individuals used more emotion focused coping and less problem solving 

than in stressful encounters not involving the well-being of a loved 

one. The quantitative findings, however, were not consistent with 

the qualitative findings. The qualitative results discovered and 

identified action strategies directed at the problem of uncertainty 

and its associated appraisal. Problem focused strategies were used 

exclusively. 

The discrepancies between the quantitative and qualitative 

fi ndi ngs about copi ng efforts used by parents in respondi ng to the 

appraisal of uncertainty have three possible explanations. First, 

the administration of the Ways of Coping Checklist did not coincide 

with the initial use of action coping strategies as parents moved from 

incitement to formulation in the processing of a cognitive schema. 

Methodological triangulation does not assure that both research method

ologies will measure the phenomenon of interest in similar ways nor 

at the same time (M. Mishel, personal communication, April 1, 1988). 
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In coping with the harm associated with uncertainty, parents may have 

first responded by managing distressing emotions and then acted directly 

on the problem of uncertainty itself. Lazarus and Folkman (1984) 

suggest that emotions may interfere with the implementation of problem 

so 1 vi ng, thereby, requi ri ng management of emotions pri or to management 

of the problem. Second, the woe was inadequate in measuring the speci

fic coping efforts demonstrated by parents in the qualitative results. 

No statements on the woe precisely reflected the actions of inquiring, 

observing, conversing, monitoring and comparing seen in the processing 

of a cognitive schema. The only two items (1 and 2) on the woe that 

resembled these activities were the fourth and fifth most frequently 

used single strategies among the 54 items. The woe was valid, that 

is, meaningful to parents, but failed to accurately measure their coping 

activities. The third explanation for discrepancies between the results 

of the two methodologies was that the qualitative design failed to 

identify the emotion focused coping efforts. Actions are more easily 

verbalized and observed than undertakings directed inward to the self. 

Si nce the qua 1 i tat i ve fi ndi ngs were grounded in words and sights, the 

emotional coping may have been overlooked. 

For the quantitative findings, examination of the relationships 

between types of appraisal reached and coping efforts used by the 

parents revealed only two statistically significant relationships. 

Appraisal of uncertainty as harm correlated positively to self-blame 

(r = .53) and also to wishful thinking (r = .44). Judging harm to 

personal well-being, to the well-being of the infant, and to the well

being of the parent-child relationship led a parent to blame oneself 
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for the problem and also to wish things were different. In wishful 

thinking, the parent held hope for the future. Comaroff and Maguire 

(1981) found that the hope of progress and long term survival becomes 

a preoccupation for parents of ill children as they encounter ambiguity 

in illness-related events and situations. Hope allows parents to become 

involved in the illness experience and in the care of their child 

(McCollum & Gibson, 1970). Self-blame is a frequen'tly reported emo

tional response to the experience of illness (Chodoff, Friedman & 

Hamburg, 1964; Horan, 1982; Tennen, Affleck & Gershman, 1986). Self

blame serves in denying the intolerable conclusion that no one thing 

is respons i b 1 e and more important 1 y, that noth i ng favorab 1 e is 1 i ke 1 y 

to occur as a consequence of the illness events and situations (Chodoff, 

Fri edman & Hamburg, 1964). Se If-b 1 arne is a natura 1 response to the 

inability of parents to act in normal roles as decision makers, pro

vi ders of care and protectors from harm for thei r chi ldren. Tenner, 

Afflek and Gershman (1986) link self-blame among parents of infants 

with perinatal complications to perceived control suggesting that in 

b 1 ami ng oneself, one be li eves he or she can contro 1 recurrence of the 

event and control future outcomes of the stressful event. Lazarus 

and Folkman (1984) suggest that with self-blame the individual heightens 

his or her emotional distress in order to mobilize for subsequent direct 

action. Actions directed toward perceived uncertainty were clearly 

evident in the qualitative results as parents moved from the incitement 

phase of forming to the formulation phase. 

Cognitive schema is the fourth and final variable in the PCU 

model. In the quantitative design, results demonstrated a' decrease 
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in perceived uncertainty over time. In this study, it was presumed 

that a change, that is, a decrease in uncertainty would reflect the 

presence of a cognitive schema. The results of the qualitative design 

clearly demonstrated the forming, framing and using of a cognitive 

schema by parents of ill infants. 

In the descriptive results, total perceived uncertainty and 

the uncertainty types of ambiguity, lack of information demonstrated 

statistically significant decreases across time. Using Mishel's (1981, 

1983) conceptualization of uncertainty, the reduction in perceived 

ambiguity suggested that parents were better able to place illness

related events and situations into a comprehensive gestalt. The decrease 

in perceived lack of information suggested that parents felt that infor

mation was more available to them because information was being shared 

to a greater extent by the staff or was now known rather than unknown. 

Perceived complexity and unpredictability of illness-related events 

and situations remained uncharged. McIntosh (1974) as well as Comaroff 

and Maguire (1981), Jessop and Stein (1985) propose that the complexity 

and unpredictability of illness experiences are likely to remain 

unresolved for long periods of time. 

The question of how these changes in perceived uncertainty came 

about was also examined in the research. In the descriptive design, 

coping efforts mobilized by the parents in response to their appraisal 

of uncertainty were correlated with the repeat uncertainty measures 

Six positive correlations were found to exist. All coping efforts 

significantly related to the repeat measure were emotion focused which 

suggest that use of these efforts by parents 1 ed to an increase not 
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the observed decrease in uncertainty. The repeat measure of complexity 

.was related to detachment, self-blame, keep to self and tension reduc

tion. McCollum and Gibson (1970) suggest that parents of ill children 

will use detachment and solitude to isolate themselves from the problems 

of illness and thereby, ward out recognition of the harm done to the 

child. The repeat measure of ambiguity correlated with self-blame 

and tension reduction. The strategies of self-blame and tension reduc

tion direct coping efforts inwardly to the self not outwardly to the 

problem generating the stressful emotions (Folkman & Lazarus, 1985). 

In the longitudinal descriptive design, ways of coping were 

measured at approximately 2.5 days following the infant's birth and 

changes in uncertainty at approximately eight days following birth. 

The ways of coping used by parents at 2.5 days did not account for 

the change in uncertai nty demonstrated at ei ght days. Clearly, some 

process not evident on day 2.5 intervened in the approximately six 

days between measures. From the work of Berlyne (1957), Budner (1962), 

Kaplan and Kaplan (1982) and Mishel (1986b). change in uncertainty 

could result from any of three conditions: elimination of uncertain 

events; variation in the characteristics of uncertain events; or, 

formation and use of a cognitive schema. Data for the repeat measure 

of uncertainty were collected only from parents whose infant remained 

hospitalized in intensive care, thus. eliminating the first condition 

for change in uncertainty. The infant's status in terms of care 

required did not vary dramatically from that measured at 2.5 days to 

that at eight days which likely eliminates the second condition for 

change. Forming and using a cognitive schema accounted for the change 
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in uncertainty. The grounded theory results suggested that a transition 

from passive acceptance of information (i ncitement) to active pursuit 

of information (formulation) in the forming of a cognitive schema 

occurred at approximately two to five days following birth. The coping 

actions demonstrated by parents during forming and framing account 

for the presence of a cognitive schema at day eight. 

Three processes central to the forming and using of a cognitive 

schema were i dent ifi ed in the grounded theory resu lts. These three 

processes were labeled forming, framing and using. 

The forming phase was characterized by incitement and formula

tion. Incitement initiated the forming process. In incitement, parents 

were told about what was happening during illness-related events and 

situations. The tellers of information were primarily the physicians 

but to some extent were nurses. Parents also examined their past life 

experi ences and general knowledge to fi nd a fi t of past to present. 

Taylor and Crocker (1981) suggest that searching through existing 

schemata to fi nd congruency between past ex peri ences and the present 

experience generally begins information processing. For these parents, 

congruencies were generally not discovered in an examination of the 

past or when a congruency was felt to exist, the tellers of information 

nullified the past to present linkage. As consistent with the work 

of Taylor and Crocker (1981), the incongruent i nformat i on present in 

illness-related events and situations lead parents to abandon pre

existing schemata. During incitement, parents relied on the information 

given to them by others and did not actively seek information. As 

severa 1 parents stated, you have to know somethi ng about somethi ng 
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before you can find out something more. The tellers of information 

provided the structure for information input and information organiza

tion for the parents. As more and more information was given by more 

and more tellers, the teller imposed information structure demonstrated 

inaccuracies, omissions and inconsistencies to the parents. The parents 

became aware that the imposed structure they were relying on did not 

provide meaning, clarity, predictability nor contained adequate infor

mation. Parents were troubled by this lack of structure, that is, 

by their perceived uncertainty. Using the information received during 

incitement, the parents moved on to formulation or the active pursuit 

of information. 

The uneasiness parents felt about the uncertainty experienced 

in the incitement phase and the ensuing information seeking behaviors 

were consistent with Mishel's (1986b) uncertainty-danger-coping linkage. 

Uncertainty appraised as a danger to well-being results in arousal 

and forces action to reduce the arousal (Mishel, 1987a). Information 

seeking is the primary action oriented coping strategy in situations 

that are novel, ambiguous, in which information is lacking, which are 

appraised as aversive and which curtail direct action (Berlyne, 1977; 

Cohen & Lazarus, 1979; Mishel, 1986b, 1987a). Mishel (1987a) proposes 

that the purpose of obta i ni ng i nformat ion is to reduce or reso 1 ve the 

problem of uncertainty, and thereby, diminish or reduce arousal. 

In formulation, parents employed five action strategies including 

inquiring, conversing, observing, comparing and monitoring. The stra

tegies of inquiring and conversing are consistent with Berlyne's (1950, 

1957, 1960) work in curiosity and conflict. To resolve the drive state 
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induced by curiosity, individuals employ exploratory behaviors such 

as asking questions and eliciting verbal behavior from others (Berlyne, 

1960). Leventhal, Nerenz and Steele (1984) suggest that social communi

cat i on wi th others in the illness envi ronment is a cruci a 1 source of 

information in the forming of an illness representation. The results 

of this study varied from that of Leventhal, Nerenz and Steele (1984) 

in demonstrating that the nurse was more important or at least as 

important as the physician in social communication. Observing, comparing 

and monitoring provided information for the processing of the objective 

features of the illness stimuli including location, purpose, function 

and configuration of objects in the illness environment. Leventhal 

and Nerenz (1983,1985) suggest that forming as illness representation 

requires processing of objective aspects of the ~llness. As information 

was gathered by the parent from the five action strategies, t'elation

shi ps between i nformat ion bi ts were sought. An answer to a question 

was associated with an observation. Observations of the parent's infant 

were related to observations of other infants. 

When sufficient information was gathered, the parent would 

categorize the information. With categorization, the parent moved 

from the process of formi ng to the frami ng of a cognitive schema. 

Hayes-Roth (1977) refers to this categorization of data as an assembly. 

An assembly reflects all information and all relationships among infor

mation bits simultaneously apprehended (Hayes-Roth, 1977). Parents 

of preterm infants assembled information into the category "my baby 

is little" while parents of term infants used a "my baby needs repair" 
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category. Lurigio and Carroll (1985) expect that variations in experi

ence lead to important differences in schema content and application. 

With data categorized in a meaningful way, parents were able 

to frame an explanation, that is, a statement that clarified or 

accounted for all that was happening during illness-related events 

and situations. Parents of both premature and term infants used normal

ity to frame their explanations. Parents saw normality in the abnormal 

events and situations they were experiencing. This emphasis on the 

favorable aspects of illness experiences suggests that explanations 

were illusion based. Taylor (1983) defines illusions as beliefs con

structed from facts that are viewed by the individual with emphasis 

upon their positive aspects. Mishel (1986b) suggests that illusions 

permit positive appraisals of uncertain and troublesome events. 

With categorization and explanation, parents had formed a cogni

tive schema for illness-related events and situations. The cognitive 

schema made illness experiences meaningful, clarified aspects of experi

ences and accounted for what had occurred. The cognitive structure 

was ready for the processing of incoming information and for directing 

subsequent actions by the parents. 

Movement beyond framing of the cognitive schema for these parents 

was depend on the incoming information. Of information was congruent 

wi th hi s/her exi sti ng cogniti ve schema, a parent moved forward to the 

using process. If information was incongruent, the parent returned 

to the formulation phase of the forming process. 

Incongruencies were found with information that was new, unexpec-

ted or different in some way. Incongruencies suggested change in 
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illness events and situations. The parent's existing cognitive schema 

could not account for the change and, as a result, the parent perceived 

uncertainty. Parents were clearly troubled by the uncertainty. Parents 

returned to formulation to resolve the uncertainty. The incongruent 

information lead to observing, conversing, inquiring, comparing and 

monitoring. Incongruencies appeared to, then, be incorporated into 

the existing cognitive structure without any significant modification 

of the structure. Taylor and Crocker (1981) suggest that inconsisten

cies are generally encoded into existing schemata being construed as 

special cases or subcategories. Continuing encounters with incongruent 

information create a cycle of explanation-formulation-explanation

formulation. 

When parents did not perceive change in illness events and 

situations, the cognitive schema created by forming and framing was 

used to anticipate and to care. Abelson (1981) states that event-based 

schemata permi t inferences about the potentia 1 occurrence of a set 

of events. Parents held beliefs that their infant was likely to 

progress and to survi ve. Gi ven the presence of a cogni t i ve schema 

and anticipation of a positive outcome, parents mobilized energy in 

purpos i ve, consci ous actions. As suggested by Leventha 1, Nerenz and 

Steele (1984), the behaviors of parents reflected the basic features 

of the illness representation. Caring activities were limited to areas 

of care most familiar to the parents. Aspects of care beyond the scope 

of the cognitive schema were at most influenced by parental actions. 
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Synopsis 

• From the descriptive results, parents perceived high levels 

of uncertainty when measured at approximately 2.5 days following the 

ill infant's birth. Appraisal of uncertainty as harmful to well-being 

was correlated with perceived ambiguity (r = .63) and complexity 

(r = .36). The coping efforts of self-blame (r = .53) and wishful 

thinking (r = .44) were related to the harm appraisal. Significant 

decreases in perceived ambiguity and lack of information were demon

strated when uncertainty was measured again at approximately eight 

days following birth. 

From the grounded theory methodology, three processes central 

to cognitive schema were identified (forming, framing, using) were 

discovered and conceptualized. When uncertainty was perceived, parents 

actively sought information in forming a schema. With sufficient infor-

mation, information was categorized to frame an explanation of illness 

experiences. With framing, schema was created and used by the parents. 

Methodological triangulation accounted for consistencies and 

inconsistencies across quantitative and qualitative results. The model 

of coping with uncertainty was supported through triangulation. 

The Parents' Perception of Uncertainty 
Scale, Appraisal Questionnaire and the 
Ways of Coping Checklist 

Adequate internal consistency reliability and content validity 

of the PPUS, AQ and WOC were demonstrated in this study. The estimate 

of content va 1 i di ty, however, was recogni zed as a crude measure us i ng 

arbitarily selected criteria. Given evidence supporting the psychometric 
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properties of the three instruments, it could be concluded that the 

instruments were useful measures of the experience of uncertainty, 

appraisal and coping for parents of ill infants. Several other consi-

derations must be accounted for in concluding this test of the three 

instruments. 

~onc 1 us ions on the AQ must account for the wri tten responses 

added to the questi onnai re by several parents. The majori ty of the 

emotions added to the AQ by the parents were argued to be restatements 

of items already present in the questionnaire since written in responses 

and their equivalents were used to the same degree. The written in 

responses may represent more understandable and/or more explicit state

ments of the emotions experienced with appraisal of uncertainty. Subse

quent use of the AQ should consider rewording of- items to correspond 

to parent's descriptions of their feelings. 

Responses were a 1 so wri tten in by several parents on the Ways 

of Coping Checklist. Several of those responses appeared to be restate-

ments of items already on the checklist although the equivalency was 

not as evident as in the AQ. The similar responses were possibly more 

meaningful, understandable or explicit statements of efforts parents 

used in coping. Subsequent use of the checklist may consider rewording 

of some items. 

The WOC failed to account for the coping actions used by parents 

in the processing of a cognitive schema. Several explanations for 

the discrepancy between quantitative and qualitative results were 

offered earlier in the discussions of the results. 
I 

If as argued, the 

administration of the woe and the initiation of actions in the 
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processing of a cognitive schema did not coincide, then the absence 

of problem focused coping efforts in the results of the coping checklist 

is explainable. If, however, the administration of the WOC and action 

in cognitive schema processing did coincide, the WOC clearly lacked 

the ability to measure those actions. Considering the qualitative 

data and the responses written by parents, the first explanation is 

credible suggesting that administration of the checklist preceded the 

initiation of action. Subsequent use of the WOC should examine its 

ability to measure actions directly outwardly to the problem of uncer

tai nty. 

Implications for Nursing Research and Practice 

Mitchell (1986) states "knowledge of processes and patterns 

of human health behavior and of people interacting with their physical 

and soci ocu ltura 1 envi ronment is central to the further development 

of nursing" (p. 18). To build nursing science, nursing research must 

ex ami ne the i nterp 1 ay of mu 1 tip 1 e vari ab 1 es in comp 1 ex envi ronmenta 1 

settings. Historically, advances in science come about through a com

bination of inquiry into the reality of the world around us as well 

generalizations or preconceived assumptions about the reality of human 

experience (Swanson & Chenitz, 1982). This combination of inquiry 

demands research methods that can account for the subjective and objec

tive reality of life. Many nurse researchers advocate combifling several 

methodologies in studies of human responses in health and illness. 

These nurse scientists include Goodwin and Goodwin (1984), Hoeffer 
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and Archbold (1983), Knaff and Howard (1984), Mitchell (1986), and, 

Swanson and Chenitz (1982). 

This study of coping with uncertainty for parents of ill infants 

used a combined methodology in which quantitative methods examined 

a preconceived conceptualization of coping and qualitative methods 

exp 1 ored the rea 1 ity of parental copi ng. The presumed advantages of 

methodological triangulation were clearly evident in this research 

into the complex process of coping in the illness environment. 

In thi s study, the b 1 endi ng of methods provi ded a broader base 

of information than either method could alone. The processes inherent 

in copi ng as well as the outcomes reached in the copi ng process were 

elucidated. The grounded theory conceptualizations provided a basis 

for understanding the statistical and substantive significance of 

statistical analysis performed in the descriptive design. Consideration 

of the two sets of fi ndi ngs together accounted for the descri pti ve 

fi ndi ngs and supported the proposed model. From the grounded theory 

results, discovery of the presence of a cognitive structure early in 

the process of coping accounted for the descriptive results and a cycle 

of uncertainty-certainty-uncertainty later 'in the process of coping 

provided evidence for relationships proposed in the model. Arriving 

at similar conclusions by way of the two methods enhanced the validity 

of the findings. 

The results of this study implied that methodological triangula

tion is a viable strategy in the design of research investigations 

for nursing. The application principles specified by Denzin (1970) 

and Mitchell (1986) for triangulation should be followed in the design. 
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This study has two significant implications for nursing practice. 

First, nurses are important sources of information for persons experi

encing illness. In responding to the uncertainty inherent in illness

related events and situations, parents of ill children relied on the 

nurse initially to provide information and then to share in information 

interchanges. The nurse over time shifted from a secondary source 

of information to the position of most frequently used information 

source. If nurses defer reports on di agnos is, treatment and prognos is 

to physicians, as suggested by Mishel (1983), parents of ill children 

would find it very difficult to get clear, complete information. Nurses 

should consider the crucial role they play in individual's responses 

to the experience of illness. Research directed at explicating that 

role would offer guidelines for the role in clinical practice. 

The second implication of these study results for nursing prac

tice is that individuals' coping responses to illness events and 

situations are cyclic in nature. Parents of ill children cycled through 

phases of uncerta i nty-certai nty-uncerta i nty and the forms of copi ng. 

Responses to the illness uncertainty could not be thought of a linear, 

nonrscursive. In clinical practice, nurses must be aware of the cyclic 

nature of parents' responses to uncertainty. Responses by other indivi

duals in other illness experiences may also be recursive in nature. 

Nursing research should examine cyclic patterns as well as linear 

patterns in the process of responding to illness. 
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Recommendations for Further Study 

The proposed PCU model should be tested again in its current 

configuration. This study of the PCU model appeared to reflect parents' 

percei ved uncertai nty, cogni ti ve apprai sa 1 and copi ng efforts. Subse

quent study of the PCU should be timed to coincide with the cycles 

of uncertai nty demonstrated in the grounded theory results such as 

following the mother's discharge from the hospital and at times of 

perceived changeability. 

Further studies of coping with uncertainty should incorporate 

descriptive designs with much longer sample sizes. Larger sample sizes 

would permit examination of the PCU model using more sophisticated 

statistica" techniques such as multiple regression and validity checks 

of the instruments using factor analysis. This study's use of content 

validity alone for examining the instruments used was a limitation 

of the research. With larger sample sizes, examination of subgroups 

of parents would be possible. The grounded theory results suggested 

variances between parents of preterm and term infants in categorizations 

and explanations reached in response to uncertainty. Other groups 

of interest may be mothers and fathers, parents with and without part

ners, parents of short stay and long stay infants. 

In subsequent studies of coping with uncertainty, grounded theory 

methodo logy cou 1 d further refi ne the conceptua 1 i zat i on of process i ng 

of a cognitive schema. In this study, processes discovered and defined 

represented only parent's experiences during the first 17 days following 

the bi rth of an ill infant. The further formation and use of a cogni

tive schema beyond that time should be the focus of further study. 
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In the future, the grounded theory methodology should be directed 

at creation of instruments to measure parent's efforts at coping with • 
uncertainty as well as forming, framing and using a cognitive schema. 

No instruments currently exist to quantify cognitive schema. 

Following retesting of the PCU model and further exploration 

of cognitive schema for parents of ill infants, studies in other popu-

lations of parents experiencing illness of a child should be performed. 

Theory building requires testing across many populations. 

Summary 

In summary, results of the combined descriptive and exploratory 

designs provided some understanding of how parents cope with uncertainty 

inherent in illness-related events and situations. The results of 

this study implied that methodological triangulation is a viable and 

valuable design strategy for nursing research. Further study of coping 

with uncertainty for parents of ill children was recommended. 
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APPENDIX A 

PILOT TEST OF THREE INSTRUMENTS 
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PILOT TEST OF THREE INSTRUMENTS 

The three instruments used in thi s research were pilot tested. 

The instruments were the Parents' Perceptions of Uncertainty Scale 

(Mishel, 1983), the Appraisal Questionnaire (Folkman & Lazarus, 1985; 

Lazarus & Folkman, 1984), and the Ways of Coping Checklist (Folkman 

& Lazarus, 1985; Lazarus & Folkman, 1984). The purpose of the pilot 

test was to determine the psychometric properties of the three instru

ments when used in a sample of parents of ill newborns. Prior to this 

pil ot testing, none of the three instruments had been utili zed in thi s 

population of parents. 

Estimates of reliability using Cronbach's (1951) alpha were 

computed for each instrument and its subscales. Item analysis for 

each instrument was performed utilizing three generally accepted cri

teria for internal consistency (A. S. Hinshaw, personal communication, 

December, 1985; Kerlinger, 1973; Nunnally, 1978). Content validity 

of the three instruments was established using the sample of parents 

of ill infants as an expert panel. No other estimates of validity 

were obtained. 

Appendi x A reports on thi s pil ot test. The protocols for data 

collection and analysis are given. Limitations of the pilot test are 

noted. The results of data analysis and a discussion of each instru

ment's performance are then presented. Deci sions on the use of these 

three instruments to study uncertainty, appraisal and coping in the 

popu 1 at i on of parents of ill newborns conc 1 ude thi s report on pil ot 

testing. 
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DATA COLLECTION AND ANALYSIS PROTOCOLS 

Data for this pilot test were collected over an 11 month period 

in 1984 and 1985. Data were analyzed in the fall of 1985. 

Instruments 

Mishel's (1983) Parents' Perception of Uncertainty Scale is 

a 31 item self-report questionnaire that utilizes a 5-point (1=strongly 

di sagree to 5=strongly agree) Likert response format. The i terns on 

the Parents' Perception of Uncertainty Scale are sentences describing 

events and s ituati ons experienced by parents duri ng the course of a 

child's illness and hospitalization that may be felt to contain com

ponents of uncertainty. The five point response range allows for an 

'undecided response which is appropriate when a subject cannot clearly 

agree or di sagree wi th an item. If an item is not app 1 i cab 1 e, the 

subject is instructed to respond by p 1 aci ng a zero next to the item. 

The purpose of the Parents' Perception of Uncertainty Scale 

(PPUS) is to elicit information about perceptions relating to the 

uncertainty of illness and hospitalization experienced by parents of 

sick chi ldren. The PPUS has four subscales which index uncertainty 

relating to ambiguity (13 items), complexity (nine items), lack of 

information (five items), and unpredictability (four items). The unit 

of analysis for the PPUS is the individual parent encountering the 

illness and hospitalization of a child. 

At the time of the pilot test, the psychometric properties of 

the PPUS had been reported in the 1 i terature only by Mi she 1 (1983). 

From data collected in the initial testing of the PPUS on a sample 
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of 272 parents of hospitalized children, the total scale alpha reli

abil i ty was .90 and the four subsca 1 es re 1 i abil i ties ranged from • 72 

to .87. Factor analysis demonstrated four factors which was consistent 

with Mishel's conceptualization of the components of uncertainty. The 

factor analysis established construct validity for the PPUS. 

Lazarus and Folkman's (1984) Appraisal Questionnaire is a 16 

item self-report instrument that uses a 6-point (O=not at all to 5=a 

great deal) Likert response format. The Appraisal Questionnaire is 

a listing of 15 emotions experienced by persons when encountering 

environmental events or situations. A 16th item asks the subject to 

add a response that is appropri ate but mi ss i ng from the 1 i st i ng of 

emotions and then to rate the strength of that response. 

The purpose of the Appraisal Questionnaire (AQ) is to elicit 

information about the emotions experienced by an individual when encoun

tering a specific environmental event or situation. The emotions are 

indicators of how the eve'nt or situation is cognitively appraised by 

the individual. The AQ has four subscales which index emotions charac

terizing the appraisals of harm/loss (five items), threat (three items), 

opportunity (three items), and benefit (four items). The unit of 

analysis is the individual encountering a specific situation or event. 

In a given situation, the individual is asked to indicate the extent 

to which he or she feels each of the 15 emotions listed. 

At the time of the pilot test, the psychometric properties of 

the AQ had been reported in on ly one study conducted by Folkman and 

Lazarus (1985). That study described how 261 college students appraised 

taking an examination at three different time periods surrounding the 
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exam. The mean alpha reliability across the three administrations 

of the AQ was .80 for the threat subsca 1 e; .59 for the opportunity 

subscale; .84 for the harm/loss subscale; and, .78 for the benefits 

subscale. Findings from the opportunity subscale were, then, inter

preted with caution because of its relatively low reliability. An 

alpha estimate of reliability for the total AQ was not reported. 

Va 1 i di ty, beyond face and content va 1 i di ty, had not been estab 1 i shed 

for the AQ. 

The Ways of Coping Checklist (Folkman & Lazarus, 1980, 1985; 

Lazarus & Folkman, 1984) is a 67 item self-report behavioral rating 

scale that uses a 6-point (O=does not apply to 5=used a great deal) 

Likert response format. The Ways of Coping Checklist is a listing 

of a wi de range of thoughts and actions that peop 1 e use to cope wi th 

environmental events and situations, The 67th item on the Checklist 

asks the subject to add a response that is appropriate but missing 

from the 1 i st and then to rate the extent to whi ch that response is 

used. 

The purpose of the Ways of Coping Checklist (WOC) is to elicit 

information about strategies an individual uses to cope with a specific 

environmental event or situation. Coping is defined as behavioral 

and cognitive efforts used by the individual to master, reduce or 

control a person-environmental transactions that is perceived as 

demanding of or taxing one's well-being (Lazarus, 1966; Lazarus & 

Folkman, 1984). The WOC has eight subscales which index problem focused 

copi ng, 

copi ng. 

emotion focused coping, and mixed problem-emotion focused 

The problem focused subscale has 17 items. The mixed focus 
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subscale is called seeking social support and has nine items. The 

emotion focused coping is indexed by six subscales. Those six subscales • 
are distancing (nine items), emphasizing the positive (six items), 

self-blame (five items), keep to self (four items), wishful thinking 

(six items), and tension reduction (10 items). The unit of analysis 

of the WOC is the individual encountering a specific environmental 

event or situation. 

At the time of the pilot test, the psychometric properties of 

the WOC had been reported twice in the literature by Folkman and Lazarus 

(1980, 1985). The 1980 study ut il i zed a 68 item Ways of Copi ng Chec k-

list consisting of only two large subscales, problem and emotion focused 

______ ~pil'lg ___ Jhe mean Cronbach's (1951) alpha across two administrations 

of the instruments was .80 for the problem focused and .81 for the 

emotion focused. Principal component factor analysis which called 

for two factors and used varimax rotation was reported by the investi

gators to demonstrate clear support for the two subscales. The sample 

of the 1980 study consisted of 100 middle-aged community-residing adults 

who responded to the WOC in relation to stressful events of daily living 

they had experienced over the last year. The 1985 study utilized the 

same 67 item WOC used in this pilot test. In that research, the WOC 

was administrated to 261 students at three different stages of a college 

examination. The mean alpha reliability was estimated for the eight 

subsea 1 es and the range of alpha was .59 to .88 (problem focused = 

.88; wishful thinking = .86; distancing = .74; social support = .82; 

emphasizing the positive = .70; self-blame = .76; tension reduction 

= .59; keep to self = .65). A six factor solution, using common factor 
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analysis with oblique rotation, yielded the most conceptually interpre

table set of factors. One of the factors contained three distinguishable 

groups of emotion focused items. The three groups were then rationally 

assigned by Folkman and Lazarus (1985) to three factors which produced 

their eight theorized components of coping. 

At the time of the pilot test, several conclusions were reached 

and problems noted by this researcher regarding the past performance 

of the three instruments. The PPUS demonstrated adequate reliability 

and evidenced construct validity when used in a sample of parents of 

ill children and adolescents (Mishel, 1983). Adequate was defined 

as a alpha coefficient of .70 or greater for a newly constructed instru

ment and .80 or greater for a previously tested instrument (Kerlinger, 

1973; Nunnally, 1978). The PPUS had been tested in a sample sharing 

many characteristics with the population of parents of ill neonates. 

However, the reliability of the PPUS had been estimated in only one 

study and not in multiple testings. The AQ exhibited adequate reli

ability for three of its four subscales in an investigation of students 

encountering an examination but had little evidence for validity 

(Folkman & Lazarus, 1985). The woe had been examined twice in the 

literature (Folkman & Lazarus, 1980, 1985). However, comparison of 

the two reliability and validity estimates was not possible because 

of the different subscale construction of the instrument in the two 

studies. The eight subscale version of the woe demonstrated adequate 

reliability in three of its subscales and offered evidence of construct 

validity when tested in a sample of college students confronting an 

examination (Folkman & Lazarus, 1985). The psychometric properties 
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of the AQ and wac were judged to be marginal. In addition, testing 

of the AQ and wac occurred in samples very different from parents of 

ill newborns and for events unrelated to illness and hospitalization. 

Carmines and Zeller (1979) suggest that the reliability and validity 

of an instrument can vary substantially across different testing situ

ations. 

Pi lot testing of the three instruments in thi s research was 

performed to determi ne the psychometri c properti es of each instrument 

when tested in a sample of parents of ill infants. Estimates of reli

ability and to a lesser extent of validity were used to determine the 

appropri ateness/i nappropri ateness of the instruments in measuri ng 

uncertainty, appraisal and coping in this population. Item analysis 

was performed to modi fy the instruments as needed to improve thei r 

performance in the study of coping with uncertainty for parents of 

ill infants. 

Sample 

Eighteen parents (10 mothers and eight fathers) completed the 

PPUS and the wac. Sixteen parents (eight fathers and eight mothers) 

responded to the AQ. These parents met the criteria of 1) being at 

least '18 years of age; 2) could read and speak English; 3) had an infant 

or infants who were considered by a neonatologist to be critically 

or seriously ill; 4) had an infant receiving care in a neonatal inten

sive care unit or an intensive observation nursery; and 5) was visiting 

the infant dai lYe One parent or both parents of a baby were invited 

to participate in the study. Three parents eligible for the study 
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refused to participate with one mother claiming fatigue and two parents 

offering no explanation. 

Data Collection Protocol 

Parents meeting the criteria were identified by this researcher 

and the nurses in the speci a 1 care uni ts. The' Leve 1 Three Neonata 1 

Intensive Care Units of two large medical centers in the southwest 

United States were the data collection sites. Permission to contact 

eligible parents was obtained from the infant's attending physician. 

No physician refused access to parents. Parents were approached during 

visits to the care units. The purpose of the research and the extent 

of a parent's participation was explained by the researcher. A written 

explanation of the project was part of a disclaimer used in one hospital 

and a consent form in the second hospi ta 1. The project was approved 

by Human Subject Committees at both facilities. 

Parents agreeing to participate in the study completed the 

instruments at a mutually acceptable time. The parents responded to 

the instruments from one to 14 days following the baby's birth with 

a mean duration since bi rth of 5.89 days. The instruments were gi ven 

in the sequence di ctated by the proposed model of copi ng with uncer

tainty for parents with ill infants (Figure A-l). The PPUS was given 

fi rst. After comp 1 eti ng the PPUS, thi s researcher read back to the 

subject responses from the Uncertainty Scale that indicated moderate 

or high degrees of uncertainty. The subject was instructed to consider 

those responses when completing the AQ. After finishing the AQ, the 

responses indicating uncertainty were repeated and the subject was 



Uncertainty --____ ~"> Apprai sa 1 

I 
Lack of Information 
Complexity Harm/Loss 
Unpredictability => Threat 
Ambiguity 

Challenge 
Benefit 

---~) Copi ng Efforts ~ Schema 

Meaning 
Problem Focused Clarity 

-------)~ Emotion Focused ~ Predictability 

Parents' Perceptions Appraisal Ways of Coping Parents' Perceptions 
of Uncertainty Scale Questionnaire Checklist of Uncertainty Scale 

Time --

Figure A-l. Conceptual Framework for Parents Coping With Uncertainty (PCU) including 
constructs, concepts and measurements 

N 
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told to think of those statements when completing the WOC. Following 

the administration of all instruments, parents were interviewed briefly 

as to their impressions of the scales and their experiences with uncer

tainty, appraisal and coping. Data collection took approximately 30 

minutes for each subject. 

Data Analysis 

For each instrument, data were analyzed to determine the psycho

metric properties of the total scale, its subscales and its items. 

Statistics generated from the data were judged against generally accep

ted cri teri a for the performance of a total scale, a subsea 1 e and an 

item (Armor, 1974; Carmines & Zeller, 1979; Heise & Bohrnstedt, 1970; 

A. S. Hinshaw, personal communication, December, 1985; Kerlinger, 1973; 

Nunnally, 1978; Zeller & Carmines, 1980). 

The alpha coefficient of reliability (Cronbach, 1951) was com

puted for each scale and subscale. Alpha is a measure of the internal 

consistency of an instrument and assumes that items in the scale contri

bute equally to the measurement of the phenomenon of interest (Carmines 

& Zeller, 1979). The alpha estimate of reliability is appropriate 

to Likert scaling (Kerlinger, 1973). Standardized alphas were used 

in this analysis. Standardizing the alpha coefficient corrects for 

the number of items in a scale or subscale to allow for comparisons 

of reliability across instruments of varying length (Zeller & Carmines, 

1980). An alpha of .80 or greater indicates adequate reliability for 

the mature instrument and an alpha of .70 or greater signifies reli

ability for an immature instrument (Kerlinger, 1973; Nunnally, 1979). 
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Since the three instruments had been tested only once or twice prior 

to this pilot test, the criterion used for coefficient alpha in this 

analysis was .70 or greater. 

Internal consistency of an instrument was also examined using 

subscale-subscale correlations. Pearson correlation coefficients were 

computed across subscales within each instrument. The level of signifi

cance for the correlations was set at p less than or equal to .05. 

For internal consistency, subscales should share similar content being 

neither redundant nor disparate (Hinshaw & Atwood, 1982). The criterion 

for internal consistency of the subscales was a subscale-subscale 

correlation of .50 to .70 (Kerlinger, 1973; Nunnally, 1978). Correla

tions greater than .70 indicated redundancy and correlations less than 

.50 implied no shared content (Gordan, 1968). 

Item analysis was performed to determine how each item in a 

scale contributed to the internal consistency of the scale. Items 

were judged against three generally accepted criteria (Armor, 1974; 

Kerlinger, 1973; Nunnally, 1978). An item meeting at least one of 

the criteria suggested that the item was contributing to the internal 

consistency of the scale. An item had to correlate with at least half 

of the other items in its subscale at r = .30 to .70 (Kerlinger, 1973; 

Nunnally, 1978). An item had to correlate with its subscale at r 

greater than .50 (Kerlinger, 1973; Nunnally, 1978). Lastly, the item 

had to correlate at r = .30 to .80 with the total scale (Kerlinger, 

1973; Nunnally, 1978). Item-item correlations within a subscale, 

item-subsea 1 e corre 1 at ions and item-sea 1 e corro 1 at ions were computed. 
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Pearson correlation coefficients with the level of significance of 

.05 or less were used. 

Validity was examined for all three instruments. Content validity 

was assessed using the parents as a panel of experts. An instrument 

is said to have content validity when a panel of experts who were not 

involved in drafting the instrument judge that the desired domain is 

adequately represented in the instrument (Atwood, 1980). Several methods 

were used to assess the content validity of the instruments. After 

completing the instruments, a parent was asked if each of the instru

ments was meani ngfu 1 and covered hi s/her experi ence with uncertainty 

in illness. The comments of 12 parents that supported the validity 

and di d not support va 1 i di ty were recorded. The response format of 

the PPUS and the woe allowed parents to clearly indicate which items 

were not app 1 i cab 1 e to the experi ence of uncertainty and copi ng. The 

response format of the AQ and WOC a 11 owed parents to add an item to 

the scale that was important to their experience of appraisal and coping 

but was missing from the instrument as it was currently constructed. 

Limitations 

Three major limitations of the pilot test were recognized and 

considered in examining the data. First, the sample was not selected 

at random from the population of parents of ill infants. The nonrandom 

sampling could jeopardize any conclusions based on the statistics 

generated from the data and 1 imits inferences to only those parents 

who share the same characteristics as the sample (Montgomery, 1984). 

The second limitation was the small sample size. Statistics computed 

from small sample studies can be unstable and vary substantially from 
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statistics generated from larger samples of the same subject type 

(Montgomery, 1984). More importantly, the small sample size restricted 

the type of analysis that could be performed. Factor analysis could 

not be done in order to assess construct validity. Estimates of reli-

ability such as theta (Armor, 1974) and omega (Heise & Bohrnstedt, 

1970) based on factor analysis could not be computed. The third limi-

tation of this pilot test was that reliability and internal consistency 

were better assessed than validity. Multiple estimates of reliability 

and internal consistency were generated from the data and judged against 

generally accepted criteria. Estimates of validity were limited to 

content validity and were based on subjective impressions of parents' 

comments and item responses. Thi s pi lot was a reasonable test of the 

re 1 i abil ity of the three instruments but on 1 y crudely exami ned thei r 

validity. 

Parents' Perception of 
Uncertainty Scale (PPUS) 

Results 

The standa rdi zed alpha coeffi ci ent of re Habil i ty for the tota 1 

scale was .94 which exceeded the minimum reliability criterion of .70 

used in this pilot test for an immature scale and also the more conser-

vative criterion of .80 for a well developed tool (Kerlinger, 1973; 

Nunnally, 1978). The alpha reliabilities for the four subscales of 

the PPUS were .90 for ambiguity; .79 for lack of information; .77 for 

unpredictability; and, .74 for complexity (see Table A-1). All four 

subscales demonstrated adequate reliability using the criterion of 

alpha greater than. 70. 
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Table A-1. Standardized Alpha Estimates of Reliability for the Parents' 
Perceptions of Uncertainty Scale, Appraisal Questionnaire 
and the Ways of Coping Checklist (n=14-16) 

Scale/Subscale 

Uncertainty Scale' 
ambiguity 
lack of information 
unpredi ctabi'l i ty 
complexity 

Appraisal Questionnaire 
benefit 
opportunity 
threat 
harm/loss 

Ways of Coping Checklist 
emphasize positive 
keep to self 
problem focused 
social support 
self-blame 
wishful thinking 
tension reduction 
distancing 

n 

16 

14 

16 

alpha 

.94 

.90 

.79 

.77 

.74 

.85 

.91 

.87 

.80 

.45 

.90 

.82 

.82 

.79 

.75 

.75 

.75 

.51 

.41 
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Only one of the six subscale-subscale correlations met Nunnally's 

(1978) and Kerlinger's (1973) criterion of r = .50 to .70 for internal 

consistency (see Table A-2). The correlation of unpredictability to 

ambiguity was .53. Three correlations of complexity-lack of informa

tion, ambiguity-lack of information and ambiguity-complexity met 

Gordan's (1968) criterion for redundancy as all correlations were 

greater than .70. The two correlations of unpredictability-lack of 

information and complexity-unpredictability suggested an absence of 

shared content. 

Each of the 31 items on the PPUS were analyzed using three 

generally accepted criteria for item performance as discussed in the 

data analysis section of this report. Twenty-nine of the 31 items 

met at least one of the three criteria which was the minimum required 

in this pilot test. Five items met two criteria and 21 of the 31 met 

all three criteria. Two items failed to fulfill any of the three 

criteri a. Reasons for tlie fa il ure of two i terns were not obvi ous from 

the data. All parents responded to the items suggesting that the items 

were written so that parents could understand them and that parents 

did view the items as applicable. Errors in coding the two items did 

not occur. 

None of the parents used the option of writing in a zero in 

response to any of the items suggesting that the items were meaningful 

statements regarding their experience with uncertainty in illness. 

Comments by parents following completion of the PPUS supported its 

validity: understood statements; items described situations and events 
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Table A-2. Correlations Between the Subscales of the Parents' Percep-
tion of Uncertainty Scale (n=18) 

UNP LI COM AMB 

UNP 1. 00 

LI ns 1.00 

COM .42 .86 1. 00 

AMB .53 .85 .84 1.00 

UNP = unpredictability 
LI = lack of information 
COM = complexity 
AMB = ambiguity 

ns = not significant at p < .05 
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where they felt uncertain; could not think of uncertain events not 

listed on the scale. 

Appraisal Questionnaire (AQ) 

The standardized alpha coefficient of reliability for the total 

AQ was .83 which exceeded the minimum criterion level of .70. For 

the four subscales of the AQ, the alpha reliabilities ranged from .45 

to .91 (see Table A-1). Alpha was .91 for the benefit subscale; .87 

for opportunity; .80 for threat; and, .45 for harm/loss. Only the 

harm/loss subscale failed to meet the criterion for reliability used 

in this pilot test. 

The subscale-subscale correlations for the AQ are reported in 

Table A-3. Using Kerlinger's (1973) criterion of .50 to .70 for the 

intersubscale correlations, the four subscales did not clearly demon

strate internal consistency. Only, the opportunity subscale showed 

consistency with the harm/loss subscale. The harm/loss and threat 

subscales met criterion for redundancy as did the benefit and oppor

tunity subscales. 

For the item analysis of the AQ, all 15 items met at least one 

criteria for internal consistency. Three items met two of the criteria 

and ei ght items met a 11 three of the cri teri a. All items contri buted 

to the internal consistency of the instrument. 

The two tests of content validity of the AQ appeared to support 

the validity of the instrument when used with parents of ill infants. 

Only two of the 16 parents responded to item 16 which allowed parents 

to list emotions they experienced in relation to uncertainty that were 
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Table A-3. Correlations Between the Subscales of the Appraisal 
Questionnaire (n=16) 

Threat Harm Opportunity Benefit 

Threat 1. 00 

Harm .76 1. 00 

Opportunity .49 .54 1.00 

Benefit ns ns .81 1. 00 

ns = not significant at p < .05 
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not included among the 15 emotions on the scale. Both parents wrote 

in feelings of frustration but failed to quantify the level of that 

emotion. In interviews with parents following their completion of 

the AQ, the parents discussed their feelings regarding uncertainty 

in terms of the 15 listed emotions and introduced no new feelings evoked 

by their current experiences with illness and hospitalization. 

Ways of Coping Checklist (WaC) 

The standardi zed alpha coeffi ci ent of re 1 i abil i ty for the wac 

was estimated to be .90 which exceeded the criterion level of .70 used 

in this pilot test and the more stringent criterion of .80 for a well 

tested instrument (Kerlinger, 1973: Nunnally, 1978). The eight subscale 

alpha reliabilities ranged from .41 to .82 (see Table A-1). Six of 

the subscales met the criterion of .70 for reliability. Alpha was 

.82 for emphasizing the positive and keep to self; .79 for problem 

focused; and, .75 for social support, self blame and wishful thinking. 

Distancing with an alpha of .41 and tension reduction with an alpha 

of .51 demonstrated unacceptable levels of reliability. 

Subscale-subscale correlations for the wac are reported in Table 

A-4. Fifteen of the 28 possible correlations met the criterion of 

r = .50 to .70 for internal consistency used in this pilot test. The 

problem focused subscale and the tension reduction subscale demonstrated 

the highest number of subscale correlations satisfying the criterion 

range with six correlations each. Only three of the subscales, keep 

to self, emphasizing the positive, and self-blame failed to meet the 

criterion in less than half of their possible correlations. No subscale 
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Tab 1e A-4. Correlations Between the Subscaies of the Ways of Coping 
Checklist (n=18) 

PF 0 SS pas SB TR KTS W 

PF 1. 00 

0 .55 1. 00 

SS .55 .42 1. 00 

pas .59 ns ns 1.00 

S8 .57 .61 ns ns 1.00 

TR .64 .63 .61 .44 .70 1. 00 

KTS ns .69 ns ns .55 ns 1. 00 

W .59 .74 ns ns .69 .66 .66 1.00 

PF = problem focused 
o = distancing 
SS = seeking social support 
pas = emphasizing the positive 
SB = self-blame 
TR = tension reduction 
KTS = keep to self 
W = wishful thinking 

ns = not significant at p < .05 
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missed the criterion completely. Twelve correlations were below the 

critical range which suggested lack of shared content. Self-blame 

and emphasizing the positive had the largest numbor of low correlations 

with four each. Only the correlation of wishful thinking and distancing 

exceeded the criterion range inferring redundancy. 

The 66 items of the wac were judged against three criteria of 

internal consistency. Seventeen items met none of the three criteria. 

All remaining items met at least one criteria with 14 items satisfying 

one criteria, 22 items satisfying two and 13 items meeting all criteria. 

Forty-nine of the 66 items contributed to the internal consistency 

of the instrument. 

The 17 items failing all criteria were examine9 .!JnO.8J' •. ,il_secondary 

analysis. The results of the initial item analysis suggested that 

the 17 items which comprise approximately 26% of the instrument were 

not contri but i ng to the i nterna 1 cons i stency of the wac and shou 1 d 

be dropped when used in future studies of parents of ill infants. The 

purpose of the secondary analysis was to further explore the functioning 

of the 17 items aga i nst two addi tiona 1 and reasonab 1 e cri teri a before 

judging the items as inappropriate. This secondary analysis was a 

post hoc decision and therefore, any conclusions may be questioned. 

The first criterion was met if deleting the item decreased the 

alpha reliability of its associated scale (Armor, 1974; Carmines & 

Zeller, 1979; Zeller & Carmines, 1980). That is, the item was contribu

ting to the internal consistency of its subscale. The second criterion 

related more to the validity of the item. The response range for each 

item on the wac included a does not apply category. The second 
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criterion was met if less than half the responses to the item were 

does not apply. That is, parents demonstrated than an item was a 

meaningful indicator of the coping experience. This second criterion 

has no support in the psychometric literature. However this second 

criterion was felt to be a reasonable consideration in the decision 

to retain or delete an item in a scale. 

In the secondary item analysis of the wac, four of the 17 items 

met the first criterion which suggested that an item contributed in 

some way to the i nterna 1 cons i stency of its subsca 1 e. Si xteen of the 

21 items met the second criterion suggesting the item was a valid 

indicator of parental coping with uncertainty. One item failed all 

five criteria inferring that the item was unreliable and invalid. 

Content validity of the wac was supported in three ways in this 

pilot test. Only two of the 18 parents responded to item 67 of the 

wac which allowed parents to write in strategies used in their coping 

with uncertainty that were not present in the listing. One parent 

wrote "I pray" and the other parent wrote "Pray i~ mostly what I do". 

Both parents marked thi s strategy as bei ng used a great dea 1. Prayer 

was already an item on the wac. When asked about their responses, 

both parents stated that writing in prayer was to emphasize its primary 

importance in their coping with their child's illness and hospitaliza

tion. No coping strategies not already listed in the wac were found 

in interviews of all parents. Only five of the 66 items were marked 

by more than half the subjects as does not apply. No item was checked 

by all parents as not being applicable. 
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Discussion and Conclusions 

The capacity of the scales, subscales and items to meet their 

respect i ve cri teri a of re 1 i abi li ty and val i dity was demonstrated in 

these data and used to make decisions about further use of the instru-

ments. Scales, subscales and/or items not satisfying their criteria 

were to be modified if possible or eliminated from future investigations 

of parental coping with uncerta'inty. Scales, subscales and/or items 

meeting their respective criteria would be used in subsequent research 

on uncertainty. The data supported the re 1 i abi li ty and val i di ty of 

the instruments mandating only one item deletion. 

Parents' Perception of 
Uncertainty Scale (PPUS) 

The scale and subscales of the PPUS demonstrated adequate reli-

abi 1 i ty. The internal consistency of the four subscales was not 

generally supported but only two of the six subscale-subscale correla

tions suggested absence of shared content. Two items failed all three 

criteria of internal consistency but reasons for their failure were 

not obvi ous. Content va 1 i di ty for the sca 1 e and its items was demon-

strated. These data suggested that the PPUS was a reliable and valid 

measure of perceptions of uncertainty for parents of ill newborns. 

The decision was made to retain the instrument in its entirety for 

the study of coping with uncertainty for parents of ill infants. 

Appraisal Questionnaire (AQ) 

The scale and three of its four subscales demonstrated adequate 

reliability. The reliability of the harm/loss subscale was unacceptable. 
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The internal consistency of the subscales met criterion in only one 

of its six subscale-subscale correlations. The harm/loss and threat 

subscales were redundant as were the benefit and opportunity subscales. 

All 15 items met at least one of the criteria of internal consistency. 

Evidence for content validity was present. 

The subsca1es of the AQ were problematic. These data suggest 

a possible means of modifying the instrument to improve reliability 

of the harm/loss subsca1e and the internal consistency of the subscales. 

Redundancy imp 1 i es that two i ndi ces are measuri ng the same phenomenon 

in like ways (Gordan, 1968). The redundant subscales could be combined 

in future s tudi es if the combi nat ion cou 1 d be supported conceptua 11 y. 

The AQ would then have two subscales with one subscale indexing negative 

appraisa'l (harm/loss and threat) and the second indexing a positive 

appraisal (opportunity and benefit). Reliability could improve in 

two ways. The alpha coeffi ci ent becomes more stable as the number 

of items in a scale or subsca1e increase, that is, when there are more 

than five items present (Zeller & Carmines, 1980). The new subscales 

would contain eight and seven items, respectively, instead of the three 

to five present in the current subscale construction. An alpha coeffi

ci ent of re 1 i abil ity increases as the number of correlated items in 

a scale or subscale increases (Carmines & Zeller, '1979). Internal 

consistency may improve by eliminating subscale redundancy. 

The decision from this pilot test was that the AQ demonstrated 

adequate reliability and validity when used with parents of ill infants. 

The AQ was retained in its entirety in the. research on coping with 

uncertainty. 
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Ways of Coping Checklist (WOC) 

The scale and six of its eight subscales demonstrated adequate 

reliability. The subscales of distancing and tension reduction had 

unacceptable reliability. Internal consistency of the subscales was 

evi dent in over ha If of the subsea 1 e-subsca 1 e corre 1 at ions. The sub

scales of tension reduction and distancing which were unreliable 

exhibited adequated adequate internal consistency. The correlation 

of distancing and wishful thinking slightly exceeded the consistency 

criterion. Forty-nine items satisfied three analysis criteria. Sixteen 

items met one or both additional criteria that appeared to be reasonable 

tests of an item's performance. One item failed all five criteria. 

Evidence for content validity was present. 

The woe functioned at an acceptable level of reliability and 

validity. The decision from this pilot test was to delete the one 

item from the instrument that was inconsistent and to use the remaining 

65 items in investigating ways of coping with uncertainty for parents 

of ill infants. 
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APPENDIX B 

SUBJECT'S DISCLAIMERS AND CONSENT FORMS 



INFORMATION FOR A SUBJECT 

Project: Coping with Uncertainty for Parents with III Infants 

Investigator: Julie Reed Erickson, R.N., M.S., N.S. 
Doctoral Candidate in Nursing 
University of Arizona, College of Nursing 
624-6154 
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You are invited to participate in a research study entitled "Coping 
with Uncertainty for Parents with III Infants". The purpose of this 
research is to measure uncertainty, the feelings surrounding uncertainty 
and the ways parents of infants born with an illness cope with uncer
tainty during the time soon after the baby's birth. For this study, 
uncerta i nty is defi ned as the perception that events or s i tuat ions 
experienced by a parent in relation to his/her infant's illness and 
hospitalization may have many different meanings; events or situations 
cannot a lways be predi cted; and, that parents may in varyi ng degrees 
lack information about or not understand all the events or situations 
that they are experiencing. 

If you agree to participate, approximately 20-25 minutes of your time 
will be required to complete three questionnaires on the first day 
of the study and approximately 5-10 minutes to complete one question
naire 5 days later. A time that is mutually convenient will be selected 
and the research wi 11 be done in the hospi ta 1. Thi sis not a test 
and there are no wrong or ri ght answers. In answeri ng the quest i on
naires, you will be asked your opinion regarding uncertainty. You 
may choose not to answer any or all parts of the questionnaires. 

In addition to the inform~tion you provide in answering the question
naires, information on your baby will also be obtained from your baby's 
medical record. The investigator will record your baby's birth weight, 
apgar scores and gestational age. Your baby's diagnosis at birth, 
at two days of age and at ni ne days of age wi 11 also be recorded. 

There are no known risks or discomforts from partiCipating. You may 
benefit from thinking about your own experience of being a parent with 
an ill baby, but there are no other di rect benefi ts to you. You wi 11 
not be paid for your participation. It is expected that your partici
pa t i on wi 11 he 1 p future parents with ill babi es, by he 1 pi ng nurses 
and other health care people understand some of your feelings and 
concerns. 

You are free to ask relevant questions at any time in the study. You 
are free to withdraw at any time without incurring i 11 wi 11 from the 
investigator or anyone caring for your child. Participating or not 
participating will not affect your baby's care. 
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Your answers to the questionnaires and the information recorded on 
your baby will be seen only by the investigator and her research 
committee. All responses will be identified only with a subject number. 
When the wri tten report is made, no names wi 11 be used. The fi ndi ngs 
of this research will probably be published in literature sources for 
nurses and other health care people. This research is approved by 
the Human Subjects Ethical Review Committee of the University of 
Arizona. 

Thank you for your interest in this research. 



'Project: 

Investigator: 

INFORMATION FOR A SUBJECT 

Coping with Uncertainty for Parents with III Infants 

Julie Reed Erickson, R.N., M.S., N.S. 
Doctoral Student in Nursing 
College of Nursing, University of Arizona 
626-6154 
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You are invited to participate in a research study entitled "Coping 
with Uncertainty for Parents with III Infants". There are two purposes 
for thi s research. The fi rst putpose is to measure uncertai nty, the 
feelings surrounding uncertainty and the ways parents of infants born 
with an illness cope with uncert.ainty during the time soon after the 
baby birth. The second purpose is to obtain additional information 
about coping with uncertainty by intel"viewing parents who have ill 
infants. For this study, uncertainty is defined as the perception 
that events or situations experienced by a parent in relation to his/her 
infant's illness and hospitalization may have many different meanings; 
events or situations cannot always be predicted; and, that parents 
to varying degrees lack information about or do not understand all 
the events or situations that they are experiencing. 

If you agree to continue your participation in this research, 1-4 inter
views lasting approximately 20-30 minutes each will be conducted. 
During the interviews, you will be asked questions regarding your 
experience with uncertainty and how you cope with the uncertainty sur
rounding the events of your baby's illness. The interviews will be 
tape recorded. Times that are mutually convenient will be selected 
and the research will be done in the hospital. This is not a test 
and there are no wrong or ri ght answers. In answeri ng the i ntervi ew 
questions, you wi 11 be asked for your opinions. You may choose not 
to answer any or all of the interview questions. 

There are no known risks or discomforts from participating. You may 
benefit from thinking about your own experience of being a parent with 
an ill baby, but there are no other di rect benefi ts to you. You wi 11 
not be paid for your participation. It is expected that your partici
pation will help future parents with ill babies, by helping nurses 
and other health care people understand some of your feelings and con
cerns. 

You are free to ask relevant questions at any time in the study. You 
are free to withdraw at any time without incurring ill will from the 
investigator or anyone caring for your chi ld. Participating or not 
participating will not affect your baby's care. 
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Your answers to the interview questions will be seen only by the inves
tigator and her research committee. All responses will be identified 
only with a subject number. When the written report is made, no names 
will be used. The findings of this research will probably be published 
in literature sources for nurses and other health care people. This 
research is approved by the Human Subjects Ethi ca 1 Revi ew Commi ttee 
of the University of Arizona. 

Thank you for your interest in this research. 
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SUBJECT CONSENT FORM 

Project: Copi ng wi th Uncertai nty for Parents wi th 111 Infants 

Investigator: Julie Reed Erickson, R.N., M.S., N.S. 
Doctoral Candidate in Nursing 
University of Arizona, College of Nursing 
626-6154 

You are invited to participate in a research study entitled "Coping 
wi th Uncerta i nty for Parents wi th III Infants" . The purpose of thi s 
research is to measure uncertainty, the feelings surrounding uncertainty 
and the ways parents of infants born with an illness cope with uncer
tainty during the time soon after the baby's birth. For this study, 
uncertainty is defined as the perception that events or situations 
experienced by a parent in relation to his/her infant's and hospitali
zation may have many different meanings; events or situations cannot 
always be predicted; and, that parents may in varying degrees lack 
information about or not understand all the events or situations that 
they are experiencing. 

To participate, a parent must be at least 18 years old, have an infant 
who is bei ng cared for ina Nursery I ntens i ve Care Unit, be able to 
read and speak English, have had no other babies who required intensive 
care following birth and be willing to participate in the study. 

If you agree to participate, approximately 20-25 minutes of your time 
will be required to complete three questionnaires on the first day 
of the study and approximately 5-10 minutes to complete one question
naire 5 days later. A time that is mutually convenient will be selected 
and the research wi 11 be done in the hospi ta 1. Thi sis not a test 
and there are no wrong or ri ght answers. In answeri ng the quest i on
naires, you will be asked your opinion regarding uncertainty. You 
may choose not to answer any or all parts of the questionnaires. 

In addition to the information you provide in answering the question
naires, information on your baby will also be obtained from your baby's 
medical record. The investigator will record your baby's birth weight, 
apgar scores and gestational age. Your baby's diagnosis at birth, 
at two days of age and at nine days'of age will also be recorded. 

There are no known ri sks or di scomforts from parti ci pati ng. You may 
benefit from thinking about your own experience of being a parent with 
an ill baby, but there are no other direct benefits to you. You will 
not be paid for your participation. It is expected that your partici
pation will help future parents with ill babies, by helping nurses 
and other health care people understand some of your feelings and 
concerns. 
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You are free to ask relevant questions at any time in the study. You 
are free to wi thdraw at any time wi thout i ncurri ng i 11 wi 11 from the 
invf!stigator or anyone caring for your child. Participating or not 
participating will not affect your baby's care. 

Your answers to the questionnaires and the information recorded on 
your baby will be seen only by the investigator and her research 
committee. All responses will be identified only with a subject number. 
When the wri tten report is made, no names wi 11 be used. The fi ndi ngs 
of this research will probably be published in literature sources for 
nurses and other health care people. This research is approved by 
the Human Subjects Ethical Review Committee of the University of Arizona 
and the Human Research Committee at Tucson Medical Center. 

"I have read the above Subject's Consent. The nature, demands, 
ri sks and benefits of the project have been exp 1 ai ned to me. I under
stand that I may withdraw from the project at any time without incurring 
ill will or affecting my baby's care. I also understand that this 
consent form will be filed in an area designated by the Human Subjects 
Committee with access restricted to the investigator or authorized 
representatives. A copy of this consent form is available to me upon 
request." 

Subject's Signature ____________ Date ________ _ 

Witness Signature _____________ Date ________ _ 



SUBJECT CONSENT FORM 

Project: Coping with Uncertainty for Parents with III Infants 

Investigator: Julie Reed Erickson, R.N., M.S., N.S. 
Doctoral Student in Nursing 
College of Nursing, University of Arizona 
626-6154 
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You are invited to participate in a research study entitled "Coping 
with Uncertainty for Parents with III Infants". There are two purposes 
for this research. The first purpose is to measure uncertainty, the 
feelings surrounding uncertainty and the ways parents of infants born 
with an illness cope with uncertainty during the time soon after the 
baby's birth. The second purpose is to obtain additional information 
about coping with uncertainty by interviewing parents who have ill 
infants. For this study, uncertainty is defined as the perception 
that events or situations experienced by a parent in relation to his/her 
infant's illness and hospitalization may have many different meanings; 
events or situations cannot always be predicted; and, that parents 
to varying degrees lack information about or do not understand all 
the events or situations that they are experiencing. 

To participate, a parent must be at least 18 years old, have an infant 
who is being cared for in a Nursery Intensive Care Unit, be able to 
read and speak English, have had no other babies who required intensive 
care following birth and be willing to participate in the study. 

If you agree to participat~, approximately 20-25 minutes of your time 
will be required to complete three questionnaires on the first day 
of the study and approximately 5-10 minutes to complete one question
naire 5 days later. In addition, 2-4 interviews lasting approximately 
20-30 minutes each will be conducted following completion of the ques
tionnaires. During the interviews, you will be asked questions 
regarding your experience with uncertainty and how you cope with the 
uncertainty surrounding the events of your baby's illness. The inter
views will be tape recorded. Times that are mutually convenient will 
be selected and the research will be done in the hospital. This is 
not a test and there are no wrong or right answers. In answering the 
questionnaires or the interview questions, you will be asked for your 
opinions. You may choose not to answer any or all parts of the ques
tionnaires or the interview questions. 

In addition to the information you provide in answering the question
naires and the interview questions, information on your baby will also 
be obtained from your baby's medical record. The investigator will 
record your baby's birth weight, apgar scores and gestational age. 
Your baby's diagnosis at birth, at two days of age and at nine days 
of age will' also be recorded. 
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There are no known risks or discomforts from participating. You may 
benefit from thinking about your own experience of being a parent with 
an ill baby, but there are no other di rect benefits to you. You wi 11 
not be paid for your participation. It is expected that your partici
pation will help future parents with ill babies, by helping nurses 
and other health care people understand some of your feelings and 
concerns. 

You are free to ask relevant questions at any time in the study. You 
are free to withdraw at any time without incurring ill will from the 
investigator or anyone caring for your chi ld. Participating or not 
participating will not affect your baby's care. 

Your answers to the questionnaires, interview questions and the infor
mation recorded on your baby will be seen only by the investigator 
and her research committee. All responses will be identified only 
wi th a subject number. When the wri tten report is made, no names wi 11 
be used. The findings of this )"esearch will probably be published 
in literature sources for nurses and other health care people. This 
research is approved by the Human Subjects Ethi ca 1 Revi ew Commi ttee 
of the University of Arizona and the Human Research Committee at Tucson 
Medi ca 1 Center. 

"I have read the above Subject's Consent. The nature, demands, 
risks, and benefits of the project have been explained to me. I under
stand that I may ask questions and that I am free to withdraw from 
the project at any time without incurring ill will or affecting my 
baby's care. I also understand that thi s consent form wi 11 be fil ed 
in an area designated by the Human Subjects Committee with access 
restri cted to the investigator or authori zed representati ves. A copy 
of this consent form is available to me upon request." 

Subject's Signature __________ Date __________ _ 

Witness Signature ___________ Date __________ _ 



• APPENDIX C 

DATA COLLECTION TOOLS 

DESCRIPTIVE DESIGN 

259 



260 

Subject # ____ _ 

DEMOGRAPHIC DATA 

Parent Data 

age: sex M F 

ethnicity: 

highest level of education: < grade school 
< high school 
< college 
< graduate school 

Other: 

occupation: health care related ~~ __________ _ 
non health care related -------------

# of children (not including ill infant(s): 

infant's illness at birth: unexpected _________ _ 
suspected _________ _ 
expected __________ _ 

any previous experience with ill newborns: yes no 

any previous experience with NICUs: yes no 

Infant data 

date/time of birth 
gestational age: sex: M F 
birth: single multiple 

at birth: dx 
apgar min 5 min ----

at initial PPUS: dx 
status: vent va so feed surgery 

at rep~at PPUS: dx 
status: vent va so feed surgery 
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Subject # ____ _ 

Demographic Data (continued) 

Study Data 
site of data collection: 

date/time of initial PPUS: 
# hours since birth: 

date/time of repeat PPUS: 
# hours since birth: 

hospital 1 

# hours since initial PPUS: 

hospital 2 

data collected: instruments .".-_____________ _ 
instruments & interviews ________ _ 

if interviewed, # of interviews: 



262 

Parents' Perception of Uncertainty Scale 

Purpose: To elicit information about perceptions relating to the 
uncertainty of illness and hospitalization for parents of 
ill children. 

Description: The Parents' Perception of Uncertainty Scale (PPUS) is 
a 31 item self-report questionnaire that utilizes a 5-point 
Li kert response format. The PPUS has four subsca 1 es whi ch 
index uncertainty relating to ambiguity, lack of clarity, 
lack of information and unpredictability. 

Unit of Analysis: An individual parent encountering illness and 
hospitalization of a child. 

References: Mishel, M. (1983). Parents' perception of uncertainty 
concerning their hopitalized child. Nursing Research, 
32, 324-330. 

Structure of the PPUS: 

Subscale 

Ambiguity 

Lack of Clarity 
(Complexity) 

Lack of Information 

Unpredictability 

# of items, 

13 

9 

5 

4 

Item Numbers 

3,4,8, 13, 15, 16, 
17,18,20,21,22, 
24,25 

2,5,6, 7,9,10, 
14,29,31 

1,12,26,28,30 

11,19,23,27 

Scoring the PPUS: The responses are coded to rate uncertainty with 
a large numeric value. Responses across the total scale can be summed 
to obtain a total scale score. Responses are also summed for each 
subscale. 



Parentis Uncertainty In Illness Scale 
SubJect ##. ____ _ 

T1me. _____ _ 

INSTRUCTIONS: Please read each statement. Take yaur time and think about whot 
each statement says. Then place an 'X' under the calumn that most closely 
measures how you are feeling about your child TODAY. It you agree with a statement. 
then yau wauld mark under either 'strangly agree' ar 'agree'. If yau disagree with a 
statement. then mark under either 'Strongly Disagree' or 'Disagree'. If you are 
undecided about how you feel about your child. then mark under 'Undecided' for 
that statement. Please respond to every statement. 

1. I don't know what Is wrong with my child. 
Strangly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

----- ----- ----- -----

2. I have a lot of questions without answers. 
Strangly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

----- ----- ----- -----
3. I am unsure If my child's Illness Is getting better or worse. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
(5) (4) (3) (2) (1) 

----- ----- ----- -----

4. It Is unclear how bad my child's pain will be. 
Strangly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

----- ----- ----- ----- -----
5. The explanations they glv~ about my child seem hazy to me .. 

Strongly Agree Agree Undecided' Disagree Strongly Disagree 
(5) (4) (3) (2) (1) 

6. The purpose of each treatment for my child Is clear to me. 
Strangly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

7. I do not know when to expect things will be done to my Child. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

8. My child's symptoms continue to change unpredictably. 
Strangly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

9. I understand everything explained to me. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

Mi she 1, 1982' 
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10. The doctors say things to me that could have many meanings. 
Strangly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

11. I can predict how long my chlld's Illness will last. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

12. My child's treatment Is too complex to figure out. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

13. It Is difficult to know If the treatments or medications my child Is getting are 
helping. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

14. There are so many different types of staff. It's unclear who Is responsible for what. 
strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

15. Because of the unpredictability of my child's Illness. I can not plan for the future. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

16. The course of my chlld's Illness keeps changing. He/she has good and bad 
days. 
Strongly Agree Agree Undecided· Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

17. It's vague to me how I will monage the care ot my child after he/she leaves the 
hospital. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

18. It Is not clear what Is going to happen to my child. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

19. I usually know If my child Is going to have a good or bad day. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

20. The results of my child's tests are InconsIstent. 
Strongly Agree Agree UndecIded Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 
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21, The effectiveness of the treatment Is undetermined, 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

22, It Is difficult to determine how long It will be before I can care for my child by 
myself, 
Strongly Agree Agree' Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

23. I can generally predict the course of my child's Illness. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

24. Because of the treatment. what my child can do and not do keeps changing, 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

25. I'm certain they will not flnd anything else wrong with my child. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

26. They have not given my child a specific diagnosis. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(5) (4) (3) (2) (1) 

27. My child's physical distress Is predictable, I know when It Is going to get better or 
worse, 
Strongly Agree Agree Undecided. Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

28. My child's diagnosis Is definite and will not change. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

29. I can depend on the nurses to be there when I need them. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (3) (5) 

30. The seriousness of my child's illness has been determined. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 

31, The doctors and nurses use everday language so I can understand what they 
are saying. 
Strongly Agree Agree Undecided Disagree Strongly Disagree 

(1) (2) (3) (4) (5) 
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Appraisal Questionnaire 

To elicit information about the emotions experienced by 
a person when encountering a specific stressful event. The 
emotions are indicators of how the event is appraised by 
an individual. 

Description: The Appraisal Questionnaire (AQ) is a 16 item self-report 
sca 1 e that uses a 6-poi nt Likert response format. The AQ 
has four subscales which index emotions categorized by harm, 
threat, challenge and benefit. 

Unit of Analysis: An individual person encountering a specific stress
ful event. 

References: Lazarus, R. S. & Folkman, S. (1984). Stress, appraisal 
and coping. New York: Springer Publishing Company. 

Structure 

Subscale 

Threat 

Harm 

Challenge 

Benefit 

Folkman, S. & Lazarus, R. S. (1985). If it changes it must 
be a process: A study of emotion and coping during three 
stages of a college examination. Journal of Personality 
and Social Psychology, 49, 150-170. 

of the AQ: 

# of items Item Numbers 

3 2,5,8 

5 1,4,6,10,12 

3 7,11,13 

4 3,9, 14, 15 

Scori ng the AQ: The response to each item is gi ven a numeri c va 1 ue 
according to: 

Response Numeric Value 

Not At All 0 
Almost None 1 
A Little 2 
Somewhat 3 
Quite A Bit 4 
A Great Deal 5 
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Scoring the AQ (Continued): 

All items in a subscale are summed to obtain a subscale score. The 
mean item score for each subscale is calculated and compared to the 
item means of the other three subscales. The subscale with the highest 
mean item score determines which appraisal is predominant in the indivi
dual's encounter with a stressful event. 
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Subject # ________ 

Appraisal Questlonalre 

Instructions: Now think about the uncertain situations that you are 
experiencing In relation to your child's illness and hospitalization. Listed 
below are some words that describe different feelings. Please look at 
each of the feelings and mark as best as you can the extent to which you 
feel that way. 

WHEN I AM UNCERTAIN, I FEEL .... 

Not Almost A Some- Quite Agreot 
.ct.gjJ ~ ~ ~ .Q..Qlt ~ 

1. angry 0 2 3 4 5 

2. worried 0 2 3 4 5 

3. exhilarated 0 2 3 4 5 

4. sad 0 2 3 4 5 

5. anxious 0 2 3 4 5 

6. disappointed 0 2 3 4 5 

7. confident 0 2 3 4 5 

8. fearfui 0 2 3 4 5 

9. pleased 0 2 3 4 5 

10. guilty 0 2 3 4 5 

11. hopeful 0 2 3 4 5 

12. disgusted 0 2 3 4 5 

13. eager 0 2 3 4 5 

14. happy 0 2 3 4 5 

15. relieved 0 2 3 4 5 

Some other kind of feeling specify 

------------ 0 2 3 4 5 

------------ 0 2 3 4 5 

------------ 0 2 3 4 5 

Folkman & Lazarus, 1985 
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Ways of Coping Checklist (WaC) 

Purpose: To elicit information about strategies a person uses to deal 
(cope) with a specific stressful event. 

Descri pt i on: The wac is a 66-i tem self-report behavi ora 1 rat i ng sca 1 e 
that uses a 6-point Likert response format. The wac has 
eight subscales which index problem focused coping. emotion 
focused coping. and mixed problem-emotion focused coping. 

Unit of Analysis: An individual person encountering a specific stress
ful event. 

References: Folkman, S. & Lazarus, R. S. (1980). An analysis of coping 
ina mi ddl e-aged community sample. Journal of Hea lth and 
Social Behavior, fl. 219-239. 
Folkman. S. & Lazarus. R. S. (1985). If it changes it must 
be a process: A study of emotion and coping during three 
stages of a college examination. Journal of Personality 
and Social Psychology, 49. 150-170. 

Structure of the wac: 

Subscale # of 

~~Prob 1 em Focused ( PF) 16 

+Detachment or 9 
Distancing (D) 

!Seeking Social 9 
Support (SS) 

+Emphasizing the 6 
Positive (PaS) 

+Se If-b 1 arne (SB) 5 

+Keep to Self (KTS) 4 

+Wishful Thinking (W) 6 

+Tension Reduction (TR) 10 

*Problem focused coping 
+Emotion focused coping 

items Item numbers 

1.2.6.9.21.25.33.34,38, 
45,47.48,51.53.61.63 

3,4. 11. 12. 15.20,23,40.52 

7.17,27,30.35.41.44.59.62 

5,14.19.22,29.37 

8.24.28.50.55 

13,36.39.42 

10,49,54.56,57,58 

16,18.26,31.32,43,46.60. 
64,65 

!Mixed problem-emotion focused coping 



270 

Ways of Coping Checklist (continued) 

Scoring the WOC: Each item is positively worded and the items do not 
require recoding for analysis. The response to each item is given 
a numeric value according to: 

Reseonse Numeric Value 

Does not apply 0 
Could use but do not 1 
Used a little 2 
Used moderately 3 
Used quite a bit 4 
Used a great deal 5 

All items can be summed to obtain a total scale score and items in 
a subscale can be summed to obtain a subscale score. 



Subject# _____ _ 

• Ways of Coping Check Us, 

Instructions: Below In a list of the ways people cope with a wide variety of situations and 
feelings. Read each statement and Indlcote by circling the appropriate number the extent 
to which you use each strotegy to deal with the uncertainty you are experiencing. Please 
respond to all statements. 

WHEN I AM UNCERTAIN ....... 

Does not 
Apply 

1. Just concentrate on what I have 
to do next - the next step. a 

2. I try to analyze the problem In 
order to understand It better. a 

3. Tlm to work or subslltute acllvlty 
to take my mind off things. a 

4. I feel that tfme will make a 
difference - the only thing to 
do Is to walt. 

5. Bargoln or compromise to get 
something posftlve from the 

a 

sftuallon. a 

6. I'm doing something which I don·t 
think will work. but at least I'm 
doing something. a 

7. Talk to someone to find out more 
about the sfluoffon. a 

8. Criticize or lecture myself. a 

9. Try not to blm my bridges but 
leave things open somewhat. 0 

10. Hope a miracle win happen. a 

11. Go along with fate; sometimes 
I Just have bad luck. a 

12. Go on as If nothing Is happenfng. a 

13. I try to keep my feelings to myself. a 

14. Look for the sflver lining. so to speck; 
try to look on the bright side of 
things. a 

15. Sleep more thon usual. a 

Folkman & Lazarus, 1985 

Could use Used Used Used Used 0 
but do not a UNle moderately quite a bit great 

deal 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 
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WHEN I AM UNCERTAIN ABOUT MY CHILD'S ILLNESS AND HOSPiTALIZATION .... 

Does not Could we Uses Used Used Used a 
Apply but do not aOltte moderatelv qUte a bit great deal 

16. I e)(press anger to the person (s) 
who caused the problem. 0 2 3 4 5 

17. Accept sympathy and 
understnndlng from someone. 0 2 3 4 5 

18. I ten myself things that help me feel 
better. 0 2 3 4 5 

19. I am inspired to do something 
creative. 0 2 3 4 5 

20. Try to forget the whole tHng. a 2 3 4 5 

21. I'm getting profess/onal help, 0 2 3 4 5 

22, I'm changing or growing as a 
person In a good way, 0 2 3 4 5 

23, I'm walHng to see what will happen 
before doing any/tllng. 0 2 3 4 5 

24. Apologize or do something to make 
up, 0 2 3 4 5 

25, I'm making a plan of action and 
following It, 0 2 3 4 5 

26, I accept the next best thing 
to what I wont, a 2 3 4 5 

27. IlEIt my feelings out somehow. a 2 3 4 5 

2B. ~eallze I brought the problem on 
myself. 0 2 3 4 5 

29, 111 come out of the experience 
better than when I went In. 0 2 3 4 5 

30. Talk to someone who can do 
something concrete about the 
problem, a 2 3 4 5 

31. Get away from It for a while: 
try to rest or take a vacaHon, 0 2 3 4 5 

32. Try to make myself feel better by 
eaHng, drinking. smoking. using 
drugs or medlcaHon. etc. 0 2 3 4 5 
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WHEN I AM UNCERTAIN ABOUT MY CHILD'S ILLNESS AND HOSPiTALIZATION .... 

Does not Could use Usod Used Used Ul9da 
Apply but do not a little moderatelv quite a bit great deal 

33. Take a big chance or do 
something risky. 0 2 3 4 5 

34. I tTy not to act too hastily or follow 
my 11rst hLrlCh. 0 2 3 4 5 

35. Find new faith. 0 2 3 4 5 

36. Maintain my pride and keep 
a stitt upper lip. 0 2 3 4 5 

37. Rediscover what Is Important In 
life. 0 2 3 4 5 

38. Change something so things will 
flm out 01 right. 0 2 3 4 5 

39. Avoid being with people In 
general. 0 2 3 4 5 

40. Don·t let It get to me: refuse to 
thhk too much about It. 0 2 3 4 5 

41. Ask a relaHve or friend I respect 
for advice. 0 2 3 4 5 

42. Keep others from knowing how 
bad things are. 0 2 3 4 5 

43. Make Ught of !he sltuatlon: refuse to 
get too serious about It. 0 2 3 4 5 

44. Talk to someone about haw I am 
feeling. 0 2 3 4 5 

45. stand my ground and light for 
what I want. 0 2 3 4 5 

46. Take It out on o!her people. 0 2 3 4 5 

47. Draw on my past experiences; 
I was In a slmJlar sltuaHon before. 0 2 3 4 5 

48. I know what has to be done. so 
1 am doubling my effarts to make 
things work. 0 2 3 4 5 

49. Refuse to believe It wUI happen. 0 2 3 4 5 

SO. Make a promise to myself that 
thing will be different next Hme. 0 2 3 4 5 
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WHEN I AM UNCERTAIN ABOUT MY CHILD'S ILLNESS AND HOSPiTALIZATION .... 

Does not Could use Used Used Used Used a 
Apply but do not aDltte moderately quite a bit great deal 

51. Come up with a couple of 
different soIutfons to the problem. a 2 3 4 5 

52. Accept It. since nothing can be 
done. a 2 3 4 5 

53. I try to keep my feelings from 
interfering with other things too 
much. a 2 3 4 5 

54. WIsh that I can change what Is 
happening or how I feel. a 2 3 4 5 

55. Change something about myself. a 2 3 4 5 

56. I daydream or Imagine a better 
time or place than the one I'm In. a 2 3 4 5 

57. WIsh that the slluaffon woUd go 
away or somehow be over with. a 2 3 4 5 

58. Have fantasies or wishes about 
how things night tum out. a 2 3 4 5 

59. Ipray. a 2 3 4 5 

60. I prepare myself for the worst. a 2 3 4 5 

61. I go over In my mind what I will 
say or do. a 2 3 4 5 

62. I think about how a person I 
admire woud handle this 
sltuaffon and use that as a 
model. a 2 3 4 5 

63. I try to see things from the other 
person's point of view. a 2 3 4 5 

64. I remind myself how much 
worse things could be. a 2 3 4 5 

65. I Jog or exercise. a 2 3 4 5 

66. I try something entirely different 
from any of the above. 
(Please describe) 

-------------------- a 2 3 4 5 

-------------------- a 2 3 4 5 
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1. When you thi nk about all that is happeni ng wi th your baby, 
do you want to make some sense of it? 

2. What does making sense of it mean to you? 

3. Why do you want to make sense of what is happening? 

4. What parts of the experi ence do you want to make sense of? 

5. How do you make sense of all that is happening? 

6. Where do you come up with your ideas for making sense of it 
all? 

7. What is the use of maki ng sense of a'll that is happeni ng? 

8. What does making sense of it all allow you to do or feel? 

9. What happens when you think that you have made sense of some
thing and then you see that you really didn't? 

10. How has making sense of this experience changed over the time 
since your baby's birth? 
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APPENDIX E 

HUMAN SUBJECTS APPROVAL 



The Unlveralty of Arizona 

Human Sublecll Commillee 
11109 N. W.rllln (Building 220). Room 112 
TuclOn. Anzona 8S724 
(602) 828-6721 or 828-7575 

Julie Erickson, R.N., M.S. 
College of Nursing 
Arizona Health Sciences Center 

Dear MS. Erickson: 

11 March 1997 

This letter is in reference to your proposed project, "Coping with Uncer
tainty for Parents with III Infants". This project involves a questionnaire/ 
interview format and poses no risk to the participating subjects. 

Regulations published by the U.S. Department of Health and Human Services 
[45 CFR Part 46.101(b) (3) J exempt this type of research from review by our 
Committee. Please be advised that approval is subject only to your department's 
policy and neither approval by this Committee nor a consent form are required. 

Thank you for informing us of your work. 
regarding the above, please contact this office. 

If you have any questions 

MN/jm 

cc: Departmental Review Committee 

Sincerely yours, 

Milan Novak, M.D., Ph.D. 
Chairman 
Human Subjects Committee 
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THE UNIVERSITY OF ARIZONA 
T U C SON. II. R I Z 0 N II. 85721 

COLLEOE OF NURSINO 

TO: 

MEMORANDUM 

Julie Reed Erickson, MS, RN, NS 
Doctoral Student 
College of Nursing 

A6-11 
FROM: A~a Sue Hinshaw, PhD, RN Katherine Young, PhD, RN 

Director of Research Chairman, Research Committee 

DATE: April 9, 1985 

RE: Human Subjects Review: Coping with Uncertainty for Parents 
with III Infants 

Your project has been reviewed and approved as exempt from University 
review by the College of Nursing Ethical Review Subcommittee of the 
Research Committee and the Director of Research. A consent form with 
subject signature is not required for projects exempt f~om full 
University review. Please use only a disclaimer format for subjects 
to read before giving their oral consent to the research. The Human 
Subjects Project Approval Form is filed in the office of the Director 
of Research if you need access to it. 

We wish you a valuable and stimulating experience with your research. 

ASH/fp 
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~ ~ University Me~ical Center 
1501 North Campbell Avenue 
Tucson, Arizona 85724 
Nursing Department 

Julie Reed Erickson, RN, MS, NS 
Doctoral Candidate 
University of Arizona 
College of Nursing 

Dear JUlie: 

October 20, 1987 

It is a pleasure to approve the request to conduct the study, "Coping 
With Uncertainty For Parents Of III Infants" at University Medical Center on 
NICU. I will be your contact person. 

Please let me know if you have any questions. We look forward to having 
you share your results with the nursing staff and administration. 

MER/1d 

~~ 
Marcia E. Rostad, R.N., M.S., O.C.N. 
Acting Director of Nursing Research 
Assistant Director of Nursing 
Un,iversity Medical Center 

cc: Tim Vicario, Director Clinical Nursing/ER 
Norma Holmlund, Nurse Manager 

University Medical Cenler althe Arizona Health Sciences Center of the University 01 Arizona 
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Table F-1. Correlation Matrix: Pearson Product-Moment Correlations 
Among Subscales of the Appraisal Questionnaire (n=37) 
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Threat Harm Benefit Challenge 

Threat 1.00 

Harm .3302 1.00 
(p=.046) 

Benefit .0180 -.2996 1.00 
(p=.916) (p=.072) 

Challenge -.1417 -.3302 .5894 1. 00 
(p=.403) (p=.046) (p=.OOO) 
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Table F-2. Correlation Matrix: Pearson Product-Moment Correlations 
Among Subscales of the Initial Parents' Perceptions of 
Uncertainty Scale and Subscales of the Appraisal Question
naire (n=37) 

Threat Harm Opportunity 

Ambiguity .2574 .6302 -.2173 
(p=.124) (p=.OOO) (p==.196) 

Complexity .2067 .3573 .0669 
(p=.220) (p=.030) (p=.694) 

Lack of Information .0427 .2870 .1071 
(p=.802) (p=.085) (p=.528) 

Unpredictability -.0283 .2171 -.1068 
(p=.868) (p==.197) (p=.529) 



Table F-3. Correlation Matrix: Pearson Product-Moment Correlations 
Among Subscales of the Ways of Coping Checklist and Sub
Scales of the Appraisal Questionnaire (n=37) 
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Threat Harm Opportunity 

Problem Focused -.0719 .1031 .1658 
(p=.672) (p=.544) (p=.327) 

Detachment -.1791 .1936 -.0453 
(p=.289) (p=.251) (p=.790) 

Social Support -.0352 .0778 .0878 
(p=.836) (p=.649) (p=.605) 

Emphasizing Positive -. 1941 -. 1066 .0361 
(p=.250) (p=.530) (p=.832) 

Self-Blame -.2428 .5306 -.2752 
(p=.148) (p=.OOl) (p=.099) 

Keep to Self -.0336 • 1111 .0599 
(p=.844) (p=.513) (p=.725) 

Wishful Thinking • 1760 .4431 .0972 
(p=.298) (p=.006) (p=.567) 

Tension Reduction .1092 .2399 -.0391 
(p=.520) (p=.153) (p=.818) 



Table F-4. Correlation Matrix: Pearson Product-Moment Correlations Between Subscales of 
the Ways of Coping Checklist and Subscales of the Repeat Parents' Perceptions 
of Uncertainty Checklist (n=31) 

Lack of 
Ambiguity Complexity Information Unpredictabil ity 

Problem Focused .3103 .2885 -.1546 -.0160 
(p=.089) (p=.115) (p=.406) (p=.932) 

Detachment .3508 .4050 -.0169 .1784 
(p=.053) (p=.024) (p=.928) (p=.337) 

Social Support . 1294 . 1557 -.2931 .0588 
(p=.488) (p=.403) (p=.110) (p=.753) 

Emphasizing Positive .1592 .2309 -.2675 -.0450 
(p=.392) (p=.211) (p=.146) (p=.810) 

Se 1 f-Bl arne .5357 .5812 • 1569 . 1322 
(p=.002) (p=.OOl) (p=.399) (p=.479) 

Keep to Self .3413 .3877 -.0500 .0250 
(p=.060) (p=.031) (p=.789) (p=.894) 

Wishful Thinking .2964 .1197 -.0567 .2790 
(p=.105) (p=.521) (p=.762) (p=.129) 

Tension Reduction .3899 .4790 -.0053 .0149 
(p=.030) (p=.006) (p=.977) (p=.936) 

I\J 
co 
U'1 
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MOTIVATING FORCES 

It's the natural thing to do. 

Il#U12. (Do you want to make sense of all that is happening?) 
Oh, yes, definitely. You make sense of every situation you are 
in. 

Il#U12. Also there's a lot of information that we are getting, 
that I mean, and things happen like that that happened this morning, 
that you're not going to try to figure out. 

Il#U13. I guess we were forced to make sense of his situation for 
our own •••. I don't know. 

Il#U02. (The machines) I have to listen. I want to know these 
things. 

11 #U09. I don't know if I want to make sense of it but you wonder 
why. 

Il#U09. My husband wonders why too. 

FN#Tl0. Mom doesn't understand why it happened to her and her baby. 
Many peop 1 e had to 1 d her you can't fi nd a reason for why thi s 
happened but she said she will find out the reason. 

FN#Tl0. Mom said that you had to be interested in order to want 
to know more about the situation but then she said who wouldn't 
be interested in knowing what was happening with their baby. 

FN#Tll. Dad agreed that you had to be interested to want to know 
more about you baby but he didn't believe that all parents would 
be truly interested in knowing more about their baby. 

To make the experience real. 

FN#T1 O. Mom sai d that she needed to know in order to make the 
experience real for her. So that later, if anything happened, it 
wouldn't be like someone else had experienced it all. 

FN#T10. Mom said sometimes she feels like she's looking back on 
someone else's child and someone else is experiencing this situation. 
At times, it did not seem real to her. 

So you can deal with it. 

I2#U09. Well knowledge helps, you understand the situation. You 
don't have as many fears. You get your questi ons answered instead 
of worrying, thinking, building fears. 
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11 #U13. (Why important to make sense.) To make sense, so you can 
cope with what is going on. To be totally familiar. 

Il#U12. (Why important to make sense.) Peace of mind. 

Il#U13. But even so, I think I would say that dealing with it and 
maki ng sense of it ••. maki ng sense of it wi 11 he 1 p you dea 1 wi th 
it, but making sense of it is separate from dealing with it. Making 
sense of it can, is sornethi ng you need to deal wi th it, but to make 
sense of it is something like you get all the information and you 
try to figure it out. 

Il#U12. To make sense of it, you might not necessarily deal with 
it. 

12#U09. (Better words than "ma ki ng sense of i til to descri be why/how 
you get information.) Dealing with it probably, just learning how 
to deal with it. 

To get on with life. 

Il#U12. We figured if we can make sense of this and just feel like 
we have a handle on what's going on and he's going to be okay even
tua lly or somethi ng, then we can get on with other stuff in our 
lives. 

11 #U13. (Why important to make sense.) There are so many thi ngs 
that we have to deal with. Making sense of his situation was 
pri ority. 

Il#U12. I don't think that we could have dealt with the other 
problems that we still haven't dealt with, what to do with our jobs? 
And the car and all that until we felt comfortable with his situa
tion. For the first week, we just blocked everything else out 
because all that stuff's very irrelevant. 

Il#U12. After you get some sense, you allow other things to come 
up in your scheme of things in the day. 

Il#U13. (Why important to make sense.) Yeah, for our own peace 
of mind and to tell here and Washington what is going on. 

Il#U13. (Why important to make sense.) So we could tell our parents 
exactly what was happening. 

11 #U13. (Are maki ng sense the ri ght words or are deal i ng wi th the 
right words to describe what you are doing?) I would say you priori
tize, like the first couple of days, the first week even, he was 
the number one pri ori ty and everythi ng else was very i rre 1 evant. 
He started doi ng better so you don't put him in the back of your 
mind but •.• 
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Il#U13. After you got some sense, you know he's alright. You don't 
have to be in the hospital 24 hours a day. You can go and take 
care of other things. 
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INCITEMENT 

"Being told about it." 

Il#U02. I was feeling drowsy when they first told me. I wasn't 
really concerned then. It doesn1t hit you until after awhile. 

I2#U02. And people are telling you different things. A lot of 
what they are tell i ng you is based on thei r experi ence and every
body has very different experiences. 

FN#T10. Even though both parents were present, the physician 
directed all of her conversation to the mother. 

11 #UOg. The doctors told me ••• you know ... they'll have a meeting 
with me if something had changed or if they're going to change some
thi ng. 

11 #UOg. If the doctors haven't been getting in touch with me then 
everythi ng' s sti 11 fi nee Everythi ng' s the same and I don't have 
to worry. 

Il#TOB. They told me ahead of time that she would get a brain scan. 

FN#T15. Mom said that someone told her that the baby would do better 
breast feeding than using a hard nipple due to his cleft lip. Mom 
had been p 1 anni ng to breast feed. Mom sai d she di scussed feedi ng 
wi th the consu ltant and the consu ltant was not able to gi ve her 
information on what is the best way to feed her baby at this time. 
The consulant did say that the best way to feed the baby will evolve 
"as the baby, mother and father bond with each other". 

Il#T08. They did a brain scan on her and it came out really good 
and all the doctors tell me that was a real good sign and they say 
if she keeps up the way she's doi ng they won't have to gi ve her 
another one. 

Il#U12. He had a lot of tests today and they came and asked us, 
you know, if we had questions. 

FN#T15. Mom refers to the house offi cers who come in and ta 1 k wi th 
her as "she" or "he". The consultants who come to her with infor
mation are called Dr. 

FN#TOB. This mom made little or no effort to compare what was 
happeni ng wi th her baby to what was happeni ng with other babi es 
around her. There are two other babi es in the room who are in 
similar situations. At one point, the doctor gave her the opportu
nity to make comparisons between her baby and the baby immediately 
adjacent to hers. Mom gave a mi nima 1 response to thi s attempt by 
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1 ooki ng back to her baby and not maki ng any further eye contact 
with the doctor. The doctor stopped making comparison attempts 
almost immediately. 

FN#T15. Mom said that she relied on her husband for the first two 
days for the i nformat i on she needed. Dad's access to the nursery 
was much easier than hers. Dad would run into and ask for informa
tion which he then reported back to her. Mom called Dad a "tower 
of strength". 

12#U12. At the begi nni ng, my husband 1 et me know all that was 
happening down here. 

11 #U02. My mother and my father were the fi rst ones to see her 
and they came down here to reassure me and told me that she was 
all right, she looked all right, she was on the respirator and every
thi ng. So I was kind of comforted as I woke up. I was feel i ng 
drowsy when they told me. 

FN#U15. My dad 1 et me know what was happeni ng. Then I was able 
to come by myself, to see for myself. 

Il#TOB. As everything else the nurses were real good about giving 
me all the full information. 

11#U09. If the doctor's been in, the nurses will tell me about 
it, give me a report. 

13#U09. The nurses tell me the most. 

FN#T07. Mom was ta 1 king about the unpredi ctabil i ty of what she 
was goi ng to be doi ng when her baby came home. She was wonderi ng 
if people will be providing her with information. She has some 
questions, but she appears to think that the information will come 
to her from others. Mom is not sure who that information source 
will be. Mom, however, has questions and is willing to ask. Mom 
expresses concern about SIDS. 

FN#T07. Mom is anticipating her own discharge which without the 
baby would be a "strange, abnormal feeling". Mom was wondering 
where she is going to get information now that she would not be 
in the hospital. If thi ngs change with the baby, who is goi ng to 
be responsible for calling her? Mom believes that her pediatrician 
would be the crucial link in communication. Mom realizes she can 
visit or call anytime but is still concerned about where that crucial 
information link will'come from. 
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FN#T07. Mom was talking about everyone giving her different bits 
and pieces of information. She felt that other people had different 
philosophi es, di fferent knowl edge, different ex peri ences with thi s 
and, as a resul, were not able to give her anything that's consis
tent. She and her husband then both had to be the ones that made 
the information consistent. She was trying but many inconsistencies 
remained. 

FN#T07. Mom said that what she gets is just a hodgepodge of informa
tion. Some people know alot about certain areas, but they don't 
know things about other areas. So both she and dad get inconsistent 
information. 

FN#T07. Mom ta 1 ked about how people wou 1 d come up to her and te 11 
her that by a certain day, certain things would happen. Mom said 
that this has already occurred with her twice and, on both occasions, 
nothing occurred as it was supposed to. Mom's now decided that 
what she and the father will do is just wait until something occurs 
instead of anticipating that something will occur. 

12#U02. (When get contradictory inform1ltion.) Then I would go 
to someone. Someone like Dana. I would go to her. I would go 
to somebody that I know can explain it to me. I'd say I don't quite 
understand. This person told me this and you are telling me this. 
A reliable person will go to the doctor and tell him what is 
happening or she will find the nurse practitioner and have the nurse 
practitioner talk to me. So it's somebody that I know is reliable. 

"Examining my past." 

13#U09. (Recall any past experi ences to help you now.) None, I 
don't think. I've never had an experience like this before. 

Il#U12. It's just something that is very new to both of us. I 
mean we're not in the medical field or anything and it's like putting 
a puzzle together, trying to figure out what is going on. 

Il#U12. (Any past experience helps you now.) Maybe if we had other 
children, we would be somewhat accustomed to the worry parents have 
towards their children but there's nothing to compare it to, I don't 
thi nk. 

11 #U09. (Use your experi ence wi th your son.) No. They're so 
different. Everything's too different. Even the delivery. Every
thing's completely different. There's nothing the same. 

Il#U09. (Like you experience with your son.) No not at all. 
Nothi ng' s the same. Not yet. I'm hopi ng one day it'll. be the same. 
A normal relationship. But now it's more medical. 
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I3#U09. (Reca 11 any experi ence with your son's illness that he 1 ps 
you know.) I worry a lot, that's only the same thing. It's the 
worryi ng. 

FN#U09. (Baby book gi ven as a gift.) Mom sa i d the book was com
pletely inappropriate to a premature baby, that a lot of the things 
in there had no re 1 evance to her baby ri ght now. She was goi ng 
to go out and purchase a book for premi es that one of the nurses 
had told her about. 

FN#T04. The nurse asked the mother if she wanted to change the 
baby's diaper. Mom was hesitant but said "OK, if you show me how". 
Mom has one other child at home. 

Il#U12. I haven't had very much experience with newborns but my 
husband has had a bit more experience with newborn babies. 

Il#U13. I've had some experience with newborns. But not premature. 
That was totally di fferent because of a 11 the newborns that I've 
been exposed to they were at home. They do regular baby stuff. 
Not under observation 1 i ke here. No way the degree of worry for 
newborns that are at home. 

Il#U12. (Mom was a premie.) Right, although I wasn't this premature. 

Il#U12. (Getting information about when you were a premie.) I've 
asked my mother about things like weight loss that we've had. I 
can't remember what else. I mean that was maybe more like more 
baby in general than about premature babies. 

Il#TOB. Seizures run in my family with my sister's children. So 
I always keep an eye on the eyes and their face if it starts 
twitching on one side or something like that. I haven't seen any 
in my baby. They did a brain scan and told me everything was normal. 

Il#T08. (Breathing episodes.) That she just forgetting to breathe. 
I had another incident wi th one of my other daughters. When she 
gets mad, she holds her breath and I just don't want her to do it. 
I'm concerned about that because when she wou ld get mad she would 
really turn blue, I've even had to call the paramedics. They come 
in and she would get herself so into it she couldn't pull out. So 
that's why I'm especially concerned about those. They told me she 
hasn't done that. 

FN#U02. Mom said that she thought about not coming in tonight to 
visit. She said she thought she was coming down with a cold. She 
was planning on wearing a mask but decided to just not hold her 
baby outside of her isolette tonight. Mom did, however, reach in 
to touch and stroke her baby. The nurse told mom you spread germs 
with your hands. 
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FN#U09. Dad was sitting at the bedside with a mask on his face. 
He had a cold. Dad said he did not want to give the baby his cold. 

FN#T15. Mom said that she was worri ed about breast feedi ng. Her 
baby had a cleft 1 i p. Her concerns were not for the cleft 1 i p but 
centered around information she was given in the past. Mom had 
been told she had inverted nipples would never be able to breast 
feed. Mom brought thi s to the attention of the nurse cari ng for 
her baby. the nurse looked at her breasts and told her there would 
be no prob 1 em. 

FN#Tl0. Much conversation among the mom. the nurse and the M. D. 
centered around the baby's breathing. Many ventilator changes were 
made. Mom and the M.D. were both looking at the baby's chest as 
changes were made. Mom eventually said she thought she would see 
that the baby was breathing faster. The M. D. said she should be 
seeing the chest wall moving more. 

I2#U12. (Surprised about the caffeine.) At this point. they could 
tell us anythng and I wouldn't be surprised. 

Il#U02. (Strange to be on caffeine.) Yeah. it does. It's like 
WHAT. It's weird too. But when I heard caffeine. I said. "Oh. 
okay". I was surpri sed. I was scared to dri nk coffee whil e I was 
giving her milk because she's not supposed to be on caffeine. WHAT 
DO I KNOW. Then they said they were giving her caffeine and I said 
"Oh, okay". 

I2#U12. (Surprised about the caffeine.) It's like, you know. what
ever, you can't do anything but totally trust these people because 
we don't know anythi ng about it. So you say all ri ght if you say 
that's it then that's it. 

12#U09. (After learning about the caffeine.) Well, I was surprised 
but there is nothing you can do about it. I asked how long she'd 
be on it, but they said probably awhile. until she gets a lot bigger. 
So you can't do nothing about it. 

I2#U12. It's not hard to trust them here, I mean, you know. because 
I thi nk thi ngs happen and either your common sense tells you thi s 
is probably what should be done as far as him being handled and 
then the nurses come along and they say "We 11. you're ri ght he 
shouldn't be handled too much" or whatever. So there really hasn't 
been anything that's come along that's really defied common sense 
that would make you doubt what's been going on. 

I2#U12. 

Il#U12. 
for me. 
things. 

Sometimes all you have to go on is your common sense. 

My knowledge is so limited, that it is really difficult 
You know, if I had a medical background, I would know these 



295 

FORMULATION 

Conversing 

13#U09. (Information from the doctors.) When the doctor comes, 
not the head neonatal but the other doctor. I don't know what you 
ca 11 that person. Usually he or she comes to check in on her, I 
usually talk with her everyday. 

Il#U09. The doctor was talking about starting to make her clothes 
and stuff like that. And you know you like to hear them talk about 
the future because 1 i ke a week ago they di dn' t. So you know that's 
progress. 

I2#U02. Once in awhile, I talk to the nurse practitioners on the 
phone. And I met one, a guy. I can't remember his name. And they 
were helpful but mostly I depend on the nurses. 

11 #U02. I don't know if I really talked to one of the doctors or 
maybe the nurse practitioner or something like that ..• I talked to 
them and they were really helpful. 

I3#U09. I talk to the doctor usually once a day. Unless we're 
going to do something new. 

I3#U09. (Information from the doctors.) Just the daily reports 
and if anything has changed, then I talk to them. 

I3#U09. (Information from the doctors.) If there's going to be 
a new test done, looking for something, or a change. Then you know, 
I always talk to the doctors. 

I2#U02. And say if she's getting an operation, is she getting this. 
I'm sure if it came down to that I would talk to the doctors. 

I2#U02. I felt the nurses could give me information even when she 
was real sick at the beginning. Like I said, I really haven't seen 
the doctor because I didn't really get to come down here till late, 
1 ate than ni ght (of her bi rth). I'm sure if there's somethi ng I 
didn't understand or something like that at the moment, that I would 
have gone to speak to the doctor or somethi ng, but I di dn' t really 
have the need to have gone to the doctor. 

Inquiring 

Il#U13. You know naturally the more information they give us stimu
lates more questions. 
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Il#U13. If they first tell us what's going on ••• Like the first 
couple of days, they would come up and say this is what's gOing 
on. In about a week he'll be there, so somehow that question sticks, 
you know it's not relevant now but we can't answer it now. But the 
week has passed ..• the question now like blood transfusions, like, 
maybe he still needs one or not. That's probably an everyday 
question now, about the transfusion. 

11 #U13. (Wanted to tune out what they are sayi ng. ) I thi nk I do. 
I think I think of the information, I tend to concentrate more on 
what's going to affect him immediately. Because they do give you 
information and then tell you what's going to happen now and event
ually what that's going to lead to. I think like I said before 
that question gets stuck in the back of the mind to be answered 
at a later date. So it's more or less tuned out then. 

Il#U13. It's information that's going to concern you right then 
and there that is more concentrated on. 

11 #U13. Somethi ng has to happen before you know about it, that 
it could happen. 

FN#T10. Mom said you have to know something in order to be able 
to ask questions and to get more information. Mom said it sort 
of evolved as you go along in the situation. 

11#T09. (What do you ask?) Well, everything. Everything that 
I know about. 

FN#T10. During a discussion with the surgeon prior to the PDA, 
mom's father brought up the question "Will the baby be normal?". 
Mom said that was the first time anyone had verbalized a concern 
for the baby being normal and it was totally unexpected by her. 
Mom said all along she thought her baby was, is and will be normal, 
it never entered her mind that her baby may not be normal. 

12#U09. (How do you come up with questions?) You come up with 
questi ons by 1 ooki ng at her. And by what they're doi ng wi th her 
and from what's happened from the beginning. 

FN#T04. Mom was seeking names of things related to the physical 
appearance of her baby ..• Is this the drainage system? This is 
different than what he had on before? 

11#U09. You wait until something happens and you see it and then 
you ask the questions about it. 

Il#U12. I think as much as we ask questions, the amount they come 
and tell us is a lot less than the amount we go after them. 

Il#U12. We ask the other parents what's going on with their kids. 
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Il#U12. When the doctor comes by, we ask him. 

Il#U12. We ask each other. 

11#U12. We ask you. We ask everybody. 
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Il#U02. Nobody can give you all the answers, all the information. 

11#U12. (Sources of information.) Everybody that wa 1 ks by. We, 
I mean, have barraged the nurses. 
the same questions. 

Every nurse that he has, we ask 

11#U12. (Written information.) I think I went through it and I 
said I've pretty much got all this information already. I figured 
that a lot of it did apply to him and some of it didn't. But none 
of it was anything that I thought Wow isn't that interesting or 
surprising or unusual or anything. It was pretty much we know 
already because we have barraged people with everything. 

Il#U02. They give you, you get it from all sides, and they say 
Do you have any questions you can ask. And I ask alot. And they 
don't seem upset to do so. They say May I help you? And 1 et you 
know its alright to ask questions. It's OK to call anytime. Come 
in anytime. 

12#U02. Probably everybody. I like to be reassured. I ask the 
same questions all the time, they're like, we already told you that. 
I don't care tell me again. Anybody, really. I'd ask the nurse. 
I'd ask the doctor. . 

Il#TOB. What they tell me as far as keeping track everyday it's 
pretty much the same, because I call every so often so I ta 1 k to 
a different nurse every shift and then what my doctor says corres
ponds, the same thing. 

11 #U12. Every nurse he has, we ask the sarne questi ons .. Because a 
lot of times either the situation looks like it might have changed. 
or the explanation you got the first time seemed okay at the time. 
but now you might have other things that are additional. 

I1ET08. There were a couple things that I would always ask about 
that I didn't understand. The monitors ••. everytime I'd come I would 
have to ask them to tell me over and over again. 

Il#U09. (Sources of information.) The nurses. 
I just ask her anythi ng and she doesn't mi nd. 
fifty times. 

Especi a lly Terry. 
And I'll ask her 
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I2#U09. (The nurses.) They put up with your questions, even if 
they're the same ones over and over again. 

Il#T08. Some of them (nurses) already recognize me and right away 
they come up and start giving me the "Information. Sometimes I 
don't need to ask. 

Il#TOB. I just come in and I ask them (nurses), that's usually 
how I start out my week. I come in and I ask them "How is she 
doing?". 

I2#U09. (Calling her husband.) Well, if I tell him something new 
that's happened with her, he'll ask questions about it or else I'll 
just tell him things are still the same. He always wants to know 
about her weight, that's always the bii one. 

Il#U02. I call in everyday. I'm sure those people are saying "Would 
you shut up". No, I'm sure they are not. I ask about whatever 
happened. I don't care--di d she suck her thumb 1 ast ni ght--just 
to know that she is hanging on. 

Il#U12. (Kind of questio~s.) When is he going to start his feedings, 
and when is he going to get his IV out and, you know, a lot of things 
were timed kind of questions. 

Il#U02. I call in everyday to see if she's gained weight, lost 
any. Had any A & Bs. How much she is eating. When is she eating. 

Il#TOB. (When you call.) I ask how her feeding went, if she is 
gaining weight, how many of the breathing spells has she had and 
I try to keep up from the last time I called, and her oxygen. 

Il#U12. Waiting and questions about the ventilator were really 
bad. Is he going on the ventilator or no? That was really powerful. 

FN#U09. Mom said the baby had been constipated lately and had been 
getting suppositories. Mom asked the nurse about the baby's bowel 
movements. 

Il#U09. (What do you ask?) Her weight. That's a big one. How 
much she is eating. If she is taking her feedings. 

FN#T04. Mom was asking the house officer what are the rules and 
what are the characteristics of being in that situation. The ques
tions related predominately around the baby's transfer to the 10 
which would occur within the week. Mom wanted to know if she could 
stay with the baby as she was able to in NICU. She seemed to recog
nize that she would not be able to stay. Mom then said "Well, it 
would be better if I lived out of town, because then I would be 
able to stay with my baby". Mom appeared reluctant to make the change 
to the 10, even though that transfer generally has positive connota
tions. Mom was aware that the transfer was a sign of progress. 
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FN#Tl0. The physician kept using the terms ASD and shunting to 
explain the baby's change in condition. Mom asked what is shunting 
only after the M.D. had used the term eight or ten times. A picture 
was drawn by the M.D. to explain shunting. 

13#U09. (Try to get the meani ng of a new word out of context.) 
I've noticed that I've done that too. If I don't catch on, I'll 
just ask them. 

FN#T15. Mom said that the baby had a urine test. Mom said that 
she came in and told me that the baby had a "bug". The M. D. told 
her that the baby would need a spinal tap. Mom said then she 
pani cked and asked the M. D. what the "bug" was. When mom was gi ven 
the name "strep", she said that she relaxed and got rid of some 
of her anxi ety. 

13#U09. (To get meaning out of context.) There haven't been many 
but I do remember I did it once then later I just simply asked them 
again. What does that mean? 

13#U09. (When you encounter a new word 1 i ke apnea.) I as k ri ght 
away what that word was. 

Il#U12. (Getting meaning of words out of context.) I don't think 
so. I can think of a couple of situations where they say something 
and one of us says "meaning what?". I don't think either of us 
are inclined to let anything, to try to decipher anything. 

Il#U09. I use the nurses not the doctors mainly for information. 

Il#U02. The nurses are a real source of information. 

I2#U02. Like Dana. I ask her a lot of questions because she seems 
to know what I'm thinking. And she asks me if any question I want 
and lets me know it's okay to ask. And she's the primary nurse 
and I see her more often than I do the others. So usually I go 
to her more than the others. 

11 #U09. 
most ly. 

So far so, I use the nurses for i nformati on. 
She's always here. She seems to have the most. 

One nurse 

12#U02. I ask Dana mostly because she really knows what I am asking. 

12#U09. (The nurses.) You can get to know each other better. They 
know when you're worried. They know what you need to hear. They're 
in tune with you which is really good. 

12#U09. (The nurses.) They're real good here. At least the ones 
I've met and have worked with. They're real good. They kind of, 
they know what you're thinking. 
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11 #TOB. We 11, wi th the nurses here you know, 1 i ke each one wou 1 d 
have a di fferent exp 1 anat i on and get down to more basic than what 
I'm used to hearing. It was less technical and medical. 

Il#U13. They know when they are using medical terms, everyday medi
cal terms they could explain what they mean. 

12#U02. She (the nurse) could put you in contact with somebody 
who I could understand. They would really take the time to explain. 

Il#U02. (Using lingo.) I'm trying to listen to make it easier so 
that they don't have to sit there and try to think, "What is she 
tryi ng to ask me?". I'm tryi ng to pi ck up on it, you know, I mi ght 
not understand, but· what's thi sand thi nk of a word that they use 
or listen to them say it. This is what it means. That way maybe 
its easier for them to talk to me or to get to the point. And then 
I know and they know. So we're not going, "No, I didn't mean that, 
the other thing". 

Il#U02. I usually say, has she had those periods where she stops 
breathing for fifteen minutes. This is what I say to one of the 
nurses so that they don't think, "What is she trying to tell me?, 
What is she askng?". 

Il#U02. (Use lingo.) They let them know and show them w!lat point 
they want to di scuss. It may not be the ri ght words or actually 
what you fi nd, but you're getting to that, where it mi ght be the 
next step. To what you are really tryi ng to say. Not that one 
but the other one. 

Il#U12. (Describe his alarms.) It's a long word with an RE at 
the end. I know that so I can look it up and I know that it's hard 
for his breathing. He gets tired and forgets to breath. That's 
most likely what the problem is. 

Il#U12. (Describe his alarms.) I know to look it up in the chart. 
Well, apnea or there's another one which I probably wouldn't 
pronounce properly. 

Il#U13. (Describe his alarms.) "Cadia" or something like that. 

13U09. (Encountering new words.) She's pretty much remained the 
same, so everything we've talked about is pretty familiar now. 

Il#U13. I think the main reason we pay attention or are familiar 
wi th the words is because we spend a lot of time readi ng over the 
charts that they have and they wou ldn' t make sense unless we knew 
what the words meant. 

12#U13. The metric system. You learn the lingo. It's what they 
use. 
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Il#U02. I'll never use the words A & Bs after she is discharged. 
Then I wi 11 say who cares what that is. I don't care anymore. 

Il#U02. People speak a foreign language here. It's 1 i ke the 
Twilight Zone. 

FN#Tl0. Mom described her baby as 15 inches long and that he weighed 
about 2 and a half pounds when he was born. She didn't use the 
gram weight as is used by the medical staff, but she made an attempt 
in each case to discuss what was happening in grams in their equi
valent pound terms. She said that her baby had lost 100 grams today 
and wondered what that was in terms of pounds. 

FN#U9. Mom said that the baby had gained 10 grams. I asked mom 
"How much does your baby weigh now?". Mom did some thinking and 
figured out "probably" what her baby weighed now. 

FN#TOB. The parents thought that the physi cians were using thei r 
everyday language, assuming it was everyday language for the parents. 
The one term they thought was everyday 1 anguage for everyone is 
that the doctors kept referring to the baby's problem as involving 
her "gut". 

13#U09. (Encountering new words.) I think it was something to do 
with her blood. They were using a more medical term. I was pretty 
sure it was wit her blood and it was. 

13#U09. (Not use words like gavage and theophylline but use trans
lations.) Um, maybe I am using translations, I hadn't really given 
it any thought. I don't know. 

Observing 

Il#U09. (Getting information.) You just watch the baby ••. her ways, 
her moves. I'm here constantly almost, just watching her. 

Il#U09. (Get information from looking at the baby.) Yeah, that's 
what you do. You just kind of think. 

FN#TOB. Mom seems to really focus on her baby whenever she vi si ts. 
It is not obvi ous that she is' even attempti ng to overhear conver
sations in the room. 

FN#U09. Throughout the i ntervi ew, mom's eyes were directed at the 
baby and spent little time looking directly at the interviewer. 

FN#T10. Mom reported a number of details concerning the situation 
with her baby to some visitors. Mom was very detailed on the venti
lator--it was in the baby's mouth and the baby didn't seem to like 
it and was uncomfortab 1 e with it. She a 1 so said that the baby was 
in a mist set-up so that as the mist went over the baby it would 
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keep the baby's skin moist. She also said the baby had a number 
of tubes in his bellybutton. 

FN#U09. As the nurse was taking the baby's vital signs, mom watched 
very closely every movement that the nurse made. Mom asked several 
pertinent questions regarding her baby at that time. What is her 
temperature? Is the temperature okay? 

FN#T04. Mom was seeking names in order to identify objects related 
to her baby's care .•• What is that? What is a syringe? 

FN#T04. Mom did not ask questions while the nurse was irrigating 
the baby's gastrostomy tube. She di d ask questi ons regardi ng the 
tube and the irrigation when another nurse was showing her how to 
change a di aper. Mom wanted to know how the baby felt duri ng the 
irrigation. She also asked the name of the devices used in irriga
tion at this time. Mom noticed that the outlet device was different 
than she had seen before. 

FN#T1 O. When the nurse was worki ng wi th the baby, she covered the 
baby's head with a diaper. This covering is standard care to cut 
down on 1 i ght and noi se. Mom i mmedi ate 1 y looked over at her baby 
and saw the cloth covering the baby's head and most of his body. 
She asked what was happeni ng. She looked very fri ghtened by the 
baby's appearance. Mom said that nobody had ever done that before. 

Il#U02. I don't know, its hard to say what was the most important 
thi ng to make sense of after she was born. There were a lot of 
things running through my mind. Because I really hadn't seen her 
when she was born because they put me out. 

FN#T10. Mom was given a general consensus of how the baby was doing 
in her telephone conversations with staff. Being in the unit allowed 
her to see the variety of things that go into the overall consensus. 
Things seemed very different from her impressions created by the 
consensus. 

I3#U09. I check out what I see about her with the nurses all the 
time. 

I2#U09. (Blood in her stool.) I was holding her and getting ready 
to put her back. I seen it next to her, her little bum. So I told 
the nurse, then the nurse told the head doctor, but they just said 
they'd keep an eye on her. But then 1 ater that afternoon, after 
I had left, they had decided to xray her because the nurse told 
them I was worried about it. 

13#U09. I knew her blood count was down and then I had noticed 
that she was sleeping more and then I asked the nurse and she agreed 
that it could be that. 
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FN#T04. Mom observed her baby very closely and would ask any nurse, 
a lmost at random, what was happeni ng wi th her baby. She asked wi 11 
this scar get bigger. The nurse said yes the scar would get bigger 
as the baby grew. Mom seemed surprised, said OHHH, after this 
response from the nurse. 

FN#U09. As mom was ho ldi ng her baby, she was scanni ng her face 
which was the only visible part of her body. She asked the nurse 
what is this white stuff on her lips. The nurse gave a short expla
nation. 

Il#T08. I watch her expression real closely. 

Il#U09. You can tell when she's in pain. She'll crunch her eyebrows 
together. 

Il#U09. I worry about her comfort most of the time. That's why 
I sit here and watch her. Watch her facial expressions. See how 
she's handling it all. 

Il#U09. If she doesn't like something, you can just tell by her 
facial expressions because she doesn't cry alot. But when she does, 
it tears you up. Cause she's so sma 11 to see her cry. Then you 
think she is in pain. When she cries, my husband cries. 

FN#U09. Mom said that her baby's eyes were open at thi s time and 
that the baby would have long periods of wakefulness. She was 
concerned that the baby was not getting enough time for sleeping. 
Mom said the baby needed sleep to grow. 

Il#U09. We think we n'oticed yesterday that she can sleep with one 
eye open. So she's not always all awake. Cause we can close her 
eyelid and it'll stay shut. 

I3#U09. (When she needs changi ng. ) She'll grunt and everythi ng. 
She's funny. You can sit there and watch. She's got her eyebrows 
crunched together and you know she is tryi ng. And her respi ratory 
rate and her heart rate go up too. 

Il#U13. (Observing the baby.) When he is hungry, no onE:! knows if 
that's true or not, but it seems to be before it's time to eat. 
He opens his eyes. He looks around. He wakes up. 

11 #U12. (Observi ng the baby.) When he goes to the bathroom, at 
first, he'd go crazy. He'd like crawl up in bed, move up. He 
doesn't like a dirty diaper. 

Il#U09. She's always reaching, constantly reaching out. They say 
that's a good sign. 
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Il#TOB. (Signs of getting better.) She moves now, like she would 
just move her hands and now it's the full arm. 

FN#T10. Mom said that her baby's movement signifies vitality. She 
said that when she visits her baby, she gives her baby Vitality 
by her presence and touch and that the baby returns some vi ta 1 i ty 
to her. 

FN#T10. Mom said the baby was having a bad day today. 
was fussy, kept moving and seemed quite uncomfortable. 

The baby 

Il#U12. (Observing the baby.) Like when we did first come in this 
morning, he was real ... just laying there and he seemed really out 
of it. You cou 1 d tell that there was somethi ng not ri ght. He's 
usually kind of moving, wiggling his toes and kind of throws his 
arms around every so often. Or he is looking at you. 

Il#TOB. (Tell something wrong.) The fact that it looked like she 
was, like she gasped for air a couple of times and after that she 
was really tired. 

FN#Tl0. Mom seems to i ndi cate that the baby's movement is a good 
sign. When the baby is not moving, it is a bad sign. At the present 
time, the baby is being sedated in order to decrease his blood 
pressure. Mom did notice today that when she approached her baby 
and touched him that there was no movement. The sedati on had been 
explained to the parents but mom visibly seemed upset by the lack 
of movement. 

Il#TOB. (Signs of getting worse.) If she would just lay there 
like she would and like now and just that yellowish color that she 
had to herself. 

FN#U09. Mom was saying that her baby was doing better. She described 
thi s as her baby's co lor was better. The baby appeared grey in 
color at that time. 

FN#U09. Mom observed that the white spots on her baby's face were 
going away and that that was "good". 

11 #U09. I worry that she doesn't sleep enough because I want her 
to grow. She has to sleep to grow. That's why I wonder about her 
comfort. I s she comfortable enough in there? Does she need some
thing? Is it too quiet in there? 

Il#U09. (Feedings going well.) It's just her stomach. It got 
real bloated real bad and when we started feeding her, it gets really 
bi g and round and you wonder, you know, is it okay. You wonder 
if you are missing something. 
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I3#U09. (Connections between things that are happening with her.) 
Tiredness, low blood, just weak. You can tell she is weak just 
by looking at her. You just notice those things. 

I1#T08. (Changes following transfusion.) Like she seems like she's 
trying to get stronger. Her, she is real active when I come, she 
pull s on me and I can see her tryi ng to move her head around and 
her eyes, she moves them around. I can see that it made a bi g 
difference. She is getting better. 

I1#T08. They hadn't given her any food yet and it was already seven 
days and I could see her getting weak, and it kept drawing out blood. 
It wasn't much but she didn't have a whole lot to begin with but 
I noticed there's been changes since that blood transfusion last 
week. 

Comparing 

I2#U13. 
babies. 

The nurses 1 et us know what is happeni ng wi th the other 
We kind of compare. 

I2#U13. (Talking to other parents.) I think it's going to help 
us on the quantitative thing. The next one •.• over there •.• they 
said is 32 weeks, no way it was 32 weeks. It was huge. But maybe 
it wa s 32 weeks. 

I2#U12. (Comparing with other babies.) Because we say Well, our 
baby was 32 weeks and it was smaller than that. So there's now 
that baby, it has to be 36 weeks or whatever. There's a lot of 
stuff like that that really has no basis, you just do it. You 
compare. 

FN#U02. Mom was making comparisons between her baby and other 
babies in the unit who were premature. Mom also reports talking 
with her mother about her sister, who was born six weeks early. 
Her mother to 1 d her that at the time of her sister's bi rth, she 
didn't have any hair, nails, her ears were not formed, she didn't 
have any eyelashes or eyebrows. Mom, then, looked across at another 
baby who is small, probably 26-28 weeks. She noticed that the other 
small baby had a full head of hair, nails and ears. She then looked 
at her own baby and remarked how surpri sed she was that when her 
baby was born, her baby was actually very hairy. 

11 #U09. That baby over there wei ghed a pound and a ha If when she 
came in and now she wei ghs three. The nurse was tell i ng me how 
long it took her to get that big. Then I picture my baby bigger. 

I1#U09. (Overhearing conversations.) The only thing I've done 
is if there's a baby that comes in close to her size when she was 
born, I' 11 see how bi 9 that baby wei ghs now and then we'll see how 
long it took that baby to get that big. 
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FN#T04. Mom didn't appear to make any comparisons between her baby 
and any other baby in the uni t, except for the baby i mmedi ate 1 y 
adjacent to her baby. Thi s adjacent baby has the same c li ni ca 1 
diagnosis. No other baby in the unit had a like diagnosis. 

FN#T04. Mom interrupted the house offi cer who was exami ni ng the 
baby with the same diagnosis as hers with questions about that baby's 
status and how that information related to her baby. 

FN#T04. Whenever any conversation occurred within the unit itself, 
mom wou ld stop respondi ng to the questi onnai res and 1 i sten to what 
was happening and/or to what was being said. If a conversation 
related to the baby immediately next to hers, who had the same 
diagnosis as her baby, she would actually physically turn her head 
in that direction and listen very carefully throughout the conver
sation, even if it seemed to go beyond that baby's physical 
condition. 

FN#T04. Mom never referred to the baby's diagnosis. She kept 
referri ng to the di agnos is as "What that baby over there has too". 

FN#T04. Mom made compari sons between her baby and the baby next 
to hers who had the same diagnosis. She said my baby has what that 
baby has. "The doctors said its very unusual to have one let alone 
two babies with the same problem at the same time". Mom referred 
to the condition as a problem and not by its diagnosis. The baby 
next to hers was born two days earlier than her child and was, there
fore, two days further in the process of recoveri ng from a TE 
Fistula. Mom would relate the timetable for her baby's recovery 
and discharge to the timetable followed by other baby. Mom decided 
that by a certain time next week that certain things would happen, 
including transfer to the 10 nursery and the start of feedings. 
The other baby was displaying continuing problems and she said that 
her baby would not have those lingering problems. Mom felt sorry 
for the mother of the other baby because of the continuing problems. 

12#U02. (Overhearing other conversations.) I kind of listen to 
what could happen with mine next. 

12#U12. (Comparing to other babies) You see babies going home 
and you say well, soon he'll be able to go ..• he'll be able to be 
moved to the next room. 

Il#U09. (Comparing to other babies.) They tell you though, it 
might not happen to yours. You never know. 

12#U12. Right. You compare with babies that are doing good and 
contrast with babies that are doing bad. 
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12#U12. (Compa ri ng to other babi es. ) Well, obvi ous ones where 
you know that the baby's having a hard time, or just something like 
that. He may have had to go on a venti 1 ator and you see a baby 
out there and say thank God he didn't have to go on a ventilator. 

12#U12. (Comparing to other babies.) You see he didn't have to 
have any kind of operation, YET, or anything like that. 

11 #U02. I rea 11 y haven't had such a bad time. Like that baby over 
there who had heart surgery ••. 1 haven't had to deal with that part 
YET, so it hasn't been that hard for me. 

FN#T09. Mom asked isn't there a baby in here who is smaller than 
mine, was there ever a baby smaller than mine? 

11#U09. (Forget the past.) You think every now and then, if I 
see another baby on it, I think she isn't on that anymore. That's 
one good thi ng. She graduated from that. But I really don't thi nk 
about it. What she had anymore. 

12#U02. I've had a couple people who had premature babies here 
and there that I've talked to about the experi ence. Tal ki ng wi th 
them helped. Like it's okay to feel that way because I felt that 
way too. Concerning things that they, especially, well, thank good
ness, she's not hooked up to one of those things (points to 
ventilator) because I would be scared. So they tell me not to worry 
and it's okay to feel this way. And sometimes you blame yourself 
for, what have I done to cause this early pregnancy. And it's normal 
and they're good sources of support. 

11#U02. I'm very very lucky because she is not on all these things. 
And like this baby over here ... 1 would be scared to death. Every 
beep, every noi se cou 1 d scare me. I guess I have been fortunate 
to where she isn't as sickly as that. I don't think I'm in as bad 
a situation as other people which is something I am grateful for. 

12#U12. (Comparing to other babies.) So that there's some major 
things that you can say that, well, he doesn't need this yet. 

11#U12. And also reading. They've given us a lot of information 
stuff to read about what happens to premature babies and stuff like 
that, and we wanted that too. 

Il#U09. (Premature baby book.) What I'll do is I'll read with 
what's happening to her just look in the index. I look for things. 

12#U09. (Premie book.) If I go reading everything in that book, 
it's all about di seases and di sorders that they can have, then I 
would start asking questions. But I don't read much. I just look 
in the index and pick out things I've heard about her. 
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11 #U09. (Premature baby book.) I t covers everythi ng. Not many 
of them though have ever had babi es thi s small whi ch worri es me. 
They're almost two pounds or over when they are born. 

Il#U09. (Premature baby book.) I start wondering about ••• you start 
reading about a problem that could happen. Then you start looking 
for it. 

12#U09. (Reading the premie book.) Then you know she's doing what 
other babi es do, too. If she is doi ng what most other babi es do 
then you know she's not doing anything really abnormal. 

Il#U09. (Learn about gavage feedings.) In a premature baby book. 

Il#U09. (Premature baby book.) I read about the emotions that 
the parents go through or what they feel is a normal process. It's 
interesting to read. You'll see someone else that's felt the same 
way you fe It. I t has everythi ng in it. So you I re sure to fi nd 
your se lf in it. 

I2#U02. Others 1 i ke the nurses tell you a lot that it I S norma 1 
to feel that way but they say that, but that's not somebody that's 
actually had their own baby and gone through that themselves. 

Monitoring 

I2#U02. (The moni tor.) That one is for the heart rate and the 
respirations, how many breaths per minute she is doing. 

Il#TOB. (Explain oximeter.) That one's for oxygen. Should be 
close to 100 and itls usually in the 90s. The pulse rate, I don't 
really understand that one. 

Il#U02. (Machines connected to baby.) I think I understand. 
Because the nurses take time to explain. 

I3#U09. (Numbers on machines.) lIve checked to see what's normal, 
the respiratory rate's always about this normal. 

FN#T1 O. Mom came to the conc 1 us i on that a 100 gram wei ght loss 
in one day was not significant for her baby. 

FN#T10. Blood gas results came back and the carbon dioxide was 
gi ven to the doctor by the nurse. The carbon di oxi de was 164. 
Mom asked the doctor if that was "bad" and the M. D. sai d it showed 
that the baby was not breathing well. 

12#U02. (Meaning of numbers displayed on monitor.) That she's 
got a good heart beat. I mean heart rate. 
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13#U09. (Higher than normal respiratory rate.) They're not worried 
about it. But if I would stay in the 70s a lot, I would be happy. 
But it keeps flying up. 

11#TOB. (Explain monitor.) I guess I would give you like a set 
of numbers, you know like say 130 to 160 and tell you what she is 
doing like fair, good and poor. I guess that would be the easiest 
explanation. 

FN#T12. Mom reported that the baby had lost some weight but 
according to her doctors this was a minimal amount of weight and 
the best that the baby could do. 

11 #U09. Her blood count dropped yesterday and they mi ght have to 
start giving her blood. 

I1#U09. She's getting disturbed alot. She gets food every two 
hours. After she eats her respi ratory rate wi 11 go up ali tt 1 e 
bi t. Her body's tryi ng to digest and she has to try and settle 
down again and before you know it that two hours is gone. Especially 
when she stays awake 45 minutes. 

I1#U12. (Get information from looking at him.) Yes. Specifically, 
like when the machine goes off, not all the time is he not breathing. 
Sometimes one of his leads is loose or something like that. You 
look at him and see if he is breathing, you can see his lead is 
off. 

I1#U02. (Pulse oximeter.) Takes the pulse rate. The 96 up there 
is the oxygen saturation which shows if she's dropping oxygen and 
they have to fi 11 her 'up and they give her a couple things so she 
can get oxygen through her body and up into her brain. 

I1#U02. (What does A & B mean?) I think I do but I forget in the 
back of my mi nd, I know it to the poi nt where her oxygen 1 eve 1 goes 
down and her respi rat i on goes down and that they watch for it and 
pick it up. I usually say, has she had those periods where she 
stops breathing mere than fifteen minutes. 

FN#T12. Mom knew the number of hours that the baby was on oxygen 
and reported that four hours was a minimal amount of time and that 
the baby's breathing was doing just fine. 

FN#T12. Mom knew the exact volume of feeds that the baby was getting 
at the time. It was an Bcc feeding. 

I1#U09. But, then there's other good things. Her blood sugar's 
staying up and it's stabilizing. 
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I1#U09. (Every two hour feedings.) Her blood sugar will stabilize 
that way. Eery three hours it kept dropping and then after they 
feed, it picked back up again. So every two hours at least it stays 
stab leo It's been stayi ng real good. Who knows, maybe, they can 
wean her of that. 

I2#U12. The bilirubin was 6.6. We follow those numbers very 
closely. I think a lot of it is seeing changes. We know the first 
time it happened with the lights on, we know what the level was 
with the lights off. Then you say okay, well, that was an okay 
level, at the time, and so then when you see it go up, it had been 
7 and then they turned the li ghts on and then it went back up to 
I think 11.9. At 6.6, the light went off again so it must be okay 
or where he can handle it anyway. 

I2#U13. (Things that become less of a concern.) I guess they still 
have some question about the bil i rubi n but I don't thi nk it's so 
much a questi on anymore because it seems 1 i ke that stayi ng down 
too. 

11#U09. Her bilirubin, we don't have to worry about that any more. 
So that's one step we've conquered. 

11#U09. She gained forty grams. Thct makes a big difference. 
I'm just hoping that her body is digesting all this food, making 
muscles that she needs and fat. Fill up those empty spaces. 

I1#U09. If she's grown a little bit that would be good. 

12#U12. I think now when we come in the first thing we look at, 
we go to the chart, we look at his feedings; Did he throw anything 
up?, How much is he getting from feeding? Is he okay with that? 
That's like the big focus now. 

I2#U02. (Most important to know now.) Mostly how she is handling 
things. Putting on weight. She's just trying to make her way up 
now. Just knowi ng what's goi ng on with her day to day and knowi ng 
whether she is gaining weight, whether it's bad that she is not, 
that it is ok that she is not. That her As and Bs are slowing down, 
that if it isn't that she's picking them up herself or how many 
she isn't picking up and they have to help her. 
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CATEGORIZATION 

"My baby is little" 

11 #T08. (Word to descri be what is happeni ng. ) Immature, that's 
all. Th at' s a 11 i tis. 

I2#U02. I say she's doing real good. 
for how old she is. She was premature. 

She's handling herself well 
She shouldn't be here now. 

I1#U02. As I see her getting easier, 1. .• moving herself around 
easier, I know that she's getting a little better, she's developing 
more and more. Cause she's just a 26 weeker that's what a 1 ot of 
her development is to come. She is just starting to develop now. 

I1#U02. (What tells you she is better?) Well, when she looks at 
me and smiles. I'm sure that's just a reaction. I'm sure it has 
nothing to do wih anything. Just watching her move and stuff. It 
doesn't seem like a 26 week old should do that stuff, move like 
that, or whatever, or adapt so well. I watch her when she sucks 
her thumb. That's something big babies do. 

I1#U09. She was 30, 34 weeks, I think. But the nurses say that 
they don't believe that. That she has to be at least 30, 32. All 
I know is that I had my last period the end of April, the beginning 
of May. So when I got pregnant in there it could be a two week 
di fference. 

FN#T12. Mom described her baby as being more mature than was origin
ally estimated. There are a variety of estimated gestational ages 
found in the baby's chart. The doctors are estimating 31 to 32 
weeks but mom talked about the baby scori ng out at 35 weeks. She 
didn't use the name of the score but said that 35 weeks is probably 
a better estimate of the baby's gestational age. By dates, the 
infant is at 31 weeks gestation. Mom reported that she and dad 
had both told everybody that they were going to have a bigger baby 
than what anyone had anticipated. 

FN#U02. Mom was tal ki ng about her 26 week old baby and by the 
Dubowitz scoring in the chart the baby is estimated as being 27 
weeks in age. 

I3#U09. You look for normal things that even older children would 
have. 

I1#U09. (Tiny girl.) But she does everything of an older baby. 
That's the thing about her. 

I2#U09. (Figuring why she stays awake so much.) Because, you think, 
that she's got to grow. You know that babies sleep a lot, and when 
every time you come in and see yours, and she's so tiny and she's 
wide awake. 
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I1#U09. I never anticipated a tiny baby. That the growth stopped 
surprises me. I always figured, we always figured ••• we knew some
thi ng was wrong. We were search; ng for di seases. That's what the 
doctors were. Like they thought it was cystic fibrosis. But I 
always figure I'd have a normal sized baby. I was getting ready 
to face a disease. But now we have a tiny baby and they can't find 
no disease or anything. 

FN#U09. Mom said that the nurses were quite scared of her baby 
and concerned about giving care to her baby because of the unusual 
combination of the baby relatively mature gestational age but "very 
very small size". Mom said that the nurses told her they had never 
seen a baby like hers before. 

"My baby needs repair." 

I1#T20. The tests showed he had all these little holes in his heart. 

FN#Tl5. Mom was describing in some detail the abnormalities that 
the baby had. She ta 1 ked about the abnorma 1 i ties that you cou 1 d 
see, the cleft lip. She did not talk about the congenital heart 
defects although the parents were informed of the ASD and VSD. 

I 1 #U09. I had a sonogram three weeks 1 ater and she hadn't grown 
at all and there's three whole weeks. That's why they took her. 
That's a long time. She was dying is what was wrong. 

I1#T20. They say they could fix his heart stuff when he is a little 
older, 

FN#Tl5. Mom said that the cleft lip was "not that bad" because 
it was still attached to the nose and that the surgeons said a good 
repair could be done. The baby's gums were also "intact". 

FN#T07. Mom reported that they could do a "drain thing" if they 
needed to take care of the "pressure in his brain". 

FN#T07. When mom was talking about never thinking that her baby 
would be anything but normal. Dad reported seeing a TV show where 
they talked about children with only half a brain. Dad reported 
that these children seemed very normal, that training and rehabili
tation had been available to them, and that they function as children 
should. 

FN#T09. Mom said they were giving her baby antibiotics to get rid 
of the infectin. 

I lT04. He's here to get over the surgery he had, that fi xed that 
thing, like what that baby had over there. 

Il#T20. He couldn't eat after he was born because of that thing 
- now that it is fixed, he can eat soon. 
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EXPLANATION 

"It's normal with little babies." 

I1#TOB. (Explain to others.) I would say that she was born prema
ture and everything is there, but it just isn't fully mature. Her 
lungs are built up and everything else, it's just her breathing 
rate, she is still on oxygen and her little breathing spells which 
is sometimes she forgets to breathe. That's because they tell me 
her brain's not really mature enough. 

I 1 #U02. They came and exp 1 ai ned to me why that happened, why they 
had to put this on her, and that she's still so small. She shouldn't 
be out here until she can do all this stuff by herself. 

12#U02. I realize that she is very small. And she's going through 
a lot of things and she really shouldn't be here now. But I think 
she is going to make. I've got a lot of hope that she will. 

I1#TOB. (Most important at the beginning.) That she was going 
to keep breathi ng. On the ventilator and if her 1 ungs were fu 11 y 
developed, which they are more or less. They weren't strong enough 
for her. They were still too young, her 1 ungs. But everythi ng 
was intact. 

I3#U09. (Blood transfusion.) Before when she had it, it was they 
were taki ng so much from her for testi ng. At the begi nni ng, she's 
not bUilding it back up quickly enough. It's understandable because 
she's so little. But they've cut down on the amount of blood they 
can take from her. But sti 11, they said that even though they do 
take it, it's a lot from the blood for a little body. 

I3#U09. (Understand why she needs blood.) No. Just that I hear 
she's so small. She's probably incapable of building it up fast 
enough. Isn't that sad? 

FN#T10. Mom said that she had been told that if the baby was any 
bigger then the baby would be in more of a problem, would be having 
more problems. That is, given the baby's gestational age that the 
baby weighed the right amount. If the baby's weight was any higher 
than the baby's heart would have'to work harder. 

12#U09. (After 1 earni ng about the caffei ne. ) The nurse sai d most 
of the other babies here are on it. It's just a procedure, I guess. 

12#U09. (Caffeine medication.) She hasn't had any spells of apnea 
(pronounced ap-nee), she's just real good with that. She hasn't 
had any spells and that's what I need to ask the nurse about is 
if thi sis preventi ng it or is she on it just to make sure that 
it doesn't happen. The nurse said it's just a procedure -- everybody 
gets it. 
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I1#U12. (Bilirubin lights on and off.) They say it's common for 
the lights to go on then off. He had a light on. He had a light 
off. He had the light on. He had the light off. So now if it 
goes back on, well, all right, that's all right. 

Il#U12. (Apnea.) It's common in premature babies and then his 
heart rate drops and then usually he only needs a 1 itt le, in hi s 
case, he on 1 y needs a bi t of a push to, sometimes they gi ve you 
more than that to get you going. Oxygen or stuff like that. 

Il#U02. (Following A & B alarm.) After it was explained to me, 
they said it was normal, we just have to watch for it, because if 
they can't handle it on their own then they have to put the respira
tor on. 

Il#U12. (Feeding stopped.) So now that you find that this is not 
uncommon, we 11, then you say okay, as long as it's not uncommon, 
I can deal with it. 

Il#U09. (Bloated stomach.) No, it's okay, they keep telling you 
it's okay. Its just looking at it that doesn't look okay. It's 
just that's what they say. It's ugly to look at, that's because 
she was 1; ke mal nour; shed and she looks 1 i ke the babi es in Afri ca. 

FN#Tl0. Mom reported that she, baby, was doi ng as expected. She 
was told that most babies this age would have a good day followed 
by a bad day and in fact the baby was having a bad day today. The 
day was bad beause the baby was fussy, kept movi ng and seemed qui te 
uncomfortable. 

FN#T10. Mom's impression of the situation seemed to be that her 
baby was doing as expected for a baby given that size and gestational 
age. 

I2#U02. As her time in here progresses, I'd say she's gaining more 
wei ght and so when do you thi nk, when is the earl i est that a baby 
could go home. And they say well about four pounds and you have 
to do everything too. I realize she's very small and has awhile 
to go. Then I say she's ga i ned 10 more grams--We ll--When do I get 
to take her home? 

12#U02. (What made you decide it wi 11 be awhile before she goes 
home?) Just because she is so small and having these episodes. 
But she is so small and her weight fluctuates so much. 

"It's normal with babies like mine." 

I1#T09. They say babies with an infection like his needs the anti
biotics for 3 weeks. 
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I1#T04. The tube is for feeding him since babies with his type 
of operation can't eat until it's OK. 

11 #T04. I don't know for sure what that tube is for but it has 
to stay until he eats without leaking. 

I1#T09. The doctors say the cultures are sometimes funny, you know, 
hard to read with this kind of bug. 

I1#T04. The doctors say he is a little leaking around his surgery 
but lots of these babies do that. Like that baby over there. 

I1#T20. Most babies with heart problems can go home in about 2 
weeks. 
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CHANGEABILITY 

It's not what you expected. 

11 #U13. It's what you expect, he's goi ng to do better everyday. 

11#U12. (Feedings stopped.) I assumed that if it got started, 
pretty much go as planned, unless he developed an intolerance, which 
I never really pursued at that time. What does that mean? You 
know why pursue it, it seems fine. 

11#U12. (Baby had a bad morning.) So I'll probably take it a lot 
harder than I otherwise would if I would try to look more realisti
cally at things, like things are going to go up and down. 

11#U12. I'm basically an optimistic person and probably naively 
so because I always come in expecting that today he's doing better 
than he did yesterday. I probably shouldn't do that because 
obviously even if he's going to do well, it's probably going to 
be little ups and downs all along the way, even throughout his life, 
let alone just while he's here in Intensive Care. 

11 #U12. (Baby had a bad morni ng. ) I thi n k I have the tendency 
to really get upset when thi ngs 1 i ke that happen because you just 
don't want anything to happen. 

Il#U02. I feel like I don't want to get my hopes up real high and 
then thi s happens (re: apnea). It sorta bri ngs me down ali tt 1 e. 
Before she was not havi ng these for a couple of days and ilOW she 
started back up again. It's sort of day to day. 

I3#U09. (They say they're not going to do something then ... ) It's 
like last week, we said she probably won't need blood, but here 
we are this week. Now they don't know yes or no. 

I3#U09. (Tests done recently.) I was surprised. I knew because 
. everyone said that we're not going to worry about it. We're not 

going to worry about her belly. She doesn't have any signs. Then 
one day, I walked in and they said they were going to check it and 
then I worried. They said they were going to do it just to make 
sure. Everything came out fine. 

It's new to me. 

12#U09. (Blood in her stool.) That was yesterday. She didn't 
have any last night. That was scary, that really bothered me. 

13#U09. Every new test that they do worries me. 

12#U09. (Learn something new and worry.) Yeah, but I have to get 
ready, I have to be prepared to worry a lot. 
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It's different in some way. 

FN#T1 O. Mom felt very di fferent when seei ng thi ngs bei ng done to 
her baby than when she heard about them over the telephone. 

FN#T10. Mom described how she felt that her baby was doing really 
well. Whenever she would call into the unit, people would report 
that things were going well. But, now that she was actually in 
the unit and seeing what was happening her impression of the situa
tion was much different. Mom now felt that things were not going 
well at a 11. 

Change is bad. 

FN#T10. Mom said that she was trying to keep a very positive atti
tude about everything that was happening. Mom felt that the positive 
attitude was very important to her and to her baby. When changes 
from "good" to "bad" occurred, the positive attitude was really 
in danger. Mom said she would and has had to work very hard to 
keep that positive attitude. 

I2#U12. (Effect of bad situation on her mindset.) You know when 
I call, when I am walking up the hall or when I'm about to call 
that I have a little bit more anxiety thinking that it's possible 
that things aren't going to be going as well. So I guess, it 
probably did put a little bit of doubt in that real positive feeling 
about that, but I would say sort of overall that I sti 11 have the 
same positive that probably things are going okay. 

FN#T1 O. The poi nt that the baby had an ASD was exp 1 a i ned to mom 
several days ago by at least two physicians caring directly for 
her baby. In the conversation tonight with another physician, the 
parents were told that open heart surgery would be required to repair 
the ASD at a later point in time. Mom said that this is the first 
time she was told it would require open heart surgery. She said 
she had prepared herself for surgery similar to the baby's recently 
completed surgery (PDA ligitation) but never thought that it would 
be open heart surgery. She felt that the open heart surgery would 
be a traumatic event for her baby. 

FN#T10. Mom interpreted the increase in the ventilator settings 
as a "bad Sign". The baby had been at the increased settings several 
days ago and was then weaned. Mom asked if the numbers were 1 i ke 
they were days ago. 

Day to day. 

I 1 #U09. You bel i eve, you start to bel i eve wait for the unexpected 
is what you do. That theory. Always expect the unexpected. 
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I1#U02. I actually go from day to day hoping alot that it's going 
to be all right. She's done so well that I can't complain. 

FN#U02. Mom repeatedly stated before, during and after the interview 
that she seems to have a day to day exi stence in regards to her 
babe. 

I1#U09. See time ••• You don't worry so much about why anymore. 
You start dealing with the present. And you wonder about her future. 
But then you try to block it out of your mind because you have enough 
to worry about right now. 

I1#U09. My husband can deal with it. He's really good. He can 
dea 1 with the present. But I'm ••• I'm getti ng over it though. I'm 
not so bad. 

I1#U12. What's important to know what is happening today. 

11 #U09. (Day to day.) That's ri ght. Enjoy her everyday. 

12#U09. (Calling in for information.) You kind of hold your breath, 
while whoever's on the phone, that something isn't going to be bad. 
Then afterwards they'd get off the phone and whoever got off just 
tells everybody else. 

I1#U09. (Day to day.) Yeah, that's what you gotta do. Especially 
when they tell you, like yesterday, they said "She's not out of 
the woods yet, so don't even worry about the future". Just worry 
about day to day. Every day you just count one more day. That's 
all you do. Just take it day to day. 

Forming and framing. 

FN#T10. Earlier in the day, mom felt as though she had learned 
so much that she could sit down and give a class on what was happen
i ng with her baby. Now wi th a 11 the problems that were currently 
occurring with her baby, she felt as though she really didn't know 
anything that was happening. 

FN#T10. Mom fe It that she cou ld ta 1 k about what happened in the 
past but what is happening now with her baby was something new. 
Mom said she really didn't know what was happening now. 

FN#T10. Mom recognized that she didn't know all, particularly this 
eveni ng, she felt as though she really 1 acki ng for what was happen
i ng. I n the ei ght days since her baby's bi rth. mom felt as though 
she had learned alot but not enough. 
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I2#U12. (It's a puzzle.) A lot of that is any of the day to day 
things. Like today, things are going well, he's fine, he's been 
eating fine, he's sleeping fine, he looks like he's feeling fine 
but as far as I'm concerned that's okay, the whole picture is clear. 
If I 1 eave and I come back 2 hours 1 ater and somethi ng is wrong 
that I never heard of or didn't know could happen or whatever then 
a pi ece that we di dn' t know that was supposed to be in the puzz 1 e 
is suddenly missing. 

I2#U13. (It's a puzzle.) I don't think there are any missing 
pieces. It's just a matter of when they are going to be put into 
the puzzle. Right now we are waiting for him to start taking the 
bottle feedings, so that's a piece of the puzz1e--you know where 
it is, so it's just waiting for it to fit into the puzzle. 

I2#U13. (It's a puzzle.) The puzzle can change pretty easily and 
pretty fast. 

I1#U02. (Following A & B alarm.) I was here one other time and 
that scared me because I di dn' t know what it was, and I was 1 ike, 
what is happening to my daughter. And the nurse said they just 
stopped taki ng a breath for 1 i ke fi fteen seconds and after fi fteen 
seconds you sorta have to shake them to wake them up and start them 
breathing again. And that was the first time and it scared me. 

I2#U09. (Connections between things that are happening with the 
baby. ) Yes, well that's what you do, that's why you worry. You 
know because they will face you and they'll say, you know when her 
stomach was big they'll go "Well, she's not having, you know, she's 
not throwi ng up, she's not havi ng any symptoms of anythi ng, she 
doesn't have any blood in her stools". Then something happens, 
one of those th i ngs they mention. We 11, then it's "We 11 she's not 
doing any of these other things, we'll just keep an eye on it". 

I1#U09. Take it day to day. Get all her statistics. All her vital 
signs. See if they've changed. 

I2#U13. (It's a puzzle.) Yes, everything can change real fast. 
It already has. So now it's a matter of just being aware of the 
fact that that is a poss i bil i ty. That's why it is so hard for me 
to leave because I know that ·if I 1 eave and come back somethi ng 
could happen while I was gone. Being gone makes no difference 
whatsoever because of course it could happen while I was sitting 
here. It just seems to happen that way whi le I'm gone. When I 
come back, it's like "Oh, something happened". 

I2#U12. I feel very anxious when I'm not here. I'm always wonder
i ng, even if I'm not wonderi ng if somethi ng bad is happeni ng, I 
just feel more relaxed if I'm here. I feel better just sitting 
here and watching him. Just to know that everything is fine. 



320 

Il#U12. I found out today this is not uncommon for newborn, prema
ture babies to have their feedings started and stopped. I didn't 
know that before. 

Il#U12. (Doing a~ ~hey anticipated.) Pretty much, pretty much. 
When we carne in thi s morni ng and it looked li ke he had a set back, 
that was like everything was going so well, you know. But it seems 
like everything is fine too, NOW. 

I 1 #U02. I thi n k she's on caffei ne type. She was on, I forget now. 
I know its caffeine now. And that's about it. It's stopping her 
from havi ng these epi sodes. Like the nurse told me, maybe they 
have to up the medicine a little bit because it was not working 
enough for her or something. 

I2#U12. (Effect of a bad situation on her mindset.) Well, I guess 
it really didn't do much to the mindset because I've found that 
since then I still expect him to be doing well. 
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ANTICIPATION 

I1#U12. I just don't know the possibilities, so it's difficult 
to predict anything. 

I1#U02. It'd be great if somebody could just like •• "OK, well, she 
is goi ng to make it and thi sis the day she's goi ng home, and she 
wouldn't have anymore of these (re: apnea) to mess it up". That's 
great, then I would be •... but they can't do that. 

I1#U02. I can't really say, I would like to say she's going to 
make it, that she is goi ng to come home soon. I mean she's doi ng 
real well and the odds are with her that she will make it .•. I don't 
know. Right now it's really unpredictable. There's always the 
possibility that she won't make it. 

I2#U02. I know for Chri stmas, I have to get her somethi ng even 
though I can't give it to her until she comes home. Some clothes 
but then I say what size clothes do I get her. Some blankets. 
But then in the back of my mind, I say don't get too much. I always 
have that feeling in the back of my mind, like I said yesterday, 
that she might not make it. 

I2#U02. I still have to keep the idea that she is coming home a 
little bit in the back because otherwise I'll be devastated. I 
realize that she is very small. 

I2#U09. (Prepare for the worst?) Oh, yeah, always. That's why 
every day she's ali ve and she's doi ng good, you get more bonded 
and you know, you get to know each other more but then you always 
worry more. It's goi n'g to be so much harder if somethi ng does 
happen. I thought about it 1 ast ni ght. You pi cture it happeni ng, 
it's just constantly there and it will be until she is big and plump. 

Believing in progress. 

FN#T12. Mom was very sure that the baby wi 11 be requl rl ng a four 
week stay and will move into the 10 Nursery in about two days. 

I1#TOB. She can go over there (Ia Nursery) even though she has 
those breathing spells. She has taken to her formula very well. 
Her oxygen, they just want to bring it down a little more. I think 
in January at the rate she is going. 

11 #TOB. Still havi ng those breathi ng spell s ri ght now. I don't 
want to get myself worked up that she is going into that growing 
unit in two days or so. 
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I2#U12. I mean things about his breathing and the problem he had 
with the respiratory distress and all that. I mean I wouldn't 
necessarily say you'd forget it but there's no reason to think about 
it anymore. His breathing is fine. He doesn't need the ventilator. 

I2#U02. She does well, like she has the last two days and gaining 
weight and her As and Bs are down. That ki nd of rei nforces that 
idea that she is coming home. 

Il#U13. The first thing was the oxygen and we avoided the ventilator 
thing. Now progressive feedings, then progressing to getting the 
IV out, then progressing to growing, then progressing to leaving. 

I1#U13. (Meeting timetables stated.) Progressed pretty well, as 
far as that goes. 

Il#U12. (Stated timetables have been followed.) Pretty much. You 
know, his feedings and the ventilator. I can't think of anything 
that was totally off. 

Believing in survival. 

I2#U02. (When goi ng home.) I'm hopi ng that when she reaches a 
certain weight but that will have a lot to do with everything else, 
1 ike her As and Bs and her feedi ng if she can hand 1 e it and all 
those other things. But Christmas would be nice but she has to 
double her weight and size and everything. 

Il#T08. I wouldn't be surprised if she had to stay here like until 
she is full term when she should have been born. 

I2#U02. (When home.) But I fi gure by her due date. That was 
February 10th or 11th. So she's kind of early. 

FN#T10. Mom predicted a 4 to 6 week stay in the hospital. 

FN#U09. Mom said that the baby would be here for three more months. 

I1#U09. (Length of stay.) They figure at least four months if 
everything goes okay. It's going to be a long time. 

FN#T15. Mom found out that the baby wou 1 d go home sooner than she 
expected. 

I2#U09. (Going home.) I pretty well don't worry about and think 
about it, try not to because I know she's goi ng to be here along 
time. 
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FN#T15. Mom was establishing a timetable for the discharge of her 
baby. Mom thought originally that it would occur this weekend but 
they were having to wait for the results of a blood test that was 
done. Urine and blood tests were giving very different results. 
Mom was expecting the results of the blood test today. The blood 
test would determine discharge. If the blood test was "positive", 
the baby would be staying two more weeks. 

12#U02. I guess that sometimes they sent you home with a monitor 
so you can see. Which would be good and I'd like to have it. Just 
to reassure myself that when she does go home at the time. 

12#U09. (Goi ng home.) Then it wi 11 be a worry, you know, about 
her health, how it wi 11 be. I just got to try and take it day to 
day. 

12#U02. I'm thinking that I will have to ask all these questions 
already about when she is coming home. What should I do for this. 
And how she should be put. If she should get as much attention 
or not as a norma 1 just born baby. And maybe, bei ng a premature 
baby, she's not at that poi nt, even though she's been out three 
months or so. Maybe things should be different for her. 
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CARING 

Giving care. 

12#U02. I didn't breast feed my other children and then this one 
I am because anything that will help her along .•••• 

12#U09. (After learning about the caffeine drug.) It made me think, 
you know, I better watch my di et. I don't dri nk coffee, but I do 
eat chocolate every now and then, I felt maybe I better cut that 
out. 

FN#U09. Mom sa i d that they were to 1 d that the baby mi ght need a 
transfusion next week sometime. Dad donated blood on that day to 
be used for the baby. 

FN#U09. Mom said that she was not a possible blood donor for her 
baby because of an "incompatibility between my blood and her blood". 

FN#U02. (Apnea alarm goes off again.) Mom immediately reaches 
in and shakes the baby. The alarm stops. 

11 #U02. (About A & Bs.) If thi ngs 1 i ke that happen, then we can 
knock them into it. 

11#T08. (Breathing spell.) I was holding her the other day and 
she had one and they told me just to, they could tell by the machine, 
and I could tell too that somethinf.) was happening to her and they 
told me just to bump on her little bottom, and, you know, kind of 
remi nd her. 

11 #U12. (Alarm went off and mom responded--how di d you know to 
do that?) You learned to do it first, didn't you? (As she looks 
at dad.) Because it happened while he was here without me. 

13#U09. (Alarms goes off.) When she is flying around though, I 
don't worry about it. I've gotten to that poi nt. I know when she's 
moving, she's kicked them or moved them. 

FN#U09. Mom was dressing the baby and the baby was moving. The 
alarm went off. Mom reached over and silenced the alarm. Mom said 
that she never worries about the alarms when the baby is moving. 
But she does worry if the baby isn't moving. 

FN#U09. The alarms went off several times. Mom immediately reached 
in the isolette while looking at the baby. She decided that the 
electrodes were loose because the baby was moving around. 

13#U09. When the alarm goes off and if she is just lyi ng there 
still, I call the nurse if she's not around or I checked to see 
if she messed her pants. 
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FN#U09. Mom was watching the clock and commenting on how the baby's 
feeding time was in five minutes. She looked around for the nurse. 
The nurse did not come over so mom started to prepare the baby for 
the feedi ng. 

FN#T15. Mom reported breast feedi ng was goi ng very well but that 
the babe feeds better on the right than the left. Mom thought this 
related to the position of the cleft lip. Mom had thought it over 
and planned on positioning the baby at home to accommodate the cleft 
and left sided feeding. She described her plan. Mom had not tried 
her idea in the hospital and indicated that the hospital set-up 
was not conducive to her plan. 

I1#U09. (A pacifier.) She wants something.· It will teach her 
too. Her reflex. She needs to suck. That's why we try and get 
her to suck on thi s when she's bei ng fed. But I can't get her to. 

I1#U09. (A pacifier.) She won't take it from me. The nurse said 
she got her to take it and chomp on it real good. 

I1#U09. I went out and bought her premie clothes. And they're 
still way too big. She's only 11 and a half inches, I think. She's 
not even a foot. 

FN#U09. Mom spent some time covering the isolette with blankets 
so that it was darker inside the isolette. Mom said that if she 
could make it dark inside then the baby would probably be more 
comfortable and be ab10 to sleep more. 

I3#U09. Comfort things, it's the 'only thing I really have control 
over. 

13#U09. (Your input into her care 1 i ke gavage and waterbed.) Oh, 
yeah, little things like that. Comfort things. 

13#U09. She's panting in there. 
I wonder if I should dress her. 
temperature yesterday, she was too 
shirt and hat off. 

She was overheated yesterday. 
Sure enough when we took her 

hot. Ended up taki ng her under-

FN#U09. The baby's "temperature is 37.2". Mom immediately said 
that was too hi gh. She stated that the reason it was too hi gh was 
that the baby was covered with too many blankets. 

FN#U09. When mom arrived on the unit, she immediately reached into 
the isolette and examined the bedding. She said she wanted to see 
if anyone had changed the type of beddi ng the baby had when she 
left yesterday. Mom found that the water mattress was no longer 
under her baby. 
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Il#U09. (Too quiet in isolette.) That's why we think we might 
get that tape. That mother's heart beat tape •. 

FN#U09. Mom was ta 1 king about bri ngi ng ina tape for the baby. 
The tape makes heart sounds similar to what a child hears in utero. 
She thought that this tape would help the baby to relax and get 
more sleep. 

I3#U09. (Figured out your role here.) Support. It's like you 
can't tell, I need to be here, she knows I am here. I sit out here 
and she doesn't know I'm here when I am sitting out here. Yet it 
makes me feel better to know that I'm here for support. Just being 
here. 

FN#T10. Mom figured out the best time for her to visit the unit. 
Best fot" her meant a time that she could be alone with her baby. 
At those times, she could touch her baby, talk to her baby, lay 
her head next to the baby and ki ss her baby. Thi s time was after 
all the doctors had finished seeing her baby. 

FN#TOB. Mom talks to the baby constantly throughout her visits. 

FN#U09. Mom said that her baby would immedi ately cuddle in her 
arms and seemed very content in her arms. She did not want to keep 
her baby out "too long" because that wou ld "stress" the baby and 
might interfere with the baby's growing. 

Il#U09. But I can't just go in there and open it up and take her 
out. I can touch her. I get to hold her once a day. That's what 
we're doi ng. 

Il#U09. (Not being able to hold baby.) It bothers you. Because 
you want to bond. You want to cuddle her and everything. Especially 
when you see her wide awake. 

FN#U09. Mom fe 1 t that because she was not ab 1 e to touch her baby 
that she really didn't have anything to do at this time for her 
baby. 

Il#U09. I can't take her out (of the isolette). See, you want 
to take her out when she's wide awake and you can't because then 
she gets too stressed. But then it is good to cuddle her too. 

FN#U09. Mom reported that she held the baby yesterday. She held 
her "a 1 ong time" and put the baby back to bed herself. She put 
the baby back because she felt she had the baby out too long. Mom 
said "things that they told me made me put her back" then. She 
did not specify those things. She told me that she didn't want 
to "stress" her baby. 
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FN#U09. ~10m was getting the baby out of the isolette. She said 
that she was following the instructions one of the nurses gave her. 
It was quite awkward and almost impossible to do on her own following 
those instructions. Mom made no attempt to look at the situation 
and make it easier. 

Il#U13. (How did you learn to respond to alarms?) I just let it 
happen. I saw the nurses do it and they just told me. And then 
I told my wife. 

FN#U09. When mom was seated wi th the baby after taki ng her out 
of the i so lette, she looked the baby over from top to bottom. Mom 
said "Oh, I forgot the hat. We always put on a hat. Please get 
it for me now". 

FN#U04. (Apnea alarm goes off.) Mom instinctively moves her hands 
as if she knows what to do, but looks around as if she needs per
mission or help from the nurses to do what is necessary. A nurse 
then says HOkay, just reach in and touch the baby". She immediately 
reaches in, gently shakes the baby and does everything correctly, 
just the same as a nurse would do. Yesterday, the alarm also went 
off when mom was at the bed side. She was unaware of the sound 
or of any problem until a nurse came over. Mom observed the nurse's 
response to the alarm and was gi ven an exp 1 an at i on of the epi sode. 

FN#U09. Mom was getting the baby out of the isolette. 
to me "I want to but do you think I should now?". 

FN#U09. Mom asked "How should I hold the thermometer?ll. 
she didn't know that if she touched it at all would it be 
her temperature or the baby's temperature. She thought 
not be accurate if she touched it. 

She said 

She said 
recording 
it mi ght 

FN#U09. Mom took the baby's temperature. The mothers are taught 
to do the temperature and expected to do so pri or to each feedi ng 
if the mom is present. Mom seemed to be dOing everything correctly. 
Mom said some of the nurses had told her to hold the thermometer 
for three minutes while other nurses said that one minute was enough. 
She asked "What do you think I should be doing?". 

FN#U09. As mom was getti ng the baby ready to come out of the 
isolette, she talked to the baby and made comments like "Oh, yes, 
this is your mom, you can tell. I don't do it good like the nurses 
do. You can always tell when your mommy is dressing you". 

FN#U09. Mom was dressing the baby but was questioning herself 
throughout. How many blankets? A t-shirt? Should I really be 
taking you out? She changed her mind on answers to these questions 
many times. 
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Influencing care. 

I3#U09. The medical, you leave up to them. Realistically that 
is all you can do. So you trust them. 

I3#U09. 
I don't. 

(Role as decision maker.) They know what they are doing. 
They have complete control over her really. 

I2#U02. I'd rather she be here even a little over than what she 
should be. And be really ready to go home. I'm sure of the fact 
that a little longer will help her and I won't have to worry about 
her. This is the best place for her because she has professionals 
who know how she's doi ng and I mi ght not. I mi ght thi nk I do, but 
I'd probably panic. 

I3#U09. (Roh as decision maker?) There hasn't really been a lot 
of decisions that have to be made, though, yet. Oh, I've been lucky. 
Tests have been run just to make sure and I'm not going to argue 
wi th them. 

I2#U09. (Reading a premie book.) You like to make sure that you 
know they know what they are doi ng, but it helps you when you at 
least read a little bit, and you have the knowledge. Then you make 
sure that is what they are doing. It's kind of a double check. 

I3#U09. Making sure of each new nurse. I ask them questions to 
make sure that they know that it's been passed on from the other 
nurses all the things that she likes. 

FN#U09. Mom was aski ng the nurse many questions about her baby's 
care and was going over the baby's routine of activities. Mom said 
she di d that "because thi sis a new nurse who never took care of 
her before and I just want to check it out". 

FN#U09. Mom said that right now the nurses were only allowing hel~ 
to hold her baby once a day. Mom said that if she talked with the 
current nurse, that maybe that nurse would allow her to increase 
the number of times per day. Mom was compari ng one nurse against 
the other in terms of their possible responsiveness to more holding. 
Mom said today' s nurse may be amenab 1 e to increases because mom 
had seen the nurse carry her baby a 11 over the uni t one day 1 ast 
week. 

FN#U09. Mom spoke di rect ly to the nurse cari ng for her baby to 
find out why the water mattress had been changed and also to direct 
the nurse's activities towards making the water bed available again 
to her baby. 
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FN#U09. Mom said that the water mattress was probably the best 
idea for her baby and would check everyday to see if it was under 
her. Mom thought the water mattress would help her baby grow. 
Mom said any other type of mattress was inadequate. Mom asked 
the interviewer for confirmation of her feeling about the mattress. 

FN#U09. Mom said that she was going to tell the nurse the baby's 
temperature and tell the nurse to turn down the temperature on 
the isolette like "they did yesterday when the baby was too hot". 

11#U09. (Gavage.) I told them I had read about the feedings. 
That you can keep the tube down. I just told the nurse because 
every time they stuck it down she would make the worst face. Doing 
half and half is a good idea. As long as she's showing no discom
fort. You can get problems when they're down too and problems 
sticking them down. 

11#U09. If she's asleep, they just put the tube in. I mean fill 
up the top of the tube and they don't even have to wake her up. 

FN#U09. Mom said that she had brought ina mi rror for the baby. 
She said she did this because when the baby is turned to the other 
side in the isolette, you couldn't watch the baby's face. She 
would put the mirror in the isolette so everyone could see the 
baby's face. 

FN#U09. (Why the mirror in the isolette.) Mom was concerned that 
nurses other than the baby's primary nurse may be less observant 
and allow the baby to turn on her side so that her face would not 
be observed. Mom reported that she saw that happen once and the 
baby's face was wrapped up in some sheepski n. Mom was concerned 
that the baby would not be able to breathe in that situation. 

FN#U09. The nurse told mom that she was going to delay the feeding 
because she wanted to check her blood first. Mom said to me not 
to the nurse that she didn't feel the blood count had changed that 
much. "It was low and it isn't gonna be drastically higher or 
lower in a day." Mom said she just wanted her baby fed now. 

FN#U09. Mom said that sometimes her baby gets fed up to a half 
an hour 1 ate. She said that i sn' t good for the baby and appeared 
anxious that this feeding was late. 

FN#U09. Mom asked what the baby's hematocrit was today. The nurse 
sa i d ; twas 25.2 and mom said that is "very low". Mom related 
her baby's change in "normal" activity to the "low blood count". 
She felt that at his point the doctors "should do something about 
it". Mom sa i d "I wi 11 make them do somethi ng about it today". 
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12#U12. As far as the blood transfusion, they told us, they didn't 
give us a time frame. They just said that they would test him 
and give it to him if he needs it. We used to ask three times 
a day "Is he going to get a transfusion?". Then once a day and 
now, since ask; ng every day and them sayi ng no, now maybe 1 i ke 
every three days. 

FN#U09. The nurse said "Oh, she is so alert and awake". Mom said 
"well, being awake is her usual but now that her blood count is 
so low, she is sleeping an awful lot". Mom then said to the nurse 
"I think she needs a transfusion today". 

I 3#U09. 
today. 

(Blood transfusion.) 
She does need it. 

I need to fi nd out more about it 

12#U12. When one of the nurse practiti.oners comes around. you 
kind of say, "Oh, by the way, how's the transfusion looking?". 
So it's becomi ng a lot 1 ess frequent that we ask about it because 
it's seeming less likely that he would need it. 

FN#U09. The nurse told mom that the baby may not receive a trans
fusion today because they were waiting to see if the baby would 
start producing its own blood cells or "reticing". Mom said "But 
you've been waiting for that to happen for the last week and that 
hasn't happened yet". 
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