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Abstract:
This study measured uncertainty in spouses of hospitalized cancer patients, described the elements of
uncertainty identified by the spouses, and tested the relationship of uncertainty to eight demographic
variables. Uncertainty was measured using the Spouse's Perception of Uncertainty Scale, a
modification of the Parent's Perception of Uncertainty Scale (Mishel, 1983a). The sample included 17
spouses of cancer patients receiving treatment at the Oncology Unit of a hospital in a small city. Mean
uncertainty scores for demographic variables were compared. The probability that each demographic
variable had significantly different summed ranks of scores was determined using the Mann-Whitney U
test. The elements of highest and lowest uncertainty were described. Spouses' uncertainty was
compared to uncertainty studied in parents of hospitalized children and cancer patients (Mishel, 1983a,
1983b).

These results suggested that the responses were heterogeneous; however, one of the eight demographic
variables contributed significantly to the deviations in scores. Spouses aged 50 years and older had
significantly (p < .05) higher summed ranks of uncertainty scores than those under 50. Three other
variables approached significance: number of years married, educational status, and illness/treatment
complications. Spouses in this study had the highest uncertainty regarding the following elements:
Ambiguity of the state of the illness and Unpredictability of the course of the illness. Mishel's cancer
patients also had the highest uncertainty about Ambiguity of the controllability of the illness. Spouses
identified Complexity as an element representing lowest uncertainty, in contrast to Mishels' cancer
patients who identified Complexity as an element of highest uncertainty. Spouses had higher mean
uncertainty scores than parents of hospitalized children (Mishel, 1983a).

These results suggest that an individual's perceived uncertainty is highly variable. Since age
significantly affects uncertainty in spouses, older spouses should be provided with additional
information and support to address their uncertainty. 
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ABSTRACT

This study measured uncertainty in spouses of 
hospitalized cancer patients, described the elements of 
uncertainty identified by the spouses, and tested the 
relationship of uncertainty to eight demographic variables. 
Uncertainty was measured using the Spouse's Perception of 
Uncertainty Scale, a modification of the Parent's Perception 
of Uncertainty Scale (Mishel, 1983a). The sample included 
17 spouses of cancer patients receiving treatment at the 
Oncology Unit of a hospital in a small city. Mean 
uncertainty scores for demographic variables were compared. The probability that each demographic variable had 
significantly different summed ranks of scores was 
determined using the Mann-Whitney U test. The elements of 
highest and lowest uncertainty were described. Spouses' 
uncertainty was compared to uncertainty studied in parents 
of hospitalized children and cancer patients (Mishel, 1983a, 1983b).

These results suggested that the responses were 
heterogeneous; however, one of the eight demographic 
variables contributed significantly to the deviations in 
scores. Spouses aged 50 years and older had significantly 
(p < .05) higher summed ranks of uncertainty scores than 
those under 50. Three other variables approached 
significance: number of years married, educational status,
and illness/treatment complications. Spouses in this study 
had the highest uncertainty regarding the following 
elements: Ambiguity of the state of the illness and
Unpredictability of the course of the illness. Mishel's 
cancer patients also had the highest uncertainty about 
Ambiguity of the controllability of the illness. Spouses 
identified Complexity as an element representing lowest 
uncertainty, in contrast to Mishels' cancer patients who 
identified Complexity as an element of highest uncertainty. 
Spouses had higher mean uncertainty scores than parents of 
hospitalized children (Mishel, 1983a).

These results suggest that an individual's perceived 
uncertainty is highly variable. Since age significantly 
affects uncertainty in spouses, older spouses should be 
provided with additional information and support to address 
their uncertainty.
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CHAPTER I 

INTRODUCTION

Background and Rationale for Study

The hospitalization of an adult with cancer is viewed 
as an emotionally charged event for patients and their 
families. Illness and hospitalization threaten family 
stability (Giacquinta, 1977). As this occurs, the focus of 
the family's energy is to regain stability by restoring 
health to the medically identified patient (Freihofer & 
Felton, 1976; Hampe, 1975; Welch, 1981). In addition, 
the hospital staff directs most of its efforts towards the 
patient with little effort devoted to the family as a unit.

Unfortunately, cancer often becomes a chronic illness 
and family members are expected to become caregivers at 
home, provide the patient and each other with psychosocial 
support, and fill role gaps left by the patient for 
extended periods of time (Griffin, 1980). It is clear that 
the entire family faces the crisis of a cancer diagnosis 
and should be the "target of nursing care" (Giacquinta, 
1977, p. 1585).

Nursing literature on family needs of hospitalized 
cancer patients indicates that families want information
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and reassurance about the patients' status, treatments, and 
diagnoses from nurses (Giacquinta, 1977; Rogers & Mengel, 
1979; Welch, 1981). Cancer is described as a progressive 
disease with disabling symptoms. Acute exacerbations often 
require hospitalization and aggressive interventions. There 
is no cure and treatment outcomes are unpredictable; however 
one hopes for long-term remission (Edstrom & Miller, 1981). 
There are many questions about cancer diagnosis and 
prognosis which have no definite answers. This translates 
into a high degree of uncertainty associated with cancer 
(McIntosh, 1974).

A nurse researcher building on the work of McIntosh 
has defined uncertainty as a "perceptual variable (that) 
occurs in situations where the decision-maker is unable to 
assign definite values to objects and events and/or is 
unable to accurately predict outcomes" (Mishel, 1983b, p. 
356). Perceived uncertainty may result from the nature of 
the event/situation itself, the characteristics of the 
perceiver, or from the interaction between the stimuli and 
the perceiver (Mishel, 1983a). Perceived uncertainty 
limits the individual's ability to make decisions and react 
logically to any or all aspects of the illness-treatment 
situation: symptoms, treatment procedures, technical
environment and routines, diagnosis, relationships with 
caregivers, and prognosis (Mishel, 1984; Moos & Tsu,
1977). Uncertainty inhibits one's ability to cope
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effectively and is perceived as a threat (Mishel, 1981).

Based on her research, Mishel (1981, 1983a, 1983b, 
1984b; Mishel, Hostetter, King, & Graham, 1984) observed 
that perceived uncertainty scores were highest among 
patients and parents of hospitalized children during the 
diagnostic phase of an illness, and uncertainty was related 
to problems in psychosocial adjustment among women newly 
diagnosed with gynecological cancer. The work of Welch 
(1981) and Abrams (1966) suggested that the need for 
information and open communication was highest during 
diagnosis.

It appeared to Mishel (1983b) that the elements of 
perceived uncertainty differed among diagnostic groups, 
reflecting the specific concerns of each patient 
population. This suggested that perceived uncertainty was 
not generalizable to all patients but was disease- and 
phase-specific. The two elements of uncertainty found 
in the cancer populations were labelled Ambiguity concerning 
the controllability of the illness and Complexity regarding 
the information provided by caregivers (Mishel, 1983b).

Statement of the Problem

While Mishel's research has focused on the patient7s 
uncertainty regarding symptomology, treatment, diagnosis, 
prognosis, and relationship with caregivers, it is 
postulated that the spouse experiences similar uncertainty
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when the cancer victim is hospitalized. There is a large 
body of literature available describing the importance of 
the spouse/family to the patient's recovery, the effect of 
hospitalization on spouse/family roles and coping 
strategies, and the need for family-focused research and 
interventions (Giacquinta, 1977; Leavitt, 1984; Lewis, 1983; 
Moos & Tsu, 1977). A systematic study of the uncertainty 
measured in spouses of hospitalized cancer patients has not 
been reported. Therefore, this study is designed to answer 
the following questions:

1. What is the degree of perceived uncertainty in 
spouses of hospitalized cancer patients?

2. What are the elements of perceived uncertainty 
specific to this group?

3. Do the spouses' uncertainty scores differ based
on the phase of the illness: diagnostic, treatment, or
terminal?

4. Is there a difference in the uncertainty scores 
based on the spouses' demographic characteristics?

Statement of Purpose

Perceived uncertainty affects the individual's ability 
to cope with the destabilizing effects of illness and 
hospitalization. Spouses of cancer patients are expected 
to support their mates psychosocially and fill role gaps 
during hospitalization, as well as adjust to the event
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themselves. The author has personal experience with 
spouses who have tremendous difficulty accomplishing these 
tasks.

The primary purpose of this study is to determine the 
degree of perceived uncertainty found in spouses of 
hospitalized cancer patients and describe the elements of 
uncertainty associated with this population. Another 
purpose is to describe uncertainty by the patient's phase 
of the illness and the spouse's demographic 
characteristics. A third purpose is to add to the 
knowledge base regarding uncertainty and meet the demand 
for family-centered investigations.

Assumptions

This research is based on the following assumptions:
1. Perceived uncertainty can be measured in spouses of 

patients diagnosed with cancer.
2. Findings from family-centered literature apply to 

spouses given that spouses comprise approximately 50% of 
the subjects studied in family research.

3. The spouse is the family member most affected by 
the patient's illness and hospitalization.

Significance to Nursing

Patients belong to a family system and their health 
partially depends upon the family's ability to cope with
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illness/hospitalization. Although spouses may be physically 
excluded from patients in the hospital, they must be 
included in the plan of care. Logistically, nurses are in 
the best position to provide therapeutic interventions for 
the spouse and patient.

Nurses themselves may be uncomfortable working with 
patients and spouses who experience high uncertainty. 
Recognizing this allows the nurse to identify her own 
defense mechanisms and develop more therapeutic behaviors. 
Nurses who understand the concept of uncertainty can help 
spouses identify areas of uncertainty, assess the resulting 
degree of stress, and help them cope effectively with it.

Nursing autonomy and recognition as a profession will 
occur provided nurses can identify "a distinct body of 
knowledge about the individuals, groups, situations, and 
events of interest to nursing” (Fawcett, 1980, p. 36). 
Nursing practice must be founded on the clinical 
applications of professional knowledge and scientific 
research. This project is important to nursing because 
there is no systematic study of perceived uncertainty in 
spouses of cancer patients. The results will add to the 
knowledge base necessary for the development of a nursing 
theory of uncertainty in illness. Developing the 
theoretical framework provides the basis for "effective, 
well-timed nursing interventions” (Thomas, 1978, p. 54).
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CHAPTER 2

LITERATURE REVIEW AND CONCEPTUAL FRAMEWORK

Uncertainty in illness has appeared in the literature 
in the form of anecdotal notes describing the ambiguity, 
unpredictability, vagueness, and inadequacy of information 
that accompanies any hospital experience. Only recently 
has there been a systematic study of uncertainty in illness 
as a perceptual variable that influences the patient's 
ability to cope with illness-related events. Based on 
clinical experience with hospitalized patients, nurse 
researcher Dr. Merle Mishel has developed a theoretical 
model and a reliable tool to measure perceived uncertainty 
in illness. -

The literature reviewed in this chapter includes 
uncertainty as a perceptual variable, its relationship to 
coping and stress, and the specificity of uncertainty to 
treatment forms and diagnoses. Also discussed are the 
importance of the spouse to the patient's recovery, 
including role theory and systems theory; the needs of 
spouses of cancer patients; and the specificity of those 
needs to the stage of cancer. Finally, a conceptual 
framework that suggests a relationship between perceived 
uncertainty in spouses, family systems theory, and coping
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theory as the disease progresses from diagnostic through 
treatment to terminal stages is presented.

Uncertainty

Definition and Description
Uncertainty has been defined as a "perceptual variable 

which occurs in situations where the decision-maker is 
unable to assign definite values to objects and events 
and/or is unable to accurately predict outcomes" (Mishel, 
1983b, p. 356) . Based on her research and a review of the 
literature, Mishel (1981) developed a conceptual framework 
of uncertainty. She described uncertainty as a cognitive 
,̂ state created by characteristics within the person, the
V
^nature of the stimuli, and/or the interaction between the 
two (Mishel, 1984a). When the stimuli is perceived as 
uncertain, it is difficult to recognize or classify the 
stimuli among existing frames of reference, which impedes 
the formation of a cognitive structure of the stimulus 
(Mishel, 1984a). Inability to form a cognitive structure 
prevents a person from adequately appraising the situation 
and selecting appropriate actions (Mishel, 1984b).

For example, uncertainty regarding symptoms occurs 
when a patient experiences nausea several days after 
receiving chemotherapy. The nausea is unrelated to oral 
intake so the stimulus generates uncertainty due to its 
unexpected or unpredictable pattern of occurrence. In
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addition, the patient has deficient understanding of the 
complex nature of cancer treatments, which increases the 
uncertainty.

The formation of a cognitive structure of the event 
requires that the event be evaluated as dangerous, benign, 
or an opportunity. Those events considered to be dangerous 
imply harm and promote the use of coping strategies to 
reduce the uncertainty involved (Mishel, 1984a). One coping 
method has been to seek and classify information regarding 
the present state and future prospects (Mishel, 1983a). To 
continue with the above example, the patient determines that 
nausea for an unknown reason is harmful. He or she reports 
this episode to the nurse and asks why it occurred and if it 
will recur. The patient may or may not be satisfied with 
the nurse's explanation that the nausea was a side effect of 
chemotherapy.

Finally, effective coping has been influenced by how 
well a person deals with the uncertainty involved (Mishel, 
1983a). In other words, limited coping promotes 
uncertainty, while uncertainty limits coping. Furthermore, 
unsuccessful coping promotes stress. It has been suggested 
that uncertainty is a stress factor in illness.

Uncertainty as a Stress Factor
Mishel (1984b) studied the relationship of perceived 

uncertainty and stress in 100 medical patients by having
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them complete the Mishel Uncertainty in Illness Scale 
(MUIS) and Volicer's Hospital Stress Rating Scale (HSRS). 
The results followed the predictions that the degree of 
perceived uncertainty about symptoms, treatments, and 
results (outcomes) was positively correlated (r = .35,
E < .001) to the degree of stress in hospitalized medical 
patients. Patients with high uncertainty scores also had 
high lack of information subscores (r = .50, p < .001). 
Lack of information was a factor of both uncertainty and 
hospital stress.

Factors of Uncertainty Defined
Mishel's clinical research revealed four factors of 

uncertainty as: (a) Ambiguity concerning the state of the
illness, (b) Complexity regarding treatment and the . 
system of care, (c) Deficient Information about the 
diagnosis and seriousness of the illness, and 
(d) Unpredictability of the course of the disease and 
prognosis (Mishel, 1984a). In Mishel's early work 
Multi-attributed Ambiguity and Lack of Information only 
were identified as factors. As her research and 
conceptual classifications progressed, four factors 
consistently appeared in the analyses. The change in 
titles and definitions has created difficulties in 
comparing material in early works. The four factors as 
currently titled with refined definitions follow.
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Ambiguity. Ambiguity refers to the patient's judgement 

of the illness status as vague or unclear (Mishel, 1983b). 
The details seem to blur and overlap. Shalit (1977) 
suggested that the presence of ambiguity threatens stability 
and impairs coping ability because it is difficult for the 
patient to identify a harmful agent. In an analysis of 
Mishel's material, it has been observed that Ambiguity 
consistently accounted for the largest degree of variance 
among all uncertainty factors.

Complexity. Complexity (formerly Lack of Clarity) 
refers "to the multiple and varied cues the patient 
perceives about treatment and the system of care" (Mishel, 
1983b, p. 358). Complexity places limits on an 
understanding of the situation. Mishel (1983b) asserted 
that Complexity results from inadequate explanations and 
lack of comprehension of the information provided. 
Furthermore, anxiety, fatigue, and stress decreases 
understanding and impairs clear perception of the 
information given, thus increasing the amount of uncertainty 
perceived by the individual.

Deficient Information. Deficient Information is 
defined as the lack of factual knowledge surrounding the 
diagnosis, treatment, prognosis, relationship with 
caregivers, and symptomology of an illness because the 
information is not shared or is unknown (Mishel, 1983b).
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Mishel (1981, 1983a, 1983b) reported that the Deficient 
Information scores were highest among patients in the 
diagnostic phase of an illness, or when the patient 
presented with symptoms not yet attributable to a known 
cause. Information-seeking has been a basic coping 
mechanism for the fear and anxiety generated by illness and. 
hospitalization (Moos, 1977). Notably, some patients and 
families believed that health care providers, especially 
physicians, controlled the flow of information for their own 
reasons and that nurses promoted information control by 
referring difficult questions to physicians. Patients and 
families who perceived a tight control of information seemed 
to exhibit greater uncertainty and anxiety (Wright & Dyck, 
1984) .

Unpredictability. Unpredictability refers to 
the perception of an unstable course of illness and the 
lack of predictable outcomes (Mishel, 1983b). The 
individual does not easily determine the cause and effect 
of actions and outcomes if they are judged as 
unpredictable. This detracts from an ability to 
plan for the future.

Specificity to Treatment Form
Mishel (1983a) reported that uncertainty scores were 

specific to the type of treatment the patient received: 
diagnostic workup, medical, or surgical. She administered
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a modified MUIS to parents of 272 children hospitalized for 
different treatments. The results indicated that the 
uncertainty scores for parents of children receiving 
medical treatment were significantly higher than scores of 
parents of children having surgery. These scores were 
significantly higher for the total scale and for all 
factors except Lack of Clarity (Complexity). The 
uncertainty scores of parents in the diagnostic group were 
significantly higher than scores of parents in the surgical 
group for the entire uncertainty scale and all four 
subscales except Lack of Clarity (Complexity). The higher 
scores obtained from parents in the diagnostic group were 
highly significant (p < .001) for the Lack of (Deficient) 
Information and Unpredictability subscales. Finally, the 
difference between medical and diagnostic parent scores 
were insignificant except that parents in the diagnostic 
group had higher Lack of (Deficient) Information scores 
(Mishel, 1983a).

Mishel's (1983a) study supported the idea that both 
the degree of perceived uncertainty and the factors of 
uncertainty were influenced by the type of treatment 
prescribed. Perceived uncertainty was highest among 
parents of children receiving diagnostic workups, medical 
treatments, and surgical treatments, in that order. Mishel 
(1983a) suggested that the uncertainty scores of parents of 
surgical patients were lowest because much was known about
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surgical procedures and parents' questions could be 
answered concretely.

Persons without a diagnosis had high uncertainty 
scores in another study by Mishel (1983b). She administered 
the MUIS to 268 patients with varying diagnoses, including 
35 with "symptoms of unknown origin". These 35 subjects had 
the highest total uncertainty scores, and they identified 
items from the MUIS which belonged to each of. the four 
clusters as determined by cluster analysis: Ambiguity,
Unpredictability, Complexity, and Deficient Information.
The only other subgroup which identified items pertaining to 
all four clusters was cancer patients. This finding 
demonstrated that a broad-based and high degree of 
uncertainty was specific to patients undergoing a diagnostic 
workup (Mishel, 1983b).

Findings from a third study suggested a difference 
between surgical and medical patients regarding psychosocial 
stress due to hospitalization. Volicer, Isenberg, and Burns 
(1977) developed and administered the Hospital Stress Rating 
Scale (HSRS) to 283 medical and 252 surgical patients. They 
observed that surgical patients had significantly higher 
mean scores than medical patients, as well as different 
scores for each stress factor. Greater stress in surgical 
patients was related to the unfamiliarity of surroundings, 
loss of independence, and the threat of severe illness.
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while psychosocial stress in medical patients was associated 
with financial problems and lack of information. An 
analysis of these three studies suggests that stress and 
uncertainty associated with illness and hospitalization 
are specific to the type of treatment the patient receives.

Specificity to Diagnosis
Mishel believed that her early work with perceived 

uncertainty provided results too general for clinical 
application. The distinct differences in patient 
populations allowed for too much error to make sound 
clinical predictions; therefore, she investigated the 
possibility of developing more precise scales to measure 
uncertainty among patients with different diagnoses 
(Mishel, 1983b).

Mishel (1983b) administered the MUIS to 268 subjects 
with six separate diagnoses: cardiovascular disease,
gastrointestinal conditions, cancer, systemic lupus 
erythematosus, symptoms receiving primary treatment 
and cardiac catheterization. From a cluster analysis of 
all diagnostic subgroups, Mishel reported that all 
populations clustered well except for the gastrointestinal 
group. Mishel noted that the patients in the 
gastrointestinal group included acutely and chronically 
ill patients receiving varied treatments, thus providing 
too many variables to form a neat cluster by diagnosis.
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The four clusters found were similar to the four factors of 
uncertainty seen in earlier studies: Ambiguity, Complexity,
Deficient Information, and Unpredictability.

Mishel presented evidence that, despite a- certain 
degree of overlap, each diagnostic group had a unique 
pattern of uncertainty. Each diagnostic group identified a 
different number of clusters or factors as representing 
their uncertainty. In addition, the items composing the 
clusters were different for every group. In some cases, 
identical items were placed in different clusters by 
different groups. According to Mishel (1983b), the findings 
indicated that the concerns of each patient population were 
specific to the diagnosis. Furthermore, the measure of 
uncertainty as a perceptual variable seemed to be disease- 
specific.

Specificity to Cancer
The cancer patients from the study described above 

identified two clusters of uncertainty labelled Ambiguity 
concerning the controllability of the illness and 
Complexity regarding information provided by caregivers 
(Mishel, 1983b). Mishel believed that the uncertainty over 
the ability to control the illness seemed to distinguish the 
cancer group from all others studied. For example, they 
selected the following item from the MUIS: "Because of the
unpredictability of my illness, I cannot plan for the
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future" (Mishel, 1983b, p. 364).

Mishel cited Lewis (1982) to defend the interpretation 
of controllability as being a "central issue in cancer". 
Lewis (1982) studied the relationship between personal 
control experienced in life and health and the quality of 
life in 57 advanced-stage cancer patients. Quality of life 
was determined by scales measuring self-esteem, anxiety, 
and sense of purpose in life. Control was measured by the 
Health Locus of Control Scale and a solitary item that 
stated, "My life is in my hands and I am in control of it," 
or the negatively scored item, "My life is out of my hands 
and controlled by external factors" (Lewis, 1982, p. 114). 
Lewis reported that subjects who expressed higher degrees 
of self-control in life also had higher self-esteem and 
purpose in life scores, and lower anxiety scores. In 
addition, lower health control scores were associated with 
less perceived purpose in life. The results supported 
Lewis' hypothesis that the longer patients had a disease, 
the less they felt in control of their health and the more 
anxiety they reported. Lewis' findings partially supported 
Mishel's assertion that cancer patients, especially those 
in the advanced stages, were most concerned with 
controlIability of the illness.

Mishel (1983b) found a second cluster of six items 
identified by cancer patients as representing perceived 
uncertainty. An example of an item selected by the cancer
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patients follows: "The explanations they give me about my
treatment seem hazy to me" (Mishel, 1983b, p. 356). This 
cluster was interpreted as Complexity regarding information 
provided by caregivers. Mishel cited the findings of 
Lauer, Murphy, and Powers (1982) to support her 
interpretation of this cluster. The study by Lauer et 
al. (1982) was a comparison of the learning needs of cancer 
patients as perceived by the patients (n = 27) and their 
nurses (n = 33). Cancer patients in the Lauer study 
identified areas of concern which were similar to some of 
the items identified by cancer patients in Mishel's study. 
Beyond that point, the two studies bore little resemblance 
to each other.

Uncertainty and Psychosocial Adjustment
Mishel, Hostetter, King, and Graham (1984) studied the 

impact of uncertainty, optimism, seriousness of illness, 
and loss of control over physical function on the 
psychosocial adjustment of 54 patients with a new diagnosis 
of gynecological cancer. They found that control over 
physical function was strongly associated with uncertainty 
in general and the Complexity factor in particular. 
Respondents with high scores on the uncertainty scale and 
the Ambiguity and Complexity subscales also had low control 
over their physical functions. Additionally, less control 
over physical functions was related to an increase in
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psychosocial adjustment problems, especially with family 
relationships and recreational activities. The 
investigators interpreted this as increased uncertainty and 
as problems with adjustment among patients with poor 
control over physical functions.

Other findings from the study of patients with 
gynecological cancer led Mishel et al. (1984) to report that 
uncertainty had a significant inverse association with 
optimism, and that uncertainty contributed more than 25% of 
the variance to optimism. The characteristics of optimism 
studied by Mishel included the degree of happiness/sadness 
regarding the future, positive predictions of the future, 
and increased motivation to push for desired outcomes. 
Ambiguity about the state of the illness and Complexity 
concerning treatment were significantly associated with 
pessimism toward self-motivated change and negative future 
expectations. Deficient Information was negatively 
correlated with motivation, indicating that ignorance of 
the diagnosis inhibited the person's desire to change the 
situation. Unpredictability related strongly to 
pessimism. Based on these findings, Mishel et al. (1984) 
believed that the degree of uncertainty influenced the 
cancer victim's hopes for the future.

Along with a decrease in optimism, women with higher 
scores of perceived uncertainty reported more adjustment 
problems with the health care system, the family
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environment, extended family relationships, and 
recreation. Interestingly, these women reported 
pre-existing family strain. In addition, the research team 
observed that problems with psychosocial adjustment could 
be predicted by the degree of uncertainty, the level of 
control over physical function, and the pessimism measured 
in the subjects (Mishel et al., 1984).

To summarize the findings of the study of women with 
gynecological cancer as related to uncertainty, increased 
uncertainty was associated with pessimism, lack of control 
over physical function, lack of motivation, and problems 
with psychosocial adjustment to the health care system and 
family relationships. One questions whether uncertainty in 
family members might be a contributing factor to the 
patient's pessimism, motivation and uncertainty.

Uncertainty in Family Members
Uncertainty was measured successfully in subjects other 

than the medically identified patient. ^Mishel (1983a) 
examined the uncertainty levels of parents of hospitalized 
children because of the documented effect of parents' coping 
abilities on their children's recovery (Wolfer & Visitainer, 
1975). 0 Researchers have agreed that the entire family's 
ability to adjust to the illness influences the patient's 
rehabilitation (Griffin, 1980; Klein, Dean, & Bogdonoff, 
1966; Litman7 1974). * According to Foxall, Ekberg, and
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Griffith (1985, p. 444) "the spouse has frequently been 
cited as the most important 'significant other/ in the ill 
person's success or failure in his or her personal 
adjustment." It is anticipated that perceived 
uncertainty could be measured in all family members, 
especially in the spouses of hospitalized patients.

The Family

According to family studies, the family is measurably 
affected by the hospitalization of one of its members and 
might require nursing intervention. * The need for care of 
the family was supported by Griffin (1980), who stated that 
the family affects the patient's outcome while the patient's 
illness and treatment outcomes affect the family. Experts 
have agreed that the family as a whole is affected by a 
cancer diagnosis (Lewis, 1983) and must adapt and cope with 
the patient's illness and hospitalization in much the same 
way as the sick person (Foxall et al., 1985; Moos, 1977) .

* The existence of family stress was documented by Cooper 
(1984), who found that spouses showed more signs of stress 
than the 15 hospitalized patients, in the form of 
self-reported nervousness, sleeplessness, loss of appetite, 
inability to concentrate, and irritability. Welch (1981) 
noted that 27% of the 41 family members of adult cancer ' 
victims had an increase in psychosomatic symptoms after the 
onset of the patient's illness.



22
The Spouse

<■- It has been well-accepted that the spouse is the 
person most affected by a family member's illness (Litman, 
1974). Rees (1972) noted that the probability of illness 
during bereavement was much higher in widowed people than in 
other close relatives.  ̂Spouses exhibited an increase in 
physical ailments and emotional problems (Klein et al.,
1966; Oberst & James, 1985; Welch, 1981), and an increase in 
mortality and morbidity if recently widowed (Maddison & 
Raphael, 1972; Rees, 1972).

In Dyk and Sutherland's (1956) study of colostomy 
patients, both men and women stated they preferred that 
their spouses help with personal care rather than other kin, 
were such care needed. They particularly did not want 
personal care or financial aid from their children. They 
felt that psychological support was very important from 
their spouses but were glad to accept this support from 
other family members.

Impact of Hospitalization and 
Cancer on the Spouse

The effects of cancer and hospitalization on the 
patient's spouse were reported in many research studies 
(Cooper, 1984; Foxall et al., 1985; Hampe, 1975; Oberst et 
al., 1985). * Litman (1974) found that two-thirds of the 210 
families studied reported that.hospitalization of a family 
member created problems as simple as missing the patient,
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inconvenience, restricted mobility, and disruption of home 
activities, to more complex difficulties due to role 
alteration or role reversal. Thorne (1985) interviewed 
eight oncology patients and their families at home.
Findings from the interviews suggested that even patients 
and family members who initially described life as normal 
agreed that the illness had affected their emotional 
status, performance of roles, patterns of communication, 
and social interaction.

Oberst et al. (1985) conducted a longitudinal study of 
40 patient-spouse pairs following surgery for bowel or 
genitourinary cancer. The information gathered from the 
loosely structured interviews was placed into 11 categories 
of problems associated with adjustment to chronic illness.
A minimum of 40% of the spouses reported problems associated 
with (a) lifestyle disruptions during hospitalization;
(b) providing physical care 10 days post-discharge;
(c) distress over their own physical symptoms, which were 
most prevalent during hospitalization and 30 to 180 days 
post-discharge; (d) perceived uncertainty over the efficacy 
of treatment throughout the study period; and (e) emotional 
distress, especially anxiety and depression, which was 
consistently worse than the distress described by the 
patient during the same period.

Wright et al. (1984) conducted a descriptive study 
which examined the needs and concerns of the 45 next-of-kin
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of adult cancer victims, and determined whether these needs 
changed during the diagnostic, recurrent, and terminal 
stages of the illness. They reported that the respondents 
were most concerned, with (a) "problems created by the 
symptoms of the disease...," (b) "fear of the future,"
(c) "waiting," and (d) "difficulty with obtaining 
information" (Wright et al., 1984, p. 372). The 
researchers noted that concern over symptomology increased 
as the disease progressed to the terminal stage. Fear of 
the future and waiting were most important at diagnosis and 
decreased as the illness continued.

Responses to a needs scale developed by the researchers
indicated that the two needs most important to the,next-of-kin were the need to be kept informed about the 
patient's condition, and the need to be assured that the 
patient was comfortable (Wright et al., 1984). The need to 
express one's own emotions was considered only slightly 
important. The relative insignificance of this need was 
observed by other nurse investigators (Freihofer & Felton, 
1976; Hampe,1975). However, the next-of-kin considered 
important the need for acceptance, support, and comfort from 
both the nursing staff and other family members (Wright et 
al., 1984).
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Researchers believe that the modern family is at a 
disadvantage in coping with the illness of a family member 
(Craven & Sharp, 1972). Hospital stays are shorter so 
patients recover at home. More families are comprised of 
small nuclear groups rather than the larger extended 
networks seen in the past (Craven et al., 1972; MacVicar & 
Archibold, 1974). Family members are more dependent on each 
other with fewer external support systems. Therefore, there 
is greater potential for ineffective coping with extreme 
stressors such as illness and hospitalization of a family 
member (Leavitt, 1984).

Definition
Coping has been described as "problem-solving efforts 

made by individuals when the demands they face are highly 
relevant to their welfare (that is, a situation of 
considerable jeopardy or promise), and when these demands 
tax their adaptive resources" (Lazarus, Averill, & Opton, 
1974, pp. 250-251). This definition includes adaptation 
to situations with uncertain outcomes that strain the 
limits of the individual's adaptive skills. The 
hospitalization of a spouse with cancer is one such 
situation.

Coping tasks are specific to the illness and 
treatment prescribed (Kaplan, Smith, Grobstein, & Fischman,

Coping
0»'
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1977). Two nurse researchers independently developed 
similar models of coping based on the stages of cancer 
(Giacquinta, 1977; Thomas, 1978). Thomas (1978) developed a 
model of psychosocial adjustment to breast cancer that spans 
ten events or periods of the illness from prodromal to 
terminal. The ten periods were condensed into the three 
stages being studied here; diagnostic, treatment, and 
terminal. Giacquinta (1977) described four stages that 
include the three mentioned above, plus a post-terminal 
period called "Re-establishment."

Diagnostic Stage
Thomas (1978) and Giacquinta (1977) described the 

family as initially responding to the cancer diagnosis with 
shock, disbelief, uncertainty, and fear. The family
attempts to be supportive and encourages the patient to

' %obtain information. However, family members feel excluded 
from the relationship between the patient and caregivers and 
report a sense of powerlessness to influence decisions 
(Thomas, 1978). In addition to experiencing isolation and 
despair, the family suffers a functional disruption, in 
which family stability decreases and roles are inadequately 
filled. Attempting to solve daily problems could encourage 
the family to overcome their sense of helplessness and 
engage in the intense emotions triggered by the cancer 
diagnosis (Giacquinta, 1977).
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Treatment Stage

The treatment phase could be the most stressful for the 
patient and family (Abrams, 1966; Thomas, 1978). The goal 
of treatment is long-term remission if complete eradication 
cannot be achieved. This phase has been characterized as a 
chronic illness, in which patients have ceased to fulfill 
their family roles and have received some level of care at 
home for extended periods (Giacquinta, 1977; Griffin,
(1980).

During treatment, the family and patient experience a 
guarded sense of hopefulness. The family becomes frustrated 
and impatient with the inconvenience of treatments, and 
experiences ambivalent feelings towards the caregivers 
(Thomas, 1977). Family members feel inadequate about their 
abilities to actively support the patient and guilty about 
their inabilities to effectively deal with the physical and 
emotional symptoms affecting the patient (Thomas, 1978). 
Families cope with the resulting confusion and uncertainty 
by maintaining normalcy within the family system. Family 
members work toward reorganizing family life and adjusting 
to new roles and responsibilities. They become less 
supportive of the sick person as they try to forget about 
the illness and reestablish a normal life independent of 
health care providers (Giacquinta, 1978; Thomas, 1978; 
Thorne, 1985).
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Terminal Stage

The terminal phase occurs once the disease is deemed 
irreversible and treatment is provided for care, not cure 
(Abrams, 1966). The major concern of the family is "not the 
fact of the dying but the quality of the dying" (Thomas, 
1977, p. 60). Independent studies by nurse researchers have 
confirmed that the family wants information regarding the 
patient's condition and reassurance that symptoms are 
controlled, the patient is comfortable and is receiving 
excellent nursing care (Freihofer et al., 1976; Hampe, 1975; 
Welch, 1981; Wright et al., 1984). It has been assumed that 
the spouse's perceived uncertainty during the terminal stage 
is related to concerns over the quality of death.

The family, attempting to cope with the inevitable 
loss, exhibits signs of increased anxiety, such as 
confusion, insomnia, anorexia, and feelings of 
hopelessness, bitterness, and depression (Thomas, 1978).
To combat their sense of isolation and self-absorption, 
family members establish intimacy and derive support from 
each other. Families grieve the inevitable and actual death 
in the mourning phase. They deal with their guilt by 
expressing their grief and thereby attain relief from the 
intense emotions (Giacquinta, 1977).

In summary, coping with cancer is influenced by 
the patient's illness phase: diagnostic, treatment, or
terminal. Coping is a dynamic process and is only
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represented in clear-cut stages to facilitate description.
No two spouses have identical experiences or methods of 
coping with illness and hospitalization. However, healthy 
coping is the goal for all patients and spouses.
Possibly, spousal uncertainty is a dynamic process 
influenced by and described in terms of stages of the 
illness. It is expected that each spouse could have a 
unique measure of uncertainty. The conceptual framework for 
the proposed clinical investigation of spouses' perceived 
uncertainty links the concept of perceived uncertainty as a 
barrier to coping with family systems and coping theories.

Conceptual Framework

Family Systems
Spouses are greatly affected by their partner's 

illness and hospitalization, according to family systems 
theory and clinical research. The spouse is the most 
significant other in the marital dyad and has a unique 
relationship with the patient. Several studies (Cooper, 
1984; Dyk et al., 1956; Foxall et al., 1985; Freihofer et 
al., 1976; Hampe, 1975; Molter, 1979; Oberst et al., 1985; 
Stember, 1976; Thomas, 1978; Welch, 1981; Wright et al., 
1984) enumerated spouse-identified needs and concerns such 
as information, reassurance, hope, dignity, and support. 
According to some findings, the needs changed with the 
patient's illness phase. Bereavement was linked with
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increased mortality and morbidity in spouses, while an 
increase in somatic and emotional problems occurred during 
all phases of the illness.

J Hospitalization of a family member impairs that 
person's ability to fulfill assigned roles, which causes 
system disequilibrium. First, the family restructures 
itself so as to obtain treatment and services for the 
patient. It also attempts to reestablish family routines 
and meet family goals. Roles might be redefined and/or 
reassigned to accomplish these tasks (Lewis, 1983). The 
family's ability to cope with illness depends on its ability 
to change roles, perform family tasks, and modify personal 
expectations and goals (MacVicar et al., 1974).

Cooing
According to experts, spouses must cope with the 

destabilizing effects of their partners' illness and 
hospitalization. Coping has been defined as an attempt to 
solve problems which are highly relevant to one's well-being 
and stress one's adaptive abilities (Lazarus et al., 1974). 
This definition includes adaptation to situations with 
uncertain outcomes. Healthy coping has been described as 
the resumption of a balanced state in the system or the 
individual in such a way that personal growth and life 
satisfaction are encouraged (Moos & Tsu, 1977).
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Coping abilities are dependent on personal and 

situational factors. In this study, personal factors 
included the. spouses' demographic characteristics and 
their uncertainty scores. As reported by Mishel et al.
(1984), the educational status of a woman recently diagnosed 
with cancer significantly affected her uncertainty and 
adjustment scores. Age and length of marriage were reported 
as significant variables in the adjustment of spouses who 
cared for chronically ill partners (Foxall et al., 1985).
It was proposed that uncertainty scores could be different 
according to the spouses' demographic characteristics, and 
that the differences in uncertainty could influence the 
spouses' ability to cope.

The situational factors influencing coping in this 
study are uncertainty inherent in the situation, the 
characteristics of the illness, and the patient's phase of 
the illness. Illness phase is associated with different 
needs and coping tasks for the spouse. During the 
diagnostic phase, spouses try to overcome their sense of 
isolation and despair and to regain stability in their 
family systems. The treatment phase, similar to a chronic 
illness, requires that spouses adjust to new roles and 
responsibilities and yet maintain normal lives. Finally, 
in the terminal phase, spouses must grieve the impending or 
actual loss of their partners, establish intimacy with other 
family members and accept support in overcoming their guilt.
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Another situational factor related to coping is the 

characteristics of the illness. Cancer has been described 
as a progressive disease with disabling symptoms. Acute 
exacerbations require aggressive interventions and 
hospitalization. There is no cure and treatment outcomes 
are unpredictable, yet a long-term remission is hoped for 
(Edstrom & Miller, 1981). Concrete answers may not be 
obtained to questions regarding symptom control and disease 
prognosis. It appears that the uncertainties inherent in 
cancer create obstacles to the performance of coping tasks.

Uncertainty
Uncertainty, the third situational factor related to 

coping, has been described as a perceptual variable which 
limits one's ability to cope. When an event or situation is 
perceived as uncertain, it cannot be classified among 
existing frames of reference. Inability to classify the 
event into a familiar pattern acts as a deterrent to 
adequate appraisal of the situation and selection of 
appropriate actions (Mishel, 1984b). Appraisal of the 
situation includes evaluating it to be dangerous, benign, or 
an opportunity. Those events considered to be dangerous 
imply harm and promote the use of coping strategies 
to reduce the uncertainty involved. Effective coping is 
influenced by how well a person deals with the uncertainty 
(Mishel, 1983a).
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Perceived uncertainty has been measured in parents 

of hospitalized children and in patients with various 
diagnoses. Mishel (1983b) found that cancer patients had a 
unique pattern of uncertainty when compared to subjects with 
other diagnoses. The uncertainty in cancer patients was 
related to Ambiguity over the controllability of the 
illness and Complexity regarding the information provided 
by caregivers. It appears that the uncertainty noted in 
cancer patients influences their ability to cope with their 
disease.

Conclusion
The conceptual framework is a synthesis of family 

systems theory, coping with illness theory, and findings 
from uncertainty research. When a person is hospitalized, 
the spouse notes the disequilibrium in the family system, 
experiences uncertainty regarding the illness-treatment 
situation, and initiates coping strategies to decrease the 
uncertainty and restore system stability. A study of 
uncertainty in spouses of cancer patients is necessary to 
enhance the theoretical relationships between family 
systems, coping with illness, and perceived uncertainty. 
Therefore, it is proposed that uncertainty be measured in 
spouses by the SPUS, and that uncertainty scores may be 
different according to the spouses/ demographic 
characteristics.



34
The illness phase affects outcomes in family systems 

and coping research, but illness phase was not investigated 
by Mishel or her colleagues. Studies revealed that 
uncertainty was influenced by the specific diagnosis and 
kind of treatment received. Therefore, it is proposed that 
spouses' uncertainty scores may differ according to the 
patients' illness phase: diagnostic, treatment, or
terminal.

One aspect of nursing care has been to promote 
effective coping and adjustment to the disequilibrium in 
the family system. By investigating uncertainty in spouses 
of cancer patients, nurses would improve their knowledge of 
factors inhibiting healthy coping in this group.
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CHAPTER 3

RESEARCH METHODOLOGY

The primary purpose of this research study was to 
measure the degree of perceived uncertainty in spouses of 
hospitalized cancer patients and to identify differences in 
uncertainty levels based on the patient's phase of the 
illness. A second goal was to identify the elements within 
the uncertainty construct that were predominant in this 
sample of spouses. A final goal was to measure and describe 
the influence of the following demographic variables on 
uncertainty scores: age, gender, race, educational level,
employment status, income, and length of marriage. A 
discussion of the research design, method, and data 
analysis procedures is presented in this chapter.

Research Design

A descriptive field design was used for this study.
This design was appropriate because it allowed for the 
examination of the relationship among variables which 
cannot be controlled, manipulated, or randomized. A field 
study has portrayed a "detailed and realistic picture" of 
subjects in their natural settings performing their 
normal functions (Polit & Hungler, 1978, p. 190). A
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descriptive field design has been appropriate in clinical 
nursing research because it provides information based on 
actual patient experiences and adds to theory development.

Respondents and Sample Setting

The target population was adult spouses of 
hospitalized cancer patients. The project sample was a 
convenience sample of accessible participants whose spouses 
were hospitalized with cancer at a 200-bed facility located 
in a small city during preselected time periods from 
November, 1986 through January, 1987. The respondents were 
to be approached on the patient's third hospital day to 
control the influence of length of hospital stay. However, 
this was not always possible. Participants were chosen who 
could read and understand English and had no obvious mental 
impairment that might prevent them from completing the 
questionnaire. No attempt was made to select patients 
based on the type of cancer, primary site, or treatment 
modalities. However, patients were classified according to 
their diagnosis, reason for hospitalization, and illness 
phase: diagnostic, treatment, or terminal.

Operational Definitions
The diagnostic phase was the period in which the 

individual presented with symptoms that may be 
characteristic of cancer and submitted to a variety of
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tests to determine the etiology of symptoms and the 
character of the disease. This phase included the initial 
round of treatment for the disease and its symptoms.

Treatment phase was defined as the period 
beginning.with the second treatment round and included the 
time during which the patient received treatment. The 
intervention, in the form of medication, radiation, 
surgery, or any combination thereof, was for the purpose of 
curing or arresting the disease process.

The terminal phase was the stage at which the 
disease was perceived as being incompatible with life. The 
disease and symptoms were deemed irreversible, treatment 
was palliative, and death might occur at any time 
(Freihofer & Felton, 1976).

Protection of Human Subjects

The requirements for the protection of human subjects 
in research were met prior to the initiation of this 
project. The study was approved by the Human Subjects 
Review Committee, Montana State University College of 
Nursing, Missoula Extended Campus (see Appendix A).
Approval for the investigation also was given by the 
research review committee of the participating hospital 
prior to data collection (see Appendix A). Informed 
consent was obtained from all respondents (see Appendix A).
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Data Collection

Description of the Instruments
The instruments used in this project were the Spouse's 

Perception of Uncertainty Scale (SPUS) and a demographic 
questionnaire regarding age, race, gender, education, 
employment status, family income, and length of marriage 
(see Appendix B). The SPUS is identical to the Parent's 
Perception of Uncertainty Scale (PPUS) (Mishel, 1983a) 
except that the word "spouse" replaced the word "child" 
with the tool developer's permission (M. Mishel, personal 
communication. May 3, 1984 - see Appendix C). The 
demographic questionnaire was developed by Weinert and used 
with permission (C. Weinert, personal communication, 
September 15, 1986 - see Appendix C). The questionnaires 
were preceded by a printed explanation of the project (see 
Appendix B) and a consent form titled Spouses' Information 
(see Appendix A). Information regarding the patient's 
diagnosis, illness phase, reason for hospitalization, and 
date of admission was obtained from the patient's chart.

Parent's Perceived Uncertainty Scale. The PPUS was a 
31-item, Likert format scale which measured the perceived 
uncertainty of parents (N = 272) in relation to their 
child's symptomology, diagnosis, treatment, prognosis, and 
relationships with caregivers during illness and 
hospitalization (Mishel, 1983a). The internal reliability
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of the PPUS was dv = .91 (Mishel, 1983a).

Mishel tested the construct validity of the PPUS using 
three methods: factor analysis, analysis of variance, and
correlation with an independent variable. Classical factor 
analysis with orthogonal rotation was performed, resulting 
in a four factor, clearly interpretable solution as 
predicted in the concept model (Mishel, 1983a). The 
four factors were Ambiguity, Unpredictability, Complexity, 
and Deficient Information.

In MishelzS study, parents were classified into three 
groups according to the type of treatment their children 
had received: surgical, medical, and diagnostic workup.
She performed a one-way analysis of variance of uncertainty 
scores by treatment group. In addition, she compared mean 
uncertainty scores of medical, surgical, and diagnostic 
workup groups using t-tests. As predicted, parents of 
children receiving diagnostic workups and medical treatment 
had significantly higher uncertainty scores than parents of 
children receiving surgical treatment. Contrary to 
expectations, the mean uncertainty scores for medical and 
diagnostic workup groups showed ho significant differences 
(Mishel, 1983a).

Mishel also tested the construct validity of the PPUS 
by correlating the uncertainty scores with the parents' 
perceived seriousness of the illness as rated on a 
ten-point scale developed by Mishel. The correlation was
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low (r = .16, E < .004) but statistically significant.
These findings indicated that judged seriousness of illness 
was a weak indicator of perceived uncertainty in this 
study. The relationship between seriousness of illness and 
uncertainty was not well supported in the literature cited 
by Mishel (1983a).

In summary, the results of tests for construct 
validity and reliability indicated that the PPUS measured 
the perceived uncertainty in a parent concerning his or her 
hospitalized child. Mishel suggested that researchers 
study dyads of significant others such as spouse-spouse 
(Mishel, 1983a). Replacing the word "child" with "spouse" 
was a logical and theoretically acceptable method to test 
the spouse's perception of uncertainty (M. Mishel, personal 
communication. May 3, 1984).

Methods
Potential spouse respondents were identified for this 

project by the head nurse of the Oncology Unit. The 
researcher carefully discussed the criteria for selection 
of subjects with the head nurse and was assured of the 
nurse's ability to identify respondents in a consistent 
manner. All potential.respondents fit the criteria.

To improve the response rate, all spouses were 
personally contacted by the researcher during visiting 
hours and asked to participate in the project. To
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standardize the explanations given to each participant, the 
purpose of the study and the instructions for completing 
the questionnaire were provided in writing. Each 
participant read and signed the consent form and completed 
the demographic questionnaire and.the SPUS in a 
prearranged, private conference room located near the 
patient's room. The SPUS and demographic data were 
collected immediately after completion and coded according 
to the patient's phase of illness. The illness phase was 
based on the information provided in the patient's hospital 
chart.

Data Analysis Methods

The data were analyzed using non-parametric 
statistical methods to describe a small, unique sample of 
spouses. The statistical tests used to answer each, 
research question and to examine uncertainty by 
demographic variables will be discussed. In addition, the 
methods for estimating the reliability and external 
validity of the SPUS will be presented in this section.

Spouses' Uncertainty
The level of perceived uncertainty in spouses of 

patients hospitalized for cancer was measured. The 
participants recorded their perceived uncertainty by 
responding to the 31 items of the SPUS on a scale of one to
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five. A total scale score was derived by summing all 
responses after reversing the negatively worded items. 
Possible scores ranged from 31 to 155, with higher scores 
indicating a greater degree of perceived uncertainty. The 
degree of perceived uncertainty in spouses was rated as 
high or low depending on the distribution of scores above 
or below parents' scores (Mishel, 1983a).

Difference in Spousal Uncertainty bv Illness Phase
The second research question addressed the possibility 

that the spouse's perceived uncertainty was influenced by 
the patient's phase of cancer: diagnostic, treatment, or
terminal. Each respondent was classified according to the 
patient's phase of illness as described in the patient's 
hospital record. Three spouses were classified in the 
diagnostic phase, 14 were classified in the treatment 
phase, and none in the terminal phase. The small sample 
size in the diagnostic phase precluded meaningful 
comparisons between the groups. Since the operational 
definition of the diagnostic phase included those patients 
in the initial round of treatment .and all three respondents 
met this criteria, the decision was made to include these 
responses in the treatment category. Thus, for statistical 
analysis, all respondents were placed in the treatment 
phase.



43
Uncertainty Scores bv Demographic Characteristics

It was anticipated that there could be differences in 
mean uncertainty scores by demographic characteristics.
The Mann-Whitney U test was used to measure significant 
differences in the summed ranks of uncertainty scores 
between groups of spouses.

It was proposed that men and women could have 
different uncertainty scores. Researchers reported that 
women more than men had difficulty adjusting to their 
spouse's chronic illness (FoxalI, Ekberg & Griffith, 1985) 
and were physically and emotionally influenced by illness 
in the family (Litman, 1974).

The respondents were asked to state the year of their 
birth. Their age was categorized in one of the following 
four age groups: 20 to 34, 35 to 49, 50 to 64 and 65 to 79
years of age. Life cycle stage as a function of a person's 
age was frequently cited in the literature as a 
characteristic which might affect the way a participant 
responded to questionnaires. It was expected that spouses 
might have different uncertainty scores by their age group.

The number of years a spouse was married to the 
patient was calculated and divided into four 
classifications: less than one, one to four, five to ten
and greater than ten years. The interdependence and mutual. 
support found among spouses might be threatened during
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illness. There might be differences in mean uncertainty 
scores of spouses according tothe length of their 
marriages.

The respondents were asked to identify their race or 
ethnic identification as Caucasian, Afro-American, 
Hispanic/Mexican American, Asian American, Native American 
Indian, or other. Different racial and ethnic backgrounds 
might have an influence on interpretation of the meaning 
of illness and an affect on coping style. Therefore, it 
was expected that there might be differences in perceived 
uncertainty scores based on the spouse's race or ethnic 
identification.

The spouses indicated their educational levels by 
stating the numbers of years of school they had completed, 
which were classified into three groups: one to eight
years, nine to twelve years, and thirteen years or 
greater. Spouses also identified the highest academic 
degree they had earned as one of the following categories: 
high school diploma, GED, associate arts degree, bachelor's 
degree, master's degree, doctoral degree, vocational 
training certificate, or no degree. Elements of perceived 
uncertainty have included Deficient Information and 
Complexity of the information provided about the illness, 
treatment and system of care. The educational level of 
spouses might influence their ability to understand the 
written and oral explanations provided by health care
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professionals, which in turn might result in a difference 
in their perceived uncertainty regarding the 
illness-treatment situation. It was anticipated that mean 
uncertainty scores could be different by the educational 
variables listed.

In much of the literature reviewed, inadequate 
financial and/or employment status was often identified as 
a potential barrier to coping with illness. Spouses 
indicated their employment status as one of six possible 
categories: working full-time, working part-time,
unemployed but looking for work, unemployed and not looking 
for work, retired, and full-time homemaker. The family 
income for 1985 reported by the spouses was classified as 
one of the following groups: less than $5,000, $5,000 to
$9,999, $10,000 to $13,999, $14,000 to $16,999, $17,000 to 
$19,999, $20,000 to $29,999, $30,000 to $39,999, $40,000 to 
$49,999, and over $50,000. It was believed that there 
could be a difference in uncertainty scores based on 
employment and income characteristics.

Testing Statistical Significance 
bv Demographic Characteristics

The Mann-Whitney U test has been described as a 
powerful, nonparametric test for ordinal level data 
obtained from a small sample (Kyiz & Knafl, 1980; Polit et 
al., 1978; Shelley, 1984). It measures significant 
differences in central tendency between two independent
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groups by evaluating whether the summed ranks of one group 
are significantly higher than those of another group. To 
conduct this test, all uncertainty scores were ranked from 
lowest to highest and assigned a corresponding number from 
one to N (the sample size). Tied scores were assigned the 
average of the tied rank. Each score was associated with a 
demographic variable, such as men or women. The ranks for 
each demographic variable were determined and summed. The 
sum of the ranks of each group was necessary to convert the 
data into a calculated U score. The calculated U score was 
compared to the standardized U score located in the table 
of Maximum Values of the U statistic of the Mann-Whitney U 
test significant to the .05 level. Risking a Type II 
error, the test determined the probability that the two 
demographic groups had significantly different scores (Kviz 
et al., 1980).

The Mann-Whitney U test required that the largest 
sample size be nine or greater. The demographic variables 
were reclassified to achieve larger numbers per category. 
Therefore, for statistical calculation the demographic 
categories were collapsed to make two categories of nine 
and eight, ten and seven, etc. The variables examined were 
collapsed as follows: men and women; age in years,
49 years and younger or 50 years and older; years of 
schooling completed, 12 years and less or 13 years and
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greater; highest degree earned, high school diploma and 
less or beyond a high school diploma; employment status, 
employed or not employed; and family income, $19,999 and 
less, or $20,000 and greater.

Elements of Uncertainty
The elements of uncertainty prevalent in spouses was 

expected to be similar to the factors of uncertainty 
previously identified. Mishel (1981, 1983a, 1983b, 1984b; 
Mishel, Hostetter, King & Graham, 1984) identified four 
factors of perceived uncertainty through classical factor 
analysis with orthogonal rotation and cluster analysis.
She labelled the factors as (a) Ambiguity concerning the 
state of the illness, (b) Complexity regarding treatment 
and the system of care, (c) Deficient Information about the 
diagnosis and seriousness of the illness, and
(d) Unpredictability of the course of the disease and 
prognosis (Mishel, 1984a).

Each item of the PPUS corresponded, to one of the four 
factors. Since each item of the SPUS was identical to that 
of the PPUS except for the word "spouse", the items of the 
SPUS were assigned to the same factor as those analyzed for 
the parent's scale. The factors were labelled elements for 
descriptive clarity in this investigation since factor 
analysis could not be done with the small sample.
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The elements of uncertainty predominant in this sample 

were identified through two steps. First, the items of the 
SPUS which represented high uncertainty were listed. These 
were items which the majority of the respondents scored as 
a four or five on the five point scale. Next, the element 
corresponding to each item was described. The result was a 
description of elements of uncertainty specific to the 
spouse sample.

The elements of lowest uncertainty were also described 
for the entire sample. An item represented low perceived 
uncertainty if 50 % or more of the respondents scored the 
item as a one or two. The corresponding elements were 
identified and described for the items selected.

The elements of uncertainty were further described by 
demographic variables of age, gender, and highest degree 
earned. It was anticipated that, like mean uncertainty 
scores, elements of uncertainty could be different based on 
the spouses' demographic characteristics. Using the same 
method described above, an item represented highest 
uncertainty if 50 % or more of the demographic group scored 
it with a four or five. The elements corresponding with 
items rating highest uncertainty were described.

Reliability
Although the PPUS had a high reliability estimate as 

noted by its standardized alpha of .91 (Mishel, 1983a), the
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SPUS was a modified version of Mishel's instrument and was 
administered to an unstudied population. Therefore, 
the reliability estimate of the SPUS was reevaluated using 
Cronbach's alpha. Polit et al. (1978, p. 430) stated 
that nCronbach7s alpha is perhaps the single most useful 
index of reliability available." In addition, Mishel 
tested the reliability of the MUIS and PPUS with this 
technique. Testing reliability with Cronbach7 s alpha 
helped determine the usefulness of the SPUS to measure 
uncertainty in spouses.

Content Validity
Content validity was based on Mishel7s assertion that 

a slight modification of the PPUS which measured parents7 
uncertainty would adequately measure spouses7 perceived 
uncertainty in illness (M. Mishel, personal communication, 
May 3, 1984). The word "spouse" replaced the word "child" 
in the SPUS.

External Validity
External validity has been described as the degree to 

which the research findings were generalized to other 
samples and settings. It was anticipated that the.findings 
of this investigation might be similar and therefore 
generalizable to the results of earlier research of 
uncertainty (Mishel, 1981, 1983a, 1983b, 1984b; Mishel et 
al., 1984). The spouses7 mean uncertainty scores were
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compared to the parents' mean scores calculated by Mishel 
(1983a); In addition, the items of the SPUS selected by 
the spouses as representing highest uncertainty, the ten 
items scored with a four or five by the majority of 
spouses, were compared to the items chosen by cancer 
patients as best representing uncertainty (Mishel, 1983b). 
It was predicted that spousal uncertainty could be similar 
to that reported in parents and in cancer patients. 
Statements regarding external validity of the research was 
limited by the small sample size.
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CHAPTER 4 

RESULTS

The purpose of this study was to measure perceived 
uncertainty in spouses of hospitalized cancer patients.
The spouses of patients from one unit of a 200-bed hospital 
completed the Spouse's Perception of Uncertainty Scale 
(SPUS) and a short demographic questionnaire. The results 
were analyzed to measure the degree of perceived 
uncertainty and identify the elements of uncertainty 
specific to this sample. The differences in uncertainty 
scores by demographic variables were compared and 
described. Spouses' perceived uncertainty was compared 
with uncertainty reported in previous studies. The 
findings of the study are presented in this chapter.

Sample

The sample consisted of 17 spouses of patients 
hospitalized for the treatment of cancer on the Oncology 
Unit. The patients' primary diagnoses varied: carcinoma
of the lung (n = 3), ovarian cancer (n = 3), testicular 
cancer (n = I), breast cancer (n = 3), stomach cancer 
(n = I), colon cancer (n = I), bone cancer (n = I), 
neurosarcoma (n = I), melanoma (n = I),
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ganglioneuroblastoma (n = I) , and lymphoma (n = I).
Fifteen patients received chemotherapy, one had surgery, 
and one was treated with analgesic medications.

Twenty-one spouses were eligible to participate in the 
project. Three refused, stating they were too upset, while 
the fourth stated she could not read English well enough. 
The demographic information was provided by the respondents 
through a nine-item questionnaire. Ten men and seven women 
participated in the project. The spouses' ages ranged from 
30 to 78 years of age with a mean age of 52.7. Four were 
married for more than five years, while 13 were married for 
more than ten years. All respondents were Caucasian.
The responses indicated that two participants had not 
completed high school, six had earned a high school 
diploma, one held an associate arts degree, three had 
finished vocational training, four had completed a 
bachelors degree, and one had earned a master's degree. 
Their employment levels varied: six were full-time and two
were part-time employees, two were unemployed, four had 
retired, and two were full-time homemakers. The total 
annual family income ranged from less than $5,000 to 
greater than $50,000, with a mean income between $20,000 
and $29,000 (see Table 6 - Appendix D).
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Measures of Central Tendency
The SPUS consisted of 31 items arranged in a Likert 

scale with choices of one to five representing strongly 
disagree to strongly agree, respectively. Possible scores 
ranged from 31 to 155 points. The scores of the.SPUS 
ranged from 65 to 115. Measures of central tendency were 
calculated, revealing a mean score of 90.7 with a standard 
deviation of 14.8, and a median score of 88.

Demographic Data

The respondents' uncertainty scores were described by 
demographic characteristics. The demographic variables 
were: gender, age, length of marriage, years of schooling,
highest degree earned, employment status, and family 
income. It was anticipated that uncertainty scores were 
different for each demographic category.

Differences in Mean Scores
The mean uncertainty scores for each demographic 

category were calculated and compared (see Table I). The 
difference in mean scores for men and women was 
negligible. A striking difference in scores was noted 
between age groups. The lowest mean uncertainty score, 
82.3, was found in spouses aged 35 to 49 years. Scores 
increased in order for spouses aged 20 to 34, 50 to 64,

Spouse/s Perceived Uncertainty Scale
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Table I. Mean uncertainty scores by demographic variables.
Demoaraohic Variable Mean n
Gender

Men 90.1 10Women 91.6 7
Age

20 to 34 years 87.5 235 to 49 years 82.3 6
50 to 64 years 90.8 5
65 to 79 years 104.8 4

Number of Years Married
5 to 9 79.0 4
10 and greater 94.3 13

Years of Schooling Completed
12 or less 97.6 6
13 or greater 86.9 11

Highest Degree Earned
High school diploma 87.2 6
Associate arts degree 67.0 I
Bachelor's degree 93.2 4
Master's degree 99.0 I
Vocational training certificate 87.0 3
No degree 109.5 2

Employment status
Working full-time 92.3 7
Working part-time 80.5 2
Unemployed, looking for work 67.0 I
Unemployed, not looking for work 84.0 I
Retired 100.5 4
Full-time homemaker 88.0 2

Family income for 1985
Less than $5,000 79.0 I
$5,000 to $9,999 87.0 3
$10,000 to $13,999 88.0 I
$14,000 to $16,999 84.0 I
$17,000 to $19,999 97.4 2
$20,000 to $29,999 90.0 2
$30,000 to $39,999 86.0 2
$40,000 to $49,999 99.0 2
Over $50,000 96.0 3
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and 65 to 79 years. The highest mean uncertainty score was 
104.8 for the oldest group. The mean scores of spouses 
married for greater than ten years were 15.3 points more 
than spouses married for less than ten years. This may 
have been, influenced by the spouse's age, as older spouses 
tended to be married longer.

Spouses who had completed 12 years of school or less 
had a higher mean uncertainty score (97.6) than spouses 
with 13 years or more of school (86.9). Mean scores by 
highest degree earned suggested, no pattern. The mean 
scores ranged from 67 for a spouse with an associate arts 
degree to 109.5 for two spouses with no degrees.

Mean uncertainty scores by employment status also 
followed no pattern. The highest score (100.5) corresponded 
to retired spouses, while the lowest score (67) was from an 
unemployed spouse looking for work. The mean uncertainty 
scores by family income suggested no trends. The lowest 
mean score (79) was from the lowest income bracket and the 
highest mean score (99) was noted in the income range of 
$40,000 to $49,999. The second highest mean score 
corresponded to the $17,000 to $19,999 category.

Statistical Significance of 
Difference in Scores

The Mann-Whitney U test was performed oh the scores 
by demographic categories to determine any significant 
difference between the scores. Most demographic categories
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were collapsed to form two groups to fulfill the test's 
requirements for a sample size of nine or more. The 
combined categories of demographic variables were as 
follows: gender, man or woman; age in years, 49 and
younger or 50 and older; length of marriage, five to nine 
years or ten years and more; highest degree earned, high 
school diploma and less or beyond a high school diploma; 
years of schooling completed, 12 and less or 13 and more; 
family income for 1985, $19,999 and less or $20,000 and 
more; and employment status, employed or not employed. The 
calculated U values were greater than the table U values 
for all categories except age. The younger respondents had 
significantly (p < .05) lower uncertainty scores than those 
aged 50 years and older. There were no statistically 
significant differences between uncertainty scores for the 
remaining categories of demographic variables.

Elements of Uncertainty

The elements of uncertainty were factored and defined 
by Mishel (1984a) as (a) Ambiguity concerning the state of 
the illness, (b) Complexity regarding treatment and the 
system of care, (c) Deficient Information about the 
diagnosis and seriousness of the illness, and 
(d) Unpredictability of the course of the disease and 
prognosis. For the present study, each item was assigned 
the same element factored for the data from parents of
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pediatric patients (Mishel, 1983a).

The elements of highest uncertainty for spouses were 
identified by selecting those items given a rating of four 
or five by a majority of the respondents. The spouses 
expressed highest uncertainty regarding Ambiguity of the 
status of the illness and Unpredictability of the course of 
the illness. They selected items which suggested their 
inability to make plans for the future (see Table 2).
The items that 50% or more of the respondents scored as a 
one or two were interpreted as lowest uncertainty in 
spouses. The spouses identified the elements of least 
uncertainty as (a) Complexity of the treatment,
(b) Deficient Information about the diagnosis and 
seriousness of the illness, and (c) Ambiguity regarding 
the diagnosis and prognosis (see Table 3).

Reliability

An estimate of internal consistency reliability was 
calculated using Cronbach's alpha. An alpha of .83 for 
the total scale was obtained, which was lower than the .91 
reported by Mishel for a comparable group (1983a). The 
value was adequate for research purposes but.was lower than 
the suggested .90 for making clinical decisions based on 
the outcome of the project.



58

\

Table 2. Items of uncertainty rated high by spouses.
Element of uncertainty

Item
Ambiguity

8. My spouse's symptoms continue to change unpredictably.
15. Because of the unpredictability of the illness, I can't 

plan for the future.
16. The course of my spouse's illness keeps changing.

He/she has good days and bad days.
21. The effectiveness of the treatment is undetermined.
24. Because of the treatment, what my spouse can do and 

cannot do keeps changing.
25. I am certain they will not find anything else wrong 

with my spouse.

Unpredictability
11. I can predict how long my spouse's illness will last.
19. I usually know if my spouse will have a good day or a 

bad day.
23. I can generally predict the course of my spouse's 

illness.
27. My spouse's physical distress is predictable. I know 

when it is going to get better or worse.

External Validity

One purpose of the study was to examine how the 
scale measuring uncertainty performed when applied to 
different populations. Although the SPUS was a modification 
of the tool used for other subjects, it was expected that
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Table 3. Items of uncertainty rated low by spouses.

Element of uncertainty
Item

Ambiguity
3. I am unsure if my spouse's illness is getting better 

or worse.
20. The results of my spouse's tests are inconsistent.

Complexity
2. I have a lot of questions without answers.
5. The explanations they give me about my spouse seem 

hazy.
6. The purpose of each treatment is clear to me.
7. I do not know when to expect things will be done to my 

spouse.
10. The doctors say things to me that could have many 

meanings.
14. With so many different types of staff, it is unclear 

who is responsible for what.
29. I can depend on the nurses to be there when I need 

them.
31. The doctors and nurses use everyday language so I can 

understand what they are saying.

Deficient Information
I. I don't know what is wrong with my spouse.
12. My spouse's treatment is too complex to figure out.
26. They have not given my spouse a specific diagnosis.
30. The seriousness of my spouse's illness has been 

determined.
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the tool could perform similarly to that reported in earlier 
studies. Specifically, spouses' uncertainty scores were 
expected to be similar to parents' scores (Mishel, 1983a), 
and items of highest uncertainty selected by spouses were 
expected to be similar to those items selected by cancer 
patients (Mishel, 1983b).

Parents
The uncertainty scores for spouses from the SPUS was 

compared to uncertainty scores reported for parents using 
the Parent's Perceived Uncertainty Scale (PPUS) (Mishel, 
1983a). The items from both scales were identical except 
that the word "spouse" replaced the word "child". The 
spouses' mean score was compared with the parents' mean 
score (see Table 4).

Table 4. Uncertainty scores of spouses versus parents of 
hospitalized children.
Grouo Mean N

Spouses
Treatment 90.7 17

Parents
Treatment

Medical 88.0 126
Surgical 80.0 96
Diagnostic Workup 92.0 50

Mishel divided the parents into three groups based on 
the child's form of treatment and reported their mean 
uncertainty scores: medical (n = 126, mean = 88), surgical
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(n = 96, mean = 80), and diagnostic workup (n = 50, mean = 
92). The spouses' mean uncertainty score was 90.7. The 
spouses' score was more like the scores of parents of 
children receiving medical treatments and diagnostic 
workups than surgical interventions. Mishel (1983a) 
reported that uncertainty scores differed significantly 
according to the treatment received. Most of the patients 
from the present research project received chemotherapy and 
other medications; therefore, the spouses' uncertainty was 
more like the uncertainty found in the medical and 
diagnostic workup groups than the surgical group.

Cancer Patients
The items representing highest uncertainty for spouses 

were compared to those for cancer patients (n = 51) who had 
completed the Mishel Uncertainty in Illness Scale (MUIS) 
(Mishel, 1983b). The cancer patients identified 11 items 
of highest uncertainty through cluster analysis. Spouses 
selected ten items which were scored with a four or five by 
the majority of respondents (see Table 5). Contrary to 
expectations, there were only three items which interfaced 
both samples. In addition, the factors of uncertainty 
associated with each sample were different. The spouses 
expressed concern over the Unpredictability of the course of 
the illness and Ambiguity over the state of the illness. 
Mishel described the cancer patient's concerns as Ambiguity
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Table 5. Items of uncertainty rated high by spouses in this 

study versus Mishels7 cancer patients.
Spouses Patienls

Items related to Ambiouitv

8. My spouse'!t symptoms continue to change 8. My symptoms continue to change
unpredictably. unpredictably.

15. Because of the unpredictability of the 15. Because of the unpredictability of the
illness, I can't plan for the future. illness, I can't plan for the future.

21. The effectiveness of the treatment ia 21. The effectiveness of the treatment is
undetermined. undetermined.

16. The course of my spouse's Illness keeps 3. I am unsure if my illness is getting
changing. Me/she has good days and bad better or worse.
days.

13. It Is difficult to know if the treatments
24. Because of the treatment, what my spouse or medications I am getting are helping.

can do and cannot do keeps changing.
17. It is vague to me how I will manage my

25. I am certain they will not find anything care after I leave the hospital.
else wrong with my spouse.

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

Items related to Unpredictability

11. I can predict how long my spouse's illness 
will last.

19. I usually know if my spouse will have a good 
day or a bad day.

No items rated high.
23. I can generally predict the course of my 

spouse's illness.

27. Ny spouse's physical distress is predictable.
I know when it is going to get better or worse.

Items related to Complexity

5. The explanations they give me seem hazy.

7. I do not know when to expect things will 
be done to me.

No items rated high.
9. I understand everything explained to me.

10. The doctors say things to me that could 
have many meanings.
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over controllability of symptoms and Complexity of 
information provided by caregivers. The spouses in this 
sample did not identify any items relating to Deficient 
Information or Complexity.
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CHAPTER 5

DISCUSSION AND CONCLUSIONS

The purpose of this study was to describe perceived 
uncertainty in spouses of hospitalized cancer patients. 
Spouses of 17 patients receiving treatment completed a 
Spouse's Uncertainty in Illness Scale (SPUS) and a 
demographic questionnaire. The spouses' mean uncertainty 
score was compared to the mean score for parents of 
hospitalized children (Mishel, 1983a). The probability 
that demographic groups have significantly different scores 
was tested using the Mann-Whitney U test. The elements of 
highest and lowest uncertainty were identified and described 
for all spouses and compared to the elements of highest 
uncertainty identified in cancer patients as reported by 
Mishel (1983b). This chapter summarizes the findings and 
also discusses the implications for nursing, study 
limitations, and recommendations for future research.

Spouses' Perceived Uncertainty

Perceived uncertainty has never been examined in 
spouses of patients, although patients themselves and 
parents of hospitalized children were tested and found to 
have uncertainty over the illness-treatment situation.
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Based on the findings of the present study, it is concluded 
that perceived uncertainty can be measured in spouses of 
hospitalized cancer patients using the Spouse's Perceived 
Uncertainty Scale (SPUS). The degree of perceived 
uncertainty measured in the spouses is slightly higher 
than that measured in parents of hospitalized children 
(Mishel, 1983a). The level of uncertainty may be 
affected by the small sample size, the confinement of . 
participants to one unit of one hospital, and/or the fact 
that all participants are spouses of patients in the 
treatment phase.

Elements of Uncertainty

The second purpose of the study was to describe the 
elements of uncertainty prominent in the spouses. The 
elements of highest uncertainty, items scored a four or 
five by a majority of the respondents, were Ambiguity over 
the status of the illness and Unpredictability over the 
course of the illness. Ambiguity over the status of the 
illness included uncertainty about the symptoms and 
treatments and their effect on the patient's ability to 
carry out activities of daily living. Concern over 
symptoms was especially important because "loss of 
self-control is a crucial threat to the integrity of any 
person" (Tiedt, 1975, p. 270).
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The spouses# elements of uncertainty are similar in 

some respects to those of cancer patients (Mishel, 1983b), 
who also reported high uncertainty over the controllability 
of the illness. Furthermore, the spouses are similar to 
the next-of-kin of cancer patients (Wright & Dyck, 1984) 
who expressed the most concern over problems created by the 
symptoms and fear of the future.

Ambiguity about the illness and Unpredictability about 
the course of the illness are areas of concern associated 
with the unique qualities of cancer and its treatment. 
Cancer is described as a progressive disease characterized 
by symptoms which interfere with a patient's ability to 
perform daily activities. Treatment outcomes and 
remissions are unpredictable and exacerbations may require 
hospitalization and aggressive interventions (Edstrom & 
Miller, 1981). Spouses expressed highest uncertainty 
over unpredictable symptoms and treatment outcomes which 
interfere with the patients' ability for self-care.

The elements of lowest uncertainty, items scored as 
one or two by a majority of the spouses, were in the 
following areas: (a) Complexity of the treatment,
information provided, and system of care; (b) Deficient 
Information regarding the diagnosis and the seriousness of 
the illness; and (c) Ambiguity over test results and state 
of the illness. Spouses identified areas of least concern 
over those functions which the hospital staff and physician
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have the most control: the flow of accurate, consistent,
easily understood information about the diagnosis, 
treatment and hospital routines. This was contrary to the 
findings of Cooper (1984) , Mishel (1981, 1983b) and Wright 
.et al. (1984).

Wright et al. (1984) reported that family members 
expected physicians and nurses to provide information; 
however, families had difficulty contacting physicians, 
obtaining concrete answers from physicians, and receiving 
reports of daily progress from nurses. Cooper (1984) 
noted that 50 % of the spouses of lung cancer patients 
wanted more information from the physician. Mishel (1981) 
reported that poor comprehension of the information 
provided was correlated with high uncertainty scores among 
cancer patients. In addition, Mishel (1983b) observed 
that Complexity regarding the information provided by 
care-givers was an element of highest uncertainty expressed 
by cancer patients.

The unique characteristics of the present sample might 
account for the low degree of uncertainty about the 
quantity and content of the information provided. All 
patients were located on the Oncology Unit where staff are 
oriented to the particular tests, treatments, and 
psychosocial needs of cancer patients and their families. 
All persons diagnosed with cancer were referred to one of 
three oncologists who became the primary physician. Many
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patients received a series of identical chemotherapy 
treatments and their spouses may have relied on past 
experiences to reduce perceived uncertainty regarding the 
effects of the therapy. The sample consisted of only three 
spouses of patients undergoing their initial round of 
treatment. These spouses tended to have higher uncertainty 
scores, and selected items suggesting higher uncertainty 
about Complexity of the treatment and Deficient Information 
regarding the diagnosis and seriousness of the illness. 
However, the sample as a whole did not identify Complexity 
or Deficient Information as important concerns.

Uncertainty and Illness Phase

The third research question asked whether the spouse's 
uncertainty score was different based on the patient's 
illness phase: diagnostic, treatment, or terminal. No
comparisons were drawn due to the inadequate number of 
respondents from the diagnostic (n = 3) and terminal (n =0) 
phases.

Acquisition of participants was limited to the 
Oncology Unit of the hospital. After completion of the 
study, it was learned that several patients who had been 
diagnosed with cancer were located on the Surgical and 
Neuro-Orthopedic units, discharged home for outpatient 
treatment, and never admitted to the Oncology Unit. In 
addition, several patients who were admitted to the
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Oncology Unit received treatment overnight and were 
released from the hospital before the spouses could be 
approached regarding the research project. Inability to 
access the spouses of these patients contributed to the lack 
of respondents in the diagnostic and terminal phase 
categories.

Variability of Spouses/ Uncertainty

The spouses' uncertainty was highly variable despite 
the uniformity of the patients' phase of illness. The wide 
range of the spouses' perceived uncertainty scores (65 to 
115) followed no particular pattern. The variability of 
uncertainty might have been affected by the dynamic nature 
of the treatment phase, the differences in demographic 
characteristics, or other factors not included in the 
study.

Treatment Phase
Attempts by scholars to describe the responses of 

spouses during the treatment phase have produced two 
viewpoints, both of which are supported by findings from 
this study. Researchers have reported opposing findings 
about the. concerns expressed by spouses of patients 
receiving cancer treatment. Some experts (Edstrom et al., 
1981; Wright et al., 1984) have viewed the treatment phase 
as a chronic illness which promotes stress, uncertainty, and
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unmet needs in family members of the sick person.

Edstrom et al., (1981) described the progressive 
nature of the disease, the variety and severity of 
symptoms, the unpredictability of treatment outcomes and 
the onset of acute exacerbations requiring hospitalization 
as barriers to coping with the illness. Wright et al.,
(1984) compared the family members' needs during the 
three stages of cancer and found that the number of 
the family's needs were significantly higher during the 
recurrent (treatment) stage of cancer. Thomas (1978) 
believed the treatment phase was the most stressful period 
for the family due to the inconvenience of the treatments 
and the severity of the physical and emotional symptoms 
affecting the patient.

In this study, spouses had highest uncertainty 
regarding the global issues of cancer treatment, which 
seemed to be (a) Ambiguity over the patient's symptoms, 
effectiveness of the treatment, and the patient's ability to 
perform activities of daily living; and (b) Unpredictability 
about the course of the illness, including the duration and 
effects of physical symptoms on the patient's performance of 
activities of daily living. The following statement from 
the SPUS was an example of those selected by spouses with 
highest uncertainty in the treatment phase: "Because of the
treatment, what my spouse can and cannot do keeps changing."
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Researchers with different findings described the 

treatment phase as one in which the family resumed normal 
activity in spite of the patient's illness. Unlike the 
experts previously cited, Thomas (1978) and Abrams (1966) 
asserted that families and patients eventually focused 
on the activities of daily living and re-establishment of 
normalcy, thus becoming less concerned with the global 
issues of the illness. Thorne (1985) interviewed eight 
oncology patients receiving treatment, and their families. 
She reported that all believed they were coping well and 
maintaining normalcy. The following statement was an 
example of.those selected by spouses with lowest 
uncertainty during the treatment phase: "I know when to
expect things will be done to my spouse". Spouses had the 
lowest uncertainty about Deficient Information, provided by 
caregivers and Complexity of the health care system. The 
spouses seemed satisfied with the honest, clear explanations 
given by doctors and nurses regarding the patient's test 
results, treatments and prognosis.

Uncertainty by Demographic Characteristics
A second source of variability in spouses' uncertainty 

during the treatment phase occurred from differences in 
spouses' demographic traits. It was anticipated that 
perceived uncertainty could be different by spouses' 
demographic characteristics. According to the results of
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the Mann-Whitney U test, uncertainty was significantly 
different between age groups. The differences between 
length of marriage and educational status approached 
significance. '

Age. Spouses aged 50 years and older had significantly 
higher perceived uncertainty scores than spouses aged 49 
years and younger. In fact, spouses aged 65 to 79 had the 
greatest uncertainty of the entire sample.
This finding did not support the evidence from previously 
cited studies in which age was not associated with 
uncertainty for women with gynecological cancer (Mishel, 
Hostetter, King & Graham, 1984) or hospitalized medical 
patients (Mishel, 1984b). However, according to Foxall, 
Ekberg & Griffith (1985), the age variable was a 
discriminating factor in spouses of chronically ill 
persons. Older spouses of the chronically ill had lower 
life satisfaction and mental health scores. This finding 
suggested that older persons had more difficulty adjusting 
to caring for and living with a chronically ill spouse than 
did younger persons.

Spouses from each age group identified different 
elements of uncertainty (see Table 7 - Appendix D). Spouses 
50 years of age and older identified highest uncertainty 
relating to all four elements: Ambiguity, Complexity,
Deficient Information, and Unpredictability. The younger
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spouses had highest uncertainty concerning Ambiguity and 
Unpredictability only. The elements of Ambiguity and 
Unpredictability seem relative to the unique qualities of 
cancer and its treatments rather than the characteristics of 
different age groups.

Older spouses clearly had more uncertainty than 
younger spouses. The older group listed half the items of 
the SPUS as reflecting highest uncertainty. They expressed 
Ambiguity over caring for the patient at home, Complexity of 
the treatment and health care system, and Deficient 
Information about the diagnosis, in addition to the 
Ambiguity and Unpredictability described by all age groups.

Older spouses identified uncertainty over two items 
related to Complexity of the care system and information 
provided. First, they demonstrated that they did not know 
when to expect things to be done to the patient. This 
finding supports the evidence that next-of-kin of cancer 
patients identified waiting for tests and treatments 
as an area of nagging concern (Wright et al., 1984).
Elderly spouses also admitted to not understanding 
everything explained to them. Older persons seem to 
require more consistency, repetition, and slower 
presentation of material in order to absorb the same 
information than do younger persons (Obler & Knoefel, 1986).

Older spouses rated as high uncertainty the two items 
pertaining to home care of the patient. They reported
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having Ambiguity regarding their ability to care for the 
patients once discharged from the., hospital. Inadequate 
finances did not seem to be an issue as most older spouses 
reported earning higher incomes. The findings from this 
study supported those of Litman (1971). He reported that 
32% of the 210 families followed believed they would 
be unable to provide home care to the patient, the majority 
of this group being elderly. The results of this study 
suggested that older patients and spouses may need the 
expertise of home health nurses to help them make the 
transition from hospital to home. Hospital nurses can 
determine the appropriateness of a home health referral by 
obtaining detailed histories of how the patient and spouse 
usually manage their activities of daily living, including 
their reliance on support networks. Determination of how 
the hospitalization may affect their normal level of 
function is also important;

Length of marriage. Although not statistically 
significant, spouses married longer tended to have higher 
uncertainty than spouses married less than ten years. This 
finding partially supports that of Foxall et al., (1985) 
who observed that the longer spouses had been married, the 
more difficulty they had adjusting to their partners' 
chronic illness. The spouses' age might influence their 
length of marriage, since respondents married for greater
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than ten years tended to be older.

The elements of uncertainty for spouses married for 
ten years or greater were similar to those selected by 
older spouses but did not include Complexity or Deficient 
Information. Unexpectedly, spouses married for less than 
ten years identified one item regarding Deficient 
Information as representing highest uncertainty. The item, 
"My spouse's diagnosis is definite and will not change", was 
selected by older spouses as representing highest 
uncertainty. The selection of this item by several 
different groups, however, suggests that it represented a 
general issue concerning cancer spouses and was not 
necessarily influenced by demographic characteristics 
such as age or number of years married.

Education. Uncertainty by educational status presented 
an unusual pattern. The least educated spouses tended to 
have higher uncertainty than spouses with more education. 
Spouses with no formal degrees (n = 2) had the second and 
third highest uncertainty for the sample (see Table 3). 
Overall, the general trend of increased uncertainty among 
poorly educated spouses coincided with findings reported by 
Foxall et al. (1985), Mishel (1981) and Mishel et al (1984).

- Surprisingly, spouses with college degrees had higher 
uncertainty than respondents with vocational, associate 
arts, and. high school degrees. A partial explanation for
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the greater uncertainty among college educated spouses is 
that one patient was newly diagnosed with cancer, while 
another patient was critically ill and died shortly after 
completion of the project. The spouses of these patients 
may have had higher uncertainty as a result of the other 
factors described.

The elements of highest uncertainty were different by 
the spouses' educational level. Spouses with advanced 
degrees were ambiguous about when they might care for the 
patient at home. Their concern was both practical and 
future oriented, and might reflect a broader understanding 
of the complexity of home care. Spouses with a high school 
education or less expressed Ambiguity over the symptoms and 
treatment outcomes, Complexity of the explanations given, 
and Deficient Information about the diagnosis (see Table 8 - 
Appendix D).

Based on the findings of other studies (FoxalI et al., 
1985; Mishel et al., 1984) it was expected that poorly 
educated spouses would have highest uncertainty regarding 
Complexity and Deficient Information. Mishel et al. (1984) 
reported that less educated patients had greater uncertainty 
over Complexity of the procedures and system of care.
Foxall et al. (1985) suggested that spouses with adjustment 
difficulties tended to be the least educated of the sample. 
However, for the spouses from this study, Complexity of 
information and Deficient Information about the diagnosis
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represented only a small aspect of their total uncertainty.

Influence of Other Variables
The large range of uncertainty scores suggested that 

the spouses were not homogenous within the treatment phase. 
Previously unidentified factors might have contributed to 
the large variance of uncertainty found in spouses of 
patients receiving treatment. While examining the data, the 
presence of complications in the patient's treatment emerged 
as a factor which could influence the spouses' uncertainty. 
Complications of the disease and/or treatment found in the 
sample included the development of secondary infections, a 
diagnosis of disease metastasis, or unexpected death.

The presence of complications slightly resembled 
seriousness of illness, a variable previously investigated 
(Mishel 1983a, 1984b; Mishel et al., 1984). However, the 
outcomes are not comparable since different methods were 
used to measure the variable. Foxall et al. (1985) also 
found that complicating factors such as longer illness 
duration and greater disability of the chronically ill 
patient hindered the spouse's ability to adjust. It seems 
logical that the presence of complications introduces 
additional factors that increase the spouse's uncertainty 
regarding the illness-treatment situation.

Uncertainty scores. The spouses of ten patients who 
received uneventful treatment were placed in the absence
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of complications category. The spouses of seven patients 
with secondary infections, metastases, and unexpected death 
were classified in the presence of complications group. 
Although not statistically significant, there was a 
difference in mean scores between the groups with 
complications and without complications, 93.4 and 88.8, 
respectively. The presence of complicating factors tended 
to increase the spouse's uncertainty score.

Elements of uncertainty. Spouses of patients without 
complications identified the following elements of 
uncertainty: (a) Unpredictability of the course of the
illness and ability to plan for the future, (b) Ambiguity 
over the symptoms and when to provide home care for the 
patient, and (c) Deficient Information about a finite 
diagnosis (see Table 9 - Appendix D). In addition to the 
commonly cited elements of uncertainty, these spouses were 
concerned with the development of, and their ability to cope 
with, potential complications.

Spouses of patients with complications such as 
metastasis, secondary infections and unexpected death 
indicated high uncertainty for present problems. They 
expressed Ambiguity about the symptoms and effectiveness of 
the treatments, as well as Complexity about the explanations 
given. They also had concerns about the future, as noted 
by their ambiguity over what might happen to their spouses.
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Perhaps spouses of patients with complications focus on the 
present symptoms and treatments in an effort to understand 
the patient's changing condition. Furthermore, dwelling on 
potential problems may be too overwhelming for spouses 
dealing with complications of an already complex 
illness.

Comparison with Other Studies

Spouses were tested against other groups who had 
responded to the uncertainty scale in order to examine the 
general!zability of the instrument. The uncertainty 
measured in spouses was compared to that reported in 
parents of hospitalized children (Mishel, 1983a) and cancer 
patients (Mishel, 1983b). The findings supported the 
generalizability of the uncertainty scale in some respects.

Parents
The spouses' mean score from the SPUS was compared with 

the mean score of parents responding to the PPUS (Mishel, 
1983a). The spouses' uncertainty was slightly higher than 
the parents'. In addition, the spouses' mean uncertainty 
score was more like that of parents of children receiving 
medical treatments and diagnostic workups than surgical 
interventions (see Table 4). Ninety four percent of the 
patients from the present study received chemotherapy 
and analgesic medications. Mishel (1983a) found that
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uncertainty differed significantly according to the 
treatment received. The present study tends to support a 
difference in uncertainty by treatment form, but the lack 
of comparison with a surgical group prevents a conclusion 
from being drawn.

Cancer Patients
The perceived uncertainty identified by spouses was 

less like that identified by cancer patients (Mishel, 1983b) 
than expected. Hospitalized cancer patients (n = 51) 
selected 11 items as representing highest uncertainty (see 
Table 5). Mishel analyzed the content of the items and 
described them as Ambiguity over the controllability of the 
illness and Complexity regarding the information provided by 
caregivers. Two items selected described uncertainty about 
the management of the illness at home.

Spouses identified ten items representing highest 
uncertainty. Only three items interfaced with those 
selected by Mishels' cancer patients. The content of all 
three items indicated Ambiguity regarding the symptoms and 
effectiveness of the treatment. These elements of 
uncertainty seem more relevant to the characteristics of 
cancer and its treatment than to those of spouses and 
patients.

The elements of uncertainty selected by spouses were 
Ambiguity over the status of the illness and
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Unpredictability of the course of the illness and 
symptoms. Spouses did not identify uncertainty pertaining 
to Complexity of the treatment or care system. This 
finding was discussed in "Elements of Uncertainty", but two 
additional points are worthy of mention. First, Mishel1s 
sample was drawn from patients located at a large urban 
medical center, while the spouses in this study were from 
the Oncology Unit of a 200-bed hospital in a small city 
(population 35,000). The hospital setting may influence 
the respondent’s uncertainty. Second, perceived 
uncertainty is ultimately based on personal interpretation 
of the situation. Although a spouse and parent are members 
of a family system and both are influenced by the patient1s 
illness, each has a unique relationship to the patient. 
Therefore, their uncertainty about the patient's illness 
and hospitalization is affected by the characteristics of 
that relationship, as well as personal factors. No two 
individuals or samples, regardless of their similarities, 
will have identical uncertainty.

Limitations of the Study

The limitations of this study resulted from the 
characteristics of the sample and the project's design.
The sample of 17 accessible, non-randomized spouses was too 
small to perform rigorous statistical analyses or to 
extrapolate the conclusions beyond those spouses with
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similar characteristics, that is, spouses of cancer 
patients. Demographic categories were reduced to two 
because of the small sample size and, therefore, the 
ability to observe differences based on demographic 
characteristics was limited.

Spouses of patients in the diagnostic phase were 
placed into the treatment group for statistical analysis. 
This was acceptable because the definition of the 
diagnostic phase included the initial round of treatment. 
However, the variance within the treatment group increased 
and generalizations became more tenuous. Although 
uncertainty levels differed with the patient's diagnosis 
and treatment, no distinction was made by the type of 
cancer, primary site, presence of other diseases, and type 
of treatment. The presence or absence of complications was 
examined retrospectively and results may have influenced 
the findings. —

Relative to data interpretation, there was a heavy . 
reliance on describing the elements of uncertainty chosen 
by spouses from each demographic category. The elements of

I
uncertainty were determined, not by a separate factor 
analysis, but by borrowing the elements specified through 
cluster analysis from another study and artificially 
applying them to this study. This method was acceptable 
for a descriptive design, but the results would be more 
meaningful if factor analysis could be performed on the
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data.

Recommendations For Future Study

Uncertainty in spouses of cancer patients has not been 
studied previously using the SPUS or any other measurement 
tool. Therefore it is recommended that the project be 
replicated using a larger sample size and the results 
compared with those reported here. Uncertainty based on 
the patient's stage of illness should be investigated. 
Longitudinal studies of spouses as the disease advances 
also should be conducted to determine any differences in 
uncertainty as the patient progresses through the stages of 
cancer. It is recommended that the treatment group be 
further divided into categories based on presence or 
absence of complicating factors such as secondary 
infections, metastasis, additional but unrelated diseases, 
prolonged illness, and a high degree of disability.

There was no difference in uncertainty by family 
income. However, spouses from the two largest income 
brackets had higher uncertainty than most other spouses. 
This trend contradicts the findings of Foxall et al. (1985) 
who reported that spouses with financial concerns had the 
most difficulty adjusting. Perhaps the presence or absence 
of financial worries is a more descriptive variable than 
income and should be included on the demographic 
questionnaire.
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Patients and their spouses should be studied 

concurrently to compare the difference in perceived 
uncertainty in the two groups. Foxall et al. (1984) 
reported that the adjustment to illness scores of patients 
and spouses were not statistically different, but Oberst 
and James (1985) found that spouses and patients had very 
different concerns once the patient was home longer than 
one month.

Uncertainty may be measured in spouses and/or other 
family members at home following discharge from the 
hospital. Oberst et al. (1985) reported that, after 30 
days post-discharge, spouses of surgical patients became 
more concerned about their own health and exhibited 
fatigue, poor appetite, worsening of existing health 
problems, and a higher incidence of emotional problems. A 
longitudinal study of uncertainty^at home would provide 
valuable information for nurses.

Factor analysis was not performed on the spouses' 
scores due to the inadequate sample size. Therefore, the
elements of uncertainty assigned to each item were

■

identical to those factored by Mishel from the responses of 
parents of hospitalized children. However, close 
examination of items 12 and 15 suggest that they were 
assigned to the wrong factor. According to the definitions 
of each factor (Mishel, 1983a, 1983b, 1984a), the content 
of items 12 and 15 reflected Complexity and

v
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Unpredictability, respectively.

One explanation for the discrepancy in factors is that 
factor analysis "involves a higher degree of subjectivity 
than one ordinarily finds in a statistical technique"
(Polit & Hungler, 1980, p. 584). It is suggested for 
future studies that factor analysis be performed on data 
from a large sample of spouses to investigate the factors 
specific to that group.

Implications for Nursing

The purposes of the study were to measure uncertainty, 
describe its elements, and describe the effect of 
demographic variables on uncertainty in spouses of 
hospitalized cancer patients. These areas were thoroughly 
discussed in previous sections of this chapter. A final 
purpose was to add to the knowledge base regarding 
uncertainty and meet the demand for family-focused 
research. This study represents the first step in 
measuring uncertainty in spouses of patients. The results 
suggest that uncertainty is present in this group and that 
the elements of uncertainty are different from those in 
other populations. An investigation of uncertainty in the 
spouse population helps to build the generalizability of 
the concept of uncertainty as well as the theoretical basis 
for nursing interventions.
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The professional nurse ideally may influence the 

uncertainty experienced by spouses of hospitalized cancer 
patients. The nurse can help spouses identify areas of 
uncertainty, assess the effect of uncertainty on the 
spouse's ability to cope with the illness and 
hospitalization, and plan interventions aimed at reducing 
the uncertainty uncovered. The nurse must ask open ended 
questions about areas of concern and obtain detailed 
histories about how spouses have solved similar problems in 
the past. Several spouses, especially those over 50 years 
of age, expressed uncertainty regarding home care of the 
patient. The need for follow-up at home should be assessed 
prior to discharge from the hospital.

The results of the research suggest that elderly 
spouses have significantly more uncertainty than younger 
respondents. Older spouses, especially those aged 65 or 
greater, should be provided with information, support, and 
opportunities to discuss areas of concern, even when 
unsolicited. Nurses should be taught the special learning 
needs of older individuals and incorporate them into the 
care plan. Older persons retain information presented and 
reviewed in small segments. Consistency of the material 
emphasized is crucial to prevent unnecessary confusion. 
Nurses should be assigned to the patient to maximize 
continuity of care, provide thorough teaching about the 
illness and treatment, and determine spousal needs.
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RESEARCH PROPOSAL FOR HUMAN SUBJECTS REVIEW
Title of Project: Measurement of Uncertainty in Spouses of

Cancer Patients during Diagnostic, 
Treatment and Terminal Phases.

Invesigator: Susan Molar is, R.N . Date: October 11, 1986
T h e s i s  ComgnrtjCee :

''rrV #%4)^Chairoerson (signed)
^  ^ CTjl', _Committee Member ( signed )

_Committee Member (signed)
Please answer the following questions:
1. _X YES __N0 Does the project involve the administration

of personality tests, inventories, or 
questionnaires7 If YES, provide the name of 
the tests, if standard, or a complete copy 
if not standard.

2. _X_ YES _NO For studies to be conducted at hospitals
and clinics do the proposed studies involve 
the use, methods, techniques or apparatus 
other than those used routinely at the 
facility?

3. Human subjects would be involved in the proposed
activity as either: none of the following, or
including: __ minors, __ fetuses, _ abortuses, __
pregnant women, __ prisoners, __ mentally retarded, __ 
mentally disabled.

h'-S______________Date, OOftkty_
Signature of Principal Investigator
APPROVAL (if disapproval, do not sign and append comments)

_____ Date_i^£*da^_5., 4 %
Sugnature of Edutfatiwn Direatjor

_____________D a t e L% % _
Committee Meitfper 7
- 5/21 _____________ Date_Szi-S- SZLii--
Committee Member

UNIVERSITY CONSENT
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HOSPITAL CONSENT

ST. PATRICK HOSPITAL RESEARCH APPLICATION 

DATE November 5, 1986

NAME Susan Holaris____________________________________ PHONE 728-m394________

ADDRESS 5030 Elk Ridge Road Missoula, MT 59802

MAJOR Mnrsin?________________________ LEVEL: JR._____  SR. _____  GRAD. X

Date the research proposal has been reviewed and approved for appropriate methodology:

November 3, 1986 Teresa Snyder 243-6515
Date Faculty Research Advisor Phone

Title of the proposal:
Measurement of Uncertainty in Spouces of Cancer Patients during 
Diagnostic, Treatment and Terminal Phases.

State the purpose of the study clearly and concisely: (described on pg. I )
The purpose of the study is to measure uncertainty in spouses of cancer patients. 
Uncertainty is a perceptual variable that makes it difficult to make decisions and 
predict outcomes of situations. High uncertainty is a stress factor and interferes 
with coping with illness and hospitalization.

Briefly describe the method of data collection (described on pg. 2,3 )
Spouces of cancer patients will volunteer for the research project by filling out the 39 
item questionnaire. The patient's phase of illness will be noted from the History and 
Physical and/or the Physician's Progress Notes. All invormation will be coded and stored 
in sealed envelopes in locked files to protect the patients'/spouses confidentiality and 
privacy. Only the principal investigator will be involved in data collection.
What units or areas will be involved? pg. 2
All units excluding the Mental Health, Alcohol Treatment and Emergency Units 
will be involved. The Oncology unit, Si! will be involved most often.

Who and how large is the desired population? (described on pg. _2___)
The population is legally married, adult spouses of adult cancer patients at SPlL 
A minimum of 45 and a maximum of 60 subjects will be sufficient for the study.

How much staff or patient time is anticipated to be needed and on what shift(s)?
Thirty (30) minutes of spouse time is anticipated during visiting hours.
No staff time is anticipated.

What are the projected data collection dates?
The projected data collection dates are Uovember/December, 1986.
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Research Application
Page 2

Describe the seans of obtaining Informed consent, (described on pg. 2 )
In a private conference room, the spouses will read a standardized explanation form; 
describe in their own words the purpose, risks, benefits, and procedures of the 
project; and read and sign the Informed consent form. A spouse may withdraw at any 
time and all information will be destroyed.

When may th% research committee expect to receive a suemary of the findings? 
July, 1987 •

Research Committee Cse:

Disapproved

Approved //

Approved with tke following recommendations:
1. Susan will be limited to 5 N to collect data.
2. Susan will consult with Mary Clover prior to 

approaching any spouse.

3-• With each interview, Susan will make it very
clear to the spouse that this is not a St. Patrick 
Hospital study, but an MSU study conducted by a 
student.

4. These conditions will be committed to writing.

I, Susan Molaris, agree to follow the stipulations 
spelled out under "recommendations" in the conduct of my 
study for my Master's thesis.
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I give my consent to Susan Molaris, R.N., a nurse 
researcher, from Montana State University College of 
Nursing, to collect information needed for this study.
I understand that the purpose of this study is to learn more 
about the kind of information spouses have regarding the illness and hospitalization of the cancer patient, so that 
nurses can be more helpful to cancer patients and their spouses in the future.
It has been explained to me that I will complete a written 
questionnaire in approximately 30 minutes in a private, conference room and that Susan Molaris, R.N. will obtain 
only that information from the hospital chart which pertains 
to my spouse's diagnosis and form of treatment.
I understand that a modified version of the questionnaire 
has been completed by more than 700 adult subjects under the 
guidance of another nurse researcher. I understand that no 
harmful effects were reported while much important 
information was gathered regarding uncertainty in illness.
I understand that I may receive no immediate benefits from 
participation in this project.
I realize that all my responses and all information obtained 
will remain completely confidential and kept in a locked 
file.
I understand that my participation is voluntary and that I 
will receive no form of payment for participating.
I understand that I may withdraw from this study at any time 
and that all information about me and my spouse will be destroyed immediately.
It has been explained to me that if I participate, refuse to 
participate, or withdraw later, it will not affect the care 
of my spouse in any way now or in the future.
I have been given an opportunity to ask questions about this project.
SIGNED _______

SPOUSES• CONSENT

DATE
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EXPLANATION OF THE PROJECT

Desr (name of respondent),

As • Registered Nurse in the Master's Degree program at Montana State University, I am studying 
the hospitalization of a person with cancer from the spouse's perspective. I have worked with 
cancer patients and their families in the hospital and at hoaie, and am very interested in providing 
the best possible nursing care in these areas. Through my experience I have noted that spouses are 
extremely knowledgeable about the patient and can help nurses provide better care by sharing this 
information with the nursing staff. At the same time, illness and hospitalization stay create many 
uncertainties and questions that nurses may address and answer for you.

Specifically, I am studying the kind of information spouses have about the patient's symptoms, 
diagnosis, treatments, and prognosis, and whether this information helps spouses make decisions for 
the present and make plans for the future.

This research study has been approved by the Montana State University College of Nursing and 
the research committee at St. Patrick Hospital. Tour responses will be kept completely confidential 
through a coding system, and will be used only for the purpose of this project. The 
overall results may be published in a nursing journal and/or presented to groups of nurses and other 
interested persons here or elsewhere, but you will not be identified as a participant.

You may not receive any immediate benefit by cooperating in this 30 minute project. However, I 
am asking you to fill out this questionnaire because your responses will give iae very important 
information that will help nurses work more effectively with spouses of patients in the hospital 
with cancer. I also believe that the study is designed so that participation will not cause you or 
your spouse any physical or psychological harm. Participation in this study is strictly voluntary. 
You may stop at any time for any reason, and your information will be withdrawn and destroyed. The 
care of your spouse will not be affected in any way by your decision to participate.

If you agree to participate, please read and sign the consent form and complete the 
questionnaire. If you would like to know the results, I will SMil a summary to you. Please write 
your name and mailing address on the detachable page at the back of the questionnaire.

Thank you very such for your cooperation.

Sincerely,

^yL/>£2zK .
Susan Molaris, I.N.
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SPOUSE'S PERCEIVED UNCERTAINTY SCALE 

AND DEMOGRAPHIC QUESTIONNAIRE.

Here are some statements that reflect how much information 
you have about your spouse's illness and this 
hospitalization. There are no correct answers. Please 
indicate how you feel about each statement by circling the number of your answer.
I. I don't know what is wrong with my spouse.

I STRONGLY DISAGREE2 DISAGREE3 NOT SURE4 AGREE
5 STRONGLY AGREE

I have a lot olf questions without answers.
I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

I am unsure if my spouse's illness is getting better orworse •
I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

It is unclear how bad my spouse's pain will be.
I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE .

5 STRONGLY AGREE
The explanations they give me about my spouse seem hazy

I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE
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6.

7.

8 .

9.

10.

11.

The purpose of each treatment is clear to me.
I STRONGLY DISAGREE2 DISAGREE3 NOT SURE '
4 AGREE5 STRONGLY AGREE

I do not know when to expect things will be done to myspouse.
I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE4 AGREE
5 STRONGLY AGREE

My spouse's symptoms continue to change unpredictably.
I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE4 AGREE
5 STRONGLY AGREE

I understand everything explained to me.
I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE4 AGREE
5 STRONGLY AGREE

The doctors say things to me that could have many
meanings.

I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

I can predict how long my spouse's illness will last.
I STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE
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12. My spouse's treatment is too complex to figure out.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE.
4 AGREE
5 STRONGLY AGREE

13. It is difficult to know if the treatments or medications my spouse is getting are helping.
1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

14. With so many different types of staff, it is unclear who is responsible for what.
1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE '

15. Because of the unpredictability of the illness, I can't 
plan for the future.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

16. The course of my spouse's illness keeps changing.
He/she has good days and bad days.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE
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It is vague to me how I will manage the care of my 
spouse after he/she leaves the hospital.

21.

I STRONGLY DISAGREE2 DISAGREE3 NOT SURE4 AGREE5 STRONGLY AGREE
It :Ls not clear to me what is going to happen to myspouse.

I STRONGLY DISAGREE
2 DISAGREE3 NOT SURE
4 AGREE5 STRONGLY AGREE .

I usually know if my spouse: will have a good day orbad day.
I STRONGLY DISAGREE
2 DISAGREE3 NOT SURE
4 AGREE
5 STRONGLY AGREE

The results of my spouse's tests are inconsistent.
I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

The effectiveness of the treatment is undetermined.
I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE4 AGREE
5 STRONGLY AGREE
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22. It is difficult to determine how long it will be before I can care for my spouse by myself.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

23. I can generally predict the course of my spouse's illness.
I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE
4 AGREE5 STRONGLY AGREE

24. Because of the treatment, what my spouse can do and 
cannot do keeps,changing.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE5 STRONGLY AGREE

25. I am certain they will not find anything else wrong 
with my spouse.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

26. They have not given my spouse a specific diagnosis.
1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE
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27. My spouse's physical distress is predictable. I know when it is going to get better or worse.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

28. My spouse's diagnosis is definite and will riot change.
1 STRONGLY DISAGREE2 DISAGREE3 NOT SURE
4 AGREE
5 STRONGLY AGREE

29. I can depend on the nurses to be there when I needthem•
I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE
4 AGREE ■
5 STRONGLY AGREE

30. The seriousness of my spouse's illness has been 
determined.

I STRONGLY DISAGREE2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE

31. The doctors and nurses use everyday language so I can 
understand what they are saying.

1 STRONGLY DISAGREE
2 DISAGREE
3 NOT SURE
4 AGREE
5 STRONGLY AGREE



106
Here are some questions about you and your family.
32. In what year were you born?

Your gender:
1
2

WOMAN
MAN

34. Which of the following best describes your racial or ethnic identification:
1 CAUCASIAN
2 AFRO-AMERICAN .
3 HISPANIC/MEXICAN-AMERICAN 
.4 ASIAN AMERICAN
5 NATIVE AMERICAN INDIAN6 OTHER (please specify):

35. How long have you been in your present marriage?
1 LESS THAN ONE YEAR
2 ONE TO FOUR YEARS
3 FIVE TO TEN YEARS
4 MORE THAN TEN YEARS

36. How many years of school have you completed?
__ NUMBER OF YEARS OF SCHOOL

37. What is the highest degree you have earned?
1 HIGH SCHOOL DIPLOMA
2 GED
3 ASSOCIATE ARTS DEGREE
4 BACHELOR'S DEGREE
5 MASTER'S DEGREE
6 DOCTORAL DEGREE
7 VOCATIONAL TRAINING CERTIFICATE8 NO DEGREE



107
38. What is your employment status?

1 WORKING FULL-TIME
2 WORKING PART-TIME
3 UNEMPLOYED, LOOKING FOR WORK

. 4 UNEMPLOYED, NOT LOOKING FOR WORK
5 RETIRED
6 FULL-TIME HOMEMAKER

39. Counting all your sources of income, including wages, 
Social Security, interest, pension funds, welfare 
payments, etc., what was your total family income 
during 1985?

I LESS THAN $5,000
2 $5,000 'EO $9,999
3 $10,000 TO $13,9994 $14,000 TO $16,999
5 $17,000 TO $19,9996 $20,000 TO $29,999
7 $30,000 TO $39,9998 $40,000 TO $49,999
9 OVER $50,000

THANK YOU FOR YOUR COOPERATION! 
Susan Molaris, R.N.

Please mail me the results of the project.
NAME ________________ s____________________
ADDRESS
CITY _________________________ STATE . '
ZIP
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PERMISSION FOR USE OF QUESTIONNAIRE, DR. MERLE MISHEL

Request Form

I request permission to copy the Jlishel U ncerta in ty  in I l ln e s s  Scale fo r  use 
in my research e n t i t l e d .  Measurement of Uncertainty in Spouses
of Hospitalized Cancer Patients.

In exhange fo r  th is  permission, I agree to submit to Dr. Mishel a copy of  
the one-page scoring sheet fo r  each subject tes ted . This data w i l l  be used 
to e s ta b l is h  a normative data base fo r  c l i n ic a l  populat ions. No o ther  use 
w i l l  be made o f  the data submitted. C re d it  w i l l  be given to me in reports  
o f normative s t a t is t i c s  th a t  make use o f  the data I submitted fo r  pooled
analyses.

(S ignatu re )

i le x !# * ________
(Date)

Susan Molaris
Position and. Full Address Graduate Student
o f In v e s t ig a to r .  805 South Orange

Apt. J
Missoula, MT 59801

Permission is  hereby granted to copy the MUIS f o r  use in the research 
described above.

Merle H. Mishel 

(Date)

Please send two signed copies o f  th is  form to Merle H. M is h e l , Ph.D. College 
of Nursing, U n ive rs ity  of Arizona, Tucson, A rizona, 85721.

I will be using a modified version of the PPUS 
for my research. I will replace the word "child" 
with the word "spouse" in each item.MHM/cw
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PERMISSION FOR USE OF QUESTIONNAIRES, DR. CLARANN WEINERT

$ Montana State University
Sherrick Hall
Bozeman, Mqntana 59717-0005

College of Nursing

September 15, 1986

Susan Molaris 
805 South Orange 
Missoula, MT 59801
Dear Ms. Molaris:
This letter grants you permission to use the demographic 
questionnaire developed by me in your research project. Although 
you may find additional demographic variables more appropriate 
for your needs, I have found that the questionnaire produces 
useful information about respondents living in rural areas.
Sincerely, 

wn
Clarann Weinert, S.C.,Ph.D.,R.N.
Associate Professor

JLwyuiwA'''
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Table 6. Demographic characteristics of spouses (N = 17).

Characteristic ■ Freouencv
Gender . .Men 10Women 7
Age in years20 to 34 235 to 49 650 to 64 565 to 79 4

Mean 52.7 Median 50
Years married5 to 10 4Greater than 10 13
Race Caucasian 17
Years of school completed9 to 12 613 or greater 11
Highest degree earnedHigh school diploma 6Associate arts degree IBachelor's degree 4Master's degree IVocational training certificate 3No degree 2
Employment statusWorking full-time 7Working part-time 2Unemployed, looking for work IUnemployed, not looking for work IRetired 4Full-time homemaker 2
Family income for 1985Less than $5,000 I$5,000 to $9,999 3$10,000 to $13,999 I$14,000 to $16,999 I$17,000 to $19,999 2$20,000 to $29,999 2$30,000 to $39,999 2$40,000 to $49,999 2Over $50,000 3
Mean and median income category $20,000 to $29,000
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Table 7. Items of uncertainty rated high by older spouses 

versus younger spouses.
_______________< 49 years otd________________________________ > 50 years old_________________

Items rflgtfd a312

15. Because of the unpredictability of the 
illness, I can't plan for the future.

15. Because of the unpredictability of the 
illness, I can't plan for the future.

16. The course of m y spouse's illness keeps
changing. He/she has good days and bed days.

16. The course of my spouse's illness keeps
changing. He/she has good days and bad days.

24. Because of the treatment, what my spouse can 
end can not do keeps changing.

24. Beceuse of the treatment, what my spouse can 
and can not do keeps changing.

25. I am certain they will not find anything else 
wrong with my spouse.

25. I am certain they will not find anything else 
wrong with ary spouse.

4. It is inclear how bad my spouse's pain will be.

13. It is difficult to know if the treatments or 
medications my spouse is getting are helping.

8. Ny spouse's symptoms continue to change 
inpredlctably.

17. It is vague to me how I will manage the care 
of ary spouses after he/she leeves the 
hospital.

18. It is not clear to me what is going to 
happen to ary spouse.

21. The effectiveness of the treatment is 
undetermined.

22. It is difficult to determine how long it will 
be before I can care for my spouse by atyself.

Items related to Unoredictabilitv

11. I can predict how long my spouse's Illness 
will last.

11. I can predict how long my spouse's illness 
will last.

23. I can generally predict the course of my 
spouse's illness.

23. I can generally predict the course of ary 
spouse's illness.

27. Ny spouse's physical distress is predictable. 
I know when it is going to get better or 
worse.

27. Ny spouse's physical distress is predictable. 
I know when it is going to get better or 
worse.

19. I usually know if nry spouse will have a good 
day or a bed day.

Items related to Caiolexitv

7. I do not know when to expect things 
to be done to my spouse.

No items rated high.
9. I Lnderstand everything explained to me. 

Items related to Deficient Information

No items rated high 28. Ny spouse's diagnosis is definite and will not 
change.
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Table 8. Items of uncertainty rated high by more educated 

spouses versus less educated spouses.
High School Diploma or Less Beyond High School Dipioma

Items related to Anfciguitv

15.

16.

21.

24.

25.

4.

8.

13.

11.

23.

27.

19.

9.

28.

Because of the unpredictability of the 
illness, I can't plan for the future.

The course of my spouse's illness keeps 
changing. He/she has good days and bed days.

The effectiveness of the treatment is 
undetermined.

Because of the treatment, what my spouse can 
and can not do keeps changing.

I am certain they will not find anything 
else wrong with my spouse.

It is unclear how bad my spouse's pain will be.

My spouse's symptoms continue to change 
unpredictably.

It is difficult to know if the treatments or 
medications my spouse is getting are helping.

Items related to

I can predict how long my spouse's illness 
will last.

I can generally predict the course of my 
spouse's illness.

My spouse's physical distress is predictable. 
I know when it is going to get better or 
worse.

I usually know if m y spouse will have a good 
day or a bad day.

15. Because of the unpredictability of the 
illness, I can't plan for the future.

16. The course of my spouse's illness keeps 
changing. He/she has good days and bad days.

21. The effectiveness of the treatment is 
undetermined.

24. Because of the treatment what my spouse can 
and can not do keeps changing.

25. I am certain they will not find anything 
else wrong with my spouse.

22. It is difficult to determine how 
long it will be before I can care 
for my spouse by myself.

Unpredictability

11. I can predict how long my spouse's illness 
will last.

23. I can generally predict the course of my 
spouse's illness.

27. My spouse's physical distress is predictable. 
I know t*ien it is going to get better or 
worse.

Items related to Complexity

I understand everything explained to me. No items rated high.

Items related to Deficient Information

My spouse's diagnosis is definite and will 
not change. No items rated high



Table 9. Items of uncertainty rated high by spouses of 
patients with complications versus spouses of 
patients without complications.
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Presence of Conolications Absence of Complications

Items related to Ambiouitv

16. The course of my spouse's illness keeps 
changing. HeZshe has good days and bed days.

16. The course of my spouse's illness keeps 
changing. He/she has good days and bad days.

21. The effectiveness of the treatment is 
undetermined.

21. The effectiveness of the treatment is 
undetermined.

24. Because of the treatment, what my spouse can 
and can not do keeps changing.

24. Because of the treatment what my spouse can 
and can not do keeps changing.

25. I am certain they will not find anything 
else wrong with my spouse.

25. I am certain they will not find anything 
else wrong with my spouse.

8. Ny spouse's symptoms continue to change 
unpredictably.

4. It it unclear how bad my spouse's pain will 
be.

13. It is difficult to know if the treatments or 
medications my spouse is getting are helping.

22. It is difficult to determine how long it will 
be before I can care for my spouse by myself.

18. It is not clear what is going to happen to 
my spouse.

15. Because of the unpredictability of the 
illness, I can't plan for the future.

Items related to Unoredictabilitv

11. I can predict how long my spouse's illness 
will last.

11. I can predict how long my spouse's illness 
will last.

27. Ny spouse's physical distress is predictable. 
I know when it is going to get better or 
worse.

27. Ny spouse's physical distress is predictable. 
I know when it is going to get better or 
worse.

19. I usually know if my spouse will have a 
good day or a bed day.

23. I can generally predict the course of my 
spouse's illness.

Items related to Comolexitv

9. I understand everything explained to me. No items rated high.

Items related to Deficient Information

No items rated high. 28. Ny spouse's diagnosis is definite and will 
not change.

Note. Complications of the patient's illness included setastasis, secondary infection and unexpected death.
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