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RELATIONSHIP BETWEEN FAMILY COPING STRATEGIES AND

SELF-CARE DURING CANCER CHEMOTHERAPY TREATMENTS

Emilie Musci, RN, DNS

University of California, San Francisco, 1983

The purpose of this study was to: (a) investigate

three psychological constructs--mood state, health locus of

control, and family coping strategies and (b) assess the

side effects of aggressive chemotherapy protocols in rela

tion to self-care behaviors performed by patients and fami

lies to alleviate side effects. An eclectic framework for

mulated a way to conceptualize individual and family coping

with cancer. Weisman's coping strategies and concerns of

Cancer patients were developed from Lazarus' theory of cog

nitive appraisal. Family stress described by McCubbin

viewed the family unit as a resource and reactor to stress,
using problem solving related to ability and severity of

Crises. Health locus of control developed by Wallston and

Wallston and self-care concepts of Levin and Orem explained

behaviors initiated to alleviate chemotherapy side effects.

A correlational and longitudinal design was implemented

and 42 subjects and 40 family members were followed through

three cycles of chemotherapy (3-4 months). Administration

of research tools to both subject and family member

included: Profile of Mood States at Times 1, 2, and 3;



Health Locus of Control at Times l and 3; Family Crisis

Oriented Personal Scales at Time 2, and a Self-Care Behavior

log at Times l, 2, and 3.

The number of side effects ranged from l to 8 per time

period and were rated as severe, with nausea, vomiting, and

fatigue cited as the most frequent and stressful side

effects. Subject self-care behaviors were largely drug

dependent. Inter view data on family member stress included

anxiety and frustration in assisting with side effects,

travel and long treatment days, erratic work schedules,

fluctuating change in family roles, and financial problems.

Family Mood Disturbance was elevated, and even though the

family member did help in car ing for symptoms, their Mood

State, Control and Coping variables did not correlate with

Self-Care Behavior scores over the three time periods.

There was no trend in family participation of self-care.

Regression analyses of subject variables reflected that

Sever ity of side effects was strongly related to decreased

Self-care management, while younger age and having the diag

nosis of cancer over a year were related to greater

management.

Hypotheses that predicted greater management and activ

ity for increased severity of side effects, problem-solving

ability, internal locus of control, spiritual and social

support were not supported. The hypothesis which predicted



that a positive mood state would result in higher self-care

behavior scores was supported. Increased vigor was a strong

predictor of greater management with increased depression

resulting in less activity and management.

Conclusions drawn from this study are that chemotherapy

patients with increased severity of side effects, depres–

Sion, and decreased energy are a high risk group for chemo

therapy complications. High distress was present in the

family which may have prevented them from being a helpful

resource and supplying support.

Emilie Musci, Author Susan R. Gortner, PhD, Chair
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Chapter l

STUDY PROBLEM AND CONCEPTUAL FRAMEWORK

Purpose

Current sociological and medical literature indicates

that the American society is youth-oriented and that it

gives emphasis to long-term goals in the areas of occupa

tion, education, and the family (Garfield, 1978, p. 175;

Northouse, l081, p. 96l; Meges & Mendels hon, l079, p. 259).

These norms are a contrast for those who have the diagnosis

of cancer and who must live with a stressful, uncertain

future when they are confronted with their own mortality, a

questionable prognosis, and also social stigma. Coping with

cancer is a medical-social process that may involve multiple

treatment modalities occurring within a complicated network

of interpersonal relationships in the community, hospital,

and home. A planned treatment program including one or all

of the treatment modalities, which are surgery, radiation,

chemotherapy, or immunotherapy, is outlined individually.

The program is decided in terms of known efficacy, patient

consent, expected functional loss or deficit, stage of the

disease, and tolerance of side effects--both psychological

and physiological.



This study included one treatment modality, that of

chemotherapy. The purposes of the study were to:

l. Investigate three psychological constructs in rela

tion to the pattern of self-care behaviors performed by

patients and families to alleviate cancer chemotherapy side

effects. These constructs include: (a) patient/family cop

ing strategies, (b) patient/family mood state as a measure

of distress, and (c) health locus of control.

2. Assess the side effects of toxic chemotherapy drugs

in relation to self-care behaviors performed by families to

alleviate the side effects. The emphasis in many studies

about cancer is on terminality and dying; however, the focus

of this study was how patients live as optimally as possible

within the limitations of their diagnosis, treatment, and

problems arising from each of these.

Within the network of cancer treatment, the family is

viewed as the initial support system for the family member

who faces a crisis (Litman, l974; Graquinta, 1977; McCubbin

& Patterson, lo 81). In fact, the family is considered the

Primary source of emotional support to those facing cancer.

The family is not only a refuge for the cancer patient but

acts as a unit in helping to confront the disease. Cancer

disrupts the lives of all the family members including the

Patient, and poses a threat to the integrity of the family

System. Cited areas of vulnerability are the reevaluation
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of goals and family roles, financial problems, sexual prob

lems, and the impact on children (Blumberg, Flaherty, &

Lewis, l982, p. 79; Cassileth, l979). Awareness of the need

for cancer-related research that includes the family is just

beginning. Welch (1980) studied parents of children with

leukemia in relation to how well the parents coped and sup

ported each other. Two recent studies documented: (a) the

needs of the family caring for a terminal cancer patient at

home (Hardin, 1981) and (b) that all family members experi

ence change and possible disruption of roles within the fam

ily when a family is receiving treatment (Greene, 1981).

The implication of these initial investigations also dis

cussed the importance of the family as a support, resource,

and caregiver for the cancer patient at home. Therefore, a

need to view the family unit as a whole in nursing practice

and research is necessary to determine how families solve

problems, mobilize resources, and carry out care responsi

bilities in the home. Although the patient individually may

implement certain self-care behaviors to relieve drug side

effects, he/she may be influenced or assisted by family

members.

Significance

Increasingly, nurses are directing attention to the

services and support they can offer to cancer patients in
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programs for symptom and treatment management (Lewis, 1982).

Many of the side effects patients experience following che

motherapy are manifested away from the care facility, some

times from days to weeks after the drugs are administered.

Patients experiencing these untoward reactions have the

responsibility, in conjunction with their families for symp

tom alleviation. Although general toxic drug effects are

known, the specific side effects experienced by chemotherapy

patients are very individualized. Side effects depend on

the specific person's reaction to the drug (s), psycholog

ical, and physical status (Dorr & Fritz, l980). Since there

are potential lethal effects that may occur, for example

hemorrhage or sepsis, it is crucial that patient and family

members be able to effectively prevent side effects, allevi

ate, or seek help when the need arises. Exploration of what

self-care behaviors are used in relation to the underlying

and influencing factors of: (a) general family coping

strategies, (b) mood state at the time of experienced side

effects, and (c) the feelings of perceived control in the

alleviation of drug side effects was explored. Such a study

will expand nursing knowledge in family needs and treatment

management of selected chemotherapy protocols.



Conceptual Framework

Such a study involving the problem of cancer is complex

and involves many physiological and psychological parame

ters. To form a conceptual approach for cancer problems

related to coping, family crisis, control, and self-care, an

eclectic framework integrated the following theories:

l. The psychological cognitive theory of Lazarus

(1966) who discusses individual stress and coping.

2. The psychological stress theory of Weisman (1976,

1979) who subsequently incorporates the principles of

Lazarus into a coping approach to cancer.

3. Family stress theory of McCubbin and Patterson

(1981) who also used principles from Lazarus (1966) and

developed a problem-solving and environmental resource

approach to explain family coping during stressful

situations.

4. Locus of control theory originated by Rotter (1966)

and later expanded by Wallston and Wallston (l.98l) to

explain health behaviors.

5. The self-care theories of a sociologist, Levin

(l976) who views the behavior as action-oriented using prob

lem solving and a nurse Orem (1980) who relates self-care

behaviors to nursing actions and to cognitive judgment and

abilities of the client/patients.



Lazarus Theory of Cognition

The approach to stress used by Lazarus (1966, 1978) is

one of cognition and transaction with the environment

(Lazarus & Launier, l078). The cognitive process emphasizes

three steps:

l. A primary appraisal of potentially stressful

stimuli is assessed as being a threat, a challenge, harmful

or creating a loss.

2. A secondary appraisal as the individual assesses

his coping alternatives for coping with the stimuli.

3. Reappraisal when the individual reevaluates his

original perception and either changes this perception or

maintains his original position.

A potential stress cannot be described in terms of a

person or an environment alone; potential stress is defined

by both. A person may be threatened because of external

demands (i.e., cancer chemotherapy side effects) that seem

very taxing and the resources for managing are few, or the

threat may arise from a weak demand that appears stronger
than the available resources for managing or controlling the

stress. On the other hand, even if the stimuli are very

taxing in the person who has resources to manage, secondary

appraisal or reappraisal may change the perception from one

of threat to challenge or no stress. Therefore, both cogni

tion and interaction are necessary factors in the appraisal



process, meaning that a threat depends on a balance between

demands and resources (Lazarus & Launier, l978, p. 288).

The resources proposed in this study are related to family

support and ability to problem solve plus perceived control

of the stressful stimuli. Stimuli were the cancer itself,

side effects of the treatment and possible responses of

family and society.

After the completion of the appraisal process, a coping

process occurs and Lazarus (l266, l978) proposes that there

are two modes of expression in coping : One mode is problem

focused to take direct action or use physical behavior to

eliminate the stress. The other is palliative, an intrapsy

chic process that entails psychological mechanisms to con

trol emotion. These emotional controls could result in

strategies such as redefinition of the problem or other

intrapsychic sequela such as suppression.

Weisman Theory of Coping With Cancer

Lazarus has established a useful conceptualization of

coping, which has also been utilized by Weisman and Worden

(1976, 1980) in two major research projects, to investigate

ways in which people react and cope with cancer. The first

project from 1972-1976 was a comprehensive study of newly

diagnosed cancer patients. The patients were followed for

periods of up to l year and beyond using interviews and a



battery of psychological tests. Psychosocial information

was correlated with medical variables such as the type of

malignancy, stage of disease, treatment, symptoms, and prog

nosis of the disease. Results showed that those patients

who coped the best had a wider number of strategies and

resources than the others. Those who revised, corrected,

and substituted one strategy for another were considered

more flexible. Patients who anticipated change for the

better used optimism in realizing future plans. Patients

who firmly approached an immediate concern with a plan were

more practical and less caught up in unrealistic plans.

During the study it was found that vulnerability correlated

highly with distress, which was measured by a significant

increase of total mood disturbance of distressing emotions

such as hopelessness, anxiety, depression, and anger.

Weisman and Worden (1976) found that coping effectiveness

and vulnerability (emotional distress) have a reciprocal

relationship. The Weisman findings are supported in a study

by McCorkle and Benoliel (lo 81) who found that psychological

stress is due to physical factors of disease and treatment.

When symptoms were great a significant mood disturbance

OCCurred.

In the second research project, Weisman, Warden, and

Sobel (1980) studied how future distress could be predicted

in newly diagnosed cancer patients and to what extend short



term psychosocial interventions alleviated distress and

helped resolve predominant problems. Patients were first

tested for high emotional distress scores and then asked to

participate in a psychosocial intervention. One interven

tion was individualized and patient-centered emphasizing

specific problems and ways they could be handled. The sec

ond intervention was a more generalized problem-oriented

approach using cognitive processes to help patients recog

nize, confront, and solve commonly encountered problems.

Both inter ventions were effective in reducing distress and

increasing the solving of problems. Patients with high dis

tress who did not participate had continued high-risk scores

6 months later. The above studies were instrumental in for

mulating Weisman's (1979) theory of coping with cancer.

Coping strategies. Coping is defined by Weisman (1979)

as a process in which one does something about a problem to

bring about a solution, relief, equilibrium, or reward. It

is not one event but a repertoire of actions performed that

combine perception, appraisal, and motivated behaviors.

Coping does not lead to a permanent outcome but is always

being reevaluated and redirected. Ability to cope with

cancer-related problems cannot be separated from the indi

vidual's ability to cope with existing problems. Preexist

ing problems may become greater, milder problems aggravated,
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and new problems prominent. Family conflicts are also exac

erbated during these times.

The diagnosis of cancer is a perceived threat or chal

lenge that creates anxiety. The state of anxiety is very

uncomfortable, creates a series of appraisals, and is mani

fested by fear, anger, or depression. In cancer anxiety,

fear, anger, or depression are related to a number of fac

tors including: (a) painful disease process, (b) disrupted

family relationships, (c) altered body image, and (d) ulti

mately death itself. Other manifestations of anxiety

include an increase in distractibility, absent-mindedness,

and loss of concentration, which are also confirmed by Meges

and Mendelshon (l.980) in writing about cancer problems. To

relieve the anxiety, the person uses past experiences and

develops coping strategies and defense mechanisms that may

be used temporarily or throughout the entire illness.

Weisman used the ideas of Lazarus (1966), Moos (1974), and

Haan (1977) to identify and describe lS coping strategies
and defense mechanisms. A defense mechanism, as described

by Haan (1977), is an intrapsychic emotional process to

Prevent fragmentation of the coping defense, such as detach

ment. The synopsis of coping strategies and defense mecha

nisms that Weisman and Worden developed from their first

study is shown in Table l.

|
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Table l

General Coping Strategies

(Weisman, l'979)

Mechanism

Rational inquiry

Mutuality

Affect reversal

Suppression

Displacement

Confront

Revision

Passive acceptance

Impulsivity

If X then Y

Escape from threat

Disengagement

Projection

Cooperative
compliance

Masochism

Coping Strategy

Seek information.

Seek help and concern from others.

Make light of situation.

Put it out of your mind.

Do other things for distraction.

Take firm action.

Accept but redefine problem.

Submit to inevitable.

Do something impractical or reckless.

Negotiate feasible alternatives.

Reduce tension with alcohol, drugs.

Withdraw into isolation.

Blame someone or something else.

Seek direction and do what you are
told.

Blame self and feel guilt.
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Denial is also a defense mechanism inherent in some of

the coping strategies shown in Table l. When faced with the

threat of cancer, the person may want to escape the reality

of the threat. Denial helps to block out or mute the feel

ing of panic when the person is confronted with the diagno

sis. Denial may be an important defense mechanism that

assists the individual to get through the initial period of

shock. Awareness and denial may alternate, which sometimes

makes the denial difficult to assess when the fluctuation

between the two processes is very rapid and frequent.

Denial may create problems for the patient in under

standing the reason for treatment or recognition of disease

symptoms and drug side effects. Denial breeds more denial

and then indifference. People who use denial a great deal

are not more hopeful, but tend to feel helpless and have

less vigor than those with some awareness. Continuance of

denial leads to deception and altered explanations of real

ity between patient, family, and medical staff, which tend

to isolate and alienate the person with cancer. It then

becomes harder and harder to keep up the deception. The

person with cancer may end up very much isolated from the

Persons or family they most need. The importance of these

coping strategies and defense mechanisms for this study is

that they may have determined or influenced the way a person

initiated self-care behaviors during chemotherapy treatment.

--
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staging. Another major concept that Weisman developed

as a major concern in coping with cancer is called "stag

ing." Staging is a term that categorizes patients by the

extent of growth of the tumor and is usually established

during the diagnostic process. When cancer is diagnosed,

the degree of initial psychological and physical stress is

often related to the type of tumor and the extent of tumor

growth. Pretreatment planning includes pathologic and cyto

logic verification of the presence of cancer. Secondly, the

extent of the disease is important in determining the method

of treatment that will be most effective. Physical staging

serves to estimate probability of survival in individual

patients. In addition, Weisman (1976, 1979) proposes that

physical and psychological staging may influence the amount

of vulnerability and distress (mood state) demonstrated by

the patient.

Physical staging refers to the extent of tumor growth

from Stage l where tumor growth is confined to the organ of

origin to Stage 4 where the tumor has spread to distant

organs and lymph nodes. Weisman (1979) has related the

Physical staging with four psychosocial stages. The amount

of stress may or may not match the extent of the disease

Process. The four psychosocial stages described in the l976

Weisman and Worden study are shown in Table 2.

i
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Table 2

Psychosocial Stages of Cancer

(Weisman, l979)

Stage

l Existential Plight First 3 to 4 months

Impact of diagnosis

Initial treatment

Reassessment of life goals

2 Mitigation/Accommodation Indefinite period of time

Readjustment

Remission or "cure"

3 Decline and Deterioration Indefinite period of time

Recurrence of the cancer

Increase of physical and
emotional distress

Decision about aggressive
treatment or palliation

Disease control difficult

4 Terminal Rapid decline

Death inevitable
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Awareness of where the cancer patient is in relation to

both physical and psychological stages is important so that

everyone concerned with the patient and family can support

realistic treatment goals and coping strategies. If a

matching of the physical and psychological stages does not

occur, the patient may be prematurely pushed into psycholog

ical Stages 3 and 4 when his disease does not warrant this.

Conversely, aggressive treatment may be continued beyond the

point of effectiveness of either disease control or psycho

logical coping. (There is a fine line between the above

situations.) Subjects in this study had advanced physical

disease with spread to regional nodes, distant nodes, and

organs. Psychologically, they were in Stage l, 2, or 3.

Areas of concern. The Weisman and Worden (1976) study

identified seven major areas of concern related to coping

and distress in cancer patients, which have also been cited

in studies of patients receiving chemotherapy (Silberfarb et

al., 1980; Meyer witz et al., 1979). These concerns include:

(a) health concerns related to medical costs, disease symp

toms, and treatment side effects; (b) self-appraisal con

cerns related to uncertain future goals, appearance, bodily

functions, and security within the family; (c) work and

financial concern related to needed income and a source of

personal worth; (d) family and significant relationships
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related to family interaction, sexuality, intimacy, and

mutual regard; (e) religion related to basic issues of life,

death, and destiny; (f) friends and associates related to

support commitment and expectations; and (g) existential

concerns related to uncertainty and terminality.

Although the above are general concerns, they may also

result from chemotherapy problems related to self-care needs.

In the Silberfarb et al. study (1980) of breast cancer

patients receiving chemotherapy, it was found that the

Patients were neither abnormally depressed nor had they low

self-esteem, although they needed help in household respon

sibilities. In this study, evidence of emotional support by
family members at all stages of disease was impressive.

Sixty-nine percent of the patients reported positive support

during the treatment period. Also reported was difficulty

in maintaining previous employment and a concern about

financial problems.

In the Meyer witz et al. study (1979), also conducted

with breast cancer chemotherapy patients, results showed

that some degree of life change and emotional distress was

common. No attempt was made in the study to discriminate

between differential effects of chemotherapy and mastectomy.

The authors conclude that although chemotherapy has wide

ranging effects on lifestyle, it is difficult to separate

the stress of chemotherapy from the disease process itself.
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Silberfarb et al. (l'980) found that some cognitive impair

ment was found to be common in chemotherapy patients, which

was a contributing factor in emotional distress.

In summary, Weisman and Worden (l.976, l980) have devel

oped a way to describe how cancer patients cope in different

stages of the disease with major concerns resulting from the

specific cancer and treatment. Weisman's concepts formed a

basis for observing cancer patients in this study.

McCubbin Theory of Stress

Many of the stress theories focus on the individual. A

missing link in the description of events is family associa

tion and involvement with the individual in crisis. This

study used a framework for family stress by McCubbin and

Patter son (1981) that is based on Hill (l'949) and Burr

(1973). The family unit is depicted as a reactor to stress

and as a manager of resources to combat stress. The active

processes of family adaptation involving coping strategies

within the family as well as in transaction with the commu

nity is viewed as important in understanding the frequency

and severity of life changes. The emphasis is on under

standing why some families are better able to endure crisis

and stress. This type of family coping research also draws

heavily on the cognitive psychological theory of Lazarus
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(1966), Haan (l.977), and sociological theories, Mechanic

(l270), Pearlin and Schoolar (1978).

Family-coping research has progressed in the past

decade by testing four main hypotheses. Family coping

behaviors will : (a) decrease the presence of vulnerability

factors of an individual with stress and a tendency toward

emotional instability (Pearlin & Schoolar, 1978),

(b) strengthen or maintain family resources such as cohe

siveness and organization that serve to protect the family

from disruption (Venters, l979; McCubbin, l981), (c) reduce

or eliminate stressor events and their hardships (Pearlin

and Schoolar, 1978; McCubbin et al., 1976), (d) actively

influence the environment by being socially supportive

(McCubbin & Patterson, 1981).

Analysis of coping strategies in the Pearlin and

Schoolar (1978) studies of problems in family life related

to marriage, economics, and occupation revealed three cate

90ries of coping processes: (a) responses that modify situ

ations, (b) responses that help family members manage anxi

ety, and (c) responses that help family members reappraise

the meaning of the problem.

Family perception is a critical factor in determining

whether the stressor event is normative or nonnormative and

also the severity of the stressor. Both of these factors

may decide whether the situation is a crisis or easily



19

handled (McCubbin & Patterson, 1981). The perception

includes the meaning a family attaches to a situation which

was of particular interest in this study. A crisis or

dysfunction may depend on the presence or absence of

explanations that help make sense of what has happened, why

the situation occurred, and how the social and family

environment can be rearranged to overcome the undesirable

situation. The introduction of a social meaning may render

a stressful situation as being more acceptable and

understandable (McCubbin & Patterson, l981). Therefore, the

analysis of family coping has to include the family process

of interpretation and problem solving that the family is

capable of implementing. Also, the analysis must include

how the coping outcome fits into the life pattern of the

family after the impact of the stress.

One consideration in family stress that may determine

coping perception and outcome is the idea of clustering or

"pile-up" (McCubbin et al., 1981). This concept offers

another explanation of why some families seem to lack the

Power to recover from a crisis. The family, already strug

gling with other life problems related to marriage or occu

Pation, may lack the resources to cope with any additional

stress, i.e., cancer and chemotherapy. The concept of

"Pile-up" is recent and has been studied in pulmonary prob
lems of children with the chronic illness of cystic fibrosis
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(McCubbin & Patterson, 1981). The cancer family is also a
candidate for "pile-up," although this has not been reported

in current literature.
y
º

The process of determining stress "pile-up" and manag

ing family resources in stress situations emerges as one of

the critical aspects of family-coping behavior. Two major

areas of resources considered in the approach of this study !

are the family's problem-solving ability and support to the

individual in crisis. McCubbin and Patterson (1981) state |
that the importance of problem solving in resolving family !

stress is twofold:

l. Problem solving focuses on the family response to

problems before crisis occurs. A problem may not develop

into a crisis if taken care of before it becomes disruptive.

2. Problem solving is conducted within the family

organization with a style specific to each family. A model

of problem solving in the home management of a potential

stressor may be useful in explaining how families are able

to anticipate hardships, decide which among the "pile-up" of

life events need to be managed first, and how resources are

to be allocated.

Within the McCubbin problem-solving framework it was

possible in this study to look at support within the family

and how the family in turn utilized others as resources:

neighbors, friends, and/or community institutions.
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Wallston and Wallston Theory
of Health Locus of Control

In the description of appraisal by Lazarus (1966) and

problem solving by McCubbin et al. (1981), a theme that per

meates the process of coping is control. Lefcourt (1976)

proposes that a condition that contributes to effective cop

ing is the control a person or family maintains over a situ

ation. Lefcourt (1976) further proposes that the locus of

control is a good indicator of facilitating behavior and

achievement in an individual. People who believe they are

in control (whether they are or not) show less stress in

living.

In the illness and stress literature, loss of control

is implicated in : (a) sudden death after trauma or severe

shock of loss (Engel, 1971), (b) loss that leads to giving

up and hopelessness (Engel, l968; Schmale, 1972; Seligmann,

1975), (c) personality theories such as the Type A behavior

leading to coronary heart disease (Jenkins, l07l) ,

(d) arthritis personality related to severe joint deformi

ties (Weiner, 1977), and (e) development of cancer due to a

specific personality being unable to handle life stress

(Cohen, l979).

Locus of control refers to the degree that a person

perceives life events as dependent on his own behavior ver

sus the result of luck, chance, fate, or powers beyond one's

º

r
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control (Strickland, l978). People with a predominant

internal locus of control, because of evaluating and ques

tioning behavior, (a) are sensitive to health messages,

(b) take responsibility for their own health, and (3) are

able to use information in an independent way. People with

a predominant external locus of control believe there is

nothing they can do to prevent or change a situation. They

tend to give in and accept directions without questioning.

They are task-oriented and compliant but may not understand

the rationale of treatment. People who passively surrender

to the idea they can do nothing about the situation become

apathetic and are less responsive to felt needs (Lefcourt,

l976).

Rotter (1976) proposes that locus of control is devel

oped through life. By the time we reach adulthood we have a

tendency to have either an internal or external locus of

control. In the development of an internal locus of con

trol, freedom of movement to investigate along with positive

reinforcement sets up an atmosphere of satisfaction and suc

cess. These situations are repeated and will develop a per

son who has confidence in self-care behavior. People with

confidence in their ability are more apt to be achievement

oriented and internal. Conversely, people who are not con

fident that they can control their life situation are more

likely to feel a sense of power lessness, alientation,
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passive surrender, use many defenses, and develop an exter

nal locus of control.

Lefcourt (1976) suggests that people are not totally

internal or external but use both processes. The locus of

control depends on the situation. By using positive rein

forcement with learning in a crisis situation, people who

start with an external approach may develop internal reac

tions. Strickland (l278) described this change in people

who underwent hemodialysis. They functioned in an external

way in the initial dialysis period but developed an internal

control as they learned to cope with kidney failure.

Building upon Rotter's social learning theory, Wallston

and Wallston (lº 8 l) have extended the construct of locus of

control into the health area and have designated a health

locus of control. This health control construct was defined

as generalized control expectancies that the individual

develops about health-related matters. The construct and

the measurement scale developed by Wallston and Wallston

(1981) evolved as a response to the need for a specific

health-related measure.

Wallston and Wallston (1981, l982) also believe that

research should take into account the situation potential

for control. It may be adaptive in certain stages of the

illness to give up control. One danger of health care pro

fessionals promoting total internal control behavior is that
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too much responsibility may be put on the patient and,

therefore, he may feel overwhelmed. The health care system

is oriented toward removing control from the hospitalized

patient; when discharged, patients may be restored their

control and assume total responsibility for themselves.

Sometimes little preparation is given to the patient to

assume this responsibility.

The construct of control has been studied in several

studies with cancer patients. Bloom (l279) and Lewis (l282)

found that the feeling of control did not remain the same

over time and was related to the severity of the situation.

Lewis (1982), in her study of terminally ill cancer

patients, concluded that relinquishing control is not neces

sarily a negative experience but is consistent with the

realities of cancer diagnosis and progression of the dis

ease. In that study subjects did not experience greater

anxiety or lowered self-esteem with lower levels of control.

Within the framework of this study, control was viewed

as neither positive nor negative but rather how it corre

lated with the ability of the person and family to enact

self-care behaviors in the specific situation of

chemotherapy.
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Levin and Orem Theory
of Self-Care in Coping

A method of coping is self-care or the behavior a per

son enacts by himself or with assistance to maintain or cor

rect a situation. The theories of coping focus on the psy

chology of self-care in relation to thought processes.

People writing about self-care appear more pragmatic,

action-oriented, and intent on resolving a problem. Aspects

of both cognition and action are needed to formulate an

approach to look at how a person intercepts and acts to

alleviate side effects of chemotherapy treatment.

Self-care theory, as described by both Levin (l.976) and

Orem (1980, ) is action-oriented and focuses on problem

Solving. Levin views self-care as a decision-making process

that involves self-observation, symptom perception, label

ing, judgment of symptom severity, and then choice and

assessment of treatment options. The individual's perspec

tive on his own competence to diagnose and treat determines

the decision to seek assistance or take care of disorders

himself. Levin also addresses the accountability and con

trol factors that occur in patients, family, and health team

interactions. Self-care skills are learned, internalized,

and passed on through socialization. Levin (1976, p. 10)

states the most crucial limitations in self-care functioning

stem from motivation, knowledge, custom, and competence of
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the individual. Practical interpretation to be considered

in the use of knowledge that culminates in self-care

includes: (a) whether the self-care behavior is helpful for

the patient and/or family, and (b) whether or not there is

conformity to medical protocols of treatment.

Operational objectives of self-care can also serve as a

definition with self-care directed at one's own health, the

health of a family member, and even the health of one's com

munity. This broad approach proposes that self-care is not

viewed within aspects of self-interest alone, but includes

others. Health problems, especially in cancer, are many and

complex, and the solution requires input from many sources.

Individuals perform many roles that often demand application

of self-care skills not only to self but also to the needs

of others.

Ethical issues surrounding the concept of self-care are

related to its primary effect: the sharing of power through

distribution of skills and promoting the patient/family ini

tiative in decision making versus prolonging patient depen

dence. Levin (1976) states that a large amount of illness

and disability are cared for exclusively by the patient and

family. The optimal balance between self-care and profes

sional care is not easy to determine. In cancer treatment,

chemotherapy may be administered in the hospital or doctor's

office. Some of the effects are experienced later and have
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to be dealt with in the home setting. There is a fine line

between caring for a symptom such as vomiting or fever with

self-care measures and knowing when to seek professional

help.

Although cancer has acute crisis periods, it is consid—

ered by many to be a chronic illness (Weisman, 1979; Marino,

1981; Donovan, 1976). This is related to an uncertain tra

jectory over months and years, and even if cured or in

remission there is still the stigma and uncertainty. For

example, women with breast cancer have had recurrence of the

disease after lo to l2 years (Venet, l980).

Levin (l.976) further points out that chronic illness

constitutes a clear and comprehensive model for self-care

practice. The effective self-care intervention in chronic

disease may prevent or help limit loss of control, disabil

ity, and dependence. Effective control of chronic disease

by the patient and family shows the limitations of medical

or professional health care and emphasizes the crucial con

tribution of both individuals and families who manage their

OWI). Car e =

Orem (lo 80) offers a nursing self-care model that

agrees with Levin in being an action-oriented approach and

focusing on the cognitive abilities of an individual. Orem

proposes "man's" need for the provision and management of

self-care action is continuous in order to sustain health
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and cope with disease. The focus of Orem's theory is on

intervention by the individual with collaboration of the

family in operationalizing the self-care behaviors. Orem

(1980) states that the central idea of self-care and care of

dependent persons is learned behaviors based on voluntary

actions that humans are capable of understanding. The self

care behavior that evolves is based on deliberate and

thoughtful judgment that leads to appropriate action. Con

trol is part of the process and the individual becomes the

principal agent in guiding, directing, and regulating his or

her own behavior.

Adults have both the right and responsibility to care

for themselves in order to maintain health and well-being.

Sometimes these adults have responsibilities for others as

well, including children, elderly, and those who cannot meet

their own self-care needs. Thus, a person may serve as a

substitute self-care agent to assist others in the attain

ment of self-care. Finally, self-care is enacted through
interpersonal relationships, communication, and culture

(Orem, l980).

The concepts critical to implementing Orem's (1980)

concept of self-care for this study are : (a) therapeutic

self-care demand, (b) self-care agency, (c) health-deviation

self-care, (d) self-care deficit, and (e) nursing agency
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Therapeutic self-care demands are a specific set of

actions needed to maintain a present state of health or move

toward a desired state of health. These demands include

universal requirements that are basic human physical and

psychological needs. Self-care agency is the ability of a

person to initiate and perform care behaviors for himself/

her self in order to maintain health and well-being. Health

deviation self-care are the demands arising due to illness

or treatment (i.e., chemotherapy). A self-care deficit may

occur when there is an inability to engage in self-care to

meet the therapeutic self-care demand because of insuffi

cient self-care agency.

The extent of what a person can do for himself or

others is determined by the amount of knowledge about self

care and health disorders, the degree of self-care skills,

and inclination to follow through due to personal habits and

psychological characteristics (Orem, l980). The illness

(cancer) through physical and psychological disruption may

also limit the ability of the person (s) to make or follow

through with decisions. Nursing agency is the ability

nurses use to prescribe, design, and provide support and

care to people who have health-related self-care deficits.

In this study, nursing agency included the care, support,

and teaching implemented by the nursing staff while the

Patient is receiving the chemotherapy drugs in the hospital.
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When at home between chemotherapy treatments, the functions

of nursing agency may be taken over in part or totally by

the patient and his family.

In summary, the major concepts presented in this frame

work formed a way to view coping of an individual within the

family unit. Cognition of and interaction with the environ

ment were a basis for determining action-oriented coping

strategies (self-care behaviors) that prevented or allevi

ated potential stresses resulting from side effects of

chemotherapy. The problem-solving abilities and social pat

terns of the family were possible resources for the patient

and family to use in deciding appropriate self-care

behaviors.

Research confirms that mood state (Weisman, 1976) and

control (Lewis, 1982) influence outcomes of coping. The

mood state of an individual has been shown to determine the

amount of distress that is present and amount of energy

available for coping. Both the amount of control the indi

vidual and family perceived they had over the situation and

mood state may have affected the way family resources were

utilized and in turn the ultimate outcome of self-care. A

table of the major theories used in coping self-care and

control is presented in Table 3.

The conceptual framework and model (Figure l) served as

a basis for identification of variables that influence how
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Self-Care

Behaviors

-
<—9.

-Mood Perceived

State Control

Tension Internal
Depression External
Anger Powerful
Fatigue Others
Confusion

Vigor Z }
\

Family Coping and Resources

Acquiring social support
Reframing
Seeking spiritual support
Mobilizing family to acquire and accept help
Passive appraisal

Figure l. An approach to self-care for alleviation of
chemotherapy side effects.
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the patient and family experience a cancer treatment such as

chemotherapy.

Independent Variables

l. Family coping

a. Acquiring social support

b. Reframing

c. Seeking spiritual support

d. Mobilizing family to acquire and accept help

e. Passive appraisal

2. Mood state

3. Locus of control

a. Internality

b. Chance

c. Powerful others

Dependent Variables

Self-care behaviors

a. Selected self-care activity

b. Total efficacy

c. Overall Management

d. Total activity

Research Question

What is the relationship between (a) patient/family

coping strategies, (b) mood state , (c) perceived control,
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and self-care behavior initiated to alleviate chemotherapy
side effects?

Subquestions

l. Is there a positive relationship demonstrated in

families between self-care behavior scores (management and

total activity) and ability to appraise family problems?

2. Is there a positive relationship demonstrated in

families between self-care behavior scores (management and

total activity) and reframing stressful events?

3. Is there a positive relationship demonstrated in

families between the self-care behavior scores (management

and total activity) and external resources of support:

religious, extended family, friends, neighbors, and

community?

4. Are self-care behavior scores (management and

total activity) related to mood state scores in chemotherapy

patients and families?

5. Are self-care behavior score related to an inter

nal locus of control in chemotherapy patients and families?

6. Are self-care behavior scores (management and

total activity) related to a feeling of chance and being

controlled by powerful others in chemotherapy patients and

families?



36

7. Will increased severity of chemotherapy side

effects be associated with an increase in the self-care

behavior scores (management and total activity) 2

8. What are perceived by patient/family to be the

most severe or most distressing side effects of chemotherapy

protocols?

9. To what degree is the patient/family able to con

tinue a pre illness work schedule and recreation while the

patient is receiving chemotherapy?

l(). In what way have family roles changed during

chemotherapy treatment?

ll. Has the illness and chemotherapy treatment caused

financial problems to the family?

l2. To what extent have patient/family participated in

any hospital or community support groups?

Operational Definitions

Chemotherapy - designated chemical agents given as

antineoplastic treatment.

Side Effect - any expressed reaction to chemotherapy as

stated and experienced by a patient- This would include

side effects both correctly or incorrectly attributed to

cisplatin and other protocol drugs. The reaction may be

nontoxic such as alopecia or a toxic reaction (e.9 • * ******

bone marrow depression) •
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Self-Care Behaviors (SCB) - a specific action a
patient/family uses to relieve chemotherapy side effects.

Self-care is an action form of coping.

Self-care behavior ratios derived to measure the

components of self-care activity:

Selected Self-Care Activity"

-
Total number of SCB

Total number of side effects

* - - -Four and five efficacy ratings are excluded in

the scoring.

Total activity"
-

Total number of SCB
Total number of side effects

**Four and five efficacy ratings are included in

the scoring.

Total Efficacy

Total effectiveness on all SCB
TOEa. Thumber of SCB

scB scores are averaged for each activity if

repeated more than once.

Overall Management

Total final effectiveness rating
TotaTrumber of side effects

Mood state - affective feelings of distress expressed

by a patient/family in relation to the degree of tension

anxiety, depression-dejection, anger-hostility, confusion

bewilderment, fatigue-inertia • vigor-activity.
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Coping Strategy - any behavior or intrapsychic emo

tional process initiated by patient/family in response to

felt needs, illness, or treatment. The process includes

cognition, appraisal, and interaction. In this study

patient/family coping strategies include:

Acquiring Social Support - the family's ability to

actively engage in acquiring support from relatives,

friends, neighbors, and extended family.

Reframing - the family's capability to redefine

stressful events in order to make them more manageable.

Seeking Spiritual Support - the family's ability to

acquire spiritual support.

Mobilizing Family to Acquire and Accept Help - the

family's ability to seek out community resources and accept

help from others.

Passive appraisal - the family's ability to accept

problematic issues minimizing reactivity.

Family - a unit of interacting persons related by ties

of marriage, birth, adoption, or other strong social bonds

whose central purpose is to create, maintain, and promote

the social, mental, physical, and emotional development of

each of its members (Department of Family Health Care Nurs

ing, University of California, San Francisco, l981). One

family member designated by the subject as being helpful

during chemotherapy treatment participated in this study.
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METHODS

Overview of Research Design

Using a correlational and longitudinal design, the

relationship was tested between the independent variables:

(a) patient/family coping strategies, (b) mood state,

(c) locus of control, and the dependent variable, self-care

behaviors. Potential intervening variables: age, sex,

severity of side effects, and amount of activity were also

considered. The population included families in which a

member received chemotherapy drugs and was on a protocol

with the potential of uncomfortable side effects.

Data collection covered a period of lo months, July

1982 through April 1983. A total of 82 subjects and fami

lies were approached for participation in the study at Stan

ford University Medical Center. A description of these

subjects is in the following section.

The investigator initiated contact and conducted all

interviews with chemotherapy subjects and family. Upon ini

tial contact, the subject identified one family member who

consented to participate along with the subject. Family

interviews and interactions often included many other family
members, all of which helped to provide background

40
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information for the study. Families were followed over

three cycles of chemotherapy which covered a 12- to l8-week

period. The research instruments for the independent vari

ables of coping strategies, mood state, and locus of control

were administered just before or after chemotherapy treat

ment. The dependent variable instrument, a self-care behav

ior diary, was taken home and filled out between treatments.

In the first six weeks of data collection patients

receiving cisplatin as a part of their chemotherapy protocol

were sought. The reason for selecting this specific drug

WaS :

l. The drug causes extreme toxicity with symptoms of

nausea, vomiting, and possible kidney complications, which

necessitates careful monitor ing and hydration before and

after drug administration.

2. A specific drug used in combination with other

agents can cause an identifiable group of side effects.

This particular drug protocol narrowed the cancer diagnosis

to subjects who have specific tumors: testicular, ovarian,

bladder, cervical, and head and neck.

Due to the scarcity of cisplatin patients, only four

subjects were obtained in 2 months. At this point the sam

ple was expanded to include lymphoma and Hodgkins patients

and families. The chemotherapy protocols for Hodgkins and

lymphoma were equally as toxic as the cisplatin protocol.
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Also a protocol recently instituted for lymphoma included

cisplatin.

Study Population

The cancer patients in this study had advanced disease

(Stage 2, 3, and 4), and received chemotherapy either as a

curative or palliative measure. Criteria for eligibility of

both the cancer patient and family member included:

(a) mentally able to participate, (b) physically able to

participate, (c) receiving either initial or ongoing chemo

therapy, (d) ability to understand and write English,

(e) willingness to participate, and (f) l8 years of age or

older.

Eighty-two subjects and families were approached for

study participation. Data obtained revealed:

l. Complete data were obtained on 40 families.

2. Two subjects had complete data, but had no family

Participation.

3. Four teen families completed only two cycles

(instead of three) of chemotherapy and data collection.

4. Four families completed only one cycle.

Reasons for patients/family not completing the study

Once started included: (a) change of treatment to radiation

(n = 3); (b) complications of treatment or disease causing

death, (n = 8) ; (c) complications leading to termination of
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treatment, (n = 2); (d) early completion of treatment,

(n = 2); and (e) did not follow through on questionnaires,

(n = 4).

No data were obtained on 22 of the 82 families who

originally consented to participate.

l. Three families agreed to participate, but did not

follow through. Two of these families lived more than l90

miles away and contact was difficult.

2. Four families agreed to participate, and after

reading the research forms, did not want to continue stating

"they didn't have time."

3. Seven subjects agreed to participate, but due to

feeling so sick, did not wish to continue. They returned

the forms unanswered.

4. Seven subjects agreed to participate, but stated

that they were unable to complete the research forms because

it made them feel sick to think about side effects of chemo

therapy. All of these people were under age 35 and stated

they tried to "block out" anything to do with Stanford

between treatments.

The reason for this high drop-out rate is thought to be

the high level of stress these subjects experienced due to

treatment and the advanced stage of their disease. Another

reason was the commitment needed over a period of time to

Complete the study.
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For purposes of this dissertation, the n of 40 with

complete data, and the two subjects who completed three data

collection periods without family were analyzed (n = 42) •

Summarized in Table 4 are the demographic character is

The subjects ranged in age from 18tics of the 42 subjects.

to 73 with the mean age being 46. Table 5 presents a break

down of age by diagnosis. Occupations varied from blue col

lar (n = 8), technician (n = 3), to professional (n = ll).

Five of the subjects under 30 years of age were in school at

the time of diagnosis. Two dropped out of school and three

continued to take classes part time. Four of the women over

50 were homemakers and had not worked outside the home.

Education ranged from eighth grade to masters degree or

above. The majority of subjects (50%) had received the

diagnosis of cancer in the last 6 months to a year.

Although the majority were in Stages 3 and 4, the reason for

present treatment stated in the medical record, or by the

medical staff, was to effect remission. All but nine sub

jects had been through another type of treatment or combina

tion of treatments before the present chemotherapy.

Thirty-seven (88%) of the subjects were on a protocol

which means they received a specific combination of drugs

that are found to be effective for specific malignancies.

Some of these protocols (lymphoma, testicular, head and

neck) were partially financed through research grants which
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Table 4

Characteristics of Subjects

n = 42

Characteristic Il $

Sex
Male 28 66. 7
Female l4 33.3

Age, in years
18-35 l2 28. 6
36-50 9 2l. 4
51-73 2l 50. 0

Race
Caucasion 35 83.3
Spanish 5 ll. 9
Black 2 4. 8

Occupation
Professional ll 26.2
Blue Collar 8 l 9.0
Sales 7 l6.7
Student 5 ll. 9
Homemaker 4 9. 5
Technician 3 7. l
Craftsman 2 4.8
Unemployed 2 4. 8

Marital Status
Married 31 73. 8
Single 8 l8. 0
Widowed 2 4.8
Divorced l 2.4

Education
Eighth Grade 5 ll.9
High School 24 57. l

College (AA or BA) *; *:::Masters or above
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Table 4 (continued)

Greater than l year

Characteristic n $

Other Major Illness
NOne 33 78. 6
Cardiac 5 ll. 9
Diabetes l 2.4
Neurologic l 2.4
Orthopedic l 2.4
Colitis l 2.4

Number of Family Members Caring for Patient
One 18 42.9
TWO 9 2l. 4
Three or more 15 35 - 7

Significant Family Member in Study
Spouse 26 60.5
Son/Daughter 5 ll. 9
Unmarried Cohabitant 4 9 - 5
Parent 3 7. l
Brother /Sister 2 4. 8
NOne 2 4. 8

Cancer Diagnosis
Lymphoma 15 35 - 7
Ovarian 6 l4.3
Hodgkins 5 ll. 9
Testicular 5 ll. 9
Bladder 4 9. 5
Head and Neck 3 7. l
Oat Cell Lung 2 4.8
Pro State 2 4.8

Date of Diagnosis
Less than 6 months lá 33.3

6 months to l year 2l 50.0
7 l6. 7
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Table 4 (continued)

Characteristic Il $

Stage of Cancer
Stage 2 4 7. 5
Stage 3 20 47.6
Stage 4 18 42.9

Treatment Before Present Chemotherapy
Surgery l4 33.3
Radiation l2 28.6
None 9 2l. 4
Surgery and Chemotherapy 3 7. l
Surgery and Radiation 2 4.8
Chemotherapy 2 4.8

Reason for Present Treatment
Remission 24 57. 1
Palliation 18 42.9

Chemotherapy Protocol
Yes 37 88. l.
No 5 ll. 9

Present Participation in Work Activity
Unable 30 7l. 4
Part-Time 9 2l. 4
Full-Time 3 7. l

Present Participation in Home Activity
Unable 5 ll. 9
Limitations 32 76. 2
Full Activity 5 ll.9

Present Participation in Recreation Activity
None 7 l6. 7
Limitations 3l 73. 8

4 9. 5Full Activity
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Table 5

Cancer Diagnosis by Age Group

-
Age Group

Cancer Diagnosis 7-35 years 36-50 years 5l-73 years

Testicular 5 0 0

Pro State 0 0 2

Ovarian 2 l 3

Lung (oat cell) 0 l l

Head and Neck 0 l 2

Lymphoma 2 5 8

Hodgkins 3 l l

Bladder 0 0 4
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paid a portion of the medical expenses. The majority of

subjects (33) had no other major illness. Only three sub

jects were taking prescribed medication for cardiac problems.

All but one subject lived within a family setting.

This one subject was a young male Hodgkins patient living in

a nursing home because of a debilitating neurological dis

order. The greatest number of family members in the study

were spouses (n = 26). Other family members included parent

(n = 3), brother /sister (n = 2), son/daughter (n = 5), and

unmarried cohabitant (n = 4). Eighteen subjects had one

identified family member taking care of them. Nine subjects

identified two, and l3 subjects identified three or more

immediate family members that helped during their illness

and treatment. Although the age of the family was not docu

mented, the age of the cohabitant, sister /brother, and

spouse was similar to that of the subject. One parent was

in the 36-50 year age group, and two were in the 51-73 year

age group. All of the sons and daughters were in the 18-35

year age group.

Activity related to ability of the subject to continue

work, do activities within the home, and participate in some

type of recreation during chemotherapy were recorded. Only

12 subjects were able to continue working at all. Thirty

seven subjects maintained some activity at home, and 35 par

ticipated in some form of recreation, however small.
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Setting

Human subjects' approval was obtained at the University

of California, San Francisco and Stanford Medical Center.

Subjects who were scheduled to receive chemotherapy either

in the cancer research unit, a medical unit, or oncology day

care clinic were sought at Stanford Hospital. Low-dose

cisplatin and all chemotherapy protocols were administered

in the clinic. Here the patient received the drugs over a

2- to 8-hour period and then went home. The subject was

admitted to the hospital for high-dose cisplatin, or if a

complication arose from treatment, or with the progression

of disease. With the administration of cisplatin, special

attention was paid to hydration pre- and post-treatment.

Since vomiting was a major occurrence, subjects were usually

sedated and given antiemetics. Vomiting was also prevalent

with the other drug protocols and antiemetics were routinely

used. The protocols were administered every 2l to 27 days,

depending on the subject's physical status related to bone

marrow suppression, infection, etc.

Primary nursing was used in the clinic and hospital

units. This is important because patient knowledge of side

effects was assessed and supplemented during each treatment

by these nurses. With the continuity offered by primary

nursing, nurses were more likely to determine areas of

patient/family needs and problems in dealing with side
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effects. On initiation of treatment an hour or more was

spent by the nurse telling the subject and family about the

drugs, and helpful measures to prevent severe side effects.

The subject and family were also given chemotherapy booklets

and written material on their particular drugs.

Chemotherapy Experience

Side effects arising from chemotherapy have a wide

range of physical and emotional consequences. The side

effects may be uncomfortable at best and life-threatening at

worst. The side effects have a great influence over how the

cancer patient and family adjust and live with cancer. Side

effects are reversible, but even a nonlife-threatening

effect may be devastating. An example is hair loss, which

causes much distress, although hair generally grows back

after treatment (Blumberg et al., 1980). A summary of side

effects may be found in Appendix A.

A summary of the drug protocols administered for spe

cific cancers is as follows:

Drug Protocols Administered Type of Cancer

Cisplatin, 5FU, Bleomycin Head and Neck

PVB: Cisplatin, Velban, Bleomycin Head and Neck
Testicular/Ovarian

HP: Cisplatin, Hexamethylmelamine Lung

VAP: Cisplatin, Velban, Adriamycin Testicular/Bladder
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ACE: Adriamycin, Cytoxan Ovarian

VBM : Velban, Bleomycin, Methotrexate Lymphoma/Hodgkins

ABVD: Adriamycin, Bleomycin, Velban,
DTIC Hodgkins/Lymphoma

PAVE: Procarbazine, Alkeran, Velban Hodgkins

MOPP: Mechlor ethamine, Oncovin,
-

Procarbazine, Prednisone Hodgkins

POCC: Procarbazine, Oncovin, Cytoxan, Lymphoma, Lung
CCNU

MBACOD: Methotrexate, Bleomycin,
Adriamycin, Oncovin Lymphoma

Cisplatin, VPlö, Bleomycin, ARA-C Lymphoma

Adriamycin, Methotrexate Pr OState

CHOP : Cyclophosphomide, Adriamycin,
Oncovin, Prednisone Lymphoma

Cisplatin, adriamycin, DTIC, cytoxan, and procarbazine

are all known to cause nausea. Although the degree of

vomiting was greater during treatment with cisplatin, all

drug protocols had the same potential for nausea to cope

with between treatments. Bleomycin, 5FU, and methotrexate

caused stomatitis and diarrhea. Velban and oncovin caused

severe constipation and peripheral neuropathies. Most of

the drugs, except for bleomycin, can cause myelosuppression.

Therefore, although the drug protocols were different, they

all contained a variety of the above drugs with potential

for similar side effects.
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Access to Subjects

Permission to approach and interview cancer patients

receiving chemotherapy and their families was sought from

the clinical nursing coordinators and medical staff in the

cancer research unit and oncology clinic at Stanford Univer

sity Hospital. Letters and a copy of the protocol were

given to both the nursing coordinator and attending physi

cians in the GYN, urology, and lymphoma oncology clinics.

Consent was granted after considerable negotiation. Permis

sion was also granted by the cancer research unit staff.

Both the clinical nursing coordinator on the research unit

and in the clinic and clinic resource nurses were helpful in

identfying subjects and providing some background

information.

Data Collection Procedure

l. Subjects were identified by cancer diagnosis and

related chemotherapy protocol. Permission to approach each

subject and family was obtained either from the attending
physician or oncology fellow.

2. Before the family was approached, the investigator

obtained as much information as possible in relation to

Cancer diagnosis, demographic data, chemotherapy protocol,

and present emotional state.
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3. Informed consent was obtained on first contact with

each subject/family member. Due to the high level of stress

and anxiety present in these people, judgment had to be used

as to the best time to approach them. Therefore, subjects

were approached at the following times:

Cisplatin patients were approached either just before

admission, after the hydration procedure, or in the clinic

when they returned for evaluation. The tools were adminis

tered just before or after treatment.

For other protocols, contact was made in the clinic

either just before, during, or after treatment. The tools

were also administered before or just after treatment.

Subjects in physical or emotional crisis were

approached before or just after the following cycle of

chemotherapy.

4. The research tools were easily administered. No

subject or family member had difficulty understanding or

filling out the forms. The three tools (Profile of Mood

States, Multidimensional Health Locus of Control Scales, and

Family Crisis Oriented Personal Scales) took the estimated

time (10 to l8 minutes) each to fill out. Twenty subjects

filled out the research tools in the clinic. Twenty-two

subjects took them home to fill out due to high stress level

or being sedated with antiemetic drugs. The Self-Care Diary

was also sent home with the subject and family member. The
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forms were brought back on the next clinic visit. A grid

was filled out by the investigator to keep track of the

research tools returned in each of the three cycles. An

average of .5 to l hour was spent with each subject and

family every time they came to the clinic.

5. The exit interview served as closure and was done

informally in the clinic. The questions about side effects

and family disruption were often already known from follow

ing the subjects through three cycles of chemotherapy. The

remaining questions related to financial problems.

Ethical Considerations

Risks

The major risks created by this investigation were the

invasion of privacy with potential psychological harm and

fatigue during the interviewing process. Because of phys

ical and emotional symptoms, cancer patients are a vulner

able population for distress. When the subjects experienced

any increased distress, the investigator reminded them of

their right to end the data-gathering session. Five data

gathering sessions were postponed until a later date and the

research tools were sent home to be filled out when the sub

ject felt better. Although there were multiple observa

tions, each data-gathering session was short. Additional
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time spent with the family was in conversation about prob

lems or what was going on in their lives besides cancer.

Benefits

There was no direct benefit to the participants of the

study, but the results expanded upon understanding and nurs

ing knowledge of family needs, coping patterns, and what

interactions might take place to manage and alleviate chemo

therapy side effects. Indirect benefits included the oppor

tunity for patients and family to express problems and con

Cerns related to the illness and treatment. Most families

also wanted to talk about other things besides cancer.

Research Tools

The independent variables were measured with the fol"

lowing research instruments: (a) patient/family coping

strategies: Family crisis oriented Personal Scales
(F-coPEs) by McCubbin, Olson, and Larson (1981); (b) mood
state: Profile of Mood states (POMS) by McNair, Lorr " and

Droppleman (1971); (c) locus of control: Multidimensional

Health Locus of control Scales (MHLC) by Wallston and

Wallston (1981).

The dependent variable, effective self-care behaviors,

was measured by a Self-Care Diary developed by Dodd (1981).

A semistructured interview developed by the investigator

sought information identified in research questions 9-12.
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A schedule of proposed tool administration is shown in

Figure 2. (See page 71 for summary of validity and relia

bility; see Appendix B for research tools.)

All the proposed tools were chosen not only because of

the constructs they measured, but also because they were

short in length and easily administered. The cancer patient

was in a vulnerable psychological state because of cancer

symptoms, or chemotherapy side effects, and not able to con

centrate on lengthy research instruments.

Time l Time 2 Time 3 Exit

POMS POMS POMS

MHLC F-COPES MHLC

Self-Care Log Self-Care Log Self-Care Log Inter
| | | view

3 weeks 3 weeks 3 weeks

Figure 2. Schedule of tool administration to patient
and family

Validity and Reliability of Tools

Family Crisis-Oriented Personal
Evaluation Scales (F-COPES)

This tool was developed to identify effective problem

solving and behavioral strategies used by families in

response to problems or difficulties. The 29 coping behav

ior items focus on two levels of interactions: (a) family
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problem solving and (b) behavior the family uses to acquire

resources outside the nuclear family.

The F-COPES tool was administered in the original form

which categorized the questions as internal problem solving

and using external resources. The investigator was unaware

that the format had changed and the questions were collapsed

from eight into five conceptually similar concepts with dif

ferent wording : (a) Acquiring Social Support, (b) Refram

ing, (c) Seeking Spiritual Support, (d) Mobilizing Family to

Acquire and Accept Help, and (e) Passive Appraisal. Since

the wording of the items was unchanged, the investigator

reordered the questions into the current conceptual scales.

The original tool had 30 items and the revised form had 29,

so that one item was discarded. The validity and reliabil

ity is reported on the revised scale.

Validity and reliability data were computed with a

large sample, n = 2740 (McCubbin, Larson, & Olsen, l982).

Husbands, wives, and adolescents were pooled and randomly

split into two halves, described as Sample l and Sample 2.

Construct validity was tested by doing a factor analyses on

Sample l using var imax rotation. It was from this analysis

that the three original factors dealing with acquisition of

support from extended, friends, and neighbors was collapsed

into one factor, Acquiring Social support. This was also

true for the original two factors dealing with confidence in
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problem solving and reframing which were merged into one

factor, Reframing. Seeking Spiritual Support remained the

same as the original.

Mobilizing Family was also derived by collapsing community

resource items. The five factors had eigen values greater

than one and each of the 29 items had a factor loading of

greater than .40 with the majority .55 or better. The above

findings were then replicated with Sample 2 (McCubbin et

al., 1982).

To test reliability, Cronbach's alpha was computed for

Sample 1 (.86) and Sample 2 (.87). Test-retest reliability

was computed on llo students. Most of the sample were mar

ried and parents with the mean age of 30. Table 6 shows the

alpha and retest scores.

McCubbin et al. (l'982) suggest that the test-retest

scores for Reframing and Passive Appraisal are slightly

lower than concrete items of Acquiring Social Support

because of cognitive readjustment needed in problem-solving

areas. Also, the dynamics of coping changes quickly in
-

short periods of time and specific events.

The tool was selected for use in this study because of

the coping constructs it measures that may reveal the family

coping approach to a stressful situation and the tool is not

lengthy or tedious. Usual time to complete the instrument
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Table 6

Alpha Reliabilities and Test-Retest Scores for F-COPES

(McCubbin, et al., 1982)

Cronbach's Alpha

Sample l Sample 2 Test-Rete St

n = 1338 n = 1244 n = llé

Acquiring Social Support . 84 . 83 . 78

Reframing - 82 . 81 .6l

Seeking Spiritual Support ... 79 .8l . 95

Mobilizing Family to
Acquire Help . 7l . 70 . 78

Passive Appraisal ... 64 . 62 . 75

Total Scale . 86 . 87 .8l
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is lo to lS minutes. A sum score is obtained for each sub

scale and total scale by summing all the items.

Profile of Mood States (POMS)

Understanding emotion in relation to behavior requires

the inclusion of subjective data of feeling, affect, and

mood. To meet this need, McNair et al. (1971) developed the

POMS, which measures six identifiable mood or affective

States: (a) tension-anxiety, (b) depression-dejection,

(c) anger-hostility, (d) vigor-activity, (e) fatigue

inertia, and (f) confusion-bewilderment. The tool is

designed so that a person with a seventh-grade education or

above can under stand the questions. The tool presently has

a 65-questions, five-point adjective rating scale which has

been developed, tested, and revised.

The instructions are simple, asking the person to

circle the number that best describes the degree of their

feelings in the mood states for the past week. The reason

for asking the person to rate a one-week period is to

include a period sufficiently long as to demonstrate typical

and per sistent mood reactions to current life situations and

short enough to determine the influence of treatment. The

numbers on the five-point scale range from 0 for no feeling

to 4 for extreme feelings related to each emotion.
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The higher the mood score, the greater the degree of

mood disturbance. A total mood score may be obtained by

summing up scores of the six mood factors with vigor being

weighted negatively. A profile sheet is used which converts

raw scores to t scores to standardize the mean at 50 with a

range between 30 and 70.

The POMS is a standardized tool that has reported reli

ability estimates. Internal consistency was measured using

data from six replications of factor scores. Testing was

done with college students and psychiatric outpatients. All

of the indices of the extent to which the individual items

within the six mood scales measure the same factor yield a

Cronbach alpha of .9 or above (McNair, et al., l971, p. 9).

The authors stated that increased reliability resulted from

increasing the number of items in some of the mood factors

and changing to a five-point scale.

The test-retest reliability scores were obtained by

testing the first loo psychiatric patients: (a) when

accepted to treatment, (b) prior to their first therapy, and

(c) after 6 weeks of treatment. The time between being

accepted for treatment and pretreatment was about 20 days.

Reliability estimates ranged from . 65 for vigor to . 74 for

depression. The authors explain the lower boundary reli

ability scores by the nature of what the tool is measuring.
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Stability of a fluctuating state, like mood, perhaps is not

expected to reach the levels of a more stable construct.

Content validity of the POMS has been established for

neurotic psychiatric patients and normal college students by

psychiatrists (McNair, Lorr, & Droppleman, 1971). In

relation to cancer patients, there have been questions about

the manifestations of stress such as denial, influencing the

mood state scores, as described in the Dodd (1981) study.

The content validity of the POMS is still applicable to

cancer patients and family, but the researcher also may have

to be aware of additional factors such as denial or other

defense mechanisms which may be occurring concurrently.

Four areas of research provided evidence for predictive

and construct validity. They were: (a) brief psychotherapy

studies, (b) controlled outpatient drug trials, (c) studies

of response to emotion-inducing conditions, and (d) studies

of concurrent validity coefficients and other POMS corre

lates. The POMS was validated by using factor analytic

replication and multitrait testing comparing normal under

graduate college students with neurotic, psychiatric

patients, some of whom were receiving various types of drug

therapy.

Concurrent validity was measured by comparing the POMS

with other mood state tools such as the Hopkins Symptoms

Distress Scale, which consists of 60 common complaints and
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is rated on a five-point scale. High correlations in male

psychiatric outpatients were obtained between anxiety and

depression of the POMS and somatization (r. = . 60), anxiety

(r. = .77), and depression (r. = .7l) of the Hopkins scale.

Female outpatient correlations included somatization

(r. = .5l), anxiety (r. = .74), and depression (r. = .70).

There was a correlation of r = .80 between tension-anxiety

of the POMS and Taylor Manifest Anxiety Scale. Lower corre

lations were obtained with depression, anger, and hostility.

It was found that all of the POMS factors except anger

hostility are significantly related to sex. Women reported

higher scores on anxiety, depression, fatigue, and confu
sion. Demographic variables such as marriage, education,

race, age, and prior treatment showed little correlation,

except that older people tended to have lower scores on

anger and confusion.

Multidimensional Health
Locus of Control (MHLC)

The MHLC tool was developed by Wallston and Wallston in

l978 to measure three distinct dimensions: (a) internality

(IHLC), (b) chance externality (CHLC), and (c) powerful

others externality (PHLC). Two similar forms, A and B, con

sist of 18 items, six for each dimension. The items are

measured by a six-point Likert Scale ranging from l strongly
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disagree to 6 strongly agree. (The range of scores possible

on each subscale is 5 to 30.)

The MHLC Scales have been developed and refined from

the Health Locus of Control (HLC) Scales which have been

validated with certain populations (e.g., smokers, people in

weight-reduction programs, epilepsy/dialysis patients, and

also breast-cancer patients). The more external tended to

be people with chronic disease or of lower socioeconomic

Status.

Wallston and Wallston (1981) suggest that one of the

uses for MHLC is as an independent variable to predict

health behavior alone, or in combination with other relevant

belief and attitude variables. The authors suggest subjects

be divided on IHLC, PHLC, CHLC in a 2x2x2 design.

The alpha reliabilities were originally tested with ll 5

Predominantly middle-class people at the Nashville Airport.

The reliabilities ranged from . 67 to . 77 and when both Form

A and B were combined, the range was . 83 to . 86. The three

MHLC scales are considered statistically independent, the

internal and chance scores are negatively correlated, and

the chance and powerful other scale have a low correlation

of . 20 (Wallston & Wallston, 1981).

Concurrent and discriminant validity was established by

Correlating the MHLC scales with Levenson's scales. The

MHLC Scale correlated most highly with the theoretical
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counterpart of the Levenson Scale: internality (r. = .43),

powerful others (r. = .37), and chance (r. = .59). The MHLC

scales were also correlated with the Situational Inventory:

internality (r. = .52), chance (r. = .48), and powerful others

(r. = .47). The preceding scores were obtained on a sample

of 109 undergraduate students. Much lower scores were

obtained on a sample of dental students (Wallston &

Wallston, l08l).

Normative scores for the MHLC were obtained by testing

samples of college students, healthy adults, persons engaged

in preventive health behavior, and chronically ill patients.

One sample of chronically ill patients included chemotherapy

outpatients. Normative scores for chronic patients were:

internal (25.78), chance (l7. 64), and powerful others

(22.54) (Wallston & Wallston, l981).

Further published reliabilities and validity are

unavailable at present. Wallston (1983) stated there are

several unpublished studies that have been done on cancer

Patients. He emphasized that the range of scores for these

patients were internality (22-23), chance (18-20) , and

Powerful others (24-26). The powerful others score is much

higher in the cancer group. Wallston referred to the fol

lowing two studies at Vanderbilt University with chemother

apy patients. Ingle (1982), in her masters thesis, found

that there was no relationship between conditioned or
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anticipatory vomiting and locus of control. Burrish, Carey,

Stein, Lyles, and Wallston (l.982), in an unpublished study,

found that patients who scored high on chance and powerful

others did better in alleviating vomiting with medications,

biofeedback, and relaxation than patients who scored high on

internality (Wallston, 1983).

This tool was selected to study the locus of control in

chemotherapy patients, and to determine if readings remained

the same or changed over time. The complexities of internal

or external health behavior are illustrated by the following:

l. The MHLC authors (1981), quoting research studies

of Rotter and Strickland, suggest one would not expect the

beliefs of persons seriously ill to remain the same over

time.

2. Wallston and Wallston (l.982) point out that a posi

tive relationship between internality and adherence to

treatment protocols has not been established consistently.

3. With chronically ill or seriously ill people, a

Partnership with health professionals may entail both inter

nal and powerful other beliefs which are conflicting. The

ill person may be totally helpless if others are not there

to give assistance (Wallston & Wallston, l982).

4. Lack of control, or external behavior, has been

cited as adaptive (strickland, 1978; Wallston & Wallston,
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Self-Care Behaviors (SCB)

The tool was developed by Dodd (1981) for her disserta

tion as a self-report to assign a quantitative score to side

effects experienced by cancer chemotherapy patients. The

number of subjects in this study was 48. In the Self-Care

Behavior questionnaire, the subjects were asked:

1. To identify the experienced side effect.

2. State on a five-point scale the severity of the

side effect. The scale ranges from l ; barely noticeable, to

5, most severe.

3. For each side effect, the subjects were then asked

what actions were taken.

4. If the action was effective as indicated on a scale

from l, no relief, to 5, complete relief.

Subjects were also asked to state the source of infor

mation for each self-care behavior they performed (Dodd,

1981; l982; 1983a).

A point system was devised that incorporated initiation

of self-care behavior, perception of effectiveness, and a

decision based on these factors. A self-care value was

given for each behavior. Subjects who initiated and carried

out more self-care behaviors perceived as effective received

a higher point score. The performance scale covered 5

Points for each behavior. If a behavior was initiated and

effective, the subjects received 4 points; if continued,
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there was an additional point given. Each behavior was

scored separately. A self-care performance score was

obtained by dividing the sum of earned points for self-care

by the total number of experienced side effects.

Content validity of the self-care behavior tool was

established by two groups of oncologists and four nurse

clinical oncology specialists in Detroit, Michigan. In the

summary analysis of the tool, the correlation between the

average self-care behavior performance score and the average

number of self-care behaviors initiated was significant at

the pre- and post-intervention interview, r = .88 and

r = .97, respectively (Dodd, l981).

The reliability of the self-care behavior tool was

established by test-retest method with a control group.

There was no statistical difference between the two inter

view self-care behavior performance scores collected 6 to 9

weeks apart.

In a recent study with 30 breast cancer patients

receiving chemotherapy, Dodd (lº 83b) , replaced the quantita

tive point system with quantitative self-care behavior

ratios as described on page 28-29. The ratios (selected

self-care activity, total self-care activity, self-care

behavior efficacy, and overall management of side effects)

evaluate both activity and efficacy in managing side
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effects. In this study the ratios were used in scoring the

self-care behavior diary.

This tool was chosen because it was an ongoing account

of an experience which sought to measure how a subject coped

with side effects between treatments at home. The tool also

allowed for description of family interaction because it

asked for sources of suggested actions. (Table 7 shows the

summary of validity and reliability of research tools.)

Data Analysis

Data were analyzed statistically using stepwise regres

sion and correlation technique to determine the degree of

variance each variable contributes to self-care behavior.

An equation demonstrating the major constructs is as follows:

Dependent Independent Independent Independent
Variable Variable Variable Variable

Y E X + X + X

Self-Care Locus of Family Mood State
Behavior Control Coping

Pattern

Multiple regression and correlation analyses assisted in

ordering contributions of the constructs and also in the

development of a profile of the subjects and families who

receive specific chemotherapy drugs and their coping with

side effects. Three separate analyses were done, one after

each set of two tools and 3 weeks of self-care diary. The
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reason for three analyses was to compare three time periods

that do not have independent circumstances, but may have dif

ferences such as the number or severity of chemotherapy side
effects. Repeated measures analysis of variance was done to

determine any differences of mood state and self-care vari

ables in the three periods.

Time
Instrument Exit

Xl age 0 0 0
-

X2 sex 0 0 0 -

X3 POMS 0 0 0 -

X4 MHLC 0
-

0
-

X5 F-COPES
-

0 - -

X6 number of symptoms O 0 0
-

X7 total severity of symptoms 0 0 0
-

X Interview

y Self-Care Behaviors Diary > 0 } 0 > 0

" 2 | 3Analyses

0 observation

- = data not collected

—) = 3 weeks of diary collection

Figure 3. Schedule for data analyses.
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Limitations of regression and correlation analysis

include:

l. As more independent variables are added to the

regression equation, the increment in the correlation tends

to decrease.

2. Redundancy and suppression may occur as more vari

ables are added to the equation.

Supplemental descriptive analyses included preliminary

analysis of the independent and dependent variables, types,

and severity of side effects and answers to research ques

tions 8-12 on page 36. In the next section, Chapter 3, the

results of this correlational study will be presented.



Chapter 3

RESULTS

The purpose of this study as stated in Chapter l was to

investigate the correlation of three constructs as indepen

dent variables: (a) family coping strategies, (b) mood

state, and (c) locus of control in relation to the dependent

variables, self-care behaviors performed for chemotherapy

side effects. Both the cancer patient and a family member

were included. The pattern of family disruption was

observed as it related to chemotherapy treatment and experi

enced side effects. This chapter will report the results of

the preliminary analyses, regression, and correlation for

the analyses of hypotheses. A repeated measure analysis of

variance and descriptive summary of subquestions 8-12 are

also included.

Preliminary Analyses

The preliminary analyses provide a summary of reported

side effects, source of suggestions for self-care actions,

and measures used for management of symptoms. Mean frequen

cies are presented for each time period for (a) number of

experienced side effects, (b) severity of expressed side

effects, (c) mood state, locus of control, family coping,
and (d) self-care behavior ratios. Correlations were

74
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obtained between independent, dependent, and demographic

variables for the purpose of determining which variables

would be entered into the regression analysis.

Profile of Chemotherapy Side Effects

Table 8 shows the mean number and severity of side

effects reported by 42 subjects for each time period. The

number of side effects at each time period decreased from

Time l (X = 3. la) to Time 3 (X 2.76) with a decrease in

standard deviation; Time l (SD = 1.50) and Time 3 (SD =

l.01). The severity of reported side effects increased from

3.72 at Time l to 3.83 at Time 3 with a decrease in standard

deviation from . 85 to .74. Although no statistical tests

were performed here, the decrease in number of side effects

and increase in their severity may be attributed to certain

side effects, such as nausea, which were per sistent and

Severe at each time period, while others either did not

recur or were prevented.

Table 9 summarizes the type of side effects expressed

by the subject when at home between treatments. The major

group of symptoms were gastrointestinal with 38 subjects

(90%) experiencing nausea. Of this number, 26 (62%) actu

ally experienced vomiting. Stomach pain occurred in seven

subjects (17%), all of whom indicated the severe vomiting

and retching triggered their pain. (Vomiting also triggered
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Table 8

Average Number and Severity of Reported Side Effects

n = 42 Time l Time 2 Time 3

Number X = 3. l 4 x = 2.95 x = 2. 76

Standard Deviation SD = 1.50 SD = 1.4l SD = l.0l

Range l-8 l-6 l-6

Severity” x = 3. 72 x = 3.8l x = 3.83

Standard Deviation sp = .85 SD = .76 SD = .74

Range 2-5 2-5 2-5

*The subjects' rating of severity of side effects was

on a 5-point scale ranging from l "barely noticeable" to 5

"most severe."

migraine headaches in one subject). Constipation due to

neurological toxicity occurred in subjects receiving velban

and vincristine. Rectal pain occurred in subjects receiving

adriamycin. Diarrhea was a problem in subjects receiving

5FU and methotrexate. All subjects received some form of

antiemetic drug before or during chemotherapy administration

to decrease the severity of nausea. The antiemetic drugs
were also changed for each subject if needed due to indi

vidual reactions and preferences.

The next group of side effects frequently expressed

were general feelings of fatigue and weakness. Insomnia



Table 9

Summary of Reported Side Effects Occurring at Home

over Three Time Periods (3-4 Months)

Experienced Number of Subjects
Side Effect Reporting Side Effects Percentage

Gastrointestinal
Nau Sea 38 90. 0%
Vomiting 26 62. 0%
Mouth Sores (stomatitis) l3 3l. 0%
Constipation ll 26.0%
Stomach Pain 7 l7. 0%
Rectal Pain 4 9.5%
Diarrhea 4 9. 5*

General
Fatigue 28 67.0%
Weakness l3 3l. 0%
Insomnia 5 l2.0%
Extreme Nervousness/

Unable to Concentrate 4 9. 5%
Headache 4 9.5%
Depression 3 7.0%

Flu-Like
Temperature l2 29.0%
Muscle Soreness ll 26.0%
Chills 9 2l.0%

Neurological
Numbness (neuralgia) l() 24.0%
Ringing in Ears (tinnitis) 4 9.5%
Jaw Pain 3 7. 0%

Skin

Phlebit is 6 lá.0%
Itching and Rash 5 l2.0%
Alopecia 3 7.0%
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and inability to concentrate occurred more often in the 50

73 age group. He adache and depression occurred more often

in the younger 35-50 age group. Flu-like symptoms including

fever, sore muscles, and chills occurred in lymphoma sub

jects and those receiving bleomycin. Neurological symptoms

including numbness and ringing of the ears occurred in sub

jects receiving velban and cisplatin. Phlebitis occurred in

six subjects (14%) due to the extreme irritation of the

chemotherapy drugs to the veins from such drugs as bleomycin

and adriamycin.

The majority of subjects correctly identified side

effects that were due to the chemotherapy. Individual sub

jects did relate symptoms to chemotherapy that were due to

disease process or other physiological reasons. These symp

toms included watery eyes, ascites, peripheral edema, back

pain, chest congestion, cough, and stress incontinence. One

side effect that occurred to some degree in all subjects was

alopecia, but only three subjects reported hair loss as a

side effect in the self-care behavior diary. Some innova

tive behaviors were used for the alopecia. Women wore vari

ous types of scarves or wigs. Male subjects either wore a

hat or shaved their head completely.

Table lo shows an overview of the most common drugs

taken by the subject for side effects and the average effec

tiveness. Although 2l subjects (50%) took Compazine or
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Effectiveness
of
MeasuresUsedforReliefof

ReportedSideEffects

(n=42)

Average

-

Effectivene
ReasonGiven
N-SS

DrugforTakingº:º:RatingofSelf

JectsCare/Behavior

LomotilDiarrhea
3(
7.0%)4.00

Tetrahydrocanabinol
(THC)Nausea/Vomiting
3(
7.0%)4.00 MarijuanaNausea/Vomiting

4(
9.5%)3.75

lenolFever/Chills
4(
9.5%)

TyGeneralAching
4(
9.5%)::::

NauSea2(
5.0%);:}}

Tooknodrug
----

Useddiet,distractionNausea/Vomiting
ll(26.0%)3.57 Andrelaxation

-

CodeinePain(jawandchest)
3(
7.0%)3.38

BenadrylChills/Itching
4(
9.5%)3.13

taxative/stoo."SoftenerConstipation
l5(36.0%)2.90

ines2.6

phenothia?Torrecan)
7

Tablelo ills/Itchi Nausea/vomiting
21(50.0%)

(compazine
OI

_-T
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Torrecan, it was rated as the least effective in relieving

nausea. Marijuana and THC were rated as the most effective

and were taken by subjects in the l7-35 age group. One sub

ject in the 35-50 age group did use marijuana. The older

subjects did not want to take THC stating they did not like

the visual distortions, hallucinations, vivid dreaming, and

muddled thinking it created. Tylenol was credited with

relieving chills, fever, and aching. Tylenol was also taken

for nausea by two subjects, even though it was not pre

scribed as relieving nausea. It was interesting that

Tylenol received a moderate rating for relief of nausea.

Eleven subjects (26%) did not take any drugs for nausea and

preferred to use diet, relaxation, or distraction, and they

rated these measures as moderately effective.

Table ll identifies the source of suggestions used by

the subject and family for self-care actions. All but five

subjects and families cited more than one source. The sub

ject (55%) was the most frequent source identified, although

behaviors used were not very innovative. Eighteen subjects

and family members (44%) cited the clinic and not an indi

vidual. The clinic group could include doctors, nurses, or

Pharmacists. A family member (44%) was reported as a source

by 18 subjects. Doctors and nurses were cited collectively

and individually. Doctors were used mainly as a source for

information about drugs, while nurses were referred to when
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Table ll

Source of Suggestions for Self-Care Actions

(n = 42)

Source Number Percentage

Self (Chemotherapy Subject) 23 55%

Oncology Clinic l8 4.4%

Family Member l 8 4.4%

Doctors and Nurses l3 31%

DOC tors l2 29%

Nur SeS 5 l2%

Pamphlet Obtained at Clinic 2 5%

they gave information about both drugs and general interven

tions. Only two subjects (58) cited pamphlets and written

drug information sheets as a source, although all were given

this material when they began chemotherapy.

At some point during the three cycles of chemotherapy,

24 subjects (57%) experienced one or more episodes of bone

marrow suppression causing a delay in treatment of l to 2

weeks. Seven of these subjects with low white counts (l7%)

were admitted to the hospital for treatment of a systemic

infection. Two subjects (5%) were admitted to the hospital

for severe stomatitis and five subjects (12%) received blood
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transfusions as outpatients for low red counts during the

study period.

Sample Means Obtained for POMS,
MHLC, F-COPES, and SCB Ratios

Means were obtained on subject and the family member

participating in the study for the independent variables and

Self-Care Behavior ratios. Tables l2 and 13 present the

results for Profile of Mood States (POMS) and Health Locus

of Control (MHLC), respectively.

In scoring the Profile of Mood States, T scores were

used versus raw scores because McNair, Lorr, and Dropleman

(1981) recommend the T score be used for profile analyses
(i.e., subject and family mood states). The T-score is a

way of standardizing means of raw scores by setting a new

mean equal to 50 and the standard deviation equal to lo.

The range of total mood scores was from l76 to 192, which is

much higher in comparison with scores of cancer patient

norms from the non intervention groups of the Omega Project

at Harvard University (Weisman, Worden, & Sobel, 1980) as

shown in Table lz. However, subject subscale scores were

consistently lower in the present study with a greater stan

dard deviation. Family subscale scores were also consis

tently lower with greater standard deviation than the

Weisman et al. (1980) sample except for vigor, which had a

similar range but greater standard deviation.
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Observations of subject and family Profile of Mood

State subscale scores include:

l. Subject Tension scores went up at Time 2 and down

again at Time 3, while the family member Tension scores went

up at Time 2 and stayed up at Time 3. Overall Tension

scores were higher in the family member.

2. Both subject and family member Depression scores

decreased from Time l to Time 3. Again, Depression scores

were higher in the family.

3. Both subject and family member Fatigue scores were

up at Time 2 and down slightly at Time 3. Fatigue scores

were higher in the subject.

4. Vigor scores for the subject went down at Time 2

and back up at Time 3. Family member Vigor scores were

similar at Times l and 2 and went up at Time 3. Family mem

ber Vigor scores were higher than the subject scores.

5. Anger scores for subject and family member stayed

within one point in the three time periods. Standard devia

tion was greater in family scores.

6. Subject Confusion scores went up very slightly dur

ing the three time periods, while family scores went up in

Time 2 and dropped again in Time 3.

In summary, family member Tension, Depression, and

Vigor scores were greater than subject scores, while subject

Fatigue scores were greater than family member scores. In
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general, Anger and Confusion scores were similar between

subject and family member. A consistent trend of mood state

in subject and family member was not observed.

Mean subject and family member scores of the Multiple

Health Locus of Control tool (MHLC) are presented in Table

l3. When compared with data from breast cancer chemotherapy

patients reported by Dodd (1983b), subject Internal scores

are lower and family member scores are higher; Chance scores

are lower for subject and family member than the breast

cancer patients. Powerful Other scores were slightly higher

for subjects and family members in this study as compared

with the breast cancer patients, but scores from both

studies are lower than Powerful Other scores of 23-26

reported by Wallston (1983). There were minimal changes in

scores of all subscales between Time l and Time 3 which was

similar to results Dodd (loS3b) reported. The range of

standard deviation for all Health Locus of Control subscales

were greater in family member scores.

Table la presents the mean scores and reliabilities for

subscales of the F-COPES compared with validity studies of

McCubbin, Larsen, and Olsen (1982). Mean scores in this

study were similar--within a range of one point, as were

standard deviations for both subjects and families. Scores

for all subscales except Spiritual Support were l to 3

Points higher than those obtained by McCubbin, Larson, and
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Comparison of F-COPES Mean Scores and Reliabilities

Table lº

McCubbin, Larsen,
Subject Family and Olson (l.982)
n = 42 n = 40 n = 2572

X 3.2. 67 31. 90 30 - 23
Reframing SD 3.59 4. 24 4. 80

C. . 59 . 65 .8l

X 8. 00 8. 00 8. 55

Passive Appraisal SD 2. 77 2. 27 3.0l
O. • 57 ... lé . 63

X l3.21 l3. 82 ll. 96

Mobilizing Family SD 3.31 3. 30 3. 37
O. .63 . 62 . 70

Seeking Spiritual X l3. 69 l3. 49 l6. 07
Support SD 3. 99 3. 79 3.05

Ol . 86 . 84 . 80

Acquiring Social X 28.8l 29.64 27. 19
Support SD 7. 79 7. 18 6.43

O. . 87 . 84 . 83

Olsen (1982).

study were above .55, except for family member Passive

Appraisal (o = . 14).

subscales, Seeking Spiritual Support, and Acquiring Social

Support are similar to McCubbin et al. (1982).

ties for Mobilizing Family, Reframing, and subject Passive

Appraisal are slightly lower than McCubbin et al.

Reliability for subject and family

Reliabili

(1982).

The alpha reliabilities for subscales in this
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Possible lower reliability coefficients in this study may be

a consequence of the changing clinical situation.

Table 15 presents the mean scores for the self-care

Behavior ratios. Overall, the scores changed to a slight

degree over the three time periods. Subjects averaged 1.35

to 1-46 behaviors per side effect. selected Activity did

increase from . 82 to l. 102, showing that subjects may have

implemented more self-care activity for symptoms that were

not immediately relieved. Total Efficacy and Overall Man

agement scores in this study were within the range of 3,

Table lS

Mean Scores for Dependent Variables

Self-Care Behavior Ratios

Time l Time 2 Time 3 Dodd (1983)
Self-Care Ratios n = 42 n = 42 n = 42 n = 30

Selected Activity X . 82 ... 817 l. 102 . 59
SD . 539 . 596 l. 09.4 . 63

Range 0-2 0-3 0-3 0-2. 3

Total Activity X l. 44 l. 35 l. 46 l. 62
SD . 56 l . 517 . 850 . 94

Range .8-3.5 .5-3 . 7-3.5 .. 3-4

Total Efficac X 3. 20 3.08 3. l.2 3.0l
y SD - 703 . 752 . 506 l. 4l

Range l. 5-5 l. 2-4.5 2-4.5 0-5

Overall Management X 3.42 3. 20 3. 28 2. 65
9 SD . 726 . 683 . 631 l. 46

Range l. 5-5 l. 4-4.5 2-5 0-5
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which denotes moderate effectiveness. Dodd (1983) reported

a lower Overall Management and Selected Activity score, but

higher Total Activity score for breast cancer patients as

compared to this study. Less activity in this study may be

due to severe toxicity of chemotherapy protocols and

advanced stage of disease. Side effects were rated by sub

jects in this study as being more severe.

Analysis of Changes between Time Periods

To determine changes in health locus of control over

the 12 to le weeks, a paired tº test was conducted on the

three subscales of the Health Locus of Control that were

measured at Times l and 3. A significant change in mean

scores was not found with the three Health Locus of Control

subscales, Internal, Chance, or Powerful Other scores over

time (Table 13 presents means and standard deviations on

these measures).

A repeated measures analysis of variance was performed

on subject and family mean scores measured at each of the

three time periods: Total Mood Disturbance, Tension,

Depression, Fatigue, Vigor, and the Self-Care Behavior

ratios of Total Activity and Overall Management for subject

and family. No significant change was demonstrated over

time in subject or family mean scores for the Profile of

Mood States (Table 12 presents means and standard deviations
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on these measures). Self-Care Behavior Overall Management

showed a decreasing trend between Time l and Time 2, but

this decrease did not continue between Times 2 and 3.

Preliminary Correlations

Correlations between
Independent Variables

Correlations were computed among mood state, locus of

control, and family coping using the Pearson r to determine

the degree of intercorrelation and interaction between the

independent variables.

If a high degree of positive correlation exists, there

will be an overlap of concepts which may reflect some redun

dancy of the independent variables with respect to the

dependent variables (Cohen & Cohen, l975). Since many psy

chological concepts are inter related, mood state may have

included information about self-care behaviors that were

also being supplied by locus of control and family coping.
With the large number of correlations being studied, some

may also be significant by chance.

Significant relationships between mood state, control,

and family coping for subject and family included:

l. Subject Total Mood Disturbance (TMD) with Inter

nality (IHLC) :

Time l: := -0. 394, P E. .0lI.

Time 3: r = -0.320, p = .039E.
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2. Subject Total Mood Disturbance (TMD) with F-COPES

subscales at time 2:

. 007Spiritual Support: E. -0.4ll, p

. 0.49Social Support: r = -0.306, p.

Reframing: r = -0.469, p = .002

3. Subject Internality (IHLC) with Reframing (F-COPES) :

Time 3: r = 0.338, p = .028

Subject Powerful Others (PHLC) with Reframing (F-COPES):

Time 3: r = 0.449, p = .05

4. Family Internality (IHLC) with Reframing (F-COPES) :

Time l; r = 0.484, p = .002

Time 3: r = 0.449, p = .004

Family Powerful Others (PHLC) with Passive Appraisal

(F-COPES) :

Time 2: r = 0.456, p = .004

In summary, it was found that a higher subject total

mood disturbance resulted in significant negative correla

tions with Internal Health Locus of Control (IHLC) and three

of the F-COPES subscales--Spiritual Support, Social support,

and Reframing. This reflects that when higher distress

occurred there were decreased feelings of internal control,

spiritual and social support, plus a decreased ability to

engage in problem solving.

Subject Internal Health Locus of Control scales and

Powerful Others were positively correlated with the F-COPES
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scale, Reframing. Although the concepts of control and

family coping were measured at different time periods, the

correlations reflect that increased problem solving occurred

both with higher feelings of internality and being con

trolled by powerful others.

Family mood scores did not correlate with control or

family coping. There were positive family member Internal

Locus of Control correlations with Reframing in two time

periods, also reflective of positive problem solving with an

internal focus. Family Powerful Other Locus of Control was

positively correlated with Passive Appraisal, possibly

reflective of feelings that family members accepted the idea

that others (doctors and nurses) had more control at that

time. The relationship among the independent variables were

consistent with presentation of concepts in the conceptual

framework. Little overlap of concepts was detected.

Correlation between
Dependent Variables

Correlations were computed among the Self-Care Behavior

ratios using the Pearson r to determine which of the ratios

would be used in further analysis. Time to time correla

tions for the Self-Care Behavior ratios were not significant

between time periods. Within time periods, the Self-Care

Behavior ratios were correlated with each other and are pre

sented in Table l6. Selected Activity shows a positive
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correlation with Total Activity and Overall Management at

Time 3 only. Selected Activity is negatively correlated

with Total Efficacy which reflects that with use of more

behaviors rated at 3 or below for effectiveness, the Effi

cacy is lower. Total Activity is not correlated with Effi

cacy and is correlated with Management at Time 3 only.

Because of the intercorrelation of the activity ratios and

efficacy with management, it was decided to use two of the

Self-Care Behavior ratios in future analysis: (a) Total

Activity and (b) Overall Self-Care Management. This was

done to look at the concepts of activity and efficacy which

these two ratios reflect.

Table 16

Range of Significant Self-Care Behavior Ratios

Selected Total Total Overall
Activity Activity Efficacy Management

Selected
Activity r . 35* +. 64 * * - . 37*---. 51 & # . 08-- - 3 l?

Total

Activity r .20+. l6 . 02+. 55* *

Total

Efficacy r . 72* *-*. 88 k +

Highest and lowest correlations reported over three time

periods. p" <.05; p" <. Ol
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Correlations between Mood State,
Control, and Family Coping and
Self-Care Ratios

Correlations were computed between the independent

variables, mood state, control, and family coping with two

Self-Care Behavior ratios, Overall Management and Total

Activity. During this part of analysis, a decision was made

to use the Profile of Mood State subscales: (a) Tension,

(b) Depression, (c) Fatigue, and (d) Vigor. Total Mood Dis

turbance was used in the preliminary analysis only. Anger

and Confusion were not used because they were similar over

the three time periods and were not an expressed concern
clinically for subject or family member. Selected Mood

State scales of interest were Tension and Fatigue, since

subjects and family expressed these states clinically.

These subscale mean scores did vary to a greater degree

between time periods and also between subject and family

member. All subscales of the Health Locus of Control tool

and F-COPES were used in the analysis.

The majority of significant correlations were between

Total Mood State and Overall Management. Table l7 presents

all the subscales of mood, control, and family coping that

were significant with Self-Care Behavior Management. Sub

ject Total Mood Disturbance scores were negatively corre

lated with Management, reflecting that with greater distress

there was a lesser Overall Management score. Key subject
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Significant Correlations among Total Mood Disturbance,

Table l7

Locus of Control, Family Coping (Independent Variables),

Severity of Side Effects and Self-Care Behavior

Management (Dependent Variable)

Time l Time 2 Time 3
Subject Family Subject Family Subject Family
n = 42 n = 40 n = 42 n = 40 n = 42 = 40

Profile of Mood States (POMS)
TMD r −. 468

- - . 378
- - -

P . 002 .0l 4 - - -

TFOMSTSUEscales
Depression r -. 360

-
- . 373

- -

P . 0l.9
-

. 015
- -

Tension E
- - - - - -

P
- - - - - -

Fatigue r – .345
- - .348 - - -

P . 025 - . 024
- - -

P . 001 - . 002 - - -

MHLC

CHLC r −. 337
- - -

P . 0.29
- - -

F-COPES

Social r .40l . 366
Support p . 008 . 022

Severity r -.459
- - .388 - - . 405 -

P . 002 -
.0ll

- . 008 -

The symbol - denotes the relationship is nonsignifi

cant. If no symbol is present, the variable was not mea

sured in that time period.
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mood subscales negatively correlated with Management were

Depression and Fatigue. Vigor, which was positively corre

lated with Management, appeared to be the greater indicator

of Self-Care Behavior Management in subjects. Severity of

side effects was also included in Table l7 because it was

strongly and negatively correlated with Management in all

three time periods. The greater the severity of the side

effects, the lower the Management score.

Independent variables of mood, control, and family

coping were also correlated with the self-care ratio Total

Activity. Several significant correlations were found.

Total Mood Disturbance was correlated with subject Total

Activity at Time l (r. = -.30; p = .05) which means that as

mood distrubance scores increased, activity decreased. At

Time 2 the family F-COPES score on the subscale, Passive

Appraisal, was correlated with Total Activity, r = .33,

p = .03, which could mean that family members who accepted

Problems or side effects reported more activity.

From this part of the analysis it became apparent that

the family member showed very few significant correlations
with the Self-Care Behavior ratios. The lack of correlation

corresponded with clinical assessment that will be reported

with research questions 8-12.
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Correlation of Demographic
Variables with Independent
and Dependent Variables

After the preceding correlations were completed, demo

graphic variables (a) age, (b) sex, (c) length of illness,

(d) marital status, (e) education, (f) stage of disease, and

(g) significant family member were correlated with all sub

ject and family independent and dependent variables. This

analytic step was taken to determine if any demographic

variable needed to be considered as a covariate or accounted

for in the regression analysis. As the correlation of demo

graphic variables with the self-care ratios was the critical

issue for the regression analysis, a one-way analysis of

variance between groups within each of the above demographic
variables was conducted. At Time l it was found that sub

ject age was significant for Total Activity (SCBTACT),

F = 4.186, p = .025. The younger 17–35 year age group

reported more Total Self-Care Activity. The sex of the sub

ject at Time l was also significant for Total Activity,

E = 4.552, p = .039. Women reported more Total Self-care

Activity than men. At Time 3 it was found the length of

illness was significant for Total Self-Care Activity,

F = 6. 132, p = .0048. People who had the diagnosis of

Cancer over a year reported more Total Activity. Also at

Time 3 length of illness was significant for Overall Self
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Care Management, F = 3.736, p = .0328. The group diagnosed

for over a year also reported more effective management.

Multiple Regression and Testing of Hypotheses

Two sets of regression analyses were run using the

Self-Care Behavior ratios of Total Activity and Overall Man

agement as dependent variables. All of the regressions were

done with a hierarchial and stepwise approach. Each time

period was tested separately for each self-care ratio

because measurements taken at each time period were not

unique for that time period.

l. In the first set of regression analyses, the demo

graphic variables of sex, age, and length of illness were

entered in the first set. The subject variables were

entered in the second set, and the family variables were

entered in the third set. The three sets of variables were

analyzed in stepwise fashion within each set. This regres

sion was done mainly to rule out any significant family

variables. The only family variable that approached sig

nificance was Vigor which was related to Total Activity at

Time l (E = 2.775, p = .05). From this result and the
results of the preliminary analyses, it was decided to drop

the family variables from further regression analyses.

2. A second set of regression analyses were run by

first entering the same demographic variables to adjust for
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age, sex, length of illness, and severity of side effects.

These covariables were a major factor in this study. Sever

ity of side effects was strongly related with Overall Man

agement in all three time periods. Age was related to Total

Activity at Time l, and after adjusting for sever ity of side

effects at Time 3 length of illness was also related sig

nificantly with Overall Management. After adjustment for

the covariables, only two independent variables were sig

nificant predictors of Self-Care Behavior. Vigor was sig

nificantly related to Overall Management at Time l and

approached significance at Time 2. Depression was signifi

cantly related to Total Activity at Time l and approached

significance with Overall Management at Time l. Table l8

presents the F values for the above relationships.

None of the Health Locus of Control (MHLC) and Family

Crisis Oriented Personal Scales (F-COPES) were significant

predictors in the regression analyses. Although the F-COPES

scale, Acquiring Social Support, was significant in the pre

liminary analyses, it was no longer significant after

adjusting for severity of side effects and Vigor.

Hypothesis l; Problem Solving and Self-Care

The first hypothesis stated that patients and families

with higher problem-solving ability will have higher self
-

care behavior scores. This hypothesis was not supported in
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RegressionAnalysis
ofSubject

Table18 IndependentVariablesandSelf-CareRatios

IndependentVariables

DependentVariables Time
I

Management

Activity

Age Severity Sex LengthofIllness POMS Vigor Depression Fatigue Tension MHLC Internality Chance PowerfulOthers F-COPES AcquiringsocialSupport Reframing PassiveAppraisal MobilizingFamily SeekingSpiritualsupport

F Tl,33 F-
ºl,32*1,31T

F Tl,33

8.375;
p=
.006

-

5
-

9
3
8
;

P

-

.02
-
0.58

-

3
-

8
7
3
;

P

-

F

7.885;
p 7.102;p

-
008

.
012

Thesymbol
-

denotesthe
relationship
is

nonsignificant.
Present,thevariablewasnotmeasured
inthattimeperiod.

Ifnosymbolis
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Tablel8
(continued)

DependentVariables TimeT2
--

IndependentVariablesManagementActivity Age li0.18-

-F=6.131;
=•-Severity ~l,33P -

Sex
-

LengthofIllness
--

POMS 3.594067

F-: e;-e-

Vigor
-

-1,32P -

Depression
- -

Fatigue
-

Tension
--

MHLC Internality Chance PowerfulOthers F-COPES AcquiringSocialSupport
--

Reframing
--

PassiveAppraisal
--

MobilizingFamily
--

SeekingSpiritualsupport
--

Thesymbol
-

denotesthe
relationship
is

nonsignificant.
Ifnosymbolis Present,thevariablewasnotmeasured

inthattimeperiod.
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Tablel8
(continued)

DependentVariables Time
3

IndependentVariables
-

ManagementActivity Age Severity

F7.701;
=.009-Tl,33P

Sex LengthofIllness

F4.756;p=.-~l,32e-.036

POMS Vigor
-

Depression
-

-

Fatigue
-

Tension
-

MHLC Internality
-

Chance
-

PowerfulOthers
-

F-COPES AcquiringSocialSupportReframing PassiveAppraisalMobilizingFamily SeekingSpiritualSupport Thesymbol
-

denotesthe
relationship
is

nonsignificant.
Ifnosymbolispresent,thevariablewasnotmeasured

inthattimeperiod.
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this study. There were no significant relationships between

the F-COPES scales of Reframing and Passive Appraisal and

the Self-Care Behavior ratios. In the preliminary analysis,

the Family Passive Appraisal score was correlated with Total

Activity (r. = .334, p = .031), but this finding was not

supported in the regression analysis.

Hypothesis 2: Social Support and Self-Care

The second hypothesis stated that patients and families

who more frequently use religious, extended family, and com

munity resources will have higher Self-Care Behavior scores.

This hypothesis was not supported in this study. In the

preliminary analysis, there were no significant relation

ships between the F-COPES scales of Mobilizing Family and

Seeking Spiritual Support. Acquiring Social Support was

correlated with overall Management for subject (r. * - 401,

p = .008) and family (r. = .366, p = .022). In the regression

analysis for subjects, Acquiring Social Support did not

quite approach a significant relationship with Overall Man

agement (£1,31 = 2.25, p = . 14) after adjustment for sever
ity of side effects and vigor. Vigor was entered into the

regression analysis prior to Acquiring Social Support

Thus, it appears Acquiring social support shares some of its

predictive ability with Vigor.
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Hypothesis 3: Mood State and Self-Care

The third hypothesis stated that subjects and families

who have a more positive mood state will have higher Self

Care Behavior scores. This hypothesis was partially sup

ported in this study. There were significant subject rela

tionships between Vigor and Overall Management at Time l

(£1,32 = 5.938, p = .02) and Time 2 (£1,32 = 3.594, p = .06).
At Time 3 the relationship was nonsignificant. Subject

Depression was related to Over all Management at Time l

(£1,33
E. 3. 873, P .058), and with Total Activity at Time l

(£1,32 = 7. 102, p = .012). With increased Depression,
Activity and Management were decreased.

Hypothesis 4: Internality and Self-Care

The fourth hypothesis stated that patients and families

with high internality will have higher self-care behavior

scores. This hypothesis was not supported. There were no

significant relationships between Internal Health Locus of

Control and Self-Care Behavior Management or Total Activity

in either the preliminary or regression analyses.

Hypothesis 5: External Behavior
and Self-Care

The fifth hypothesis stated that there will be an

increased score of Chance Health Locus of Control and being

controlled by Powerful Others in patients and families who
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have lower Self-Care Behavior scores. This hypothesis was

not supported. There was a preliminary negative correlation

between subject scores for Chance (CHLC) and Overall Manage

ment (r. = -0.337, p = .029), but this finding was not sup

ported in the regression analysis. Vigor, Depression, and

Fatigue entered the regression analysis in stepwise fashion

before the Health Locus of Control scales. Chance Locus of

Control was the last variable to be entered into the

analysis.

Hypothesis 6: Sever ity of Side
Effects and Self-Care

The sixth hypothesis stated that an increase in sever

ity of chemotherapy side effects will be associated with an

increase in Self-Care Behavior scores. This hypothesis was

not supported. In fact, the opposite was found to be true.

With an increase in severity of side effects, there was a

decrease in Self-Care Management scores, which was strongly

significant at all time periods:

Time 1: F = 8.375, p = .006

Time 2: F. -= 6. 131, p = .018

Time 3 = F = 7.701, p = .009.

Severity of side effects was entered into the regression

analysis as a covariate.
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Subquestion Analysis

Subquestions 8-12 were answered by subject and family

who were interviewed during the last several clinic visits.

A summary of responses is presented. Questions were asked

informally while subjects were waiting to be examined or

before treatment. Family members were present with the sub

ject during interviews.

Question 8: Perception of the Most Severe Side Effects of
Chemotherapy

Subjects answered the question about which side effect
bothered them the most by talking about the symptom itself.

The family member responded in a broader fashion by relating

some of the effects the symptoms had upon the family and

Concerns that arose.

Twenty-eight subjects stated nausea and vomiting were

the most distressing side effects to them. The vomiting

caused stomach pain in two of these subjects and triggered a

migraine headache in another. Two others in this group

stated nothing helped the vomiting and it seemed to get

worse as the treatments progressed. Seven subjects stated

that both nausea and fatigue were distressing for them and

they could not distinguish which was worse. They were so

fatigued at times they felt "immobilized." Two other
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subjects combined the nausea with mouth sores, stating they

could not eat or take any fluids by mouth.

Seven subjects stated that extreme fatigue alone was

the worst symptom they experienced. Two of these subjects

related depression to being fatigued. Two subjects

expressed that constipation and resulting stomach cramps

were the most unacceptable side effect, and another young

male subject stated the aching flu-like feeling was the

worst symptom for him.

Five subjects stated the side effects did not bother

them that much. One man even stated the Prednisone gave him

extra energy which he took advantage of by doing extra work

at his business. Humor was also used by at least five sub

jects and seemed to relieve some family tension. One sub

ject remarked after finishing his chemotherapy that "Cis

platin is a much better diet plan than the Cambridge diet."

Another subject had others in the waiting room laughing over

not being able to look at a car rot, since her husband tried

to fill her up with carrot juice.

Family members agreed with the distressful side effects

described by the subject and expressed how they felt about

them. Thirteen family members stated they frequently felt

frustrated and uncertain about how to help alleviate the

side effects. An example mentioned by three spouses was

cooking meals and then not being able to get the subject to
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eat anything. Five other family members expressed frustra
tion because they could not get the subject to drink neces

sary fluids, especially when nauseated.

Thirteen family members indicated they felt anxious and

tense when the side effects were severe, especially if the

symptoms lasted longer than a week. These people stated

they were "tired" and "worn out." Three families sent for

other close relatives to help during these periods.

Six family members stated they "could not discuss the

cancer or treatment; it made them feel too bad." They tried

to talk about everything but cancer at home and even in the

clinic. Three of these family members did complete the

study and fill out the forms. Two others did not.

Three of the family members were very supportive of the

subject, but left the clinic while the chemotherapy was

being administered, stating "watching made them feel nau

Seated also."

Four family members were concerned about the subject

being extremely irritable at home and felt the family had to

accept unstable behavior without fighting back or telling

the subject to stop. Another concern mentioned by several

family members was having the subject "under foot" all the

time since patients could not work or were on disability for

the duration of the treatment.
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Five family members stated they felt the subject was

doing well and had minimal concerns. They were optimistic

about the treatments and felt the side effects were

manageable.

Question 9: Changes in Home, Work, and Recreation Activity
during Chemotherapy Treatment

All subjects and family members expressed some degree

of disruption in their lives due to chemotherapy treatment.

Four families thought the disruption was mild, and the rest

responded with stronger feelings. Reactions included:

l. All family members stated the wait in the clinic

was extensive, and they had to allow 4 to 8 hours for the

entire process. Thus, clinic appointments often took up the

whole day.

2. Subjects on one cisplatin protocol had to come to

clinic 3 days in a row every three weeks to receive their

chemotherapy drugs, and this was especially difficult if
-

distance was involved. Seven families had to travel lo■ )

miles or more to the clinic and had to make arrangements to

stay overnight. If a subject was experiencing nausea, this

was difficult to deal with in a motel or someone else's home.

3. Five family members made weekly trips to the clinic

and were there for the entire day. One subject and his wife
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stated: "Our whole life is looking forward and backward to

Wednesday, " (chemotherapy administration day).

4. More than half of the subjects commented that they

felt they kept the family members away from their own needs

and activities due to waiting and traveling. If the family

member had to take time off from work to bring the subject

to treatment, the concern was even higher.

5. Five family members expressed a concern about not

being able to enjoy any recreation activity. Even when the

subject felt better, there were only a few days left before

receiving another treatment and the whole cycle started

over . Three families did take short trips between clinic

visits and cycles of chemotherapy.

6. Three of the family members had school-age children

and found it was a challenge to juggle schedules, clinic

appointments, and the needs of the children. One wife was

pregnant during most of her husband's treatment. She stayed

with him during treatment even though she looked uncomfort

able due to advanced pregnancy. She even brought the newly

delivered baby with her so she could be with her husband and

drive him home. Several other family members also had to

bring young children to clinic. The children were often

restless, which made the experience more stressful for these

families.
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7. As noted previously, 30 subjects were unable to

work and l2 continued to work to some degree. Even for

those few working full time at least 3 or 4 days had to be

set aside when side effects were severe. Ten of the family

members expressed that they would like to work because of

medical expenses and loss of family income, but felt they

could not because they were needed at home to help the

subject. Two of the older male subjects had part-time jobs

they could go to whenever they felt up to it.

8. Of those who were unable to work, five subjects

stated they tried to keep busy with hobbies when they were

able. For those subjects who were fatigued, even reading

was difficult because they could not concentrate. Writing a

letter was an ordeal for those subjects who had numbness in

their extremities. Their writing skills deteriorated and

this was also demonstrated when they filled out the self

care log.

Question 10: Change in Family Role During Chemotherapy
Treatment

All of the subjects and some of the family members

experienced a change in family roles during the three cycles

of chemotherapy.
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Subjects experienced some degree of dependence because

they needed help with driving when going to and from treat

ment. Inability to drive was due to being sedated with

antiemetic drugs, nausea, or other experienced side effects.

Thirty-two of the subjects had been active in a job or

school before their treatment, and 10 were retired or semi

retired. During treatment only l2 were able to work at all

as previously mentioned. Five spouses either took over the

business for their husband /wife, or assumed greater respon

sibility in helping to keep things going. One subject's

husband helped her sell her well established art supply

business. Both the subject and husband expressed the loss

of the business as a major loss in their lives. Most family
members took over the responsibility of paying bills and

handling insurance.

When coming into clinic, 6 of the 42 subjects seemed to

turn over all control to the family by letting the family

member do the talking. The subjects were very quiet and

seemed to prefer that someone else do the talking and nego

tiate for them. Just the opposite was seen in seven of the

subjects who seemed to act as a buffer for their family by

keeping them calm and explaining treatment, bloodwork, etc.

to them. One subject had a wife who also had breast cancer

and he tried to protect her from his problem.
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At home, seven of the subjects turned over the entire

responsibility of their family role to a family member. For

example, one husband worked, took care of the house, and

cared for school-age children because his wife was unable to

do so due to progression of her cancer and severity of side

effects. Four female subjects mentioned that they were able

to do some things around the house, but turned other activi

ties over to the family (i.e., cooking and food shopping).

In general, family assumed roles during this experience that

were new and or different than those pretreatment. The sub

ject had changing roles because dependence during treatment

and then regaining some degree of independence between

treatments. It was a constant fluctuating situation.

Question ll: Financial Problems During Treatment

The range of financial situations was great for this

group of families. The average cost for chemotherapy treat

ment, including clinic visits, etc. was from $500 to $1,500

Per month. With complications and hospital admission, the

costs soared. There were no families who did not have some

source of insurance or assistance in paying medical

expenses. Financial information on the 42 families was as

follows:
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l. Eight families had full insurance coverage plus a

comfortable income.

2. Ten families had full insurance coverage through a

working family member. Two had 80% coverage and used sav

ings to pay the rest of the bill. One family estimated they

would pay $2,000 over the year from their savings for just

clinic visits not to mention surgery and hospitalization.

3. Ten families had insurance coverage plus chemother

apy protocol funds that paid the amount not covered by

insurance. The funded protocols were part of research

grants and helped pay patient expenses.

4. Three families were covered by insurance and

Medicare.

5. Two families were receiving MediCal due to low

income and were receiving food stamps as well.

6. Three subjects were receiving medical disability

and were on protocol. Three others had disability and

MediCal without protocol payment.

7. Only one subject was on federal disability with

Veteran's benefits. Another male subject was covered by

Champus, which is a health plan for military personnel not

stationed near a military base.

Families were helped with their insurance forms by the

clinic staff and social workers. The billing was compli

cated and at least 12 of the families were upset and
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confused by the process. The subjects and families collect

ing disability had to fill out forms documenting their ill

ness and treatment, which was also a source of stress

because if deadlines weren't met, funds were terminated.

Subjects on disability were advised not to consider working

while getting treatment even if they felt able, because it

would jeopardize the disability payments.

Question 12: Family Participation in Support Groups

Support groups, such as "I Can Cope" for cancer

patients and their families, have become prominent in the

Bay Area and elsewhere. Numerous groups are offered through

hospitals, American Cancer Society, and hospices every year

(Blumberg, Flaherty, Lewis, 1980). In regard to the fami

lies in this study, the following was documented:

Twenty-nine families did not participate in any formal

support group aside from talking to clinic/hospital staff

and nurses. Many of these families did have interaction

with other families within the clinic and kept in touch with

one another. The testicular cancer subjects were all

admitted to the hospital for treatment on the same day.

Both these subjects and their families formed their own

informal support group while in the clinic. Families spent
time together in the hospital waiting room while the
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subjects received their chemotherapy. Four families

expressed that most of their support came from the church

which helped with transportation and even housing when com

ing to clinics from a distance.

Seven subjects attended stress reduction and relaxation

sessions given by the oncology social worker in the clinic.

These subjects, in particular, were having trouble with

anticipatory vomiting and were identified by doctors,

nurses, or social workers as having a high level of anxiety

before chemotherapy. One of these subjects also submitted

to hypnosis, which was done in a session a day or two before

treatment. His comment during the next chemotherapy treat

ment was: "I'm trying so hard to relax, I'm exhausted."

Six family members were approached and encouraged to

participate in a Red Cross Home Care Program. This was a

mini course given on a weekend by a nurse and social worker

which was also designed to be a support mechanism. Family

members were identified by the clinic nurse and social

worker when it was assessed that support and education

related to home care were needed. Only two of these people

actually did go to the course.

Interview Summary

The chemotherapy side effects that caused the most dis

tress to subjects were nausea and fatigue. Family concerns
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were related to anxiety about how to help the subject

relieve the side effect and frustration related to feeling

what they did was not always helpful. One of the main prob

lem areas was getting the subject to eat when they were

anor exic. Family stress during the chemotherapy treatment

period included travel to and from clinic and lodging if

coming from a distance. The long wait in the clinic was a

concern to many families. Because of the frequent trips and

long wait, subjects felt family were being kept from meeting

their own needs. Subjects generally did not work during

treatment or had an erratic work schedule which caused

financial problems primarily in the younger group of cancer

patients and their family. Insurance and disability cover

age were a stress either due to complicated billing forms,

canceling of benefits, or delays in payment. Family roles

changed as the degree of dependency from treatment and side

effects changed. Subjects turned over partial or total

responsibility of their role to the family during treatment,

and as they felt better, resumed more independence. As a

result, a constant fluctuating uncertain situation occurred

that seemed to have a wearing effect as treatment cycles

Progressed. Subjects and families did not participate in

formal support groups, but sought informal support through

church, relaxation sessions, or visiting while in the

hospital.
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Results Summary

The mean number of side effects per time period ranged

from 2.76 to 3. 14 with severity ranges of 3.72 to 3.83 on a

l to 5 point scale. Gastrointestinal symptoms were the

major side effects reported with nausea occurring in all but

four subjects. Actual vomiting at home between treatments

occurred in two-thirds of the subjects. THC and marijuana

were rated as the most effective in relieving nausea, while

Compazine and Torrecan were the least effective. Alterna

tive measures such as relaxation and distraction were rated

as moderately effective. The major source quoted for self

care actions was the subject (self), and the pamphlets

obtained in the clinic were the least used.

Mood state indicating distress was elevated in both

subject and family member as compared with the normal popu

lation. Tension, Depression, and Vigor were higher in the

family member, and Fatigue was higher in the subject.

Health Locus of Control scores were within the ranges of

chronically ill patients, but not as high as quoted for the

cancer population (Wallston, l983). F-COPES subscales, how

ever, were higher than found in the normal population. Fam

ily member variables (mood, control) were not correlated

with Self-Care Behavior ratios. Only family member Acquir

ing Social Support was significantly correlated with self

Care Management. Subject Total Mood Disturbance scores,
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Chance Locus of Control, and Social Support were correlated

with Self-Care Management in the preliminary analysis.

Self-Care Behavior ratios indicate that subjects may

have implemented more selected self-care activity for symp

toms that were not immediately relieved. There was a slight

decrease in Overall Total Efficacy and Management from

Time l to Time 3, although not significant. Severity of

side effects was a key factor and showed that with increased

severity, Self-Care Management decreased.

A repeated measures analysis of variance indicated

there was no significant change in mood state over the three

time periods. Although the Self-Care Behavior ratios did

indicate slight trends in Management and Activity, they were

not different enough to be significant between time periods.

A paired t-test also indicated no change in locus of control

from Time l to Time 3. Since family member correlations

were not significant, the multiple regression used for

analysis was done with subject variables only. The regres

sion analysis verified that increased Vigor was related to

better Management, and more Depression indicated less Total

Activity. The results indicate that the subjects who

reported severe side effects, increased Depression, and low

Vigor were less effective in Self-Care Management and imple

mented less Total Activity. This group of subjects was high

risk for serious complications resulting from chemotherapy.
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DISCUSSION

Meaning of Findings

Findings in this study, which are summarized in the

preceding chapter, verify distress and disruption in the

family as well as the cancer chemotherapy patient. The fam

ily scores related to mood, control and coping did not cor

relate with the subject's self-care behaviors. These scores

were elevated, however, and within the range for the cancer

population rather than the normative population. The

ambivalent findings suggest that there is family involvement

with the cancer patient, but the relationship with the sub

ject self-care behavior is not strong. Although the major

ity of the families did participate in the care of the side

effects, the subject cited himself as the primary source of

self-care behaviors and the family to a lesser degree.

Reasons for lack of family member correlation with

self-care are speculative. Are the experienced side effects

and related self-care behaviors more of an individual pro

cess and one that a person does not share openly with

others? Or, perhaps if the family members felt frustrated

and helpless in trying to help the subject manage side

effects, they may have distanced themselves over time to

l20
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insulate themselves against these feelings. It may have

been difficult to watch a loved one suffer and feel helpless

to do anything about it. Family members may also have

inherited so many responsibilities during the chemotherapy

period that they were unable to concentrate on helping with

the side effects.

Chemotherapy subjects basically waited until confronted

with a symptom to do something about it. A few preventive

behaviors may have been used for nausea, such as drugs, but

few preventive measures were used for other symptoms. Sub

jects had little understanding of the consequences of wait

ing until the symptom appeared and often waited until it was

severe before phoning the clinic for assistance. As a

result, some life-threatening complications, such as sepsis,

occurred. It appeared the family had less understanding of

symptoms and what to do for them than the subject.

The findings in this study corroborate the theories of

Lazarus (1966) and Weisman (1979) presented in the Concep

tual Framework. Basically, subjects and families acted on

their appraisal and ability to deal with chemotherapy.

Examples of Weisman's (1979) coping strategies were evident

in this study (i.e., rational inquiry, suppression, mutual

ity, cooperative compliance, etc.). Weisman's (1979) areas

of concern, related to roles, family relationships, work,

and financial problems, were used as a guide for the
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interview questions. Psychological staging defined by

Weisman (1979) provided awareness of how to approach a sub

ject and family member facing chemotherapy after initial

diagnosis versus recurrence of disease.

Self-Care

The action-oriented, problem-solving self-care theories

of Levin and Orem were useful and pragmatic in evaluating

self-care behaviors in this study. Orem (1980) states that

an individual is the principal agent in guiding and direct

ing their own health care needs. Self-care agency is the

ability to perform these behaviors, and when a self-care

deficit occurs, others using nursing agency (nurses and fam

ily) assist in care and support. Subjects in this study did

identify themselves as the principal agent in implementing

their self-care for chemotherapy side effects. The self

care agency depended on their individual way of problem

solving, and assistance was frequently needed as complica

tions occurred. This study identifies some of the problem

areas within nursing agency in that the nurse could not

always determine the subject needs when at home. The family

member may have lacked the ability to fully support the sub

ject due to his/her own stress which was demonstrated by
high Tension and Depression scores.
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A predictable pattern of self-care behavior was not

shown in this study as subjects and family members reacted

to chemotherapy side effects. Behaviors, as well as clin

ical situations, were not predictable from one time period

to the next, and thus a linear trend was not evident.

Change often occurred in treatment when the disease process

was evaluated and/or complications arose. Empirical evi

dence for the concept of "pile-up" previously described in

the framework (McCubbin, et al., 1981) was apparent. First,

there was the diagnosis and stigma of cancer to deal with.

Added to this were the problems of advanced disease and

toxic treatment causing inability to work, interrupted

schooling or career, change in family role, financial prob

lems, and the uncertainty of whether the treatment would

even be effective. Unpredictability of complications and

Pile-up also accounted for the l8 families who were unable

to complete the study.

In comparing the use of the Self-Care Behavior tool

designed by Dodd (1981), a lower number of side effects were

reported by the subjects in this study than in Dodd's

studies (l'982, 1983a) and the breast cancer study (1983b) .

In reality, there may have been more experienced side

effects in this study, but the subjects either did not

record them, or were preoccupied with the most severe symp

toms. In the breast study (Dodd, l083b) , subjects also
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reported more total activity with the increased number of

side effects, but less selected activity. In this study, as

selected activity (lower range of 0-3 efficacy) increased,

the overall management and total efficacy scores decreased

to a slight degree. Although total activity was higher in

the breast study (Dodd, l083b), it was also high in this

study in some subjects as reflected by the greater standard

deviation. Severity of side effects was greater in this

study than in either of Dodd's studies (lg82, 1983a, l983b) ,

and as severity increased, effective management and activity

decreased. The potential of severe toxicity from the chemo

therapy protocols received by subjects in this study may be

a factor in the trend of greater severity and lower activ

ity. The word "immobilized" was used by both subject and

family, which may mean subjects were unable to implement

activity.

Self-Care Total Activity and Overall Management may

follow a curvilinear trend. With an increased number of

side effects, Activity may have increased (Dodd, l983b).

When the severity of side effects was great, there may have

been a certain point, as in this study, where a leveling-off

effect occurred and then a reverse trend with decreased

Activity and Management resulted.

Other similarities between this study and Dodd's

studies (1982, 1983a, 1983b) included the reporting of



l25

nausea as the most frequent side effect. Little creativity
was shown by subjects in this study, or in Dodd's (1982,

l983a, l083b), in relation to self-care behaviors used for

side effects. Self-care behaviors in this study were heav

ily drug dependent. Antinausea drugs and pain medications

were the primary actions taken, and in some cases were the

only actions taken. Little attempt was made by some sub

jects to adjust diet or use relaxation, even though informed

about both.

Self-care activity in this study tended to be greater

in the younger age group (l7-35 years), perhaps because

these persons had more vigor and less fatigue. Sex was also

significantly related to activity. Women implemented more

self-care behaviors per side effect. Although women took

some drugs for nausea, they also tended to use other behav

iors unlike the men who mainly used drugs. No previous

studies in cancer patients are known which describe differ

ences in self-care between men and women.

Overall management, however, was significantly affected

by the length of illness. Self-care management was higher

in the groups that had received the diagnosis of cancer

within l to 6 months or over 1 year. The in-between group,

6 months to l year, had lower management scores. Some of

the subjects diagnosed within l to 6 months had a "honey

moon" period when the treatment was effective in decreasing
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the disease process, so they felt better even though experi

encing chemotherapy side effects. Some of the lymphoma and

Hodgkins subjects (diagnosed from 6 months to l year) were

on protocols including lo or more cycles of chemotherapy

with treatment every 21 to 28 days. The per sistence of side

effects became harder to deal with knowing that there were

many more treatments to endure. Questions arose as to

whether it was worth it to go on. If the subject had the

diagnosis over a year, it appeared they had made some form

of adjustment and had significantly higher Self-Care Manage

ment SCO res.

When filling out the self-care behavior log, subjects

and the family members were given instructions to record

each side effect by itself and follow through with severity,

distress, self-care actions, effectiveness, and source of

actions. Subjects had a tendency to mark severity and dis

tress the same, and to repeat side effects, recording them

on a daily basis as they would a diary. With the repetition

of side effects, scoring the tool was more difficult because

an average score of severity, distress, and effectiveness

had to be determined. In this study, because of the simi

larity of recording severity and distress, the two scores

were combined and designated as severity of side effects.

In future studies, perhaps both the log format or diary

approach should be evaluated for clarity of information. A
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log format would give more clear and concise data. Con

versely, even if more difficult to score, the diary approach

shows whether the subject continued the behavior until maxi

mum effectiveness was reached or whether the behavior was

not effective no matter how long it was used. If the diary

approach is used, the format would need some modification.

Mood State

Although a trend was not established, mood state was

confirmed in two time periods as a major factor related to

Self-Care Management and Total Activity. The repeated mea

sures analysis of variance did not demonstrate a significant

change of mood state between time periods. This finding may

reflect the clinical situation. If complications arose in

one time period but not in another, then mood state was

quite different and resulted in no consistent pattern. Of

the mood state subscales, Vigor and Depression were the key

states related to self-care. If the chemotherapy patients

did not have energy, they did not manage as effectively and

implement as much activity. Depression was significant for

Activity at Time l only. At times 2 and 3, Depression was

not significant after Vigor was accounted for in the regres

sion analysis.

The mood states are highly intercorrelated and overlap

with each other (McNair, Lorr, & Droppleman, 1971). In a
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previous chemotherapy study, Silver farb (1980) confirmed

that if a person was depressed, he also appeared fatigued

and had less energy. The cancer chemotherapy patient has a

unique problem in that the drugs cause a nadir period about

7 to l4 days posttreatment after each cycle. The nadir

period is defined as bone marrow suppression where white

cell, red cell, and platelet counts are at the lowest point.

The cancer patient, at this time, may be at risk for sepsis,

anemia, and hemorrhage. If the person is anemic, there will

be some fatigue and low energy, due to less oxygen getting

to the tissues and brain. These people may also appear

quiet, pale, and depressed. Subjects in this study who

received a blood transfusion around the nadir period showed

marked increases in vigor and seemed less depressed. Are

nurses, doctors, and health professionals therefore labeling

cancer subjects as mentally depressed and in need of psycho

logical intervention when the reason is primarily physiolog

ical? This situation identified a severe self-care deficit

(Orem, l080). It seemed the people at highest risk had the

least ability to initiate self-care and handle possible

severe chemotherapy side effects.

Mood state was used by Weisman et al. (loS0) in the

Omega study as a determination of distress and served as a

comparison for subjects and families in this study. Mood

State results are comparable with Weisman et al. (l'980), who
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reported in the Omega study that if cancer patients at risk

for emotional problems received problem-solving interven

tion, they reported less fatigue and increased vigor with

reduced feelings of anxiety and depression. Dodd (1981)

also reported higher vigor and less anxiety in cancer chemo

therapy subjects who received verbal and written drug infor

mation versus those who did not. Since there was no inter

vention in this study, the subjects with decreased vigor and

increased depression may possibly be a high-risk group for

complications and problems.

Mood state subscale mean scores for subjects in this

study were lower than those reported in the Omega study

(Weisman et al., 1980). This is perhaps due to the fact

that the Omega subjects were cancer patients identified as

being high risk for psychological and adjustment problems,

while the subjects in this study were a mixture of well

adjusted and those who had adjustment problems. The greater

range of standard deviation in total mood state in this

study demonstrated the greater variation in adjustment of

subjects.

Multiple Health Locus of Control

The locus of control theories of Rotter (1966) and

Lefcourt (1976) were useful in defining concepts of internal

versus external control, which Wallston and Wallston (1981)
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extended to general health measures. The idea that control

has a situational potential and that giving up control in

certain situations may be adaptive was helpful in viewing

chemotherapy treatment in this study. Subjects relinquished

control before receiving their chemotherapy drugs and,

depending on how sedated or nauseated, resumed various

amounts of control after leaving the hospital.

The Multiple Health Locus of Control was not a predic

tor of Self-Care Behavior in this study for subject or fam

ily. Similar findings were reported by Dodd (1983b). In

both studies, none of the scales correlated with self-care

behavior and scores for feeling controlled by Powerful

Others were lower than those reported by Wallston (l.983) for

cancer patients. Internal scores were higher and Chance

scores were similar to scores reported by Wallston (1983).

Whether the difference in scores is reflective of geographic

region or general differences of samples cannot be deter

mined from this study.

Correlations between Health Locus of Control scales and

self-care were not significant either due to nonsensitivity

of the MHLC instrument, or because control was not a major

concern at the moment in dealing with chemotherapy side

effects. Relief of symptoms was the urgent need and who

controlled this process was the least of the subject's prob

lems. The subject chance scores was correlated with
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self-care management at Time l, but since this was the only

correlation in the three time periods, it is thought to be a

spurious finding.

Confounding issues of interpretation of the MHLC ques

tions may have contributed to the results. Subjects

expressed uncertainty and asked if they should answer the

items in relation to having cancer or how they felt before

the cancer was diagnosed. Family members asked if they

should answer in relation to the subject or for themselves.

Both groups were told to answer in relation to their own

general feelings and not to focus on the cancer diagnosis.

Even with these directions, answers may have been totally

oriented to cancer or the subject. Dodd (lº 83) reported

similar circumstances in her breast study and concluded that

the MHLC items may lack sensitivity in specific disease

situations. A cancer-specific MHLC instrument is being

developed and tested with chemotherapy outpatients (Dickson,

l983).

The Multiple Health Locus of Control instrument has

yielded significant findings when tested in groups of people

using preventive behavior or those in good health (wallston

& Wallston, l081). When the MHLC was used with chronically

ill people, nonsignificant findings were obtained. This

study demonstrates the many intervening circumstances during

the chemotherapy experience that could change suddenly,
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sometimes on a weekly or even daily basis. Situations of

control changed too frequently within time periods to pre

dict a pattern or to document a general question about

health. Therefore, besides a specific cancer-related

instrument, one that is sensitive to changing situations is

needed.

In the conceptual framework, Wallston and Wallston

(1981) point out that when ill people form a partnership

with health professionals, both Internal and Powerful others

beliefs, which are conflicting, may occur at the same time.

Correlations in the preliminary analysis corroborate this

finding. Subject Internality and Powerful Others both

demonstrated positive correlations with Reframing (problem

solving). Perhaps the Health Locus of Control theory, even

though asking about health measures, entails a degree of

general overall feeling about life's experiences that a per

son expresses at the same time. The person may have control

over part of his life, but give up control related to ill

ness or treatment such as the subjects receiving chemother

apy in this study.

Lewis (1982) stated in a study of late-stage cancer

patients that the most consistant predictor of quality of

life was "perceived control over one's life" and not just

Control over health which few advanced cancer patients have.

Since people experience control and quality of life with
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other people in an environment, questions of family struc

ture, roles, developmental tasks, length of illness, and

number of medical crises arise. How do these factors and

others affect the amount of control cancer patients are able

to maintain or desire to maintain?

F-COPES

The F-COPES tool was measured at Time 2 only and demon

strated higher scores in all subconcepts except passive

appraisal and seeking spiritual support than the national

validity study (McCubbin et al., 1982). Perhaps the higher

scores for subjects and family members in this study indi

cate that people in stressful situations, such as chemother

apy treatment, are more acutely aware or sensitive to sup

port needs and problem-solving behaviors. The Social Sup

port subscale in subject and family was correlated with

Self-Care Management, and the Passive Appraisal subscale was

related to Self-Care Total Activity in the preliminary

analysis. The family passive appraisal correlation with

activity is thought to be spurious because the reliability

of that particular subscale was low. In the regression

analysis, support and appraisal were not significant after

entering severity of side effects, age, and mood state,

which again relates to the subject's expression of

"immobilization" during chemotherapy treatment. Perhaps
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with decreased vigor, it was difficult to seek social

Support.

Circumstances with the F-COPES may be similar to those

encountered with the MHLC. The F-COPES questions did not

relate to cancer-specific situations and may not have been

sensitive to chemotherapy self-care situations. With the

stigma of cancer and guarded prognosis, these subjects and

families may value somewhat different support systems as

Compared with a normal population. Some subjects did not

want their diagnosis known to everyone. Variation in family

structure and differences in management style within the

cancer family also may not have been picked up by the

F-COPES questions. McCubbin (1982) reported a cognitive

readjustment factor in reframing and passive appraisal

scales, since the dynamics of coping. change over short time

periods and specific situations. The more concrete values

of support are somewhat easier to document. Since clinical

changes occurred at a most rapid rate in this study, the

problem-solving subscales may not have been sensitive enough

to pick up these changes. However, the Social Support scale

did correlate with Self-Care Management.

The framework of McCubbin et al. (1981) depicts the

family unit as a reactor to stress and a manager of
resources to combat stress in crises situations. Family

Perception of what is normative and the severity of the



135

stress influence how the family will react. With this con

ceptualization, it is evident that some of the family mem

bers in this study were having problems in relation to the

cancer diagnosis and chemotherapy treatment. Possibly while

subjects and some hospital personnel acted on the assumption

that the family member was supportive and a resource, the

family member was not able to always fulfill this assump

tion. Their distress points out that they were having a

difficulty in assuming all of the obligations and responsi

bilities thrust upon them.

When assessing a situation in which people are coping

with stress, it is desirable to look at several variables

that impact the situation simultaneously. It is also desir

able to look at these variables in a longitudinal fashion,

since coping is a repertoire of actions that are always

being reevaluated (Weisman, l979). In conducting a study of

coping, it is therefore necessary to have an adequate sample

size to draw valid conclusions. Because of the vulnerabil

ity of the subjects in this study and the unpredictable

changing chemotherapy situations, the attrition rate was

high by the end of the third time period. As a result, the

sample size was limited to 42 subjects and 40 family mem

bers. Because of the number of subconcepts studied within
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each of the three main constructs of mood, control, and fam

ily coping, the number of variables examined was extensive

compared to the limited sample. With the number of vari

ables, a sample size of l.20 would have been optimal, but was

not feasible within the scope of this study. Because of the

small sample size in this study, some of the more subtle

changes and predictors of Self-Care Behavior could not be

statistically verified.

In identifying a family member to participate in the

study, the subjects were asked to select one that was help

ful to them during treatment. Subject selection of a family

member may have biased the results to some degree, but may

also have yielded meaningful results because the "selected"

family member was known to be inter acting with the subject

during the study time periods.

Conversely, a study that selects a specific family mem

ber, such as the spouse, may increase consistency in identi

fying problems related to self-care within that family role.

To study the whole family would have been optimal, but would

have involved extensive data collection that was not pos

sible within the scope of this study.

Another possible limitation is the setting. The large

university hospital setting was unique because of extensive

Patient teaching with the initial chemotherapy and primary

nursing that helped continuity of patient care. Subjects
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were encouraged to call in if they had problems and ques

tions at home. Nurses routinely called the subjects at home

after the initial chemotherapy or if they perceived a pos

sible problem. Even with this uniqueness of setting,

results of self-care behaviors were similar to Dodd's (1983)

findings in relation to trends of activity, management, and

source of actions. Subjects reported a limited number of

side effects and often did not phone in until they felt they

had a severe problem.

Signficance

The purpose of this study was to explore self-care

behaviors used by chemotherapy subjects and families in
-

relation to mood state, control, and family coping. This

study has been a replication and extension of two previous

studies conducted by Dodd (1982, 1983a, l083b). Results of

self-care research have shown similar trends in self-care

activity and management in different cancer samples. This

study has also verified that self-care behavior, like cop

ing, is always being reevaluated and changing as evidenced

by a lack of a definite consistent pattern in self-care

Behavior ratios. Therefore, a pattern of self-care over

time may not be predictable for cancer chemotherapy patients.

The concept of control as depicted in the MHLC research

tool (Wallston & Wallston, 1981) has not been found to be
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correlated with self-care, perhaps demonstrating the need

for a cancer-related instrument sensitive to the cancer

experience. The study has extended the self-care concept by

including the cancer family, which few studies have done

thus far. The use of the F-COPES tool with cancer patients

and families extends general findings for this tool by

including the cancer family. This introductory investiga

tion has shown that many cancer families have needs that are

not always being met and that may be different than those of

the cancer patient.

Implications for Nursing

This study demonstrates the need for awareness in

nurses caring for cancer chemotherapy patients that the

patients at highest risk from side effects and resulting

complications have the least energy and ability to deal with

them. Limited preventive measures are used so that subjects

and families are confronted with the side effect before

doing anything about it. Even with extensive teaching ses

sions and written materials given by nurses before chemo

therapy on what to expect, nurses were not remembered as

giving the information or quoted as a primary source for

Self-care actions. Therefore, nurses can not assume that if

teaching has been done that the information will be retained

or used. Because of stress, sedation, and selective hearing
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at the time of chemotherapy administration, very limited

amounts of information appear to be assimulated. Frequent

reinforcement with assessment and evaluation of what the

chemotherapy patient and family knows or is able to use to

care for side effects is needed.

Other speculations of why nurses are not remembered as

a primary source of information may be that the subjects

internalized the information given to them and then used it

as their own ideas. Also, the nurse administering chemo

therapy may not have been associated with a very pleasant

occurrence. The subject may have suppressed the contact

with this nurse and all the threatening information about

side effects that she verbalized. Because of the preceding

reasons, nurses should not feel discouraged when patients do

not always acknowledge who gave them information on chemo

therapy side effects.

Awareness of what is happening within the family of the

cancer patient is limited to a few exploratory studies simi

lar to this one. It is important for nurses to be aware

that the degree of family distress is as great or even

9 reater than that demonstrated by the patient. Nurses can

not assume that the family is concerned about the same prob

lems as the patient or would even define problems in a simi

lar way. Health professionals talk about the family as

being a support system for the patient, but often the family
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is in need of support as well. In certain situations, such

as severe complications or crises, the family may need as

much care as the patient. Nurses have had limited impact on

the cancer family. Counseling is often done by other disci

plines. Perhaps an expanded role in nursing is indicated--a

Family Oncology Nurse who could assess and coordinate care

helping to identify problems, detect fatigue and "burn out"

and give support. This is done in hospice settings, but is

also needed in acute treatment settings and well before the

terminal stages.

Future Research

Since the scope of this study was large and explora

tory, many more questions have been raised than answered.

In further research, components of the whole study would

need to be studied separately.

This study was designed to approach self-care through

analysis of the subject's and family member's interpretation

and reporting of self-care for chemotherapy side effects.

Future research clarifying the family perception of self

care problems and differentiating patient and family con

cerns is necessary. Which concerns, process of identifica

tion of problems of illness, and awareness of side effects

of treatment are similar or different? Asking a family mem

ber and subject both to fill out a self-care behavior diary
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would be one way to approach a study of this nature. A

large study involving the entire family or a smaller one

involving a particular family member such as spouse, parent,

sibling, offspring, or cohabitant would differentiate dif

ferent problems within the family structure and role

function.

Further analysis is possible with the present study

using the F-COPES tool. Data obtained with 60 subjects and

56 family members will be further studied in relation to

self-care behaviors. Added to the present sample are the l8

families who completed two time periods but were unable to

complete the third. The larger sample may yield more sig

nificant results.

Future research is also needed to study the concept of

control in cancer families. The complex parameters of con

trol have not been clearly defined for chronic illness,

especially cancer. Use of a cancer-specific instrument or

one that is designed for a chronic yet changing situation

would be helpful in looking at this population. Which vari

ables most influence the feeling of control in the cancer

family? Is it the illness itself or something totally

different?

Further research related to mood state of the cancer

patient is warranted. The major problem of interest is to
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differentiate factors related to depression and fatigue

versus energy to use for self-care.

Summary

This study has reported self-care behavior for chemo

therapy side effects to be an individual process and one in

which the family member participated, but with different

perceptions of the process than those of the subject. No

trends of the family participation in self-care were estab

lished, although evidence of family distress were as high as

the chemotherapy subject. Severity of the side effects in

this sample of advanced cancer patients contributed to med

ical complications and some unpredictability of outcome.

The amount of energy the subject had was a major factor in

overall management and activity. Patients severely lacking

in energy were a high risk group for problems.

Limitations of the study include a small sample size

and variation in family composition, since respondents were

selected by the subjects. Uniqueness of setting validated

that even with established teaching and primary nursing,

self-care behaviors and problems were similar to previous

studies. Future research needs to be oriented to clarifying

family participation in self-care and identifying parameters

of control and problem-solving within the cancer family.
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10.

ll.

l3.

l4.

l5.

Alopecia: loss of hair due to sensitivity of hair fol
licle cells to drugs.

Anemia: due to bone marrow suppression of red blood
cells; main manifestation is fatigue.

Anorexia : diminished appetite or aversion to food.

Bleeding: due to suppression of platelets; manifested
by bruising, bleeding from gums, blood in stool or
urine.

Diarrhea: caused by irritation of gastrointestinal
mucosa by specific chemotherapy drugs.

Flu-like symptoms: fever, aching muscles and joints.

Hearing loss: possible ototoxicity with loss of high
frequency sounds; also tinnitis.

Infection: due to bone marrow suppression of leuko
cytes; infection may be local, systemic, viral, fungal
or bacterial; stomatitis is one of the most common
infections.

Muscle cramping : may be neurological or due to low
level of magnesium.

Nausea and vomiting: worst period of vomiting is l-4
hours after treatment up to 24 hours, but nausea may
continue to be a problem.

Neurological symptoms: manifested by numbness and
tingling in hands and feet, muscle pain, jaw pain, con
stipation, gastrointestinal cramping, paralytic illeus.

Respiratory: manifested by flu-like symptoms, pneu
monia, fever and chills, shortness of breath; fibrosis
of lung may occur.

Sterility: may be temporary or permanent due to sensi
tivity of germinal cells.

Stomatitis: oral inflammation and ulceration; also
called oral mucositis.
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STANFORD UNIVERSITY MEDICAL CENTER
DEPARTMENT OF NURSING SERVICES

EXPERIMENTAL SUBJECT'S BILL OF RIGHTS

Persons who participate in a medical experiment are entitled
to certain rights. These rights include but are not limited
to the subjects right to : be informed of the nature and
purpose of the experiment; be given an explanation of the
procedures to be followed in the medical experiment, and any
drug or device to be utilized; be given a description of any
attendant discomforts and risks reasonably to be expected;
be given an explanation of any benefits to the subject reason
ably to be expected, if applicable; be given a disclosure of
any appropriate alternatives, drugs, or devices that might be
advantageous to the subject, their relative risks and benefits;
be informed of the avenues of medical treatment, if any, avail
able to the subject after the experiment if complications should
arise; be given an opportunity to ask any questions concerning
the experiment or the procedures involved; be instructed that
consent to participate in the medical experiment may be with
drawn at any time and the subject may discontinue participa
tion without prejudice; be given a copy of the signed and
dated consent form; and be given the opportunity to decide to
consent or not to consent to a medical experiment without the
intervention of any element of force, fraud, deceit, duress,
coercion or undue influence on the subject's decision.

INFORMED CONSENT

You are invited to participate in a study of family responses
to the side effects of chemotherapy given to a member of your
family. We hope to learn how the family approaches problems
and decides what to do in taking care of chemotherapy side
effects at home between treatments. You were selected as a
possible participant in this study because you or a member of
your family is receiving cis-platin alone or in combination with
other chemotherapy drugs.

If you decide to participate, Mrs. Emilie Musci (nurse and
doctoral student) will ask you to complete two short question
naires each time you return to the clinic, after three of your
treatments. These questionnaires will take about twenty min
utes. Also you will be asked to fill out a short diary-like
questionnaire at home telling what action you took to prevent
or stop a chemotherapy drug side effect. This questionnaire
will also take about :*:: minutes to complete. The patientand family will complete the diary-like questionnaire together.



Page 2

My associates and I believe we can provide better services to§oši■ by knowing more about how još ?}; with your chemo
therapy treatment. The questions will include things such as
how much fatigue is present, how you manage problems as a
family and how you feel about controlling symptoms. (A short
interview at the end will include your feelings about how the
illness and chemotherapy treatment has generally affected
life in relation to your pre-illness daily living.) You are
free to decline an answer to any question you find objectionable.

Any data presented at scientific meetings or published in
scientific journals will not reveal your identity. In the
interest of public safety, patient information will be pro
vided to Federal and regulatory agencies as required.

You will not receive compensation for your participation. Your
decision whether or not to participate will not prejudice you
or your medical care. If you decide to participate, you are
free to withdraw your consent and to discontinue participation
at any time without prejudice to you or effect on your medical
Care .

If you have any questions, we expect you to ask us. If you
have any additional questions later, contact me at the Univer
sity of California, 666-2626 or Stanford University, 497-7231,
and I will be happy to answer them.

In the event of physical injury that arises solely out of the
negligence of the Stanford University Medical Center or its staff
in this study, reimbursement for expenses incurred for necessary
medical treatment and hospitalization is available. For further
information, please call 497-5244 or write the Medical Center
Committee for the Protection of Human Subjects at 851 Welch Road,
Room 115, Palo Alto, California, 94.304. In addition, if you are
not satisfied with the manner in which this study is being con
ducted, you may report any complaints to the same telephone
number and address.

YOUR SIGNATURE INDICATES THAT YOU HAVE READ AND UNDERSTAND THE
ABOVE INFORMATION, THAT YOU HAVE DISCUSSED THIS STUDY WITH THE
PRINCIPAL INVESTIGATOR AND HER STAFF, AND THAT YOU HAVE DECIDED
TO PARTICIPATE BASED ON THE INFORMATION PROVIDED. A COPY OF
THIS FORM IS AVAILABLE TO YOU UPON REnUEST.

-

ignature Date

Signature

Signature of InVestigator
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- | | º - º º - - - - -Below is a list of words that describe feelings people have. Please s - –
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the right which best describes HOW YOU HAVE BEEN FEELING DUR- * –
|NG THE PAST WEEK INCLUDING TODAY. o | -
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1 = A little 0 1 2 3 4. o 1 2 3 4.
2=Moderately 21. Hopeless . 45. Desperate
3 = Quite a bit 0 1 2 3 4. o 2 3 4
4 = Extremely 22. Relaxed

- -
46. Sluggish .

~ - 0 1 2 3 4 0 1 2 3 4- E = 23. Unworthy. 47. Rebellious
* u, ºr . s
* E º º * 0 1 2 3 4. 0 1 2 3 45 * B = 24 Spiteful 48. Helpless .
- - - C u
0 1 2 3 4. 0 1 2 3 4. O

1. Friendly
- -

25. Sympathetic 49. Weary
0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4

2. Tense . .
-

26. Uneasy 50. Bewildered

0 1 2 3 4. 0 1 2 3 4 0 1 2 3 4.

) 3. Angry
- -

27. Restless 51. Alert

0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4
4. Worn out .

- -
28. Unable to concentrate 52. Deceived .

0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4.

5. Unhappy .
- -

29. Fatigued . 53. Furious
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A 6 Clear-headed

-
30. Helpful 54. Efficient
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7. Lively
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31. Annoyed . 55. Trusting

0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4

8. Confused.
- -

32. Discouraged 56. Full of pep

- 0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4.

V 9 Sorry for things done 33. Resentful 57. Bad-tempered
0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4.

10. Shaky
- - -

34. Nervous .
- -

58. Worthless
º

- 0 1 2 3 4. 0 1 2 3 4. -H
11. Listless .

- -
35. Lonely 59. Forgetful . º

- 0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4. >
12 Peeved

- -
36. Miserable 60. Carefree . :
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3. Considerate

-
37. Muddled . 61. Terrified . s
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0 1 2 3 4. 0 1 2 3 4. o 1 2 3 4 || 0
14. Sad 38. Cheerful . 62. Guilty 3
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0 1 2 3 4. 0 1 2 3 4 0 1 2 3 4lo Active 39. Bitter 63. Vigorous .

16 0 1 2 3 4. 0 1 2 3 4. 0 1 2 3 4On edge .
- -

40. Exhausted 64. Uncertain about things
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Grouchy
- - -

41. Anxious 65. Bushed
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18. Blue
- - -

42. Ready to fight .
T
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19. Energetic.
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43. Good natured . MAKE SURE YOU HAVE
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MHLC

This is a questionnaire designed to determine the way
in which different people view certain important health
related issues. Each item is a belief scale which ranges
from strongly disagree (1) to strongly agree (6). For each
item we would like you to circle the number that represents
the extent to which you agree or disagree with the state
ment. The more strongly you agree with a statement, then
the higher will be the number you circle. The more strongly
you disagree with a statement, then the lower will be the
number you circle. Please make sure that you answer every
item and that you circle only one number per item. This is
a measure of your personal■ Tbeliefs; obviously, there are no
right or wrong answers.

Please answer these items carefully, but do not spend
too much time on any one item. As much as you can, try tº
respond to each item independently. When making_your choice,
do not be influenced by your previous choices: It is impor
tant that you respond according to your actual beliefs and
not according to how you feel you should believe or how you
think we want you to believe.

Q)

w v
Q) b) Q) Q)
$4 Q3 - Q)
bD ºn b) Q) H Q
tº ºr tº Q) by Q)
tº o cº - “C -

•r- •r-H bº) ÖD

a > a • * *
:^, q) → P. Q Pº

r– 4 J r + r-, 4-2 rº
bd a 4-, 4-2 ºd bº
B - B .p. tº º
O q9 b) bº) Q O
jº d -- ºr- "d H
i_j C - r- C 4-2
tº : to ºn > ºn

1. If I get sick, it is my own beha- 1 2 3 4 5 6
vior which determines how soon I
get well again.

2. No matter what I do, if I am going 1 2 3 4 5 6
to get sick, I will get sick.

3. Having regular contact with my phy- 1
sician is the best way for me to
avoid illness.

Continued on next page



MHLC (Cont.)

10.

ll.

12.

13.

14.

15.

Most things that affect my health
happen to me by accident.
Whenever I don't feel well, I
should consult a medically trained
professional.

I am in control of my health.

My family has a lot to do with my
becoming sick or staying healthy.
When I get sick I am to blame.
Luck plays a big part in deter
mining how soon I will recover
from an illness.

Health professionals control my
health.

My good health is largely a matter
of good fortune.

The main thing which affects my
health is what I myself do.

If I take care of myself, I can
avoid illness.

When I recover from an illness,
it's usually because other Peo
ple (for example, doctors, nº
family, friends) have been taking
good care bf me.
No matter what I do, I'm likely
to get sick.

|
l

2

3 4

4

|
5 6



MHLC (Cont.)

16. If it's meant to be, I will stay
healthy.

17. If I take the right actions, I
can stay healthy.

18. Regarding my health, I can only
do what my doctor tells me to do.

2 3

|
4.

|
5

i
6



University of Minnesota Family Health Proq'arn

Family Social Science UT) ($ FORM A290 McNeal Hall 1981
St. Paul, Minnesota 55.108 t H. McCutoun

F–COPES
FAMILY CRISIS ORIENTED PERSONAL SCALES

Hamilton l McCubbin David H. Olson Andrea S. Larsen

PURPOSE

The Family Crisis Oriented Personal Evaluation Scales is designed to record effective problem
solving attitudes and behavior which families develop to respond to problems or difficulties.

DºECTIONS

First, read the list of "Response Choices" one at a time.

Second, decide how well each statement describes your attitudes anu behavior in response to
problems or difficulties. If the statement describes your response very well, then circle the
number 5 indicating that you STRONGLY AGREE; if the statement does not describe your response
at all, then circle the humber 1 indicating that you STRONGLY DISAGREE; if the statement
describes your response to some degree, then select a number 2, 3, or 4 to indicate how much
you agree or disagree with the statement about your response.

: f
i ; : * | *
- - > º* |#|##| #| ||
; : E = | s= | 3 || 5
§ {#|##| | | #

WHEN WE FACE PROBLEMS OR DIFFICULTIES IN OUR FAMILY, WE RESPOND BY: à | #9 ## # #

1 Sharing our difficulties with relatives l || 2 || 3 || 4 5

2 Seeking encouragement and support from friends l || 2 || 3 || 4 || 5

3 knowing we have the power to solve major problems l || 2 || 3 || 4 || 5

* Seeking information and advice from persons in other families who have 1 || 2 3 4 5
faced the same or similar problems

* Seeking advice from relatives (grandparents, etc.) l 2 3 4 5

6 Seeking assistance from community agencies and programs designed to help
families in our situation l || 2 || 3 || 4 || 5

7 Knowing that we have the strength within our own family to solve our
Problems l 2 3 4 5

* Receiving gifts and favors from neighbors (e.g. food, taking in mail, etc.)| 1 || 2 || 3 || 4 || 5
* Seeking information and advice from the family doctor l || 2 || 3 || 4 || 5

* **king neighbors for favors and assistance 1 || 2 || 3 || 4 || 5



f 2
: ; : * | *
à | *. ##| = | ** | * : * : B | >
tº 5 tº is; ; ; ; 3.
# ##| | #2| 3 | #

when we FACE PROBLEMS OR DIFFICULTIES IN Our FAMILY, we RESPOND BY: # # ##| = | #
11 Facing the problems "head-on" and trying to get solution right away l 2 3 4 5

12 Watching television l 2 3 4 5

13 Showing that we are strong l 2 4 5

14 Attending church services l 2 3 4 5

15 Accepting stressful events as a fact of life l 2 3 4. R

16 Sharing concerns with close friends l 2 3 4 5

17 Knowing luck plays a big part in how well we are able to solve family
problems l || 2 || 3 || 4 || 5

18 Exercising with friends to stay fit and reduce tension l || 2 || 3 || 4 || 5

19 Accepting that difficulties occur unexpectedly l || 2 || 3 || 4 || 5

20 Doing things with relatives (get-togethers, dinners, etc.) l || 2 || 3 || 4 || 5

21 Seeking professional counseling and help for family difficulties | 1 || 2 || 3 || 4
22 Believing we can handle our own problems 1 || 2 || 3 || 4 || 5

23 Participating in church activities 1 || 2 || 3 || 4 5

24 Defining the family problem in a more positive way so that we do not
become too discouraged l 2 3 4 5

25 Asking relatives how they feel about problems we face J. 2 3 4 5

26 Feeling that no matter what we do to prepare, we will have difficulty
handling problems l l 2 | 3 4 5

27 Seeking advice from a minister l || 2 || 3 || 4 || 5

28 Believing if we wait long enough, the problem will go away l || 2 || 3 || 4 5

29 Sharing problems with neighbors l 2 3 4 5

30 Having faith in God l 2 3 4 5
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Code
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EXPERIENCEOSIIXE EFFECT(S)FRY
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ACTIONSTAKEN

EFFECTIVENESS
OF

SOURCESOFSUGGFS

CHEM■ llUHRAPY ACTIONSTIONSFORACTIONS

NOTRELIEVEDCOMPLETELYATALLRELIEVED
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Severity
ofSidea. date:

12345à.Dateofonset:Effect,i.e.:how
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Distress
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1.

10.

11.

12.

13.

Demographic Information

Code Number

Age

Sex

Ethnicity

Marital Status

Occupation

Education

Cancer Diagnosis

Date of Diagnosis

Present Stage of Cancer

Previous treatment
before cisplatin

Reason for present
chemotherapy

Subject in research

(1-40)

(18-70)

(M=0 F=1)

i;
-

:
º

::■

Anglo
Native Am.
Asian Am.
Afro Am.
Mex. Am.
Single
Married
Separated
Divorced
Widowed
Student
blue-collar
technical
professional
medical

8th grade or below
high school
college 2–4 yr
masters or above
teSticular
OVarian
Cervical
ENT

3 months or less
6 months to 1 yr
longer than 1 yr
Stage I
Stage II
Stage III
Stage IV
no treatment
Surgery
radiation
chemotherapy

chemothera py
protocol

pal liation
remission

no

yeS

-T— — —

-■ - —T-

–5–

–5–

10

11

12

13

14

15



14. Other major illness

15. Activity level

C.

O

16. Number of Family
Caring for patient

17. Most Significant
family member caring
for patient

:

none

diabetes 16
= Cardiac

Stroke

neurological
previous malignancy
auto immune

- School

work part time
Work full time

17

unable to do previous 18household activities
household activities

with limitations
full activity level

recreation

unable to engage in any
recreation activity

limited recreation
full activity level
One
two
more than two
mother/father
Sp0 uSe
Sister/brother
non family with cohabitation
non family but no cohabitation



Code #

Date
Exit Interview

Your participation in this study has been appreciated. The information gained
during the study will help us in learning about how you and your family cope
with chemotherapy side effects. In this last interview I would like to ask
you a few general questions instead of filling out a written form as you did
in the previous meetings. I would also like to emphasize that your identity
Will not be revealed in any written material or presentation.

1. What do you perceive to be the worst side effects of the cis-platin protocol 2

Patient -

Family -

2. How has your regular family schedule been disrupted since starting chemotherapy?

Patient -

Family -

3. Were you able to work during the chemotherapy treatments?

Patient -

Family -

4. Were there increased financial problems for you or the family associated
with the chemotherapy treatment?

Patient -

Family -



- 2 -

Have you participated in any social or support groups during the
chemotherapy treatment?

Patient -

Family –

How do you think your life will be after the chemotherapy treatment is
finished 2

Patient -

Family -
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