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Abstract

Differences in Mood States and Quality of Life Between

Oncology Outpatients With Cancer-Related Pain Who Have

Congruent Pain Intensity Scores With Their Family Caregivers

compared to Patient—Caregiver Dyads With Incongruent

Pain Intensity Scores

By Enny Zimmer

This study reviews if there are differences in the mood

states and quality of life of oncology outpatients with

Cancer-related pain who have congruent pain intensity scores

with their family caregiver compared to patient-caregiver

dyads with incongruent pain intensity scores. This study

was part of a larger study that examined the prevalence and

characteristics of cancer-related pain in an outpatient

Oncology sample. A convenience sample (N=78) of oncology

outpatients with cancer-related pain who had an identified

family caregiver completed a Demographic Questionnaire, the

Karnofsky Performance Scale (KPS), the Multidimensional

Quality of Life Scale – Cancer2 (MQOL-CA2), a Visual

Analogue Scale (VAS) of pain intensity and the Profile of

Mood States (POMS). Family caregivers completed a

Demographic Questionnaire and the VAS. Descriptive

statistics were generated about the sample. No

statistically significant differences were found between

patients in the congruent and incongruent dyads any of the

subscale scores of the Profile of Mood States except anger.
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As for the MQOLS-CA2, patients in the incongruent dyads

reported statistically significant lower scores on the

psychological well-being ( t = 2.03, p<. 04), nutrition ( t =

2.5, p<. 04), and interpersonal well-being ( t = 2. 18,

pº. 04) subscales, as well as the total quality of life score

( t = 2.55, p<.02) compared to patients in the congruent

dyads. This pilot study is the first to examine differences

in patients’ and the family caregivers’ pain intensity

ratings and determine if differences in pain intensity

ratings between patient and family caregiver dyads had

deleterious consequences on the patient’s mood or quality of

life.
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Differences in Mood States and Quality of Life Between

Oncology Outpatients With Cancer-Related Pain Who Have

Congruent Pain Intensity Scores with their Family Caregivers

Compared to Patient—Caregiver Dyads with Incongruent

Pain Intensity Scores

The current trend in healthcare towards outpatient

management requires family caregivers to provide more

supportive care in the home than ever before. Family

caregivers are frequently responsible for assisting patients

with activities for daily living (ADL's), administering

medication, and providing emotional support. Although

family members may want to assist in alleviating a patient's

pain, misconceptions and fears about drug addiction, drug

tolerance, respiratory depression, and inaccurate pain

assessments may influence the family members involvement in

pain management activities and leave patients at risk for

inadequate pain control. In contrast, if the family

caregivers overestimate the patients' pain level, then

patients may be at risk for overmedication.

In addition to the potential for inadequate or over

treatment with pain medication, there may be additional

negative consequences that could result if patients and

family members had different opinions about the amount of

pain the patients were experiencing. One could speculate

that incongrueties in pain intensity scores between patients

and family caregivers might have negative consequences on
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physical and psychological aspects of a patient’s life.

Purpose

The purposes of this study were to determine if there

are differences in quality of life (QOL) and mood states of

oncology outpatients with cancer-related pain who have

congruent pain intensity scores with their family caregiver

Compared to patient—Caregiver dyads with incongruent pain

intensity scores.

Conceptual Framework

The conceptual framework for this study views pain as a

multidimensional phenomenon consisting of physiological,

sensory, affective, Cognitive, behavioral, and sociocultural

components. These six components do not contribute to the

pain experience in isolation. Rather, these components are

interrelated and influence one another to make pain a

multidimensional experience (Ahles, Blanchard, &

Ruckdeschel, 1984; Ahles & Martin, 1992; McGuire, 1987;

McGuire, 1992).

The behavioral and sociocultural components of the pain

experience are examined in this study. Pain behaviors

include the ways patients express their discomfort, their

changing activity patterns, and pain measures such as

analgesic intake. One can assume that the patient's family

caregiver observes and reacts to the behavioral component

and therefore, shares this dimension of the pain experience

with the patient. In addition, the family caregiver may
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react to the behavioral manifestations of the patient's pain

based on his or her own experience and knowledge of cancer

pain and its management.

The sociocultural component recognizes that cancer pain

has a dramatic effect on family and social relationships.

Factors in the sociocultural component such as family

interactions, social support, and interpersonal

communication affect the patient's perception, expression

of, and responses to pain. Presumably, the patient and

family caregiver are interacting and the patient's pain may

influence their interaction.

Literature Review

A paucity of research studies exist that have examined

the effects of agreement or disagreement about pain

intensity measures between patients and family caregivers.

In addition, only one study was identified that examined the

relationships between oncology patients' physical and mental

health and the reactions and mental health of family

caregivers (Given, Stommel, Given, Osuch, Kurtz, & Kurtz,

1993).

In a recent study of 196 patient-caregiver dyads (Given

et al., 1993), the relationships between cancer patients'

physical and mental health and the reactions and mental

health of their family caregivers were examined. The

severity of the patients’ depression was explained largely

by the severity of the patients’ symptoms and to a lesser
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extent, by their loss of mobility. In addition, the severity

of the patients’ depression was significantly related to the

severity of the family Caregivers' depression (Given et al.,

1993). The most significant finding from this study was

that the family caregivers' level of optimism about their

overall outlook or disposition was an important predictor of

variations in the family caregivers’ level of depression,

the perceived impact of caregiving on the caregivers'

health, and, to a lesser degree, on the caregivers’ daily

schedule.

Several research studies have addressed the accuracy of

a family caregiver's evaluation of the patient's status (for

review, see Sprangers and Aaronson, 1992). In their review,

Spranger's and Aaronson note that health care providers and

significant others tend to underestimate a patient's health

status and QOL. Therefore, one can not assume that

significant others are better observers of a patient’s

overall QOL than health care providers. They also

concluded that the accuracy of proxy ratings is higher when

the information sought is concrete and observable (Sprangers

& Aaronson, 1992).

This same conclusion was made in another study that

measured the family caregiver's ability to estimate a

patient's level of pain (O'Brien & Frances, 1988). In this

study of 42 patient-caregiver dyads, caregivers consistently

rated the patient's pain as being more intense than did the
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patients themselves. Those caregivers who lived with the

patients and who claimed a familiarity with the patients'

pain exhibited more agreement with the patients’ responses

than other caregivers (O'Brien & Francis, 1988).

In another study (Clipp and George, 1992), family

caregivers perceived the patients to be more uncomfortable

physically (i.e., greater number of symptoms and more pain)

than did the patients themselves. The authors hypothesized

that the stress of caring for a loved one in the context of

anticipatory grief may engender feelings of depression and

negative appraisals of the experience. This pattern reflects

a consistent trend reported in previous research in which

secondary respondents tend to overstate subject disability

relative to subject report (Clipp & Elder, 1987; Magaziner,

Simonsick, Kashner, Jebel, 1988; Rubenstein, Schaire,

Wieland, Kane, 1984).

Recent work by Glover and colleagues (1995)

demonstrated that oncology outpatients with cancer-related

pain have significantly higher levels of depression,

fatigue, anxiety, and total mood disturbance (as measured by

the POMS) than outpatients who are pain-free. Additional

work by Miaskowski and colleagues suggests that cancer

related pain in this population of patients has negative

Consequences on the patient’s QOL (unpublished results).

However, to date, no investigations have evaluated whether

incongrueties in the perception of pain intensity between
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the patient and their family caregiver have negative

consequences on the physical or emotional well-being of the

patient.

Methods

Sample and Setting

The participants were recruited from 16 of the 35 sites

that are part of the Oncology Nursing Research Network

(ONRN). This network was established in 1988 and is

composed of over 150 nurses. Fifteen sites are located in

California and one site is in Montana. Four of the sites

are affiliated with university medical centers and 12 are

Community-based practices. Two sites provide outpatient

radiation therapy services, ten sites provide oupatient

chemotherapy, and four sites provide radiation and

chemotherapy services.

A convenience sample of 78 outpatients with cancer

related pain who had an identified family caregiver who was

willing to participate were recruited for this study.

Patient selection criteria required that participants were

age 18 years or older and able to read, write, and

understand English; had a documented Karnofsky Performance

Status (KPS) of at least 50; and were receiving outpatient

treatment for cancer (not AIDS-related) with either

chemotherapy, radiation therapy, and/or biotherapy. Family

caregivers were identified by the patient as the individual

most involved in their care. Family caregivers were age 18
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or older and were able to read, write, and understand

English.

InStrumentS

The instruments completed by patients included: a

Demographic Questionaire, the Karnofsky Performance Status

(KPS) Scale, the Multidimensional Quality of Life Scale

Cancer2 (MQOLS-CA2; Padilla, et al., 1992), a visual analogue

scale (VAS) of pain intensity and the short form of the

Profile of Mood States (POMS; Shacham, 1983). Family

Caregivers completed a Demographic Questionaire and the VAS

of pain intensity. The patient's medical record was

reviewed.

The Demographic Questionaire obtained information on

the patient's and family caregiver's age, gender, marital

status, educational level, and ethnicity. A nurse at the

study site or the project director completed the Medical

Review Form, which included data on cancer diagnosis,

current therapy, and the reason for the current therapy.

The KPS measures the patient's ability to accomplish

normal activities of daily living and their need for a

caregiver's assistance (Karnofsky & Burchenal, 1949). The

KPS used in this study consists of eight items for ranking

functional status ranging from 30, indicating disability

requiring hospitalization to 100, indicating adequate health

status with no complaints and no evidence of disease.

Reliability and construct validity of the KPS were



Patient—Family Caregiver Dyads 8

established and it has been demonstrated to be an accurate

global indicator of the functional status of patients with

cancer (Schag, Heinrich, & Ganz, 1984; Yates, Chalmer, &

McKegney, 1980).

The Multidimensional Quality of Life Scale-Cancer2

(MQOLS-CA2) was developed and revised several times by

Padilla and colleagues (Padilla et al., 1992; Ferrell,

Wisdom, & Wenzl, 1989). Items in the scale measure five

dimensions of QOL, namely: psychological well-being,

physical well-being, symptom distress, nutrition, and

interpersonal well-being. Participants are instructed to

make an "X" along a 100 mm line of a visual analogue scale

to indicate their responses to 33 questions about their

disease and QOL. A total QOL score and subscale scores

(except the symptom distress subscale) are calculated with

higher scores indicating a better QOL. A higher score on

the symptom distress scale of the MQOLS-CA2 means a lower

level of symptom distress and a better QOL. Test-retest

reliability coefficients for the MQOLS-CA2 have been

reported as r=0.60. Internal consistency coefficients are

reported as alpha=0.80 (Ferrell, et al., 1989). In our

study, the subscale alpha ranged from .65 to .89, with a

total alpha of .93.

Pain intensity was measured using a VAS. The VAS is a

100 mm analogue scale with the words "no pain" printed on

the left and "a great deal" printed on the right side of the
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line. The patient was asked to make an "X" on the line

indicating the intensity of their pain. Family caregivers

were asked to independently rate the intensity of the

patient’s pain using the VAS. By measuring the distance

from the left to the right, the individual receives a score

that ranges from 0 to 100.

The short form of the Profile of Mood States (POMS)

developed by Shacham (1983) was used in this study. The

short form includes 37 items from the original 65-item

questionaire developed by McNair, Lorr, and Doppleman (1971)

and has six subscales measuring tension-anxiety, depression

dejection, anger-hostility, fatigue-inertia, Confusion

bewilderment, and vigor-activity. A composite score, the

total mood disturbance (TMD) score, is also calculated with

higher scores indicating increased mood disturbance.

Individual items of the POMS are scored on a 5-point Likert

scale ranging from 0 (not at all) to 4 (extremely) and the

TMD score is calculated by summing each of the individual

scores with the vigor-activity items weighted negatively.

In a study of 83 oncology patients, the internal consistency

scores of the POMS subscales ranged from . 80 to .91 and the

correlation coefficients between the long and short version

of the subscales were all above .95 (Shacham, 1983). In

data from our study, the alpha ranged from . 88 to .95.

Data Collection Procedures

The proposal was approved by the Human Research
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Commitee at the University of California, San Francisco and

by the research committees at each of the study sites.

Nurses responsible for data collection received training by

the project director. Patients identified as having cancer

related pain and who were accompanied by a family caregiver

were approached to participate in the study. Patients and

family caregivers who agreed to participate provided

informed consent and completed the appropriate

questionaires.

Data Analysis

A comparison of family caregivers' ratings of the

patient’s pain intensity and patients’ pain intensity

ratings using the 100 mm VAS was performed. A congruency

score was calculated by subtracting the caregiver's pain

intensity rating from the patient's pain rating. Congruent

scores were defined as dyad scores with a difference of less

than or equal to 10. Noncongruent scores were defined as

dyad scores with a difference of greater than 10.

Descriptive statistics were generated about sample

characteristics. Independent Student's t-tests, and Chi

square analyses were done to determine differences in

patient and caregiver characteristics and differences in

subscale scores and total scores on the POMS and MQOLS-CA2

for patients in congruent and incongruent dyads.
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Results

Sample Demographics

A total of 78 oncology outpatients and their family

caregivers participated in this study. The demographic

characteristics of the patients and their family caregivers

are listed in Table 1. Overall, the majority of patients

were Caucasian (91.25%), with a mean age of 54.4 years and

with an average of 14 years of education. The majority of

the patients were female (51%), married/partnered (74.7%),

with 90% living with other people. The average patients’ KPS

score was 74.2. Many of the patients were retired (33.75%)

or disabled (28.75%), although some patients continued to

work full-time (15%) or part-time (7.5%). No statistically

significant differences in age, education, or KPS score were

found between patients in congruent and incongruent dyads.

The family caregivers were approximately the same age (52.8

years) and had the same amount of education (14.1 years) as

the patients.

Congruency in pain intensity scores between patients

and family caregivers was calculated by subtracting the

family caregiver's score from the patient’s score on the 100

mm VAS. Twenty-three of the dyads (29.5%) were congruent.

The absolute mean incongruency score was 36.04 (S.D. =

22.61).

Differences in Mood States

Independent Student's t tests were done to determine if
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there were differences in each of the subscale scores and

the TMD score between patients in the congruent and

incongruent dyads. No statistically significant differences

were found in the tension, depression, vigor, fatigue, and

confusion subscales, or in the total mood disturbance score

between the patients in the Congruent and incongruent dyads.

However patients in the incongruent dyads, reported

significantly more anger (t = -2.35, p<. 03) than patients in

the congruent dyads (see Table 2).

Di ences i ality of Life

Independent Student's t tests were done to determine if .

there were differences in each of the subscale scores and

the total QOL score between the two groups of dyads. No

statistically significant differences were found in the

physical well-being or symptom distress scores. However,

patients in the incongruent dyad reported statisticantly

significant lower scores on the following subscales:

psychological well-being ( t = 2.03, p<. 04), nutrition ( t =

2.5, p<. 02), interpersonal well-being ( t = 2. 18, p<. 04), and

total QOL score (t = 2.55, p< .02) on the MQOLS-CA2 (see

Table 3).

Discussion

This pilot study is the first to examine whether

differences in patients’ and the family caregivers’ pain

intensity ratings resulted in deleterious consequences for

the patients in terms of mood disturbances or QOL. Due to
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the lack of research dealing with issues of congruency

between oncology patients and their family caregivers

ratings of pain intensity, the determination of an

incongruent score being a score of greater than plus or

minus 10 on a VAS was based on clinical judgement. A score

of plus or minus 10 on a visual analogue scale could mean

the difference between mild and moderate pain (e.g. 20 to

30) or moderate to severe pain (e.g. 50 to 60).

Our results suggest that oncology outpatients with

cancer-related pain who are in situations where the patients

and their family caregivers have different perceptions of

the patient’s pain experience report more anger and

decreases in various aspects of their QOL. In particular,

these patients reported statistically significantly higher

levels of anger, a decreased level of psychological and

interpersonal well-being, a poorer nutritional status, and a

lower Overall QOL.

The measurement of anger in the oncology population is

complicated because there are many issues related to the

cancer experience, not just pain, that may increase an

individual's anger. However, Kerns and colleagues (1994) in

a study of chronic pain patients found that patients who had

a tendency to internalize angry feelings and avoid

interpersonal conflict reported higher levels of pain and

pain behavior. The authors suggested that inhibiting the

expression of angry feelings may exacerbate the experience
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of pain (Kerns, et al., 1994).

Patients in the incongruent dyads reported a lower

score on the fatigue subscale of the POMS ( t = -1.94, p<.06)

although the difference was not statistically significant.

Fatigue has been strongly associated with pain. Blesch and

colleagues (1991) observed a significant correlation between

pain severity and fatigue severity among patients with

breast and lung cancer.

An examination of the POMS subscale scores as well as

the TMD score demonstrate that patients in the incongruent

dyads had higher scores indicating a worsened mood state.

In both groups of patients there were large inter-individual

variations in the reported scores. Additional research is

warranted with a larger sample of patients to verify the

extent and magnitude of the mood disturbances in patients in

incongruent dyads.

In terms of the MQOLS-CA2 subscale scores, patients in

the incongruent dyads reported a lower score on the physical

well-being subscale (t = 1.80, p<.08), although the

difference was not statistically significant. Again, sample

size considerations or the fact that both groups of patients

were receiving active treatment for their disease may have

limited our ability to detect statistically significant

differences in the physical well-being scores.

Statistically significant differences were found in the

the QOL subscales of psychological well-being, interpersonal
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well-being, nutrition, as well as the total QOL score.

Although the exact causal relationship between congruency

and QOL may never be completely understood, these data

suggest that incongruency in their perceptions of the

patient’s pain experience between the patients and their

family caregivers results in the a poorer QOL for the

patient. Further research is needed to strengthen this

finding.

Our own work (unpublished results) and work by others

(Ferrell, Wisdom, & Wenzl, 1989) demonstrates that cancer

patients experiencing cancer-related pain experience a

decreased QOL compared to pain-free patients. Data from

this study suggest that patients in incongruent dyads have

an even poorer QOL than identified in our previous study

using the MQOLS-CA2. The mean total QOL score for the

patients in pain was 65. 16 Compared to the pain free group

75.65 (unpublished results). Patients in the incongruent

dyads in this study reported total QOL scores of 58.2.

When the incongruent dyads were compared to the

patients in the congruent dyads, the patient demographic

characteristics were not statistically significantly

different. These data suggest that the patient

characteristics were consistent between both groups and did

not contribute to differences in the POMS scores or MQOLS

CA2 SCOres.

Several limitations of this study need to be
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acknowledged. The sample was predominantly Caucasian and

well educated, thus limiting the generalizability of the

study’s findings. In addition, a larger sample size may

provide more definitive data about how differences in pain

perception between patients and family caregivers affect the

patients’ mood and QOL.

Implications for Clinical Practice

Findings from this study emphasize that patients in

incongruent dyads are at risk for increased mood

disturbances and a poorer QOL. Incongruence in the

perception of pain may be partially attributed to

ineffective communication patterns between the patients and

their family caregivers. Providing dyads with instructions

on how to use a pain assessment tool may provide a way to

improve communication about pain intensity. By having the

patient and family caregiver consistently share their

perception of the patient’s pain experience potential

sources of stress for the patient may be decreased.
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Table 1.

Comparison of the Demographic Characteristics of Patients

in Congruent versus Incongruent Dyads

charact R1strc
:

congruent ||

Age (years) (14.3)

SCOre

t =

p = 0.12

Education 13. 6 (3.0) 14.2 (2.3) t = -0. 98
(years) p = 0.33

Karnofsky 77.8 (14.4) 72.6 (14.8) t = 1. 43
Performance p = 0.16

Age (years) 55.9 (12.0) 51.5 (14.7) t = 1 - 25

p = 0.22

Education 13.5 (2.8) 14.4 (2.7) t = -1.27
(years) p = 0.21
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Table 2.

Comparison of Profile of Mood States of Patients in

Congruent Compared to Incongruent Dyads

statistic

Tension 6.9 (5.7) 7. 7 (5.4) t = -0.56
p = 0.57

Depression 4. 6 (5.1) 7.4 (7.0) t = -1.64
p = 0.11

p = 0.02

Vigor 8.2 (5.8) 8.0 (5.7) t = 0. 12
p = 0. 60

Fatigue 7.8 (5.7) 10. 7 (6.0) t = -1. 94
p = 0.06

Confusion 4.5 (4.4) 5.4 (4.5) t = 0.83
p = 0.41

Total Mood 18.6 (21.9) 28.6 (25.9) t = 1.57
Disturbance p = 0. 12
SCOre
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Table 3.

Comparison of Multidimensional Quality of Life Scale=Cancer2

Scores of Patients in Conqruent Compared to Inconqruent

Dyads

Psychological 65. 7 (22.7) 55.5 (18.5) t = 2.04 *
Well-being p = 0.05

Physical 62.9 (2.0) 55.5 (14.8) t = 1.80
Well-being p = 0.08

Nutrition 66.6 (24.8) 52.9 (19.4) t = 2.53 *
p = .01

Symptom 65.8 (17.8) 60.4 (18.2) t = 1.17
Distress p = 0.25

Interpersonal 79.7 (14.0) 71.0 (16.9) |t = 2.18 +
Well-being p = 0.03

Total Quality 67.5 (16.6) 58.2 (13.3) | tº = 2.55 *
of Life Score p = 0.01
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