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T
he American Cancer Society (ACS) (2002) estimates
that 1.2 million new cancer cases are diagnosed annu-
ally, and, although many cases are cured or con-

trolled, more than 550,500 people die from cancer each year
(ACS). As people with advanced cancer approach death,
they often need symptom relief and may be admitted to hos-
pice care near the end of their lives. Hospice care is provided

by an interdisciplinary team and is designed to relieve dis-
tress from symptoms and promote overall quality of life
(QOL) for patients and their families. Although QOL is
multifaceted (Cella, 1995), uncontrolled symptoms clearly
have a negative impact on all aspects of QOL, including
emotional and spiritual well-being, social relationships, and
functional abilities (Kurtz, Kurtz, Given, & Given, 1993;
McMillan & Weitzner, 1998).

Rhodes, McDaniel, and Matthews (1998) wrote that a
patient’s symptom experience may be defined as the person’s
perception and response to symptom occurrence and symp-
tom distress. Symptom occurrence is said to include the fre-
quency and severity with which the symptom occurs and the
duration or persistence of the symptom. Symptom distress
refers to the amount or level of physical or mental upset, an-
guish, or suffering experienced by a person with a specific
symptom.

Limited research is available about the distress caused by
symptoms experienced by hospice patients and the impact
of the distress on their QOL. The purpose of this study was
to describe and evaluate, in people with advanced cancer
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Key Points . . .

➤ Fatigue, pain, dyspnea, and dry mouth are symptoms reported

frequently by people with cancer who were newly admitted to

hospice home care.

➤ Pain, dyspnea, and constipation intensity are related nega-

tively to quality of life.

➤ Symptom distress is the strongest predictor of overall quality

of life in people with advanced cancer.

Purpose/Objectives: To evaluate the relationships be-

tween quality of life (QOL) and symptom distress, pain in-

tensity, dyspnea intensity, and constipation intensity in

people with advanced cancer who were newly admitted

to hospice home care.

Design: Descriptive and correlational.

Setting: A large hospice that provides primarily home

care.

Sample: 178 adult hospice homecare patients with can-

cer who were accrued to a clinical trial funded by the

National Institutes of Health focusing on symptom manage-

ment and QOL. Patients were excluded if they received a

score lower than seven on the Short Portable Mental Sta-

tus Questionnaire.

Method: The patients were invited to participate in the

clinical trial within 48 hours of admission to hospice home

care. Among the questionnaires they completed were a

QOL index and a distress scale. Scales measuring present

intensity of pain, dyspnea, and constipation also were

administered.

Main Research Variables: QOL, symptom distress, pain

intensity, dyspnea intensity, and constipation intensity.

Findings: The most frequently reported symptoms

among the sample were lack of energy, pain, dry mouth,

and shortness of breath. Lack of energy caused the great-

est distress, followed closely by dry mouth and pain. The

results of the regression analysis indicated that total distress

score, pain intensity, dyspnea intensity, and constipation

intensity were related to QOL at the univariate level. When

all predictors were considered simultaneously, only the to-

tal distress score remained a significant predictor of QOL

(p < 0.001), accounting for about 35% of variance.

Conclusions: QOL was affected by symptom distress in

people with advanced cancer near the end of life.

Implications for Nursing: The symptoms most commonly

reported and those that cause the greatest patient distress

should be addressed first by hospice nurses. Continued effort

is needed in the important area of symptom management.

This material is protected by U.S. copyright law. Unauthorized reproduction is prohibited. To purchase quantity reprints,

please e-mail reprints@ons.org or to request permission to reproduce multiple copies, please e-mail pubpermissions@ons.org.

D
ow

nl
oa

de
d 

on
 0

5-
13

-2
02

4.
 S

in
gl

e-
us

er
 li

ce
ns

e 
on

ly
. C

op
yr

ig
ht

 2
02

4 
by

 th
e 

O
nc

ol
og

y 
N

ur
si

ng
 S

oc
ie

ty
. F

or
 p

er
m

is
si

on
 to

 p
os

t o
nl

in
e,

 r
ep

rin
t, 

ad
ap

t, 
or

 r
eu

se
, p

le
as

e 
em

ai
l p

ub
pe

rm
is

si
on

s@
on

s.
or

g.
 O

N
S

 r
es

er
ve

s 
al

l r
ig

ht
s.



ONF – VOL 29, NO 10, 2002

1422

who were newly admitted to hospice home care, the rela-
tionships between QOL and several independent variables:
symptom distress, pain intensity, dyspnea intensity, and
constipation intensity. The study addressed the following
questions.
• What are the most frequently reported symptoms among

people with cancer receiving hospice home care?
• Does a significant relationship exist between total symptom

distress and total QOL in people with cancer receiving
home care?

• Do significant relationships exists between total QOL and
the intensity of pain, constipation, and dyspnea in people
with cancer receiving home care?

Background Literature
Symptom Distress

Patients with cancer experience a variety of unpleasant
symptoms because of the disease and its treatment. Research
has shown that fatigue, pain, dyspnea, and constipation are
among the most common symptoms experienced by patients
with cancer receiving hospice care (Donnelly, Walsh, &
Rybicki, 1994; Weitzner, Moody, & McMillan, 1997).

Fatigue is one of the most common side effects of cancer
and its treatment. Although recognized for decades, it has only
recently become the focus of clinical research (Dean et al.,
1995; Kurtz et al., 1993). Carpenito (1992) differentiated be-
tween fatigue and the ordinary experience of feeling tired by
focusing on severity and duration. Tiredness is transitory, but
fatigue is pervasive and not relieved by rest. Distress is asso-
ciated with fatigue and may be the critical issue for many
patients (Holley, 2000). In a cross-section of people (n = 218)
with cancers of the prostate, colon, breast, or ovary, fatigue
was found to have an overall prevalence of 73% (Portenoy et
al., 1994).

Pain has been found to require treatment in 82%–88% of
patients with cancer (Donnelly et al., 1994). Although pain is
a common problem among patients with cancer, the literature
suggests that it is not effectively managed and patients often
are undermedicated (Brescia, Portenoy, Ryan, Krasnoff, &
Gray, 1992; Donovan & Dillon, 1987; Gaston-Johansson,
Franco, & Zimmerman, 1992; Paice, Mahon, & Faut-
Callahan, 1991; Short, Burnett, Egbert, & Parks, 1990). Pain
relief is a major goal of hospice care, yet a prospective study
(McMillan & Tittle, 1995) of pain among hospice patients
with cancer (n = 25) found that during a 24-hour period, pa-
tients continued to have pain despite pain-management regi-
mens, with some patients reporting average daily pain to
range as high as 96.7 on a 0–100 visual analogue scale. A
follow-up study (McMillan, 1996a) included hospice patients
with cancer (n = 118) who were asked how bad their pain was
at its worst (1–10) and how much pain relief they were getting
(1–10). Pain relief, even after three weeks of hospice care, was
not optimal, with 42% of patients reporting pain relief at a
level of 5 or less. Pain relief was found to be related to over-
all QOL (r = 0.41; p < 0.001) and elements of QOL, includ-
ing sleeping (r = 0.34, p < 0.002) and fatigue (r = 0.29, p <
0.01).

Constipation also is a common problem in hospice pa-
tients with cancer (Donnelly et al., 1994), not only because
of the narcotics needed to manage pain but also because of
the limited food and fluid intake and lack of activity. A

study of hospice patients with cancer assessed constipation
by asking patients about symptoms (McMillan & Tittle,
1995). The study found that 84% of hospice patients had
some degree of constipation, but it was recorded as a prob-
lem on only 29% of these patients’ charts. A recent chart
audit at a hospice indicated that 51% of patients with cancer
were being treated for constipation (Weitzner et al., 1997).
If all patients with constipation were receiving some nurs-
ing intervention, 51% would be an impressive number; how-
ever, earlier research has suggested that the number of pa-
tients suffering from constipation is much higher than 51%;
therefore, the problem probably was unrecognized and un-
treated.

Dyspnea is one of the most frequent and distressing symp-
toms occurring in hospice patients with advanced cancer and
end-stage lung and heart disease. Current research indicates
that dyspnea is the fourth most common symptom of patients
who present to the emergency department with advanced can-
cer, and it is thought to be a clinical marker for the terminal
phase of their disease (Escalante et al., 1996). A recent survey
of hospice patients found dyspnea to be the second most com-
mon physical symptom, with 59% of patients needing nursing
intervention (Weitzner et al., 1997). Strategies to reduce and
manage dyspnea in hospice patients have been tested only
minimally. Patients, healthcare providers, and caregivers of-
ten are frustrated and left with feelings of helplessness in cop-
ing with severe, chronic dyspnea. Fewer than 20% of those
suffering from chronic dyspnea obtain relief through treat-
ment (Moody, Fraser, & Yarandi, 1993). Moody, McCor-
mick, and Williams (1990) found that in patients with chronic
lung disease, dyspnea severity directly affected functional
status and QOL. The problems of dyspnea assessment and
management also are of clinical importance for QOL of hos-
pice patients. Few intervention studies have been conducted
to demonstrate which methods of treating dyspnea work best
in patients with advanced cancer or end-stage cardiorespira-
tory disease.

After pain, nausea and vomiting are the problems most
commonly associated with cancer in the minds of the lay pub-
lic. Although nausea and vomiting generally are associated
with chemotherapy administration, narcotics also may cause
the problem. Disease-related causes of nausea and vomiting
include hypercalcemia, increased intracranial pressure, or in-
testinal obstruction (Kinzel, 1988). Although great progress
has been made in controlling nausea and vomiting, they re-
main problems for many patients. A retrospective chart re-
view of hospice charts found nausea and vomiting in 27% of
patient records (Weitzner et al., 1997).

Other physical problems identified by researchers and cli-
nicians include drowsiness, dry mouth, anorexia, feeling
bloated, changes in taste, weight loss, diarrhea, numbness and
tingling, cough, alopecia, and dizziness. Although these
symptoms are distressing, they were found in fewer than 50%
of people with cancer (Portenoy et al., 1994) and seldom have
been the subject of research.

A number of emotional problems have been identified in
people with cancer. Portenoy et al. (1994) reported the follow-
ing prevalences: worrying (73%), feeling sad (67%), feeling
nervous (62%), difficulty sleeping (53%), feeling irritable
(47%), and difficulty concentrating (40%).

More severe psychological problems also have also been
reported. Clinical depression has been reported in 25% of
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people with cancer, with prevalence increasing to 77% for
those with advanced disease (Bukberg, Penman, & Holland,
1984). Patients experiencing pain are twice as likely to de-
velop psychiatric complications as patients without pain
(Derogatis et al., 1983).

Although symptoms have been a focus of hospice re-
search, the authors found no studies that assessed symptom
distress in hospice settings. However, a study by Bruera,
Kuehn, Miller, Selmser, and MacMillan (1991) used the
Edmonton Symptom Assessment Scale (ESAS) in a group of
patients admitted to a palliative care unit. For the ESAS,
symptom distress is defined as the sum of the symptom in-
tensity scores for eight symptoms. Chang, Hwang, and
Feuerman (2000) challenged its use as a measure of symp-
tom distress and recommended that it be used as a measure
of symptom intensity. The authors of the current study found
no studies that evaluated symptom distress in relation to
QOL of hospice patients with cancer.

Summary

QOL has been described as a multidimensional concept that
must be reported by the person experiencing it (Cella, 1995).
It has been conceptualized to include physical, psychological,
functional, social, and spiritual well-being (McMillan &
Weitzner, 1998). Symptom distress has been defined as the
amount of physical or mental upset, anguish, or suffering
caused by specific symptoms (Rhodes et al., 1998). Because
few studies have demonstrated a link (McMillan, 1996b), this
study aimed to test whether symptom intensity and distress are
significantly associated with patient QOL.

Methods
Sample

The sample consisted of 178 adult hospice homecare pa-
tients with cancer who were accrued to a clinical trial funded
by the National Institutes of Health that focused on symptom
management and QOL. Patients had to have family caregiv-
ers and at least two of the following problems: pain, dyspnea,
or constipation. Patients were excluded if they received a
score lower than seven on the Short Portable Mental Status
Questionnaire and if they were comatose, excessively debili-
tated, or actively dying.

Instruments

Among the questionnaires patients completed were the
Hospice Quality of Life Index (HQLI), the Symptom Distress
Subscale of the Memorial Symptom Assessment Scale
(MSAS), numeric rating scales (NRSs) for pain and dyspnea,
and the Constipation Assessment Scale (CAS). In addition,
patients provided demographic data.

The HQLI is a 28-item, self-report tool that includes three
aspects of overall QOL: psychophysiologic well-being, func-
tional well-being, and social and spiritual well-being. Each
item is a numeric rating scale (0–10), and total scores may
range from 0–280 (McMillan & Weitzner, 1998).

Evidence of validity was provided by the ability of the
HQLI to differentiate between homecare hospice patients and
apparently healthy controls using both discriminate analysis
(p < 0.001) and comparison of means (p < 0.001). The find-
ing that HQLI scores correlated at the expected level (r = 0.26;
p < 0.01) with functional status scores provided further evi-

dence of validity. Finally, factor analysis confirmed the fac-
tor structure of the HQLI (McMillan & Weitzner, 1998).

Reliability of the HQLI was provided by generation of co-
efficient alphas for both total scale scores and subscale scores
(McMillan & Weitzner, 1998). Subscale alphas all were 0.84,
and the total scale alpha was high (r = 0.88).

The MSAS lists 32 symptoms commonly experienced by
people with cancer. The tool measures the presence, fre-
quency, intensity, and distress caused by each of the symp-
toms (Portenoy et al., 1994). Validity and reliability data have
been strong when the tool was used with people receiving
active cancer therapy. Factor analysis confirmed two factors
that distinguished three major groups of symptoms. The three
confirmed groups of symptoms were psychological, high
prevalence physical symptoms, and low prevalence physical
symptoms. Reliability coefficients indicated strong internal
consistency for the psychological and high prevalence physi-
cal subscales (alpha = 0.83–0.88), but a somewhat lower re-
liability estimate in the low prevalence physical subscale
(Portenoy et al.).

A slightly revised MSAS was used in the current study to
reduce response burden on the debilitated patients. The re-
vised MSAS includes a list of 24 symptoms commonly expe-
rienced by hospice patients with cancer. The tool measures the
presence and distress caused by each symptom. Each symp-
tom was assessed on a 0–4 scale, with 4 representing the
greatest distress for that symptom. Total distress scores could
range from 0 (no distress) to 96 (greatest possible distress).

Pain intensity was assessed using an 11-point pain NRS,
with scores ranging from 0–10. Patients were asked to re-
spond orally with a number between 0 (no pain) and 10 (worst
pain) to rate pain intensity at that moment (McGuire, 1984;
Stewart, 1977). One advantage of the NRS is its ease of use
by patients who are debilitated. Investigators have found that
patients prefer the 0–10 NRS over other pain rating scales
(Downie et al., 1978; Kremer, Atkinson, & Ignelzi, 1981).
The NRS is simple to administer and score, and the scaling is
understandable to patients. This is a brief, simple tool that pro-
vides a relatively sensitive measure of pain intensity. Previous
research indicates that the NRS is valid and reliable. The NRS
correlates well (r = 0.59–0.86) with other measures of pain
intensity (Kremer et al.). A comparison among the NRS, a
visual analog scale, a box scale, a behavioral rating scale, a
four-point verbal rating scale, and a five-point verbal rating
scale resulted in similar results in the number of subjects who
responded correctly and the predictive value of each measure.
The NRS was found to be more sensitive than the other scales
(Jensen, Karoly, & Braver, 1986).

Among patients with severe dyspnea and fatigue, an 11-
point dyspnea rating scale to assess dyspnea intensity is pre-
ferred because of ease of administration and accuracy
(Moody, Lowry, Yarandi, & Voss, 1997; Silvestri & Mahler,
1993). Reliability and validity of the one-item numeric rating
scales have been supported by a number of studies (McCord
& Cronin-Stubbs, 1992; Silvestri & Mahler). Test-retest reli-
ability ranged from 0.89–0.92, and concurrent validity with
other measures was 0.88–0.94 (Moody et al., 1997).

The CAS is an eight-item, three-point, Likert-type scale that
measures the presence and intensity of constipation. Each item
is a symptom of constipation and rated by the respondent as no
problem, some problem, or severe problem. Scores may range
from 0 (no constipation) to 16 (worst possible constipation).
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Validity and reliability data have been strong. A significant
difference (p = 0.0001) between CAS scores of 32 working
adults and 32 patients receiving treatment with either morphine
or vinca alkaloids supported the validity of the CAS. A further
analysis compared the CAS scores of the patients receiving sig-
nificant doses of morphine with the CAS scores of patients who
had received vinca alkaloids three weeks previously. The sig-
nificant difference between these two groups (p < 0.01) sup-
ports the sensitivity of the CAS to differentiate between mod-
erate and severe symptoms of constipation. Test-retest with
brief delay provided strong evidence of reliability (r = 0.98).
Alpha coefficients (r = 0.70–0.78) were very acceptable for
such a short scale (McMillan & Williams, 1989).

Demographic data were collected to describe the sample.
Data included gender, age, ethnicity, years of education, type
of cancer, months since diagnosis, and length of stay in the
hospice recorded in days.

Procedures

The clinical trial was approved by the hospice bioethics com-
mittee and the university institutional review board for the pro-
tection of human subjects before data collection. The patients
were identified through hospice admission records and were
invited to participate in the clinical trial within 48 hours of ad-
mission to hospice. After having the study explained and giv-
ing consent, the patients filled out the questionnaires at home in
the presence of a trained data collector. Each form was checked
for completeness before the data collector left the home.

Data Analysis

The MSAS items were examined with percentage affected
to determine which symptom was most prevalent among the
participants. In addition, means and standard deviations of
each scale were examined to quantify the self-rating impact of
each factor. To examine the relationship between QOL and
symptom distress, two sets of analyses were computed. In the
first, correlations were calculated between QOL scores, the
four intensity and distress items (i.e., MSAS total score, pain
score, breathlessness score, CAS), as well as demographic
characteristics (i.e., age, gender, years of education, marital
status). Finally, univariate and multivariate regression analy-
ses were computed on the data with QOL as the dependent
variable and the intensity and distress scores as the indepen-
dent variables.

Results
Sample

The 178 hospice homecare patients in the sample were pre-
dominantly male, married, and Caucasian (see Table 1). Their
mean age was 71 years, with a range of 37–95 years. They re-
ported from 1–25 years of formal education, with a mean of
12 years. Their average time since cancer diagnosis was 29
months, with a range of one week to 30 years, and their length
of stay in the hospice averaged 59 days, with a range of 1–354
days.

Scores: Prevalence and Distress

The most frequently reported symptoms were lack of en-
ergy (89%), pain (83%), dry mouth (78%), and shortness of
breath (70%). Other symptoms reported by more than half of
the patients included lack of appetite and cough (see Table 2).

The mean symptom distress item scores were used to iden-
tify problems that caused the patients the greatest distress.
Lack of energy (

—
X = 2.7, SD = 1.2) caused the greatest dis-

tress, followed closely by dry mouth (
—
X = 2.5, SD = 1.1) and

pain (
—
X = 2.4, SD = 1.1).

The HQLI scores varied widely among the 178 hospice
patients, with scores ranging from 100–276 (see Table 3); the

N = 178

Note. Because of rounding, percentages may not total 100.

Table 1. Demographic Variables

Variable n %

Gender

Male

Female

Marital status

Married

Widowed

Divorced

Never married

Separated

No response

Ethnicity

Caucasian

African American

Hispanic

Asian/Pacific Islander

No response

106

072

126

024

019

006

002

001

150

014

012

001

001

60

40

71

14

11

03

01

01

84

08

07

01

01

2.7 (1.2)

2.4 (1.1)

2.5 (1.1)

2.1 (1.2)

1.9 (1.3)

1.7 (0.9)

1.9 (1.0)

1.9 (1.1)

1.1 (1.2)

2.0 (1.1)

2.2 (1.1)

1.8 (1.2)

1.9 (1.1)

1.4 (0.8)

2.2 (1.2)

1.4 (0.9)

1.6 (0.9)

1.7 (1.1)

2.0 (1.2)

1.9 (1.2)

1.9 (1.2)

1.8 (1.1)

1.8 (1.2)

1.8 (1.8)

Table 2. Most Common Problems Identified by Patients
With Cancer on Admission

MSAS Item/Variable n %
—
X (SD)

Lack of energy

Pain

Dry mouth

Shortness of breath

Lack of appetite

Cough

Feeling nervous

Worrying

Drowsy

Feeling sad

Feeling bloated

Numbness or tingling

Nausea

Dizziness

Difficulty sleeping

Feeling irritable

Difficulty concentrating

Itching

Sweats

Difficulty swallowing

Problems with urination

Vomiting

Diarrhea

Sexual problems

159

148

138

124

102

101

080

078

078

074

070

069

067

066

066

063

061

053

051

041

037

038

032

009

89

83

78

70

57

57

45

44

44

42

39

39

38

37

37

35

34

30

29

23

21

21

18

05

N = 178

MSAS—Memorial Symptom Assessment Scale
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mean for the group was 209.46 (SD = 35.76). Total symptom
distress scores ranged from 1–67, with a mean score of 21.74
(SD = 11.70). For the pain intensity scores on the numeric
rating scale, the mean was 2.95 (SD = 2.86; range = 0–10).
The dyspnea intensity scores on the numeric rating scale also
ranged from 0–10, with a mean of 3.08 (SD = 2.92). The av-
erage intensity score on the CAS was 3.13 (SD = 3.03), with
a range of 1–13.

Intercorrelations Among Symptom Distress,

Quality of Life, and Demographic

Covariates

The correlations among the items of interest are shown in
Table 4. A number of significant correlations were observed.
Age was positively related to ratings; older patients had higher
QOL scores. All of the physical correlates (i.e., symptom dis-
tress, pain, breathlessness, constipation) were significantly re-
lated to QOL. In all cases, the correlations were negative, indi-
cating that higher ratings of distress or intensity were related to
lower QOL scores. In addition, age was negatively correlated
with symptom distress; older adults reported less distress.

A number of significant correlations were observed be-
tween gender and other measures. For example, gender and
symptom distress were positively correlated, indicating that
women expressed more distress than men. A negative corre-
lation between distress and gender suggested that women had
lower ratings of overall breathlessness. All of the physical
predictors were positively related among themselves.

Regression Analysis Predicting Quality of Life

Table 5 displays the results of regression analyses predict-
ing QOL from the physical correlates at both the univariate
and multivariate levels. Based on the significant bivariate re-
lationship between age and QOL, age was entered on the first
step of all models to control for potential age confounds. At
the univariate level, all four predictors were significantly re-
lated to QOL. In all cases, the direction was negative, indicat-
ing that higher intensity and distress were associated with
lower QOL. However, a comparison across the predictors re-
vealed that the MSAS symptom distress scale was the stron-
gest predictor, accounting for more than 34% of variance.

The results of the multivariate regression model also are
shown in Table 5. All four distress variables were entered in
a single block after controlling for age. This block of variables
accounted for more than 35% of variance in QOL scores.
However, among the individual predictors, only MSAS symp-
tom distress was statistically significant.

Discussion
Sample

The sample consisted of 178 homecare patients with ad-
vanced cancer who were alert and able to self-report symp-
tom distress and QOL. The fact that the patients were well
enough to self-report biases the results to some extent be-
cause these patients did not represent all hospice patients
with cancer, only those who had the best functional status.
The slight bias toward male patients is consistent with the
patient numbers in the large hospice, and their length of stay
was representative of all patients. The community from
which the patients were drawn is about 12% African Ameri-
can and 11% Hispanic; these groups were under-represented
in the sample.

Symptom Prevalence

Among the symptoms most commonly experienced by
patients were lack of energy, pain, and shortness of breath.
The literature supports that these symptoms are the ones
most commonly experienced by people with cancer at the
end of life. Interestingly, dry mouth was near the top in both
incidence and distress. The problem has not been studied

* p < .05

** p < .01

*** p < .001

MSAS—Memorial Symptom Assessment Scale

Table 4. Variable Intercorrelations

01. Age

02. Gender

03. Race

04. Marital status

05. Years of education

06. Time since diagnosis (months)

07. MSAS symptom distress

08. Constipation assessment scale

09. Self-rating of pain

10. Self-rating of breathlessness

11. Hospice quality of life

Variable 1 2 3 4 5 6 7 8 9 10

    –

–0.08

–0.09

–0.02

–0.17*

–0.15*

–0.31***

–0.12

–0.15*

–0.09

–0.36***

    –

    –

–0.07

–0.31***

–0.01

–0.03

–0.21**

–0.07

–0.09

–0.20**

–0.04

    –

    –

    –

–0.03

–0.13

–0.08

–0.09

–0.02

–0.10

–0.10

–0.13

   –

   –

   –

   –

–0.04

–0.05

–0.08

–0.09

–0.01

–0.11

–0.09

    –

    –

    –

    –

    –

–0.03

–0.09

–0.03

–0.20**

–0.01

–0.14

    –

    –

    –

    –

    –

    –

–0.00

–0.14

–0.12

–0.08

–0.02

    –

    –

    –

    –

    –

    –

    –

–0.53***

–0.21**

–0.26***

–0.67***

    –

    –

    –

    –

    –

    –

    –

    –

–0.34***

–0.14

–0.38***

    –

    –

    –

    –

    –

    –

    –

    –

    –

–0.21**

–0.20**

     –

     –

     –

     –

     –

     –

     –

     –

     –

     –

–0.27***

100–276

000–10

000–10

001–13

001–67

Table 3. Quality of Life, Pain, Dyspnea, Constipation,
and Symptom Distress

Possible Actual

Variable
—
X SD Range Range

Quality of life

Pain

Dyspnea

Constipation

Symptom distress

209.46

002.95

003.08

003.13

021.74

N = 178

0–280

0–10

0–10

0–16

0–96

35.76

02.86

02.92

03.03

11.70
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extensively and, in previous studies, was found in fewer
than half of patients. Perhaps dry mouth deserves more
careful scrutiny. Chart reviews showed that nurses did not
develop care plans for the most common symptom, lack of
energy (Weitzner et al., 1997). Although interest in lack of
energy as a problem for chronically ill people has grown,
little help can be found in the scientific literature about
empirically based methods to help hospice patients manage
the problem.

The problem of pain was the second most prevalent in the
sample. Unlike fatigue and dry mouth, great effort is made to
manage pain. Evidence has been published that a focus on
pain management has improved pain outcomes (Holzheimer,
McMillan & Weitzner, 1999).

Dyspnea, a very distressing problem for many patients, is
reported in the literature to be the second or third biggest
problem among patients with cancer at the end of life
(Weitzner et al., 1997). One study showed that dyspnea in pa-
tients with cancer seen in the emergency room was a predic-
tor of impending death (Escalante et al., 1996). The current
study supported that dyspnea is near the top of the list of most
commonly seen problems. However, dyspnea management
now appears to be at the stage that pain management was in
the early 1990s. Few standardized measures for dyspnea ex-
ist, and the ones that are available seldom are used. Increased
emphasis on this important problem is needed.

Comparison of Hospice and Active
Treatment Patients

Because the MSAS has been used primarily with patients
with cancer during active treatment, the researchers decided
to compare the prevalence of problems between this study’s
hospice patients and patients being treated actively, based
on results of a study by Portenoy et al. (1994). They found
many similarities in terms of which problems were most
common in each group (see Table 6). However, the hospice
patients generally had a much higher prevalence of many of
the problems than the actively treated patients. Specifically,
the average prevalence rating in this study was 47%, with a
median rating of 43. In the study by Portenoy et al., the av-

erage prevalence across 23 items was 41%, with a median
of 40.

The higher prevalence of many of the problems in the
hospice patients was expected because their cancers were in
stage IV, or very advanced. Some notable differences in the
two groups did emerge. Shortness of breath was much more
prevalent in the hospice group. Again, this was expected in
a group of patients with more advanced disease and, doubt-
less, a much higher incidence of metastasis to the lungs.
However, worrying, feeling sad, and feeling nervous were
much more prevalent in the actively treated patients. One
possible explanation might be that when patients are admit-
ted to hospice, their fates are sealed. Patients under active
treatment have much to worry and feel nervous about, not
the least of which is the uncertainty of whether the treatment
they are undergoing will be effective. That issue is settled for
hospice patients, and the uncertainty is much less. A death-
and-dying theorist might hypothesize that the hospice pa-
tients had come to some degree of acceptance of their situ-
ations.

Quality of Life

The mean QOL score was slightly higher (209.46) than
scores found in an earlier study. McMillan and Weitzner
(1998), using the same scale with a different sample of hos-
pice patients with cancer, found a mean of 191.3. The reason
for this difference might be the strict accrual criteria required
by the study; patients in the current study were expected to

Table 5. Univariate and Multivariate Regression
Analyses Predicting Hospice Quality of Life

a Effects are independent of age (ß = .36; DR2 = .13, Dp < .001).

* p < .05

** p < .01

*** p < .001

MSAS—Memorial Symptom Assessment Scale; D—change

Model
a

b DR2
Dp

Univariate

MSAS symptom distress

Self-rating of pain

Self-rating of breathlessness

Constipation Assessment Scale

Multivariate

MSAS symptom distress

Self-rating of pain

Self-rating of breathlessness

Constipation Assessment Scale

–0.62***

–0.15*

–0.24***

–0.34***

–0.57***

–0.02

–0.10

–0.04

0.34

0.02

0.06

0.11

–

–

–

0.35

< 0.001

< 0.05

< 0.001

< 0.001

–

–

–

< 0.001

Table 6. Prevalence of Problems Identified by Patients
With Cancer on Admission to Hospice Compared to
Patients Undergoing Active Treatment

Hospice Active

Home Care Treatment

MSAS Item/Variable % %

Lack of energy

Pain

Shortness of breath

Dry mouth

Drowsy

Lack of appetite

Cough

Worrying

Numbness or tingling

Feeling nervous

Feeling sad

Feeling bloated

Feeling irritable

Difficulty sleeping

Difficulty concentrating

Dizziness

Nausea

Itching

Sweats

Problems with urination

Difficulty swallowing

Diarrhea

Vomiting

Sexual problems

89

83

75

75

72

70

62

50

50

47

45

43

42

41

41

39

35

34

33

26

22

20

18

08

73

63

22

55

60

44

29

72

36

62

67

39

47

53

40

23

45

27

 –

16

11

24

21

23

MSAS—Memorial Symptom Assessment Scale
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survive at least 30 days, and this was not the case in the ear-
lier study. The patients in the current sample showed a wide
range of QOL scores. Interestingly, the highest score in the
group was within 4 points of a perfect score of 280. This re-
sult would seem to suggest that, although patients were near
the end of life, their self-perceived QOL remained relatively
high.

Symptom Distress

Total symptom distress scores on the MSAS can range
from 0–96, with 0 being no distress and 96 being the worst
possible distress. Although some patients reported higher dis-
tress scores, the mean distress score was in the low range
(21.74).

Pain

Pain was assessed using a single-item 0–10 scale. Al-
though pain intensity scores ranged from 0–10 (none to
worst pain imaginable), the mean of just less than 3 suggests
that, in general, pain was not severe in these patients. How-
ever, when compared with the data from the MSAS, pain
caused one of the highest levels of distress. This result might
have occurred because of the continuous nature of the pain.
Even at a low level, pain can be distressing if it is unrelent-
ing. However, further research is needed to evaluate this is-
sue.

Dyspnea

Mean dyspnea scores were based on a 0–10 scale. These
scores also ranged from none (0) to the worst dyspnea imag-
inable (10), but a mean score of about 3 suggests a relatively
low level of dyspnea. Although this was a relatively low in-
tensity of shortness of breath, in combination with the MSAS
distress scores, the patients found it to be among the most dis-
tressing problems they experienced.

Constipation

Constipation was assessed with an eight-item, self-report
tool. Mean scores were relatively low at about 3, but scores
reached as high as 13 on a 0–16 scale. A score of 3 might
be interpreted to mean that a patient has at least two, possi-
bly three, symptoms of constipation. No constipation item
was included on the version of the MSAS used in this
project, so the researchers could not assess the extent to
which constipation caused distress among the patients.
However, a significant negative correlation was found be-
tween constipation and total distress scores (r = 0.38, p <
0.001).

Intercorrelations Among Quality of Life,
Symptoms, and Demographic Covariates

The finding that age was significantly correlated with QOL
supports earlier research (McMillan & Mahon, 1994). The cur-
rent study also found that age was negatively correlated with
symptom distress, indicating that older patients reported less
symptom distress. Why older patients perceived themselves to
have better QOL and less symptom distress in hospice care was
unclear; perhaps it was related to expectations. Younger pa-
tients may expect to live pain and symptom free, but older pa-
tients, having a longer life perspective, may be more tolerant of
such symptoms. Because of this expected finding, age was
covaried in the remainder of the analyses.

All three problems that were assessed with symptom inten-
sity scales (i.e., pain, dyspnea, and constipation) were signifi-
cantly negatively correlated with QOL. This supports findings
of earlier studies (McMillan, 1996a). Greater symptom inten-
sity was expected to have a greater negative impact on QOL.
Improved QOL continues to be the most valued outcome of
hospice services. This result suggests that healthcare provid-
ers should focus on symptom management as an important
way to improve QOL.

Regression Analysis Predicting Patient
Quality of Life

With variance caused by age partialled out, pain, dyspnea,
constipation intensity, and overall symptom distress were sig-
nificantly related to QOL. The negative correlations confirm
that higher symptom intensity and symptom distress are asso-
ciated with lower QOL. In these univariate relationships,
symptom distress clearly has the strongest relationship with
QOL (r = 0.67, p < 0.001). This stronger relationship was
confirmed in the multivariate analyses, which clearly showed
symptom distress to be the most important predictor of patient
QOL. Measures of individual symptoms cannot compete with
it. Therefore, although relieving symptoms is the goal of hos-
pice care, the continued focus on interdisciplinary approaches
to relieve distress from all causes continues to be paramount.

Validity of the Memorial Symptom
Assessment Scale

The MSAS had not been validated previously for use
with hospice homecare patients; thus, current findings may
be used to support discriminant validity. A moderately
strong negative correlation was found between MSAS
symptom distress scores and QOL. The correlation was
negative, indicating that as symptom distress increased,
QOL decreased. This correlation was expected. QOL has
been documented to relate to symptom severity and distress
(McMillan, 1996b ; Portenoy et al., 1994). This finding re-
confirms the relationship in a somewhat different popula-
tion of patients.

The moderately strong correlation indicates that the two
variables are related. However, the lack of a very strong or
perfect relationship clarifies that the two tools are measuring
different constructs. The MSAS has not been validated for use
with hospice patients. Thus, the predicted correlation supports
the construct validity of the MSAS for use with patients with
cancer at the end of life.

Conclusions

Although pain intensity, dyspnea severity, and constipation
intensity all are predictors of QOL, the strongest predictor in
people with advanced cancer is symptom distress. The most
commonly reported symptoms, and those that cause the great-
est patient distress, should be addressed first by hospice inter-
disciplinary teams. Continued effort is needed in the impor-
tant area of symptom management, and research in this area
should continue.

Author Contact: Susan C. McMillan, PhD, ARNP, FAAN, can be
reached at Smcmilla@hsc.usf.edu, with copy to editor at rose_mary
@earthlink.net.
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For more information . . .

These Web sites are provided for information only. The hosts are

responsible for their own content and availability. Links can be found

using ONS Online at www.ons.org.
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