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ABSTRACT

Purpose: We conducted this study to pilot a new multidimensional instrument to assess the
quality of life at the end of life.

Methods: Items were derived from focus groups and a national survey identifying attrib-
utes of the quality of dying. Fifty-four items measured on a five-point Likert scale covered
six domains. We administered the instrument to equal numbers of Veteran’s Administration
(VA) and university medical center outpatients with advanced serious illness. We assessed
psychometric properties using factor analysis.

Results: Two hundred patients completed the instrument (response rate, 85%). Diagnoses
included cancer (64%), congenital heart failure (CHF) (19.5%), end-stage renal disease (ESRD)
(10%) and chronic obstructive pulmonary disease (COPD) (6.5%). Seventy-four percent were
male, 64% were caucasian, and 34% African American. Item reduction and factor analysis
yielded a final instrument with 24 items in 5 distinct domains (overall Cronbach a 5 0.83).
The first factor (6 items; a 5 0.84) measured a sense of completion, particularly through con-
tributions to others. The second factor (7 items; a 5 0.77) measured relations with the health
care system. The third factor (6 items; a 5 0.77) measured preparation. The fourth factor (4
items; a 5 0.77) measured symptom severity, and the final factor (2 items; a 5 0.60) measured
affective social support.

Conclusions: We have developed a new instrument to measure the quality of life at the end
of life that assesses empirically derived domains that are of demonstrated importance to dy-
ing patients, is acceptable to a seriously ill population, and exhibits excellent psychometric
properties. Some items related to completion and preparation represent particularly new con-
tributions to quality-of-life measurement.
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INTRODUCTION

AS EFFORTS TO IMPROVE care of dying patients
and their families intensify, improved mea-

surement tools are needed to evaluate the qual-
ity and effectiveness of palliative care interven-
tions. The Institute on Medicine, the American
Medical Association, and the Robert Wood John-
son Foundation, among others, have identified
outcomes assessment as a high priority within the
effort to advance care of the dying.1–3 In short, if
we want to help patients die better, we have to
know what better is, and how to systematically
assess it.

Many researchers have noted this task is com-
plex.4–10 Dying patients and their families con-
front unique challenges that span a broad range
of quality of care and quality-of-life issues in-
cluding symptom management, support of func-
tion and autonomy, advance care planning, ap-
propriate utilization of resources, patient and
family satisfaction, global quality of life, family
burden, survival time, provider continuity and
skill, and bereavement.5 Many of these compo-
nents of experience are not addressed with usual
health care assessment tools. In response, several
researchers and clinicians have developed instru-
ments specifically designed for the end of life, in-
cluding the McGill Quality of Life Questionnaire,
the Missoula-VITAS Quality of Life Index, Mc-
Master Quality of Life Scale, the adapted EORTC
QLQ30, the FACIT-Pal, and the SEIQoL.7,11–18

Each was designed to accommodate the unique
experiences of dying patients and departs from
previously used quality of life instruments in sev-
eral ways. Most have reduced the dominant em-
phasis on physical subscales and created more
balanced multidimensional assessment including
psychosocial and, often, spiritual or transcendent
issues. As a result, most are able to document not
only functional decline but accommodate the pos-
sibility of personal growth at the end of life.11

Medicine has increasingly emphasized the im-
portance of patient-centered care and, although
some of these instruments are largely expert-de-
rived, several measurement tools evolved from
the collection of patients’ perspectives; the FACIT
series may be the most extensive example. Fur-
thermore, two instruments include individually
rated weights for each subscale, thereby ac-
knowledging both between-person and within-
person differences in defining quality of life.7,19

Another patient-centered strategy is found in the

McGill Quality of Life Questionnaire; rather than
respond to a predetermined list of symptoms, in-
dividuals choose their most troublesome symp-
toms.

However, each of these recent instruments was
designed to assess the experiences of patients
with either a specific diagnosis or stage of illness.
For example, most end-of-life scales have been
developed within cancer populations, whose rel-
atively predictable disease trajectory is markedly
different from the acute-episodic illness course of
advanced congestive heart failure or chronic ob-
structive pulmonary disease.15,19–21 Alhough not
disease-specific, other measurement tools are de-
signed for patients who have acknowledged the
terminal nature of their illness or are receiving
care in a hospice or palliative care unit.7,11 Many
dying patients never elect such care and may not
identify themselves as terminally ill.

The purpose of this study was to create and val-
idate an instrument to assess the quality of life of
patients with a range of diseases (cancer, conges-
tive heart failure [CHF], chronic obstructive pul-
monary disease [COPD], and end-stage renal dis-
ease [ESRD]) in a variety of care settings, who may
or may not have acknowledged the terminal na-
ture of their disease, but who, nonetheless, are
grappling with end-of-life issues. To this end, we
sought to develop a new inductively derived as-
sessment tool and, where appropriate, build on the
strengths of earlier instruments. The development
of this instrument began from the “ground up”
with the collection of qualitative accounts from se-
riously ill patients, recently bereaved family mem-
bers, and various health care providers regarding
what is important at the end of life.22 A national
survey followed to affirm or reject those attrib-
utes.23 In this paper, we describe the initial as-
sessment of this new instrument designed to mea-
sure quality of life at the end of life (QUAL-E).

METHODS

Design

This was a cross-sectional study to ascertain the
instrument’s psychometric properties and inform
item reduction.

Subjects

Patients with stage IV cancer, CHF with ejec-
tion fraction of 20% or less, COPD with forced ex-
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piratory volume in 1 second (FEV1) of 1.0 liter or
less, or dialysis-dependent ESRD were eligible for
the study. To identify potential patients for ini-
tial instrument validation, we reviewed weekly
rosters for the oncology, heart failure, pul-
monary, and dialysis clinics at the Durham Vet-
erans Affairs and Duke University Medical Cen-
ters. We randomly assigned a recruitment order
to all eligible patients and enrolled as many pa-
tients as time allowed for each clinic half day.
Written informed consent was obtained at the
time of recruitment. We administered the Short
Portable Mental Health Status Questionnaire
(SPMSQ) at the time of enrollment and excluded
patients with scores less than 8 of 10.24 We con-
tinued to recruit subjects until we accrued a total
of 200 patients, a number considered sufficient
for factor analysis.25–28

The study was approved by the institutional
review boards of both the VA and Duke Univer-
sity Medical Centers.

Instrument design

Instrument items were derived from two stud-
ies designed to identify attributes of quality at the
end of life. First, we conducted focus group dis-
cussions and in-depth interviews with seriously
ill patients, recently bereaved family members,
physicians and other health care providers
(nurses, social workers, chaplains, and hospice
volunteers) to elicit, qualitatively, attributes of a
“good death.”22 Subsequently, we distributed a
survey to national samples of the aforementioned
groups to affirm or reject those themes quantita-
tively.23 A detailed description of the methods
can be found elsewhere.22,23

Analysis of focus group and survey data re-
vealed six domains of experience at the end of
life: pain and symptom management, commu-
nication about treatment decisions, preparation
for death, completion, contributing to others,
and being known as a whole person. As ex-
pected, both qualitative and quantitative analy-
ses indicated the six domains were interrelated,
and therefore, not in all instances, empirically
distinct. For example, contributing to others may
be an expression of offering a legacy and an im-
portant part of achieving a sense of completion.
Being known as a whole person was most often
identified in the context of physician–patient re-
lationships. Each domain was represented by
multiple items.

Similar to existing measures, the QUAL-E in-
cludes an assessment of patients’ physical symp-
toms. However, previous data suggested the im-
portance of understanding not only frequency
and severity of symptoms but interference with
daily life and anticipatory concern about symp-
tom expression. We, therefore, chose a physical
symptom assessment strategy built on combined
techniques found in the literature and augmented
by our previous studies showing patients con-
cerns about future symptom exacerbations.11,22,29

Patients were asked to choose up to three dis-
tressing symptoms and rate for each the fre-
quency, severity, impact, and related future con-
cern. We compared symptoms with overall
quality of life and noted correlations among
within-person symptom ratings. Because all three
symptoms correlated consistently with other
items, we report responses only for the first
symptom.

The instrument completed by patients con-
tained 54 items and was intentionally long to as-
sess response distributions across items of simi-
lar substance but with different phrasing. For
example, as part of the domain rating patients’
life completion, we asked about a sense of peace.
To understand religious and cultural variation
and preferences we asked this question several
ways including the extent to which they felt at
peace with God, at peace spiritually, at peace with
personal relationships, and at peace with them-
selves. Based on a comparison of response distri-
butions, only one of these questions was retained
for factor analysis.

Although all instrument items were derived in-
ductively from previously collected qualitative and
quantitative data, there is theme overlap between
some of our questions and those found in other in-
struments or qualitative studies.7,11,19,20,30,31 For ex-
ample, questions about peace, spending time
with friends and family, saying important things
to loved ones, and having one’s affairs in order
are found in the Missoula-VITAS Quality of Life
Index. Concerns about dying are in both the Mis-
soula-VITAS and the FACT-G. The theme of a
sense of meaning is in both the Missoula-VITAS
and McGill instruments, although worded dif-
ferently. This commonality demonstrates a grow-
ing consensus across sources about central at-
tributes of quality at the end of life.

After each multi-item domain, patients were
asked to evaluate its overall importance to their
quality of life. For example, after completing
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questions about the severity, frequency, etc., of
their symptoms, patients rated the importance of
physical symptoms in overall quality of life. Scale
items were written in a five-point Likert format.
Various anchor sets were piloted for comprehen-
sion and response distribution. In the final for-
mat, respondents rated their level of agreement
with each statement. The questionnaire was tar-
geted to a sixth-grade reading level.

The full instrument, containing a total of 54
items and including a single item rating of over-
all quality of life, was pretested for readability
and interpretability. The initial pretesting, con-
ducted with 25 patients, was an iterative process
in which questions were administered to five pa-
tients, revised if necessary, and administered to
another five patients. This refinement continued
until no additional changes were required. Dur-
ing this process, response categories were exam-
ined for response frequency. Items with more
than 95% endorsement of any one category were
rewritten to improve sensitivity. After each in-
terview, participants were asked to give feedback
on both questionnaire length and content. Our
goal was to assess sensitive topics of importance
to seriously ill patients without evoking undue
distress. For example, some patients became teary
when discussing thoughts of dying, but no par-
ticipant asked that the item be removed or
stopped the interview.

Instrument administration

Patients demonstrating satisfactory cognitive
status on the Short Portable Mental Status Ques-
tionnaire (i.e., , 2 errors) completed both a series
of demographic questions and the 54-item in-
strument, administered in person by a trained in-
terviewer. Interviews lasted approximately 15
minutes. All responses were entered directly into
a Palm III personal digital assistant and subse-
quently downloaded into a Microsoft Access
database.

Analysis

Response distributions. We examined descriptive
statistics for all items with attention to mean, me-
dian, range, skewness, and kurtosis of response
distributions. Items with more than 50% of the dis-
tribution in any one response category were
marked for closer examination. Normality was as-
sessed using the Shapiro-Wilkes test. Items not ex-
hibiting normality were marked for further review.

Domain assessment. After reviewing item descrip-
tive statistics, we reduced the original 54 items by
removing the domain importance questions, the
global quality-of-life item, highly skewed items,
and redundant items, such as the multiple ques-
tions regarding peace and evaluation of patients’
second and third symptoms. The remaining 30
items were retained for factor analyses.

Exploratory factor analysis with an oblique-ro-
tated Promax solution was used to group attrib-
utes into domains and reduce the number of
questionnaire items. An oblique rotation allows
one to evaluate the reasonableness of the orthog-
onality assumption and can produce a more re-
alistic presentation of the factors.32,33 It is the most
appropriate choice given our assumption that
some conceptual domains may not be empirically
distinct. Eigenvalues greater than 1.0 combined
with a scree plot28 were used to determine the
number of domains. The scree plot was used to
identify the number of factors that extracted the
maximum amount of variance from the set of in-
dicators.34 Items not loading (.0.50) on the ex-
pected factors were removed. We sought simple
structure as an indication of variables being re-
lated to appropriate domains.35 That is, we
looked for high loadings for variables expected
to relate to certain constructs and low loadings
for unrelated variables and constructs.

The final model contained 24 items (see Table
1). Using this reduced model, we also compared
items and domains in an interitem correlation
matrix. If a domain is reliable, correlations among
its constituent items should be high. We assessed
internal consistency for individual domains and
the full measure using Cronbach a. Items that did
not have an item-to-domain correlation above
0.60 were marked for evaluation.36 As noted pre-
viously, a sample size of 200 is well powered to
detect such strong correlations (.0.50) among 30
items. Analyses were conducted using Proc fac-
tor in SAS version 8.0 (SAS Institute, Cary, NC).

RESULTS

Response and description

A total of 234 potential subjects were ap-
proached. We enrolled 200 patients from the
Durham VA and Duke University Medical Cen-
ters (100 per site). Thirty-one refused and three
demonstrated significant cognitive impairment
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on the SPMSQ, yielding a response rate of 85%.
All 200 patients completed the interview. Four-
teen did not report any symptoms; therefore,
some analyses are based on the remaining 186
participants with “full” information. The sub-
group not reporting symptoms was comprised of
more males (87%), slightly older (mean age 68),
nonmarried persons (60%), and with a higher per-
centage of congestive heart failure (40%) than the
rest of the sample.

Participants had at least one of four life-threat-
ening conditions: stage IV cancer (64%); CHF
(19.5%); ESRD (10%), and COPD (6.5%). Ap-
proximately 74% of subjects were male, 64%
were Caucasian, 33% African American (Table
2). The sample showed a broad educational dis-
tribution and a majority (61.5%) were married.

The mean age of patients was 62 (range, 34–84;
median, 63).

Distributions

All questionnaire items showed responses
across the full range of categories from “com-
pletely” to “not at all (Table 3).” The symptom
assessment demonstrated the best distributions
among all subscales with mean values close to 3
and standard deviations of 1.25 or more.

Five items in the original 54-item questionnaire
had greater than 90% response in the fourth and
fifth categories and were, therefore, removed
prior to factor analysis. All remaining items dis-
played appropriate distributional characteristics
for parametric analyses.

Five of seven importance items showed a full
range of responses. In general, the importance
items did not show broad variation with the ex-
ception of the item assessing importance of phys-
ical symptoms to overall quality of life (mean, 3.7;
standard deviation [SD], 0.89) and were, there-
fore, not included in the factor models.

As a brief check on sample response variation,
we used x2 Fisher’s exact tests to evaluate sub-
group differences in responses. Although women
showed significantly (p , 0.05) higher quality of
life, there were no overall quality of life differ-
ences (as measured by the global quality-of-life
item) associated with site of recruitment, ethnic-
ity, education, household composition, marital
status, or diagnosis.

Domains

Factor analyses revealed five distinct domains
(see Table 1) comprising a total of 24 items.

The first factor (6 items; a 5 0.84) measured a
sense of life completion, particularly through con-
tributions to others. It included (1) being able to
help others, (2) making a positive difference in the
lives of those, (3) saying important things to loved
ones, (4) having a sense of meaning, (5) sharing
with family, including time together, gifts or wis-
dom, and (6) being at peace. It was the strongest
factor accounting for 23% of the variance.

The second factor (7 items; a 5 0.77) assessed
relationships with the health care system. It in-
cluded questions rating (1) a sense of control
about one’s treatment decisions, (2) knowing
where to get information, (3) participating in
one’s own care decisions, (4) knowing what to ex-
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TABLE 1. SAMPLE PROFILE

Variable Percentage

Gender
Male 73.5
Female 26.5

Ethnicity
African American/black 33.5
Asian-American 0.5
Caucasian/white 64
Native American 1

Education
,High school 22
High school diploma 27
Associate’s degree 23
Bachelor’s degree 11
Graduate/professional degree 17

Marital status
Married/living with partner 61.5
Widowed 14.5
Divorced/separated 20
Never married 4

Household Composition
Living w/spouse 61
Living w/child 29
Living w/parent 4
Living w/other 17.5
Living alone 17

Diagnosis
Cancer 64
COPD 6.5
CHF 19.5
ESRD 10

Approached: 234; refused: 31; Failed SPMSQ: 3.
COPD, chronic obstructive pulmonary disease; CHF,

congestive heart failure; ESRD, end-stage renal disease.



pect about illness, and (5) that one’s physician has
a sense of one as a person, beyond the illness.

The third factor (6 items; a 5 0.77) measured
preparation or anticipatory concerns including (1)
worry about being a burden, (2) that one’s family
is not prepared for the future, (3) fear of dying,
(4) financial strain, and (5) regrets about life.

The fourth factor (4 items; a 5 0.77) captured
symptom impact. Pain was the most commonly
reported symptom followed by shortness of
breath and nausea. Subjects gave information re-
garding symptom severity, frequency, the extent
to which it interfered with enjoyment of life, and
concern about its occurrence in the future.

The fifth and final factor (2 items; a 5 0.60) mea-
sured connectedness and affective social support
by assessing (1) whether one had a confidant with
whom to share deepest thoughts and (2) spending
time with family. Of note, these two items loaded,
albeit slightly less strongly, on factor 1.

Overall, the items presented in factors 1–5
loaded “cleanly” on their respective factors,
demonstrating simple factor structure. Together,
the five factors accounted for 51% of the variance
in quality of life at the end of life.

DISCUSSION

Several excellent instruments have been devel-
oped recently to assess quality of life and quality
of care at the end of life.7,11,14–16,21,37–39 The in-
strument presented in this paper (QUAL-E) con-
tributes to these measurement efforts in four dis-
tinct ways. First, it was developed inductively
using systematically collected accounts and re-
sponses of a range of participants in end-of-life
care including seriously ill patients (cancerous
and noncancerous advanced diseases), recently
bereaved family members, physicians, and other
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TABLE 2. ITEM MEANS, STANDARD DEVIATIONS, AND MEDIANS (FIFTY-FOUR-ITEM INSTRUMENT)

Item n Mean SD Median

1. How often have you experienced symptom 1 (last week)? 188 3.73 1.45 4
2. How severe has symptom 1 been? 186 3.27 1.27 3
3. How much has symptom 1 interfered with enjoying life? 186 3.23 1.47 3
4. How worried are you about symptom 1 occurring in future? 186 2.81 1.51 3

13. How important are physical symptoms to your QOL? 200 3.68 0.89 4
14. I have as much information as I need about my illness 200 3.49 1.17 4
16. I have a sense of control about treatment decisions 200 3.96 0.90 4
17. I participate as much as I want decisions about my care 200 4.26 0.89 4
20. Beyond my illness, my doctor has sense of who I am as a person 200 4.04 0.97 4
21. My personal dignity has been maintained 200 4.41 0.79 5
23. How important are relationships with health care providers to QOL? 200 4.26 0.66 4
25. I spend as much time as I want with family 200 4.16 1.11 5
27. I have someone with whom I can share my deepest thoughts 200 4.35 1.14 5
29. How important are personal relationships to your QOL? 200 4.42 0.70 5
30. Thoughts of dying frighten me 200 1.80 1.06 1
31. I know what to expect about the course of my illness 200 3.92 0.99 4
32. I know where to get answer to my questions 200 4.26 0.89 4
34. I worry that my family is not prepared to cope with the future 200 3.52 1.32 3
35. How important is preparation for the future to your QOL? 200 3.94 0.82 4
39. I am at peace with myself 200 4.49 0.77 5
40. How important being at peace to your QOL? 200 4.41 0.76 5
41. I am able to say important things to those close to me 200 4.36 0.88 5
43. I have regrets about the way I have lived my life 200 4.02 1.16 4
44. Despite my illness, I have a sense of meaning in my life 200 4.20 0.78 4
46. How important sense of completion to your QOL? 200 4.04 0.72 4
47. I make a positive difference in the lives of others 200 3.89 0.09 4
48. I am able to contribute to others by time, gifts, wisdom 200 3.88 0.91 4
50. I worry that will be burden to family 200 3.58 1.20 4
51. I worry about the financial strain caused by illness 200 3.71 1.31 4
52. I am able to share import things with my family 200 4.18 0.88 4
53. How important is contributing to others to your QOL? 200 3.95 0.71 4
54. Rate overall QOL 200 3.82 0.79 4

QOL, quality of life; SD, standard deviation.



health care providers. Second, it confirms the im-
portance of two domains featured in existing in-
struments, namely physical symptoms and issues
of spirituality. Third, it offers several new do-
mains of experience including an expanded def-
inition of life completion, the influence of in-
teraction with the health care system, and prepa-
ration. Finally, it contains individual importance
ratings that will allow the weight of individual
domains to vary between individuals and within
the same individual over time. The results of the
preliminary validation phase suggest the QUAL-
E is acceptable to seriously ill patients and ex-
hibits excellent initial psychometric properties.

As noted, one of the new features of this in-
strument is the multifaceted nature of the first 
domain, completion. Other researchers have 
described the importance of transcendence ex-
pressed through connection with God, peace, or
sense of meaning and as noted, it is present in
most recent end-of-life instruments.7,11,20,21,30 In

the QUAL-E, these aspects were supplemented
by items showing contributions to others, for ex-
ample, through time together, gifts, or wisdom.
In a recent palliative care study, cancer patients
reported that “feeling useful” influenced whether
their days were “good” versus “bad.”40 Further-
more, the need to give of oneself to the well-be-
ing of others was noted by participants in our pre-
vious focus group study and confirmed in a
national survey.22,23 Interestingly, it was an at-
tribute of quality at the end of life identified as
salient to patients but less important to physi-
cians. Experts in human development theory
have long noted this need for “generativity,” nec-
essary growth achieved through giving.41 Our
data suggest that transcendence may be achieved
in several ways: as one moves beyond the self 
either religiously (connected to others before
death), spiritually (beyond the body, after death),
and generationally in legacy passed to children
and family. Furthermore, questions of meaning
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TABLE 3. FACTOR LOADINGS (FINAL MODEL, TWENTY-FOUR ITEMS)

Factor 2 Factor 5
Relationship Factor 4 Affective

Factor 1 w/health care Factor 3 Symptom social
Questionnaire item Completion system Preparation impact support

48. Able to help others 0.76 0.04 0.03 0.17 0.13
47. Make positive difference for others 0.73 0.03 0.07 0.01 0.05
41. Able say important things to those close 0.71 0.02 0.02 0.17 0.24
44. Sense of meaning in life 0.70 0.01 0.13 0.11 0.11
52. Able share important things with family 0.66 0.07 0.04 0.03 0.24
39. At peace with self 0.58 0.11 0.34 0.03 0.00

16. Control of treatment decision 0.09 0.73 0.08 0.02 0.08
15. Understand nature of illness 0.12 0.70 0.09 0.13 0.21
32. Know where to go to get answers 0.18 0.69 0.11 0.03 0.04
17. Participate in decisions regarding care 0.20 0.62 0.09 0.06 0.34
14. Have info regarding illness 0.32 0.59 0.07 0.11 0.38
20. MD knows who I am as a person 0.03 0.57 0.13 0.13 0.22
31. Know what to expect of illness 0.09 0.53 0.10 0.19 0.10

50. Worry about being a burden to family 0.04 0.02 0.80 0.00 0.14
34. Worry that family not prepare for future 0.11 0.07 0.66 0.04 0.19
51. Worry about financial strain 0.09 0.03 0.61 0.10 0.09
43. Regrets about way lived life 0.11 0.22 0.58 0.19 0.13
30. Thoughts of dying frighten me 0.02 0.13 0.52 0.10 0.27

1. Symptom 1—how severe 0.04 0.05 0.04 0.80 0.05
2. Symptom 1—interfere with enjoyment 0.02 0.05 0.09 0.78 0.08
3. Symptom 1—how often experience 0.03 0.18 0.07 0.75 0.01
4. Symptom 1—worry occur in future 0.11 0.23 0.16 0.60 0.05

27. Someone to share deep thoughts 0.48 0.08 0.19 0.04 0.57
25. Spend time with family 0.42 0.01 0.15 0.18 0.56

Cronbach a 0.84 0.77 0.77 0.77 0.60



and completion accounted for the most variance
in overall quality-of-life at the end of life. Physi-
cal symptoms were clearly important but ac-
counted for less variance in overall quality-of-life
among seriously ill patients. This has been noted
by other researchers who have suggested usual
quality-of-life instruments, with the opposite do-
main weightings, do not account for patients
growth, particularly existential growth, at the end
of life.6,11,40,42–47 The results from this study sug-
gest that growth occurs, in part, through a sense
of contribution.

The second component captured by the QUAL-
E is the domain measuring patients’ relationships
with the health care system, specifically with re-
gard to knowledge of illness, knowing what to
expect about illness, and whether the patient felt
the doctor knew him or her as a “whole person.”
In focus group discussions, the domains of “com-
municating about treatment decisions” and “be-
ing known as a whole person” were most often
discussed together.22 These data suggest the two
concepts are empirically linked in a domain as-
sessing patients relationships with the health care
system. The significance of these relationships at
the end of life is evident in some quality of care
measures, particularly the after death family in-
terviews but less prominent in pre-death patient
quality-of-life tools.37,39 More than a measure of
patient satisfaction, this domain’s salience sug-
gests that information, expectations, and the ex-
tent to which patients’ believe that formal
providers perceive them as “whole persons” are
crucial components of quality in the final phase
of life. In focus groups, family members recount-
ing the deaths of a loved ones were comforted by
the personal interactions they witnessed between
their relatives and physicians, saying the patient
received personal care not only treatment for a
disease.22

The third contribution of the QUAL-E is recog-
nition of patients’ preparation or anticipatory
concerns. Worry about being a burden, financial
strain, and whether or not families were prepared
for the future, emerged as a coherent theme. Some
existing tools measure concern about dying or fi-
nancial strain, and others assess anxiety. How-
ever, items in the QUAL-E appear to measure a
broader sense of preparation and anticipation,
and as such, are novel. Patients’ fears of their fam-
ilies’ futures and the sense of burden they may
bring was a common concern raised by patients
in both focus groups and a national survey;

physicians were less likely to endorse its impor-
tance.22,23 The inclusion of “regrets about the way
I have lived my life” may seem dissonant with a
theme of the future. However, many patients an-
ticipate their dying as a time of reckoning. Look-
ing back, perhaps with regret, appears part of the
process of preparing for the future.22

Similar to most quality-of-life tools, responses
on the QUAL-E identified a clear physical symp-
tom domain or subscale. However, unlike other
instruments, these questions combine ratings of
symptom severity and frequency with impact on
functioning and fear of future symptoms. Of note,
fears about future symptom expression did not
load highly on the preparation domain. Mea-
surement of aspects of patients’ physical symp-
toms beyond frequency and severity contributes
new information to the multidimensional mea-
surement of quality at life’s end, and alerts clini-
cians not only to manage patients’ current phys-
ical distress, but also allay fears related to
symptoms and their expression in the future.

Items associated with affective social support
were expressed as a fifth domain, and included
whether the person had a confidant and spent
time with family. The importance of social sup-
port or connectedness at the end of life has been
identified by other efforts to measure compo-
nents of a good death.6,7,19,37,39,48 Both items in
the fifth domain, loaded strongly on the first do-
main, perhaps indicating an important link to
“completion.” After the next phase of validation,
we will examine the items’ convergent and di-
vergent validity with comparison measures to de-
termine final factor structure.

Previously published quality-of-life indices
tend to be divided a priori into biomedical, psy-
chological, social, and spiritual concerns. How-
ever, these categories may reflect the divisions of
research disciplines rather than distinctions
spawned by patients’ and families’ experiences.
A growing body of evidence suggests patients’
and families’ perspectives offer a more inte-
grated view of death and dying.22,49–51 The al-
ternative conceptualization presented in the
QUAL-E overlaps with previous studies, but we
would argue, is qualitatively and quantitatively
distinct.

The study has several limitations. Half of the
participants were recruited from a Veterans Ad-
ministration (VA) medical center and the other
half from a private university medical center. As
a result, more than half of respondents are male.
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However, more than 25% were female; statistical
analyses of subgroup differences based on gen-
der, therefore, are adequately powered. Many pa-
tients had extended relationships with physi-
cians, but these results may not be generalizable
to those with longer term relationships with their
physicians. All participants in the study had ad-
vanced disease but were ambulatory at the time
of interview. This allowed initial assessment
among a seriously ill population that was able to
respond to the questionnaire. Three months after
data collection with the first 100 patients 20% of
that sample had died. Finally, because factor
structure was analyzed using oblique rotation,
multicollinearity may result if entering the full in-
strument in other analytic models. This will be
tested empirically after the second phase of vali-
dation.

This was an initial validation of a new in-
strument. The study was primarily concerned
with response distributions, and underlying
factor structure. We do not report correlations
with comparison measures assessing concur-
rent or divergent validity. Those assessments
are underway in the second phase of validation
using the revised shorter instrument (items in
Table 1 plus the domain importance items and
global quality-of-life question) on another sam-
ple of seriously ill patients. This phase also is
evaluating test-retest reliability. A weighting
scheme and a consequent scoring algorithm will
be created after validity and reliability have
been established.

Quality-of-life at the end of life is a multidi-
mensional construct comprising a broad array of
needs and influenced by one’s interpersonal re-
lationships, as well as personal reflections of the
past, perceptions of the present, and expectations
of the future. Patients come to the end of life with
a range of illness trajectories, the relatively pre-
dictable pattern of functional decline among pa-
tients with metastatic disease, and the erratic
crises that punctuate the functioning of patients
with CHF and COPD. The instrument presented
in this paper was designed to capture the expe-
riences of patients with each of these illness
courses. Furthermore, our goal is to validate a
tool that is useful in a variety of care settings, ir-
respective of self-identification as “terminally ill.”
Future psychometric work will help understand
the relative weights of domains and how they
vary both between individuals and within indi-
viduals over time.
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APPENDIX

Measuring Quality-of-Life at the End of Life (QUAL-E): Thirty-One Items

I’d like you to think back over the last month. Please tell me the three physical symptoms or problems that have
bothered you the most during that time. Some examples are pain, nausea, lack of energy, confusion, depres-
sion, anxiety, and shortness of breath.

Symptom #1____________________________________________________________________________ _
Symptom #2___________________________________________________________________________ _
Symptom #3___________________________________________________________________________ _

�If no symptoms were elicited, then state the following:
So, just to be sure, over the last month, you have had no physical or emotional symptoms that both-
ered you.

If correct, skip to question #5. 

Which of these symptoms or problems has bothered you the most this past week?

1. During the last week, how often have you experienced ________________ ?

Rarely A few times Fairly often Very often Most of the time
1 2 3 4 5

2. During the last week, on average, how severe has ________________ been?

Very mild Mild Moderate Severe Very severe
1 2 3 4 5

3. During the last week, how much has ________________ interfered with your ability to enjoy your
life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

4. How worried are you about ________________ occurring in the future?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

5. In general, how important are your PHYSICAL SYMPTOMS OR PROBLEMS to your overall
quality of life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

Below is a list of statements that other people with a serious illness have said may be important.
Please tell me how true each statement is for you.

6. I have as much information as I want about my illness.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

7. Although I cannot control certain aspects of my illness, I have a sense of control about my treat-
ment decisions.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

(continued N )



8. I participate as much as I want in the decisions about my care.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

9. Beyond my illness, my doctor has a sense of who I am as a person.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

10. In general, I know what to expect about the course of my illness.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

11. As my illness progresses, I know where to go to get answers to my questions.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

12. In general, how important is feeling like an ACTIVE PARTICIPANT in your HEALTH CARE to
your overall quality of life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

13. I spend as much time as I want with my family.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

14. There is someone in my life with whom I can share my deepest thoughts.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

15. In general, how important are your PERSONAL RELATIONSHIPS to your overall quality of life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

16. In general, how important is feeling CONNECTED TO OTHERS to your overall quality of life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

17. I worry that my family is not prepared to cope with the future.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

18. I have regrets about the way I have lived my life.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

19. At times, I worry that I will be a burden to my family.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

20. Thoughts of dying frighten me.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5
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21. I worry about the financial strain caused by my illness.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

22. In general, how important are CONCERNS ABOUT THE FUTURE to your overall quality of life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

23. I have been able to say important things to those close to me.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

24. I make a positive difference in the lives of others.

Not at all A little bit A moderate amount Quite a bit Completely
2 3 4 5 5

25. I have been able to help others through time together, gifts, or wisdom.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

26. I have been able to share important things with my family.

Not at all A little bit A moderate amount Quite a bit Completely
2 3 4 5 5

27. Despite my illness, I have a sense of meaning in my life.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

28. I feel at peace.

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

29. In general, how important is CONTRIBUTING TO OTHERS to your overall quality of life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

30. In general, how important is the feeling that your LIFE IS COMPLETE to your overall quality of
life?

Not at all A little bit A moderate amount Quite a bit Completely
1 2 3 4 5

Now, I have one last question.

31. How would you rate your OVERALL QUALITY OF LIFE?

Very Poor Poor Fair Good Excellent
1 2 3 4 5
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