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Abstract

Quality palliative care depends on a deep understanding of distress facing patients nearing
death. Yet, many aspects of psychosocial, existential and spiritual distress are often
overlooked. The aim of this study was to test a novel psychometric—the Patient Dignity
Inventory (PDI)— designed to measure various sources of dignity-related distress among
patients nearing the end of life. Using standard instrument development techniques, this
study examined the face validity, internal consistency, test—retest reliability, factor structure
and concurrent validity of the PDI. The 25-items of the PDI derive from a model of dignity in
the terminally ill. To establish its basic psychometric properties, the PDI was administered to
253 patients receiving palliative care, along with other measures addressing issues identified
within the Dignity Model in the Terminally Ill. Cronbach’s coefficient alpha for the PDI was
0.93; the test—retest reliability was v = 0.85. Factor analysis resulted in a five-factor
solution; factor labels include Symptom Distress, Existential Distress, Dependency, Peace of
Mind, and Social Support, accounting for 58 % of the overall variance. Evidence for
concurrent validity was reported by way of significant associations between PDI factors and
concurrent measures of distress. The PDI is a valid and reliable new instrument, which could
assist clinicians to routinely detect end-of-life dignity-related distress. Identifying these sources
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of distress is a critical step toward understanding human suffering and should help
clinicians deliver quality, dignity-conserving end-of-life care. ] Pain Symptom Manage
2008;36:559—571. © 2008 U.S. Cancer Pain Relief Commillee. Published by Elsevier Inc.

All rights reserved.
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Introduction

Palliative care faces many pressing chal-
lenges, not the least of which is finding effi-
cient and reliable ways to identify various
types of distress encountered among dying pa-
tients. Providing quality palliative care is pred-
icated on a deep understanding of patient
experience and potential causes of suffering.
Furthermore, distress at this time of life may
be physical, psychosocial, spiritual, or existen-
tial in nature, or as is often the case, some com-
bination thereof.' ™

Various strategies have been used to identify
end-of-life distress, each with their own inher-
ent strengths and weaknesses. The clinical
interview is, of course, a critical element of
any comprehensive assessment. The informa-
tion it yields, however, depends on the skill
of the individual clinician and the degree of
reticence patients may feel in sharing the ex-
tent or nature of their distress. Self-report
screening instruments are sometimes used to
elicit the characteristics of patient distress.
Unidimensional scales, such as some measures
of quality of life® or the generic distress ther-
mometer,” are able to quantify distress without
necessarily eliciting its exact nature or descrip-
tion. Some of the multidimensional scales are
either encumbered by their length or may be
limited because they tend to narrowly focus
on traditional dimensions of patient distress.”®

In spite of an assortment of newer scales that
tap into various aspects of the end-of-life expe-
rience, few have been broadly applied to the
clinical practice of palliative care. So, for exam-
ple, although there are measures for desire for
death,g’10 will to live,11 and delrnoralization,12
these tend to be used almost exclusively for re-
search purposes, with limited application to
most patients nearing death. Some instru-
ments, such as the Structured Interview Assess-
ment of Symptoms and Concerns in Palliative

Care (SISC), address various dimensions of
end-of-life distress, but must be administered
by a trained interviewer and thus limit their
routine application. On the other hand, self-
report instruments, such as the Edmonton
Symptom Assessment Scale (ESAS), seem to
have achieved a higher degree of uptake
within palliative care. The ESAS consists of a se-
ries of visual analog scales, covering primarily
physical, along with a few common psycholog-
ical, symptoms that are common toward the
end of life. Aside from depression and anxiety,
however, the ESAS does not address other psy-
chosocial, existential, or spiritual sources of
discomfort or distress.

Clearly, the field of palliative medicine
would be well served by a clinically relevant
self-report instrument, which has sufficient
breadth and depth to tap into a variety of sour-
ces of distress facing patients nearing death.
To define the scope of such an instrument,
we turned to our empirical work on dying
with dignity, particularly the Model of Dignity
in the Terminally I1."*7'® This model, with
each of its major themes and subthemes (pre-
viously reported),'® encapsulates a broad
range of issues—physical, psychosocial, spiri-
tual, and existential—that may influence a dy-
ing patient’s sense of dignity. This broad and
eclectic range of issues can be subsumed un-
der the rubric of dignityrelated distress. To
measure this, we produced a prototype of a Pa-
tient Dignity Inventory (PDI), with individual
questions being written to correspond to spe-
cific Dignity Model themes and subthemes
(see Table 1). For example, the subtheme enti-
tled “role preservation” resulted in a question
about being able to carry out important roles,
while the theme “burden to others” informed
a question about “feeling a burden to others.”

The prototype PDI was vetted by 18 patients
receiving end-oflife care from the Winnipeg
Regional Health Authority Palliative Care
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Table 1

Dignity Model and the Basis of the Patient Dignity Inventory

Major Dignity Categories, Themes, and Subthemes

ILLNESS-RELATED CONCERNS

Level of independence (1, 2)
Cognitive acuity (9)
Functional capacity (8)

Symptom distress
Physical distress (3)
Psychological distress (5, 6)

Medical uncertainty (7)
Death anxiety (8)

DIGNITY CONSERVING REPERTOIRE

Dignity conserving perspectives
Continuity of self (4, 11)
Role preservation (13)
Generativity/legacy (15, 16)
Maintenance of pride (12)
Hopefulness (14)
Autonomy/control (19)
Acceptance (24)

SOCIAL DIGNITY INVENTORY

Privacy boundaries (20)
Social support (21, 22)
Care tenor (25)

Burden to others (18)

Resilience/fighting spirit (23)

Dignity conserving practices

Aftermath concerns

Living in the moment (10)
Maintaining normalcy (10)
Seeking spiritual comfort (17)

Numbers in parentheses correspond to the PDI item number that derives from each individual theme and subtheme.

Sub-Program. To arrive at this sample, 33 pa-
tients were identified as potential participants
(see selection criteria described below), two
of whom refused, one of whom did not speak
English, and 12 of whom were either too tired
or felt too ill to take part. Of the remaining 18,
nearly all had end-stage solid tumors; the me-
dian age was 73 (range 47—89), the median
survival was 32 days (range 2—274), and eight
(44%) were female. These patients were asked
to provide their feedback regarding the proto-
type PDI. This provided an opportunity to clar-
ify the exact wording for every item, along with
reaffirming the content validity of this emerg-
ing instrument. This prototype, consisting of
22 items, was then administered to 211 pa-
tients within the Winnipeg Regional Health
Authority Palliative Care Program (the specific
demographics and recruitment details pertain-
ing to this sample have been previously re-
ported).17 This phase of recruitment asked
patients to indicate the degree that each item
related to their sense of dignity (from “not at
all” to “very much so”).

Based on this initial experience, several revi-
sions to the PDI prototype were made. First and
mostimportant, patients and clinicians pointed
out the limitation of the instrument, given that
each item was rated according to its association
with sense of dignity, rather than the extent to
which the issue was felt to be a problem. As
such, each item was reframed accordingly.
This is a critical distinction, given that patients
and care providers are far more concerned if an
issue is problematic as opposed to its putative
association with the construct of dignity. Other
revisions included dividing a question on social

support into two questions, one addressing
friend and family support and the other health
care provider support, given that patients felt
these were separate issues requiring individual
items. For similar reasons, the item on psycho-
logical distress was divided into an item on de-
pression and a separate item on anxiety;
a question on unfinished business was added
to supplement an item about “having made
a meaningful contribution.” In response to pa-
tient feedback, a question about “worrying how
life might end” was revised to be somewhat
more general and less jarring, that is, “worrying
about the future.”

This 25-item PDI serves as the basis for the
current study (Fig. 1), whose aim was to test
and establish the psychometric properties of
this instrument. The PDI is meant to provide
a measure of dignity-related distress and serve
as a screening tool to assess a broad range of
issues that have been reported to influence
sense of dignity.lg”15 It thus offers a relatively
easy way to help clinicians identify a broad
range of issues that can cause distress among
patients nearing death.

Method

Participants

Between March 2004 and July 2007, patients
receiving palliative care from the Winnipeg
Regional Health Authority Palliative Care
Program, meeting eligibility criteria, were
approached to participate in this study. This
program provides comprehensive inpatient
care and coordinated community-based end-
oflife care services. In February 2006 and in
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July 2006, the Palliative Care Program in Perth,
Australia and the Calgary Health Region Pallia-
tive Care program, respectively, were invited to
partner in participant recruitment. These pro-
grams were chosen because of our longstanding
research affiliations with those centers. These
centers also are affiliated with palliative care
programs that provide end-of-life care services
comparable to the primary recruitment site.

The medical status of every patient was re-
viewed by the treatment staff, who indepen-
dently ascertained their eligibility for the
study on the basis of clinical consensus. Eligi-
bility criteria included being age 18 years or
older; being enrolled in the palliative care pro-
gram within the respective recruitment site;
having a life expectancy of less than six
months; having an ability to read and speak
English; demonstrating no evidence of demen-
tia or delirium that might make completion of
the study protocol difficult; and having the
ability to provide informed consent. Patients
were not referred to the study if they were cog-
nitively impaired, unable to give informed con-
sent, or too gravely ill to take part in the
protocol. Across the three recruitment sites,
806 patients were identified by the clinical staff
as appropriate for referral to the study. Of
these patients, the research staff found that
261 did not meet eligibility criteria, 205 were
not interested in hearing about the study,
and 28 were too ill. Of the remaining 312, 35
patients refused to take part. Of the remaining
277 patients, all of whom gave verbal and writ-
ten consent, 24 dropped out for various rea-
sons, primarily because they became too ill to
complete the protocol. This left a final sample
of 253 patients, consisting of 190 patients from
Winnipeg, Canada; 42 from Calgary, Canada;
and 21 from Perth, Australia.

The Faculty of Medicine Ethics Committees
at the University of Manitoba, Curtin Univer-
sity of Technology in Perth and the University
of Calgary Conjoint Health Research Ethics
Board approved the study, with the various
Hospital Research Review Boards at participat-
ing institutions granting formal patient access.
Prior to the onset of data collection, all pa-
tients provided written informed consent.

Procedures
Patients were asked to complete the 25-item
PDI. Each item was rated on a five-point scale

(1=not a problem; 2= a slight problem; 3=a
problem; 4=a major problem; 5=an over-
whelming problem) (see Appendix). Five-
point scales of this nature have been reported
most reliable on measurements of attitude-
judgment, with response categories above five
not yielding significant additional discrimina-
tion."®'? Patients completed the PDI as a
selfreport, or were assisted by a highly experi-
enced research nurse, who when required,
read the questions aloud and recorded their
responses. Patients who were willing and able
to do so were asked to complete the PDI 24
hours later, to allow researchers to examine
the inventory’s stability over time.

To examine the instrument’s concurrent
validity, patients were also asked to complete
a number of self-report measures, tapping
into areas of distress identified within the
Model of Dignity in the Terminally I1.."> This
included the Revised ESAS (which included
a “will to live” visual analog scale),® the Beck
Depression Inventory (BDI);** and the suffer-
ing and dignity items from the SISC.*' Quality
of life was measured using the brief Quality-of-
Life Scale.” This two-item scale rates the pa-
tient’s self-assessed quality of life and his or
her satisfaction with the current quality of
life (ranging from 1 [poor] to 10 [excellent]).
Likert-type scales, ranging from one to 10,
were used to measure two conceptual dimen-
sions of social support: the structural aspects
of support network (i.e., the availability of so-
cial support) and satisfaction with the degree
of support provided.*** Using this approach,
patients’ perceptions of support from their
families and friends, and health care providers
were measured. The Functional Assessment of
Chronic Illness Therapy—Spiritual Well-Being
(FACIT-Sp), a measure of spiritual well-being
for people with cancer and other chronic ill-
nesses, was also administered to all partici-
pants.”* As well, all participants completed
the National Center for Health Statistics
General Well-Being Schedule, which is a brief,
reliable, and valid measure of subjective well-
being that is widely used as an indicator of
psychological health and dysfunction.” Basic
demographic information was also collected
from every patient.

Experienced palliative care research nurses
administered the study psychometrics, with
regular monitoring by the principal
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investigator (HMC) to ensure data integrity
and standardized application of the protocol.
The protocol was generally well tolerated by
patients, taking between 30 and 45 minutes
to administer.

Statistical Analysis

To assess the instrument’s internal structure,
a factor analysis using the conventional ap-
proach of an initial principal components
solution followed by varimax rotation was un-
dertaken. The selection of factors for rotation
was based on the dual criteria of eigenvalues
greater than 1 and the assessment of a scree
plot. To examine whether the orthogonal fac-
tor structure inherent to varimax rotation was
appropriate, the data also were subjected to
an oblique factor rotation in order to explore
factor independence.

The internal consistency of the PDI was ex-
amined by determining Cronbach’s coefficient
alpha. Its test-retest reliability was assessed by
correlating the initial PDI self-report with the
PDI self-report obtained 24 hours later. To ex-
amine the concurrent validity, individual fac-
tors were analyzed by determining their
correlation with other measures thought to
be conceptually overlapping. Unless otherwise
specified, all tests were carried out and re-
ported on a two-tailed basis.

Results

The mean age of the 253 participants was 69
years (SD 13.5); 136 (58%) were female.
Thirty-six percent had less than a high school
education, 19% had completed only high
school, and 45% had some college or post-
graduate training. Fifty-four percent of pa-
tients were married or cohabiting, 27% were
widowed, 10% were divorced, 8% were never
married, and 2% were separated. Fifty-four
percent of patients were living with a spouse
or partner. Thirty-two percent were living
alone, 19% were living with children, 3%
with parents, 1% with children, and 7% with
other. In terms of religious affiliation, 37%
were Protestant, 23% Catholic, 20% other,
17% no religious affiliation, and 3% Jewish.
Primary tumor sites included lung 25%, gastro-
intestinal 18%, genitourinary 11%, breast 7%,
hematologic 6%, and other solid tumor 23%;

8% had noncancer diseases, such as chronic
obstructive pulmonary disease, amyotrophic
lateral sclerosis, and various other life-limiting
ailments. Across the total sample, 149 (59%)
were inpatients, with the remainder (41%) re-
ceiving treatment outside of the hospital set-
ting. The mean duration of survival from the
time of interview to the time of death was 78
(SE 6.5) days.

Cronbach’s coefficient alpha for the PDI was
calculated to be 0.93. The test-retest reliability
for the full PDI was r = 0.85, with individual
variables’ test-retest reliabilities ranging from
r=0.37 to r= 0.76 (see Table 2).

As a result of the factor analysis, five factors,
accounting for 58% of the overall variation,
were selected for rotation. This was based on
an examination of the factor scree plot; all se-
lected factors had eigenvalues greater than 1,
with a discontinuity in eigenvalue size judged
to have occurred between factors five and six.

Table 2
Test-Retest Reliability
(mean time interval = one day)

Pearson r
Variable (n = 133) Pwvalue
Not being able to think clearly 0.76 0.001
Not able to perform tasks of 0.71 0.001
daily living
Feeling have not made meaningful 0.71 0.001
contribution
Not feeling worthwhile or valued 0.70 0.001
Not able to attend to bodily functions 0.69 0.001
Physically distressing symptoms 0.69 0.001
Concerns regarding spiritual life 0.69 0.001
Feeling of reduced privacy 0.67 0.001
Feeling depressed 0.65 0.001
Feeling anxious 0.65 0.001
Feeling no longer who I was 0.64 0.001
Feeling of not having control 0.62 0.001
Feeling of unfinished business 0.61 0.001
Not being able to accept things 0.61 0.001
as they are
Feeling how you look has changed 0.59 0.001
Feeling uncertain 0.58 0.001
Not feeling supported by friends 0.58 0.001
or family
Feeling a burden to others 0.57 0.001
Feeling life no longer has meaning 0.56 0.001
or purpose
Not feeling able to mentally fight 0.52 0.001
illness
Not able to continue usual routines 0.49 0.001
Worried about the future 0.48 0.001

Not able to carry out important roles 0.44 0.001
Not feeling supported by health care 0.43 0.001

providers
Not being treated with respect 0.37 0.001
Total correlation PDI 0.85 0.001
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The 10 largest initial eigenvalues, together
with the percentage variance explained, are
summarized in Table 3. The five rotated factors
(variable loadings less than 0.55 are not
shown) are presented in Table 4. These factors
are labeled as follows: Symptom Distress, Existen-
tial Distress, Dependency, Peace of Mind, and Social
Support. An oblique factor analysis demon-
strated that the factors labeled Symptom Distress
and Existential Distress were modestly positively
correlated, while other factors were weakly cor-
related with one another. These correlations
were insufficient to require treatment as a sin-
gle scale (see Table 5).

Factor Details: Internal Consistency
and Reliability

Further analysis was undertaken to establish
the psychometric characteristics of each indi-
vidual factor. Cronbach’s coefficient alpha
was calculated for the five factors using the
items that loaded greater than 0.55 on each
respective factor (Table 4). Thus, Cronbach’s
coefficient alpha was used to measure the reli-
ability of the subscales created from the indi-
vidual items loading heavily on each factor.
The concurrent validity of each factor was ex-
amined by generating a list of hypothesized
concurrent measures against which it might
be correlated (Table 6 lists all measures tested
and associated findings).

Symptom Distress. This factor comprised the
PDI items that essentially covered physical as
well as psychological sources of distress. Items
contained within this factor had factor load-
ings that ranged from 0.57 to 0.71. This fac-
tor’s internal consistency, as measured by
Cronbach’s coefficient alpha, was 0.80. To es-
tablish concurrent validity, this factor was

Table 3
Initial Factor Loading for the PDI

Initial Eigenvalues

Initial Factor Total % of Variance Cumulative %

1 8.937 35.747 35.747
2 1.695 6.781 42.529
3 1.515 6.061 48.590
4 1.304 5.215 53.805
5 1.267 5.069 58.874
6 1.039 4.155 63.029
7 0.992 3.970 66.998
8 0.838 3.353 70.351
9 0.736 2.944 73.295
10 0.700 2.799 76.094

Table 4

Factor Analysis (Five-Factor Solution)

Factor 1. Symptom Distress

Cronbach’s
Coefficient
Alpha=0.80

Item Factor Loading
Physically distressing symptoms 0.57
Feeling depressed 0.71
Feeling anxious 0.71
Feeling uncertain 0.68
Worried about future 0.64
Not being able to think clearly 0.58
Cronbach’s
Coefficient
Factor 2. Existential Distress Alpha=0.83

Item Factor Loading
Feeling how you look has changed 0.57
Feeling no longer who I was 0.63
Not feeling worthwhile or valued 0.74
Not able to carry out important 0.65
roles
Feeling life no longer has meaning 0.68
or purpose
Feeling a burden to others 0.58
Cronbach’s
Coefficient
Factor 3. Dependency Alpha=0.77

Item Factor Loading
Not able to perform tasks 0.77
of daily living
Not able to attend to bodily 0.80
functions
Reduced privacy 0.55
Cronbach’s
Coefficient
Factor 4. Peace of Mind Alpha=0.63

Item Factor Loading
Feeling have not made meaningful 0.61
contribution
Feeling of unfinished business 0.56
Concerns regarding 0.82
spiritual life
Cronbach’s
Coefficient
Factor 5. Social Support Alpha=0.70

Item

Factor Loading

Not feeling supported by friends
or family

Not feeling supported by health
care providers

Not being treated with respect

0.81
0.70

0.76

examined in terms of how it correlated with
other conceptually overlapping protocol mea-
sures (see Table 6). The Symptom Distress factor

was significantly correlated

(1=0.26—0.56;
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Table 5
Oblique Factor Analysis Exploring the Extent
of Correlation Between Factors
in the Five-Factor Solution

Correlation Matrix

Factors 1 2 3 4 5

1 1.00 0.45 0.34 0.28 0.21
2 0.45 1.00 0.27 0.26 0.24
3 0.34 0.27 1.00 0.16 0.16
4 0.28 0.26 0.16 1.00 0.18
5 0.21 0.25 0.16 0.18 1.00

P<0.001) with most of the ESAS symptom dis-
tress items (pain, anxiety, nausea, depression,
drowsiness, and shortness of breath). While
Symptom Distress did not significantly correlate
with level of activity, it did correlate with will
to live (r=—0.17; P=0.012), along with the
General Well-Being Scale (r=0.68; P<0.001),
the BDI (r=0.37; P<0.001), and the single
item measure of suffering (»=0.43; P<0.001).

Existential Distress. The factor labeled Existential
Distress consists of the following items: feeling
how I look has changed (factor loading=0.57);
no longer feeling like who I was (factor
loading=0.63); not feeling worthwhile or valued
(factor loading=0.74); not being able to carry
out important roles (factor loading=0.65); feel-
ing life no longer has meaning or purpose (fac-
tor loading=0.68); and feeling a burden to
others (factor loading=0.58). Cronbach’s coeffi-
cient alpha for this factor was 0.83. Existential
Distresswas significantly correlated with measures
of suffering (r=0.16, P<0.012), well-being
(=-0.18, P<0.005 [ESAS]; »—=0.24, P<0.005
[General Well-Being]); depression (r=0.30,
P<0.001 [ESAS]; »=0.38, P<0.001 [BDI]); anxi-
ety (r=0.17; P<0.001); and rating and satisfac-
tion with quality of life (==—0.20, P<0.003 and
r=—0.21, P<0.002, respectively). It did not, how-
ever, correlate significantly with either sense of
dignity or will to live.

Dependency. The items loading on this factor in-
clude not being able to perform task of daily liv-
ing (factor loading=0.77), not being able to
attend to bodily functions (factor loading=0.08)
and reduced privacy (factor loading=0.55).
Cronbach’s coefficient alpha for the Dependency
factor was 0.77. Dependency correlated with con-
current measures of activity (r=-0.35, P<
0.001), ability to work (v=0.22, P<0.001), cur-
rent rating and satisfaction with quality of life
(r=—0.36, P<0.001 and r=-0.28, P<0.001,

Table 6
Concurrent Validity

Factor 1. Symptom Distress

Correlation
with
Instrument Factor 1  Significance
Current level of pain (ESAS) 0.283 0.001
Current level of anxiety (ESAS) 0.453 0.001
Current level of nausea (ESAS) 0.274 0.001
Current level of drowsiness 0.346 0.001
(ESAS)
Current level of shortness 0.260 0.001
of breath (ESAS)
Current level of satisfaction —0.256 0.001
with pain relief (ESAS)
Current will to live —0.165 0.012
Current appetite —0.153 0.019
Current level of activity —0.076 0.247
Current level of well-being —0.249 0.001
Beck Depression Inventory 0.374 0.001
General Well-Being total 0.678 0.001
score
Suffering 0.434 0.001
Factor 2. Existential Distress
Correlation
with
Instrument Factor 2 Significance
Current level of 0.301 0.001
depression (ESAS)
Current level of anxiety (ESAS) 0.169 0.011
Current will to live (ESAS) —0.045 0.497
Current level of well-being —0.185 0.005
(ESAS)
Current quality of life —0.196 0.003
Current satisfaction with —0.206 0.002
quality of life
Beck Depression Inventory 0.381 0.001
Suffering (SISC) 0.163 0.012
Loss of dignity (SISC) 0.095 0.148
General Well-Being total 0.246 0.005
score
Factor 3. Dependency
Correlation
with
Instrument Factor 3  Significance
Current level of activity (ESAS) —0.349 0.001
Ability to work (Beck) 0.224 0.001
Current quality of life —0.367 0.001
Current satisfaction with —0.284 0.001
quality of life
Loss of dignity (SISC) 0.397 0.001
Factor 4. Peace of Mind
Correlation
with
Instrument Factor 4  Significance
Current level of anxiety (ESAS) 0.152 0.021
Current will to live (ESAS) 0.009 0.894
Current level of well-being 0.007 0.918

(ESAS)

(Continued)
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Table 6 Table 7
Continued Initial Factor Loading for FACIT

Factor 4. Peace of Mind

Correlation
with

Instrument Factor 4  Significance
Current quality of life —0.041 0.538
Satisfaction with quality —-0.101 0.128

of life
Beck Depression Inventory 0.173 0.010
FACIT total —0.062 0.368
FACIT inner peace -0.213 0.002
FACIT faith/spirituality 0.035 0.618
FACIT meaning 0.098 0.155

and spirituality
General Well-Being Scale 0.070 0.431
Suffering 0.010 0.881

Factor 5. Social Support

Correlation
with
Instrument Factor 5 Significance
Availability of Support —0.256 0.006
Satisfaction with Support —0.362 0.001

respectively), and sense of dignity (r=0.40,
P<0.001).

Peace of Mind. The items loading on this fac-
tor included concerns about one’s spiritual life
(factor loading=0.61), feelings of unfinished
business (factor loading=0.56) and feelings
of not having made a meaningful contribution
(factor loading=0.82). Cronbach’s coefficient
alpha was 0.63. This factor was perhaps the
most intriguing in terms of its correlational
patterns. An initial examination of the correla-
tions between this factor and various measures
of current psychosocial well-being failed to
show significant relationships, aside from
a small but significant relationship with anxiety
(r=0.15, P<0.021). Given that concerns re-
garding spiritual life loaded on this factor, cor-
relations between Peace of Mind and the FACIT
(Secular Subscale, Nonsecular Subscale, and
Total Score) were examined. Surprisingly, this
revealed no significant correlations. This find-
ing was puzzling and thus led to a factor anal-
ysis on the FACIT data. This initial principal
component factor analysis revealed three clear
and distinctive factors—Inner Peace, Faith/
Spirituality, and Meaning and Purpose (see
Tables 7 and 8). There was a significant corre-
lation between the FACIT Inner Peace factor
and the PDI Peace of Mind Factor (r=—0.21,
P<0.002). Each of the three individual
items loading on the PDI Peace of Mind

Initial Eigenvalues

Initial Factor ~ Total % of Variance  Cumulative %

1 5.188 43.23% 43.23%
2 1.547 12.89% 56.12%
3 1.138 9.49% 65.61%
4 0.885 7.38% 72.99%
5 0.624 5.20% 78.19%

factor—feelings of not having made a meaning-
ful contribution, feelings of unfinished busi-
ness, and concerns regarding spiritual
life—correlated significantly with the Inner
Peace factor of the FACIT (r=-0.26 to
—0.28, P<0.001).

Social Support. The PDI items loading of the
Social Support factor included not feeling
supported by friends and family (factor
loading=0.81), not feeling supported by
health care providers (factor loading=0.70),
and not being treated with respect (factor
loading=0.76). The Cronbach’s coefficient al-
pha for this factor was 0.70. It correlated signif-
icantly with composite measures of friend,
family, and health care provider support, that
is, availability of support and satisfaction with

Table 8
FACIT Factor Analysis

Factor 1. Inner Peace

Factor

Item Loading
I feel peaceful 0.742
I have trouble feeling peace of mind —0.696
I am able to reach down into myself 0.630

for comfort
I feel a sense of harmony within myself 0.751
I know whatever happens with my illness, 0.659

things will be ok
Factor 2. Faith/Spirituality

Factor

Item Loading
I find comfort in my faith or spiritual beliefs 0.889
I find strength in my faith or spiritual beliefs 0.910
My illness has strengthened my faith 0.780

or spiritual beliefs
Factor 3. Meaning and Purpose

Factor

Item Loading
I have a reason for living 0.842
My life has been productive 0.589
I feel a sense of purpose in my life 0.669
My life lacks meaning or purpose —0.712




Vol. 36 No. 6 December 2008

The Patient Dignity Inventory 567

support across these three sources (r=—0.26,
P<0.006 and r=—0.36, P<0.001, respectively).

No PDI item loaded significantly on more
that one factor, and each item loaded on its
theoretically appropriate factor. There were,
however, four items that did not obviously
load on any of the five factors: not being able
to continue usual routines, not feeling in con-
trol, not being able to fight the challenges of
illness, and not being able to accept the way
things are. Had we adjusted the critical thresh-
old for variable loading to 0.4, not being able
to carry out usual routines would have loaded
on Factors 2 and 3 (Existential Distress and
Dependency [factor loading=0.43]); not feeling
in control also would have loaded on Factors 2
and 3 (factor loadings=0.42 and 0.46, respec-
tively); not being able to fight the challenges
of illness would have loaded on Factor 1 (Symp-
tom Distress [factor loading=0.53]) and not be-
ing able to accept the way things are would
have loaded on Factors 1 and 3 (Symplom Dis-
tress and Dependency [factor loadings=0.53
and 0.42, respectively]).

Discussion

The need to identify distress among patients
nearing death is paramount in the field of pal-
liative care. Any attempt to attenuate or ame-
liorate distress in this patient population
must be predicated on an awareness of its pres-
ence.* Although the field has benefited from
various screening approaches, symptom dis-
tress instruments and quality-of-ife tools, few
have become a routine part of clinical practice.

The development of the PDI is an attempt to
provide the field with a feasible and reliable
way of identifying dignity-related distress—
distress that all too often contributes to suffer-
ing toward the end of life. Because this
instrument is based on the empirical Model
of Dignity in the Terminally IIl, it contains
a wide range of items covering the physical,
psychosocial, existential, and spiritual facets
of patient experience. Even though many sour-
ces of disquietude may not be readily visible or
easily articulated by sick patients, the degree to
which these can shape end-of-life experience is
profound. Yet, without a means of making
their presence known, many sources of distress
remain ubiquitous and intractable.

The basic standard psychometric properties
of the PDI have been examined, following
standard approaches that are required for
the introduction of any new measure. A Cron-
bach’s coefficient alpha of 0.93 provides evi-
dence that this 25-item inventory shows
excellent internal consistency, as do each of
its component factors. The test—retest reliabil-
ity, 7=0.85, demonstrates that the ratings ob-
tained using the instrument over a 24-hour
time frame are highly consistent. This assumes
that the items being measured are themselves
relatively steady. Some lower individual item
test—retest reliability may be based on ex-
pected distress fluctuations that are not un-
common in palliative care. Future studies
may want to consider slightly longer time inter-
vals to fully explore the temporal stability of
dignity-related distress in the context of pallia-
tive end-of-life care.

The PDI factor analysis was particularly en-
lightening and revealed a five-factor solution,
consisting of Symptom Distress, Existential Dis-
tress, Dependency, Peace of Mind, and Social Sup-
port. To establish the concurrent validity of
the PDI, correlations between each individual
factor and concurrent measures with putative
theoretical overlap were examined. The
correlational patterns involving Symptom Dis-
tress, Dependency, and Social Support were
straightforward and predictable. In each of
these instances, these factors correlated signif-
icantly with other protocol measures that were
theoretically synchronous.

The factor labeled Existential Distress, as dis-
tinct from Peace of Mind, denotes issues or sour-
ces of distress that would be expected to
resolve upon death (i.e., not feeling like who
I once was, not feeling worthwhile or valued,
a change in appearance, not being able to
carry our important roles, feeling life no lon-
ger has meaning, and feeling a burden). Exis-
tential Distress correlated significantly with
various measures of psychological distress,
quality of life, and suffering. It did not, how-
ever, correlate significantly with will to live or
sense of dignity. Our own research has shown
that will to live fluctuates in response to vari-
ous influences, depending on proximity to
death."" For patients nearing death, symptom
distress is one of the most ardent predictors
of will to live; it is noteworthy that the Symptom
Distress factor was significantly correlated with



568 Chochinov et al.

Vol. 36 No. 6 December 2008

the variable will to live. Although a correlation
between Existential Distress and sense of dignity
might have been anticipated, its absence
should come as no surprise. The construct of
dignity, after all, is multifaceted and depen-
dent on physical, psychological, social, and
spiritual sources of distress. We have previously
reported how dignity is often externally medi-
ated, especially in terms of how one perceives
himself/herself by others.'® This latter obser-
vation is underscored by the finding that dig-
nity correlates significantly with the PDI
factor labeled Dependency.

The Peace of Mind factor proved to be the
most challenging, and in some respects, most
interesting. Unlike Existential Distress, Peace of
Mind—consisting of the PDI items “not have
made a meaningful contribution,” “feelings
of unfinished business,” and “concerns about
spiritual life”—address concerns that may tran-
scend death itself. That is, dying patients
might anticipate that spiritual matters, con-
cerns about things they have left undone or
the lack of having made difference in this
life, could have ramifications beyond death.
As such, none of the measures of current dis-
tress (such as depression, will to live, well-
being, or quality of life) correlated significantly
with Peace of Mind. It was this unexpected find-
ing that led to our performing a factor analysis
on the FACIT itself (see Table 7 for FACIT fac-
tor loading). When the relationship between
the three FACIT factors and Peace of Mind was
examined, the only significant correlation
was with the Inner Peace factor (FACIT)
[r=—0.21, P<0.002]. Unlike the FACIT Faith
and Spirituality factor, or the Meaning and
Purpose factor, which largely speak to issues
based on current patient experience, the FA-
CIT Inner Peace factor addresses issues that
could easily apply to any of the Peace of Mind
items and their relationship to the transcen-
dent. It is worth noting that the Peace of Mind
factor, which included an item regarding spiri-
tual concerns, had the lowest Cronbach’s coef-
ficient alpha. It is important to acknowledge
that the term spirituality lacks definitional
specificity.?**” Hence, idiosyncratic respon-
dent interpretation may account for the lower
internal consistency of this particular factor.
Although future versions of the PDI may
amend and revise the current spirituality
item, clinicians are well advised to seek

clarification from those patients using the
PDI as a way of disclosing spiritual distress.

The PDI has excellent face validity and is
easily completed by patients in various circum-
stances of deteriorating health (i.e., in hospital
settings, palliative care units, and within com-
munity based settings). Depending on the pa-
tient’s health and energy, it can take little
more than a minute or two to complete; in
other instances, particularly if the patient re-
quires assistance, it can take longer (about
10—15 minutes).

Like any study, this one has its limitations.
The participants were predominantly older
patients with cancer. Although one might an-
ticipate that the landscape of distress revealed
by the PDI could be skewed by this select pa-
tient population, it should have little bearing
on establishing the psychometrics of this new
instrument. However, research examining
how the PDI applies and performs among
other populations, be they younger patients
or those facing noncancerrelated terminal
conditions, would be well advised. There was
also a large difference in the number of sub-
jects recruited from across the three sites.
The primary issue of concern, if any, is to
what extent the patients recruited across the
three sites differ from one another. Analysis
of age, gender, and disease site distribution
revealed no differences.

Of the 25 PDI items, four did not load on
any of the five factors. These included not be-
ing able to continue usual routines, not feeling
in control, not being able to fight the chal-
lenges of illness and not being able to accept
the way things are. Although this might be
used to justify eliminating these items from
the PDI, there is good reason to retain them
within this first iteration of the PDI. Although
reporting the prevalence of distress as re-
flected by the PDI goes beyond the scope of
this manuscript, each of the four items in ques-
tion identified substantial distress; 51.8% of
the cohort identified not being able to con-
tinue usual routines as a problem; not feeling
in control, 29.4%; not being able to fight the
challenges of illness, 12%; and not being
able to accept the way things are, 11.5%. Al-
though future versions of the PDI may see re-
visions consisting of somewhat fewer items,
further field testing and broad experience
with the current version would seem prudent.
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The development of a new screening tool
for palliative care offers some exciting and im-
portant opportunities. Like any novel instru-
ment designed to disclose things that are
otherwise difficult to see, the PDI will allow
for a more precise and accessible view of dying
patients’ experiences. The data contained
within this report provide initial evidence
that the PDI is internally consistent, reliable,
and valid. Its factor structure spans various do-
mains, covering the spectrum of end-of-life dis-
tress. Because it takes little time or effort to
complete, the PDI provides a feasible way of
having patients disclose and discuss what spe-
cific issues are causing them distress.

The PDI could provide new opportunities to
examine and better understand the landscape
of dignity-related distress among patients near-
ing death. It could, for example, allow investi-
gators to study the differential distribution of
distress across various populations, care set-
tings, and approaches to end-oflife care. It
could enable routine screening for distress in
palliative populations to be applied to at risk
patients, or used to monitor and track
dignity-related distress over time. First and
foremost, however, the PDI should help clini-
cians detect areas of distress that are often
overlooked, and are thus inaccessible. Identify-
ing these sources of discomfort is a critical step
toward acknowledging their importance within
the realm of human suffering. Such acknowl-
edgement should help pave the way toward
greater insights into responding, and to the ex-
tent possible, ameliorating end-of-life distress.
Hence, the PDIshould help clinicians to deliver
quality, dignity-conserving end-of-life care.*®

Acknowledgments

The authors thank their research staff, in-
cluding Kathy Cullihall (Winnipeg); Laureen
Johnson, Amanda Stiles, Robert Van Dyke, Car-
la Stiles (Calgary); and Joanne Hale, Jenny
Clarke, Sky Dawson, and Lynn Oldham
(Perth).

References

1. Mount B. Whole person care: beyond psychoso-
cial and physical needs. Am | Hosp Palliat Care
1993;10:28—37.

2. Portenoy RK, Thaler HT, Kornblith AB, et al.

Symptom prevalence, characteristics and distress
in a cancer population. Qual Life Res 1994;3:
183—189.

3. Morita T, Kawa M, Honke Y, et al. Existential
concerns of terminally ill cancer patients receiving
specialized palliative care in Japan. Support Care

Cancer 2004;12:137—140.

4. Chochinov HM. Dying, dignity, and new hori-
zons in palliative end-ofife care. CA Cancer ] Clin
2006;56:84—103.

5. Graham KY, Longman AJ. Quality of life in per-
sons with melanoma: preliminary model testing.
Cancer Nurs 1987;10:338—346.

6. Hoffman BM, Zevon MA, D’Arrigo MC,
Cecchini TB. Screening for distress in cancer pa-
tients: the NCCN rapid-screening measure. Psy-
chooncology 2004;13:792—799.

7. Portenoy RK, Thaler HT, Kornblith AB, et al.
The Memorial Symptom Assessment Scale: an in-
strument for the evaluation of symptom prevalence,
characteristics, and distress. Eur | Cancer 1994;30A:
1326—1336.

8. Bruera E, Kuehn N, Miller MJ, Selmser P,
Macmillan K. The Edmonton Symptom Assessment
System (ESAS): a simple method for the assessment
of palliative care patients. J Palliat Care 1991;7:6—9.

9. Chochinov HM, Wilson KG, Enns M, et al. De-
sire for death in the terminally ill. Am J Psychiatry
1995;152:1185—1191.

10. Rosenfeld B, Breitbart W, Galietta M, et al. The
schedule of attitudes toward hastened death: Mea-
suring desire for death in terminally ill cancer pa-
tients. Cancer 2000;88:2868—2875.

11. Chochinov. HM, Tataryn D, Clinch ]J,
Dudgeon D. Will to live in the terminally ill. Lancet
1999;354:816—819.

12. Kissane DW, Wein S, Love A, et al. The Demor-
alization Scale: a report of its development and pre-
liminary validation. ] Palliat Care 2004;20(4):
269—276.

13. ChochinovHM, Hack T, McClement S, Harlos M,
Kristjanson L. Dignity in the terminally ill: an empir-
ical model. Soc Sci Med 2002;54:433—443.

14. Chochinov HM. Dignity conserving care: a new
model for palliative care. JAMA 2002;287:2253—2260.

15. Chochinov HM, Hack T, Hassard T, et al. Dig-
nity in the terminally ill: a cross-sectional, cohort

study. Lancet 2002;360:2026—2030.

16. Chochinov HM, Hack T, Hassard T, et al. Dig-
nity therapy: a novel psychotherapeutic intervention
for patients nearing death. J Clin Oncol 2005;23:
5520—5525.

17. Chochinov HM, Kristjanson L], Hack T, et al.
Dignity in the terminally ill: revisited. ] Palliat Med
2006;9(3):666—672.



570 Chochinov et al.

Vol. 36 No. 6 December 2008

18. McKelvie SG. Graphic ratings scales: how many
categories. Br J Psychology 1978;69:185—202.

19. Johnson WL, Dixon PN. Response alternatives in
Likert scaling. Educ Psychol Meas 1984;44:563—567.

20. Beck AT, Beck RW. Screening depressed pa-
tients in family practice. A rapid technic. Postgrad
Med 1972;52:81—85.

21. Wilson KG, Graham ID, Viola RA, et al. Struc-
tured interview assessment of symptoms and con-
cerns in palliative care. Can ] Psychiatry 2004;
49(6):350—358.

22. Barrera M Jr, Ainlay SL. The structure of social
support: a conceptual and empirical analysis. ] Com-

munity Psychol 1983;11(2):133—143.

23. O’Reilly P. Methodological issues in social sup-
port and social network research. Soc Sci Med

1988;268:863—873.

24. Peterman AH, Fitchett G, Brady M],
HernandezL, Cella D. Measuring spiritual well-being
in people with cancer: the Functional Assessment of
Chronic Illness Therapy—Spiritual Well-Being scale
(FACIT-sp). Ann Behav Med 2002;24(1):49—58.

25. Fazio AF. A concurrent validational study of the
NCHS General Well-Being Schedule. Vital Health
Stat 2 1977;Sep(73):1-53.

26. Sinclair S, Pereira J, Raffin S. A thematic review
of the spirituality literature within palliative care.
J Palliat Med 2006;9:464—479.

27. Rose S. Is the term ‘spirituality’ a word that ev-
eryone uses, but nobody knows what anyone means
by it? ] Contemp Relig 2001;16:193—207.

28. Chochinov HM. Dignity and the essence of
medicine: the A, B, C & D of dignity-conserving
care. BM] 2007;335:184—187.



Vol. 36 No. 6 December 2008 The Patient Dignity Inventory 571

Appendix

Patient Dignity Inventory

For each item, please indicate how much of a problem or concern these have been for you within the last few days

1. Not being able to carry out tasks associated with daily living (e.g., washing myself, getting dressed).
ID Not a problem 2 D A slight problem 3 D Aproblem 4 D A major problem 5 I:I An overwhelming problem
2. Not being able to attend to my bodily functions independently (e.g., ding assi with toileti elated
activities)
1 |:| Not a problem 2 D A slight problem 3 |:| A problem 4 |:| A major problem 5 |:| An overwhelming problem

3. Experiencing physically distressing symptoms (such as pain, shortness of breath, nausea).
1 |:| Not a problem 2 D A slight problem 3 |:| Aproblem 4 |:| A major problem 5 I:I An overwhelming problem

4. Feeling that how I look to others has changed significantly.
1 |:| Not a problem 2 D A slight problem 3 |:| A problem 4 |:| A major problem 5 |:| An overwhelming problem

5. Feeling depressed.
1 |:| Not a problem 2 D A slight problem 3 |:| Aproblem 4 |:| A major problem 5 I:I An overwhelming problem

6. Feeling anxious.
1 |:| Not a problem 2 D A slight problem 3 |:| A problem 4 |:| A major problem 5 |:| An overwhelming problem

7. Feeling uncertain about my illness and treatment.
ID Not a problem 2 D A slight problem 3 D Aproblem 4 D A major problem 5 I:I An overwhelming problem

8. Worrying about my future.
ll:l Not a problem 2 D A slight problem 3 |:| Aproblem 4 |:| A major problem 5 I:I An overwhelming problem

9. Not being able to think clearly.
ID Not a problem 2 D A slight problem 3 D Aproblem 4 D A major problem 5 I:I An overwhelming problem

10. Not being able to continue with my usual routines.
ll:l Not a problem 2 D A slight problem 3 |:| A problem 4 |:| A major problem 5 I:I An overwhelming problem

11. Feeling like I am no longer who I was.
ID Not a problem 2 D A slight problem 3 D Aproblem 4 D A major problem 5 I:I An overwhelming problem

12. Not feeling worthwhile or valued.
ll:l Not a problem 2 |:| A slight problem 3 |:| A problem 4 |:| A major problem 5 |:| An overwhelming problem

13. Not being able to carry out important roles (e.g., spouse, parent).
ID Not a problem 2 D A slight problem 3 D Aproblem 4 D A major problem 5 I:l An overwhelming problem

14. Feeling that life no longer has meaning or purpose.
ll:l Not a problem 2 |:| A slight problem 3 |:| A problem 4 |:| A major problem 5 |:| An overwhelming problem

15. Feeling that I have not made a meaningful and lasting contribution during my lifetime.
ID Not a problem 2 D A slight problem 3 D Aproblem 4 D A major problem 5 I:l An overwhelming problem

16. Feeling I have 'unfinished business' (e.g., things left unsaid, or incomplete)
ll:l Not a problem 2 |:| A slight problem 3 |:| A problem 4 |:| A major problem 5 |:| An overwhelming problem

17. Concern that my spiritual life is not meaningful.
ID Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

18. Feeling that I am a burden to others.
ll:l Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

19. Feeling that I don't have control over my life.
ID Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

20. Feeling that my illness and care needs have reduced my privacy.
ll:l Not a problem 2 D A slight problem 3 D A problem 4 D A major problem 5 |:| An overwhelming problem

21. Not feeling supported by my community of friends and family.
ll:l Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

22. Not feeling supported by my health care providers.
1|:| Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

23. Feeling like I am no longer able to Ily 'fight' the chall of my illness.
1 |:| Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

24. Not being able to accept the way things are.
1|:| Not a problem 2 |:| A slight problem 3 |:| Aproblem 4 |:| A major problem 5 |:| An overwhelming problem

25. Not being treated with respect or understanding by others.
ID Not a problem 2 D A slight problem 3 D A problem 4 D A major problem 5 D An overwhelming problem
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