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Abstract

Context. There is a need for brief measurement instruments that do not cause burden to hospice caregivers. The Caregiver

Quality of Life Index (CQLI) has been used in several studies, but assessment of its psychometric properties has been

minimal. The CQLI-R (revised) instrument was found to have equivalent properties but also has had minimal testing in small

samples.

Objective. This study sought to evaluate the reliability and validity of the CQLI-R.
Methods. Data were used from three hospice clinical trials. Reliability was assessed using test-retest and an item analysis.

Construct validity was evaluated by comparing items to similar items within the same data set.

Results. Test-rest and item analysis found moderate-to-good reliability. Construct validity found significance in comparison

of CQLI-R items with those of similar instruments.

Conclusions. The CQLI-R is an easy-to-use instrument to assess caregiver quality of life. Despite adequate reliability and

construct validity, further evidence is needed to support content validity. ] Pain Symptom Manage 2019;58:871—877. © 2019
American Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Background

Cecily Saunders outlined a set of principles support-
ing modern hospice care. Among the unique aspects
of hospice is the principle that both the patient and
family should be seen as the unit of care.' For many
years, research in hospice was focused on the patient.
However, interventions targeting caregivers of hospice
patients are becoming more common. Measurement
instruments designed for the unique needs of the hos-
pice setting are limited, and psychometric testing of
these instruments is even more limited.” Quality of
life for caregivers is an important concept, as care-
giving has been found to have a negative impact on as-
pects of the physical health and mental health of

caregivers, including exhaustion, sleep disturbance,
and overall general health.””

Quality of life is one outcome frequently measured
in end-of-ife research. The construct is challenging,
and multiple attempts have been made to define, op-
erationalize, and measure it. One of the challenges in
measuring this concept has been confusion with its
relationship to quality of care. For the components
of quality of life to serve as indicators for quality of
life, there is an assumption that improved quality of
care can improve quality of life.” It is therefore impor-
tant that the indicators of quality of life and quality of
care are speciﬁed.7’8

Another deficit in constructs of quality of life has
been the exploration of differences in the experiences
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of patients and their family members. Although pa-
tients may have an excellent quality of life, their care-
givers may be overwhelmed in helping to maintain
that quality and, as a result, have a poor quality of
life themselves. This is evidenced in the negative im-
pacts research has identified in caregivers of the
dying.” ” Saunders principle of the patient and the
family as the unit of care makes it imperative that
end-of-life research focuses on both the patient and
the caregiver.

Conceptual Model of Patient and Family Quality of
Life

Operationalizing quality-of-life domains for mea-
surement has proven to be decidedly challenging,
given their complexity. Foundational to the measure-
ment and operationalization of any concept is a frame-
work that links the measurement components and
describes their relationship. A solid framework can
also demonstrate what a concept is not. In this case,
quality of life is an outcome of quality of care; it is
not the same concept. In addition, the components
of quality of life for patients may be unique to the
dying experience and the family components unique
to the caregiving experience.

Anita Stewart and colleagues developed a concep-
tual model of quality of life for dying patients and
their families. They note the importance of separating
quality of life from the structure and process of a
health-care service and the perceived quality of care.
Their complex model had three overarching domains:
1) patient and family factors; 2) structure and pro-
cesses of care; and 3) patient and family outcomes,
including satisfaction with care and quality and length
of life.” Within the domain of family outcomes, Stew-
art’s team defines quality of life for family as
comprising physical comfort, psychological well-
being, social functioning, economic resources, and
spiritual well-being.”

Stewards team separates the components of quality
of life by patient and their family member noting
that although quality-of-life domains for family mem-
bers are often the same as those for patients, there
may be differences in how they are experienced.’
For example, while psychological well-being is an
important quality-oflife domain for both patients
and their family members, having a sense of not being
a burden to others may be important for patients,
whereas family members may worry the care they pro-
vide is inadequate to meet the patient’s needs.

History of the COLI and CQLI-R

To address the need for a tool to assess the quality of
life of family members involved in caregiving activities,
the Caregiver Quality of Life Index (CQLI) was first
introduced in 1994.'"” Based on a review of the

literature at the time, the tool conceptualized quality
of life as inclusive of four domains: emotional, social,
physical, and financial quality of life. The CQLI origi-
nally used one item to measure each of the four
quality-of-life domains in the form of a visual analogue
scale. Individuals placed a mark on a 100 mm line to
represent their emotional, social, physical, and finan-
cial quality of life, with anchors at either end denoting
the lowest and highest quality of life.'” The internal
consistency of the original CQLI was determined to
be quite good (Cronbach’s alpha = 0.88)."" Construct
validity was evaluated by comparing the responses of
68 hospice caregivers against an equal number of non-
caregivers. On a scale of 0—100, the mean score for
caregivers (61.45, SD = 21.5) was significantly
different from that for noncaregivers (76.19,
SD = 16.3), suggesting there was a difference between
the constructs for caregivers and noncaregivers.'’ In a
1999 publication using the CQLI with 118 caregivers,
the total mean score was 257.9 (SD = 84.1) out of a to-
tal of 400 (four subscales of 100). There were no sig-
nificant differences in total score or item scores
from admission to week four for 74 caregivers who re-
mained in the study.'' Despite its brevity, this instru-
ment emerged as a short and simple, yet effective,
way to assess caregiver quality of life."!

In 2005, Courtney and colleagues modified the
CQLI, transforming its visual analogue scales into nu-
merical rating scales (0 = lowest quality of life,
10 = highest quality of life) that could be adminis-
tered verbally.'”” The anchors and descriptors re-
mained the same as the original instrument, and the
instrument was administered both in paper format
and verbally to a convenience sample of 25 adults.
Test-retest stability, internal consistency, and stability
between versions were found to be comparable.
Thus, the CQLI-R was determined to be an equivalent
measure to the CQLIL"”

Despite its limited history and prior testing in rela-
tively small studies, our research team has successfully
used the CQLI-R in several hospice and palliative care
research projects, creating a unique opportunity to
determine its psychometric properties when adminis-
tered to a much larger pool of research participants.
Thus, we undertook a study to evaluate the reliability
and validity of the CQLI-R when used in hospice fam-
ily caregiver research.

Methods

Data were drawn from three randomized
controlled trials. The first was the Assessing Care-
givers for Team Intervention via Video Encounters
(ACTIVE) trial, which tested an intervention in
which family members used videoconferencing
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Table 1
Comparison Measures Between Scales to Establish Construct Validity

ACCESS (n = 84)

PISCES (n = 49) CQLI-R Domain*”

Measure ACTIVE (n = 263)

PHQ-9 Depressi_on“’s X

GAD-7 Anxiety”’ X

SF_1218.2‘,).1’111 X

Lubben Social Network Score?! X

Inco;r}e X

CRA™

Zarit Burden Interview?’ X

X
X

X

X E*

X T° P°, E F°
T,E, F

PHQ = Patient Health Questionnaire; GAD = Generalized Anxiety Disorder; SF = Short Health Form; CRA = Cumulative Risk Assessment; ACTIVE = Assessing
Caregivers for Team Intervention via Video Encounters; ACCESS = Access for Cancer Caregivers to Social Support and Shared Decision Making; PISCES = Prob-

lem Solving Intervention to Support Caregivers in end of Life Care Settings.

“CQLI-R Domains: E = Emotional, P = Physical, F = Financial, S = Social, T = Total.

technology to participate in hospice interdisciplinary
team meetings. The sample included family care-
givers of hospice patients with any terminal diag-
nosis.'”” The second study from which data were
drawn is the Access for Cancer Caregivers to Social
Support and Shared Decision Making trial
(R0O1CA203999), which tests an intervention that
builds on ACTIVE by adding online support and
educational content. Access for Cancer Caregivers
to Social Support and Shared Decision Making

includes only caregivers of hospice patients with can-
cer. Finally, data were also drawn from the Problem
Solving Intervention to Support Caregivers in end
of Life Care Settings trial, which tested a problem-
solving intervention for family caregivers of hospice
patients.'* As in ACTIVE, caregivers of hospice pa-
tients with any terminal diagnosis were included in
the study sample.

In each of the three trials, the CQLI-R was adminis-
tered at baseline and up to 22 days (range of

Table 2
Baseline QOL Total by Caregiver Demographics for Each Study
ACTIVE ACCESS PISCES
Frequency QOL Total Frequency QOL Total Frequency QOL Total
Characteristics N % M SD N % M SD N % M SD
Overall 263 100.0 27.8 7.5 84 100.0 24.5 8.9 49 100.0 29.3 6.3
Gender
Male 53 20.3 26.9 8.2 20 23.8 25.9 9.1 13 26.5 30.1 5.8
Female 210 79.8 28.0 7.3 64 76.2 24.0 8.8 36 73.5 29.1 6.8
Age
Unknown 3 1.1 2 4.1
20—50 years 57 21.7 25.8 8.6 24 28.6 23.0 8.2 4 8.2 23.5 2.4
51—65 years 120 45.6 27.8 7.2 42 50.0 23.9 8.7 20 40.8 29.7 6.7
66+ years 83 31.6 29.1 7.0 18 21.4 27.8 9.9 23 46.9 30.3 5.5
Education
Unknown 2 0.7
High school/General 79 30.0 26.4 8.53 23 27.4 26.6 8.3 3 6.1 28.3 3.1
Education Diploma or less
Some college, trade school, 91 34.6 27.7 7.7 30 35.7 23.9 9.4 9 18.4 25.0 7.2
other
Undergrad degree 56 21.3 28.6 6.6 19 22.6 21.4 7.5 24 49.0 31.1 5.0
Graduate degree 35 13.3 30.0 55 12 14.3 26.4 10.0 13 26.5 29.2 7.2
Income 28 10.6 8 9.5
Unknown
<20k 58 22.0 23.7 7.4 12 14.3 18.4 10.3
20—40k 85 32.3 27.1 7.9 16 19.0 22.0 6.5
40—70k 43 16.3 30.2 6.4 16 19.0 26.2 8.4
>70k 49 18.6 30.9 5.7 32 38.1 26.8 8.8
Lives with patient
Unknown 3 3.6
No 159 60.5 28.3 7.1 41 48.8 25.5 8.2 30 61.2 29.8 6.4
Yes 104 39.5 27.0 8.1 40 47.6 23.3 9.4 19 38.8 28.5 6.1

QOL = quality of life; SF = Short Health Form; CRA = Cumulative Risk Assessment; ACTIVE = Assessing Caregivers for Team Intervention via Video Encounters;
ACCESS = Access for Cancer Caregivers to Social Support and Shared Decision Making; PISCES = Problem Solving Intervention to Support Caregivers in end of

Life Care Settings.
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Table 3
Descriptive Statistics of CQLI-R Subscales and Total Score, by Study
Emotional Social Financial Physical Total

Study N M SD P M SD P M SD P M SD P M SD P
ACTIVE

Baseline 263 7.2 2.1 0.55 7.1 2.5 0.009 6.4 2.8 0.75 7.0 2.1 0.05 27.8 7.5 0.06

Time 2 263 7.2 2.1 6.8 2.6 6.5 2.7 6.8 2.2 27.2 7.6
ACCESS

Baseline 84 6.4 2.6 0.13 5.8 2.9 0.15 6.2 3.0 0.66 5.9 2.2 0.85 24.5 8.9 0.26

Time 2 84 6.8 2.1 6.1 2.7 6.3 2.7 5.9 2.0 25.1 7.7
PISCES

Baseline 49 7.6 1.9 0.91 7.5 2.4 0.30 7.2 2.6 0.32 7.0 1.8 0.23 29.3 6.3 0.15

Time 2 49 7.6 1.6 7.2 2.3 6.9 2.7 6.7 1.7 28.5 6.1

CQLI-R = Caregiver Quality of Life Index Revised; ACTIVE = Assessing Caregivers for Team Intervention via Video Encounters; ACCESS = Access for Cancer
Caregivers to Social Support and Shared Decision Making; PISCES = Problem Solving Intervention to Support Caregivers in end of Life Care Settings.

P value for paired ttest statistic.

8—22 days) later to hospice family caregivers who had
been randomized into an intervention or control
group. Instrument reliability was determined using
test-retest analysis between the baseline and second
measures. Item analysis assessed the correlations be-
tween variables in both the subscales and the total in-
strument score.

Construct validity was assessed by comparing items
to similar instruments within the same data set
(Table 1). The CQLI-R emotional domain was
compared against psychosocial measures including
the Patient Health Questionnaire-9'” which measures
depression, the General Anxiety Inventory-7'® which
is a common measure of anxiety, the Short Health
Form (SF-12)'"'® which contains a mental health
component, the Caregiver Reaction Assessment
(CRA)“’ emotional subscale, and the Zarit Burden
Interview”’ subscale on emotional burden. The phys-
ical domain of the CQLI-R was compared with the
sleep item on the Patient Health Questionnaire-9,
the total SF-12 score, and the physical health subscale
of the CRA. The social domain of the CQLI-R was
correlated to the Lubben Social Network score”'
which counts the number of individuals someone
has in their social support system and the social
component of the SF-12. Finally, the financial domain
used the variable income, the financial subscale of the
CRA, and the financial components of the Zarit
Burden Interview.

Results

The combined data set represents 396 caregivers of
hospice patients enrolled in three separate random-
ized controlled trials. Table 2 summarizes participants’
demographic characteristics. The mean CQLI-R total
scores for each study ranged from 24.5 to 29.3 out of
a possible 40. There were no significant differences be-
tween the studies with regard to total or subscale
scores.

Table 3 includes results of the test-retest analysis.
Only two subscales (social and physical) in one study
(ACTIVE) differed significantly between baseline
and the second measure. Otherwise, baseline and
second measures did not differ, indicating adequate
test-retest reliability. Table 4 details the intraclass cor-
relations (ICC). The ICC between all subscales in all
three trials varied from 0.52 to 0.79, indicating
moderate-to-good ICC reliability.

Table 5 summarizes the construct validity assess-
ment between the CQLI-R subscale and one or more
comparison instruments in each trial. In every anal-
ysis, the CQLI-R subscale and the comparison
outcome were significantly correlated (P < 0.0001)
at baseline. The comparative outcomes analysis sup-
ports the construct validity of the CQLI-R.

Discussion

Measurement burden is a challenge in hospice
research. Caregivers and patients are often under
tremendous stress, and researchers must be sensi-
tive to the burden created by any instrument. While
the need for brief instruments for patients is
based on their physical ability to answer a battery
of questions (cognition, fatigue, and so forth), the

Table 4
Intraclass Correlations, by Domain and Study

ACTIVE ACCESS PISCES
Domain (n = 263) (n = 84) (n = 49)
Emotional 0.52 0.61 0.74
Social 0.62 0.67 0.67
Physical 0.69 0.80 0.62
Financial 0.74 0.64 0.60
Total 0.74 0.79 0.77

ACTIVE = Assessing Caregivers for Team Intervention via Video Encounters;
ACCESS = Access for Cancer Caregivers to Social Support and Shared Deci-
sion Making; PISCES = Problem Solving Intervention to Support Caregivers
in end of Life Care Settings.

Shrout-Fleiss intraclass correlations presented.
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Table 5
Baseline Correlations Between CQLI-R Subscales and Comparison Scales, by Study

Baseline Quality of Life Subscale Score

Study and comparison scale Emotional Social Financial Physical Total
ACTIVE
SF-12
Body pain 0.52 0.45
General health 0.47 0.66 0.55
Mental health 0.59 0.62 0.62
Physical functioning 0.50 0.40
Role—emotional 0.51 0.58
Role—physical 0.60 0.54
Social functioning 0.36 0.56 0.54
Energy/fatigue 0.48 0.65 0.58
PHQ-9 Depression —0.53 —0.59
PHQ-9 (sleep item) —0.43 —0.42
GAD-7 Anxiety —0.48 —0.59
Lubben Social Network Score 0.42 0.43
Income 0.47 0.35
PISCES
GAD-7 Anxiety —0.25
Caregiver Reaction Assessment
Health” —0.53
Self-esteem
Financial“ —0.70
Family support” —0.60 —0.56
Total” —0.74
ACCESS
PHQ-9 Depression —0.64 —0.69
PHQ-9 (sleep item) —0.52
GAD-7 Anxiety —0.57 —0.60
Zarit Burden Interview —0.49 —0.36 —0.46
Income 0.43

CQLI-R = Caregiver Quality of Life Index Revised; SF = Short Health Form; PHQ = Patient Health Questionnaire; GAD = Generalized Anxiety Disorder;
ACTIVE = Assessing Caregivers for Team Intervention via Video Encounters; ACCESS = Access for Cancer Caregivers to Social Support and Shared Decision
Making; PISCES = Problem Solving Intervention to Support Caregivers in end of Life Care Settings.

All correlations P < 0.0001.

“Higher scores relate to doing worse health-wise or financially, having less support, and higher overall burden.

need for brief instruments for caregivers is based
on their burden. Caregiver burden has been docu-
mented as having a tremendous effect on care-
givers’ health.”” *' Researchers need tools that do
not add to this burden while trying to measure it.
These data provide further support of the reliability
of the brief CQLI-R and lend new evidence for
construct validity.

The question of validity, however, is more compli-
cated when assessing the CQLI-R. Although the corre-
lations with similar instruments were strong,
correlations are not a strong method to assess validity.
When outlining their conceptual model, Stewart’s
team concluded that additional research and concep-
tualization was needed to determine the validity of the
domains they identified in quality of life. While sug-
gesting their elements could be combined or possibly
measured with one overall question, Stewarts’ team
did not present data supporting any combination(s)
but rather called for future research.” Common mea-
surement practice suggests a minimum of three ques-
tions to measure a construct, and while the CQLI-R
contains four total questions measuring quality of

life, each of the four subscales includes only one ques-
tion. In addition, it remains possible that consider-
ation of more quality-of-life domains would enhance
the validity of the CQLI-R. For example, addition of
a subscale focused on spiritual quality of life, which
has been identified as a key domain in prior work,’
might strengthen the tool’s ability to validly assess
caregivers’ quality of life. Thus, the CQLI-R’s content
validity remains questionable.

Conclusion

Quality of life is an important outcome for
measuring family members’ experiences caring for
a dying family member. Despite its brevity, this simple
four-item CQLI-R appears to have respectable reli-
ability across studies that assess hospice caregiver
quality of life. However, its use as an exclusive mea-
sure is not advised given the limited evidence
supporting its content validity. Additional conceptu-
alization and operationalization of the domains
would strengthen its properties. The addition of a
fifth domain, spirituality, appears justified according
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to Stewards’ conceptual framework and the hospice
principles identifying spirituality as a core compo-
nent of end-of-life care.
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