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Abstract

To determine whether modern medicine is facilitating ‘good’ deaths, appropriate measures of the quality of dying and death
must be developed and utilized. The purpose of this paper is to identify quality of dying and death measurement tools and to
determine their quality. MEDLINE (1950-2008), Healthstar (1966—2008), and CINAHL (1982-2008) were searched using
keyword terms ‘quality of dying/death’ and ‘good/bad death’. Papers that described a quality of dying and death measure or
that aimed to measure the quality of dying and death were selected for review. The evaluation criteria included a descrip-
tion of the measure development (validated or ad hoc), the provision of a definition of quality of dying and death, an
empirical basis for the measure, the incorporation of multiple domains and the subjective nature of the quality of dying and
death construct, and responsiveness to change. Eighteen measures met the selection criteria. Six were published with some
description of the development process and |12 were developed ad hoc. Less than half were based on an explicit definition
of quality of dying and death and even fewer relied on a conceptual model that incorporated multidimensionality and
subjective determination. The specified duration of the dying and death phase ranged from the last months to hours of life.
Of the six published measures reviewed, the Quality of Dying and Death questionnaire (QODD) is the most widely studied
and best validated. Strategies to measure the quality of dying and death are becoming increasingly rigorous. Further
research is required to understand the factors influencing the ratings of the quality of dying and death.
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Introduction . :
when the transition to the dying phase occurs.” There

To what extent has modern medicine helped dying
patients achieve a ‘good” death? Does this depend upon
the degree of symptomatic distress, the cause and loca-
tion of death, the nature of family and other supports,
the quality of end-of-life care, and/or the personal quali-
ties of the patient? These questions are gaining attention
now that improvement of the quality of the dying and the
death experience is recognized as an important goal,'
and a practical focus of general medicine.> The answers
to these questions require a clear understanding of the
quality of dying and death construct and the availability
of valid and reliable measurement instruments.

The quality of dying and death pertains to the period
leading up to death, although there is ambiguity about

has also been a lack of clarity and consistency in the
literature regarding the quality of dying and death con-
struct. Our recent review of research studies in which this
construct was conceptualized indicated that seven broad
domains are consistently identified by patients, families,
and health care providers.* These are: (1) physical; (2)
psychological; (3) social; (4) spiritual and existential
experience; (5) the nature of health care; (6) life closure
and death preparation; and (7) the circumstances of
death. These multiple domains have also been high-
lighted in expert opinion papers outlining the good
death.! Evaluation of the quality of death is by definition
subjectively determined, and its judgment is influenced
by numerous factors, including culture and type and
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stage of disease. Patients, family members, other care-
givers, and health care providers all have unique and
valid perspectives on this evaluation.

How is the quality of dying and death, so defined,
being measured? Several decades of research have pro-
vided information about aspects of the dying and death
experience. Large studies in the United Kingdom® and
the United States®’ have demonstrated the high prev-
alence of pain and other symptoms in the last days of
life, the frequent use of life-sustaining interventions at
the end of life, and the high proportion of deaths that
occur in hospital. While these studies provide a picture
of what happens at the end of life, they do not tell us to
what extent these would be considered ‘good’ deaths by
those involved.® While qualitative research can provide
information about the dying experience for small num-
bers of patients, quality of dying and death measures
are needed in order to evaluate this outcome in larger
samples. To date, no systematic reviews have examined
specifically the measurement of the quality of dying and
death. The purpose of this paper is therefore to review
and critically appraise measures of the quality of dying
and death. This necessarily also includes giving atten-
tion to the definition of the quality of dying and death
upon which the measures were based.

Methods

The aim of the review is to examine the quality of the
currently available quality of dying and death mea-
sures. We systematically searched published health
care research to identify studies that reported on the
primary development, validation, or utilization of mea-
sures of the quality of dying and death. Papers were
obtained from searches of MEDLINE (1950 to
November 2008), Healthstar (1966 to November
2008), and CINAHL (1982 to November 2008), using
the keyword search terms ‘quality of death’, ‘quality of
dying’, ‘good death’, and ‘bad death’. Reference lists of
selected papers were also examined for potentially rel-
evant citations. Studies were included if they were
reported to measure the quality of dying and/or death
in cases of potential or expected death (i.e. advanced
disease, life-threatening disease, residence in a long-
term care facility, advanced age). The following were
excluded: studies using solely qualitative methods, arti-
cles not written in the English language, opinion or
theory articles, letters, editorials, case reports, historical
reports, and reviews. The first author (SH) conducted
the search and the second and third authors (CZ and
GR) reviewed the selection process. Figure 1 shows a
flow diagram of the search strategy.

The criteria for this review were based on those devel-
oped by the Scientific Advisory Committee of the

Medical Outcomes Trust for the purpose of assessing
health status and quality-of-life instruments.’ These cri-
teria included consideration of the conceptual and mea-
surement model, reliability, validity, responsiveness,
interpretability, respondent and administrative burden,
alternate forms, and culture and language adaptations.
Because the quality of dying and death literature is rel-
atively new, we chose to focus on the conceptual and
measurement model, reliability, validity, and respon-
siveness. We supplemented these considerations with a
criterion of multidimensionality and of subjectivity,
based on our previous literature review, which revealed
seven subjectively determined domains that have been
identified consistently as central to the quality of dying
and death construct.* In evaluating these measures, we
specifically examined whether the measure was: (1)
developed formally with reported reliability and validity
or ad hoc for the purpose of a specific study; (2) based on
an operationalized definition of the quality of dying and
death that was used as the conceptual foundation; (3)
constructed using items generated on an empirical basis
(e.g. based on previous research, review of relevant lit-
erature, expert opinion); (4) described as capturing the
multiple dimensions and the subjective nature of the
quality of dying and the death experience; (5) responsive
to change.

Results

Our literature search initially identified 1155 papers, of
which 103 were identified as suitable for further review.
Of these, 31 papers published from 1988-2008, describ-
ing 18 different measures, met the inclusion criteria of
aiming to measure the quality of dying and death (see
Tables 1 and 2). Eleven of the measures were tested on
populations in the United States alone,'*?%?7? one in
Taiwan,>>>° one in Japan,36’38, one in Italy,39 one in
the UK.*® two in Australia,”!, and one in both the US
and Canada.”>*' Measures were used to assess deaths
in the following patient populations: patients with
cancer,?? 23337363839 natients in nursing home or
long-term care facilities'®!"?*3! patients receiving dia-
lysis,?>26-324! patients receiving palliative or hospice
care,'2!2328:3335 non_sudden deaths including those
in the community, hospices, or ICUs,'>2° and deaths
of older people.”’” Two measures were used in studies
with a quasi-experimental pre-post test designed to
evaluate the effect of an intervention on the quality of
dying and death'®***° and the remainder only in stu-
dies with observational designs.

Six of the 18 measures were published with some
reported validity and reliability testing (all since
2002), (see Table 1). Use of the Quality of Dying and
Death questionnaire (QODD)'? or a modified version
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Electronic databases searched
(MEDLINE (1950 to November 2008), Healthstar (1966 to November
2008), and CINAHL (1982 to November 2008) with keyword search
terms ‘quality of death’, ‘quality of dying’, ‘good death’, and/or
‘bad death’)

1155 papers

\

Exclusion criteria applied

(studies using solely qualitative methods, non-English articles, opinion or
theory articles, letters, editorials, case reports, historical reports and reviews)

103 papers

\

Abstracts reviewed and inclusion criteria applied
(reported to measure quality of dying and/or death in cases of potential or
expected death [i.e. advanced disease, life-threatening disease, residence
in a long-term care facility, advanced age])

31 papers

\ 4

Selected paper reference lists hand searched

0 additional papers

\ 4

Papers reviewed and measures
abstracted

l

18 measures

Figure |. Flow diagram of the search strategy.

was reported in nine studies: the Good-Death Scale®
was reported in three studies; the Good Death
Inventory (GDI)*® in two studies; the Quality of
Dying in Long-term Care (QOD-LTC)'’ in two studies;
and one study adapted both the Client Generated Index
tool (CGI)* and the McGill Quality of Life question-
naire (MQOL)* for use by caregiver proxies after
patient death. Of these six published measures, the

QODD had the most validity and reliability testing.
Twelve of the 18 measures reviewed were developed
ad hoc with minimal or no report of the development
process, reliability, or validity (see Table 2).

Evidence that the measure was derived from a con-
ceptual model was based on a description of the con-
cepts that the measure was intended to assess.” An
explicit definition of the quality of dying and death
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was provided in the description of only seven of the 18
measures reviewed.'??!%3-273340 Tywo were based on a
definition of the quality of dying and death as the
degree to which death occurred in accordance with
the patient’s wishes.'>?* Three were based on defini-
tions that referred to a set of predefined criteria, such
as dying without symptoms, with support, without
heroic interventions,>”*’ or with reduced suffering, dig-
nity, awareness, acceptance, arrangement of a will, and
appropriate timing.>> Two quality-of-life measures
were employed in one study that defined the quality
of dying and death as synonymous with the quality of
life of the patient in the last two days of life.?' The other
11 measures were described without reference to an
explicit definition of the quality of dying and
death, 10-11:22.25.26.28-32.36.38.41

The dying and death phase was defined in the
descriptions majority of measures as the last hours,*”
last days,?"?2*333 or weeks'? %2528 of life. For the
QODD'? % this phase was defined as the last week of
life, or the last month if a patient was unconscious or
unresponsive in the last week. One measure, used for
deaths following dialysis discontinuation, defined the
dying phase as the time from last dialysis until
death.?>*' One measure referenced different time
frames, varying from weeks to months, depending on
the aspect of dying and death being evaluated.*® Three
measures generally referred to the ‘end-of-life
period’,*®** “final days’,”” or ‘near time of death’*
and four measure descriptions did not specify a time
frame, 10-11:26.30.31

The measure development process was published
for 13 of the 18 measures,!?2426:29:30.33-36.38-41 1,,¢
not for the other five.?>?”-*%3132 Evidence for validity
was published for six of the measures. The QODD'?
was based on a literature review, qualitative research,
and a review of the existing instruments. The Good-
Death Scale®® was based on expert opinion that a
good death is one with reduced suffering, dignity,
awareness, acceptance, arrangement of the will, and
appropriate timing. The GDI*® was based on qualita-
tive and quantitative research and a literature review.
The QOD-LTC' was based on previous research and
the Quality of Life at the End of Life (QUAL-E) mea-
sure;*? items were selected to reflect overall dying, the
quality of the long-term care setting, and administra-
tion of the measure to surrogate respondents. Finally,
researchers defining the quality of dying and death as
synonymous with the quality of life in the patient’s
last two days of life, adapting the CGI* and the
MQOL* for a retrospective caregiver proxy report.
These two measures were developed based on qualita-
tive research to assess patient quality of life.

Five of the 18 measures employed single items, all
developed ad hoc, to evaluate the quality of dying and

death, ostensibly allowing the respondents to decide
what to consider in providing their evalua-
tions.?>*%3%932 Two of these five measures relied on cat-
egorical responses of yes/no (in response to a question
regarding whether patient had a good death)*® or unsa-
tisfactory/satisfactory/good death.*® Three of the five
measures relied on single-item scales with ranges from
the worst possible to the best possible death,? very bad
to very good death,® or terrible/uncomfortable to
peaceful death.?!

Thirteen of the 18 measures assessed multiple
aspects of the quality of dying and death, although
there was variability in the comprehensiveness of
that assessment. The QODD,'>?* Good-Death
Scale,** 3%, GDI1,*** and three of the ad hoc mea-
sures?? 2*2641 gssessed some aspect of all seven quality
of dying and death domains previously identified via
the literature review.* Three ad hoc measures reported
on multiple domains, including symptoms, place of
death, presence of relatives, medical interventions
applied, symptom control, advance directives, and cir-
cumstances of death, but did not assess spiritual/exis-
tential experience or death preparation.?**° The
QOD-LTC captured all seven end-of-life domains
except symptoms.'”!" The CGI and MQOL used in
one study?! did not incorporate any aspects of health
care, life closure and death preparation, or circum-
stances of death.

None of the 18 measures reviewed evaluated qual-
ity of dying and death with patient respondents. All
relied upon retrospective reports by non-patient
respondents to generate the quality of dying and
death scores, including health care providers
alone, '#16:22:23.28.30.31.33-35.39.41 ¢4 i1y /friend caregivers
alone,! 713 1517.1921.24.26.27.3638 1 o health care pro-
viders and family caregivers,'®!%20:23:30:32 1 chart
review/administrative data.>*** Of the six published
and validated measures, the QODD has been used
with health care providers, family care providers,
and a combination of both; the QOD-LTC has been
used with family care providers and a combination of
family and health care providers; and the GDI and
CGI/MQOL only with family/friend care providers.
All measures requested a proxy account of the
patient’s end-of-life experience and none purported
to evaluate the respondent’s experience of the
patient’s dying and death.

Only eight of the 18 measures attempted to account
for individual preferences and perspectives regarding
the dying and death experience. Three measures incor-
porated evaluation and item weighting, specifically the
QODD,'*?° the CGI, and the MQOL.>' The QODD
asked respondents how often or whether an event hap-
pened and how they would rate this aspect of the
patients’ dying experience, whereas the CGI and
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MQOL included the evaluation of ‘client-identified’
important variables. Five of the ad hoc measures
relied on single-item evaluations, which theoretically
would allow respondents to weight more heavily
those aspects of dying and death they considered
most important.?>%3%32 The remaining 10 measures
described aspects of the dying and death experience
(i.e. place of death, symptoms, advance directives,
resuscitation, end-of-life procedures, emergency room
(ER) visits or ICU admission, social support and
relationships, existential/spiritual experience, death
awareness/acceptance/preparation), but did not incor-
porate the relative importance of these aspects of
dying and death to the individual
patient, 1011:22:23.24.26.27.29.33-36.38 41

Responsiveness refers to a measure’s sensitivity to
change.’ Only two of the 18 measures, the QODD and
an ad hoc measure, were used in studies with a quasi-
experimental pre-post test design to evaluate the effect
of an intervention on the quality of dying and
death.'®?*? The QODD was assessed in two quasi-
experimental studies: one showed that the QODD,
adapted for ICU and nurse respondents, was sensitive
to an intervention to improve palliative care in the
ICU* and one did not detect any change when a
withdrawal of life support form was introduced in
an ICU.'"® These studies were powered to detect a
10-point difference and a seven-point difference on
the QODD, respectively, but both reported that min-
imal clinically important differences had not been spe-
cified. A study relying on an ad hoc measure of the
quality of dying and death in order to evaluate a
nursing home physician education intervention
reported a positive finding, but did not include any
discussion of effect sizes or minimally important
differences.”

The remaining 12 measures reviewed were
employed only in studies with observational designs.
One study included a longitudinal assessment and
demonstrated improved quality of death scores from
the time of palliative care unit admission to just prior
to death.* Twenty of the 31 studies provided a cross-
sectional summary score for the quality of dying and
death wusing a single-item or multi-item measure.
Nineteen of these, using 11 different measures,
reported the mean quality of dying and death to be
in the intermediate to good range'!-!314720:25:31.33735 (5,
found the majority of sample scores to be in the
intermediate to good range.*>?%3%324! Only one of
the 20 studies reporting a summary of the quality of
death scores did not find intermediate to positive
ratings. That was the Bridge et al.?' study which
used two quality-of-life measures, the CGI
and MQOL, to capture the quality of dying and
death.

Discussion

The quality of the dying and death experience has been
measured using a variety of approaches with varying
levels of rigor. Of the measures identified in this sys-
tematic review, more than half were ad hoc with no
reported reliability or validity testing, although increas-
ingly rigorous measure development and testing was
noted in more recent publications. Less than half of
the measures reviewed were based on an explicit defini-
tion of the quality of dying and death. There was also
great variability in how the dying and death phase was
defined, ranging from hours to months. This variability
in methodological rigor and conceptual clarity limits
the comparability of measures and the conclusions
that can be drawn from their use.

Five of the reviewed measures were single-item eva-
luations of the quality of dying and death. Single-item
measures impose little respondent or administrative
burden, but they are not recommended unless the con-
struct or domain being evaluated is well defined and
unambiguous to the respondent.*’ In view of the com-
plex nature of the quality of dying and death, multi-
item measures are likely to yield more meaningful
information.

Despite the subjectivity of the quality of dying and
death construct,* the majority of the measures reviewed
did not allow for the evaluation or weighting of items
based on patient preferences. There are known individ-
ual differences regarding such aspects of death and
dying as the desirability of a death at home, a death
surrounded by friends and family, or a death with open
awareness and preparation.*®*® While more research is
needed to understand the factors that influence end-of-
life preferences and experiences (i.e. the nature and
stage of the disease, sociodemographic factors, religious
and cultural background, individual psychology, and
the social and health care context), meaningful quality
of dying and death measures must allow for the recog-
nized variability in preferences regarding the end-of-life
experience.

A limitation of the currently available quality of
dying and death outcome measures is their lack of
demonstrated responsiveness to change. Thus far,
only the QODD and one ad hoc measure have been
used in anything other than cross-sectional and obser-
vational research. Of the 20 studies reviewed that pro-
vided a summary rating of the quality of dying and
death, 19 studies, using 11 different measures, reported
ratings in the intermediate to positive range. The one
study that reported low summary scores used a quality-
of-life measure to evaluate the quality of death, which
may account for the discrepant findings.?' The almost
uniform intermediate to positive evaluations of the
quality of dying and death are surprising, given that
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the fear of dying and death is a major source of distress
for patients and families. It is unclear whether these
reported positive ratings accurately reflect the quality
of dying and death, or whether they reflect a measure-
ment error or a retrospective positive bias of the raters.
Quality-of-life research has demonstrated that proxies
tend to experience and rate quality differently than
patients.**>°

In several studies, there is the possibility of selection
and response bias. In those that reported recruitment
data, the proportion of family members approached
who consented to these studies ranged from 27%"'? to
57%.'% Respondents with positive experiences may have
been more likely to agree to participate in such research
studies. It is also possible that the rating of quality of
dying and death is altered retrospectively due to the
need of family or health care providers to perceive the
end of life in positive terms. Also, many of the study
subjects may have received better attention to symptom
care or death preparation than is commonly available.
Further research is required with well-developed and
validated measures replicating the intermediate to pos-
itive evaluations that have been reported to date.

This review indicated that the QODD, used in nine
of the 31 studies reviewed, is by far the most widely
published and validated multi-item measure available.
The authors provided an explicit operational definition
of the quality of dying and the basis for measure devel-
opment was broad. The QODD captures the important
domains of the quality of dying and death, as well as
individual end-of-life preferences. Responsiveness to
change has been demonstrated for the QODD in one
of two quasi-experimental studies. At present it is the
best summary measure to assess the quality of death
from any life-threatening illness, thus allowing future
comparative research to examine, for instance, the
influence of treatment setting and disease type on the
dying and death experience.

To increase the interpretability of the QODD and
other quality of dying and death measures, further
research is required in order to understand the influ-
ences on the subjective evaluation of quality of dying
and death, specifically, how individuals cognitively
evaluate the quality of dying and death and how patient
perspectives may differ from those of non-patients
respondents. When a subjective evaluation of dying
and death is elicited, it remains unclear how respon-
dents make these judgments. The basis for judgment
or the comparator used may significantly alter the eval-
uation provided, and this may pose a threat to the relia-
bility and validity of the measures. For instance, quality
ratings based on a comparison to a previously experi-
enced painful or distressed death may be very different
from ratings based on comparison to an ideal death
experience. In the quality-of-life literature, the

phenomenon of response shift has been explained by
changing comparators. Calman®' suggested that quality
of life is determined by congruence between expecta-
tions and experience, with a smaller gap between the
two leading to the perception of a better quality of
life. Quality-of-life researchers have used cognitive
interviewing to understand better the basis of these
evaluations and thus increase the interpretability of
quality-of-life measure scores.’” Similar research with
quality of dying and death measures may improve the
interpretability of these measures and enhance our
understanding of how dying and death is evaluated.

In quality-of-life research, the subjective nature of
the construct is cited as a reason for the reliance on
patient reports as the gold standard. In principle, this
may also be true of the assessment of the quality of
dying and death, although it may not be feasible to
obtain such information directly from patients.
Indeed, all of the studies reviewed relied on retrospec-
tive evaluations from non-patient respondents. The
reliability and validity of this type of report continues
to be questioned.*>® Family or health care provider
reports may be subject to numerous influences, includ-
ing their subjective state at the time of the event and at
recall, their own individual experiences, the time from
event to recall, motivation,”® and the ability to take
another’s perspective into account. Respondents also
may have difficulty rating aspects of the experience
that are not easily observable, such as spiritual and
existential experience, psychological experience, and
life closure and death preparation. These factors may
influence evaluations and explain the low to moderate
inter-rater reliability reported with measures such as the
QODD. 518

Despite these potential limitations, retrospective
reports from non-patient informants are methodologi-
cally necessary and clinically valuable. Patient partici-
pation in end-of-life research is problematic due to the
difficulty of prospectively identifying patients in the
dying phase and the challenges inherent in studying a
subjective experience in individuals with progressive
physical and cognitive impairment.>*** In order to pro-
vide meaningful data regarding the quality of their
dying and death, patient subjects must have some
awareness of terminality and a willingness to discuss
death-related issues. Perhaps most importantly, it is
the event of death that ultimately defines the preceding
days and weeks as the dying phase. Many aspects of
dying and death, particularly the circumstances of
death and the adequacy of life closure and death prep-
aration, may be best captured retrospectively, when
there is distance and perspective on a complex and trau-
matic set of events.

Family members and health care providers are also a
legitimate focus of end-of-life care research in their
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own right. Depending on the medical care setting,
health care providers may spend the most time with
patients near death and therefore have the most infor-
mation about the end-of-life experience. Given their
knowledge and experience, they may also be uniquely
situated to judge whether a dying or death experience
was as good as could have been expected. The perspec-
tives of family members are also of clinical importance,
given that they are co-recipients of palliative and end-
of-life care, are decision makers when patients are inca-
pable, and bear the burden of grief. Whether and how
family and health care provider perspectives are distin-
guishable from those of patients remain unknown and
an important avenue for further study.

We focused in this review on the conceptual and
empirical basis, development, content and nature, and
reliability and validity of measures of the quality of
death and dying. Further research is needed to investi-
gate further the intermediate to positive quality of
dying and death evaluations that have been reported
consistently to date and to consider the relative value
of single-item versus multiple-item and general versus
disease-specific measures. It should also be determined
whether modifications are needed based on language
and cultural context, and whether there is any benefit
from alternate modes of administration. Research is
also required to establish clinically meaningful bench-
marks and to identify determinants of the quality of
dying and death that will guide clinical care and
policy development.

The increasing volume and rigor of published
research on the quality of dying and death reflects its
growing importance in health care. Of the measures
developed to date, the QODD is the most widely stud-
ied and appears to be the best suited for use as a general
summary measure, capturing the important domains of
the quality of dying and death, as well as the individu-
ality of end-of-life preferences. The ability to measure
the quality of the dying and death experience with such
instruments will allow more rigorous and comprehen-
sive evaluation of end-of-life care that addresses the
totality of the dying experience. Just as quality-of-life
measures have transformed radically the development
of disease treatments and interventions, so may mea-
sures of the quality of dying and death bring important
empirical evidence to bear that can shape the evalua-
tion of individual cases, clinical programs, and health
policy related to end-of-life care.
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