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ABSTRACT
CONTEXT – In 2007, a systematic review revealed a number of quality indicators,

referring mostly to palliative care outcomes and processes. Psychosocial and spiritual
aspects were scarcely represented. Most publications lacked a detailed description of
the development process. With many initiatives and further developments expected,
an update is needed.

OBJECTIVES – This update gives an overview of published quality indicators for

palliative care and identifies any new developments since 2007 regarding the number
and type of indicators developed and the methodology applied.

METHODS – The same literature search as in the 2007 review was used to identify

relevant publications up to October 2011. Publications describing development

processes or characteristics of quality indicators for palliative care were selected by
two reviewers independently.

RESULTS – The literature search gave 435 hits in addition to the 650 hits found in the
previous review. Thirteen new publications were selected in addition to the sixteen

publications selected earlier, describing seventeen sets of quality indicators and
containing 326 indicators. These cover all domains of palliative care as defined by the
U.S. National Consensus Project. Most indicators refer to care processes or outcomes.
The extent to which methodological characteristics are described varies widely.

CONCLUSION – Recent developments in measuring quality of palliative care using

quality indicators are mainly quantitative in nature, with a substantial number of new
indicators being found. However, the quality of the development process varies

considerably between sets. More consistent and detailed methodological descriptions

are needed for the further development of these indicators and improved quality
measurement of palliative care.
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INTRODUCTION
Quality indicators can play an important role in offering insight into the quality of care
provided, and subsequently enabling improvements to care where needed.1 Quality

indicators are explicitly defined, measurable items referring to the outcomes,
processes or structure of care.2,3 They are usually described with a numerator, a

denominator and/or a performance standard. Quality indicators can indicate either

problems or good quality in relevant care domains.2

In palliative care today, there is an increasing interest in the quality of care and, more

specifically, in quality indicators. In 2005 the National Consensus Project for Quality
Palliative Care (NCP) in the United States published an overview of eight domains4

covering the well-known WHO definition of palliative care.5 Clinical guidelines were

subsequently developed for each of these NCP domains in 2006 and were updated in

2009. These guidelines defined preferred practice for each domain, in an effort to

guide improvement in the quality of palliative care. The NCP stated that the next step
after developing these guidelines had to be the development, testing and

implementation of quality indicators, to enable the determination, comparison and

continual improvement of the quality of care.4,6,7 In addition, in 2009 the Council of

Europe stated that “the definition and adoption of indicators of good palliative care

assessing all dimensions of care from the perspective of the patient should be
encouraged”.8

Furthermore, in 2009 Pasman et al. published a systematic international literature

review (performed in 2007) on quality indicators for palliative care.9 This review
revealed that a number of quality indicators for palliative care had already been
developed, particularly in the United States. However, the existing quality indicators

showed some limitations. First, most quality indicators concerned the processes and

outcomes of palliative care, whereas there were few indicators dealing with the

organizational structure of palliative care. Moreover, not all domains of palliative care
were covered to the same degree: there was an underrepresentation of psychosocial,
spiritual and cultural domains. Finally, most indicators were restricted to one setting

or patient group. The authors expressed the need for the further development of

quality indicators, with detailed methodological specifications, that enable accurate
assessment and monitoring of the quality of palliative care.

In general, systematic reviews synthesize existing research findings.10 Systematic

reviews need to be kept up to date,11 particularly when there are indications that new
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relevant research has become available, to prevent the reviews from becoming out of
date and their results becoming incomplete. The Cochrane Handbook recommends

that authors should assess frequently whether relevant research is being published, so
they are able to judge whether and when the review needs updating.12 There has been

rising interest in quality measurement using quality indicators in the last few years in

international conferences, in policies, and in the literature. Moreover, in 2011 the

European Association for Palliative Care created a task force on patient-reported

outcome measurement including quality indicators in order to harmonize the
approaches to quality measurement in palliative care.13,14

Therefore, it is likely that new sets of quality indicators will have been developed and

that some of the methodological characteristics of the indicators in the previous
review will have been explored in more detail. In view of the above-mentioned

recommendation and our expectations that the increased attention would result in

new developments in this area, we decided to update the systematic review of Pasman
et al.9

This article presents an updated systematic review describing the state of the art of

quality indicators for palliative care. We will describe (a) the extent to which these
quality indicators cover the eight domains of palliative care identified by the National

Consensus Program, (b) whether the quality indicators cover outcomes, processes or

the structure of palliative care, and (c) the methodological characteristics of the
quality indicators. We were particularly interested in any new developments,
especially developments that overcome any of the shortcomings found by Pasman et
al.

METHODS
Data sources and searches
All references included in the review of Pasman et al. were also included in the

updated review. To identify new relevant literature, searches were performed in the
same databases as in the Pasman review: PubMed, PsycINFO (via OvidSP),

EMBASE.com and CINAHL (via EBSCO). The search period ran from the inception of

the databases to October 7, 2011. No limitations regarding language were applied.
Controlled terms from MeSH in PubMed, thesaurus terms from PsycINFO, Emtree in
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EMBASE.com and CINAHL Headings in CINAHL were used as well as free text terms.

Search terms expressing palliative care were combined with search terms comprising
quality indicators. The PubMed search strategy is displayed in Appendix 1; the search

strategies performed in the other databases were comparable and are available on
request.

Both the results of the previous searches by Pasman et al. and the new searches were
entered in a Reference Manager database and were checked for duplicates. All single
references were included for the further selection process.
Inclusion criteria and study selection

Newly identified references were eligible for inclusion if they met the following
inclusion criteria, also used in the Pasman et al. 2007 review:

(a) the publication describes the development process and/or characteristics of
quality indicators developed specifically for palliative care provided by care
organizations or professionals;

(b) numerators and denominators are defined for the quality indicators, or the
numerators and denominators can be deduced directly from the descriptions of the
quality indicators, or performance standards are given.

Literature in a language other than English could be included in this systematic review

if an English translation of the indicators was available (either included in the

literature or available on request). Editorials, letters to the editor, comments and

narrative case reports were excluded. Indicators focusing on national palliative care
policy or the organization of palliative care at a national level (e.g. Ahmedzai et al.15)

were also excluded. Publications describing the application of existing quality

indicators in clinical practice or reviews of several (sets of) quality indicators without
any new developments in addition to the previous review of Pasman et al. were not
included in this review.

Newly identified references were screened by two reviewers independently (K.L. and
J.C. or S.J.J.C. and M.L.D.R.) in a two-stage inclusion process. In the first stage,

references were screened independently by title and abstract. All references deemed
eligible for inclusion proceeded to the second selection stage, in which two reviewers

independently examined the remaining references by reading the full texts. Any

discrepancies between reviewers’ selections were discussed until consensus was
obtained, or else one of the other review authors (A.L.F.) was consulted.
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The reference lists of all publications selected in the second stage were checked to

identify any relevant publications that had not been found in the computerized
searches.

Data extraction
The data extraction form designed by Pasman et al.9 was used to extract relevant data

from the included literature. The extracted information concerned a general
description of the quality indicator, the target population, the applicable setting and

the type of quality indicator (whether it describes an outcome, a process or a structure
of palliative care). If relevant information regarding characteristics was lacking, the

publication authors were contacted for additional information. If multiple publications

dealt with the same indicator set, the descriptions of the quality indicators in the most

recent publication were used for this review. Data extraction forms were completed
by two reviewers (K.L. and M.L.D.R. or S.J.J.C. and M.L.D.R.) independently.

Discrepancies between reviewers were discussed and in those cases where a
consensus could not be reached, one of the other coauthors (A.L.F.) was consulted.

If after completing the extraction forms it seemed that certain individual quality

indicators did not fulfill the inclusion criteria described earlier in this section (e.g.
numerator and denominator were not defined for this specific indicator), they were
not considered for further analysis. Consequently, not all indicator sets were selected
in their entirety.
Subsequently,

the

quality

indicators

were

categorized

by

two

reviewers

independently (K.L. and M.L.D.R. or S.J.J.C. and M.L.D.R.) into the domains of palliative
care defined by the National Consensus Program.4,6,7 These domains are as follows:

(1) “Structure and Process of Care” (e.g. organizing training and education for
professionals; providing continuity of care).

(2) “Physical Aspects of Care” (e.g. measuring and documenting pain and other
symptoms; assessing and managing symptoms and side effects).

(3) “Psychological and Psychiatric Aspects of Care” (e.g. measuring, documenting and
managing anxiety, depression and other psychological symptoms, assessing and
managing the psychological reactions of patients/families).

(4) “Social Aspects of Care” (e.g. conducting regular patient/family care conferences to

provide information, to discuss goals of care and to offer support to patient or family;
developing and implementing comprehensive social care plans).

(5) “Spiritual, Religious, and Existential Aspects of Care” (e.g. providing information
about availability of spiritual care services to patient or family).
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(6) “Cultural Aspects of Care” (e.g. incorporating cultural assessments such as the locus
of decision making, preferences of patient or family regarding the disclosure of
information and truth telling, language, and rituals).

(7) “Care of the Imminently Dying Patient” (e.g. recognizing and documenting the
transition to the active dying phase; ascertaining and documenting patient/family
wishes about the place of death; implementing a bereavement care plan).

(8) “Ethical and Legal Aspects of Care” (e.g. documenting patient/surrogate
preferences for care goals, treatment options and the care setting; making advance
directives; promoting advanced care planning).

Methodological assessment

As in the previous review,9 the quality indicators were assessed methodologically
using the AIRE Instrument (Appraisal of Indicators through Research and
Evaluation).16 This instrument consists of 20 items, subdivided into four categories.

Three of these categories were used for the methodological assessment in this review

(see Appendix 2). The fourth category, “purpose, relevance and organizational

context”, was less relevant for this review, because the items in this category reflect
the relevance of the quality indicators within a particular context rather than the

methodological characteristics. Each item’s score ranges from 1 to 4, where 1 is
“strongly disagree” (confident that the criterion has not been fulfilled or no

information was available), 2 and 3 are “disagree/agree” (unsure whether the

criterion has been fulfilled; answer “agree” or “disagree”, depending on the extent to
which the criterion has been fulfilled), and 4 is “strongly agree” (confident that the
criterion has been fulfilled).

The AIRE Instrument was completed by two of the authors independently (K.L. and

M.L.D.R. or S.J.J.C. and M.LD.R.) for the entire sets of quality indicators rather than for
each quality indicator separately, because most publications only gave general

information for the set as a whole concerning the development of the quality
indicators and supporting evidence.

The scores for each of the three categories were calculated by summing the individual

authors’ scores for the items in a category and standardizing this total as a percentage
of the maximum possible score for that category. The category scores are
independent, and therefore, should not be aggregated into a single total quality score.

The maximum possible score for a category was calculated by multiplying the
maximum score per item (score of 4) by the number of items in that category (three,
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three or nine) and the number of evaluators (two). The minimum possible score was
calculated at the same time by using the minimum score per item (score of 1).

The standardized category score is the total score per category, minus the minimum

possible score for that category, divided by the maximum possible score minus the

minimum possible score times 100%. This standardized score ranges between 0%
and 100%, with a higher score indicating a higher methodological level.16

RESULTS
Results of the searches
In addition to the 650 references found by Pasman et al. in 2007, 435 new unique and
potentially relevant references were found in 2011 for this update. Initial screening of

these 435 new results based on the title and abstract resulted in 78 publications for a
full-text read. Ultimately, nine of these 78 publications met the inclusion criteria.17-25

The most common reason for exclusion was that neither numerators and

denominators nor a performance standard were given (Inclusion criterion b). Four
additional publications26-29 were included after reference tracking of the selected

publications and contacting the authors if information was lacking. Hence, a total of

thirteen new publications have been included in this review, in addition to the twentyone publications (sixteen originally identified, plus five used for the methodological
analysis) identified by Pasman et al. in 200730-50 (A flow chart of the selection stages is
presented in Figure 1).
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Figure 1 – Flow chart of the literature search
650 + 435 publications
identified by database search,
deduplicated and screened by
title/abstract

33 + 78 publications full text
screened

15 + 9 publications included
after full text screening

2

617 + 357 publications
excluded:
no quality indicators

18 + 69 publications excluded:

- no quality indicators
- “quality indicators” not meeting
inclusion criteria
- review of/application of (sets of)
quality indicators without any new
developments

1 + 4 publications included
after reference tracking
and contacting authors
16 + 13 publications included in
review

142 + 187 quality indicators
identified

326 unique quality indicators

First number marks the results found in the original review by Pasman et al., 2009.
Second number (in bold) indicates the additional results found in this review.
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These thirteen new publications described a total of nine new sets, in addition to the

eight sets of quality indicators found by Pasman et al., as presented in Table 1 (the
new sets are marked with

NEW

in Table 1). Eight of these sets are completely new,

whereas one set21 is an adapted and shortened version of a set found in the previous

review.

The new sets of quality indicators contained 187 partly overlapping quality indicators,

in addition to the 142 quality indicators found in the previous review. This resulted in

326 unique indicators (three indicators were identical to indicators found in the
previous review), described in more detail in Appendix 3.

General overview of the quality indicator sets found

Most sets in the original review were developed in the United States, whereas the new
sets included some developed in the Netherlands, Japan, and the United Kingdom (for
more details see Table 1). Various palliative care settings and patient populations are

covered. Concerning palliative cancer care, three new sets18-20,22,23,34 were found in

addition to the two sets found in the previous review.32,33,49,50 One set was found in the

previous review with regard to end-of-life care for the vulnerable elderly;30,38,42,47,49 it

subsequently was shortened and adapted for use in the Netherlands.21 Concerning

palliative care in a hospice setting, two sets were found: one set had already been
found in the previous review,50 but this update revealed an additional set focusing on

hospice or palliative care.25 In the previous review one set was found for end-of-life

care in intensive care units,39,40 palliative nursing home care,35 home palliative care,41
and hospital-based palliative care46 (one set for each of the four settings). In addition,

four new sets were found with a relatively broad focus. One set applies to all settings

where palliative care is provided for adult patients and was developed in the

Netherlands,17,29 one set was developed for use in a variety of specialist care settings
in Australia,24,28 and two sets focus on palliative care in several settings in the United

Kingdom.26,27
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Patients with
cancer (as
prototype)

Yabroff, 2004,
USA,49

NEW

Cancer
patients in
their last six
months of life

POPULATION
Patients with
cancer

Grunfeld,
2008, USA,18,34

FIRST
AUTHOR,
YEAR,
COUNTRY,
REFERENCES
Earle, 2006,
USA,32,33,50

Not specified

All settings where
end-of-life care is
provided

SETTING
Not specified

Outcome: 5
Process: 5
Structure: 0

Total: 10

Outcome: 4
Process: 6
Structure: 0

Total: 10

Outcome: 0
Process: 7
Structure: 0

NUMBER OF
INDICATORS:
TOTAL AND
PER TYPE
Total: 7

Table 1 – Characteristics of quality indicator sets

Domain 1: 8
Domain 2: 1
Domain 3: 1
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 0
Domain 8: 0

Domain 1: 4
Domain 2: 2
Domain 3: 0
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 4
Domain 8: 0

NUMBER OF
INDICATORS
PER
DOMAIN
Domain 1: 3
Domain 2: 0
Domain 3: 0
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 4
Domain 8: 0

(Outcome/Domain 1)

No further specifications

“Percentage of patients and family/caregivers within health
facilities or systems that understand and are satisfied with
provider communication about prognosis”

(Process/Domain 7)

Numerator: Number of cases enrolled in palliative care
within three days prior to death
Denominator: All cases enrolled in palliative care

“Enrollment in palliative care within three days of death”

(Process/Domain 7)

Numerator: Patients who died from cancer and had more
than one hospitalization in the last 30 days of life
Denominator: Patients who died from cancer
Performance standard: < 4%

EXAMPLE OF INDICATOR
(TYPE/DOMAIN)
“Proportion with more than one hospitalization in the last
30 days of life”
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Adults with
cancer

Terminal
cancer
patients and
their family
members

Terminal
patients

Terminally ill
in nursing
homes

NEW Lorenz,
2009, USA,22,23

NEW Miyashita,
2008, Japan,19,20

Peruselli, 1997,
Italy,41

34

Keay, 1994,
USA,35

Nursing home

Home care

All clinical settings,
including general
wards, palliative
care units and
home care

Major clinical
settings where
cancer patients
seek care, including
general practice
and oncology
settings

1*

Outcome:
Process: 7
Structure: 0

Total: 7

Outcome: 43
Process: 11
Structure: 0

Total: 54

Outcome: 19
Process: 18
Structure: 0

Total: 37

Outcome: 0
Process: 41
Structure: 0

Total: 41

Domain 1: 0
Domain 2: 3
Domain 3: 1
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 1
Domain 8: 2

Domain 1: 17
Domain 2: 18
Domain 3: 14
Domain 4: 3
Domain 5: 0
Domain 6: 0
Domain 7: 2
Domain 8: 0

Domain 1: 6
Domain 2: 8
Domain 3: 4
Domain 4: 5
Domain 5: 2
Domain 6: 1
Domain 7: 1
Domain 8: 10

Domain 1: 2
Domain 2: 33
Domain 3: 3
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 0
Domain 8: 3

(Process + Outcome/Domain 2)

Exclusion: Minor pain symptoms in cognitively intact
patients
Performance standard: 100%

“If terminally ill patient is reported to be in pain, this is
addressed by the physician and active attempts are made to
reduce pain”

(Outcome/Domain 2)

Numerator: Number of patients with global scores for
fatigue (TIQ scale) not increased over initial score during
final week of care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Performance standard: 75%

(Process/Domain 2)
“Palliative care services must meet the physical,
psychological, social and spiritual needs of patients”

Numerator: Number of patients for whom this indicator was
documented on admission or within the last 2 weeks of the
hospitalization
Denominator: All patients who died (retrospectively
identified)

“Symptom control: Physician’s prescription order for
dyspnea”

(Process/Domain 2)

No further specifications

“IF a cancer patient is admitted to a hospital THEN there
should be screening for the presence or absence of pain”
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Patients
enrolled in
hospice
program

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006,
USA,50

Adapted and
shortened
version of the
set by Lorenz
et al. 2007

Vulnerable
elders

van der
Ploeg, 2008, the
Netherlands,21

NEW

Vulnerable
elderly

Lorenz, 2007,
USA,30,36,38,42,47

Not specified

Care for vulnerable
elders in general,
this publication is
currently focusing
on care provided
by the general
practitioner

Not specified†

Outcome: 4
Process: 4
Structure: 0

Total: 8

Outcome: 2
Process: 4
Structure: 0

Total: 6‡

Outcome: 0
Process: 23
Structure: 0

Total: 23

Domain 1: 1
Domain 2: 3
Domain 3: 2
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 2
Domain 8: 0

Domain 1: 0
Domain 2: 4
Domain 3: 2
Domain 4: 1
Domain 5: 0
Domain 6: 0
Domain 7: 1
Domain 8: 1

Domain 1: 2
Domain 2: 8
Domain 3: 1
Domain 4: 1
Domain 5: 0
Domain 6: 0
Domain 7: 1
Domain 8: 10

(Outcome/Domain 3)

Numerator: Those who received too much or too little help
concerning anxiety/sadness
Denominator: Those who experience anxiety/sadness
Exclusion: Patients who are not enrolled in a hospice
program or have disenrolled from a hospice program. Live
discharged are excluded

“Family evaluation of hospice care: Symptom management
questions (to family): While under the care of hospice, did
the patient have any feelings of anxiety or sadness? How
much help in dealing with these feelings did the patient
receive?”

(Process/Domains 2,3,4 and 8)

No further specifications

(Process/Domain 8)
“IF a vulnerable elder dies with a progressive incurable
disease (for example metastatic cancer, or dementia) THEN
there should be evidence within 6 months prior to death
that they received a comprehensive assessment including:
• Pain;
• Anxiety, depression;
• Vomiting and dyspnea;
• Spiritual and existential concerns;
• Caregiver burdens/need for practical assistance;
• Wishes concerning medical treatment and care at the end
of life; a discussion about and if possible the determination
of a surrogate decision maker”

No further specifications

“IF a vulnerable elder has documented treatment
preferences to withhold or withdraw life-sustaining
treatment (e.g. DNR order, no tube feeding, no hospital
transfer), THEN these treatment preferences should be
followed, BECAUSE medical care should aim to be
consistent with a patient’s preferences”
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Patients in
hospice or
palliative care

Critically ill

Patients in
hospitals

NEW Schenck,
2010,
USA,25

Nelson, 2006
and
Mularski, 2006,
USA,39,40,§

36

Twaddle , 2007,
USA,46

Hospital

Intensive care units
(ICU)

Hospice or
palliative care

Outcome: 2
Process: 9
Structure: 0

Total: 11

Outcome: 2*
Process: 15
Structure: 5

Total:

21†

Outcome: 10*
Process: 19
Structure: 0

Total: 28

Domain 1: 4
Domain 2: 6
Domain 3: 1
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 0
Domain 8: 0

Domain 1: 9
Domain 2: 5
Domain 3: 0
Domain 4: 2
Domain 5: 1
Domain 6: 0
Domain 7: 1
Domain 8: 4

Domain 1: 2
Domain 2: 17
Domain 3: 3
Domain 4: 0
Domain 5: 1
Domain 6: 0
Domain 7: 0
Domain 8: 5

(Process/Domain 2)

Performance standard: 90%

“Percentage of all patients with documentation of dyspnea
assessment within 48 hours of admission”

(Process/Domain 4)

Numerator: Total number of patients in the ICU for >72
hours with psychosocial support offered to the patient or
family by any team member
Denominator: Total number of patients in the ICU for >72
hours
Exclusion: Comatose patients (e.g. Glasgow Coma Score of 2
or 3) with no family member or friend identified

“Documentation of offering of psychosocial support within
the first 72 hours of admission to the ICU”

(Process/Domain 2)

Numerator: Number of patients with (0≤pain treatment
time≤1) and (pain treatment=“Y”) [Pain Treatment Time =
date of treatment – pain assessment date]
Denominator: Patients with pain

“For patients who screened positive for pain, the percent
with any treatment within one day of screening”

Chapter 2

Not specified

Not specified

Eagar, 2010,
Australia,24,28

NEW Quality
Markers, 2009,
UK,26

NEW

Adult patients
receiving
palliative care

NEW Claessen,
2011,
the
Netherlands,17,29

Primary care, acute
hospitals,
community
hospitals, care
homes, specialist
palliative care
inpatient facilities,
providers of
specialist end of
life care services in
the community,
district/community
nursing services,
ambulance
services, out of
hours medical
services||

Specialist palliative
care settings

All settings in
which palliative
care is being
provided for adult
patients in the
Netherlands

Outcome: 9
Process: 11
Structure: 14

Total: 34

Outcome: 2
Process: 0
Structure: 1

Total: 3

Outcome: 10
Process: 1
Structure: 0

Total: 11

Domain 1: 23
Domain 2: 0
Domain 3: 0
Domain 4: 2
Domain 5: 0
Domain 6: 0
Domain 7: 5
Domain 8: 4

Domain 1: 2
Domain 2: 1
Domain 3: 0
Domain 4: 0
Domain 5: 0
Domain 6: 0
Domain 7: 0
Domain 8: 0

Domain 1: 1
Domain 2: 4
Domain 3: 2
Domain 4: 0
Domain 5: 2
Domain 6: 0
Domain 7: 1
Domain 8: 1

(Outcome/Domain 8)

No further specifications

“Proportion of individuals whose preferred place for care
has been recorded”

(Structure/Domain 1)

No further specifications

(Outcome/Domain 3)
“The percentage of patients and their family members or
carers, who have contact with the palliative care service
within 48h, taking into account the patient’s phase and
functional status”

Numerator: The number of patients with a feeling
depressed score of 4 or above on the NRS (average over
three days)
Denominator: The total number of patients for whom this
indicator is measured
Exclusion: Patients with moderate to (very) severe
cognitive impairments, young children, psychiatric and/or
confused patients, and comatose and deeply sedated
patients

“Care for psychosocial well-being of patients: percentage of
patients who feel depressed”
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38

Not specified

Commissioners,
primary care, acute
hospitals,
community
services, including
community
hospitals, care
homes, specialist
palliative care
inpatient services,
specialist palliative
care community
services,
ambulance
services, out of
hours services||

Outcome: 4**
Process: 13
Structure: 3

Total: 18¶

Domain 1: 11
Domain 2: 0
Domain 3: 0
Domain 4: 1
Domain 5: 0
Domain 6: 0
Domain 7: 3
Domain 8: 4
(Process/Domain 8)

Numerator: Number of deceased patients with care plan in
place.
Denominator: Total deaths for same catchment and time
period
Performance standard: Care plans in place for all patients
approaching the end of life

“Individuals have an agreed care plan”

TIQ= therapy impact questionnaire; DNR= Do Not Resuscitate order; NRS= numeric rating scale.
NEW indicates that these quality indicator sets have been found in this update.
* One indicator contained outcome and process of care.
† Saliba et al.42 tested the feasibility of a selection of the quality indicators for nursing home residents.
‡ One indicator suits four NCP-categories.
§ Both Nelson et al. and Mularski et al. used the same preliminary set of quality indicators for the ICU,31 but partly selected different quality indicators. The total
number of quality indicators in this set is the total of both sets.
|| Not all indicators do apply to all settings.
¶ Two indicators suit two NCP-categories.
** Two indicators contained outcome and process of care.

NEW End of Life
Care Quality
Assessment,
2011, UK,27
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Quality indicators per domain of palliative care
All the eight domains of palliative care as defined by the National Consensus

Program4,6,7 were covered by the quality indicators found either in the original review

or in the updated searches. However, coverage is not equally distributed across the

domains (see Table 2). The domains with the most indicators were “Physical Aspects
of Care” (112 quality indicators) and “Structure and Process of Care” (95 indicators).

Most quality indicators dealing with “Physical Aspects of Care” concerned the

assessment and treatment of pain or dyspnea (e.g. Lorenz et al. 2009, Miyashita et al.,

Keay et al., Schenck et al., Twaddle et al., see Table 1). In the “Structure and Process of

Care” domain, most quality indicators focused on communication with patients and

family and information given to them, for example concerning prognosis (e.g. Yabroff
et al., see Table 1).

A relatively large number of quality indicators was also found (44 indicators) for
“Ethical and Legal Aspects of Care”, mostly concerning advance care planning (e.g.

Lorenz et al. 2007, ELCQuA 2011, see Table 1). For “Psychological and Psychiatric
Aspects of Care”, 33 quality indicators were found, concerning issues as anxiety and
depression, and the presence of emotional support (e.g. NHPCO 2006, Claessen et al.
2011, see Table 1). Twenty-six were found for the domain “Care of the Imminently

Dying Patient”, mainly concerning the aggressiveness of care, and bereavement (e.g.
Earle et al. 2006, Grunfeld et al. 2008, see Table 1). For “Social Aspects of Care” fifteen

quality indicators were found, there were six for “Spiritual, Religious, and Existential

Aspects of Care” and only one for “Cultural Aspects of Care”.
Outcome, process or structure quality indicators

Most quality indicators (199 indicators) concerned the process of care. They mainly
addressed the documentation of the care that was actually provided to/received by

the patient (see Table 2) (e.g. van der Ploeg et al. 2008, see Table 1). Also a substantial

number of outcome indicators was found (117 indicators). Only 22 indicators for the
structure of palliative care were found, with fourteen indicators coming from one
set.26
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Table 2 – Number of quality indicators identified per domain according to the
type of indicator
TYPE OF INDICATOR
OUTCOME PROCESS STRUCTURE

DOMAINS

TOTAL
95*

1: Structure and Process of Care*,†

20

55

21

112‡

3: Psychological and Psychiatric Aspects of Care†

21

12

0

15

2: Physical Aspects of
4: Social Aspects of

Care†,‡

Care†

5: Spiritual, Religious and Existential Aspects of Care
6: Cultural Aspects of Care

7: Care of the Imminently Dying

Patient*,†

8: Ethical and Legal Aspects of Care*,†
TOTAL

41
4
5
1
9

16

117

74
11

1
0

17
29

199

0
0
0

33
6
1

0

26*

0

326*,†,‡

1

22

44*

* One indicator contained outcome and process of care.
† Some indicators suit several domains: Indicator no. 30 (see Appendix 3) suits Domains 1 and 8. Indicator
no. 200 suits Domains 2, 3, 4 and 8. Indicator no. 284 suits Domains 7 and 8.
‡ Three indicators contained outcome and process of care.

Methodological characteristics of quality indicators
There was wide variation in the information presented about the methodological

characteristics of the identified sets of quality indicators. Some indicator sets and their
development process were described in detail, with a clear definition of numerators,
denominators and/or performance standards, whereas other indicator sets were
lacking more detailed information on methodology (see Table 3). Furthermore, these

sets differ in the extent to which they have been tested in daily practice. For most of
the indicator sets, the highest scores were obtained for the items “Scientific evidence”
and “Stakeholder involvement”, and the lowest scores for the item “Additional

evidence, formulation and usage”. The set of Schenck et al.25 and the set of Earle et

al.32,33,50 had high scores for all three categories, the set of Peruselli et al.41 and the

Quality Markers26 set had the lowest scores.

Items that scored particularly poorly were “the indicator has been formally endorsed”,
“the supporting evidence has been critically appraised”, “the indicator has sufficient

discriminative power” and “specific instructions for presenting and interpreting the

indicator results are provided”. These poor scores were also found in the original
review (Data not shown).
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Table 3: Methodological characteristics of sets of quality indicators
(AIRE Instrument)

QUALITY INDICATOR SET
Palliative cancer care (Earle et al.)32,33,50
NEW

Palliative cancer care (Grunfeld et al.)18,34

Palliative cancer care (Yabroff et
NEW
NEW

al.)49

Palliative cancer care (Lorenz et al.)22,23
Palliative cancer care (Miyashita et

al.)19,20

Family evaluation of hospice care (NHPCO*)44,45,50 ‡
NEW

Hospice and palliative care (Schenck et

Vulnerable elderly in end-of-life care
(Lorenz et al.*)30,38,42,43,47,48

al.)25

NEW Vulnerable elderly in end-of-life care (van der
Ploeg et al.)21

ICU end-of-life care (Nelson et al.*,†)31,40
ICU end-of-life care (Mularski et

al.*,†)31,39

Palliative nursing home care (Keay et al.)35
Home palliative care (Peruselli et

al.)41

Hospital-based palliative care (Twaddle et al.)46

All settings for palliative care in the Netherlands
(Claessen et al.)17,29
NEW
NEW

Specialist palliative care (Eagar et al.)24,28

Several settings for palliative care in the UK
(Quality Markers)26
NEW

NEW Several settings for palliative care in the UK
(End of Life Care Quality Assessment)27

CATEGORY 1:
Stakeholder
Involvement
%

CATEGORY 2:
Scientific
Evidence
%

CATEGORY 3:
Additional
Evidence,
Formulation
and Usage
%

89

67

74

22

56

17

83
61
56
78
89

78
89
28
72
89

67

100

67

83

50
67
33
17
39
89
22
44
50

89
39
61
11
33
89
11
11
33

39
57
31
46
63
44
22
59
33
15
28
21
43
48
11
22

AIRE= Appraisal of Indicators through Research and Evaluation Instrument.16
* References 31, 43-45, 48 were used for completing the AIRE Instrument, because they contain additional
information about the development of the quality indicators that is necessary for completing the AIRE
Instrument.
† Nelson et al. and Mularski et al. both used the same preliminary set of quality indicators for the ICU,31 but
partly selected different quality indicators. In the Nelson et al. publication, some of the quality indictors
are presented in more detail. Therefore, we decided to fill in the AIRE Instrument for each publication
separately.
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DISCUSSION
Seventeen sets of quality indicators for palliative care were found in this systematic

review. These sets mostly concerned specific patient groups (e.g. cancer patients,
elderly people) or specific health care settings (e.g. hospice, ICU, home care, hospital);
a few sets focus on all palliative care settings within one country. The sets contained a
total of 326 unique but strongly overlapping indicators, covering all domains of

palliative care defined by the National Consensus Project. Although structure, process

and outcome indicators were represented in these quality indicator sets, most
indicators referred to the process or outcome of care and only a few to the structure of

care. The methodological characteristics of the quality indicators vary widely, with

some indicator sets and their development process being described in detail and
others lacking this information. Furthermore, some of the new indicators sets were

developed outside the United States, whereas most sets in the previous review were
developed within the U.S.

Domains of palliative care
All eight domains defined by the National Consensus Program were covered by the

quality indicators identified in this review, but only five of these domains had a
substantial number of indicators (“Structure and Process of Care”, “Physical Aspects of
Care”, “Psychological and Psychiatric Aspects of Care”, “Care of the Imminently Dying

Patient” and “Ethical Aspects of Care”). The domains “Social Aspects of Care” and
“Spiritual, Religious and Existential Aspects of Care” were covered by fifteen and six
indicators respectively, and “Cultural Aspects of Care” was covered by only one quality
indicator identified in this review.

Although Pasman et al.9 suggested that extra attention should be paid to the

development of quality indicators in these latter domains, no such efforts have been

made since. Only one set of quality indicators in Japan19 covered all eight domains.

However, for some indicators it can be debated which domain they belong to. As
pointed out in Table 2, some indicators suit more than one domain. This unequal
distribution of the indicators across the eight domains could also be indicative of how

daily palliative practice pays more attention to themes such as symptom control and
communication and less to psychosocial or spiritual support. The relative

underrepresentation of some domains does not necessarily need to be seen as
problematic. However, if palliative care is claiming to cover these aspects or domains

of care, adequate indicators are necessary to monitor the quality of these aspects of
care.
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Types of quality indicators
Most of the sets of quality indicators reviewed in this paper mainly comprised process
indicators, most often addressing the documentation of care. Three of the seventeen

sets identified consisted only of process indicators22,32,33,38,50 whereas two authors17,41

primarily focused on the outcome of care. Only three sets contained all three types of

quality indicators.26,27,39,40 In the literature concerning quality indicators, there is some
disagreement about which indicator type is most suitable for the assessment of the
quality of palliative care. Until recently, most authors gave preference to process
indicators.51,52 Process indicators, like structure indicators, are inexpensive and easy

to measure, because the information needed can be obtained from medical charts or
administrative databases. Therefore, no risk adjustment is needed. However, the
disadvantage is that such databases can be limited in providing the right information
for a good quality assessment, especially in documenting issues such as

communication, patient-reported outcomes or preferences.53 Precise information on
these subjects can only be obtained from patients themselves or their families17 by

measuring outcome indicators. Besides the fact that these measurements may cause
practical issues or be burdensome to patients, comparing quality of care measured

through outcome indicators among different health care settings and different
professionals is complicated, and adjustments for case-mix differences need to be
calculated.54

In most situations a quality indicator set needs to be broad and comprehensive, that
is, referring to all types of patients and institutions; hence all three types of indicators

should be taken into account. In some cases, for example, when being assigned by the
government, the choice can be made to limit the number of quality indicators being

developed and it can be desirable to focus particularly on outcome indicators.
Nevertheless, several authors suggest that a combination of structure, process, and
outcome indicators may be most appropriate to measure the quality of palliative
care.2,4,53,55-57

Developments since the 2007 review
Since the last review in 2007, eight completely new sets have been developed, as well

as one adapted and shortened version of an existing set of quality indicators for

palliative care. This means that as many indicator sets were developed in the four
years between reviews as was the case before 2007. Moreover, the number of quality
indicators has more than doubled. Quality assessment of palliative care by quality
indicators has achieved growing attention internationally. Whereas most sets in the
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original review were developed in the United States, only two of the eight completely
new sets were developed there; the others were developed in the Netherlands, the

United Kingdom, Japan and Australia. It can be questioned whether it is necessary to
continue developing completely new sets of quality indicators for palliative care.

When taking a closer look at all the quality indicators found in the two reviews, it is
evident that there is considerable overlap in the content of indicators and indicator

sets. Therefore it is recommended that initiatives to assess the quality of palliative
care within a country should start from existing quality indicator sets found in the
literature and adapt them by means of expert consultations and practical tests.
Methodological characteristics of quality indicators

The indicator sets studied in this review differed in the quality of their methodology

and the information available about their development. Some sets included very

detailed information on the developmental process and the definitions of numerators
and denominators. Other sets lacked important information on these subjects. The

sets by Earle et al.6,32,33 and Schenk et al.25 had the highest methodological scores

following the AIRE instrument. The developmental process of these sets was
described very precisely and elaborately. Moreover both of these sets are officially
accepted by a national organization. These sets with high scores on the AIRE

instrument might well be suitable for use in daily palliative practice.9 The set of

Peruselli et al.41 and the Quality Markers,26 two sets with low scores on the AIRE
categories, were not described in any detail and there was no information on the
development process to be found in the literature.

Since the development of evidence-based quality indicators is resource intensive, it

may be useful to start from existing indicators or sets, saving a large amount of
work.58 Although the transferability of quality indicators between countries is limited,

indicators can be adapted for use in other countries with differences in professional

culture and practice.59 However, this does require a proper understanding of the
methodological characteristics of the original set. Therefore publication of the

methodological characteristics of quality indicator sets, including an extensive

description of the development process, is recommended. Indicator sets without a
sound developmental process (i.e. those sets scoring poorly in a methodological
assessment) can still be considered as potential quality indicators. They can be used in
other quality assessment initiatives, on the condition that they will be developed
further.9
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Strengths and limitations of this systematic review
This systematic review focuses on the need for quality assessment and the
improvement of palliative care using quality indicators. In this field, quality indicators

have received relatively little attention so far. A strength of this review is the general

approach. Most researchers on palliative care focus on specific target groups and
settings such as cancer care or hospice care,1 whereas in this review the focus was on

all types of patient groups and care settings.

However, this review also has limitations. The systematic searches were conducted in
international literature databases mainly consisting of references of scientific peer-

reviewed literature. However, some gray literature was found through manual

reference tracking, and subsequently included when the pre-defined inclusion criteria
were met. Nevertheless, some quality indicators or sets for palliative care have been
missed, because it is known that quality indicators are not always published.37

Second, the methodological assessment was based on the information retrieved from
the publications and on additional information obtained by contacting the authors.

Regretfully, the process of developing the indicators was not always described in
detail and the authors did not always respond to a request for additional information.

As a result of this limitation and because the AIRE instrument mainly focuses on the
developmental process, the methodological quality of the quality indicator sets

described in this paper may be underestimated. This may partly account for the rather
low scores for some quality indicator sets.

CONCLUSION
Quality measurement for palliative care using quality indicators has received more
attention in the last few years. The developments made are mainly quantitative in

nature: a substantial number of new indicators have been developed in this field, with
strongly overlapping content. This is in contrast with the quality of the development

process, which varies widely: some indicators have not been developed in detail.
Further development of some of these indicators is needed for a better quality
assessment. Existing evidence-based indicators can be used in other countries if they

after adaptation to different health care systems or care organizations. Therefore a

more consistent and detailed publication of methodological characteristics is needed,

rather than the development of more new sets of quality indicators. Besides the
further methodological development of existing sets, quality indicators also need to be
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tested in daily practice in order to evaluate and improve quality at the end of life. This
way, optimal care for palliative patients and their families can be guaranteed.
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APPENDIX 1 – SEARCH STRATEGY PUBMED/MEDLINE
("Palliative Care"[MeSH] OR ((palliative[ti] OR terminal[ti] OR hospice[ti]) AND care[ti]) OR "Terminal

Care"[MeSH:noexp] OR "Life Support Care"[MeSH] OR "Advance Care Planning"[MeSH] OR "Resuscitation
Orders"[MeSH] OR "Withholding Treatment"[MeSH] OR "Hospice Care"[MeSH] OR "Hospices"[MeSH] OR

"Terminally Ill"[MeSH]) AND ("Quality Indicators,Health Care"[MeSH] OR ("quality measure" OR "quality
measures" OR "quality criterium" OR "quality criteria" OR "quality assessment" OR ((Quality[ti] OR
performance[ti] OR satisf*[ti]) AND (indicator*[tw] OR criteri*[tw] OR assess*[ti] OR measur*[ti] OR
scale[ti] OR validat*[tw])))) NOT (letter[pt] OR editorial[pt] OR comment[pt] OR case reports[pt])

APPENDIX 2 – CATEGORIES AND ITEMS OF THE AIRE INSTRUMENT
1) Stakeholder involvement
Item 1.1

The group developing the indicator includes individuals from relevant professional groups

Item 1.3

The indicator has been formally endorsed

Item 1.2

Considering the purpose of the indicator, all relevant stakeholders have been involved at some
stage of the development process

2) Scientific evidence
Item 2.1

Systematic methods were used to search for scientific evidence

Item 2.3

The supporting evidence has been critically appraised

Item 2.2

The indicator is based on recommendations from an evidence-based guideline

3) Additional evidence, formulation and usage
Item 3.1

The numerator and denominator are described in detail

Item 3.3

A strategy for risk adjustment has been considered and described

Item 3.2
Item 3.4
Item 3.5
Item 3.6
Item 3.7
Item 3.8
Item 3.9

The target patient population of the indicator is defined clearly

The indicator measures what it is intended to measure (validity)
The indicator measures accurately and consistently (reliability)
The indicator has sufficient discriminative power
The indicator has been piloted in practice

The efforts needed for data collection have been considered

Specific instructions for presenting and interpreting the indicator results are provided

AIRE= Appraisal of Indicators through Research and Evaluation (AIRE) Instrument. Available from:
http://www.ha-ring.nl/download/literatuur/Handleiding%20Indicatorenontwikkeling%20CBO.pdf.

The complete AIRE Instrument contains a fourth category ‘purpose, relevance and organizational context’,
which is not used in this review.
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APPENDIX 3 –QUALITY INDICATORS FOR PALLIATIVE CARE PER DOMAIN
Domain 1.1: Structure of care (33 indicators)
Reference/
Description/type of
year
indicator
1
Mularski, 2006
Documentation of a policy
that allows for unrestricted
visitation by family
members and friends.

2

Nelson, 2006

3

ELCQuA,
2011

4

Mularski, 2006

5

Peruselli, 1997

6

Peruselli, 1997

NEW

Structure
Family meeting room:
dedicated space for
meetings between
clinicians and ICU families.
Structure
Families and carers can
access designated quiet
spaces, and are able to view
the deceased in appropriate
surroundings.
Structure
Documentation of a forum
for ICU clinicians to review,
to discuss, and to debrief
the experience of caring for
dying patients and their
families.
Structure
Palliative care service is
integrated into the local
area health authority and
operates at the specific
request of the GP and in
association with him/her.
Process
Palliative care service is
integrated into the local
area health authority and
operates at the specific
request of the GP and in
association with him/her.
Process

52

Numerator/Denominator/Exclusion/
Performance standard
Numerator: Presence of a policy in the ICU that
allows for family and friends to spend time in
the patient’s room regardless of the time of the
day. Policy may include restrictions on the
number of visitors at one time or restrictions
based on disturbance of other patients or family
members or disturbance of the functioning of
the ICU. Policies may also include provisions for
asking family members or friends to wait in the
waiting room during procedures
Denominator: ICU
Exclusion: Performance standard: Periodic point measurement: presence or
absence of room designated for family meetings.
Numerator: Denominator: Exclusion: Performance standard: Numerator: Number of wards with designated
quiet area per organisation
Denominator: Total number of wards per
organisation
Exclusion: Performance standard: 100%

Numerator: Presence of a forum for ICU
clinicians to review, discuss, and debrief the
experience of caring for dying patients and their
families
Denominator: ICU
Exclusion: Performance standard: Numerator: Number of patients for whom the
PCS have had the introductory interview with
GP concerning the program objectives
Denominator: Population served x 100
Exclusion: Performance standard: 95%

Numerator: Number of GPs who have
requested the PCS
Denominator: Total number of GPs in area of
health care authority x 100
Exclusion: Performance standard: 50%

Quality Indicators for Palliative Care
7

Peruselli, 1997

8

Quality
Markers, 2009
NEW

ELCQuA,
2011

NEW

Palliative care service is
integrated into the local
area health authority and
operates at the specific
request of the GP and in
association with him/her.
Process
QM for commissioners:
Availability of services:
There is appropriate
provision of specialist
palliative care services to
meet the needs of the
population: inpatient
services (e.g. specialist
palliative care).

Structure
Home palliative care
services reduce admissions
to hospital during care
period.

9

Peruselli, 1997

10

Peruselli, 1997

11

Peruselli, 1997

12

Peruselli, 1997

13

Earle, 2006

Process
Proportion dying in an
acute care setting.

14

Earle, 2006

Process
Proportion not admitted to
hospice.

15

Earle, 2006

Process
Proportion admitted to
hospice for less than 3 days.

Process
The palliative care service
responds rapidly to request
for care.
Process
Palliative care services are
devised for terminal
patients during the final
stages of life.
Process
Home palliative care
enables patients to stay at
home until death.

Process

Numerator: Number of patients for whom the
PCS had have at least 2 interviews with the GP
during care process (including preliminary
discussion)
Denominator: Population served
Exclusion: Performance standard: 50%

Numerator: Numbers of specialist palliative
care beds available
Denominator: Per 100,000 patients
Exclusion: Performance standard: -

Numerator: Number of days in hospital during
HPC
Denominator: Total number of days of HPC
care x 100
Exclusion: Performance standard: 10%
Numerator: Number of patients who received
initial visits from a team member within 48
hours of request
Denominator: Population served x 100
Exclusion: Performance standard: 95%
Numerator: Number of patients receiving home
care for 7 to 90 days
Denominator: Population served x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients dying at home
Denominator: Total patients x 100
Exclusion: Performance standard: 95%

Numerator: Patients who died from cancer in
an acute care hospital
Denominator: Patients who died from cancer
Exclusion: Performance standard: <17%
Numerator: Patients who died from cancer
without being admitted to hospice
Denominator: Patients who died from cancer
Exclusion: Performance standard: <45%
Numerator: Patients who died from cancer and
spent fewer than three days in hospice
Denominator: Patients who died from cancer
who were admitted to hospice
Exclusion: Performance standard: <8%
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16

NEW Grunfeld,
2008

17

Grunfeld,
2008

18

Quality
Markers, 2009

19

Quality
Markers, 2009

20

Quality
Markers, 2009

NEW

NEW

NEW

NEW

Access to care

Fair and equitable access to
care for patient and family,
regardless of financial
considerations, indicates
good quality care. A high
proportion may indicate
poor quality care.
Outcome
Access to palliative care

Palliative care will be
accessible to all patients
and families with a cancer
diagnosis, in a timely
manner, throughout the
entire duration of their
disease. A high proportion
may indicate good quality
care.

Outcome
QM for commissioners:
Availability of services:
Essential services are
available and accessible in
the community 24/7 for all
who need them to enable
people to live and die in the
place of their choice.

Structure
QM for commissioners:
Availability of services:
People approaching the end
of life in care homes have
the same level of access to
specialist care services as
for those who live at home.
Structure
QM for district/community
nursing services.
They have practical
arrangements in place to
support those dying at
home or in care home.
Structure

54

Numerator: Number of cases living in a rural
area
Denominator: Entire cohort
Exclusion: Performance standard: -

Numerator: Number of cases enrolled in
palliative care
Denominator: All cases
Exclusion: Performance standard: -

Proportion of the local population covered by
these services
Numerator: Denominator: Exclusion: Performance standard: Proportion of deceased individuals
received specialist palliative care services
Numerator: Denominator: Exclusion: Performance standard: -

who

Proportion of cases with equipment, supplies
and crisis boxes in place and out of hours sitting
services available
Numerator: Denominator: Exclusion: Performance standard: -
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NEW Eagar,
2010

22

ELCQuA,
2011

23

Quality
Markers, 2009

24

Quality
Markers, 2009

25

Quality
Markers, 2009

NEW

NEW

NEW

NEW

Time from referral to first
contact

Time from referral to first
contact is calculated as the
time in days between the
referral date and the date of
first contact or episode
start date (whichever
occurs first) and is
calculated for all episodes
of care and across all
settings of care.
Structure
People can access specialist
palliative care as needed,
regardless of diagnosis or
location.
Structure
QM for commissioners:
Co-ordination of care
across organisational
boundaries: A locality-wide
register of individuals
approaching the end of life
is maintained.
Structure
QM for commissioners:
Monitoring: Primary Care
Trusts must: Individual
organisations monitor the
quality and outputs of end
of life care and submit
relevant information to
local and national audits.
Structure
QM for commissioners:
Monitoring: Primary Care
Trusts must: Individual
organisations monitor the
quality and outputs of end
of life care and submit
relevant information to
local and national audits.

Numerator/Denominator:
Percentage
of
patients that are contacted by a member of the
clinical team (either face to face or by phone)
within 48 hours of referral (including
weekends)
Exclusion: Performance standard: 90%

Numerator: Number of specialist palliative care
consultants
Denominator: 100,000 population
Exclusion: Performance standard: -

(Other measurement option: see Indicator 8)
Proportion of deceased individuals who entered
onto the locality-wide register
Numerator: Denominator: Exclusion: Performance standard: Proportion of general practices which provide
data in line with local agreements
Numerator: Denominator: Exclusion: Performance standard: Proportion of care homes which provide data in
line with local agreements
Numerator: Denominator: Exclusion: Performance standard: -

Structure
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26

NEW Quality
Markers, 2009

27

Quality
Markers, 2009

28

Quality
Markers, 2009

29

Quality
Markers, 2009

30

ELCQuA,
2011

NEW

NEW

NEW

NEW

This indicator
suits domain 1
and 8.

QM for commissioners:
Monitoring: Primary Care
Trusts must: Individual
organisations monitor the
quality and outputs of end
of life care and submit
relevant information to
local and national audits.
Structure
QM for commissioners:
Monitoring: Primary Care
Trusts must: Individual
organisations monitor the
quality and outputs of end
of life care and submit
relevant information to
local and national audits.

Structure
QM for commissioners:
Monitoring: Primary Care
Trusts must: Individual
organisations monitor the
quality and outputs of end
of life care and submit
relevant information to
local and national audits.

Structure
QM for acute hospitals:
They ensure that relevant
information on patients
approaching the end of life
is entered into a localitywide register (where
available) or otherwise
communicated to other
health and social care
professionals involved in
the patient's care.

Structure
People approaching the end
of life are identified.

Process
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Proportion of hospitals which provide data in
line with local agreements
Numerator: Denominator: Exclusion: Performance standard: Proportion of specialist palliative care inpatient
facilities (e.g. hospices) which provide data in
line with local agreements
Numerator: Denominator: Exclusion: Performance standard: Proportion of community palliative care teams
which provide data in line with local agreements
Numerator: Denominator: Exclusion: Performance standard: Proportion of deceased patients who were
recorded in the locality-wide register (localitywide registers for end of life care are to be
piloted starting in 2009)
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of deaths on register OR
with identified advance care plan
Denominator: Total deaths for same catchment
and time period
Exclusion: Performance standard: -

Numerator: Non-cancer deaths on register OR
with an advance care plan identified
Denominator: Non-cancer deaths for same
catchment for same time period
Exclusion: Performance standard: -
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31

NEW Quality
Markers, 2009

32

Quality
Markers, 2009

33

Quality
Markers, 2009

NEW

NEW

QM for acute hospitals:
They have processes in
place to identify the
training needs of all
workers (registered and
unregistered) in the
hospital that take into
account the four core
common requirements for
workforce development
(communication skills,
assessment and care
planning, advance care
planning, and symptom
management) as they apply
to end of life care.
Structure
QM for acute hospitals:
They have processes in
place to identify the
training needs of all
workers (registered and
unregistered) in the
hospital that take into
account the four core
common requirements for
workforce development
(communication skills,
assessment and care
planning, advance care
planning, and symptom
management) as they apply
to end of life care.

Proportion of workers attending educational
programs related to end of life care for
registered workers
Numerator: Denominator: Exclusion: Performance standard: -

Proportion of workers attending "foundation"
programs in end of life care for non-registered
workers who may have to deal with patients
approaching the end of life or just after death, or
their families and carers
Numerator: Denominator: Exclusion: Performance standard: -

Structure
QM for acute hospitals:
They (acute hospital
providers) have effective
mechanisms for identifying
those who are at the end of
life.

Proportion of front-line clinicians who have
undergone formal training
Numerator: Denominator: Exclusion: Performance standard: -

Process

Numerator/Denominator/Exclusion/
Performance standard
Numerator: Patients in the ICU for > 24 hours
for whom there is documentation that a
physician communicated with a family member
or friend of the patient in person or by phone
Denominator: Total number of patients in the
ICU for > 24 hours for whom a family member or
friend can be identified
Exclusion: Patient for whom no family member
or friend can be identified in the first 24 hours
Performance standard: -

Structure
Domain 1.2: Process of care (62 indicators)
Reference/
Description/type of
year
indicator
34
Mularski, 2006
Documentation of
communication between a
physician and a family
member or friend of the
patient within 24 hours of
admission.
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35

Nelson, 2006,
Mularski, 2006

36

Nelson, 2006

37

Yabroff, 2004

38

Yabroff, 2004

39

Yabroff, 2004

Interdisciplinary family
meeting:
Percentage of patients with
documentation that an
interdisciplinary family
meeting was conducted on
or before day 5 of ICU
admission.

Process
Family information leaflet:
Percentage of patients
whose families received
information leaflet
(personally) from ICU team
member on or before day 1
of ICU admission and action
was documented in the
medical record.
Process
Percentage of patients and
family/caregivers within
health facilities or systems
that understand and are
satisfied with provider
communication about
prognosis.

Outcome
Percentage of patients and
family/caregivers within
and among health facilities
or systems that understand
and are satisfied with
provider communication
about risks and benefits or
treatment.
Outcome
Percentage of patients
within and among health
facilities or systems where
evidence exists to confirm
accurate communication
about prognosis.
Process
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Numerator: Number of patients who have
documentation in the medical record that an
interdisciplinary meeting was held with the
patient/family on or before day 5 of ICU
admission
Denominator: Total number of patient with an
ICU length of stay
Exclusion: > 5 days
Patients who were not visited by a family
member on or before day 5 of ICU admission
AND who lack capacity to participate in such a
meeting
Patients who refused or whose family refused to
participate in a family meeting
Performance standard: Numerator: Number of patients with
documentation that family received a written
information leaflet from an ICU team member
Denominator: Total number of patients with an
ICU length of stay > 5 days
Exclusion: Patients discharged (or transferred
out of the ICU) on or before day 1 of ICU
admission
Patients expired on or before day 1 of ICU
admission
Patients who were not visited by a family
member on or before day 1 of ICU admission
Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -
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40

Yabroff, 2004

41

Yabroff, 2004

42

Peruselli, 1997

43

Peruselli, 1997

44

Peruselli, 1997

45

Peruselli, 1997

46

Peruselli, 1997

47

Peruselli, 1997

Percentage of patients
within and among health
facilities or systems where
evidence exists to confirm
accurate communication
about risks and benefits of
treatment.

Process
Percentage of patients and
family/caregivers within
and among health facilities
or systems that understand
and are satisfied with their
participation in the
development of treatment
goals.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.

Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Home palliative care
services are the result of a
joint decision taken by the
care team and family.

Process
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome

Numerator: Denominator: Exclusion: Performance standard: -

2

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients with score for
patient insight (STAS item) dropped after 8 days
of care (if initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
patient insight (STAS item) of 0-1 during final
week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
family insight (STAS item) dropped after 8 days
of care (if initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
family insight (STAS item) of 0-1 during final
week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients for whom the
PCS had preliminary interview at the outpatient
clinic together with the family
Denominator: Population served x 100
Exclusion: Performance standard: 95%
Numerator: Number of patients with score for
communication between professionals (STAS
item) dropped after 8 days of care (if initial
score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
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48

Peruselli, 1997

49

Peruselli, 1997

50

Peruselli, 1997

51

Miyashita,
2008
(omitted in
Sato, 2008)

52

Miyashita,
2008 (and split
up in 2
separate
indicators, one
for patient and
one for family
by Sato, 2008)
NEW Miyashita,
2008 (and split
up in 2
separate
indicators, one
for patient and
one for family
by Sato, 2008)
NEW Miyashita,
2008

53

54

55

NEW

NEW

Miyashita,
2008 ; Sato,
2008
NEW

Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Decision making and
preference of care:
Discussion of strategy of
care among physicians and
nurses.
Process
Decision making and
preference of care:
Explanation of medical
condition to patient.

Process
Family care: Explanation of
medical condition to family.

Process
Family care: Explanation to
family about course of
disease until death.
Process
Family care: Explanation to
family of patient’s
impending death.
Process

60

Numerator: Number of patients with score for
communication between professionals (STAS
item) of 0-1 during final week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
communication professional to patient and
family (STAS item) dropped after 8 days of care
(if initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
communication professional to patient and
family (STAS item) of 0-1 during final week of
life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: -
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NEW Miyashita,
2008

57

Grunfeld,
2008
NEW

58

Quality
Markers, 2009

59

Lorenz,
2009

60

ELCQuA,
2011

NEW

NEW

NEW

Family care: Explanation to
family 1 week prior to
patient’s death.
Process
Multidisciplinary care

Multidisciplinary care is
considered an element of
quality cancer care as it
provides patients with
access to practitioners with
different perspectives and
skill sets in order to achieve
holistic care. Examples may
include nursing services,
social work, specialised
medical services. A high
proportion may indicate
poor quality care.

Process
QM for primary care:
They discuss and record
the needs of those
approaching the end of life
at multi-disciplinary team
meetings, preferably
monthly but a minimum
quarterly (refer to the
Quality and Outcomes
Framework).

Process
Information and care
planning IF a patient with
cancer undergoes
chemotherapy, THEN
before chemotherapy, s/he
should be informed about
the risks and benefits of
treatment, including likely
symptoms and side effects,
and whether the treatment
intent is curative or
palliative.
Process
People benefit from multidisciplinary specialist
palliative care team input
into their care.
Process

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Sum of GP visits for the entire
cohort
Denominator: Sum of physician visits for the
entire cohort
Exclusion: Performance standard: Numerator: Sum of non-GP visits for the entire
cohort
Denominator: Sum of physician visits for the
entire cohort
Exclusion: Performance standard: -

Audits of the proportion of deceased individuals
who were discussed at a practice-level
multidisciplinary meeting in the last year of
their lives (this will need to take account of the
fact that not all deaths are predictable)
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of people on palliative
care register discussed in MDM
Denominator: Number of people on palliative
care register
Exclusion: Performance standard: -
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61

Twaddle, 2007

Documentation of patient
status

Percentage of all patients
with documentation of
prognosis, psychosocial
symptoms, functional
status, and overall
symptom distress within 48
hours of admission.
62

Lorenz, 2007

Process
Comprehensive palliative
assessment

IF a VE dies an expected
death with metastatic
cancer, oxygen-dependent
pulmonary disease, New
York Heart Association
(NYHA) Class III to IV
congestive heart failure
(CHF), end-stage (stage IV)
renal disease, or dementia,
THEN the chart should
document pain and other
symptoms, spiritual and
existential concerns,
caregiver burdens and
needs for practical
assistance, and advance
care planning (ACP) within
6 months before death,
BECAUSE these concerns
are known to be important
to patients with advanced
illnesses as part of their
late-life care.
63

Schenck,
2010
NEW

Process
Structure and Process:
Percent of patients who
have screening for physical
and psychological
symptoms during the
admission visit.

Process

62

Numerator: Denominator: Exclusion: Performance standard: 90%

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients with all
times=0
(Pain Time=Pain screening date-date of
admission
Dyspnea Time= Dyspnea screening date-date of
admission
Nausea Time= Nausea screening date-date of
admission
Constipation Time= Constipation screening
date-date of admission
Depression Time= Depression screening datedate of admission
Anxiety Time= Anxiety screening date-date of
admission)
Denominator: Total # of patients
Exclusion: Performance standard: -
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64

NEW Schenck,
2010

65

Yabroff, 2004

66

Yabroff, 2004

67

Mularski, 2006

Structure and Process:
Percent of patients who
have comprehensive
assessment completed
within 5 days of admission.

Process
Percentage of patients
within and among health
facilities or systems with
evidence that care plan was
implemented by all
providers consistent with
goals of care.
Outcome
Percentage of patients
within and among health
facilities or systems with
evidence of care planning
and provider-provider
communication consistent
with goals of care.

Process
Documentation that the
goals of care and
resuscitation status are
communicated to the
receiving team on transfer
of the patient out of the
ICU.
Process

Numerator: Number of patients with all
times<=5
Denominator: Total # of patients
(Prognosis Time= Prognosis date-date of
admission
(Note: if Prognosis Time < 0, set = 0)
Functional Status Time= Functional status
screening date-date of admission
Pain Time=Pain screening date-date of
admission
Dyspnea Time= Dyspnea screening date-date of
admission
Nausea Time= Nausea screening date-date of
admission
Constipation Time= Constipation screening
date-date of admission
Depression Time= Depression screening datedate of admission
Anxiety Time= Anxiety screening date-date of
admission
Spiritual Time= Spiritual discussion date-date of
admission
Social Family Time= Family discussion date-date
of admission)
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Total number of patients
transferred out of the ICU with documentation
that the goals of care and resuscitation status
were communicated to the receiving team
Denominator: Total number of patients
transferred out of the ICU alive to another
service in the hospital or other care facility
Exclusion: Patients who die in the ICU and
patients discharged to home from the ICU
without home care services
Performance standard: -
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68

Mularski, 2006

69

Mularski, 2006

70

Lorenz, 2007

71

Quality
Markers, 2009

72

Quality
Markers, 2009

NEW

NEW

Documentation of the goals
of care, in the patient chart,
within 72 hours.
Process
Documentation of a policy
that allows for continuity of
nursing care for patients
with multiple-day stay in
the ICU for patients and
family members.
Structure
Advance directive and
surrogate continuity

IF a VE has an advance
directive in the outpatient,
inpatient, or nursing home
medical record, or the
patient reports the
existence of an advance
directive in an interview,
and the patient receives
care in a second venue,
THEN the advance directive
should be present in the
medical record at the
second venue, or
documentation should
acknowledge its existence
and its contents, BECAUSE
an advance directive can
guide care only if its
existence is recognized and
its content is known.
Process
QM for commissioners:
Care in the last days of life:
All care providers adopt a
common approach to care
for people in the last days
of life.
Process
QM for commissioners:
Care in the days after
death: All providers have
appropriate processes in
place for verification and
certification of death,
including viewing of the
body and return of
personal property.
Process
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Numerator: Total number of patients in the ICU
for > 72 hours with documentation of the goals
of care
Denominator: Total number of patients in the
ICU for > 72 hours
Exclusion: Performance standard: Numerator: Presence of a policy in the ICU that
supports arranging continuity of nurses for
patients who spend > 1 day in the ICU
Denominator: ICU
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Proportion of providers adopting a standardised
approach (e.g. the Liverpool Care Pathway or
equivalent)
Numerator: Denominator: Exclusion: Performance standard: Proportion of providers using the care after
death module of the Liverpool Care Pathway (or
equivalent)
Numerator: Denominator: Exclusion: Performance standard: -
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NEW Quality
Markers, 2009

74

Quality
Markers, 2009

75

ELCQuA,
2011

NEW

NEW

QM for commissioners:
Care in the days after
death: All providers have
appropriate processes in
place for verification and
certification of death,
including viewing of the
body and return of
personal property.

Process
QM for district/community
nursing services.
They have mechanisms in
place to assess and
document the needs of
those approaching the end
of life (e.g. use of the Gold
Standards Framework or
equivalent), and to discuss,
record and, (where
appropriate) communicate
the wishes and preferences
of those approaching the
end of life (advance care
planning).
Process
Individuals’ preferences
and choices are
documented and
communicated and
available at all times of day
to all relevant
professionals.

People's advance care plans
are available to
professionals 24 hours a
day, to ensure they can
respond to the wishes of
individuals at all times
including out of hours.

Proportion of individuals for whom the care
after death module of the Liverpool Care
Pathway (or equivalent) was used (including
those who died suddenly)
Numerator: Denominator: Exclusion: Performance standard: -

Proportion of nursing services that have
adopted an approach to end of life care
management (e.g. the Gold Standards
Framework or equivalent)
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of people who died who
were recorded on an electronic end of life care
register or equivalent + number who declined to
have their record uploaded
Denominator: Total deaths for same time
period
Exclusion: Performance
standard:
All
patients
approaching the end of life offered entry onto
locality register, including DNACPR wishes and
preferred place of care/death

Ambulance services can
routinely and quickly
identify people who are
known to be approaching
the end of life and respect
their preferences.
Process

65

2

Chapter 2
76

NEW ELCQuA,
2011

77

Quality
Markers, 2009

78

Quality
Markers, 2009

79

Quality
Markers, 2009

80

Quality
Markers, 2009

NEW

NEW

NEW

NEW

People are treated with
dignity and respect and are
supported by a common
care pathway management
approach in the last hours
or days of life.

Process/Outcome
QM for community
hospitals:
They (all community
hospitals which provide
relevant services) nominate
a key worker for each
patient approaching the
end of life if required.
Process
QM for care homes:
All care home providers
that provide services to
people approaching the end
of life (care homes need to
consider end of life care
from the point of view of
residents who may have a
year or more to live, rather
than days or weeks). They
nominate a key worker for
each patient approaching
the end of life if required.
Process
QM for specialist palliative
care inpatient facilities e.g.
hospices:
They nominate a key
worker for each patient
approaching the end of life
if required.

Process
QM for district/community
nursing services.
They nominate a key
worker for each patient
approaching the end of life
if required.
Process
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Numerator: Number of deaths with LCP or
equivalent in place
Denominator: Total deaths for same time
period
Exclusion: Performance standard: Implementation of LCP
or equivalent across the organisation (100%)

Numerator: Completed and available LCP goals
documentation fields (scored either as
'achieved' or 'variance') for a consecutive
sample of end of life patients
Denominator: Number of available and
applicable LCP goals documentation fields for
consecutive sample of the same number of end
of life patients
Exclusion: Audits of the proportion of patients approaching
the end of life with a documented key worker
Numerator: Denominator: Exclusion: Performance standard: -

Audits of the proportion of patients approaching
the end of life with a documented key worker
Numerator: Denominator: Exclusion: Performance standard: -

Audits of the proportion of patients approaching
the end of life with a documented key worker
Numerator: Denominator: Exclusion: Performance standard: -

Audits of the proportion of patients approaching
the end of life with a documented key worker
Numerator: Denominator: Exclusion: Performance standard: -
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NEW ELCQuA,
2011

82

Yabroff, 2004

83

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

84

Twaddle, 2007

People are able to contact a
dedicated key worker at all
times.
Process
Percentage of patients
within and among health
facilities or systems where
evidence exists to confirm
patient/family/caregiver
participation in the
discussion and
development of their
treatment goals.
Process
Provide coordination of
care (Family evaluation of
hospice care)

Questions:
F1: How often did someone
from the hospice team give
confusing or contradictory
information about the
patient’s medical
treatment?
F2: While under the care of
hospice, was there always
one nurse who was
identified as being in
charge of the patient’s
overall care?
F3: Was there any problem
with hospice doctors or
nurses not knowing enough
about the patient’s medical
history to provide the best
possible care?
Process
Patient/family meeting

Percentage of all cases with
documentation that a
patient/family meeting (i.e.
meeting between
patient/family and
members of the health care
team to discuss the
patient’s treatment
preferences or the plans for
discharge disposition)
occurred during the first
week of the hospital stay.

Numerator: Number of patients/service users
who died with a documented key worker
Denominator: Total deaths for same time
period
Exclusion: Performance standard: Numerator: Denominator:Exclusion: Performance standard: -

Numerator: Sum of 1 response to survey
instrument by family member of deceased
patient
Denominator: Number of items (=3)
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: 90%

Process
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85

Peruselli, 1997

86

Twaddle, 2007

87

Twaddle, 2007

88

89

Grunfeld,
2008
NEW

Lorenz,
2009
NEW

Satisfaction for patients
and families is crucial to
palliative care services,
which considers clients to
be their central focus.
Outcome
Documentation of
discharge plan

Percentage of all patients
with documentation of
discharge plan (i.e. early
documentation of
statements such as ‘likely to
require health services at
discharge’ or ‘not expected
to survive this admission’)
within 4 days of admission.

Process
Discharge planner arranged
services required for
discharge
Percentage of all cases with
documentation that a
discharge planner or other
hospital personnel
arranged any home
services necessary.
Process
Enrollment in palliative
care within 6 months of
death

A high proportion may
indicate poor quality care.
Palliative care should be
accessible to all patients
and families with a cancer
diagnosis, in a timely
manner, throughout the
entire duration of their
disease.

Process
Information and care
planning IF a patient with
advanced cancer dies an
expected death, THEN s/he
should have been referred
for palliative care before
death (hospital-based or
community hospice) OR
there should be
documentation why there
was no referral.
Process
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Numerator: Number of responses to
questionnaire items answered “excellent” by
both patient and family
Denominator: Total number of responses x 100
Exclusion: Performance standard: 75%
Numerator: Denominator: Exclusion: Performance standard: 90%

Numerator: Denominator: Exclusion: Performance standard: 90%

Numerator: Number of cases enrolled in
palliative care within six months prior to death
Denominator: All cases enrolled in palliative
care
Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Quality Indicators for Palliative Care
90

NEW Claessen,
2011

Generic aspects: Percentage
of patients who receive
medical aids soon enough
Receiving medical aids
soon enough is an
important quality aspect of
palliative care.

91

NEW Eagar,
2010

92

ELCQuA,
2011

93

ELCQuA,
2011

94

ELCQuA,
2011

95

ELCQuA,
2011

NEW

NEW

NEW

NEW

Outcome
Time in the unstable phase
Time in the unstable phase
is calculated as the
difference between the
phase start date and the
phase end date and is
analyzed by episode type
and then occurrence of the
unstable phase during the
episode.
Outcome
Care for individuals is
coordinated across
organisational boundaries
24 hours a day, seven days
a week.
Outcome
People can be transferred
quickly and sensitively to
their preferred location of
care.

Outcome
Ambulances services
inform GPs where they
have transferred a person
who is at the end of life to a
hospital.
Process
All organisations
communicate effectively
with people's GPs around
end of life decisions and
inform the general practice
within 24 hours when a
person dies.

Numerator: The number of patients who
indicate that they receive medical aids soon
enough
Denominator: The total number of patients
among whom this quality indicator was
measured
Exclusion: Patients with moderate to (very)
severe cognitive impairments, young children,
and comatose and deeply sedated patients
Performance standard: Percentage of patients in their first palliative
care phase remain in the unstable phase for less
than 7 days
Numerator: Denominator: Exclusion: Performance standard: 85%
Percentage of patients in a subsequent palliative
care phase who remain in the unstable phase for
less than 7 days
Numerator: Denominator: Exclusion: Performance standard: 90%

Numerator: Number of emergency admissions
for patients in last 12 months of life
Denominator: Total deaths for same time
period
Exclusion: Performance standard: -

Numerator: Sum of delay (days) for EoL
patients awaiting transfer from a) home, and b)
acute sector to preferred location
Denominator: Total number of deaths where a
transfer is requested
Exclusion: Performance standard: Numerator: Number of transfers for people on
EOLC register where the GP is informed
Denominator: Total number of transfers for
people on EOLC register
Exclusion: Performance standard: Numerator: Number of deaths where the GP is
informed within 24 hours
Denominator: Total number of deaths
Exclusion: Performance standard: GPs receive timely
notification of all deaths

Process
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Domain 2: Physical aspects of care (112 indicators)
Reference/
Description/type of
year
indicator
96
Keay, 1994
If a patient had pain, this is
followed to assess results of
intervention and pain is
reduced.
97

Keay, 1994

98

Nelson, 2006
Mularski, 2006

99

Nelson, 2006
Mularski, 2006

100

Lorenz, 2007

Adapted by
van der Ploeg,
2008
(see indicator
101)

NEW

Process/Outcome
If a terminally ill patient is
reported to be in pain, this
is addressed by the
physician and active
attempts are made to
reduce pain.
Process
Regular pain assessment:
percentage of 4 hour
intervals with
documentation of pain
assessment.

Process
Optimal pain management:
percentage of 4 hour
intervals with documented
pain score < 3 on 1-10
scale.
Outcome
Management of emergent
pain and obstruction

IF a VE who was conscious
during the last 7 days of life
died an expected death,
THEN the medical record
should contain
documentation about
presence or absence of pain
during the last 7 days of
life, BECAUSE pain is
common at the end of life
and can be effectively
treated.
Process
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Numerator/Denominator/Exclusion/
Performance standard
Numerator: Denominator:Exclusion: Intractable pain ever
consultation
Performance standard: > 80%

after

Numerator: Denominator: Exclusion: Minor pain symptoms in cognitively
intact patients
Performance standard: 100%
Numerator: Number of 4 hour intervals for
which pain was assessed and documented using
an appropriate rating scale
Denominator: Total number of 4 hour intervals
on days 0 and 1 (for patients admitted to ICU
within the last 24 hours)
Exclusion: Time spend off the unit and no
longer in the care of the ICU nurse (e.g. in the
operating room); potential exclusions: comatose
patients patients (e.g. Glasgow Coma Score of 2
or 3)
Performance standard: Numerator: Number of 4 hour intervals for
which pain score was < 3 on 1-10 scale (or
equivalent)
Denominator: Total number of 4 hour intervals
on days 0 and 1 (for patients admitted to ICU
within the last 24 hours)
Exclusion: Time spend off the unit and no
longer in the care of the ICU nurse (e.g. in the
operating room)
Performance standard: Numerator: Denominator:Exclusion: Performance standard: -
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101

NEW van der
Ploeg, 2008

(Based on
Lorenz, 2007,
see indicator
100)

102

Peruselli, 1997

103

Peruselli, 1997

104

Peruselli, 1997

105

Peruselli, 1997

106

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

107

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006

IF a vulnerable elder who
was conscious during the
last 7 days of life died an
expected death, THEN the
general practitioners
record should document a
pain policy (including
interventions).

Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Family evaluation of
hospice care: Symptom
management

Questions:
B1: While under the care of
hospice, did the patient
have pain or take medicine
for pain?
B2: How much medicine
did the patient receive for
his/her pain?
Process
Comfortable dying

Outcome

Numerator: Denominator: Exclusion: Performance standard: -

2
Numerator: Number of patients with score for
pain control (STAS item) dropped after 8 days of
care (if initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
pain control (STAS item) of 0-1 during final
week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for pain (TIQ scale) dropped after 8 days
of care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for pain (TIQ scale) not increased over
initial score during final week of care (if initial
score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Those who received too much or
too little help concerning pain
Denominator: Those who experience pain
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Performance standard: -

Numerator: Patients whose pain was brought
under control within 48 hours of admission to
hospice
Denominator:
Patients
who
were
uncomfortable because of pain on admission to
hospice
Exclusion: Performance standard: -
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Chapter 2
108

Twaddle, 2007

Pain assessment

109

Twaddle, 2007

Process
Use of a quantitative pain
rating scale

110

Twaddle, 2007

111

Lorenz, 2007

112

Lorenz, 2007

Percentage of all patients
with documentation of pain
assessment within 48 hours
of admission.

Percentage of patients with
pain evaluated according to
a numeric or other
validated pain scale.
Process
Reduction or relief of pain

Percentage of patients with
pain relieved or reduced
(i.e. pain score of 3 or less)
within 48 hours of
admission.

Numerator: Denominator: Patients reporting pain within
48 hours of admission
Exclusion: Performance standard: 90%
Numerator: Denominator: Patients reporting pain
Exclusion: Performance standard: 90%

Outcome
Management of emergent
pain and obstruction

Numerator: Denominator: Exclusion: Performance standard: -

Process
Management of emergent
pain and obstruction

Numerator: Denominator: Exclusion: Performance standard: -

IF a VE with end-stage
metastatic cancer is treated
with opiates for pain, THEN
the medical record should
document a plan for
management of worsening
or emergent pain, BECAUSE
increasing symptom
burden is common with the
progression of cancer and
significantly impairs
patient quality of life.

IF a VE with end-stage
metastatic cancer has
obstructive gastrointestinal
symptoms, THEN the
medical record should
document a plan for
management of worsening
or emergent nausea and
vomiting, BECAUSE
increasing symptom
burden is common with
these conditions and
significantly impairs
patient quality of life.
Process
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Numerator: Denominator: Exclusion: Performance standard: 90%
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Mularski, 2006

114

Mularski, 2006

115

Grunfeld,
2008
NEW

Documentation of
respiratory distress
assessment (for nonventilated patient) or
patient-ventilator
dyssynchrony (for
ventilated patients) every 8
hours.

Process
Treatment of or
management plan for
respiratory distress (for
non-ventilated patients) or
patient-ventilator
dyssynchrony (for
ventilated patients) that is
assessed as >3 on a 1-10
scale or greater than mild
on other scales with
reassessment after
treatment.

Process/Outcome
Radiotherapy for
uncontrolled bone pain for
bony metastases

Providing patients with
radiotherapy for bony
metastases improves pain
management and improves
quality of life. A high
proportion may indicate
good quality care.
(Palliative is defined as
having an intent code listed
as palliative or a dose level
less than or equal to 3000
cGy)
116

Miyashita,
2008
Sato, 2008
NEW

Process
Symptom control: Presence
or absence of pain
Outcome

Numerator: Total number of 8-hour periods
during the proportion of the 24-hour day that a
patient is in the ICU or under care of the ICU
nurse for which dyspnea/
dyssynchrony is assessed and recorded using a
quantitative rating scale
Denominator: Total number of 8-hour periods
that a patient is in the ICU during the proportion
of the 24-hour day that a patient is in the ICU or
under care of the ICU nurse
Exclusion: Time Spend off the unit and no
longer in the care of the ICU nurse (e.g. in the
operating room)
Performance standard: Numerator: Total number of 8-hour periods
during the proportion of the 24-hour day that a
patient is in the ICU or under care of the ICU
nurse
for
which
respiratory
distress/dyssynchony is assessed as >3 (or
greater than mild) and there is a documented
treatment/management plan provided and
documented reassessment within 2 hours after
treatment/management plan
Denominator: Total number of 8-hour periods
during the proportion of the 24-hour day that a
patient is in the ICU or under care of the ICU
nurse
for
which
respiratory
distress/dyssynchony is assessed as >3 (or
greater than mild)
Exclusion: Time spend off the unit and no
longer in the care of the ICU nurse (e.g. in the
operating room)
Performance standard: Numerator: Number of cases who received
palliative radiation to the bones
Denominator: The entire cohort
Exclusion: Performance standard: -

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: -

73

2

Chapter 2
117

NEW Miyashita,
2008
Sato, 2008

118

Miyashita,
2008
Sato, 2008

119

NEW

120

Schenck,
2010

121

Schenck,
2010

122

Schenck,
2010

123

Schenck,
2010

NEW

Sato, 2008

NEW

NEW

NEW

NEW

Symptom control: Degree
of pain
Outcome
Symptom control:
Physician’s prescription
order for pain management
Process
Symptom control:
Physician’s prescription
order for first and second
line pain management
Process
Physical Aspects of Care:
Percent of patients
screened for pain during
the admission visit.
Process
Physical Aspects of Care:
For patients who screened
positive for pain, the
percent with clinical
assessment within 1 day of
screening.

Process
Physical Aspects of Care:
For patients who screened
positive for pain, the
percent with any treatment
within 1 day of screening.
Process
Physical Aspects of Care:
For patients who screened
positive for pain, the
percent who have an order
for regularly scheduled
(not PRN) pain medication
within 1 day of screening.
Process
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Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients with pain
time=0
Denominator: # of patients
(Pain time = pain screening date – date of
admission)
Exclusion: Performance standard: Numerator: Number of patients with
(0<=Clinical Pain Time<=1)
Denominator: Patients with pain
(Clinical Pain Time= screening date – pain
assessment date)
Exclusion: Performance standard: Numerator: Number of patients with (0<=Pain
Treatment Time<=1) and (pain treatment=”Y”)
(Pain Treatment Time = date of treatment – pain
assessment date)
Denominator: Patients with pain
Exclusion: Performance standard: Numerator: Number of patients with (0<=Pain
Treatment Time<=1) and (Treatment=1)
(Pain Treatment time = date of treatment – pain
assessment date
Treatment = 1 if type of treatment equals
“Scheduled medication, opioid” or
“Scheduled medication, non-opioid”)
Denominator: Number of patients with pain
Exclusion: Performance standard: -
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NEW Schenck,
2010

125

Schenck,
2010

126

Schenck,
2010

127

Schenck,
2010

128

Lorenz,
2009

129

Lorenz,
2009

NEW

NEW

NEW

NEW

NEW

Physical Aspects of Care:
For patients who screened
positive for pain, the
percent with improvement
within 1 day of screening.
Outcome
Physical Aspects of Care:
For patients who screened
positive for pain, the
percent whose pain was at
a comfortable level within 2
days of screening (patient
report of comfort or mild
pain based on standard
pain rating scale).
Outcome
Physical Aspects of Care:
Percent of patients with
cognitive and language
problems receiving pain
assessment appropriate to
communication needs.
Process
Care for the Imminently
Dying: Percent of patients
who had moderate to
severe pain on a standard
rating scale at any time in
the last week of life.

Outcome
Pain: IF a cancer patient
has a cancer-related
outpatient visit THEN there
should be screening for the
presence or absence and
intensity of pain using a
numeric pain score.
Process
Pain: IF a cancer patient is
admitted to a hospital
THEN there should be
screening for the presence
or absence of pain.

Numerator: Number of patients with
(0<=Improvement
Time<=1)
and
(Improvement=1)
(Improvement Time = Second Pain assessment
date-Pain assessment date)
Denominator: Patients with pain
Exclusion: Performance standard: Numerator: Number of patients with
(0<=Improvement Time<=2) and (Comfort =1)
(Improvement Time = Second Pain assessment
date-Pain assessment date
Comfort =1 if patient reports comfort or mild
pain based on standard pain rating scale)
Denominator: Patients with pain
Exclusion: Performance standard: Numerator: (Number of patients with dementia
or confusion and pain assessment =
observational) + (number of patients who are
deaf or non-English speaking with pain
assessment = translated materials)
Denominator: Number of patients with
dementia, confusion, deafness or non-English
Exclusion: Performance standard: Numerator: Number of patients with Pain in
last week= “Moderate” or “Severe”
Denominator: Number of patients who died
Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Process
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130

NEW Lorenz,
2009

131

Lorenz,
2009

132

Lorenz,
2009

133

Lorenz,
2009

134

Claessen,
2011

NEW

NEW

NEW

NEW

Pain: IF a patient with
cancer pain is started on a
long-acting opioid
formulation, THEN a shortacting opioid formulation
for breakthrough pain
should also be provided.
Process
Pain: IF a patient’s
outpatient cancer pain
regimen is changed, THEN
there should be an
assessment of the
effectiveness of treatment
at or before the next
outpatient visit with that
provider or at another
cancer-related outpatient
visit.

Process
Pain: IF a patient has
advanced cancer and
receives radiation
treatment for painful bone
metastases THEN s/he
should be offered singlefraction radiation OR there
should be documentation of
a contraindication to singlefraction treatment.
Process
Pain: IF a cancer patient is
treated for spinal cord
compression THEN there
should be follow-up of
neurologic symptoms and
signs within 1 week after
treatment is completed.

Process
Management of pain and
other physical symptoms:
Percentage of patients with
moderate to severe pain

Pain is a common symptom
in the palliative phase. The
quality of both
pharmacological and nonpharmacological
interventions influences
the severity of pain.
Outcome
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Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients with a pain
score of 4 or above on the NRS (average over 3
days)
Denominator: The total number of patients for
whom this indicator is measured
Exclusion: Comatose and deeply sedated
patients
Performance standard: -
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NEW Eagar,
2010

136

Mularski, 2006

137

Keay, 1994

138

Peruselli, 1997

139

Peruselli, 1997

Change in pain

Change in pain is calculated
by the difference in pain
score from the beginning of
a phase to the end of phase
and is calculated using both
PSS pain and SAS pain
measures.

Outcome
Documentation of opioids,
benzodiazepines, or similar
agents prescribed to
manage distress or dyspnea
for non-comatose patients
undergoing terminal
withdrawal of mechanical
ventilation.
Process
Dyspnea, if present, is
addressed and attempts are
made to minimize dyspnea.
Process
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.

Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome

Percentage of patients with absent or mild pain
at the beginning of their phase of palliative care
have absent or mild pain at the end of the phase
Numerator: Denominator: Exclusion: Performance standard: 90%

Percentage of patients with moderate or severe
pain at the beginning of their phase of palliative
care have absent or mild pain at the end of the
phase
Numerator: Denominator: Exclusion: Performance standard: 60%
Numerator: Total number of non-comatose
patients for whom mechanical ventilation is
withdrawn in anticipation of death who have an
order writer for opiates or benzodiazepines as
scheduled or as needed
Denominator: Total number of non-comatose
patients for whom mechanical ventilation is
withdrawn in anticipation of death
Exclusion: Comatose patients (e.g. Glasgow
Coma Score of 2 or 3)
Performance standard: Numerator: Denominator: Exclusion: Physicians not made aware of
dyspnea
Performance standard: 100%
Numerator: Number of patients with global
scores for breathing difficulties (TIQ scale)
dropped after 8 days of care (if initial score on
the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for breathing difficulties (TIQ scale) not
increased over initial score during final week of
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
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Chapter 2
140

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

141

Twaddle, 2007

142

Twaddle, 2007

Family evaluation of
hospice care: Symptom
management

Questions:
B5: While under the care of
hospice, did the patient
have trouble breathing?
B6: How much help in
dealing with his/her
breathing did the patient
receive while under the
care of hospice?
Outcome
Dyspnea assessment

Percentage of all patients
with documentation of
dyspnea assessment within
48 hours of admission.
Process
Reduction or relief of
dyspnea

Percentage of patients with
dyspnea relieved or
reduced (i.e. score of 3 or
less on a 10-point scale)
within 48 hours of
admission.
143

Lorenz, 2007

Outcome
Mechanical ventilator
withdrawal

IF a non-comatose VE is not
expected to survive, and a
mechanical ventilator is
withdrawn or withheld,
THEN the chart should
document whether the
patient has dyspnea, and
the patient should receive
(or have orders available
for) an opiate,
benzodiazepine, or
barbiturate infusion,
BECAUSE dyspnea can be
controlled in the setting of
comfort care when
mechanical ventilation is
withdrawn or withheld.
Process

78

Numerator: Those who received too much or
too little help concerning shortness of breath
Denominator: Those who experience shortness
of breath
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: 90%
Numerator: Denominator: Patients reporting dyspnea
Exclusion: Performance standard: 90%

Numerator: Denominator: Exclusion: Performance standard: -
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144

145

Lorenz, 2007

Adapted by
van der Ploeg,
2008
(see indicator
145)

NEW

van der
Ploeg, 2008
NEW

(Based on
Lorenz, 2007,
see indicator
144)

146

Lorenz, 2007

147

Lorenz, 2007
NEW van der
Ploeg, 2008

Management of emergent
dyspnea

IF a VE who has dyspnea in
the last 7 days of life died
an expected death, THEN
the chart should document
dyspnea care and followup, BECAUSE dyspnea can
be effectively treated with
oxygen and
pharmacological agents.
Process
IF a vulnerable elder who
had dyspnea in the last 7
days of life died an
expected death, THEN the
general practitioners
record should document a
dyspnea policy (including
interventions).
Outcome
Dyspnea assessment

IF a VE is diagnosed with
lung cancer, or cancer
metastatic to lung, NYHA
Class III to IV CHF, or
oxygen-dependent
pulmonary disease, THEN a
self-reported assessment of
dyspnea should be
documented in the
outpatient chart, BECAUSE
dyspnea is common in
these conditions, and there
are effective treatments for
addressing dyspnea.
Process
Treatment of dyspnea

IF a VE with metastatic
cancer or oxygendependent pulmonary
disease has dyspnea
refractory to non-opiate
medications, THEN opiate
medications should be
offered, BECAUSE opiates
effectively treat dyspnea
from advanced cancer and
chronic obstructive
pulmonary disease.

Numerator: Denominator: Exclusion: Performance standard: -

2

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Process
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Chapter 2
148

Lorenz, 2007

149

Miyashita,
2008
Sato, 2008

150

Miyashita,
2008
Sato, 2008

151

Schenck,
2010

152

Schenck,
2010

153

Schenck,
2010

NEW

NEW

NEW

NEW

NEW

Management of emergent
dyspnea

IF a VE is in hospice or has
a preference for no
hospitalization and is living
with oxygen-dependent
pulmonary disease, lung
cancer, or NYHA Class III to
IV CHF, THEN the medical
record should document a
plan for management of
worsening or emergent
dyspnea, BECAUSE
increasing symptom
burden is common with the
progression of these
illnesses and significantly
impairs patient quality of
life.
Process
Symptom control: Presence
or absence of dyspnea
Outcome
Symptom control:
Physician’s prescription
order for dyspnea
Process
Physical Aspects of Care:
Percent of patients who
were screened for
shortness of breath during
the admission visit.

Process
Physical Aspects of Care:
For patients who screened
positive for dyspnea, the
percent who received
treatment within 1 day of
screening.
Process
Physical Aspects of Care:
For patients who screened
positive for dyspnea, the
percent of patients who
improved within 1 day of
screening.
Outcome

80

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients with dyspnea
time=0
(Dyspnea time = dyspnea screening date –date
of admission)
Denominator: # of patients
Exclusion: Performance standard: Numerator: Number of patients with
(0<=Dyspnea Treatment Time<=1 and dyspnea
treatment=”Y”)
Dyspnea Treatment time = date of treatment –
dyspnea assessment date
Denominator: # patients with dyspnea
Exclusion: Performance standard: Numerator: Number of patients with
(0<=Improvement
Time<=1
and
Improvement=1)
(Improvement Time = Second Dyspnea
assessment date-Dyspnea assessment date)
Denominator: # patients with dyspnea
Exclusion: Performance standard: -
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NEW Schenck,
2010

155

Lorenz,
2009

156

Lorenz,
2009

157

Lorenz,
2009

158

Lorenz,
2009

NEW

NEW

NEW

NEW

Physical Aspects of Care:
For patients with moderate
or severe shortness of
breath, the percent with
treatment or satisfied
within 4 hours.

Process/Outcome
Dyspnea IF a patient with
cancer reports new or
worsening dyspnea, THEN
there should be
documentation of cause or
of investigation of at least 1
of the following: hypoxia,
anemia, bronchospasm or
chronic obstructive
pulmonary disease, pleural
effusion, tumor obstruction
of bronchi or the trachea,
pneumonia, or pulmonary
embolism.
Process
Dyspnea IF an outpatient
with primary lung cancer
or advanced cancer reports
new or worsening dyspnea,
THEN s/he should be
offered symptomatic
management or treatment
directed at an underlying
cause within 1 month.
Process
Dyspnea IF an inpatient
with primary lung cancer
or advanced cancer has
dyspnea on admission,
THEN s/he should be
offered symptomatic
management or treatment
directed at an underlying
cause within 24 hours.

Process
Dyspnea IF a patient with
cancer in the hospital is
treated for dyspnea, THEN
there should be an
assessment within 24 hours
that the treatment was
effective in relieving
dyspnea OR that a change
in treatment for dyspnea
was made.

Numerator: Number of patients with moderate
or severe shortness of breath with treatment or
satisfied within 4 hours =“Y”
Denominator: Total number patients with
moderate or severe dyspnea
Exclusion: Performance standard: -

2

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Process

81

Chapter 2
159

NEW Lorenz,
2009

160

Lorenz,
2009

161

Claessen,
2011

NEW

NEW

162

Peruselli, 1997

163

Peruselli, 1997

164

Peruselli, 1997

Dyspnea IF a cancer patient
has dyspnea and a
malignant pleural effusion,
THEN s/he should be
offered thoracentesis
within 1 month of the
initial diagnosis of the
effusion OR other
treatment (e.g., diuresis)
should result in a reduction
in the effusion or
symptomatic dyspnea.
Process
Dyspnea IF a cancer patient
with a malignant pleural
effusion undergoes
thoracentesis, THEN there
should be a repeat
assessment of dyspnea
within 1 week.
Process
Management of pain and
other physical symptoms:
Percentage of patients with
shortness of breath
Shortness of breath often
occurs in the palliative
phase and can to a certain
extent be influenced by
pharmacological
interventions (e.g.
antibiotics, anticoagulants)
and non-pharmacological
interventions (e.g. oxygen
administration, suction).
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome

82

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients with a
shortness of breath score of 4 or above on the
NRS (average over 3 days)
Denominator: The total number of patients for
whom this indicator is measured
Exclusion: Comatose and deeply sedated
patients
Performance standard: -

Numerator: Number of patients with global
scores for constipation (TIQ scale) dropped after
8 days of care (if initial score on the same scale >
25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for constipation (TIQ scale) not increased
over initial score during final week of care (if
initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for gastrointestinal symptoms (TIQ scale)
dropped after 8 days of care (if initial score on
the same scale > 25)
Denominator: Total patients x 100
Performance standard: 75%
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Peruselli, 1997

166

Twaddle, 2007

167

Grunfeld,
2008

168

Schenck,
2010

169

Schenck,
2010

170

Schenck,
2010

171

Schenck,
2010

NEW

NEW

NEW

NEW

NEW

Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Bowel regimen ordered in
conjunction with opioid
administration

Percentage of patients
receiving opioids who had
an order for a bowel
regimen written within 24
hours of order for the
opioid.

Process
Potent antiemetics for
emetogenic chemotherapy

Potent anti-emetic therapy
for highly emetogenic
chemotherapy treatments
greatly controls nausea and
vomiting. A high proportion
may indicate good quality
care.
Process
Physical Aspects of Care:
For patients who screened
positive for nausea, the
percent who received
treatment within 1 day of
screening.

Process
Physical Aspects of Care:
Percent of patients with
bowel function assessed at
least weekly.
Process
Physical Aspects of Care:
For patients who screened
positive for constipation,
the percent who receive
treatment within 1 day of
screening.
Process
Physical Aspects of Care:
Percent of residents on
opioids for whom a bowel
regimen is established.
Process

Numerator: Number of patients with global
scores for gastrointestinal symptoms (TIQ scale)
not increased over initial score during final
week of care (if initial score on the same scale >
25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Denominator: Exclusion: Performance standard: 90%

Numerator: Number of cases 65 years of age
and older who had a prescription for a potent
antiemetic
Denominator: All cases 65 years of age and
older
Exclusion: Performance standard:-

Numerator: Number of patients with
(0<=Nausea Treatment Time<=1 and nausea
treatment=”Y”)
(Nausea Treatment time = date of treatment –
nausea assessment date)
Denominator: Number of patients with nausea
Exclusion: Performance standard: Numerator: Number of patients with bowel
function assessed weekly = “Y”
Denominator: Total # patients
Exclusion: Performance standard: Numerator: Number of patients with
(0<=Constipation Time<=1 and constipation
treatment=”Y”)
Denominator: # patients with constipation
(Constipation treatment time= date of treatment
- constipation assessment date)
Exclusion: Performance standard: Numerator: Number of patients with
opioids=”Y” and bowel regimen=”Y”
Denominator: # patients on opioids
Exclusion: Performance standard: -
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Chapter 2
172

NEW Schenck,
2010

173

Lorenz,
2009

174

Lorenz,
2009

175

Lorenz,
2009

176

Lorenz,
2009

NEW

NEW

NEW

NEW

Physical Aspects of Care:
Percent of residents on
opioids who have a bowel
regimen within 1 day of
opioid initiation.

Process
Pain: IF a patient with
cancer pain is started on
chronic opioid treatment
THEN s/he should be
offered either a
prescription or nonprescription bowel regimen
within 24 hours OR there
should be documented
contraindication to a bowel
regimen.
Process
Nausea and vomiting IF a
patient with cancer
undergoing moderately or
highly emetic
chemotherapy or with
advanced cancer affecting
the gastrointestinal tract or
abdomen is seen for a visit
in a cancer-related
outpatient setting, THEN
the presence or absence of
nausea or vomiting should
be assessed at every visit.
Process
Nausea and vomiting IF a
patient with advanced
cancer affecting the
gastrointestinal tract or
abdomen is admitted to a
hospital, THEN the
presence or absence of
nausea or vomiting should
be assessed within 24
hours.

Process
Nausea and vomiting IF a
patient with cancer is
undergoing chemotherapy
treatment with a high acute
emetic risk, THEN a 3-drug
regimen including single
doses of a 5-HT3 receptor
antagonist, dexamethasone,
and selective neurokinin-1
receptor blocker should be
given immediately before
chemotherapy.
Process

84

Numerator: Number of patients with
(0≤Time≤1 and opioids=”Y” and bowel
regimen=”Y” )
Denominator: # patients on opioids (Time =
bowel regimen date – pain treatment date)
Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -
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NEW Lorenz,
2009

178

Lorenz,
2009

179

Lorenz,
2009

180

Lorenz,
2009

181

Lorenz,
2009

NEW

NEW

NEW

NEW

Nausea and vomiting IF a
patient with cancer is
undergoing chemotherapy
treatment with a moderate
acute emetic risk, THEN a
2-drug regimen including a
5-HT3 receptor antagonist
and dexamethasone should
be given immediately
before chemotherapy.

Process
Nausea and vomiting IF a
patient with cancer reports
nausea or vomiting on
admission to the hospital,
THEN within 24 hours
potential underlying causes
should be assessed.
Process
Nausea and vomiting IF an
inpatient with cancer has
nausea or vomiting, THEN
within 24 hours of the
initial report of nausea and
vomiting, the patient
should be offered a change
in therapy.

Process
Nausea and vomiting IF an
outpatient with cancer not
receiving chemotherapy or
radiation is treated for
nausea or vomiting with an
antiemetic medication,
THEN the effectiveness of
treatment should be
evaluated before or on the
next visit to the same
outpatient site.

Process
Anorexia/weight loss IF a
patient presents for an
initial visit for cancer
affecting the oropharynx or
gastrointestinal tract or
advanced cancer at a
cancer-related outpatient
site, THEN there should be
an assessment for the
presence or absence of
anorexia or dysphagia.

Numerator: Denominator: Exclusion: Performance standard: -

2
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Process
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NEW Lorenz,
2009

183

Lorenz,
2009

184

Claessen,
2011

NEW

NEW

Anorexia/weight loss IF a
cancer patient is treated
with an appetite stimulant
for anorexia, THEN there
should be an assessment
before or on the next visit
to the same outpatient site
of whether there was an
improvement in anorexia.

Process
Anorexia/weight loss IF a
cancer patient is treated
with enteral or parenteral
nutrition, THEN there
should be an assessment
before starting nutrition
that there was difficulty
maintaining nutrition due
to significant
gastrointestinal issues and
that life expectancy was at
least 1 month.

Process
Management of pain and
other physical symptoms:
Percentage of patients with
constipation
Constipation is a frequent
and burdensome problem
in the palliative phase and
can be influenced
particularly by
pharmacological
interventions (e.g.
laxantia).

185

Peruselli, 1997

186

Peruselli, 1997

Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
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Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients with a
constipation score of 4 or above on the NRS
(average over 3 days)
Denominator: The total number of patients for
whom this indicator is measured
Exclusion: Comatose and deeply sedated
patients
Performance standard: -

Numerator: Number of patients with global
scores for fatigue (TIQ scale) dropped after 8
days of care (if initial score on the same scale >
25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for fatigue (TIQ scale) not increased over
initial score during final week of care (if initial
score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
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NEW Lorenz,
2009

188

Lorenz,
2009

189

Lorenz,
2009

190

Lorenz,
2009

191

Claessen,
2011

NEW

NEW

NEW

NEW

Fatigue/anemia IF a cancer
patient is seen for an initial
visit or any visit while
undergoing chemotherapy
at a cancer-related
outpatient site, THEN there
should be an assessment of
the presence or absence of
fatigue.
Process
Fatigue/anemia
IF a known cancer patient
is newly diagnosed with
advanced cancer, THEN
there should be an
assessment of the presence
or absence of fatigue.

Process
Fatigue/anemia IF a patient
with cancer is found to
have anemia with a
hemoglobin <10 g/dL,
THEN the presence and
severity of anemia- related
symptoms (e.g., fatigue,
dyspnea, and
lightheadedness) should be
evaluated.
Process
Fatigue/anemia IF a patient
with cancer is found to
have severe, symptomatic
anemia (hemoglobin <8
g/dL), THEN transfusion
with packed red cells
should be offered to the
patient within 24 hours.
Process
Management of pain and
other physical symptoms:
Percentage of patients with
fatigue
Fatigue is one of the most
common symptoms in
cancer patients. Both
pharmacological and nonpharmacological
interventions (e.g.
relaxation therapy) are
appropriate treatment
options.

Numerator: Denominator: Exclusion: Performance standard: -

2
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients with a
fatigue score of 4 or above on the NRS (average
over 3 days)
Denominator: The total number of patients for
whom this indicator is measured
Exclusion: Comatose and deeply sedated
patients
Performance standard: -

Outcome
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Chapter 2
192

Yabroff, 2004

193

Peruselli, 1997

194

Peruselli, 1997

195

Peruselli, 1997

196

Peruselli, 1997

197

Peruselli, 1997

198

Peruselli, 1997

Percentage of patients
within and among health
facilities or systems with
evidence that symptom
relief was achieved and
unmet needs were met with
appropriate response or
resolved.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome

88

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients with score for
symptom control other than pain (STAS item)
dropped after 8 days of care (if initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score
symptom control other than pain (STAS item) of
0-1 during final week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for physical symptoms (= comprising TIQ
scales: fatigue, gastrointestinal symptoms and
global health status) dropped after 8 days of
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for physical symptoms (= comprising TIQ
scales: fatigue, gastrointestinal symptoms and
global health status) not increased over initial
score during final week of care (if initial score
on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for global health status (TIQ scale)
dropped after 8 days of care (if initial score on
the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for global health status (TIQ scale) not
increased over initial score during final week of
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
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199

NEW

Sato, 2008

200

van der
Ploeg, 2008
NEW

This indicator
suits domain
2,3,4 and 8.

201

Miyashita,
2008
Sato, 2008

202

Lorenz,
2009

NEW

NEW

Symptom control: Effect of
rescue medication for any
physical distress
Outcome
IF a vulnerable elder dies
with a progressive
incurable disease (for
example metastatic cancer,
or dementia) THEN there
should be evidence within 6
months prior to death that
they received a
comprehensive assessment
including:
• Pain;
• Anxiety, depression;
• Vomiting and dyspnea;
• Spiritual and existential
concerns;
• Caregiver burdens/need
for practical assistance;
• Wishes concerning
medical treatment and care
at the end of life;
A discussion about and if
possible the determination
of a surrogate decision
maker.
Process
Symptom control:
Observation and care of
mouth

Process
Pain: IF a cancer patient
has new neurologic
symptoms or findings on
physical examination
consistent with spinal cord
compression THEN s/he
should be treated with
steroids as soon as
possible, but within 24
hours OR a
contraindication to steroids
should be documented.

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Process

89
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NEW Lorenz,
2009

204

Lorenz,
2009

205

Lorenz,
2009

NEW

NEW

Pain: IF a cancer patient
has new neurologic
symptoms or findings on
physical examination
consistent with spinal cord
compression THEN a
whole-spine MRI scan or
myelography should be
performed as soon as
possible, but within 24
hours OR there should be
documentation of why an
MRI scan was not
appropriate.
Process
Pain: IF a cancer patient
has confirmation of spinal
cord compression on
radiologic examination,
THEN radiotherapy or
surgical decompression
should be initiated within
24 hours OR a
contraindication for such
therapy should be
documented.

Process
Treatment-associated
toxicities - Diarrhea IF a
patient with cancer is
undergoing chemotherapy
and has diarrhea THEN to
classify the diarrhea as
complicated or
uncomplicated all of the
following should be
assessed: history of onset
and duration; number of
stools and stool
composition; and at least 1
of the associated symptoms
(fever, dizziness, abdominal
pain/cramping,
nausea/vomiting,
decreased performance
status, sepsis, fever,
bleeding, or dehydration).
Process

90

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -
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207

NEW Lorenz,
2009

Lorenz,
2009
NEW

Treatment-associated
toxicities - Diarrhea IF a
patient with cancer is
undergoing chemotherapy
with a high risk (>10%) of
chemotherapy-induced
diarrhea THEN an
antidiarrheal agent should
be prescribed on or before
treatment is initiated.

Process
Skin rash IF a patient with
cancer who is being treated
with agents that block
epidermal growth factor
receptors, THEN the
presence and severity of
skin rash should be
evaluated within 1 month
after starting the treatment
and at each visit.

Numerator: Denominator: Exclusion: Performance standard: -

2
Numerator: Denominator: Exclusion: Performance standard: -

Process
Domain 3: Psychological and psychiatric aspects of care (33 indicators)
Reference/
Description/type of
Numerator/Denominator/Exclusion/
year
indicator
Performance standard
208
Peruselli, 1997
Palliative care services
Numerator: Number of patients with global
must meet the physical,
scores for functional impairment (TIQ scale)
psychological, social and
dropped after 8 days of care (if initial score on
spiritual needs of patients.
the same scale > 25)
Denominator: Total patients x 100
Exclusion: Outcome
Performance standard: 75%
209
Peruselli, 1997
Palliative care services
Numerator: Number of patients with global
must meet the physical,
scores for functional impairment (TIQ scale) not
psychological, social and
increased over initial score during final week of
spiritual needs of patients.
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Outcome
210
Saliba, 2004
IF a nursing home resident
Numerator:Denominator: was conscious during any
of the last 7 days of life and
Exclusion: died an expected death
Performance standard: THEN there should be
medical record
documentation about
emotional distress
(presence, absence, or
inability to assess) in the
last 7 days of life.
211

Peruselli, 1997

Process
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome

Numerator: Number of patients with score for
patient anxiety (STAS item) dropped after 8
days of care (if initial score >0)
Denominator: Total patients x 100
Performance standard: 75%
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212

Peruselli, 1997

213

Peruselli, 1997

214

Peruselli, 1997

215

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

216

Miyashita,
2008
Sato, 2008

217

Miyashita,
2008
Sato, 2008

218

Miyashita,
2008
Sato, 2008

NEW

NEW

NEW

Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Family evaluation of
hospice care: Symptom
management

Questions:
B9: While under the care of
hospice, did the patient
have any feelings of anxiety
or sadness?
B10: How much help in
dealing with these feelings
did the patient receive?
Outcome
Symptom control: Presence
or absence of delirium or
agitation.
Outcome
Symptom control:
Physician’s prescription
order for delirium or
agitation.
Process
Psychosocial and spiritual
concerns: Degree and
content of patient’s anxiety.
Outcome

92

Numerator: Number of patients with score for
patient anxiety (STAS item) of 0-1 during final
week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
family anxiety (STAS item) dropped after 8 days
of care (if initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
family anxiety (STAS item) of 0-1 during final
week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Those who received too much or
too little help concerning anxiety/sadness
Denominator:
Those
who
experience
anxiety/sadness
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Performance standard: -

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: -
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NEW Schenck,
2010

220

Lorenz,
2009

221

Claessen,
2011

NEW

NEW

Psychological Aspects of
Care: For patients who
screened positive for
anxiety, the percent who
receive treatment within
two weeks of diagnosis.

Process
Delirium IF a hospitalized
patient with cancer aged
>65 years or with advanced
cancer has delirium THEN
there should be an
assessment for the
presence or absence of at
least 1 of the following
potential causes and their
association with delirium:
medication effects, central
nervous system disease,
infection, and metabolic
processes.
Process
Care for psychosocial wellbeing of patients:
Percentage of patients with
anxiety

Anxiety is a common
symptom for many patients
in the palliative phase, as a
reaction to their illness and
the prospect of
approaching death. Anxiety
can be influenced by
pharmacological and nonpharmacological
interventions (e.g.
psychosocial support).

Numerator: Number of patients with
(0<=Time<=14 days and anxiety treatment=”Y”)
(Anxiety treatment time = date of treatment –
anxiety assessment date)
Denominator: # patients with anxiety
screening=Y
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients with an
anxiety score of 4 or above on the NRS (average
over 3 days)
Denominator: The total number of patients for
whom this indicator is measured.
Exclusion: Patients with moderate to (very)
severe cognitive impairments, young children,
psychiatric and/or confused patients, and
comatose and deeply sedated patients
Performance standard: -

Outcome

93

2

Chapter 2
200

NEW van der
Ploeg, 2008

This indicator
suits domain
2,3,4 and 8.

222

Schenck,
2010

223

Schenck,
2010

224

Lorenz,
2009

NEW

NEW

NEW

IF a vulnerable elder dies
with a progressive
incurable disease (for
example metastatic cancer,
or dementia) THEN there
should be evidence within 6
months prior to death that
they received a
comprehensive assessment
including:
• Pain;
• Anxiety, depression;
• Vomiting and dyspnea;
• Spiritual and existential
concerns;
• Caregiver burdens/need
for practical assistance;
• Wishes concerning
medical treatment and care
at the end of life;
A discussion about and if
possible the determination
of a surrogate decision
maker.
Process
Psychological Aspects of
Care: For patients who
screened positive for
depression, the percent
who received further
assessment, counseling or
medication treatment.

Process
Psychological Aspects of
Care: For patients
diagnosed with depression,
the percent who receive
treatment within two
weeks of diagnosis.
Process
Depression and
psychosocial distress IF
depression is diagnosed in
a cancer patient, THEN a
treatment plan for
depression should be
documented.
Process

94

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients with
depression further assessment=”Y”
Denominator: # patients with depression
screening=Yes
Exclusion: Performance standard: -

Numerator: Number of patients with
(0<=Depression Treatment Time<=14 days and
depression treatment=”Y”)
Denominator: # patients with depression
diagnosis =Y
(Depression treatment time = date of treatment
– depression diagnosis date)
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -
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NEW Lorenz,
2009

226

Claessen,
2011
NEW

Depression and
psychosocial distress IF a
patient with cancer is
treated for depression,
THEN response to therapy
should be documented
within 6 weeks.

Process
Care for psychosocial wellbeing of patients:
Percentage of patients who
feel depressed
Depression is a common
symptom in the palliative
phase, and can be
influenced most by nonpharmacological
interventions (listening to
them), and to a lesser
extent by pharmacological
interventions (e.g.
antidepressants).

227

Peruselli, 1997

228

Peruselli, 1997

229

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Attend to family needs
(Family evaluation of
hospice care)

Questions:
E2: Did you have as much
contact about your
religious or spiritual beliefs
as you wanted?
E3: How much emotional
support did the hospice
team provide to you prior
to the patient’s death?
E4: How much emotional
support did the hospice
team provide to you after
the patient’s death?

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients with a
feeling depressed score of 4 or above on the NRS
(average over 3 days).
Denominator: The total number of patients for
whom this indicator is measured.
Exclusion: Patients with moderate to (very)
severe cognitive impairments, young children,
psychiatric and/or confused patients, and
comatose and deeply sedated patients
Performance standard: -

Numerator: Number of patients with global
scores for cognitive status (TIQ scale) dropped
after 8 days of care (if initial score on the same
scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for cognitive status (TIQ scale) not
increased over initial score during final week of
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Sum of 1 response to survey
instrument by family member of deceased
patient
Denominator: Number of items (=3)
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Performance standard: -

Outcome
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2

Chapter 2
230

Yabroff, 2004

231

Peruselli, 1997

232

Peruselli, 1997

233

Peruselli, 1997

234

Peruselli, 1997

235

Peruselli, 1997

236

Peruselli, 1997

Percentage of patients
within and among health
facilities or systems with
evidence for ongoing
quality of life assessment
reflected in the treatment
plan.

Process
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.

Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
Outcome
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Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients with global
scores for emotional status (TIQ scale) dropped
after 8 days of care (if initial score on the same
scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for emotional status (TIQ scale) not
increased over initial score during final week of
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for therapy impact index (= comprising
functional impairment, emotional status,
cognitive status, social interaction TIQ scales)
dropped after 8 days of care (if initial score on
the same scale > 25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with global
scores for therapy impact index (= comprising
functional impairment, emotional status,
cognitive status, social interaction TIQ scales)
not increased over initial score during final
week of care (if initial score on the same scale >
25)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
communication between patient en family
(STAS item) dropped after 8 days of care (if
initial score >0)
Denominator: Total patients x 100
Exclusion: Performance standard: 75%
Numerator: Number of patients with score for
communication between patient en family
(STAS item) of 0-1 during final week of life
Denominator: Total patients x 100
Exclusion: Performance standard: 75%

Quality Indicators for Palliative Care
237

Twaddle, 2007

238

Miyashita,
2008

239

Keay, 1994

NEW

Psychosocial assessment

All patients were expected
to have a psychosocial
assessment (i.e. a formal
psychosocial assessment
conducted by a
psychologist, social worker,
psychiatrist or other
expert) completed within 1
year prior or 4 days after
admission.
Process
Psychosocial and spiritual
concerns: Patient’s
preference of daily living.

Outcome
Psychological or social
support is documented in
the patient’s medical record

Process
Domain 4: Social aspects of care (15 indicators)
Reference/
Description/type of
year
indicator
240
Mularski, 2006
Documentation of offering
of psychosocial support
within the first 72 hours of
admission to the ICU.

241

Nelson, 2006

Process
Social work support:
percentage of patients with
documentation that social
work support was offered
to the patient/family.
Process

Numerator: Denominator: Exclusion: Performance standard: 90%

2

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Patient death within a few hours of
being declared terminally ill; patient cognitively
impaired and family or friends are not
reasonably available
Performance standard: > 80%

Numerator/Denominator/Exclusion/
Performance standard
Numerator: Total number of patients in the ICU
for > 72 hours with psychosocial support offered
to the patient or family by any team member
Denominator: Total number of patients in the
ICU for > 72 hours
Exclusion: Comatose patients (e.g. Glasgow
Coma Score of 2 or 3) with no family member of
friend identified
Performance standard: Numerator: Number of patients with
documentation that social work support was
offered to the patient/family
Denominator: Total number of patients with
ICU length of stay > 3 days
Exclusion: Performance standard: -

97

Chapter 2
242

Lorenz, 2007
NEW van der
Ploeg, 2008

243

Miyashita,
2008

244

Miyashita,
2008

200

van der
Ploeg, 2008

NEW

NEW

NEW

This indicator
suits domain
2,3,4 and 8.

Caregiver stress
IF a VE is a caregiver for a
spouse, significant other ,
or dependent who is
terminally ill or has very
limited function, THEN the
VE should be assessed for
caregiver financial,
physical, and emotional
stress, BECAUSE caregiver
burden is substantial in
these situations and
associated with poor
outcomes.
Process
Family care: Care strategy
for family

Process
Psychosocial and spiritual
concerns: Coordination of
social resources when
patient had no family or
friends.

Process
IF a vulnerable elder dies
with a progressive
incurable disease (for
example metastatic cancer,
or dementia) THEN there
should be evidence within 6
months prior to death that
they received a
comprehensive assessment
including:
• Pain;
• Anxiety, depression;
• Vomiting and dyspnea;
• Spiritual and existential
concerns;
• Caregiver burdens/need
for practical assistance;
• Wishes concerning
medical treatment and care
at the end of life;
A discussion about and if
possible the determination
of a surrogate decision
maker.
Process

98

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -
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NEW Quality
Markers, 2009

246

Quality
Markers, 2009

247

ELCQuA,
2011

NEW

NEW

QM for primary care:
They have mechanisms in
place to assess and
document the needs of
carers of those approaching
the end of life (Royal
College of General
Practicioners' Supporting
Carers).
Outcome
QM for primary care: They
have mechanisms in place
to assess and document the
needs of carers of those
approaching the end of life
(Royal College of General
Practicioners' Supporting
Carers).
Process
The needs and preferences
of carers are assessed and
recorded.

Proportion of individuals whose carer is
recorded
Numerator: Denominator: Exclusion: Performance standard: -

Proportion of carers who have been referred to
a carer's assessment and whose needs have
been recorded
Numerator: Denominator: Exclusion: Performance standard: Proportion of deaths where the patient/service
user had a recorded carer
Numerator: Number of patients who died
whose carer was recorded, including n/a.
Denominator: Total deaths for same time
period
Exclusion: Performance standard: Carer's assessments
undertaken for all appropriate cases

Proportion of carers referred for a carer's
assessment
Numerator: Number of carers who have been
referred for a carer's assessment
Denominator: Total number of carers
Exclusion: Performance standard: Carer's assessments
undertaken for all appropriate cases

248

Peruselli, 1997

Process
Support provided to patient
and family also includes
home visits by voluntary
workers.
Process

Proportion of carers referred for assessment
actually receiving an assessment
Numerator: Number of carers whose needs
have been recorded
Denominator: Number of carers referred for
assessment
Exclusion: Performance standard: Carer's assessments
undertaken for all appropriate cases
Numerator: Number of patients who have had
home visits by voluntary workers
Denominator: Population served x 100
Exclusion: Performance standard: 30%

99

2

Chapter 2
Numerator: Number of patients with global
scores for social interaction (TIQ scale) dropped
after 8 days of care (if initial score on the same
scale > 25)
Denominator: Total patients x 100
Exclusion: Outcome
Performance standard: 75%
250
Peruselli, 1997
Palliative care services
Numerator: Number of patients with global
must meet the physical,
scores for social interaction (TIQ scale) not
psychological, social and
increased over initial score during final week of
spiritual needs of patients.
care (if initial score on the same scale > 25)
Denominator: Total patients x 100
Exclusion: Outcome
Performance standard: 75%
NEW Miyashita,
251
Family care: Configuration
Numerator: Number of patients for whom this
2008
of family relationships.
indicator was documented on admission or
Sato, 2008
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Process
NEW Sato, 2008
252
Family care: Family’s
Numerator: Number of patients for whom this
insight of disease.
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Outcome
NEW Sato, 2008
253
Family care: Discussion
Numerator: Number of patients for whom this
with family about goals of
indicator was documented on admission or
care.
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Process
Performance standard: Domain 5: Spiritual, religious and existential aspects of care (6 indicators)
Reference/
Description/type of
Numerator/Denominator/Exclusion/
year
indicator
Performance standard
254
Nelson, 2006,
Spiritual support:
Numerator: Number of patients with
Mularski, 2006
percentage of patients with
documentation that spiritual support was
documentation that
offered to the patient/family
spiritual support was
Denominator: Total number of patients with
offered to the patient
ICU length of stay > 3 days
/family.
Exclusion: patients with no family members
visiting the patient during the ICU stay
Performance standard: Process
NEW Miyashita,
255
Psychosocial and spiritual
Numerator: Number of patients for whom this
2008
concerns: Patient’s religion. indicator was documented on admission or
Sato, 2008
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Outcome
249

100

Peruselli, 1997

Palliative care services
must meet the physical,
psychological, social and
spiritual needs of patients.
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NEW Schenck,
2010

257

Miyashita,
2008

258

Claessen,
2011

NEW

NEW

Spiritual Aspects of Care:
Percent of patients with
chart documentation of a
discussion of spiritual
concerns.

Outcome
Psychosocial and spiritual
concerns: Emotional
reaction to explanation of
medical condition.
Outcome
Care for spiritual wellbeing of patients:
Percentage of relatives who
indicate that the patient
died peacefully

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: The number of relatives who
indicate that their relative died peacefully
Denominator: The total number of relatives
among whom this quality indicator was
measured
Exclusion: Performance standard:

Outcome
Care for spiritual wellbeing of patients:
Percentage of relatives who
indicate that the patient
had accepted her/his
approaching death.

Numerator: The number of relatives who
indicate that their relative had accepted
approaching death
Denominator: The total number of relatives
among whom this quality indicator was
measured
Exclusion: Performance standard:

If patients die peacefully,
this can indicate that in this
respect their spiritual
needs were met.
259

Claessen,
2011
NEW

Numerator: Number of patients with spiritual
discussion = “Y”
Denominator: Total number of patients
Exclusion: Performance standard: -

If patients accept their
approaching death, this can
indicate that their spiritual
needs were met.

Outcome
Domain 6: Cultural aspects of care (1 indicator)
Reference/
Description/type of
year
indicator
NEW Miyashita,
260
Family care: Family’s
2008
preference of explanation
of medical condition.

Numerator/Denominator/Exclusion/
Performance standard
Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Outcome
Performance standard: Domain 7: Care for the imminently dying patient (26 indicators)
Reference/
Description/type of
Numerator/Denominator/Exclusion/
year
indicator
Performance standard
261
Earle, 2006
Proportion receiving
Numerator: Patients who died from cancer and
chemotherapy in the last 14 received chemotherapy in the last 14 days of life
days of life.
Denominator: Patients who died from cancer
Exclusion: Process
Performance standard: < 10%

101

2

Chapter 2
262

Earle, 2006

263

Grunfeld,
2008
NEW

Proportion with more than
one emergency room (ER)
visit in the last 30 days of
life.
Process
Frequency of ER visits

High number of emergency
room visits near death may
indicate poor quality care.

Outcome
Proportion with more than
one hospitalization in the
last 30 days of life.

264

Earle, 2006

265

Earle, 2006

266

Grunfeld,
2008

Process
ICU stays near the end of
life

Grunfeld,
2008

Outcome
Enrollment in palliative
care within 3 days of death

267

NEW

NEW

Process
Proportion admitted to the
ICU in the last 30 days of
life.

Hospital stays in the
terminal period of cancer
may indicate poor quality
care.

A high proportion may
indicate poor quality care.
Palliative care should be
accessible to all patients
and families with a cancer
diagnosis, in a timely
manner, throughout the
entire duration of their
disease.
Process

102

Numerator: Patients who died from cancer and
had > 1 ER visit in the last 30 days of life
Denominator: Patients who died from cancer
Exclusion: Performance standard: < 4%

Numerator: Number of cases with more than 1
ER visit in the last 30 days
Denominator: entire cohort
Exclusion: Performance standard: Numerator: Number of ER visits in the last 30
days averaged across entire cohort
Denominator: Exclusion: Performance standard: Numerator: Sum of ER visits across entire
cohort
Denominator: The sum of available days (i.e.,
days out of hospital) across entire cohort)
Exclusion: Performance standard: Numerator: Patients who died from cancer and
had > 1 hospitalization in the last 30 days of life
Denominator: Patients who died from cancer
Exclusion: Performance standard: < 4%
Numerator: Patients who died from cancer and
were admitted to the ICU in the last 30 days of
life
Denominator: Patients who died from cancer
Exclusion: Performance standard: < 4%
Numerator: Number of cases with one or more
ICU admissions in the last 30 days
Denominator: Entire cohort
Exclusion: Performance standard: -

Numerator: Number of cases enrolled in
palliative care within three days prior to death
Denominator: All cases enrolled in palliative
care
Exclusion: Performance standard: -
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NEW Miyashita,
2008

269

Mularski, 2006

270

Peruselli, 1997

271

Peruselli, 1997

272

Grunfeld,
2008

273

Keay,1994

NEW

Decision making and
preference of care: Time of
patient’s enrollment in
palliative care program and
documented medical
history.

Outcome
Documentation of a
protocol for provision of
analgesia and sedation
during terminal withdrawal
of mechanical ventilation.
Structure
Home palliative care
services must ensure
continuous care for the
patient until the final
moments of life, and for the
family after the patient’s
death by helping to deal
with the mourning process.
Process
Home palliative care
services must ensure
continuous care for the
patient until the final
moments of life, and for the
family after the patient’s
death by helping to deal
with the mourning process.
Process
Time and location of care

The ideal is assumed to be
clinician visits that are
more frequent as death
approaches.

Process
Follow-up bereavement
counseling is offered by the
physician.
Process

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: -

Numerator: Presence of a protocol that can be
applied in settings of terminal withdrawal of
mechanical ventilation
Denominator: ICU
Exclusion: Performance standard: Numerator: Number of families who have
received home visits on the day of patient’s
death
Denominator: Population served x 100
Exclusion: Performance standard: 90%

Numerator: Number of families who have
received home visits in the days following
patient’s death to provide support during the
mourning process
Denominator: Population served x 100
Exclusion: Performance standard: 90%
Numerator: Sum of home and office visits for
the entire cohort in last two weeks
Denominator: Sum of home and office visits for
the entire cohort in last six months
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Performance standard: -
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275

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

National
Hospice and
Palliative Care
Organization
(NHPCO), 2006
Brown
University,
2006

276

Lorenz, 2007

277

Quality
Markers, 2009

van der
Ploeg, 2008

NEW

NEW

Inform and communicate
about patient (Family
evaluation of hospice care)

Questions:
D5: How often did the
hospice team keep you or
other family members
informed about the
patient’s condition?
D7: Would you have
wanted more information
about what to expect while
the patient was dying?
Process
Provide information about
symptoms (Family
evaluation of hospice care)

Questions:
B4: Did you want more
information than you got
about the medicines used
to manage the patient’s
pain?
B8: Did you want more
information than you got
about what was being done
for the patient’s trouble
with breathing?
Process
Bereavement

IF a VE’s spouse or
significant other dies, THEN
the VE should be assessed
for depression or thoughts
of suicidality within 6
months, BECAUSE
bereaved persons are at
high risk of poor outcomes.
Process
QM for primary care:
They collate information of
the quality of care provided
to individuals after their
death for audit purposes
(e.g. using a tool such as the
After Death Analysis from
the Gold Standards
Framework).
Process

104

Numerator: Sum of 1 response to survey
instrument by family member of deceased
patient
Denominator: Number of items (=2)
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Performance standard: -

Numerator: Sum of 1 response to survey
instrument by family member of deceased
patient
Denominator: Number of items (=2)
Exclusion: Patients who are not enrolled in a
hospice program or have disenrolled from a
hospice program. Live discharged are excluded
Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Proportion of carers and family members who
receive support following the death of a patient
Numerator: Denominator: Exclusion: Performance standard: -
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NEW ELCQuA,
2011

279

ELCQuA,
2011

280

Quality
Markers, 2009

281

Quality
Markers, 2009

282

Quality
Markers, 2009

NEW

NEW

NEW

NEW

Relatives, carers and
friends of the deceased,
including other
residents/patients and
children, have access to
effective bereavement
services.

Process
Verification of death and
care after death is
sensitively delivered in line
with best practice.
Process
QM for primary care:
They have mechanisms in
place to assess and
document the needs of
those approaching the end
of life (e.g. use of the Gold
Standards Framework or
equivalent), and to discuss,
record and, (where
appropriate) communicate
the wishes and preferences
of those approaching the
end of life (advance care
planning).

Outcome
QM for primary care: They
collate information of the
quality of care provided to
individuals after their death
for audit purposes (e.g.
using a tool such as the
After Death Analysis from
the Gold Standards
Framework).
Outcome
QM for district/community
nursing services.
They have mechanisms in
place to assess and
document the needs of
those approaching the end
of life (e.g. use of the Gold
Standards Framework or
equivalent), and to discuss,
record and, (where
appropriate) communicate
the wishes and preferences
of those approaching the
end of life (advance care
planning).

Numerator: Number of providers meeting 75%
of NICE bereavement standards
Denominator: Total number of providers
Exclusion: Performance standard: Standards in NICE
Supportive and Palliative Care Guidance are
fully met by all relevant providers, and all care
homes have policies in place to ensure other
residents are supported following death
Numerator: Number of deaths using the care
after death module of the LCP or equivalent
Denominator: Total number of deaths
Exclusion: Performance standard: -

Proportion of patients who die in their preferred
place for care
Numerator: Denominator: Exclusion: Performance standard: -

Proportion of individuals who die in their
preferred place
Numerator: Denominator: Exclusion: Performance standard: -

Proportion of patients who die in their preferred
place for care
Numerator: Denominator: Exclusion: Performance standard: -

Outcome

105

2

Chapter 2
283

284

NEW Claessen,
2011

ELCQuA,
2011
NEW

This indicator
suits domain 7
and 8.

Generic aspects: Percentage
of patients who died in the
location of their preference
Patients have the right to
die wherever they wish.
The patient’s wishes
therefore prevail.

Outcome
Individuals are offered an
advance care plan.

Numerator: The number of relatives who
indicate that the patient died in the location of
his/her preference
Denominator: The total number of relatives
among whom this quality indicator was
measured
Exclusion: Performance standard: -

Numerator: Number of patients who died who
were registered to have an advance care plan in
place plus number offered a care plan but
without a plan in place.
Denominator: Total deaths.
Exclusion: Performance standard: All patients/service
users requiring end of life care or approaching
end of life are offered advance care planning
conversations

Numerator: Number dying in preferred place of
death.
Denominator: Total number dying with an
advance care plan in place.
Exclusion: Performance standard: Numerator: Number of patients who died in
their own home or care home.
Denominator: Total deaths for same time
period
Exclusion: Performance standard: -

285

Quality
Markers, 2009
NEW

Process/Outcome

QM for primary care:
They collate information of
the quality of care provided
to individuals after their
death for audit purposes
(e.g. using a tool such as the
After Death Analysis from
the Gold Standards
Framework).

Numerator: Number of deaths in hospital
within 3 days of admission by PCT or acute site.
Denominator: Total deaths in same catchment
for same time period
Exclusion: Performance standard: Proportion of individuals who die at home.
Numerator: Denominator: Exclusion: Performance standard: -

Outcome
Domain 8: Ethical and legal aspects of care (45 indicators)
Reference/
Description/type of
Numerator/Denominator/Exclusion/
year
indicator
Performance standard
286
Keay, 1994
Interventions not wanted
Numerator: Denominator: by the patient are not
performed.
Exclusion: Conflicting patient directives
Performance standard: > 80%
Process
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287

Lorenz, 2007

288

Miyashita,
2008
Sato, 2008

289

Miyashita,
2008
Sato, 2008

290

Miyashita,
2008
Sato, 2008

291

Miyashita,
2008
Sato, 2008

292

Quality
Markers, 2009

NEW

NEW

NEW

NEW

NEW

Decisions about lifesustaining treatment

IF a VE has documented
treatment preferences to
withhold or withdraw lifesustaining treatment (e.g.,
DNR order, no tube feeding,
no hospital transfer), THEN
these treatment
preferences should be
followed, BECAUSE medical
care should aim to be
consistent with a patient’s
preferences.

Process
Decision making and
preference of care: Patient’s
preference of place of care.
Outcome
Decision making and
preference of care: Patient’s
insight of disease.
Outcome
Family care: Family’s
preferred place of care.
Outcome
Family care: Family’s
preferences or
expectations.
Outcome
QM for primary care:
They (GP practices) have
mechanisms in place to
assess and document the
needs of those approaching
the end of life (e.g. use of
the Gold Standards
Framework or equivalent),
and to discuss, record and,
(where appropriate)
communicate the wishes
and preferences of those
approaching the end of life
(advance care planning).

Numerator: Denominator: Exclusion: Performance standard: -

2

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Performance standard: Proportion of individuals whose preferred place
for care has been recorded
Numerator: Denominator: Exclusion: Performance standard: -

Outcome

107

Chapter 2
293

NEW Quality
Markers, 2009

200

van der
Ploeg, 2008
NEW

This indicator
suits domain
2,3,4 and 8.

294

Mularski, 2006

295

Nelson, 2006,
Mularski, 2006

QM for district/community
nursing services.
They have mechanisms in
place to assess and
document the needs of
those approaching the end
of life (e.g. use of the Gold
Standards Framework or
equivalent), and to discuss,
record and, (where
appropriate) communicate
the wishes and preferences
of those approaching the
end of life (advance care
planning).

Outcome
IF a vulnerable elder dies
with a progressive
incurable disease (for
example metastatic cancer,
or dementia) THEN there
should be evidence within 6
months prior to death that
they received a
comprehensive assessment
including:
• Pain;
• Anxiety, depression;
• Vomiting and dyspnea;
• Spiritual and existential
concerns;
• Caregiver burdens/need
for practical assistance;
• Wishes concerning
medical treatment and care
at the end of life;
A discussion about and if
possible the determination
of a surrogate decision
maker.
Process
Assessment within 24
hours of admission of the
patient’s capacity to make
decisions.

Process
Medical decision maker:
Percentage of patients with
documentation of status of
identification of health care
proxy (or other appropriate
surrogate).
Process

108

Proportion of individuals whose preferred place
for care has been recorded
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Total number of patients in the ICU
with documentation of decisional capacity made
within 24 hours of admission
Denominator: Total number of patients in the
ICU for > 24 hours
Exclusion: Performance standard: Numerator: Number of patients with
documentation of status of identification of
health care proxy (or other appropriate
surrogate)
Denominator: Total number of patients
admitted to the ICU within the last 24 hours
Exclusion: Performance standard: -
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NEW Miyashita,
2008
Sato, 2008

297

Schenck,
2010

298

Schenck,
2010

299

Nelson, 2006,
Mularski, 2006

300

Nelson, 2006

301

Keay, 1994

NEW

NEW

Family care: Key person
involved in patient care.
Outcome
Ethical and legal aspects of
care: Percent of patients
with contact information
for surrogate decision
maker in the chart or
documentation that there is
no surrogate.
Outcome
Ethical and legal aspects of
care: Percent of patients
with impaired decision
making (dementia, coma or
other impairment) that
have documentation of
surrogate decision maker
in chart within 2 days of
recognition of impaired
decision making.
Outcome
Advance directive:
percentage of patients with
documentation of advance
directive status on or
before day 1 of the ICU
admission.

Process
Resuscitation status:
percentage of patients with
documentation of
resuscitation status.

Process
Documentation of patients
wishes or advance directive
is present.
Process

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients with surrogate
contact info =”Y” or Discussion of no surrogate =
“Y”
Denominator: Number of Patients
Exclusion: Performance standard: -

Numerator: Number of patients with
(0≤Surrogate document time≤2days) and
(Dementia=”Y”
or
Confused-sedatednonverbal=”Y”)
(Surrogate date = Date of
documentation if chart has a surrogate decision
maker, or date of documentation of no surrogate
if chart contains contact info of surrogate or
discussion of no surrogate is recorded;
Surrogate document time = surrogate date–
admission date)
Denominator: Number of patients with
dementia=”Y”
or
confused-sedatednonverbal=”Y”
Exclusion: Performance standard: Numerator: Number of patients who have
documentation of advance directive status on or
before day 1of the ICU admission
Denominator: Total number of patients with an
ICU length of stay > 5 days
Exclusion: Patients discharged (or transferred
out of the ICU) on or before day 1 of ICU
admission
Patients expired on or before day 1 of ICU
admission
Patients with decisional capacity
Performance standard: Numerator: Number of patients with
documentation of resuscitation status
Denominator: Total number of patients
admitted to the ICU within the last 24 hours
Exclusion: Performance standard: Numerator: Denominator: Exclusion: Patient was always incapacitated
and without advance directive or legal proxy
Performance standard: 100%
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Chapter 2
302

Lorenz, 2007

303

Lorenz, 2007

ACP documented

ALL VEs should have in the
outpatient chart patient’s
surrogate decision maker,
or documentation of a
discussion to identify or
search for a surrogate
decision maker, BECAUSE,
advance directives and
discussions about
surrogate decisions makers
facilitate identification of
surrogate decision makers
and decision making on
behalf of a patient who has
lost decision-making
capacity.
Process
Advance directive and
surrogate continuity

IF a VE is admitted to the
hospital or nursing home,
THEN within 48 hours of
admission, the medical
record should contain the
patient’s surrogate decision
maker or documentation of
a discussion to identify or
search for surrogate
decision maker, BECAUSE
specification of a surrogate
decision maker facilitates
decision making for
patients at risk of losing
decision making capacity.
304

Lorenz, 2007

Process
Care-preference
documentation

IF a VE with severe
dementia is admitted to the
hospital and survives 48
hours, THEN within 48
hours of admission, the
medical record should
document that the patient’s
preferences for care have
been considered or an
attempt was made to
identify them, BECAUSE
patient’s values and
preferences should guide
life-sustaining care.
Process

110

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -
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Lorenz, 2007

Care-preference
documentation

IF a VE is admitted to the
ICU and survives 48 hours,
THEN within 48 hours of
ICU admission, the medical
record should document
that the patient’s
preferences for care have
been considered or an
attempt was made to
identify them, BECAUSE
patient’s values and
preferences should guide
life-sustaining care.
306

Lorenz, 2007

Process
Decisions about lifesustaining treatment

IF a VE with decisionmaking capacity has orders
in the hospital or nursing
home to withhold or
withdraw a life-sustaining
treatment (e.g., DNR order),
THEN the medical record
should document patient
participation in the
decision or why the patient
did not participate,
BECAUSE the values of
patients with decisionmaking capacity who wish
to participate should guide
important care decisions.
307

Lorenz, 2007

Process
Mechanical ventilation
preference

IF a hospitalized VE
requires mechanical
ventilation for longer than
48 hours, THEN within 48
hours of the initiation of the
mechanical, the medical
record should document
the goals of care and the
patient’s preference for
mechanical ventilation or
why this information is
unavailable, BECAUSE
mechanical ventilation
should be performed only
when it is consistent with a
patient’s goals, and early

Numerator: Denominator: Exclusion: Performance standard: -

2

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

111

Chapter 2
consideration of prognosis
and preferences will guide
care to be consistent with
the patient’s values.
308

Lorenz, 2007

Process
Goals of care surrogate
discussion

IF a VE dies an expected
death with metastatic
cancer, oxygen-dependent
pulmonary disease, New
York Heart Association
(NYHA) Class III to IV
congestive heart failure
(CHF). end-stage (stage IV)
renal disease, or dementia,
THEN the chart should
document discussion of the
medical condition and goals
for treatment with a
designated surrogate, the
patient’s preferences for
not involving a designated
surrogate in discussions, or
a note that a surrogate
decision maker is
unavailable within 6
months before death,
BECAUSE temporary
decisional incapacity is
common in these health
states, and therefore,
surrogates are at risk of
being called upon to assist
in achieving patient
preferences, yet it is not
routine for physicians to
involve surrogates in care
planning.
309

112

Lorenz, 2007

Process
Gastrostomy tube
placement

IF a VE with dementia has a
gastrostomy or jejunum
tube placed, THEN before
placement, the medical
record should document
patient preferences
concerning tube feeding;
discussion of patient
preferences or best
interests if the patient is
decisionally incapacitated
and a surrogate decision
maker is available; or use of

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -
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a formal decision
mechanism is the patient is
decisionally incapacitated
and a surrogate decision
maker is not available,
BECAUSE many patients
would not want to receive
tube feeding to maintain
survival is a persistent
severely compromised
health state, and decisions
are often made to place
gastrostomy tubes when
patients can no longer
participate in decisions.
310

Saliba, 2004

311

Miyashita,
2008

312

NEW

Sato, 2008

313

NEW

Sato, 2008

NEW

Process
ALL residents, within 2
weeks of NH admission,
should have physician
notes or orders
documenting a discussion
or decision concerning all
of the following:
resuscitation status,
hospital transfers, and
advance directives, unless
there is documentation that
the resident is not capable
of understanding and
surrogate could not be
located. This information
should remain available in
the chart throughout the
resident’s stay.

Process
Decision making and
preference of care: Patient’s
preference of care or
advance directives.
Outcome
Decision making and
preference of care:
Discussion with patient
about goals of care.
Process
Decision making and
preference of care:
Discussion with patient
about do-not-resuscitate
order.
Process

2

Numerator: Denominator: Exclusion: When there is documentation that
the resident is not capable of understanding and
surrogate could not be located
Performance standard: 100%

Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: -
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Chapter 2
314

NEW Miyashita,
2008
Sato, 2008

Family care: Discussion
with family about do-notresuscitate order.

315

Miyashita,
2008, omitted
in Sato, 2008

Process
Psychosocial and spiritual
concerns: Patient’s
preference for bowel and
bladder excretion.

316

Schenck,
2010

317

Schenck,
2010

318

Schenck,
2010

319

Quality
Markers, 2009

320

Quality
Markers, 2009

NEW

NEW

NEW

NEW

NEW

NEW

Outcome
Ethical and legal aspects of
care: Percent of patients
with chart documentation
of preferences for life
sustaining treatments.
Outcome
Ethical and legal aspects of
care: Percent of patients
with chart documentation
of an advanced directive
(living will or health care
power of attorney) or
discussion that there is no
advanced directive.

Outcome
Adverse Events: Selected
number of occurrences per
100 patient days (falls,
medication errors, DME
concerns, and patient or
family complaints).

Process
QM for acute hospitals:
They offer care plans to all
patients who are
approaching the end of life.
Outcome
QM for community
hospitals: They offer care
plans to all patients who
are approaching the end of
life.
Outcome
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Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Numerator: Number of patients for whom this
indicator was documented on admission or
within the last 2 weeks of the hospitalization
Denominator: All patients who died
(retrospectively identified)
Exclusion: Performance standard: Numerator: Number of patients with
documentation = “Y”
Denominator: Number of Patients
Exclusion: Performance standard: Numerator: Number of patients with
documentation of advanced directive=”Y” or
Discussion of no advanced directive = “Y”
Denominator: Number of Patients
Exclusion: Performance standard: -

Numerator: The total number of occurrences
reported in the time period
Denominator: Total number of patient days in
the time period
Exclusion: Performance standard: Proportion of all deceased patients who had an
end of life care plan (or documentation that a
care plan had been offered but declined)
Numerator: Denominator: Exclusion: Performance standard: Proportion of all deceased patients who had an
end of life care plan (or documentation that a
care plan had been offered but declined)
Numerator: Denominator: Exclusion: Performance standard: -
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NEW Lorenz,
2009

322

Lorenz,
2009

323

Lorenz,
2009

324

Claessen,
2011

30

NEW

NEW

NEW

ELCQuA,
2011
NEW

This indicator
suits domain 1
and 8.

Information and care
planning
IF a patient with advanced
cancer dies an expected
death, THEN there should
be documentation of an
advance directive or a
surrogate decision maker
in the medical record.

Process
Information and care
planning
IF a patient with advanced
cancer is admitted to the
ICU and survives 48 hours,
THEN within 48 hours of
ICU admission, the medical
record should document
the patient’s preferences
for care or attempt to
identify them.
Process
Information and care
planning IF a patient with
advanced cancer is
mechanically ventilated in
the ICU, THEN within 48
hours of admission to the
ICU, the medical record
should document the
patient’s preference for
mechanical ventilation or
why this information is
unavailable.

Process
Generic aspects: Presence
of documentation
concerning the desired care
and treatment at the end of
life
The patient’s wishes with
regard to care and
treatment at the end of life
must be documented.

Process
People approaching the end
of life are identified.

Process

Numerator: Denominator: Exclusion: Performance standard: -

2
Numerator: Denominator: Exclusion: Performance standard: -

Numerator: Denominator: Exclusion: Performance standard: -

Numerator: The number of patients for whom
the desired care and treatment at the end of life
is documented
Denominator: Total number of patient files
consulted
Exclusion: Performance standard: Numerator: Number of deaths on register OR
with identified advance care plan
Denominator: Total deaths for same catchment
and time period
Performance standard: -

Numerator: Non-cancer deaths on register OR
with an advance care plan identified
Denominator: Non-cancer deaths for same
catchment for same time period
Performance standard: -
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325

NEW ELCQuA,
2011

Individuals have an agreed
care plan.

284

ELCQuA,
2011

Process
Individuals are offered an
advance care plan.

NEW

This indicator
suits domain 7
and 8.

Numerator: Number of deceased patients with
care plan in place
Denominator: Total deaths for same time
period
Exclusion: Performance standard: Care plans in place for
all patients approaching the end of life
Numerator: Number of patients who died who
were registered to have an advance care plan in
place plus number offered a care plan but
without a plan in place
Denominator: Total deaths
Exclusion: Performance standard: All patients/service
users requiring end of life care or approaching
end of life are offered advance care planning
conversations

Numerator: Number dying in preferred place of
death.
Denominator: Total number dying with an
advance care plan in place
Exclusion: Performance standard: Numerator: Number of patients who died in
their own home or care home
Denominator: Total deaths for same time
period
Exclusion: Performance standard: -

326

ELCQuA,
2011
NEW

Process/Outcome
Patients with an agreed Do
Not Attempt Resuscitation
policy in place have their
preferences respected.
Process

Numerator: Number of deaths in hospital
within 3 days of admission by PCT or acute site.
Denominator: Total deaths in same catchment
for same time period
Exclusion: Performance standard: Numerator: Number of patients with a DNAR in
place where resuscitation is attempted
Denominator: Total number of deaths where a
DNAR is in place
Exclusion: Performance standard: -

NEW These quality indicators have been found in this update.
Note: Quality Indicators that suit multiple NCP-categories are indicated with a bold number, and keep the
same quality indicator number as they had in the first category they suited.
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