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ABSTRACT
Context: In some countries (the United States in particular), quality indicators for palliative
care have already been developed. However, these quality indicators often cover one specific
setting or target group, for example, palliative cancer care or palliative home care.
Objectives: This article describes the development and initial testing of a set of quality
indicators for palliative care, applicable for all settings in which palliative care is being
provided for adult patients in the Netherlands.
Methods and Results: In the first phase of the project, an inventory was made of existing
relevant quality indicators. Most quality indicators focused on the process or outcome of
palliative care, and quality indicators for the structure of palliative care were rare. Most of the
existing quality indicators fall within the domain of physical care, and very few concern the
social and spirituals domains of palliative care. In the second phase, a new draft set of quality
indicators was developed. In addition to the previous inventory of existing indicators,
interviews with patients, relatives, and caregivers provided input for the development of the
draft set. Drafts of the set were tested among experts. In the third phase, the feasibility and
usability of a draft set was established in 14 Dutch care organizations providing palliative care.
Conclusion: As a result of these phases, a set of quality indicators for palliative care has been
developed, consisting of 33 indicators for palliative patient care and 10 indicators for support
for relatives before and/or after the patient’s death.

INTRODUCTION
In palliative care, the quality of life of patients and their families is greatly influenced by the quality of the
care that is provided. To improve palliative care wherever needed, the quality of the care has to be assessed
and monitored over time. Quality indicators may play an important role in this regard. In this article, we
define quality indicators as ‘‘measurable aspects which give an indication of the quality of care, and which
concern the structures, processes or outcomes of care.’’1 Structure indicators refer to the organization of the
care (e.g., whether a care organization has a multidisciplinary palliative care team), whereas process
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indicators refer to the quality of the care process (e.g., whether professionals work according to specific
clinical guidelines). Outcome indicators often concern the clinical outcomes of care, for instance, the
percentage of patients with (un)relieved pain or other symptoms.2 The percentage of patients with positive
or negative opinions about the quality of the care is another example of an outcome indicator. Prominent
policy reports and publications on palliative care indicate that there is increasing interest in the
development and use of quality indicators. For instance, the Council of Europe3 stated in 2003 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.’’ Recently, the Council of Europe in 2009 reconfirmed this
point of view and pleaded for the identification of practical indicators that can be used to check what
progress has been made in patient care over a given period. Moreover, in the past decade, a variety of
research publications have focused on quality indicators for palliative care. For example, Earle et al.4,5 and
Grunfeld et al.6 described indicators for assessing the quality of end-of-life care for patients with cancer,
and Twaddle et al.7 described quality indicators for palliative care in academic medical centers. In Italy,
Peruselli et al.8 developed quality indicators for palliative home care. In The Netherlands, interest in quality
indicators also has increased. In several subsequent policy statements, the Dutch Ministry of Health9,10 has
stressed the need to develop and implement quality indicators. In line with this, the Ministry commissioned
the development of a set of quality indicators for palliative care that should be applicable for all different
settings of palliative care: not only at home, in hospices, and in palliative units but also in hospitals, nursing
homes, homes for the elderly, mental health institutions, and institutes for the mentally retarded. It also was
stipulated that the set should primarily consist of outcome indicators because the Ministry considers that the
care organizations are responsible for organizing the structure and process of the care they provide,
ensuring that the outcomes for patients and relatives are good. The set of indicators should not only be
applicable for internal use within a health care organization but also should have the potential to be
applicable for external use. Internal use means that care organizations use the indicators to assess the
quality of the care they provide and subsequently to make quality improvements within their organization,
where needed. External use means that the indicators (also) can be used to provide transparent quality
information for external parties, such as patient organizations and the Health Care Inspectorate. The
purpose of this article is to describe the development and initial testing of this new set of quality indicators,
which had to be applicable in all settings where palliative care is being provided for adult patients in The
Netherlands. The following main research questions will be addressed:
1. Which quality indicators for palliative care have previously been developed?
2. What are the characteristics of the new set of quality indicators?
3. Is this set feasible and usable in various palliative care settings?

METHODS AND RESULTS
The development of the set of quality indicators was characterized by a phased approach, which is
presented in Table 1. The project was carried out over a two-year period, namely in 2007 and 2008.
Phase 1: Inventory
National Inventory.
In the first half of 2007, several sources were searched to obtain relevant indicators in the Dutch language,
for instance, Web sites focusing on palliative care (e.g., www.ikcnet.nl; www.palliatief.nl), the library
catalog of The Netherlands Institute for Health Services Research (NIVEL), and documents suggested by
experts. This resulted in 94 potentially relevant documents, which were analyzed by one of the authors (H.
E. B.) based on a schedule with questions including the type of document (e.g., concerning indicators,
clinical guidelines, or quality instruments), the quality aspects described, the aim, the target group, and the
organizational setting. The most important conclusion that could be drawn from the national inventory was
that, in The Netherlands, there are many clinical guidelines and other quality-related documents concerning
palliative care. However, none of these guidelines or documents describes quality indicators for palliative
care in detail. One general quality indicator set was found,11 but this set was not specific for palliative care.

International Systematic Review.
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In the second half of 2007, we also systematically searched several international databases, including
PubMed, PsycINFO, EMBASE, and CINAHL. Keywords and medical subject headings for palliative care
and quality indicators were combined. Detailed information about the search strategy has been published
elsewhere.2 For this international systematic review, we applied the following inclusion criteria: 1) the
focus in the literature to be reviewed had to be on the description or development of specific quality
indicators for palliative care; and 2) the description of the indicator involved a numerator and a
denominator, or the numerator and denominator could be directly deduced from the description of the
indicator, or a performance standard was given. The searches resulted in 650 potentially relevant references.
Subsequently, a selection was made on the basis of the title and/or abstract of the 650 references, according
to the inclusion criteria. This resulted in 33 potentially relevant references. Second, the full text of each
reference was read, after which the reference was finally excluded or included on the basis of the inclusion
criteria. This final selection resulted in 16 publications, mainly originating from the United States (among
which was an Agency for Healthcare Research and Quality contribution12), meeting the inclusion criteria.
They described a total of 142 quality indicators. In a subsequent analysis, the main characteristics of the
indicators were extracted. Finally, a methodological analysis was performed, with the AIRE instrument
(Appraisal of Indicators through Research and Evaluation) instrument.13 The AIRE instrument is meant to
assess whether the aim and the organizational context of the quality indicators are clearly described and
whether the quality indicators are research based. One conclusion of the review was that most of the
indicators were process indicators (n = 82) and outcome indicators (n = 57), and far fewer structure
indicators (n = 5) were found. Indicators concerning the social and spiritual aspects of palliative care were
underrepresented. Another conclusion was that many of the existing indicators applied to only one specific
setting or target group.4-8,14-20 The scores, according to the AIRE instrument, showed that the
methodological quality of the indicators varied. Some sets had clearly defined numerators, denominators,
and/or performance standards, whereas the content of other sets was not described in detail. More details of
the methods and results of the systematic review have been published elsewhere.2
Phase 2: Development and Testing Draft Sets Consultation of Expert Panel.
An essential stage in the development of the set of quality indicators was the consultation of 36 experts,
representing medical practice, research, and palliative care policy making. This was considered to be
important because the indicators were intended to reflect, as much as possible, the experiences of target
groups, and we expected that this would enhance acceptance in the field of palliative care. The expert
meeting was held at the end of 2007. A classification scheme of existing indicators derived from the
national inventory or from the systematic international review was sent to the experts before the
meeting.21,22 The experts were asked to prioritize themes for indicators and also determine which existing
quality indicators reflected these themes the most, in view of their applicability and relevance for the Dutch
situation. Furthermore, they were asked to indicate which quality indicators were missing. After the
meeting, the researchers analyzed the reactions of the experts and subsequently developed a new draft set of
indicators. This new draft set was then sent by e-mail to the experts, and they were asked to comment again
on the indicators and the classification.

Focus Groups and Interviews.
Subsequently, several focus group and individual interviews were held with patients, relatives, and
caregivers. The aim of the interviews was to investigate essential components of quality of care from a user
perspective, so that these could be taken into account in the development of the set of indicators. Mid-2008,
two focus group interviews were held with a total of 18 caregivers (mainly nurses and volunteer care
providers). There was also one focus group interview with three relatives of patients who had recently died
after a long period of illness. Furthermore, three patients and one relative were individually interviewed.
Various inpatient and outpatient settings were represented in the interviews. All focus group discussions
and interviews had an ‘‘open approach,’’ in the sense that we initiated the focus group discussions with
open-ended questions, such as ‘‘Describe some positive and negative care experiences’’ and ‘‘According to
you, what makes good quality care?’’ The patients and relatives were asked to answer from their own
perspective, whereas professional and volunteer care providers were asked to identify with the needs and
wishes of patients and relatives. The interviewed patients, relatives, and care providers were not asked to
assess existing quality indicators (in contrast to the experts in the foregoing subphase). The main reason
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was that we did not want to influence the participants too much by letting them know what quality
indicators already existed. The individual interviews were recorded and typed verbatim. The focus group
interviews were not all typed out but were summarized in sheets in dialog between the participants. The
transcribed interviews and sheets were then analyzed qualitatively by the first author. She read and reread
the material and inductively coded the aspects of care that were mentioned as crucial for high-quality
palliative care. Subsequently, the findings from the interviews performed in 2008 were compared and
combined with the findings of qualitative interviews with 19 patients and 23 relatives in a previous study
carried out in 2000 by our research group. These previous interviews also focused on what care users find
important for highquality palliative care.23 The process and outcomes of the analysis were discussed by the
first author and the coauthors. Important quality aspects that emerged from the analysis, and which were
frequently mentioned in the interviews, were ‘‘taking wishes and needs into consideration (autonomy),’’
‘‘personal/warm attention,’’ and ‘‘expertise and continuity of caregivers.’’ These quality aspects were
somewhat underexposed in the themes and the indicators identified in previous phases. At the end of this
phase, we ensured that the issues mentioned in the interviews were reflected in several indicators in the
draft set.
Testing Different Drafts in the Steering Committee.
On several occasions during the development, the draft sets were discussed with the steering committee,
which consisted of various stakeholders, for example, representatives from patient organizations, national
umbrella organizations in the field of palliative care, the Ministry of Health, and the Health Care
Inspectorate. The main task of the steering committee was to reflect on the draft sets. One of the points of
interests mentioned repeatedly by the steering committee was that, if possible, the quality indicators should
be assessed from the perspective of the patients or the relatives, rather than from the perspective of the
caregivers. Furthermore, the steering committee often emphasized that patients, as well as relatives and
health care providers, must not be burdened with too many questions. This implied that the set of indicators
should not be too extensive.

[TABLE 1]
Phase 3: Testing in Daily Practice
Aim of the Testing Phase.
During a two-month period (end of 2008), the indicator set was tested for feasibility and usability in
practice. Feasibility was measured by taking into account the time investment for the health care
professionals, patients, and relatives involved. In addition, feasibility was measured by taking into account
the availability of contact persons/ caregivers who wanted to work with the indicators and availability of
patients and relatives in whom the indicators could be measured during a rather limited measurement period
(±2 months). Usability concerns the extent to which the results of the indicator can be applied.24 Therefore,
we took into account the perception of the health care professional, that is, the quality indicator assessments
can be used as input for quality improvements. Usability also refers to the usability of the instruments used
to measure the quality indicators (e.g., whether or not they are too extensive for this vulnerable group).
These aspects concerning feasibility and usability were measured in patients, relatives, and/or contact
persons from the care organizations.
Recruitment.
Fourteen Dutch care organizations formed a convenience sample and participated in the assessment. These
care organizations were recruited through personal contacts of the research partners (NIVEL and EMGO
Institute). They were purposively chosen because we aimed to recruit (at least one) representative care
organizations for each of the following care settings: palliative home care, hospice care, palliative hospital
care, palliative day-care, palliative care in a nursing home or home for the elderly, and palliative care in an
institute for the mentally retarded or mental health institution. Within the 14 participating care
organizations, all patients or relatives who met the inclusion criteria were invited to participate. The
inclusion criteria for patients were a maximum life expectancy of six months or less and/or receiving
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palliative treatment. The inclusion criteria for relatives were: directly involved in the care for patients who
had died after a long illness (i.e. not suddenly) between six weeks and six months previously.

Assessment of the Quality Indicators.
About half of the 43 quality indicators in the draft set concerned the experiences of patients or relatives
with the care received. These indicators were measured with the CQ-index Palliative Care (CQ-index PC).
This is a structured questionnaire containing questions on care experiences. 25 The CQ-index PC consists
of a patient version and a relative version. The relatives, as well as patients living at home, received the
questionnaire by post, and patients in inpatient or hospice settings responded to the questionnaire verbally
during an interview conducted by the researchers or trained interviewers. The patients were asked to
complete the CQ-index PC based on their experiences with the care delivered in the previous week by the
care institution from which they received the questionnaire. Bereaved relatives who received the CQ-index
PC relative version were asked to complete the questionnaire by taking into account the care received from
the last health care institution involved. The other half of the set concerned quality indicators about the
prevalence of symptoms, that is, pain, fatigue, shortness of breath, constipation, anxiety, or feeling
depressed. These quality indicators were measured with numerical rating scales (NRSs), ranging from zero
to 10.26 The NRSs were completed by the patients and administered by a caregiver (often a nurse). For
patients with moderate or severe cognitive impairments, NRSs were not used but observation scales that are
appropriate for this target group.27 In principle, the patients who were involved in the assessment of the
indicators regarding care experiences were the same as those who were involved in the assessment of
indicators regarding the prevalence of symptoms. Table 2 presents the number of patients and relatives who
participated in the testing phase. We did not get the impression that the patients or the relatives felt
emotionally or physically burdened by the assessments, although some found the length of the CQ-index
PC-the instrument used to measure the quality indicators for care experiences-too long. This critical
comment made by about half of the respondents was the main reason why we subsequently shortened the
CQ-index.25 This testing phase also indicated some organizational factors that contribute to the successful
application of quality indicators. One success factor is the provision of good information for caregivers
about the aim of the assessments, instructions, and how to measure the quality indicators. Moreover, the
availability of one contact person (e.g., a nursing manager or team coordinator) within the organization is
crucial. For the recruitment of relatives after the death of a patient, it is also important that there is an
updated list of the addresses of all relatives.

[TABLE 2]
Evaluation Among Contact Persons.
The contact persons in the participating care organizations all received a short report on the results of the
quality indicator assessments, after which they completed an evaluation questionnaire. Subsequently, verbal
open interviews were held with these contact persons. Both the evaluation questionnaire and the interview
focused on aspects of feasibility and usability. The contact persons reported that their time investment had
been feasible, and some mentioned that they had deduced improvements from the report, for example,
regarding aftercare for relatives. It appeared that relatives were not always informed about the possibilities
of aftercare. Finally, all contact persons in the participating care organizations were invited to attend an
evaluation meeting. The discussions in this meeting also showed that, in general, the contact persons were
positive about the usability of quality indicators because the assessments had provided more insight into the
quality of the care. However, some of them pointed to the fact that the indicators concern multidisciplinary
care. As a consequence, it was sometimes unclear which health care provider was responsible for low
scores for certain quality indicators. It was concluded that quality indicators only give an indication of good
or bad quality care, and that when scores are low, additional inquiries must be made to find out where
things go wrong in the multidisciplinary chain of palliative care.
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Phase 4: Final Adjustments of the Quality Indicator Set
After the testing phase, the findings were discussed with the steering committee. These discussions led to
some adjustments of the quality indicator set. For example, we reformulated the draft indicator ‘‘The extent
to which patients received information regarding life expectancy’’ because it turned out that some patients
had difficulties with the underlying question about life expectancy. Therefore, we changed the indicator to
‘‘The extent to which patients receive information about the expected course of the illness.’’ Furthermore,
some indicators were omitted (i.e., the indicator ‘‘The extent to which patients experience the meals as
good’’) because these were not very specific for palliative care. The final set now consists of 43 (mainly
outcome) indicators, most of which (33 indicators) concern the palliative care provided for the patients, and
the rest (10 indicators) concern support and aftercare for the relatives. The final set of quality indicators is
described in more detail below.

Description of the Quality Indicator Set
The set of quality indicators for palliative care is subdivided into the following main categories:
Quality Indicators Concerning Palliative Care for Patients
1. Management of pain and other physical symptoms
2. Care for psychosocial well-being
3. Care for spiritual well-being
4. General aspects
Quality Indicators Concerning Support or Aftercare for Relatives
5. Care for psychosocial and spiritual wellbeing of relatives
6. General aspects
7. Aftercare
Quality indicators concerning the prevalence of symptoms are expressed as ‘‘The percentage of patients ...
and so on ...,’’ with numerators and denominators. Quality indicators concerning actual care experiences,
measured with the CQ-index PC, are mostly expressed as ‘‘The extent to which patients … and so on….’’
In these quality indicators, no numerators or denominators are presented because they are assessed by
calculating scale means (and not percentages). Tables 3 and 4 present two examples of quality indicators
(translated from Dutch). All the quality indicators that have been developed are outcome indicators, except
one: the indicator ‘‘Presence of documentation concerning the desired care and treatment at the end of life’’
(Table 5). The examples above provide insight into various elements of the quality indicators. It is beyond
the scope of this article to describe all 43 quality indicators in detail (including numerators, denominators,
source of registration, and registration questions), but the entire set of quality indicators (translated from
Dutch into English) is available on request. Tables 5 and 6 present an overview of the titles of the quality
indicators for palliative care for patients and relatives in categories.

[TABLE 3, 4, 5]

DISCUSSION
Currently, there is increasing interest in quality indicators for palliative care. In the international
systematic review that we conducted at the end of 2007, 16 publications were selected, describing a total of
142 quality indicators.2 Since then, there have been several new publications concerning quality indicators
for palliative care.24,28e36 Most of these sets of quality indicators focus on the structure or process of care,
whereas our set primarily focuses on outcomes. Measuring structure or process indicators may be easier and
cheaper than measuring outcome indicators because the relevant information can often be obtained from
medical charts or administrative databases, whereas outcome indicators often have to be derived from the
individual care users. However, in our opinion, the perspectives of care users on the outcomes of care
provide the best indications whether good quality care has been achieved. Another difference between our
set of indicators and most other sets concerns the fact that the latter are often targeted to specific
populations in palliative care, such as patients with incurable cancer.12,24,29,31e35 In the case of cancer
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patients, many quality indicators focus on specific types of treatment (e.g., chemotherapy) and the side
effects thereof, which make them less suitable for use in other patient groups. Characteristic for our set is
that the indicators are applicable in all settings and for all adult patient groups receiving palliative care.
Also characteristic for our set is that the indicators not only address physical, psychosocial, and spiritual
domains but also aftercare. Most other quality indicator sets mainly focus on physical aspects, and the
social and spiritual aspects of palliative care are often underrepresented.2 To the best of our knowledge,
such a broad generic set of quality indicators, which can be used in various settings, is unique. However, in
this project, the set has not yet been tested in palliative care facilities for children because we considered
palliative care in children as a very specific field. More research must be carried out to provide insight into
which indicators in the set should be adapted, omitted, or added for use in palliative care settings for
children. Another limitation is that the set was tested in a rather small sample of 14 care organizations.
Therefore, in a planned future research project, the set of indicators also will be tested for usability and
feasibility in a larger sample. In a future study, we also will establish whether the set is not only suitable for
internal use by care providers but also for external parties who want to have public comparative
information. Comparing the quality indicator scores of different care providers can be relevant for the
Health Care Inspectorate, patient organizations, or health care insurers wanting to know where the best (or
worst) palliative care is provided. But before using the set for public comparisons, we first have to assess
significant ‘‘case mix adjusters’’ and the discriminative power of the indicators. Only if future research in a
larger sample establishes that the indicators do have discriminative power will we recommend their use for
public comparative information (benchmarking). In the planned future research project, we also will assess
‘‘best practice norms’’ for specific palliative care settings. These are relative norms derived from the scores
of the best scoring care providers (e.g., the upper quartile).11 The main reason for choosing relative best
practice norms, instead of absolute norms, is that relative norms are realistic and, therefore, motivate health
care professionals to improve the quality of the care they provide.

[TABLE 6]
CONCLUSION
At the end of this development phase, a set of 33 quality indicators for patients and 10 for relatives is now
available. This set covers all aspects of palliative care: physical, psychosocial, and spiritual care, including
the support for relatives. At the moment, the set is suitable for internal use by health care organizations in
various palliative care settings. Future research will establish whether the set is also appropriate for external
use.
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