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ABSTRACT
Background: In the absence of a standardized, comprehensive and valid set of

quality indicators for palliative care, we developed one for palliative care
services in Belgium.

Aim: This study evaluates its face validity, feasibility, discriminative power and
usefulness.

Design: We combined a quantitative analysis evaluating the answers with
qualitative interviews with the contact persons of all participating services.
Setting: The quality indicator set was implemented in nine palliative care
services in Belgium involving a measurement procedure with questionnaires to
the patients of the services, their professional caregivers, family carers and
physicians.

Results: The response rate was 56% for patients, 97% for caregivers, 56% for
family carers and 65% for physicians, indicating good feasibility of the
measurement procedure. During the interviews, caregivers found the indicator
scores valid and none was extremely skewed, confirming their discriminative
power. Still, 20 of the 80 indicators showed problems of feasibility and 5 of
usefulness. One was discarded and the others were improved by changing either
the formulation of the indicator or the questions used. Most participants
expressed a desire for a smaller but still comprehensive set.

Conclusion: Based on the results, minor adjustments were made to individual
indicators, to the measurement tools and to the procedure used; the quality
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indicators are now ready for further evaluation and use across palliative care
services in Belgium. As soon as these indicators are being used systematically, it
will be possible to demonstrate and compare quality at the national and
international levels and to evaluate improvement initiatives.

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Quali)»y)

What is already known about the topic?

« Quality indicators for palliative care (Q-PAC) can be used by palliative care
services to evaluate their practice and hence improve the care for the patients
and their families.

o Although some Q-PAC have been developed, most indicator sets focus on
specific populations such as cancer patients or on one dimension of care,
mostly on physical aspects only.

o There is a need for a comprehensive indicator set comprising all the
important dimensions of palliative care that can be used by the services for
systematic evaluation and improvement of care.

What this paper adds?

e Using a mixed-method study, we tested a comprehensive quality indicator set
that can allow palliative care services to monitor their service in a
standardized and comprehensive manner.

o The set was evaluated by the palliative caregivers of the participating services
as valid, useful and feasible in measuring and improving the quality of their
care.

Implications for practice, theory and policy?

« This valid and comprehensive indicator set is ready to be implemented in all
palliative care services in Belgium in order to enhance standardized
evaluation of palliative care.

« Palliative care services using these indicators will be able to evaluate their
care and improve it where needed.

« Researchers and policy makers need to evaluate further the optimal
circumstances for comparison of quality between services.

INTRODUCTION

Measuring how well palliative care services are succeeding in delivering high-quality
care requires systematic and continuous evaluation.’™ Although previous initiatives
to develop quality monitoring tools have been described in the literature, most of
them have developed patient-reported outcome measures meant to evaluate patient
responses to treatment and not to evaluate and improve quality of care at the
aggregate level of the service provider.>®™*° To do so, quality indicators, that is,
measurable aspects of care procuring improvement and transparency at aggregate
level, need to be developed. In those projects that did develop quality indicators for

palliative or end-of-life care, the focus is often on specific patient populations™*° or
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on specific dimensions of palliative care such as physical aspects.?®* Structure and
process indicators were mostly developed;'*%?*"** the more recent sets developed
contain outcome indicators only.>? The Council of Europe has stated a need for
quality indicators for palliative care (Q-PAC) that assess all relevant dimensions and
hence reflect the multidisciplinary character of palliative care.?

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Qualwy)

Therefore, in Belgium, we developed a comprehensive quality indicator set that can
be used by palliative care services at home and in hospitals for systematic evaluation
and improvement of care. Our indicator set differs from previously developed sets in
that we aimed to provide a tool for internal monitoring of quality by assessing all
important dimensions of palliative care and using structure, process and outcome
indicators at the same time. Therefore, we developed a framework covering all
important domains of palliative care (Table 1). We also took into account the
perspectives of all the different stakeholders: patients, family, professional caregivers
and policy makers. To clarify to the caregivers which dimensions of care they will be
measuring, the set was divided into three separate thematic modules: (1) physical,
psychosocial and spiritual aspects of care; (2) communication and care planning and
(3) coordination of care.

[TABLE 1]

We followed a scientifically rigorous method combining evidence and consensus
(Figure 1), as suggested by Campbell et al.?’ for the development of quality
indicators. This method led to an indicator set of 85 indicators with good content
validity as judged by an expert panel.”®?° A systematic literature review on existing
Q-PAC and an article on the development process of the indicators have been
published elsewhere.?*°

[FIGURE 1.]

Developing quality indicators is a first important step, but even if developed through
a rigorous consensus method, they also have to be tested and evaluated in practice in
terms of face validity, feasibility, discriminative power and usefulness before they
can be implemented.**%"?°3! Face validity can be defined as the extent to which an
indicator is subjectively viewed as covering the concept it purports to evaluate.***!
Feasibility mainly refers to the measurability of the quality indicators and the cost—
benefit of the measurement procedure.'®*! Discriminative power looks at the
capability of the indicator to discriminate between good and bad qualities.****
Usefulness concerns the extent to which results can be applied by palliative
caregivers.’®*! The aim of this study was to test the developed quality indicators
rigorously on a small scale in all types of palliative care services in Belgium by
assessing their face validity, feasibility, discriminative power and usefulness and
their measurement procedure in actual palliative care practice.
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METHODS

Design

To evaluate the face validity, feasibility, discriminative power and usefulness of the
quality indicators and the feasibility of the accompanying measurement procedure,
we used a mixed-method design including a quantitative cross-sectional application
of the quality indicators and qualitative interviews with caregivers using the indicator

%0 Such a mixed-method design has been used before by Campbell et al.?’ to test
quality indicators for general health care and by Claessen et al.* to test indicators for
palliative care.

Population and setting

In 2012, the indicator set was tested for feasibility among the four different types of
palliative care services in Belgium: multidisciplinary palliative home care teams,
palliative care units, multidisciplinary mobile palliative support teams in hospitals
and palliative reference nurses in care homes. Multidisciplinary palliative home care
teams support family physicians and community nurses in providing palliative care
to patients at home. In hospitals, a multidisciplinary mobile palliative support team is
at the disposal of any ward with patients with particular palliative care needs. Unlike
the palliative care unit in a hospital, it is not a separate ward with its own beds. Care
homes usually have a reference nurse who provides palliative care to residents in
need.

Organizations were recruited on a voluntary basis via the Federation Palliative Care
Flanders. We wanted at least two different services of each type taking into account
regional variations. We chose the provinces with the lowest and highest percentages
of home deaths within Flanders. In total, nine services participated over the two
provinces:

e Two mobile home teams;

« Two palliative care units;

e Two mobile hospital teams;

e Three care homes for older people.

To measure all quality indicators, we cross-sectionally identified both patients who
were living and those who had died 6 weeks to 6 months earlier, to limit the effects
of automatic improvement of care over time. Selected patients had to meet the
following inclusion criteria:

e To be receiving support from the palliative care service
o For care homes: having a palliative care record or receiving comfort
care;
o For palliative home care teams: at least one face-to-face contact
additional to the telephonic application;
e To be at least 18 years old.
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Questionnaires used to measure the quality indicators

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Qualwy)

To be able to calculate the performance scores of the indicators with a nominator and
a denominator, information was gathered via five different questionnaires.

1. For the patients receiving care from the service, containing questions about
the process and outcome of care.

2. For the main professional caregivers of those patients (nurse, physician or
psychologist of the team), containing questions about the process and
outcome of care; to be completed while a patient is alive.

3. For family carers of patients who had died 6 weeks to 6 months before the
measurement, about the last weeks before death and the support for family
carers.

4. For professional caregivers of those patients (nurse, physician or psychologist
of the team) containing questions about the last weeks before death.

5. For the palliative care services containing structural aspects that had to be
completed only once.*

All questionnaires were pre-tested in the target group (i.e. palliative patients,
professional caregivers and family carers) for comprehensibility and response
burden; they were also discussed in an expert panel meeting in order to establish face
and content validity. Recommendations from the experts and the target group
resulted in minor changes in the questionnaires for family carers.

Procedure

At the beginning of the feasibility study, a contact person was appointed from every
service, responsible for supervision and communication within the service and
distribution of the questionnaires during the whole study (Figure 2). This person first
selected both eligible groups of patients (those under care and those deceased
between 6 weeks and 6 months previously) using a separate checklist listing all
necessary contact details and socio-demographic characteristics. Then, they
distributed all questionnaires to the four different respondents and completed the
service questionnaire. Finally, one reminder was sent to non-responding patients and
family carers and up to two to professional caregivers. Throughout the mailing
procedure, a manual explaining the procedure and operation of the quality indicator
set was available.

[FIGURE 2.]

Before the start of the study, the cross-sectional measurement procedure was fine-
tuned by an expert panel consisting of different stakeholders in palliative care (care
providers, care users and policy makers) taking into account feasibility and
workload.

We chose not to present the performance scores in this article because the data

cannot be generalized and might be wrongly interpreted, because of the preliminary
status of the use of the quality indicator set.
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Quialitative evaluation
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After the data collection, the performance scores of the quality indicators were

individually fed back to the participating services. An evaluative interview using an
interview guide was held with each contact person in terms of workload, feasibility,
usefulness of the indicators and their results and future use of the quality indicators.

Measurements

Descriptive and psychometric analysis (in SPSS version 21.0) was used to evaluate
feasibility and discriminative power. The qualitative interviews and open questions at
the end of each patient’s and family carer’s questionnaire were used to evaluate face
validity, feasibility and usefulness. The measurement procedure was evaluated for
feasibility. An overview of all evaluation aspects is presented in Table 2.

[TABLE 2.]
Ethics

At inclusion, all respondents received a questionnaire and a covering letter signed by
the coordinator of the service providing information about the purpose and the
voluntary character of the study. Because the services were responsible for the
distribution of the questionnaires and anonymous numbers were used for each
participant, the completed questionnaires received by the researchers could never be
linked to the identifying information and anonymity was preserved at all time.
Informed consent of all patients, family members and caregivers was received. The
protocol of the whole study was approved by the Ethical Review Board of Brussels
University Hospital of the Vrije Universiteit Brussel (143201112708).

RESULTS

During the feasibility study, 116 patients, 121 professional caregivers, 193 family
carers and 192 physicians from all nine palliative care services met the inclusion
criteria and received a questionnaire (Table 3). The net response rate was 56% (n =
64) for patients, 97% for caregivers (n = 117), 56% for family carers (n = 108) and
65% for physicians (n = 125). Based on these response rates, the feasibility of the
measurement procedure can be evaluated as positive.

[TABLE 3]

Moreover, during the interviews, all contact persons except the ones from the
palliative support teams in hospitals said they would use the instrument again in the
future. To facilitate feasibility, they would prefer a shorter but still comprehensive
version of the indicator set (i.e. a minimal set) if available. All contact persons
declared that the time invested in the study was worthwhile. Only 9 of the 116
participating patients and 1 of the family carers found that the time required to
complete the whole questionnaire was too much. Furthermore, they all evaluated the
manual and checklists as clear and useful.
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In terms of face validity, the contact persons confirmed during the interviews that the
quality indicators appear to measure the relevant quality and that the results appeared
to reflect their practice and hence seemed valid. Even so, 20 indicators showed
problems with feasibility, that is, too many missing answers (these are indicated in
Tables 4-6). There were no indicators with an extremely skewed distribution, that is,
the indicators showed good discriminative power. Furthermore, the contact persons
agreed the results were useful in terms of improving their service. Only five
indicators showed problems with usefulness, that is, results were not evaluated as
useful for quality improvement within the services.

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Qualwy)

[TABLEA4.][TABLES.][TABLE 6.]

Overview of all quality indicator titles in the coordination of care and circumstances
surrounding death module of the Q-PAC set (translated from Dutch).

Decisions and adjustments based on the results of the feasibility study

During the qualitative interviews, some adjustments in the measurement procedure
were suggested by the contact persons. For example, the patient questionnaires
should be handed over in person, making it possible to add some explanation, to
answer questions and to assure them that participation is voluntary and would not
affect their care.

The 25 indicators that showed problems in terms of feasibility and usefulness were
dealt with either by changing the formulation of the indicator or the questions used to
measure the indicator or by discarding the indicator from the set. One of them was
discarded, that is, ‘number of patients assessed for pain within 48 h after the start of
palliative care’ because most caregivers could not answer the question regarding the
time frame of the pain assessment. On top of that, the indicator ‘number of patient
assessed for pain’ measures the same quantity, albeit without the time frame. Table 7
shows three examples of how we changed or improved the indicators based on the
results of the feasibility study.

[TABLE 7.]

The final Q-PAC quality indicator set now consists of 84 indicators in three modules.
In this article, we only present the indicator titles per module in Tables 4-6. Changes
as compared with the original indicators are described in the footnote of the tables. A
list of all indicators described in more detail (including numerators, denominators
and questions) is available from the authors upon request (translated from Dutch to
English).

DISCUSSION
In this study, we evaluated a quality indicator set designed to measure the quality of

care delivered by palliative care services in Belgium. Caregivers in the palliative care
services confirmed the face validity of the indicator set, that is, that it covers the
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aspect that it purports to evaluate; response rates from patients, family carers and
professional caregivers were high and the measurement procedure was evaluated as
feasible by the caregivers, hence the developed quality indicators were found to be
valid, feasible, discriminative and useful. This implies that the Q-PAC quality
indicators are ready to be used in palliative care services in Belgium in order to
further validate and implement the indicators and at long last to monitor the quality
of palliative care for patients and their families.

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Quali)»y)

One of the limitations of our feasibility study is that it is limited by the limited
sample of palliative care services; therefore, the results in terms of feasibility cannot
necessarily be generalized. However, with similar working across services within
each type, we expect the results to be transferable to all services in Belgium. This
needs to be further evaluated in a larger population of palliative care providers to
confirm generalizability of results. Although response rate was high, some form of
response bias with an important impact on the measurement cannot be fully
excluded.

An important strength of the study is the mixed-method design including quantitative
analysis of data and qualitative interviews with all participants in combination with a
small sample of services. Hence, we could thoroughly evaluate the indicator set and
its measurement procedure in terms of face validity, feasibility, discriminative power
and usefulness. Our close follow-up of the process in every service allowed us to see
clearly all barriers and facilitators influencing the course of the measurement. These
factors were also explored during the evaluative interviews with the services and are
used in the current implementation research using focus group interviews to explore
them further.3* Based on these barriers and facilitators, implementation strategies and
an implementation plan will be developed that can be used as a guide for researchers
as well as participating services.

Our study resulted in some adjustments to the individual quality indicators, and it
also indicated the need to modify the measurement procedure based on the factors
that influence the measurements. Although most services were positive and said they
would use the indicators in the future, there were some problems with the palliative
support teams in hospitals. Few patients were eligible for inclusion while they were
still alive, and fewer family carers returned a completed questionnaire than did
participants from the other services. One explanation could be that because the
mobile support teams function as a support for the treating physicians on several
hospital wards, family carers were not always aware of what they did and sometimes
did not know that the patient had been seen by them. Additionally, mobile palliative
support teams in hospitals often chose not to deliver a questionnaire to eligible
patients or their proxies because they considered it would be a psychological burden
to them. The number of patients currently receiving support was also relatively small
in the individual support teams, care homes and, to a lesser extent, in the palliative
care units in hospitals. A larger number would be needed for monitoring within one
specific service, preferably at least 10 patients per service. We therefore propose an
additional inclusion period for patients under guidance of the service order to
increase the numbers and hence the reliability of the results. Further decisions on
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adjusting the measurement procedure will be made together with some experts in the
field.

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Qualwy)

In the future, palliative care services will be invited to work voluntarily with the
quality indicators to monitor their practice, the intention being that voluntary rather
than obligatory use of the indicators will mean that caregivers will apply the quality
information in a more considered manner. They will be recommended to measure
quality indicators twice a year in order to see what aspects of care are going well and
which need improvement. However, our qualitative evaluation in conjunction with
the users showed that they would prefer a more limited but still comprehensive set of
quality indicators rather than the whole set. Such a minimal set should incorporate
core indicators over the three modules, with optional thematic modules that they can
choose to measure alternately to evaluate aspects of their functioning. This would
reduce the length of the questionnaires for all respondents and the workload for the
caregivers and should lead to more palliative care services being willing to measure
quality indicators leading to systematic monitoring on a national level.

CONCLUSION

Our study indicates the good face validity, feasibility, discriminative power and
usefulness of a set of Q-PAC services in Belgium. With some minor adjustments to
the quality indicators and measurement procedures, our quality indicators can be
used across all types of palliative care services in Belgium. Before doing so, the
indicator set can best be reduced to a minimal set with optional thematic modules to
reduce the length of the questionnaires and workload. After implementation, further
validation of the indicators will be needed, and discriminative power over time, as
well as best practice norms, can be defined in order to develop continuous
improvement in the quality of palliative care. The indicator set and the measurement
procedure can even be of use to palliative care services in other countries. This
would create more standardization of quality evaluation across palliative care
services and could eventually provide benchmarking information at the national and
international levels. However, adequate feasibility testing, taking into account
regional organizational specificities, is recommended. Our article presents a
methodological basis for such testing.
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TABLES AND FIGURES

Table 1. Representation of the nine quality domains in the
indicator set.

Domain of quality palliative care No. of QI

I. Physical treatment and care 12

2. Psychological, social and existential 16
treatment and care

3. Information, communication, planning and 20
decision making with patients

4. Information, communication, planning and 6
decision making with family

5. Information, communication, planning and 3
decision making with other caregivers

6. Type of care at the end of life 6

7. Coordination and continuity of care g

8. Support of family and informal caregivers g

9. Structure of care 4

Total no. of QI 85

QI: quality indicator.

Q1 development method

Level of comprehensiveness

l. Systematic literature review
Which gquality indicarors already
exist?

Quality indicators for all palliative
patients in all palliative care
SErvices

2. Framework
Which domains of PC need to be
measured?

Structure
Process of palliative care
Outcome

3. RAND/UCLA expert panel
Which indicators are appropriate
for guality measurement in PC?

Involvement of all stakeholders:
Caregivers, patient and family
perspective, administrators

Figure |. Standardized method for comprehensive quality

indicator development in palliative care.
PC: palliative care. RAND/UCLA: Research ANd Development corpo-

ration in collaboration with the University of California at Los Angeles
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UD‘::> [ STEP 1 ] [ Appointing coordinator (participates once to training) }

[ STEP 2 J [ Data collection with the quality indicators J

Dividing questionnaires to respondents:
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[ STEP 4 ] [ Interpretation of results (in team) J

STEP 5 [ Taking action to improve the care (in team) J

Figure 2. Schematic representation of measurement procedure of the quality indicators for palliative care.
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Table 4. Cverview of all qualicy Indicator titles In the blo—psycho—soclal-spiritual module of the Q-PAC set after evaluation and
adjustment based on the results of the feasiblity study (translated from Dutchi.

Rater Indicator title
| Ca Percentage of patlents who were subjected to a general symptom assessment on a valldated scale
2 Ph Percentage of patlents whose symptom burden was moastly or completely under contrel In the final week of life
3 Ca Percentage of patients who were subjected to a paln assessment, with or without pain scale
4 Ca Percentage of patients who were subjected to a dalirlum asseszment, with or without dalirium scala
3 Ca Percentage of patlents who were subjected to an anxlety assessment, with or without arlety scale
-] Pa Percentage of patlents who were most of the time or always treated for paln
¥ Pa Percentage of patlents who were most of the tdme or always gulded for anxlaty
8 Ca Parcentage of patlents treatad for delirium
e Pa Percentage of patlents whao, after treatment. experienced significant Improvement In pain
10 Pa Percentage of patlents who, after treatment, experienced significant Improvement [n anxlety?
11 Ca Percentage of patlents for whom the delirlum Improved substantially or complately after the treatment
12 Fc Percentage of patients for whom the delirium improved sufficlendy after the treatment (family carers)
13 Ca Percentage of patlents whose shortness of breath was relleved within 48 h after admission or startng palliatve careb
14 Pa Percentage of patlents with a score of 3 or less on a scale of 0-10 (average over 3 days) for pain
15 Pa Percentage of patlents with a score of 3 or less on a scale of 0-10 (average over 3 days) for anxlety
16 Fc Percentage of family carers who Indicated that caregivers were most of the tdme or always attentve o thalr
anxlety and despondency
17 Pa Percentage of patlents who Indlcated that the caregivers were most of the time or always attentive to thelr
personal situation and needs
18 Pa Percentage of patlents who Indicated that the caregivers regularly assessed how they were feeling
19 Pa Percentage of patlents who Indicated that the caregivers regularly talked to them about spirttuality and religion In
an understanding way*
20 Percentage of family carers who Indicated that the caregivers regularly @lked to them about what It meant to
them to care for thelr [l next of kin
21 Percentage of family carers who Indicated that the caregivers regularly asked how they ware fealing
7 Fc Parcentage of family carers who Indicated that the caregivers regularly @lked to them about spiritualicy and
religlen In an undersanding way®
23 Pa Percentage of patlents with 2 score of 5 or more on 2 scale of 0-10 for psychologlcal wall-baingd
4 Fa Percentage of patlents with 2 score of 5 or more on 2 scale of 0-10 for soclal well-being?
5 Pa Percentage of patlents with 2 score of 5 or more on 2 scale of 010 for spiricual well-belng®
26 Pa Percentage of patlents with a score of 5 or more on a scale of 0-10 for quality of Iifed
7 Pa Percentage of patlents who wera most of the tmes or always offered counselling when they wera not fealing
well or feeling less well
28 Fc Percentage of family carers who were most of the time or always offered counselling when they were not feeling
wall or fealing less weall
9 Fa Percentage of patlents who Indicated that they could most of the dme or always be alone and tlk to someone
undisturbed If wanted
30 Pa Percentage of patlents who Indicated that the caregivers most of the tmes or always rezpected thelr personal
wizshes and that they could most of the tme or always plan thelr day and declde about the care provided
3l Pa Percentage of patlents who were most of the time or always able to have some privacy with thelr family carers if
wanted
3z Pa Percentage of patlents who Indicated that most or all of thelr caregtvers respected thelr philosophy of life
33 Fc Percentage of family carers who Indicated that most or all of the caregivers respected thelr philosophy of life
34 Pa Percentage of patlents who Indicated that a priest or spiritual counsellor was avallable®

Q-PAC: quality indicators for palliatve care; Pa: patent Ca: caregiver; Fo family carer; Pho physican.

3Thiz indicator showed problems with feacibility (too much miszing answers) when measured with proxies. The quection uzad to meacure the indica-
tor was changad by adding an ‘| don't know' answering category in the questdonnaire of the proxy.

EThis indicator showed problems with feasibility {too many missing answers). Ye added an ‘| don't know' and a ‘not applicable’ answering category
to the questons veed to measure the indicator.

“These indicators showed problems with feasibility (too many missing answers). We combined the three original questions into one clear question
covering all components of the indicztor in order to minimize the number of missing znswears.

“These indicator chowed problems with feacibility (too many missing answers) when meacured with proxies. As they are measured by validated
guestions from the MeGill Quality of Life Questionnaire and did not chow probleme when measured with patients, the authore decided to keep the
indicators in their original form.
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Table 5. Overview of all quality indicator titles in the communication and care planning meodule of the Q-PAC set after evaluation
and adjustrnent based on the results of the feasibility study (translated from Dutch).

Rater Indicator title
| Fa Percentage of patients who received the right amount of information about their diagnosis2
2 Pa Percentage of patients who received the right amount of information about their prognosis?
3 Pa Percentage of patients who received the right amount of information about the course of the disease®
4 Pa Percentage of patients who received the right amount of information on the advantages and disadvantages of
treatments?
5 Fa Percentage of patients who received the right amount of information on palliative care options®
& Fe Percentage of family carers who received sufficient informaticn about palliative lump sum and palliative leave
) Fe Percentage of family carers who received the right amount of information about the patient’s condition and
Treatments
8 Fe Percentage of family carers who received the right amount of infermation about the patient’s approaching death
R Percentage of patients who received the right amount of information about the treatment or end-of-life decision
they requested
0 ke Percentage of patients {or family carers in case the patient lacked capacity) who were sufficiently informed when a
treatment or end-of-life decision was taken®
Il Fa Percentage of patients who indicated that they most of the time or always received clear and comprehensible and
never or sometimes contradictory information
12 Fe Percentage of family carers who received clear and comprehensible and non-contradictory information about the
patient's approaching death
13 Pa Percentage of patients who indicated that they discussed their wishes about care chjectives with a physician {to
patiant)®
14 Ph Percentage of patients with whom the physician discussed the care objectives (to physician)
15 Ca Percentage of patients about whom multidisciplinary consultations took place at least once a week about their
care objectives
] Ca Percentage of patients whose family physician was regularly or always involved in these multidisciplinary
consultations*
17 Ca Percentage of patients about whom a conversation about their care preferences took place between the
caregivers and family carers in the first week after admission or start of palliative care
18 Fe Percentage of patients whose authorized representative was involved when the patient lost capacity
|9 Pa Percentage of patients who are not receiving treatments they do not want?
20 Pa Percentage of patients who are not receiving drugs they do not want?
21 Ph Percentage of patients who were not started on artificial fluids and/or nutrition in the last month before death
13 Fe Percentage of patients for whom starting or terminating administration of artificial fluids andfor nutrition was
discussed with family carers
13 Ca Percentage of patients whose wishes on resuscitation (DMNR code) are known to the caregivers®
24 Ca Percentage of patients who were asked how they felt about end-of-life decisions and euthanasia
25 Fe Percentage of patients who got a positive response to (all) their request({s) for 2 treatment or an end-of-life
decision
26 Percentage of patients who were involved in the final treatment or end-of-life decision (after a request by the
patiant)
7 Percentage of patients (or family carers in case the patient lacked capacity) who were involved in the treatment or

end-of-life decision (without a request by the patient)®

Q-PAC: quality indicators for palliative care; Par patient: Ca: caregiver; Fo family carer; Phe physician; DMR: do not resuscitare.

iThese indicators showed problems with feasibilicy (too many missing answers) when measured with proxies. The questions used to measure the
indicators were changed by adding an 'l don't know’ answering category in the questionnaire of the prowy.

*These indicators showed problems with feasibility (too many missing answers). Because they can only be measured with family carers, the authors
therefore decided to add an ‘| don't know' answering category to the questions used to measure them.

“These indicators showed problems with usefulness. In the qualitative interviews, not all contzcr persons found the indicators distinctly for their
practice. According to the authors, they measure important aspects of care for every service, and not every service does necassarily have to score
high on the indicator. Therefore, the indicators were kept in their original forms.
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Table 6. Overview of all quality indicator titles in the coordination of care and circumstances surrounding death module of the
Q-PAC set (translated from Dutch).

Rater Indicator title
I Ph Percentage of patients who were not started on a new course of chemotherapy after admission or start of
palliative care®
2 Ph Percentage of patients whose palliative care started at least 2 weeks before death
3 Ph Percentage of patients admitted more than once to the emergency room since admission or start of palliative
cara?
4 Ph Percentage of patients admitted to the intensive care unit since admission or start of palliative care?
5 Pa Percentage of patients who were most of the time or always able to have some privacy with their family
carers if wanted
& Fc and Percentage of patients who scored 5 or more on a scale of 0—10 for the guality of death (according to family
Ph carers and physicians)
7 Fe Percentage of family carers who felt they had adequate support after the patient’s death (inclusive evaluation
meeting} and were informed of the possibilities of after-care
B Fe Percentage of family carers who were given as much assistance and training as necessary for practical issues
and had someone available for help with these issues
9 Fe Percentage of family carers who were given as much assistance as necessary with the care process
10 Fe Percentage of family carars who were most of the time or always able to have some privacy with the patient
if wanted
I Ca Percentage of patients whose family physician, home nurse and physiotherapist (when available) were involved
in the care
12 Ph Percentage of patients who were in touch with their family physician on 2 weekly basis in the last 3 months
before death (personally or by telephone)
13 Ca Percentage of patients whose caregivers were given information about care and treatment prior te admission
or starting palliative care
4 Ca Percentage of patients whose caregivers were given a summary of the patient's medical records during the
admission or after starting palliative care
I5 Ca Percentage of patients whose caregivers were given the care objectives and resuscitation status during or
after admission or starting palliative care
I& Ca Percentage of patients for whom the prognesis, psychosodial symptoms, functional status, symptom burden
and documentation about care wishes were entered in the file within 48 h after admission or starting
palliative care
17 Fa Percentage of patients who believed that their caregivers were sufficiently informed of their medical care
histery to be able to provide the best possible care
18 Fa Percentage of patients who most of the time or always felt they were given continuous care by their various
caregivers
19 Pa Percentage of patients whe mostly or entirely knew who to talk to about their care
20 Se Percentage of services that have a guideline on requests for euthanasia
21 Se Percentage of services that have a 'care for the carer' policy
22 Se Percentage of services with a policy allowing unlimited visits of family carers and friends to terminal patients
3 Se Percentage of services offering comfortable accommadation to the patient's family carers

Q-PAC: quality indicators for palliative care; Pa: patient; Ca: caregiver; Fo; family carer; Ph: physician; Se: service.

“These indicarors. origin of Earle et al..' were measured ‘in the last 30 days of life’. In this form, the indicators showed problems with usefulness:
they did not measure the quality of care provided by the service. Therefore, ‘in the last 30 days of life’ was replaced by “since admiszion or start of
palliative care’.
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Table 7. Three examples of quality indicators that were adjusted after being evaluated as problematic during the feasibility study.

Leemans, K., Deliens, L., Francke, A.L., Stichele, R. Vander, Block, L. van den, Cohen, J. Qualin)

Example I: Percentage of patients for whom a priest or spiritual counsellor is available (bio—psycho—sodal—spiritual module)

MNumerator Mumber of patients for whom a priest or spiritual counsellor is available
Denominator Total number of patients for whom this indicator was measured
Question Is there a spiritual or moral consultant available for you to consult! (patient)

O Yes

O Mo
Evaluation Problems with feasibility: |5% of patients did not answer the question
Adjustment We changed the answering catagories:

Is there a spiritual or moral consultant available for you to consult!
O Yes. available

O Yes, but | don't need to consult him
0 Mo, not available

Example Z: Percentage of patients for whom the family physician was invelved in the multidisciplinary meetings {communication and care
planning module)

Mumerator Mumber of patients for whom the family physician often or every time was involved in the
multidisciplinary meeting

Denominator Total number of patients for whom the indicator was measured

Question Was the family physician invelved at these multidisciplinary meetings! (caregiver)

O Yes, every time
O Yes, often
O Yes, sometimes
O Mo, never

Evaluation Problems with usefulness: the contact persons of the palliative care units and mobile support teams
(hospital) did not find this indicator useful for their service
Adjustment We decided to keep the indicator in its original form for all services because of its importance.

Palliative care units and palliative support teams will score lower on this indicator than the other
services, but that will be compensated by taking into account case mix adjusters and by satting the
right norms for these types of services.

Example 3: Percentage of patients for whom no new course of chemotherapy was started in the last month of life (coordination and
circumstances surrounding death module)

MNumerator Mumber of patients for whom no new course of chemotherapy was started in the last month of life
Denominator Total number of cancer patients
Question When was this patient for the last time started on a new course of chemotherapy? (physician)

O (mm/ddiyyyy)

O | don't know

O Mot applicable
Evaluation Problems with usefulness: this indicator does not measure the quality of care provided by the service
Adjustment We changed the indicator title and numerator so that the indicator measures the quality of care

provided by the service:

Title: Percentage of patients for whom no new course of chemotherapy was started since the start of
palliative care

Mumerator: Number of patients for whom no new course of chemotherapy was started since the
start of palliative care
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