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ABSTRACT
Background: Palliative care is rooted in the care for incurably ill cancer patients.
Yet today there is a recognised need for palliative care for patients with noncancer conditions. However, the often unpredictable illness trajectories and the
difficulty in predicting the imminence of death in people with non-cancer
conditions may hamper the provision of high-quality palliative care.
Aim: To compare the quality of palliative care provided to patients with cancer,
patients with organ failure and frail patients and their relatives.
Design: An existing dataset was analysed, consisting of data collected through
the Consumer Quality Index Palliative Care questionnaire for bereaved relatives.
Setting/participants: Data were analysed of 456 relatives of deceased patients
with cancer, patients with organ failure and frail patients from various care
settings in the Netherlands.
Results: Relatives (e.g. partners or children) of deceased patients with organ
failure (n = 61) were more likely to have negative experiences regarding the
expertise of healthcare professionals compared with relatives of patients with
cancer (n = 215). Relatives of frail patients (n = 180) gave a relatively low rating
of the general quality of the care in the last week of the patient’s life, both as
regards the care provided to patients (p = 0.015) and as regards the support to
relatives (p = 0.009).
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Conclusion: Compared with the bereaved relatives of patients with cancer,
bereaved relatives of patients with organ failure or frailty were more likely to
negatively assess the palliative care provided to both the patient and themselves.
Improving professionals’ expertise in palliative care for people with non-cancer
conditions is recommended.

What is already known about the topic?
•
•

Palliative care needs are present in both patients with cancer and patients with
non-cancer conditions.
The difficulty of predicting the imminence of death in non-cancer patients has
been identified as an important barrier to identifying palliative care needs.

What this paper adds?
•

•
•

Bereaved relatives of patients with organ failure or frailty are more likely to
report negative experiences with the palliative care provided to both the
patient and themselves compared with relatives of patients with cancer.
Bereaved relatives of patients with organ failure are more likely to give a
negative assessment of professionals’ expertise.
Bereaved relatives of frail patients give a lower rating of the general quality
of palliative care.

Implications for practice, theory or policy
•
•

More attention should be given to broadening healthcare professionals’
expertise in palliative care for people with non-cancer conditions.
Further research is needed on both patients’ perspectives and relatives’
perspectives on the quality of palliative care in earlier stages of the illness
trajectory.

INTRODUCTION

Patterns of mortality in the Western world have changed over the past century.
Where sudden death, mainly due to infectious diseases, used to be the main cause of
death,1 nowadays chronic progressive diseases – such as cancer, chronic heart
failure, chronic obstructive pulmonary disease (COPD) and dementia – have become
frequent causes of death.2 With this shift, the need for palliative care has increased.
Modern palliative care has its roots in the care for incurably ill cancer patients3 and
occurs, thereby, more commonly among cancer patients than patients with other
diseases.4 However, as patients with non-cancer conditions may also experience
physical, psychosocial and spiritual problems at the end of life,5 palliative care
should be targeted to them as well.
Three common illness trajectories can be distinguished in patients potentially in need
of palliative care,6⇓–8 as illustrated in Figure 1. The first trajectory consists of a short
period of evident decline and a foreseen death; this trajectory is often found in cancer
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patients. The second trajectory is characterised by a pattern of long-term limitations,
intermittent serious episodes and remissions, often resulting in a relatively sudden
death. This type of illness trajectory is mostly found in patients who die of organ
system failure, such as COPD or chronic heart failure. The third trajectory shows a
more gradual, prolonged dwindling towards death. The frail elderly (e.g. those with
dementia or severe stroke) are often faced with this gradual decline in functioning. It
is often more difficult to mark the onset of the palliative phase in the latter two
groups compared with patients with cancer due to more uncertainty at the outset
about how the disease will develop along with the related care needs.
[FIGURE 1]

This difficulty in predicting the course of illness trajectories and, ultimately, the
imminence of death in non-cancer groups has been identified as an important barrier
to identifying palliative care needs.9,10 It is, therefore, expected that the quality of
palliative care provided to patients with non-cancer conditions will be lower than in
cancer patients. Hence, the aim of this article is to gain insight into the quality of
palliative care, as perceived by the bereaved relatives, given to patients with cancer,
organ failure or frailty. The specific research questions are as follows:
•
•

Does the quality of care provided to patients in the last week of life differ
between patients with cancer, organ failure and frailty?
Does the quality of support provided to relatives in the last week of the
patient’s life and after the patient’s death differ between relatives of patients
with cancer, organ failure and frailty?

METHODS

Description of the data and the population
The data were obtained in the evaluation study of the Dutch National Quality
Improvement Programme for Palliative Care.11 This programme (2012–2016) is open
to all healthcare providers who aim to improve palliative care. For this article, we
used data reported by bereaved relatives regarding the quality of palliative care in the
first 2 years (March 2013–June 2014). Only pre-test data were analysed (i.e. data
collected before the start of the quality improvement projects). The data concerned
different types of care settings: hospitals, hospices, residential elderly care and
homecare. The bereaved relatives completed a postal questionnaire: the Consumer
Quality Index Palliative Care for bereaved relatives.12 The bereaved relatives (e.g.
patients’ partners or children or other family members) had been the contact person
for a patient who had died after a sickbed between 6 weeks and 6 months previously
and had been involved in the care of that patient. The healthcare professionals
participating in the improvement programme collected the contact details of the
bereaved relatives who met the inclusion criteria (e.g. via registration systems within
their care organisations, or medical records). In total, 1252 bereaved relatives were

This is a NIVEL certified Post Print, more info at http://www.nivel.eu

Hofstede, J.M., Raijmakers, N.J.H., Hoek, L.S. van der, Francke, A.L. Differences in palliative
care quality between patients with cancer, patients with organ failure and frail patients: a study
based on measurements with the Consumer Quality Index Palliative Care for bereaved relatives.
Palliative Medicine: 2016, 30(8), 780-788

approached for participation, of which 627 fully completed their questionnaire (main
reasons for dropout were not returning the questionnaire, or they did not meet the
inclusion criteria). We only used data relating to patients who had a disease covered
in the three groups according to the classification of Lynn and Adamson.6 These
three groups concerned patients with cancer, organ failure (including COPD, chronic
heart failure and kidney failure) and frailty (including dementia, stroke, Parkinson’s
disease or hip fracture and with age ⩾65 years8). Data of bereaved relatives of
patients who could be assigned to more than one of the three aforementioned
categories were excluded. This resulted in a dataset of 456 bereaved relatives eligible
for analysis.
Questionnaire
The Consumer Quality Index Palliative Care version for bereaved relatives addresses
(a) care experiences regarding the care provided to the patient in the last week of life
and (b) the support and bereavement care given to the relative.12 A total of 30 items
are pre-structured and have four answer categories. An example of such an item is as
follows: ‘Did the healthcare professionals take personal wishes of your relative into
account?’ (never, sometimes, usually, always). Five structured questions have two
possible answer categories (‘yes’ and ‘no’), for example, the item ‘Did you feel
supported by the healthcare professionals immediately after the death of your
relative?’. Furthermore, the questionnaire asks for ratings of the general quality using
a scale from 0 (very poor care) to 10 (excellent care). Two open questions regarding
wishes for improvement in care for the patient and support for the relative are also
included. Additionally, questions about the background characteristics (e.g. sex and
age) of both the deceased patient and the relative are included in the questionnaire.
Data analyses
The Consumer Quality Index Palliative Care consists of six dimensions.12 Two
dimensions focus on the quality of palliative care provided to patients (‘care for the
psychosocial/spiritual well-being of the patient’ and ‘expertise’) and four on care
provided to the relatives (‘autonomy’, ‘care for the relative’s own
psychosocial/spiritual well-being’, ‘attitude to the relatives’ and ‘information for the
relative in the last week before death’). These dimensions were scored as the
percentage of respondents having negative experiences, calculated as the average of
the percentage of respondents with a negative experience in the individual items
included in each dimension. A ‘negative experience’ was defined as a response of
‘never’ or ‘sometimes’ for four-category items and ‘no’ for two-category items.
Answers to the open questions regarding the wishes for improvement in the care
provided were categorised independently by two researchers (J.M.H. and N.J.H.R.).
Any discrepancies were discussed until consensus was established.
Descriptive statistics (frequencies, percentages and means) were computed for the
background characteristics, experiences and wishes for improvement. Differences
between groups were calculated using multilevel analysis (for the dimensions),
logistic regression (for individual items) and linear regression (for the general quality
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ratings). Differences between groups for items regarding the care provided to
patients were corrected for the age and gender of the patient and age and perceived
health of the bereaved relative; items regarding care and support provided to relatives
were corrected for the age, gender, educational level and perceived health of the
bereaved relative.13 STATA 13 was used for the statistical analysis.
Ethical approval
The study protocol of the evaluation of the National Quality Improvement
Programme for Palliative Care was approved by the Medical Ethical Committee of
the University Medical Center in Leiden, the Netherlands. Bereaved relatives had
been informed in a letter about the fact that the data could be used for further
analysis. Returning the questionnaire was considered as providing informed consent.
We observed the rules of the Dutch Personal Data Protection Act (Wet Bescherming
Persoonsgegevens). All personal identifiers were removed or encrypted in the
analysis process to safeguard the privacy and anonymity of participants.

RESULTS

Characteristics of patients and bereaved relatives
The 456 bereaved relatives in the analysis were mainly female (65%) and the
majority of these relatives felt they were in good health (87%). The characteristics of
the relatives are given in Table 1.
[TABLE 1.]

The majority of the deceased patients were 75 years or older (68%), about half were
female (52%) and most patients died in a facility for residential elderly care (42%), at
home (33%) or in hospital (14%) (Table 2). Of the total of 456 patients, most (47%)
had cancer, and 13% of the patients suffered from organ system failure (heart failure,
COPD and/or kidney failure). The patients categorised as ‘frail’ (39%) were mainly
patients with dementia and/or who had had a stroke.
[TABLE 2]

Quality of care for patients in the last week of life
Relatives of patients with organ failure were significantly more likely to have had
negative experiences in the dimension ‘expertise’ compared with the relatives of
patients with cancer (odds ratio (OR) = 9.7, 95% confidence interval (CI) = 1.6–
57.9). This dimension consists of items about the expertise of the healthcare
professionals, the continuity of care delivered by different healthcare professionals
and timely help in acute situations.
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The relatives of cancer patients gave an average score of 8.8, standard deviation
(SD) = 1.3 for the care for the patient in the last week of life, while the mean rating in
both non-cancer groups was 8.3, SD = 1.6–1.7. The general quality rating by relatives
in the frailty group was significantly lower compared with that of the relatives of
cancer patients (p = 0.015). Additionally, significantly fewer relatives in the frailty
group reported that the patient had access to a spiritual counsellor compared with
relatives of patients with cancer (OR = 5.4, 95% CI = 1.4–21.7) (Table 3).
[TABLE 3]

Quality of care for the relative
There were no significant differences between the groups regarding specific items on
care and support for the relative in the last week of the patient’s life. The general
quality rating for the care and support for the relatives of cancer patients in the last
week before the patient’s death was 8.4, SD = 1.7. The rating was significantly lower
for relatives in the frailty group (7.9, SD = 1.9, p = 0.009), but not in the organ failure
group (7.9, SD = 2.1, p = 0.137). Overall, support for relatives after the patient’s
death (bereavement care) was rated lower than support during the patient’s final
week of life (7.7, SD = 2.2), but did not differ significantly between the groups.
Additionally, bereaved relatives were less likely to have had positive experiences
with bereavement care: 58% said that no final conversation or discussion had taken
place in which the care and treatment were evaluated and 53% said that they had not
been informed about the possibilities of bereavement care. Significantly, more
relatives in the frailty group had less positive experiences with the latter item
concerning bereavement care compared with the relatives in the cancer group
(OR = 1.9, 95% CI = 1.2–2.9) (Table 4).
[TABLE 4.]

Wishes for improvement in the care and support to patient and relatives
A total of 180 relatives (39%) identified one or more wishes for improvement in
response to the open questions in the questionnaire: 246 wishes for improvement
were mentioned regarding care for patients and 168 regarding support for the
relatives (an individual relative could report more than one wish for improvement).
The top three most frequently mentioned areas for improvement are listed in Table 5.
The most frequently mentioned area regarding improvement in the care for the
patient concerned organisational aspects (referring to irregular visits, different
healthcare professionals, limited capacity and/or availability of healthcare
professionals). Improvement in the communication by healthcare professionals was
the most frequently mentioned area for improvement regarding the support for the
relatives themselves. There were only minor differences between the three groups
regarding the reported wishes for improvement.
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[TABLE 5. ]
DISCUSSION

The quality of palliative care differed between patients with cancer and those with
organ failure or frailty, as perceived by their bereaved relatives. Bereaved relatives of
patients with organ failure were more likely to give a negative assessment of the
expertise of healthcare professionals compared with the bereaved relatives of patients
with cancer. Even though ratings on the general quality of care were high in all three
groups, there was a difference between the groups in the general quality of care.
Bereaved relatives of frail patients gave a lower rating to both the care for the patient
and for themselves in the last week of the patient’s life compared with the relatives
of cancer patients. Additionally, frail patients were less likely to have had access to a
spiritual counsellor, and their relatives were less likely to have received information
about bereavement care.
A noteworthy outcome is that the bereaved relatives of patients with organ failure
had a more negative perception of professionals’ expertise. The dimension
‘expertise’ includes items regarding the expertise of healthcare professionals, the
continuity of care between professionals and timely help in acute situations. Our
finding of more negative experiences with expertise in the organ failure group is in
line with previous studies that reported a lack of continuity in care for COPD
patients.14 Additionally, a lack of specific expertise in non-cancer diseases has earlier
been indicated by healthcare professionals in specialist palliative care.15 Moreover,
healthcare professionals have recently expressed interest in further skills acquisition
regarding end-of-life care for patients with heart failure.16
Methodological considerations
Our classification of the three patient groups (cancer, organ failure and frailty) is
based on the criteria of Lynn and Adamson6 and Lunney et al.8 In accordance with
the criteria of Lunney et al., we considered a patient as ‘frail’ when he or she was
aged at least 65 years and had at least one medical diagnosis that had led to death.
We decided to use the criteria of Lunney et al. because we considered these in
accordance with the original illness trajectories described by Lynn and Adamson.6
However, there are several options for classifying conditions into a cancer group,
organ failure group and frailty group. In taking the approach we did, we deviate from
the Golden Standard Framework,17 for instance, which defines the frailty group as
older persons with multiple comorbidities. Nonetheless, regardless of the criteria
used to classify frailty, it will mainly consist of the same type of people: the elderly
who died from one of two frequent causes, namely, dementia or a stroke, which also
holds for our data. It should be taken into account, though, that any classification into
groups in relation to common illness trajectories is a simplification of reality:
individual illness trajectories may vary considerably even among patients with the
same illness.7
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Another methodological reflection concerns the unequal distribution of groups over
care settings. In our study, most patients with cancer had died at home or in a
hospice, while most patients with organ failure and frail patients had died in a setting
for residential care of the elderly. We did not statistically adjust for differences in
care settings, as we considered care setting as one of the aspects of the quality of care
provided.18 Still the care setting did not appear to be a decisive factor for the
perceived quality of care. For example, when we looked exclusively at the data of
relatives of patients who had died at home, the perceived quality of care was still
higher in the cancer group than in the other two groups (data not shown).
Implications for practice and further research
Our results suggest that healthcare professionals should pay more attention to
potential palliative care needs in patients with non-cancer conditions. Moreover,
improving professionals’ expertise in palliative care for patients with organ failure
conditions, for example, COPD or heart failure, and the frail elderly is
recommended. The implementation and use of recently developed disease-specific
recommendations and guidelines19–23 should help improve professionals’ expertise
and, ultimately, the quality of palliative care for non-cancer patients.
This article is based on data of bereaved relatives who were asked to consider their
care experiences in the last week of the patient’s life and during bereavement care.
However, palliative care covers a broader concept than the last week of life and
bereavement care, and may start at an early stage of the illness trajectory when lifeprolonging treatments are also still at stake.6 We, therefore, recommend more
research on the quality of palliative care in earlier stages of the illness trajectory,
preferably from the perspectives of both relatives and patients. Data on the quality of
palliative care as experienced by patients themselves are currently being collected in
the evaluation of the Dutch National Quality Improvement Programme for Palliative
Care.11
A limitation of our article is that we only compared data from the bereaved relatives
of three groups: patients with cancer, patients with organ failure and frail patients.
This was a consequence of our decision to link our analysis to the classification of
the three illness trajectories of Lynn and Adamson.6 Therefore, we did not analyse
the data of relatives of patients who had died of progressive neurological disorders,
such as amyotrophic lateral sclerosis (ALS) or multiple sclerosis (MS). Clearly, highquality palliative care is also important for patients with these diseases. Therefore,
more research is needed to gain insight into the perceived quality of palliative care
for these patients, especially as earlier research suggests that these patients have a
relatively high risk of receiving inadequate palliative care.24
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CONCLUSION

The quality of palliative care, measured through the eyes of bereaved relatives,
differs between patients with cancer and patients with organ failure or patients with
frailty. Relatives of frail patients gave a lower assessment of the general quality of
palliative care than the relatives of cancer patients, while relatives of patients with
organ failure were more likely to have had a negative experience of the expertise of
healthcare professionals. Improving professionals’ expertise in delivering palliative
care to people with non-cancer conditions may contribute to better care at the end of
life.
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TABLES AND FIGURES
Figure 1. Illness trajectories.
Source: Lynn and Adamson.6
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