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ABSTRACT 
Background: End-of-life care is often provided in primary care settings.  
Aim: To describe and compare general-practitioner end-of-life care for Dutch 
patients who died from ‘cancer’, ‘organ failure’ and ‘old-age or dementia’.  
Design: A cross-sectional, retrospective survey was conducted within a sentinel 
network of general practitioners. General practitioners recorded the end-of-life 
care of all patients who died (1 January 2009 to 31 December 2011). 
Differences in care between patient groups were analysed using multivariate 
logistic regressions performed with generalised linear mixed models.  
Setting/participants: Up to 63 general practitioners, covering 0.8% of the 
population, recorded the care of 1491 patients.  
Results: General practitioners personally provided palliative care for 75% of 
cancer, 38% of organ failure and 64% of old-age/dementia patients (adjusted 
odds ratio (confidence interval): cancer (reference category); organ failure: 0.28 
(0.17, 0.47); old-age/dementia: 0.31 (0.15, 0.63)). In the week before death, 
89% of cancer, 77% of organ failure and 86% of old-age/dementia patients 
received palliative treatments: (adjusted odds ratio (confidence interval): cancer 
(reference category); old-age/dementia: 0.54 (0.29, 1.00); organ failure: 0.38 
(0.16, 0.92)). Options for palliative care were discussed with 81% of cancer, 
44% of organ failure and 39% of old-age/dementia patients (adjusted odds ratio 
(confidence interval): cancer (reference category); old-age/dementia: 0.34 (0.21, 
0.57); organ failure: 0.17 (0.08, 0.36)).  
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Conclusion: The results highlight the need to integrate palliative care with 
optimal disease management in primary practice and to initiate advance care 
planning early in the chronic disease trajectory to enable all patients to live as 
well as possible with progressive illness and die with dignity and comfort.  

What is already known about the topic? 
Physical, psycho-social and spiritual suffering at the end of life has been increasingly 
described for archetypal illness trajectory groups such as cancer, organ failure and 
frailty/dementia. There remains, however, a paucity of research comparing end-of-
life care between illness trajectory groups.  

What this paper adds? 
This study reveals that organ failure patients receive less palliative care from their 
GPs than cancer and old-age/dementia patients, whereas old-age/dementia patients, 
the group most likely to lose decision-making capacity, have the least end-of-life 
discussions and advance care planning of the three patient groups.  

Implications for practice, theory or policy 
These results highlight the need to integrate palliative care with optimal disease 
management in primary practice and to initiate advance care planning early in the 
chronic illness trajectory to enable all patients to live as well as possible with 
progressive illness and die with dignity and comfort in line with their own 
preferences.  

INTRODUCTION 
During the last year of life, many people receive care within primary practice,1,2 and 
general practitioners (GPs) are central to the co-ordination and provision of this 
care.3 In the Netherlands, emphasis is placed on GPs providing palliative care.4 A 
2011 policy brief from the Dutch Ministry for Health, Welfare and Sport stipulated 
that primary care professionals principally provide palliative care and address 
patients’ and relatives’ physical, psychosocial and spiritual needs.5 Important aspects 
of GP palliative care include recognising palliative care needs, referrals to specialist 
palliative care, effective communication regarding end-of-life issues and advance 
care planning (ACP).  
Primary care is an appropriate setting for much palliative care, particularly for non-
cancer patients.6,7 However, with non-cancer patients, GPs are less likely to know 
when to initiate palliative care,8 provide timely referrals to specialist services9 and 
discuss end-of-life issues and ACP.10,11 Nonetheless, non-cancer patients experience 
high levels of physical12⇓–14 and psychosocial distress,15⇓–17 which may benefit from 
a palliative approach. Differences in care between cancer and non-cancer patients are 
often attributed to non-cancer patients’ less predictable illness trajectories.8⇓–10 Non-
cancer patients, however, are a diverse group with distinct illness trajectories. It is, 
therefore, crucial to compare patients’ end-of-life care by trajectory group rather than 
the usual cancer and non-cancer dichotomy. The term ‘end-of-life care’ has been 
variously defined;18,19 however, it is used herein to describe the GP-reported care 
patients received before death,20 which may or may not have included a palliative 
approach.  
Inspired by observations that ‘perceived course of dying’ strongly influenced 
patients’ care,21 Lunney et al.22 described three archetypal trajectories for progressive 
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chronic illnesses: cancer patients experience rapid predicable decline, organ failure 
patients (e.g. heart disease, chronic obstructive pulmonary disease (COPD)) 
experience a more gradual decline with serious intermittent episodes and 
frail/dementia patients experience gradual prolonged decline. Illness trajectory can 
affect treatment aims (to cure, prolong life or palliate symptoms), use of palliative 
care services and end-of-life communication. Subsequent research has examined the 
trajectories of physical, psychosocial and spiritual suffering at the end of life in 
various patient populations.14,16,23⇓⇓–26 Only two studies, however, have directly and 
quantitatively compared aspects of end-of-life care between illness trajectory groups: 
Lunney et al.27 studied US patients’ Medicare expenditure, whereas Beernaert et al.28 
investigated referrals to specialist palliative care services. No studies have examined 
different aspects of GPs’ end-of-life care provision by trajectory group. Based on 
GPs’ reports, this study describes and compares GP end-of-life care for patients who 
died from ‘cancer’, ‘organ failure’ and ‘old-age or dementia’ in the Netherlands. 
Specific objectives include estimating and comparing  
Importance of cure, life prolongation and palliation in the last week of life, 2–4 
weeks before death and 2–3 months before death;  
Provision of palliative care by the GP and other services; 
Prevalence of GP–patient discussion of 10 end-of-life topics; 
Elements of ACP, specifically regarding preferred place of death, medical end-of-life 
treatment preferences and surrogate decision-makers.  

METHODS 

Study design and procedure 
The study design was cross-sectional and retrospective, with a clustered sample. GPs 
from The Dutch Sentinel General Practice Network recorded demographic, health 
and care characteristics for all deaths of practice patients (aged 1 year or over) using 
a standardised registration form after death (1 January 2009 to 31 December 2011). 
Components of care recorded included treatment aims and palliative care provision, 
which GPs recorded for the last 3 months of life. This timeframe was identified as 
relevant to study on the basis of other literature.29⇓–31 GPs were also asked about the 
discussion of end-of-life topics and ACP. No timeframe was put on these questions 
because illness can affect timing.  
The Netherlands Institute of Health Services Research (NIVEL) coordinated the 
sentinel GP network, which is based on a representative sample of health-care 
professionals that reports all cases of particular conditions to study disease 
prevalence and associated factors.32 Participating GPs completed the registration 
form by hand within a week of the patient’s death, including any information from 
medical records and hospital physicians. Forms were sent to NIVEL.  

Informed consent, patient anonymity and ethics approval 
After being informed of the study objectives and procedures, participating GPs gave 
written informed consent at the beginning of each registration year. Strict procedures 
regarding patient anonymity were employed during data collection and entry; GPs 
gave every patient an anonymous reference, and any identifying patient and GP data 
(such as date of birth, postcode and GP identification number) were replaced with 
aggregate categories or anonymous codes. Ethical approval is not required for 
posthumous collection of anonymous patient data in the Netherlands.33,34 
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Settings and study population 
The Dutch Sentinel GP Network has been operating since 1970. The network is 
designed and managed to be representative for the Dutch population (for age, sex and 
population density) through stratified random sampling and aims to cover 1% of the 
population. Registered GPs (National GP Register held by NIVEL) are invited to 
participate on the basis of their practice population characteristics, keeping in mind 
the need to manage the representativeness of the network. GPs who accept the 
invitation to participate undergo a 2-month trial period to assess their motivation and 
reporting accuracy. The same procedure is used when replacing a GP who leaves the 
network.  
To include only data from patients who could, in theory, have received palliative 
care, deaths registered as ‘sudden and totally unexpected’, or for whom suddenness 
of death information was missing, were excluded. Furthermore, only patients who 
were under their GP’s care in the last year of life were included. This was determined 
from the patient’s main place of residence in the last year of life; nursing home 
residents, cared for by an elderly-care physician were excluded, as were patients 
whose main residence was ‘unknown’ or ‘other’ (often institutions outside of the 
GP’s care).  
GPs recorded the primary cause of death: cancer, cardiovascular disease, pulmonary 
disease, neurological disease, cerebrovascular accident, old-age or ‘other’ 
(specified). Dementia was not a specific cause of death category, but dementia 
diagnosis (mild or severe), as reported by the GP, was recorded. To compare 
patients’ end-of-life care, three groups were created: ‘cancer’, ‘organ failure’ and 
‘old-age/dementia’. The ‘cancer’ group included patients whose cause of death was 
any cancer; the ‘organ failure’ group included patients whose cause of death was 
cardiovascular or pulmonary disease; and the ‘old-age/dementia group’ included 
patients whose cause of death was ‘old-age’, patients reported to have severe 
dementia whose cause of death was ‘neurological disease’ and patients for whom the 
‘other’ cause of death category was specified as ‘dementia’. Neurological diseases 
other than dementia, cerebrovascular accidents and ‘other’ causes of death (apart 
from those specified as ‘dementia’) were excluded (Figure 1). Elderly patients whose 
primary cause of death was organ failure or cancer were categorised in those groups 
rather than the ‘old-age’ group. Disease trajectory groups were therefore based on the 
primary cause of death as reported by the GP, and co-morbidities were not 
considered.  

[FIGURE 1] 

MEASUREMENT INSTRUMENT 
Patient and care characteristics collected included age, sex, cause of death, dementia 
diagnosis, main place of residence in the last year of life and place of death.  

Treatment aims 
GPs were asked to rate the importance of cure, life prolongation and palliation as 
treatment aims on a 5-point Likert scale during the following: the last week of life, 
2–4 weeks before death and 2–3 months before death. The scale ranged from 1 
(totally unimportant) to 5 (very important). As the importance of each treatment aim 
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was rated separately for each time period, multiple aims were possible within the 
same period.  

Palliative care 
GPs recorded whether they had personally provided palliative care. To capture all 
care considered to be of a palliative nature for this diverse patient group, GPs self-
defined ‘palliative care’. GPs were also asked whether the patient had received care 
from any other palliative care service (palliative care consultant, hospital palliative 
care unit (PCU), nursing home PCU, hospice or ‘other’) in the last 3 months of life.  

Discussion of end-of-life topics and ACP 
GPs were asked whether they had ever discussed 10 end-of-life topics (see Table 3 
for list) with the patient. In addition, GPs were asked about their knowledge of, and 
discussion with the patient about, preferred place of death, medical end-of-life 
treatment preferences and surrogate decision-maker appointment.  

Data analysis 
The personal and care characteristics of patients who died from cancer, organ failure 
and old-age/dementia were assessed using descriptive statistics. Differences between 
groups were assessed using Pearson’s chi-square or Kruskal–Wallis tests. Treatment 
aims were dichotomised: ‘important’ and ‘very important’ (collectively referred to as 
‘important’) were combined and separated from other responses. A new variable 
‘palliative care only important treatment aim’ was created, indicating whether 
palliation was the only aim considered important for the patient at a given time 
interval.  
Multivariate logistic regression was performed with generalised linear mixed models 
(GLMM) to analyse the association between patient group and binary outcome 
measures. Multi-level analyses accounted for the clustering of patient data by GP. 
For each separate GLMM analysis, age, sex, longest place of residence, place of 
death and dementia status were held constant. A variance component covariance 
structure was assumed and robust covariances specified. Analysis was carried out in 
SPSS20.  

RESULTS 
During the study, a maximum of 42 GP practices (employing up to 63 GPs) in any 
given year, providing GP services to 0.8% of the Dutch population (16,600,00035), 
participated, and GP turnover was low.36,37 
GPs recorded a total of 1491 deaths. Of these, 688 patients were under their GP’s 
care in the last year of life and died non-suddenly from cancer (n = 453), organ 
failure (n = 162) or old-age/dementia (n = 73) (Figure 1). The characteristics of these 
patient groups are shown in Table 1.  

[TABLE 1] 

Treatment aims 
The proportion of patients receiving palliative treatments increased, whereas curative 
and life-prolonging treatments decreased closer to death for all patient groups. For 
organ failure patients, palliative treatments were less common, whereas life-
prolonging and curative treatments were more common, at each time interval 
compared with other patient groups (Table 2, Figure 2). Two to three months before 
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death, cancer patients more commonly received curative (21%) and life-prolonging 
care (28%) than old-age/dementia patients (13% and 9% respectively). One week 
before death, however, the treatment aims of cancer and old-age/dementia patients 
were remarkably similar: 89% of cancer and 86% of old-age/dementia patients 
received palliative treatments, whereas 4% and 6%, respectively, received curative 
treatments (Table 2, Figure 2). Controlling for differences in patient characteristics 
between groups (age, sex, longest place of residence, place of death and dementia 
status), 2–3 months before death, the odds of receiving palliative care were 
significantly lower for organ failure compared with cancer patients. Two to four 
weeks before death, the odds of receiving palliative, or only palliative, treatments 
were significantly lower for organ failure and old-age/dementia patients compared 
with cancer patients (Table 2). In the week before death, the odds of receiving 
curative treatment were significantly higher for organ failure patients compared with 
cancer patients, whereas the odds of receiving palliative treatment were significantly 
lower for old-age/dementia patients compared with cancer patients, but comparable 
between organ failure and cancer patients (Table 2). The odds of receiving only 
treatments aimed at palliation in the last week of life were, however, significantly 
lower for organ failure and old-age/dementia patients than cancer patients (Table 2).  

[TABLE 2] 

[FIGURE 2] 

Palliative care 
More cancer patients (81%) received palliative care (either from their GP or another 
palliative care service) than old-age/dementia (68%) and organ failure (47%) 
patients. Controlling for patient characteristics, the odds of receiving palliative care 
were significantly lower for organ failure and old-age/dementia patients than cancer 
patients (Table 2). Because most palliative care was GP-provided, results were 
similar when solely examining GP palliative care provision: more cancer patients 
received palliative care from their GP (75%) than old-age/dementia (64%) and organ 
failure (38%) patients. Controlling for patient characteristics, the odds of receiving 
GP palliative care were significantly lower for organ failure and old-age/dementia 
patients than cancer patients (Table 2). Around one-quarter (26%) of cancer, 11% of 
organ failure and 10% of old-age/dementia patients received care from other 
palliative care services (such as a palliative care consultant, hospital PCU, nursing 
home PCU, hospice or ‘other’). Controlling for patient characteristics, the odds of 
accessing such a palliative care service were significantly lower for organ failure 
than cancer patients; differences between cancer and old-age/dementia patients were 
not significant (Table 2).  

Discussion of end-of-life topics and ACP 
The prevalence of discussion of each end-of-life topic was highest for cancer, then 
organ failure and old-age/dementia patients. ‘Physical complaints’ were frequently 
discussed (with 92% of cancer, 77% of organ failure and 61% of old-age/dementia 
patients), whereas ‘spiritual and existential problems’ were infrequently discussed 
(with 46% of cancer, 27% of organ failure and 25% of old-age/dementia patients) 
(Figure 3, Table 3). The odds of discussing each topic (except ‘primary diagnosis’ 
and ‘spiritual/existential problems’) were significantly lower for organ failure and 
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old-age/dementia patients compared with cancer patients (Table 3). GPs were more 
frequently aware of cancer patients’ preferred place of death, end-of-life treatment 
preferences and surrogate decision-makers, followed by organ failure and old-
age/dementia patients (Table 3). Controlling for patient characteristics, the odds of 
the GP knowing the patient’s preferred place of death were significantly lower for an 
organ failure patient and an old-age/dementia patient compared with a cancer patient 
(Table 3). Furthermore, the odds of the GP knowing the patient’s end-of-life 
treatment preferences were significantly lower for an old-age/dementia patient 
compared with a cancer patient. The odds of appointing a surrogate decision-maker 
were also significantly lower for an old-age/dementia patient compared with a cancer 
patient (Table 3).  

[FIGURE 3] 

[TABLE 3] 

DISCUSSION 
This study, the first to directly compare different aspects of GP palliative care by 
trajectory group, reveals less frequent palliative treatments, palliative care use, end-
of-life discussions and ACP among organ failure and old-age/dementia patients than 
cancer patients. Comparing illness trajectory groups revealed that organ failure 
patients received the least palliative care, whereas old-age/dementia patients, the 
group most likely to lose decision-making capacity, had the least end-of-life 
discussions and ACP. Differences often remained after controlling for patient 
characteristic differences. GPs’ seemingly limited recognition and discussion of the 
end of life for organ failure and old-age/dementia patients impedes palliative care 
provision; needs assessment; management of physical, psychosocial and spiritual 
suffering; and identification of end-of-life preferences.  
The particularly infrequent provision of (GP or any other) palliative care to organ 
failure patients suggests that GPs have difficulty recognising that organ failure 
patients are at high risk of death, identifying their palliative care needs and referring 
them to other services. Results from a qualitative interview study of Dutch GPs38 
indicated that palliative care is rarely started early in the disease course for organ 
failure patients: GPs recognised organ failure patients’ palliative care needs 
gradually, and late in the illness trajectory. The high prevalence of curative and life-
prolonging treatments and low prevalence of palliative treatments for this group 
suggests that disease management is prioritised when setting treatment aims. Because 
organ failure patients might recover from acute episodes, life-prolonging measures 
may be appropriate right until death. Nonetheless, treatments with a palliative aim 
are also appropriate alongside optimal chronic disease management and have been 
recommended for kidney failure,39,40 heart failure7 and COPD.29,41 GPs, however, 
appear to find this difficult to implement. Organ failure patients may also have 
received more curative treatments for secondary diseases; it is not, however, possible 
to discern this from the data.  
Although most old-age/dementia patients received palliative care from their GP 
(64%), end-of-life topic discussions and ACP were not common. Although GPs 
seemed to recognise a need for palliative care among old-age/dementia patients in 
the last 3 months of life, by this point, frailty or cognitive decline may prevent end-
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of-life discussions and ACP. The findings raise doubts about the ‘palliative care’ 
provided for these patients: is patient-centred palliative care feasible without an 
understanding of patient preferences? It is imperative that ACP, which is feasible 
with elderly42 and dementia patients,43 is started early to give patients an opportunity 
to take part in end-of-life decision-making.44 
Cancer patients had the most palliative care, palliative treatments, discussion of end-
of-life topics and ACP. The relative predictability of cancer patients’ decline should 
enable physicians to anticipate palliative care needs and initiate end-of-life 
conversations and ACP.29 Claessen et al.38 revealed, however, that the main impetus 
for Dutch GPs to initiate a palliative approach with cancer patients is a letter from the 
oncologist stating that curative options are no longer available. This highlights the 
difficulties GPs face combining disease management and palliative approaches even 
for the patient group with the most predictable illness trajectory.  
As individual illness trajectories can vary widely, questions remain about the 
appropriateness of using population-based approaches to guide individual care.26,45 
Expectations based on the common disease course, however, do strongly influence 
patient care. This care, and its underlying assumptions, deserve further attention to 
develop models of palliative care with an emphasis on need rather than predicted life 
expectancy.  

Strengths and limitations 
Nearly 100% of the Dutch population is registered with a GP,46 and the Dutch 
Sentinel GP Network aims to be representative of the Dutch population for age, 
gender and population density, and covered up to 0.8% of the population. The 
retrospective, cross-sectional design enabled identification of patients nearing death. 
The retrospective nature of data collection was, however, subject to recall bias. 
Although this was minimised by weekly registration of deaths, GPs recalled aspects 
of care that may have occurred long before death (e.g. discussion of primary 
diagnosis).  
Nursing home residents were excluded from analyses. In the Netherlands, these 
patients receive multidisciplinary care coordinated by the nursing home physician,47 
and a small number of Dutch nursing homes even have their own PCU.48,49 In 
contrast, nursing home residents in other countries may be cared for by their GP or 
have limited access to palliative care.47,50 Nursing home residents are 
characteristically disabled with chronic diseases or progressive dementia and need 
complex care and support.51 Therefore, the old-age/dementia group was relatively 
small in our study, leading to lower statistical power, with the most complex cases 
and older participants missing from analyses. This may have led to an overestimation 
of communication items and an under-estimation of palliative care for the group; 
this, however, would not have weakened the main findings. The trajectory groups 
were created from primary cause of death only, so co-morbidities were not 
considered.  
Other limitations include absent GP characteristics, possible desirability bias and 
incomplete medical records. The aims of care provided in other settings (e.g. 
hospitals) were also open to GPs’ interpretation. Furthermore, the study reports GP-
defined communication; patients and physicians may differ in their perception of a 
‘discussion’ and patients may have discussed end-of-life issues with other health, 
social or spiritual care professionals.  
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Finally, differences in end-of-life care do not necessarily imply that inequities exist. 
Equity in health care implies equal access to available care for equal need, equal 
utilisation for equal need and equal quality of care for all.52 This study does not 
examine care need. Previous research among non-cancer populations has, however, 
revealed high prevalence of distressing symptoms (among organ failure,12,13,53 frail 
older and dementia14,54 patients) and psychosocial and spiritual distress at the end of 
life (organ failure patients15⇓–17), indicating considerable palliative care needs.  

CONCLUSION 
The study highlights a particular need in primary practice to integrate palliative care 
with optimal disease management for organ failure patients and to initiate ACP early 
in the chronic illness trajectory for old-age/dementia patients to enable patients to 
live as well as possible with progressive illness and die with dignity and comfort in 
line with their own preferences.  

ACKNOWLEDGMENTS 
EUROIMPACT, EUROpean Intersectorial and Multidisciplinary Palliative Care 
Research Training, aims to develop a multidisciplinary, multi-professional and 
intersectorial educational and research training framework for palliative care research 
in Europe. EUROIMPACT is coordinated by Prof. Luc Deliens and Prof. Lieve Van 
den Block of the aEnd-of-Life Care Research Group, Ghent University and Vrije 
Universiteit Brussel, Brussels, Belgium. Other partners are: VU University Medical 
Center, EMGO Institute for health and care research, Amsterdam, the Netherlandsb; 
King’s College London, Cicely Saunders Institute, Londonc, Cicely Saunders 
International, Londond, and International Observatory on End-of-Life Care, 
Lancaster University, Lancaster, United Kingdome; Norwegian University of Science 
and Technologyf, and EAPC Research Networkg, Trondheim, Norway; Fondazione 
IRCCS Istituto Nazionale dei Tumori, Milan, Italyh, and Cancer Research and 
Prevention Institute, Florence, Italyi; EUGMS European Union Geriatric Medicine 
Society, Geneva, Switzerlandj; Springer Science and Business Media, Houten, the 
Netherlandsk.  

Collaborators (on behalf of EUROIMPACT):  
Lieve Van den Blocka, Zeger De Grootea, Sarah Brearleye, Augusto Caracenig,h, 
Joachim Cohena, Anneke Franckeb, Richard Hardingc,d, Irene J Higginsonc,d, Stein 
Kaasaf, Karen Lindenk, Guido Miccinesii, Bregje Onwuteaka-Philipsenb, Koen 
Pardona, Roeline Pasmanb, Sophie Pautexj, Sheila Paynee, Luc Deliensa,b.  
 

ARTICLE NOTES 

Declaration of conflicting interests  
The authors report no conflicts of interest.  

Funding  
Funding for the study came from EUROIMPACT: EUROpean Intersectorial and 
Multidisciplinary Palliative Care Research Training, funded by the European Union 
Seventh Framework Programme (FP7/2007-2013, under grant agreement no 
264697).  

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

© The Author(s) 2014 

REFERENCES 
1.↵Davies E, Higginson IJ. The solid facts: palliative care. Copenhagen: World Health 

Organization, 2004. 
2.↵Mitchell GK. How well do general practitioners deliver palliative care? A systematic 

review. Palliat Med2002; 16(6): 457–464. 
3.↵Linden M, Gothe H, Ormel J. Pathways to care and psychological problems of general 

practice patients in a ‘gate keeper’ and an ‘open access’ health care system. Soc 
Psychiatry Psychiatr Epidemiol2003; 38(12): 690–697. 

4.↵Janssens R, ten Have HA. The concept of palliative care in The Netherlands. Palliat 
Med2001; 15(6): 481–486. 

5.↵Ministerie van Volksgezondheid WeS. Verankering van palliatieve zorg in de praktijk 
[Ministry of Health. Embedding of palliative care in practice], 
http://www.rijksoverheid.nl/documenten-en-
publicaties/kamerstukken/2011/01/14/verankering-van-palliatieve-zorg-in-de-praktijk.html 
(accessed December 2011). 

6.↵Murray SA, Boyd K, Sheikh A, et al. Developing primary palliative care: people with 
terminal conditions should be able to die at home with dignity. BMJ2004; 329(7474): 1056. 

7.↵Selman LE, Beattie JM, Murtagh FEM, et al. Palliative care: based on neither diagnosis 
nor prognosis, but patient and family need. Commentary on Chattoo and Atkin. Soc Sci 
Med2009; 69(2): 154–157. 

8.↵McKinley RK, Stokes T, Exley C, et al. Care of people dying with malignant and 
cardiorespiratory disease in general practice. Br J Gen Pract2004; 54(509): 909–913. 

9.↵Ahmed N, Bestall JE, Ahmedzai SH, et al. Systematic review of the problems and issues 
of accessing specialist palliative care by patients, carers and health and social care 
professionals. Palliat Med2004; 18(6): 525–542. 

10.↵Exley C, Field D, Jones L, et al. Palliative care in the community for cancer and end-
stage cardiorespiratory disease: the views of patients, lay-carers and health care 
professionals. Palliat Med2005; 19(1): 76–83. 

11.↵Abarshi E, Echteld M, Donker GA,  
et al. Discussing end-of-life issues in the last months of life: a nationwide study among 

general practitioners. J Palliat Med2011; 14(3): 323–330. 
12.↵Tranmer JE, Heyland D, Dudgeon D, et al. Measuring the symptom experience of 

seriously ill cancer and noncancer hospitalized patients near the end of life with the 
memorial symptom assessment scale. J Pain Symptom Manage2003; 25(5): 420–429. 

13.↵Solano JP, Gomes B, Higginson IJ. A comparison of symptom prevalence in far 
advanced cancer, AIDS, heart disease, chronic obstructive pulmonary disease and renal 
disease. J Pain Symptom Manage2006; 31(1): 58–69. 

14.↵Mitchell SL, Teno JM, Kiely DK, et al. The clinical course of advanced dementia. N Engl 
J Med2009; 361(16): 1529–1538. 

15.↵Grant E, Murray SA, Kendall M, et al. Spiritual issues and needs: perspectives from 
patients with advanced cancer and nonmalignant disease. A qualitative study. Palliat 
Support Care2004; 2(4): 371–378. 

16.↵Murray SA, Kendall M, Grant E, et al. Patterns of social, psychological, and spiritual 
decline toward the end of life in lung cancer and heart failure. J Pain Symptom 
Manage2007; 34(4): 393–402. 

17.↵Selman L, Beynon T, Higginson IJ, et al. Psychological, social and spiritual distress at 
the end of life in heart failure patients. Curr Opin Support Palliat Care2007; 1(4): 260–266. 

18.↵Gysels M, Evans N, Meñaca A, et al. Diversity in defining end of life care: an obstacle or 
the way forward?PLoS One2013; 8(7): e68002. 

19.↵Izumi SS, Nagae H, Sakurai C, et al. Defining end-of-life care from perspectives of 
nursing ethics. Nurs Ethics2012; 19(5): 608–618. 

20.↵Van den Block L, Onwuteaka-Philipsen B, Meeussen K, et al. Nationwide continuous 
monitoring of end-of-life care via representative networks of general practitioners in 
Europe. BMC Fam Pract2013; 14: 73. 

21.↵Glaser BG, Strauss AL. Time for dying. Chicago, IL: Aldine Transaction, 1968. 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

Google Scholar 
22.↵Lunney JR, Lynn J, Foley DJ, et al. Patterns of functional decline at the end of life. 

JAMA2003; 289(18): 2387–2392. 
23.↵Gott M, Barnes S, Parker C, et al. Dying trajectories in heart failure. Palliat Med2007; 

21(2): 95–99. 
24.↵Teno JM, Weitzen S, Fennell ML, et al. Dying trajectory in the last year of life: does 

cancer trajectory fit other diseases?J Palliat Med2001; 4(4): 457–464. 
25.↵Murtagh FEM, Sheerin NS, Addington-Hall J, et al. Trajectories of illness in stage 5 

chronic kidney disease: a longitudinal study of patient symptoms and concerns in the last 
year of life. Clin J Am Soc Nephrol2011; 6(7): 1580–1590. 

26.↵Bausewein C, Booth S, Gysels M, et al. Individual breathlessness trajectories do not 
match summary trajectories in advanced cancer and chronic obstructive pulmonary 
disease: results from a longitudinal study. Palliat Med2010; 24(8): 777–786. 

27.↵Lunney JR, Lynn J, Hogan C. Profiles of older medicare decedents. J Am Geriatr 
Soc2002; 50(6): 1108–1112. 

28.↵Beernaert K, Cohen J, Deliens L, et al. Referral to palliative care in COPD and other 
chronic diseases: a population-based study. Respir Med2013; 107(11): 1731–1739. 

29.↵Murray SA, Kendall M, Boyd K, et al. Illness trajectories and palliative care. BMJ2005; 
330(7498): 1007–1011. 

30.↵Klinkenberg M, Visser G, van Groenou MI, et al. The last 3 months of life: care, 
transitions and the place of death of older people. Health Soc Care Community2005; 13(5): 
420–430. 

31.↵Earle CC, Ayanian JZ. Looking back from death: the value of retrospective studies of 
end-of-life care. J Clin Oncol2006; 24(6): 838–840. 

32.↵Vega Alonso A, Zurriaga Lloren O, Galmés Truyols A, et al. Redes centinela sanitarias 
en Espana. Consenso para una guia de principios y metodos [Guide to the principles and 
methods of health sentinel network in Spain]. Gac Sanit2006; 20(Suppl. 3): 52–60 (article 
in Spanish). 

33.↵Dutch Personal Data Protection Act (Unofficial English 
translation),http://www.dutchdpa.nl/Pages/en_wetten_wbp.aspx (accessed October 2012). 

34.↵Wet bescherming persoonsgegevens, 
http://wetten.overheid.nl/BWBR0011468/geldigheidsdatum_24-10-2012 (accessed October 
2012). 

35.↵CBS. Dutch population counter, http://www.cbs.nl/en-
GB/menu/themas/bevolking/cijfers/extra/bevolkingsteller.htm (accessed 1 January 2013). 

36.↵Donker GA. Continuous morbidity registration at Dutch sentinel general practice network 
2010. Utrecht: NIVEL (The Netherlands Institute of Health Services Research), 2012, 
http://www.nivel.nl/sites/default/files/bestanden/Rapport-Continuous-Morbidity-Registration-
2010.pdf? (accessed January 2013). 

37.↵Donker GA. Continuous morbidity registration Dutch sentinel general practice network 
2011. Utrecht: NIVEL (The Netherlands Institute of Health Services Research), 2012, 
http://www.nivel.nl/sites/default/files/bestanden/Rapport-Peilstations-2011-engels.pdf? 
(accessed January 2013). 

38.↵Claessen SJJ, Francke AL, Engels Y et al. How do GPs identify a need for palliative 
care in their patients? An interview study. BMC Fam Pract2013; 14(1): 1–7. 

39.↵Davison SN. The ethics of end-of-life care for patients with ESRD. Clin J Am Soc 
Nephrol2012; 7(12): 2049–2057. 

40.↵Murtagh FEM, Spagnolo AG, Panocchia N, et al. Conservative (non dialytic) 
management of end-stage renal disease and withdrawal of dialysis. Prog Palliat Care2009; 
17(4): 179–185. 

41.↵Murray SA, Pinnock H, Sheikh A. Palliative care for people with COPD: we need to meet 
the challenge. Prim Care Respir J2006; 15(6): 362–364. 

42.↵Detering KM, Hancock AD, Reade MC, et al. The impact of advance care planning on 
end of life care in elderly patients: randomised controlled trial. BMJ2010; 340: c1345. 

43.↵Karel MJ, Moye J, Bank A, et al. Three methods of assessing values for advance care 
planning comparing persons with and without dementia. J Aging Health2007; 19(1): 123–
151. 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

44.↵Van der Steen JT, Radbruch L, Hertogh CMPM, et al. White paper defining optimal 
palliative care in older people with dementia: a Delphi study and recommendations from 
the European Association for Palliative Care. Palliat Med2014; 28(3): 197–209. 

45.↵Harris P, Wong E, Farrington S, et al. Patterns of functional decline in hospice: what can 
individuals and their families expect?J Am Geriatr Soc2013; 61: 413–417. 

46.↵Boerma WGW. Profiles of general practice in Europe: an international study of variation 
in the tasks of general practitioners. Utrecht: NIVEL (The Netherlands Institute of Health 
Services Research), 2003. 

47.↵Davies E, Higginson IJ. Better palliative care for older people. Copenhagen: World 
Health Organization Regional Office for Europe, 2004. 

48.↵Francke AL, Kerkstra A. Palliative care services in The Netherlands: a descriptive study. 
Patient Educ Couns2000; 41: 23–33. 

49.↵AGORA. Hospicevoorzieningen in/bij verpleeghuizen [Hospice services in/near nursing 
homes], 
http://www.agora.nl/ZorgKiezen/Persoortvoorziening/Inbijverpleeghuis/tabid/2531/Default.a
spx (accessed 20 January 2014). 

50.↵Zerzan J, Stearns S, Hanson L. Access to palliative care and hospice in nursing homes. 
JAMA2000; 284(19): 2489–2494. 

51.↵Schols JMGA, Crebolder HFJM, van Weel C. Nursing home and nursing home 
physician: the Dutch experience. J Am Med Dir Assoc2004; 5(3): 207–212. 

52.↵Whitehead M. The concepts and principles of equity and health. Report number 0020-
7314. Copenhagen: World Health Organization, http://whqlibdoc.who.int/euro/-
1993/EUR_ICP_RPD_414.pdf. (1990, accessed 7th June 2013). 

53.↵Edmonds P, Karlsen S, Khan S, et al. A comparison of the palliative care needs of 
patients dying from chronic respiratory diseases and lung cancer. Palliat Med2001; 15(4): 
287–295. 

54.↵Covinsky KE, Eng C, Lui LY, et al. The last 2 years of life: functional trajectories of frail 
older people. J Am Geriatr Soc2003; 51(4): 492–498. 

 
  

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

TABLES AND FIGURES 
 

 
 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

 
 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

 
 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

 
 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

 
 

http://www.nivel.eu/


Evans, N., Pasman, H.R., Donker, G.A., Deliens, L., Block, L. van den, Onwuteaka-Philipsen, B. 
End-of-life care in general practice: a cross-sectional, retrospective survey of ‘cancer’, ‘organ 
failure’ and ‘old-age/dementia’ patients. Palliative Medicine: 2014, 28(7), 965-975 

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

 
 
 

http://www.nivel.eu/

	End-of-life care in general practice: A cross-sectional, retrospective survey of ‘cancer’, ‘organ failure’ and ‘old-age/dementia’ patients
	Natalie Evans1H Roeline W Pasman1Gé A Donker2Luc Deliens1,3Lieve Van den Block3Bregje Onwuteaka-Philipsen1
	Abstract
	What is already known about the topic?
	What this paper adds?
	Implications for practice, theory or policy

	Introduction
	Methods
	Study design and procedure
	Informed consent, patient anonymity and ethics approval
	Settings and study population

	[Figure 1]
	Measurement instrument
	Treatment aims
	Palliative care
	Discussion of end-of-life topics and ACP
	Data analysis

	Results
	[Table 1]
	Treatment aims

	[Table 2]
	[Figure 2]
	Palliative care
	Discussion of end-of-life topics and ACP

	[Figure 3]
	[Table 3]
	Discussion
	Strengths and limitations

	Conclusion
	Acknowledgments
	Collaborators (on behalf of EUROIMPACT):

	Article Notes
	Declaration of conflicting interests
	Funding

	References
	tables and figures



