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Abstract
Introduction. Prejudiced opinions run rampant that patients who discuss and 

carry out decisions to end life are worse off in terms of quality of life or increased 

symptom burden. This study analyses whether deceased patients had discussed end-

of-life options with their GP, if their request was carried out and if any differences 

existed in perceived quality of life and symptom burden between groups of patients 

who underwent end-of-life decisions and those who did not.

Methods. Patients with lung, breast or gastrointestinal cancers with a life expect-

ancy of less than one year were included. Every two months until time of death, 

quality of life and symptom prevalence and severity were assessed. The patients’ GP 

completed an end-of-life questionnaire, noting if the end-of-life decisions had been 

discussed or carried out. Data were analysed at two-monthly intervals during one 

year before death.

Results. In total, 46 of 113 deceased patients underwent end-of-life interventions: 

12 patients underwent euthanasia or physician-assisted suicide (PAS) while another 

34 patients underwent other end-of-life decisions such as the treatment of symp-

toms with the unintended but possible effect of hastening death or non-treatment 

decisions. The remaining 67 patients died naturally. Although during the approach 

to death some differences were seen with regard to patient characteristics, symptom 

burden and quality of life domains between patients who discussed or underwent 

end-of-life interventions compared to those who died naturally, these differences did 

not reach statistical signifi cance.

Discussion. We managed to compare only a small group of patients. In this small 

group no convincing differences in quality of life and symptom burden between 

patients who underwent end-of-life decisions and patients who died without them 

were found. This adds to the debate on the connection between end-of-life decisions 

relating to quality of life and symptom burden. Further research must be performed 

to investigate if the results of this study hold for a larger number of patients.

Introduction
The decision to end life with such interventions as euthanasia is an emotionally 

charged topic in the palliative phase of cancer. Despite the importance of early and 

open communication it seems that most patients and physicians do not talk about 

them at all or communicate poorly about end-of-life decisions(1,2). Studies in the past 

demonstrate that less than 50% of patients actually discuss end-of-life options with 
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their physician(1). Physicians and patients’ families are thus frequently unaware of 

the patient’s preferences for end-of-life care(3).

End-of-life decisions have become a part of palliative care in the Netherlands 

since the Termination of Life on Request and Assisted Suicide (Review Procedures) 

Act, in brief, the Euthanasia Act, passed in 2002(4). According to the Act no prosecu-

tion will follow if euthanasia or physician-assisted suicide has been conducted by a 

physician under strict conditions(5).

An evaluation of the Euthanasia Act has been published recently. In the 

Netherlands euthanasia was performed in 2325 cases (1.7%; weighted percentage of 

all deaths in 2005) and physician assisted suicide (PAS) (0.1%) in some 100 patients 

in 2005(4,6). However, the fact that ‘unbearable suffering’ is one of the conditions 

attached to performing euthanasia has led to an ongoing debate in the past decade 

on whether symptoms and poor quality of life motivate a patient to request for end-

of-life decision. In 2000, Emanuel reported that patients in moderate or severe pain 

were no more likely to support euthanasia or PAS than patients without such pain 

levels. Terminally ill patients in whom physical functioning had deteriorated or pain 

had become worse were also not more likely to consider euthanasia or PAS(7). Other 

researchers have reported on the special signifi cance of pain as one of the severe 

symptoms patients suffer from when they choose to receive PAS(8). In Emanuel’s 

review, the major determinant of interest for euthanasia was loss of autonomy and the 

inability to participate in life-enjoyable activities(8,9). In addition, poor care at the end 

of life was neither an important factor in a patient’s request for euthanasia or PAS(8).

Following the above-mentioned absence or inadequacy of communication about 

end-of-life decisions and the debate on the complex relationship between severe 

symptoms, quality of life, and end-of-life options including euthanasia and PAS, 

we decided to perform a longitudinal prospective study in patients in the palliative 

phase of cancer. We investigated whether end-of-life decisions had been discussed 

and carried out in this phase. Our special interest was in the relationship between 

total symptom burden, quality of life, and end-of-life decisions in terms of their vari-

ations over time. 

Methods
Study participants
Patients were selected from two non-academic hospitals in Amsterdam and from 

general practitioners’ practices in the catchment area of these hospitals in the period 

from January 2000 to June 2002. Patient recruitment began on 1 January 2000. 
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Patients were followed up until the end of the study period (31st December 2002) or 

until they left the study due to death or because they had become too ill (‘terminal 

stage’ of disease) to participate in the judgement of their physician, or because they 

themselves refused further participation. 

For inclusion in the study we identifi ed patients in the participating hospitals 

with malignant tumours of the following three disease types and stages: advanced 

breast carcinoma or gastrointestinal cancer (pancreatic, oesophagus, colon, rectum 

or stomach carcinoma) with progressive disease (metastases, local recurrence, 

progression of disease) or lung carcinoma (small-cell lung cancer [SCLC] extensive 

disease or non-small-cell lung cancer [NSCLC] stage IIIb and IV). Only patients in the 

palliative phase were selected; this was defi ned as having non-curable cancer with a 

life expectancy of 1-12 months as judged by their physician (GP or medical specialist). 

Criteria for exclusion were: no or limited command of the Dutch language, mentally 

incompetent to fi ll in the questionnaire (e.g. dementia) without a closely related 

proxy, being under 18 years old or too ill to be interviewed (as judged by a physician).

The patients were asked by their physician (GP or medical specialist) to partici-

pate in the study. Written consent was obtained from every patient after he or she 

was fully informed about the study by their GP or medical specialist. A member of 

the research team visited all patients at home. During this home visit the patient 

was given additional information about the study and completed the baseline 

questionnaire.

Assessments: patients and GPs
After fi lling in the baseline questionnaire during the home visit, the participating 

patients completed questionnaires sent to them at two monthly intervals by post. 

If requested, a member of the research team visited the patient at home to help fi ll 

in the questionnaire. It included questions on symptom prevalence and severity as 

indicators for symptom burden, the Symptom Monitor(10). The Symptom Monitor 

consists of ten most prevalent symptoms(11) in the palliative phase of cancer. 

Prevalence and severity are assessed by means of a ten-point scale ranging from zero 

(no suffering) to ten (most unbearable suffering). Symptom burden was calculated 

by adding up the severity scores on the ten items (prevalent symptoms) rated. The 

higher the score, the higher the patient’s symptom burden.

Assessment of quality of life was evaluated using the cancer-specifi c EORTC-QLQ 

C30 questionnaire(12) containing a total of 30 items and including six quality of life 

domains: general quality of life (QL), physical functioning (PF), role functioning 

(RF), emotional functioning (EF), cognitive functioning (CF) and social functioning 
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(SF). The questionnaire has a four-point scale as rating (responding) procedure, from 

‘not at all’ to ‘very much’. The summarising domain scores are defi ned between 0 and 

100. High scores in the domains mean a better quality of life and better patient’s 

functioning(12). A total score on a quality of life domain of less than 50 was defi ned as 

‘low’ and a score of more than 50 was defi ned as ‘high’ within the analysis (Table 3).

The patient characteristics (demographics, primary tumour type, co-morbidities, 

etc.) used in the assessment were extracted from medical data from GPs practices 

and medical records from the participating hospitals. 

All general practitioners who recruited a patient to the study were asked to fi ll 

in a questionnaire at inclusion of their patient. If applicable another questionnaire 

was sent to the GP by mail shortly after the patient had died. The main goal of both 

questionnaires completed by the GP was to obtain information on whether any 

conversation had taken place about end-of-life decisions (for defi nitions see next 

section) between the patient and GP and whether any end-of-life decision had been 

carried out. This study used data from GPs and the baseline assessment (estimated 

at 12 months before death) of the participating patients, the follow up question-

naires posted to patients at two-monthly intervals up until time of death as well as 

the questionnaire completed by GPs after their patient’s death. 

The study was approved by the Medical Ethical Committee of the Academic 

Medical Centre in Amsterdam.

End-of-life decisions
In this study we defi ned end-of-life decisions as follows:

Table 1: End-of-life decisions defi ned in this study. 

Patient group End-of-life decision Defi nition

Natural death 
group

natural death none of the patients underwent any end-of-life intervention. All died 
naturally.

Other end-of-life 
intervention group

alleviation of symptoms using opioids or similar drugs in high doses, while taking into account 
the hastening of death as a possible but unintended side effect*

withdrawal or 
withholding treatment

decisions to withhold or withdraw any potentially life-prolonging or 
cure-aimed treatments (non-treatment decisions)*

Euthanasia/PAS 
group

euthanasia the administration of drugs with the explicit intention to end life at the 
patient’s request*

physician-assisted 
suicide

the prescription or supply of drugs with the explicit intention to enable 
the patient to end his or her own life*

* Adapted from J.A.C. Rietjens: Medical decision-making at the end of life. Thesis Feb 1 2006. Erasmus University, 
Rotterdam, and adapted from an article by Rietjens(13). 
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We divided the deceased patients into three patient groups, guided by the end-of-

life decisions described in Table 1: patients who died without end-of-life interven-

tion (=natural death group); patients who underwent end-of-life decisions other 

than euthanasia or PAS including withholding life-prolonging treatment and the 

alleviation of symptoms or non-treatment decisions (=other end-of-life interven-

tion group); and a third group consisting of patients who underwent euthanasia or 

physician assisted suicide (PAS) (=euthanasia/PAS group).

Analysis
We analysed differences in quality of life domain scores comparing patients who 

died naturally to patients for who end-of-life decisions were carried out, using the 

six quality of life domains of the EORTC-QLQ C30 questionnaire. Pearson Chi 

Square tests were used to identify differences between the different patient groups 

(natural death, other end-of-life decisions, euthanasia/PAS) at baseline, 12 months 

before time of death.

To examine possible differences in quality of life and symptom burden between 

the different patient groups, the longitudinally assessed quality of life domains 

were compared using repeated measures ANOVA with patient groups, with time 

as 0-12 months before death, the interaction between time and end-of-life group, 

and baseline scores (12 months prior to death) as effects. In the case of a signifi cant 

difference between patient groups, a post hoc test was carried out. All analyses were 

carried out using SPSS version 14.0; p-values of <0.05 were considered to be statisti-

cally signifi cant.

Results
Patients (Table 2)
Of all 146 patients who participated in the prospective study, 113 (77%) died within 

the study period. Data available by 101 general practitioners allowing us to evaluate 

whether they had discussed end-of-life decisions with their patients. The demo-

graphic characteristics of deceased patients (n=113) with complete data at baseline 

are listed in Table 2. No statistically signifi cant differences at baseline (12 months 

before death) were seen in terms of the age, tumour type or sex of the deceased 

patients.

For the longitudinal analysis, comparing quality of life and symptom burden 

till time of death, only patients with complete longitudinal data (n=110, 97%) were 

included. Of the 110 deceased patients with complete longitudinal data, 26 patients 
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made their fi nal assessment 0-1 month before death (24% of the deceased patients 

in the analysis), 30 patients completed their last questionnaire 1-2 months before 

death (27%), 53 patients fi lled in their last at 2-4 months (48%) and 45 patients 

completed their fi nal questionnaires 4-6 months before death (41%) (see Figure 1). 

Table 2: Distribution of deaths according to end-of-life decisions in relation to demographics at time of inclusion (T0)

n=113 died naturally 
without any 
EOL

died with EOL, 
other than 
euthanasia or 
PAS*

died by 
euthanasia or 
PAS**

total

age < 65 33 (49.3) 13 (38.2)  8 (66.7) 54 (47.8)

> 65 21 (63.6) 21 (61.8)  4 (33.3) 59 (52.2)

gender men 29 (43.3) 14 (41.2)  5 (41.7) 48 (42.5)

women 38 (56.7) 20 (58.8)  7 (58.3) 65 (57.5)

type of cancer breast 16 (23.9)  8 (23.5)  1  (8.3) 25 (22.1)

lung 27 (40.3) 14 (41.2)  4 (33.3) 45 (39.8)

gastro-intestinal 21 (31.3) 12 (35.3)  7 (58.3) 40 (35.4)

other  3  (4.5)  0  0  3  (2.7)

co-morbidity 0 42 (62.7) 22 (64.7)  5 (41.7) 69 (61.1)

1 14 (20.9)  5 (14.7)  4 (33.3) 23 (20.4)

2  7 (10.4)  4 (11.8)  1  (8.3) 12 (10.6)

3  4  (6.0)  2  (5.9)  1  (8.3)  7  (6.2)

4  0  1  (2.9)  1  (8.3)  2  (1.8)

caregiver with 46 (68.7) 25 (73.5)  8 (66.7) 79 (69.9)

without 21 (31.3)  9 (26.5)  4 (33.3) 34 (30.1)

psychological problems‡ no 28 (63.6) 12 (60.0)  6 (50.0) 46 (40.7)

yes 16 (36.4)  8 (40.0)  6 (50.0) 30 (26.5)

social problems‡ no 35 (81.4) 14 (70.0)  8 (66.7) 57 (50.4)

yes  8 (18.6)  6 (30.0)  4 (33.3) 18 (15.9)

total 67 (45.9) 34 (23.3) 12  (8.2) 113

‡ Data missing. 
* 2 cases missing for longitudinal analysis.
** 1 case missing for longitudinal analysis.
PAS: Physician assisted suicide.
Other EOL: other end-of-life decisions apart from euthanasia or PAS, including symptom treatment with the possible 
effect of hastening death, withholding life-prolonging treatment or other non-treatment decisions.
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Figure 1: Assessments longitudinally till time of death (12 months before death)
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End-of-life options discussed (data not shown)
From all deceased patients (n=113) we were able to determine from a number of 101 

whether they had discussed end-of-life decisions with their GPs in the last months 

prior to their death: 62 patients (61%) discussed euthanasia and physician-assisted 

suicide; alleviation of pain or other symptoms, taking into account the possibility that 

life could be shortened as a possible but unintended consequence, had been discussed 

by 67 patients (66%); other end-of-life decisions (withholding any life-prolonging or 

cure-aimed treatments) had been discussed by 78 patients (77%). Not every patient 

had discussed end-of-life decisions in early onset but they had done so during the pal-

liative phase of their disease, that is, in the last weeks or months before death. 

Performed end-of-life options (Table 2 and 3)
End-of-life decisions were carried out in 46 patients, 31.5% of all partici-

pating patients in the study (n=146) and 41% of all deceased patients (n=113). 

Twelve patients underwent withholding life-prolonging or cure-aimed treatment 

and 22 patients decided to be treated for alleviation of pain or other symptoms 

taking into account the possibility that death could be hastened. Physician-assisted 

suicide was chosen for two patients and euthanasia was carried out for ten patients 
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(22% of all undergone end-of-life decisions, 9% of all deceased patients). Of all 

deceased patients, 67 patients (59%) died a natural death, without the assistance of 

any known end-of-life decision that could possibly have hastened death. 

No statistical signifi cant differences were seen in general characteristics, such as 

sex, age, tumour type or quality of life in a comparison of patients who underwent 

end-of-life decisions or who did not.

Table 3: Distribution of deaths according to end of life decisions in relation to symptom burden and quality of life 
domains at time of inclusion (T0)

n=113 score

died 
naturally 
without any 
EOL

died with 
EOL, 
other than 
euthanasia 
or PAS*

died by 
euthanasia 
or PAS** total

quality of life 
domains       

PF low 33 (49.3) 19 (55.9)  4 (33.3)  56 (49.6)

high 34 (50.7) 15 (44.1)  8 (66.7)  57 (50.4)

RF low 35 (52.2) 17 (50.0)  4 (33.3)  56 (49.6)

high 32 (47.8) 17 (50.0)  8 (66.7)  57 (50.4)

EF low 16 (23.9)  6 (17.6)  1  (8.3)  23 (20.4)

high 51 (76.1) 28 (82.4) 11 (91.7)  90 (79.6)

CF low  4  (6.0)  3  (8.8)  1  (8.3)   8  (7.1)

high 63 (94.0) 31 (91.2) 11 (91.7) 105 (92.9)

SF low 14 (20.9)  7 (20.6)  2 (16.7)  23 (20.4)

high 53 (79.1) 27 (79.4) 10 (83.3)  90 (79.6)

QL low 19 (28.4) 12 (35.3)  6 (50.0)  37 (32.7)

high 48 (71.6) 22 (64.7)  6 (50.0)  76 (67.3)

symptom burden low (<10) 16 (23.9)  6 (17.6)  1  (8.3)  23 (20.4)

moderate (10-25) 27 (40.3) 18 (52.9)  7 (58.3)  52 (46.0)

high (>25) 24 (35.8) 10 (29.4)  4 (33.3)  38 (33.6)

total 67 (45.9) 34 (23.3) 12  (8.2) 113

* 2 cases missing for longitudinal analysis.
** 1 case missing for longitudinal analysis.
PAS: Physician assisted suicide.
Other EOL: other end-of-life decisions besides euthanasia or PAS, including symptom treatment with the possible 
effect of hastening death, withholding life-prolonging treatment, other non-treatment decisions. PF= physical 
functioning, RF= role functioning, EF= emotional functioning, CF= cognitive functioning, SF= social functioning, 
QL= general quality of life. Score quality of life domain ‘low’ meant a score under 50 score, quality of life domain ‘high’ 
meant a score above 50.
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Longitudinal analysis 
Total group (data not shown)

In general, in a longitudinal comparison of all the patient assessments, the closer 

the patients came to death, the greater the deterioration in all the domains of quality 

of life. Time, in days to date of death, was a statistically signifi cant factor in the 

model (p <0.05) used for the longitudinal analysis.

Patients groups, symptom burden and quality of life domains (Figures 2-8)

The most striking differences were seen in general QL scores 1-2 months before 

death comparing patients who died naturally and patients who died by euthanasia or 

PAS (scores of 46.7 and 29.2 respectively), but this difference vanished coming closer 

to death or some two or three months earlier. The scores of the euthanasia/PAS group

Figure 2: Quality of life
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Figure 4: Role functioning
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Figure 3: Physical functioning
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Figure 5: Emotional functioning
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were based on the assessment of only four patients at 1-2 months before death, so we 

recommend caution as to the reliability of the results. Differences at any point in time 

during the last year of life in the longitudinal analysis for all quality of life domains 

were not statistically signifi cant. 

Other quality of life domains such as PF and RF scored higher for patients 

who died naturally (1-2 months before death, 40 and 43 respectively) compared 

to patients who died through any end-of-life decision including euthanasia/PAS 

(15 and 17 respectively). However, 6-8 months before death the differences in PF 

and RF scores were more similar in both groups (PF and RF both 51, respectively, to 

40 and 44). The group of participants with complete data, in particular the eutha-

nasia/PAS group was very small (range n=3-4) at some points in time. Differences in 

quality of life scores and symptom burden were not statistically signifi cant. 

Figure 6: Cognitive functioning
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Figure 8: Symptom burden
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Figure 7: Social functioning
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In all quality of life domains, no statistically signifi cant differences were seen in a 

longitudinal comparison of the various groups (natural death, other EOL-decisions, 

euthanasia/PAS) with regard to the different end-of-life decisions. Overall symptom 

burden increased coming closer to the time of death. There were no  signifi cant 

differences between the scores 1-2 months before death of patients who died 

naturally and patients who had carried out an end-of-life decision (20 compared to 

25 respectively). Other points in time were not typifi ed with signifi cant differences 

in symptom burden in a comparison of the patient groups.

Discussion
In this study we examined if end-of-life decisions had been discussed between 

patients and their GPs and how often these end-of-life decisions had been carried 

out. We were also interested in discovering if presumed differences in quality of life 

and symptom burden were indeed present in patients who underwent end-of-life 

decisions including euthanasia or physician-assisted suicide(PAS) compared to 

patients who died a natural death.

Our study revealed that discussion of end-of-life decisions is common practice in 

the palliative phase of cancer. More than 50% of the deceased patients talked about 

end-of-life options such as euthanasia or physician-assisted suicide with their GP 

and 82% also discussed other decisions such as non-treatment decisions, with-

holding life-prolonging treatment or treating symptoms with the possible effect of 

shortening life. As evidenced by this study, for patients in the Netherlands with such 

diseases as cancer, talking about end-of-life decisions has become a part of the care 

they are given by GPs in the last phase of lives.

Compared to data on the general Dutch population for numbers of conducted 

end-of-life interventions (1.7%)(4,6), our study had a higher percentage of patients 

who underwent euthanasia or physician-assisted suicide (n=12, 11% of all deceased 

patients). It is well known that euthanasia predominantly involves patients with 

cancer(8,14). Of the patients reported undergoing euthanasia or PAS in other litera-

ture, the percentage with cancer differed from 70% to even more than 80%, 

depending on the study group(4,8). Since our study population consisted only of 

cancer patients we automatically assumed we would fi nd a higher percentage of con-

ducted end-of-life interventions when compared to the general Dutch population. 

Quality of life and symptom burden was examined longitudinally in the entire 

group of deceased patients in the study during their last year of life. Overall, we 

saw a signifi cant deterioration of quality of life in all six domains and an increased 
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symptom burden in all deceased patients. Especially the domains of general quality 

of life (QL) and physical functioning (PF) worsened in the last months of life. 

Comparing this decline with the fi ndings in other literature, the same pattern, 

labelled a ‘disease trajectory’, has been described in cancer patients. Coyle et al. 

showed the presence of a considerable amount of pain and a high symptom burden 

in the advanced cancer stage in the last months of life(15). Murray described the 

last period of life of cancer as a period of ‘decline in physical health over a period 

of weeks, months, or, in some cases, years’(16). Lunney discovered that a group of 

cancer patients ‘experienced better functional status early in the fi nal year of life, but 

during the three months before death were markedly more disabled’(17). In an article 

by Teno, a sharp impairment of daily living activities was seen in the cancer patients 

in the last fi ve months of life(18). This burden of disease is comparable with the fi nd-

ings in our study. 

Among the deceased patients with complete longitudinal data which we could 

use for the analysis (n=110), no substantial, statistically signifi cant differences were 

seen in quality of life domains and symptom burden when comparing patients who 

died naturally with patients who died after an end-of-life decision, including eutha-

nasia and physician-assisted suicide. Nevertheless quality of life, especially general 

quality of life and physical functioning, did differ in a comparison of patients with 

and without carried out end-of-life decisions. The euthanasia or PAS group in par-

ticular showed a signifi cant trend of deterioration in general quality of life compared 

to the other groups with for instance a difference of 15 points and a difference of 

25 points on physical functioning. The domain of general quality of life, cognitive 

functioning and overall symptom burden was also characterised with a large dif-

ference between the patient groups. No reliable conclusions should be drawn from 

those fi gures as the comparisons were based on a small number of participants and 

assessments. 

The current debate about euthanasia or PAS lacks signifi cant empirical research 

data illuminating many aspects of and claims for end-of-life decisions(8). It has been 

substantiated that symptom severity and the decreasing quality of life patients expe-

rience at the end of life are among the reasons that would motivate them to request 

euthanasia or PAS. On the one hand the literature qualifi es symptoms such as pain, 

fatigue and dyspnoea as reasons for requesting the prescription of lethal medica-

tion, in a range of 27-43% patients in palliative care(9). In a review including a study 

of the debate and empirical research on euthanasia and PAS, Emanuel reported 

that more than 95% of the patients who underwent euthanasia or PAS had severe 

symptoms. Pain has a particularly high prevalence with a range from 54% to more 
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than 80% in patients of this review. However, this review concluded that pain was 

not the primary factor or predictor motivating patients to request euthanasia or PAS. 

It was described as one subsidiary factor among such factors as depressive feel-

ings, hopelessness and other psychological factors(8). In a study by Ganzini, fatigue 

and dyspnoea were seen as important considerations in the decision to request a 

prescription for lethal medication. Values such as loss of independence or the wish 

to control the circumstances of death were more important when compared with 

physical symptoms, for instance pain, in the choice for end-of-life decisions(9). 

Sullivan et al. reported such factors as loss of autonomy approaching death and the 

inability to participate in activities that make life enjoyable as more important to 

requests for PAS than symptom severity or quality of life decisions(19).

In our study we found no signifi cant differences, at least not statistically signifi -

cant, in symptom burden or quality of life in a longitudinal comparison of different 

end-of-life groups approaching death. This can add to the debate that symptom 

burden or deteriorated quality of life, in our study at least, were however at some 

timepoints lower compared to the patients who died naturally, but were no quali-

fying factors for conducting end-of-life interventions. The relationship between 

symptom burden, quality of life and end-of-life decisions remains uncertain. 

The patients’ completed EORTC QLQ C30 questionnaires showed that quality of 

life deteriorated in our population, especially in the last weeks of life. Whether this 

questionnaire differentiates well enough to fi nd cancer deterioration in the palliative 

phase of the disease has been a topic in many discussion groups and conferences 

(e.g. European Association of Palliative Care (EAPC) or International Union Against 

Cancer (UICC) conferences) and can be argued for by our fi ndings. This question-

naire has proven its value in picking out ‘burden of disease’ in the last phase of life 

with cancer, as the results of this study show when compared with fi ndings from the 

literature on disease trajectories as described in the forth paragraph of this article.

Conducting research on vulnerable, terminally ill patients is a complex matter. 

The high attrition rate close to their deaths symbolised the complications for this 

study. Comparisons of quality of life and symptom burden between our patient 

groups were based at times on a very small number of patients, particularly shortly 

before death, which limited our ability to draw fi rm conclusions. 

However, we can conclude that end-of-life decisions are part of Dutch regular 

palliative care and no differences were found in either symptom burden or quality 

of life in patients who died naturally in comparison to patients who underwent an 

end-of-life decision.
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