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CHAPTER 8 
PREFERENCES ABOUT EUTHANASIA AND THEIR 

STABILITY OVER TIME: A LONGITUDINAL COHORT 

STUDY

“Hold me till I die

Meet you on the other side”

Just Breathe, 

by Pearl Jam

M.P.S. van Wijmen, H.R.W. Pasman, P.M. van de Ven, G.A.M. Widdershoven, B.D. Onwuteaka-Philipsen.



ABSTRACT

Background
In the Netherlands people can record their preferences concerning euthanasia in advance using 

an advance euthanasia directive (AED). When would the holders of an AED want euthanasia? 

Do they distinguish between cancer and dementia? Do their preferences stay stable over time? 

Is the experience of a life-event, like a change in health, of influence on stability of preferences?

Methods 
We followed a cohort of 3426 people owning an AED over a period of 3 years. They received 

questionnaires in 3 waves. To query their preferences about euthanasia we used hypothetical 

scenarios about cancer and dementia. Using generalized estimating equations we analysed 

whether life-events and quality of life influenced changes in preferences.

Results 
A large majority of holders of an AED would want euthanasia in case of both advanced 

cancer and dementia. A large majority of these preferences stayed stable over time. Only the 

experience of a positive life-event, like the birth of a (grand)child, was associated with instability 

of preferences.

Conclusions  
There is a small minority of holders of an AED with instable preferences and instability of 

preferences about euthanasia is only associated with the experience of a positive life-event. 

These findings suggest that AEDs should be taken seriously, but also need to be discussed 

on a regular basis by their owners with loved-ones and caregivers.
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INTRODUCTION

Because of progress in medicine and a growing older population, increasingly difficult decisions 

have to be taken about medical care surrounding the end of life. As a result knowledge of 

patient’s preferences becomes more relevant. To try to ensure treatment according to someone’s 

preferences, also in situations where the patient has become incapacitated, preferences are 

more often recorded in advance, for instance with the use of advance directives (ADs). 

 As with other decisions concerning medical care at the end of life, performing euthanasia is an 

irreversible act. The preferences concerning euthanasia and the question if these preferences 

stay stable over time are thus of great interest. A wish for euthanasia in a possible situation in 

the future can be recorded in an advance euthanasia directive (AED).

 Previous research showed that both caregivers and the general public make distinctions 

between euthanasia in case of cancer and in case of dementia: more people consider euthanasia 

to be acceptable in case of cancer as compared to dementia 1,2. So what are situations in which 

people who own an AED would want euthanasia? And do they distinguish between cancer and 

dementia in their preferences?

 When it comes to preferences about care at the end of life, a question often raised is if 

preferences are subject to instability because of a change in health status and adaption 

of a person to that new situation. Auriemma et al. did a review on stability of preferences 

concerning forgoing or continuing treatment at the end of life and found preferences in majority 

stay stable3. However, they also concluded more research was necessary on the association 

between instability of preferences and change in health status.

 When it comes to euthanasia, few studies have been done on stability of preferences 4–6. 

They used populations of people who were severely ill or did retrospective research after 

death. All showed a majority of stable preferences on euthanasia over time. They also found 

that not all wishes resulted in actually receiving euthanasia 5,6. 

 The study presented in this article adds to these previous studies, because it differs in 

population, sample size and design. We followed a large cohort of people having an AED. Our 

study was performed in the Netherlands, where euthanasia is legal if certain criteria are met. 

One of these criteria is a voluntary and well-considered request, which also may have been 

written down in an AED when still competent and used at a time when patients are not able to 

express their wishes anymore 7. 

 Over time we repeatedly investigated the preferences on euthanasia of our population, 

using hypothetical scenarios about cancer and dementia. We also asked respondents if they 

had experienced a life-event, for instance a change in their own health or in the health of a 

loved-one. The aim was to answer the following research questions:

•	 What are the preferences concerning euthanasia of holders of an AED? Do they distinguish 

between cancer and dementia when it comes to their preferences?

•	 Do the preferences concerning euthanasia of holders of an AED stay stable over time? 

Is instability of preferences associated with health status or the experience of life-events?
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METHODS

Population
We used the Advance Directives Cohort (ADC) 8 and selected respondents owning an AED 

(n=3426). The ADC started in 2005. Data used for this paper came from the period 2007 to 

2010. Respondents were approached using the membership files of Right-to-Die-NL (NVVE), 

an association who advocated for the legalization of euthanasia in the Netherlands in the past. 

Since euthanasia is legal, they plea for extended self-determination at the end of life and provide 

the most common standard ADs in the Netherlands, including an AED. A random sample of 

their members was approached with sufficient information about our study and then asked to 

participate in the cohort. If they agreed to participate, their personal details remained with the 

NVVE, so they all were anonymous respondents to the researchers. During the duration of the 

study respondents left the cohort for various reasons, because they deceased, moved, ended 

their membership with the association, or choose no longer to participate. The Medical Ethics 

Review Committee of the VU University Medical Center approved this study.

Questionnaires
Every one and a half years the respondents received a written questionnaire. They were asked 

questions about their background, health, quality of life, the experience of life-events, their ADs 

and also about their preferences concerning care at the end of life. Their preferences were 

investigated using hypothetical scenarios. The respondents were asked to picture themselves 

in a situation where they suffered from end-stage cancer or dementia and if they would prefer 

euthanasia in that case (see supporting file). These scenarios were presented to them three 

times, between 2007 and 2010. 

 To measure experienced quality of life we used the EQ-5D, a set of questions mainly focused 

on health status, used to calculate a utility score 9,10.

Statistical analyses
We used descriptive statistics for the cross-sectional data on the preferences of our respondents. 

For the longitudinal data we used generalized estimated equations (GEE). GEE is suited for 

longitudinal analyses, because it takes into account the fact that multiple observations of one 

subject are used over time and corrects for within-subject correlation. 

 The dependent variable in the GEE analyses was change in preferences (measured twice, first 

between wave 1 and wave 2 and then between wave 2 and wave 3). These analyses were stratified 

by preference (yes/no) at the start of the interval in order to see what life events were associated 

with changes from yes to no and what life events were associated with changes in the other 

direction. As independent variables we considered the occurrence of life events within the same 

interval and the quality of life measured by EQ-5D at the end of the interval. An exchangeable 

working correlation structure was used and analyses were corrected for gender and age at 

wave 1. Analyses were performed in SPSS version 22. Significance was defined as p < 0.05. 
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RESULTS

Table 1. shows the characteristics of the respondents of the cohort.

Table 1. Respondent Characteristics (n=3426) 

Age, mean (SD), in years 68.9 (11.8)

Sex, No. (%)

Male 1138 (35%)

Female 2122 (65%)

Health status: EQ-5D*

Median 0.84

25th percentile 0.78

75th percentile 1.00

Life-events

Change in own health, No. (%)

Occurrence between first and second evaluation of preferences 1040 (30%)

Occurrence second and third evaluation of preferences 1123 (33%)

Change in health of a loved-one, No. (%)

Occurrence between first and second evaluation of preferences 649 (19%)

Occurrence second and third evaluation of preferences 585 (17%)

Death of a loved-one, No. (%)

Occurrence between first and second evaluation of preferences 507 (15%)

Occurrence second and third evaluation of preferences 457 (13%)

Postive life-event: birth of a (grand)child or a new partner, No. (%)

Occurrence between first and second evaluation of preferences 324 (10%)

Occurrence second and third evaluation of preferences 316 (9%)

Moving to home for the elderly or nursing home, No. (%)

Occurrence between first and second evaluation of preferences 51 (2%)

Occurrence second and third evaluation of preferences 52 (2%)

*The EQ-5D is a validated set of questions on five domains (mobility, self-care, usual activities, pain and discomfort, 
anxiety and depression), which can be used to calculate a utility score representing someone’s health perceived 
quality of life. A score of 1 represents full health and a score of 0 represents death.

Table 2 shows the preferences concerning euthanasia of our respondents in 2010. In case of 

advanced cancer as well as dementia majorities of respectively 97% and 95% would (probably) 

want euthanasia. The part that probably wanted euthanasia, in other words the part that was 

less explicit in its wishes, was larger in case of cancer (17%; 95% confidence interval (95%-CI) 

16-19%) as compared to dementia (11%; 95%-CI 10-12%). When we did separate analyses on the 

difference between cancer and dementia, we found that 4% (95%-CI 3-5%) wanted euthanasia 

in case of cancer and not in case of dementia. The other way around this was 2% (95%-CI 1-2%).
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Table 2. Preferences concerning euthanasia of holders of an AED

     2010, rounded percentages (95%-confidence intervals).

In case of advanced cancer In case of advanced dementia

(n=2800) (n=2793)

Yes 80 (78-81) 84 (82-85)

Probably yes 17 (16-19) 11 (10-12)

Probably no 2 (1-2) 2 (1-2)

No 1 (1-2) 4 (3-5)

Table 3 shows the stability of preferences concerning euthanasia over time. Majorities have 

stable preferences for both scenarios, however this majority is larger in case of cancer (94%) as 

compared to dementia (90%). When we tested this difference statistically using GEE, we found 

that the odds to change preferences in case of cancer were smaller as compared to dementia 

(OR = 0.65; 95%-CI 0.52-0.81).

 When we investigated if instability of preferences was associated with the experience of life-

events and experiences quality of life, we found there was no association between instability of 

preferences and a change in own health, change in health of a loved-one, the death of a loved-

one, moving to a home for the elderly or nursing home and perceived quality of life (Eq5d).

In case of cancer the experience of a positive life-event (the birth of a (grand)child or a finding 

a new partner) was associated with larger odds to change to not wanting euthanasia (OR = 1.81; 

95%-CI 1.13-2.88). 

Table 3. Stability of preferences concerning euthanasia

      2007-2010, n=3426, rounded percentages.

Cancer Dementia

Stable at one side of the spectrum

Total 94 90

Every time the same answer

Wanting euthanasia

‘Yes’ 63 73

‘Probably Yes’ 6 3

Not wanting euthanasia

‘Probably No’ 0 0

‘No’ 0 0 

Changing within one side of the spectrum

Within Wanting Euthanasia 24 14

Within not wanting Euthanasia 0 0

Changing: crossing over to the other end of the spectrum

Total 6 10

From Wanting to Not Wanting Euthanasia 3 5

From Not Wanting to Wanting Euthanasia 2 3

Crossing over, but crossing back again 2 2
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DISCUSSION

To answer the two main questions of our study: a large majority of people having an AED 

would prefer euthanasia in case of advanced cancer and dementia and a large majority of 

these preferences stayed stable over time. Previous studies found preferences concerning the 

end of life remained stable over time as well, both those concerning potentially life-prolonging 

treatments 3 (see also chapters 6 and 7) and euthanasia 4-6. We did find a minority with instable 

preferences (6-10%). The finding that there was a possibility, even though not very likely, 

that holders of an AED could change their mind about when they would want euthanasia, 

stresses the importance of communication about preferences, especially between patients and 

caregivers. This is an argument we made before, based on different results about people who 

haven an AD and their preferences 11,12. 

 The first sub question we aimed to answer was: did our respondents distinguish between 

cancer and dementia? This seemed to be so, when it came to their preferences concerning 

euthanasia as well as the stability of these preferences. Owners of an AED seemed to be more 

certain in their preferences about euthanasia in case of dementia than in case of cancer. We 

found the same result concerning preferences about continuing or forgoing treatment at the 

end of life in a study using largely the same population 11. Slightly more respondents preferred 

euthanasia in case of cancer, while we found before there were more respondents preferring 

to forgo medical treatment, in other words to shorten life, in case of dementia 11. We found 

another difference between preferences concerning euthanasia and medical treatment at the 

end of life. Concerning euthanasia we found more instable preferences in case of dementia, 

while concerning treatment at the end of life this was in case of cancer (see chapter 7). These 

findings may reflect actual practice in the Netherlands, where performing euthanasia in case 

of dementia is considered much more problematic than in case of cancer 1,2,13. Concerns about 

euthanasia in case of dementia are about the difficulties of communicating with dementia 

patients about their preferences and about the extent of their suffering 13. 

 To answer the last sub question, we found almost no associations between instability of 

preferences about euthanasia and the experience of life-events, like a change in health, or 

perceived quality of life. Only the experience of a positive life-event increased the odds of 

changing to not wanting euthanasia in case of cancer. Partly this could be explained by the fact 

that the numbers of respondents with instable preferences were so small, which decreases 

chances to find statistically significant associations. Bolt et al. drew largely from the same 

population, the ADC, for their study as we did. They studied preferences for euthanasia over 

time by questioning family members of cohort members about the last 3 months of their lives 

after they had deceased 6. They found that a change or deterioration in health generally did 

not seem to influence preferences concerning euthanasia, which confirms our results of no 

associations between instability of preferences and a change in health or quality of life. 

 It’s important to realize that they also found that not everybody who has an AED does an 

actual request for euthanasia, as others found as well 5. The situation described in the AED, 
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does not always have to occur in reality. In a qualitative study we did with a population of 

people suffering from an illness, also selected from the ADC, it proved to be difficult to translate 

the preferences written down in an AD into real life 12. 

 We think the size of our sample and prospective design of our study are both strengths. The 

use of written questionnaires has its limitations. The use of hypothetical cases for instance, 

is a quite rigid method to query someone’s preferences about euthanasia and results in a 

simplification of these preferences. However, this method gave us the possibility to query the 

preferences about euthanasia of a large sample over time.

CONCLUSION

A large majority of people who have an AED would want euthanasia both in case of advanced 

cancer and euthanasia. There are some subtle differences between these two illnesses when 

it comes to preferences about euthanasia. Preferences in case of dementia were expressed 

with more certainty for instance, while slightly more respondents preferred euthanasia in case 

of cancer. 

 Instability of preferences does not seem to be an argument against the use of AEDs, as a 

large majority of their owners have stable preferences concerning euthanasia over time. 

 However, there is a minority, be it a small one, with instable preferences. Furthermore, 

instability of preferences about euthanasia is associated with the experience of a positive life-

event, like a new partner or the birth of a (grand)child. These findings suggest, that AEDs need 

to be discussed on a regular basis by their owners with loved-ones and caregivers.
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