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CHAPTER 1
General introduction 



Palliative care

as a response to the increasing marginalization of death in society and the medicalization 

of dying within the health care system.(1) Advances in public health and medical treatment 

caused a change in the pattern of causes of death, from infectious diseases or trauma 

to cardiac diseases and cancer. These shifts involved important changes in how we die. 

Instead of dying quickly, often within days, there is now often a period of illness of weeks 

or months preceding death.(2)

clinical and social aspects of care for patients who were dying. A new view on dying 

emerged, including concepts of dignity, autonomy and meaning at the end of life. 

Systematic research on care of the dying increased.(1) Cicely Saunders, who was working 

in caring for terminally ill patients became an inspiration for people throughout the 

which means to cloak or cover, was introduced by the Canadian surgeon Balfour Mount, 

founder of palliative care in North America.(3, 4) Care for terminally ill patients evolved 

trajectories and in various settings, such as hospitals and the community.(1) Nowadays, 

palliative care is a medical specialization in a growing number of countries.(5) In 2002, 

is an approach that improves the quality of life of all patients facing a life-threatening 
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patients and their families facing the problems associated with life-threatening illness, through 

- provides relief from pain and other distressing symptoms;
- 
- intends neither to hasten nor postpone death;
- integrates the psychological and spiritual aspects of patient care;
- offers a support system to help patients live as actively as possible until death;
- 

own bereavement;
- uses a team approach to address the needs of patients and their families, including 

bereavement counseling, if indicated;
- 
- is applicable early in the course of illness, in conjunction with other therapies that are 

intended to prolong life, such as chemotherapy or radiation therapy, and includes those 
investigations needed to better understand and manage distressing clinical complications.

emphasizes aspects like autonomy, dignity, access to information and the provision and 

coordination of care by an interdisciplinary team.(7)

Through the years, the idea that palliative care is only relevant in the last weeks of life, 

was replaced by the concept that palliative care should be offered alongside curative 

treatment, to support people with chronic, progressive illness, sometimes over many 

was originally developed by Lynn and Adamson.(9) In this model, a distinction is made 

between four stages (Figure 1):(10)

1. Stage of more disease- than symptom-oriented palliation. During the stage of 

disease-oriented palliation care is aimed at maintaining and improving quality of 

are aware of the temporary nature of the treatment effects on the underlying disease 

Furthermore, patient choices with respect to the treatment and the possible 

oriented treatment will also be discussed as a realistic possibility.

General introduction
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2. Stage of more symptom- than disease-oriented palliation. In this phase, care is 

aimed at maintaining and improving quality of life by focusing at the alleviation of 

symptoms. The principal care provider, patient and relative discuss the number, 

3. Dying phase. In this phase the dying person will be monitored for burdensome 

symptoms. Actions are mainly aimed at offering comfort and alleviation of suffering 

in the patient and at improving the quality of dying.

4. 

were involved in care in the palliative phase invite the relatives for a subsequent 

 

An important element of palliative care, especially during the disease-oriented phase, is 

across the physical, psychological, social, and spiritual domains. It encourages individuals 

to identify a personal representative and to record and regularly review any preferences, 

so that these can be taken into account should they, at some point, be unable to make 

in life where they have become incompetent and can help people to make plans in line 
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Palliative Care in the Netherlands

The Dutch health care system is characterized by a strong emphasis on primary care. A 

who are in the last stage of life often receive care from their general practitioner and, if 

needed, home care nurses. In case a patient is in need of hospital and clinical specialist 

care, referral from a general practitioner is required, a process also referred to as 

and a palliative care unit in a nursing home, originate from the 1990s. In 1996, a national 

that time, palliative care has developed rapidly, with support from the Dutch government.

Government policy in the Netherlands supports the idea that palliative care is generalist 

care and should therefore be provided by all healthcare professionals whenever necessary.

(18) If needed, specialist palliative care should be available, provided by caregivers with 

model distinguishes primary palliative care, which includes skills all clinicians should 

palliative care is not a distinct medical specialty, as it is in many other countries.

In the Netherlands, specialist palliative care is mainly provided by a) a nationwide system 

of regional palliative care consultation teams, b) palliative care consultation teams in 

hospitals and c) in hospices and palliative care units in nursing homes and hospitals. The 

General introduction
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(in 74% of all consultations), medical specialists (14%), nurses and carers (7%) and nursing 

home physicians (3%).(19)

insurers, developed this framework which describes what the quality of palliative care 

care professionals and, when required, specialist healthcare professionals and volunteers, 

work together as an interdisciplinary team in close collaboration with patients and their 

families, and tailor treatment to the stated values, wishes and needs of the patient.”(20) 

This statement underlines the importance of interdisciplinary teamwork as an essential 

component of palliative care.(21, 22)

Palliative care for cancer patients

Cancer has become one of the most common causes of death. In the Netherlands, 

curative treatment and there was little interest in care of people dying from cancer.(24) 

This changed in the second half of the twentieth century.(1)

the conceptual model of palliative care and provided a population of patients with 

with advanced disease.”(24) Today, the largest group of patients who are referred to 

specialized palliative care services consists of patients with incurable cancer, in the 

suffer from multiple and severe symptoms and problems, which can seriously affect 

or fatigue, but also from psychological, social and spiritual problems.(28, 29) Several 

international organizations have recommended that palliative care principles and practice 

should be integrated early in the care of patients with advanced cancer, and that the 

start of the palliative phase should be clearly marked for each individual patient.(6, 30-32) 

Despite the emphasis on primary care and the large percentage of home deaths in the 
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Netherlands, about 50% of patients with cancer are hospitalized at least once in the last 

three months of life.(33) Of patients who died of cancer in 2008, 46% died at home, 26% 

in the hospital, 19% in nursing homes and 7% in palliative care institutions.(33)

Palliative Care in hospitals

the hospital.(34, 35)

In hospitals, specialist palliative care is often provided by specialist palliative care teams 

is the act of seeking assistance from (an)other physician(s) or health care professional(s) 

the patient.(36) In the literature, ethical principles and concepts for providing effective 

consultations are described.(36, 37) Both the referring physician and the consultant have 

care. The level of consultation may range from a single visit, continuing collaborative 

care to the transfer of primary clinical responsibility.(36)

emotional, social and spiritual problems, prioritize these and propose a care plan to 

such as medical oncologists, neurologists, anesthesiologists, nurses, psychologists, 

by the management of the hospital, whereas others are not. Some teams are involved 

Organisation in 2013 showed that almost half of the hospitals (45 out of 92), were in 

in supporting professional caregivers and in providing specialized palliative care in the 

hospital.

General introduction
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patients with advanced cancer is gradually increasing, and mainly comes from the United 

care systems and cultures, such as the Netherlands.

A special form of consultation in end-of-life care

discretion of the attending physician, consultation is obligatory in case of euthanasia or 

physician-assistance in suicide. In Dutch society and health care there is a long tradition of 

relative openness towards issues around death and dying. Even before the development 

of palliative care, there has been a longstanding debate among medical practitioners, 

lawyers, ethicists, politicians and the general public on the administering of lethal drugs 

(43, 44) This resulted in the Euthanasia Law in 2002, in which euthanasia and physician-

assisted suicide are, under strict conditions, regulated. The legal requirements include 

the presence of a voluntary and well-considered request, unbearable suffering without 

prospect of improvement, absence of a reasonable alternative, the provision of adequate 

information to the patient and the application of a technically appropriate method to end 

life. Furthermore, an independent physician should be consulted to check whether the 

requirements of due care can be met. SCEN (Support and Consultation on Euthanasia 

in the Netherlands) physicians provide these consultations.(45)

Outline of this thesis

This thesis includes several studies on consultation in palliative and end-of-life care in 

the Netherlands. These studies are described in two parts.

Part 1: The COMPASS study
cts and costs of 

consultation teams for palliative care in hospitals for patients with incurable cancer 

throughout the Netherlands. Data were collected between February 2013 and March 
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2015, among patients, bereaved relatives, physicians and members of palliative care 

The main research questions for this study were:

- 

Dutch hospitals? This research question is addressed in chapter 3.

- 

cancer? This study is described in chapter 4.

- 

and costs for patients with incurable cancer? This research question is addressed 

in chapter 5.

Part 2: Consultation in palliative and end-of-life care

of-life care.

In a post-bereavement study of patients who deceased in our university hospital, we 

asked bereaved relatives on their perspectives of quality of dying and studied the impact 

In a questionnaire study among all hospitals in the Netherlands we studied how many of 

Further, we studied developments in end-of-life decision making practices (see chapter 8) 

of SCEN physicians in case of euthanasia requests (see chapter 10).

Finally, whereas advance care planning is one of the major contributions of palliative care, 

we performed a literature review on evidence of the effects of advance care planning. 

This literature review is described in chapter 11.

some implications for the future research, policy and clinical practice.
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Chapter 2

Abstract

Background

during the last phase of life. Care in hospitals is generally focussed at curing disease 

and prolonging life and may therefore not in all cases adequately address the needs 

cts and costs of 

consultation teams for palliative care in hospitals.

services for hospitalized patients with incurable cancer in the Netherlands.

Methods / design
The study consists of 3 parts:

1. A questionnaire, interviews and a focus group discussion to investigate the 

2. Cancer patients for whom the attending physician would not be surprised that they 

Medical records will be investigated to compare care, treatment and hospital costs 

3. In the other nine hospitals, we will perform a longitudinal study, and compare quality 

Discussion

satisfaction with care and will lead to less hospital care costs.
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The design of the COMPASS study

2

Background

goals of care.(6) It is an approach that improves the quality of life and their families facing 

the problems associated with life-threatening illness, through the prevention and relief 

not only provided at the end of life, but also in earlier stages, sometimes alongside 

disease-directed interventions that are aimed at curing disease or prolonging life.(8) Basic 

palliative care, such as basic symptom management and supporting patients to align 

their treatment choices with their values and goals, should be delivered by any health 

may require involvement of specialized palliative care professionals.(8)

The effects of Palliative Care Team Consultation
Several studies have shown that the deployment of specialized palliative care teams 

satisfaction with care (12, 13) and communication about goals of care, resulting in less 

diagnostic testing and less use of inappropriate technology and intensive care.(14) In a 

recent study Temel et al. found that patients with lung cancer receiving early palliative 

care had a better quality of life, received less aggressive treatment and had a longer 

survival compared to patients receiving usual care without palliative care involvement.

(15) Consultation of palliative care services for patients with advanced incurable disease 

care and providing treatments that are concordant with these goals. Several studies 

(13, 14, 16-18) The largest group of patients who are referred to specialized palliative or 

end-of-life care services consists of patients with incurable cancer, in the Netherlands 
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with advanced cancer often remains suboptimal. Informational, emotional and physical 

needs are frequently unmet among patients with incurable disease.(21-24) Studies show 

which suggests that this service is used sub-optimally.(25) This might be due to a lack 

of awareness of the availability and potential contribution of this service among regular 

the disease trajectory.(26) There may also be barriers to consultation, such as the lack of 

referral criteria, and the view that the involvement of palliative care is a signal that the 

primary health care professionals have given up all hope for a patient.(27-29)

Palliative care team consultation in hospitals in the Netherlands
The Netherlands has a nationwide system of palliative care consultation services, that is 

predominantly used by general practitioners for patients staying at home.(30-32) More 

the Netherlands Comprehensive Cancer Organisation in 2013 showed that at least 45 

hospitals in the Netherlands, out of a total of 92, were in different stages of implementing 

from different specialties, such as oncologists, neurologists, anesthesiologists, nurses, 

boards, whereas others are not. Some teams are involved in education within or outside 

the hospital.

Objectives

these results can be generalized to other countries with different health care systems 
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The design of the COMPASS study

2

1. 

2. 

in-hospital medical care,

3. 

4. 

effective intervention.

Methods

Characteristics of PCT consultation in Dutch hospitals

the teams monitor and improve the quality of their consultation. Further, all teams will be 

consultation service.

The effect of PCT consultation for patients with incurable cancer on medical care

In three hospitals, care and treatment as provided to patients with advanced incurable 

Inclusion criteria are that patients are 18 years or over and that the attending physician 

of diagnostic procedures, medication, chemotherapy and other medical interventions, 

and days spent in hospital, during 3 months after inclusion. The attending physician 

content of the consultation.
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The use of medical care and the number of days spent in hospital will be compared 

The effect of PCT consultation for patients with incurable cancer on quality of life and 

the cost effectiveness of PCT consultation

incurable cancer on quality of life. In order to get a good overview of different types of 

hospitals, a university hospital, teaching and general hospitals will be included. In order 

will be included.

Inclusion criteria are that patients are 18 years or over; that the attending physician 

will be included upon arrival in the hospital. Eligible patients will receive an information 

agree to participate will be followed during three months, regardless of where they 

(37), because of the lack of consensus on the most appropriate quality of life instrument 

for patients with incurable disease.(38) Secondary measures are symptom scores for 

moments in time: at day 4, 7, 14, 30, 60 and 90 after admission to the hospital; satisfaction 

with care will be assessed at day 14 after admission.

and power of 90%.
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2

Data analysis
Due to the observational design of the study it is likely that there is an imbalance of 

functional status, attending physician specialty, comorbidity, and hospital of admission.

(14, 16) The logit of the propensity score will be used to match each patient receiving 

matched-pairs, time, treatment group, the baseline score, and interaction between time 

and treatment group.

Economic evaluation

months after admittance of patients to the hospital.

Data from substudy 2 will be used to perform a cost-minimization analysis including 

by multiplying the volumes of health care use with the corresponding unit prices. Costs 

for inpatient days in hospitals will be estimated as real, basic costs per day using detailed 

with the micro-costing method,(44) which is based on a detailed assessment of all 

resources used.

Data from substudy 3 will be used to perform an economic evaluation from a health care 

use the same methodology as for the cost-minimization study. For the calculation of 

29



Chapter 2

short time horizon, costs and effects will not be discounted.

Feasibility of recruitment

The participating departments will be asked to assign a nurse who is responsible for 

checking the eligibility of all admitted patients. This method proved to be successful in a 

Ethical considerations
The research protocol was submitted to the Medical Ethical Research Committee of the 

Erasmus Medical Center who declared that there were no objections to the performance 

of this study.

Substudy 1 is not related to patients but to caregivers. Caregivers consented to participate 

in the group discussions or individual interviews. For substudy 2, according to national 

regulations, informed consent does not have to be obtained, because data on medical 

care and decision making will be gathered and stored locally and anonymously in a 

database. For substudy 3, written informed consent will be obtained from all participants.

Discussion

palliative care consultation in the Netherlands. The study has several potential strengths, 

weaknesses, threats and opportunities that are associated with the design of the study 

Strengths and weaknesses
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2

(9), representing academic, teaching and general hospitals, is a strength of this study 

on the effects of health service changes in palliative and end-of-life care are often not 

possible, due to ethical and practical constraints. Firstly, specialized palliative care 

services may not only have an impact on individual patient care, but also on general 

attitudes of hospital caregivers towards care for patients in the last stage of life, which 

would contaminate assessments in the control groups. Secondly, several hospitals, 

especially those that are at the forefront of developing palliative care have already 

the case in our study, a well-designed observational study is an appropriate alternative.

(47) Some previous studies on the effects and costs of specialized palliative care services 

were observational and used novel statistical techniques, such as propensity scores, to 

Threats and opportunities
The threats to the successful conduct of this study relate mainly to the inclusion of 

patients. Nurses may be reluctant to ask patients for informed consent as participation 

have found that many patients with advanced illnesses actually appreciate to participate 

the disease trajectory (27, 49), which means patients may not be able to participate by 

inherent to the study population.

Implications

illnesses.
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Abstract

Purpose

Methods

of patients who died from cancer in a university hospital and compared characteristics 

Results
175 out of 343 (51%) relatives responded to the questionnaire. In multivariable linear 

consulted had more often discussed their preferences for medical treatment, had more 

often been aware of their imminent death and had more often been at peace with their 

had more often been able to say goodbye. Relatives had also more often been present 

Conclusion
For patients dying in the hospital, palliative care consultation is associated with a 



Palliative care team consultation and quality of death and dying 
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Introduction 

during the last phase of life and a substantial proportion of these patients eventually die 

in the hospital. Care in hospitals is generally focused at curing disease and prolonging 

life and may therefore not in all cases adequately address the needs of dying patients. 

Several studies have reported on shortcomings in the quality of care and unmet needs 

use of aggressive treatments until shortly before dying and a lack of awareness of the 

approach of death.(1-4)

outcomes for patients with advanced disease.(5) Their involvement was found to improve 

their goals of care, resulting in less diagnostic testing and less use of inappropriate 

technology and intensive care.(10) Studies that assess the association between 

the Erasmus Medical Center, a university hospital in Rotterdam, clinical specialists can 

medical oncologist, a neurologist and a team of anesthesiologists and is available 24/7. 

not take over medical treatment but visits the patient daily and provides advice to the 

treating physician during hospitalization. If specialized psychosocial or spiritual care 

caregiver or social worker. 

In this observational study we aim to assess whether there is an association between 

Methods 

Study design and setting
Between June 2009 and July 2012, a questionnaire study was performed among relatives 

of patients who died in the Erasmus Medical Center, a 1300 bed general university 
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prospective study which assessed the quality of palliative and terminal care in the 

(12, 13) 

Population 
The study population consisted of all adult patients who died between June 2009 and 

July 2012 at one of the 18 non-intensive care wards in the hospital after an admission of 

professionals were not involved in the selection of relatives, but had the opportunity to 

refuse contacting a relative, which occurred only in three cases.

10 – 13 weeks after a patient had died on a ward, a relative was invited by the primary 

sent four weeks later. Relatives within a family decided who completed the questionnaire. 

paper to patients with cancer.

Questionnaire

perceived by relatives. The questionnaire included relevant items from validated 

concerned patient characteristics, characteristics of the relative (gender, age, relation 

psychological symptoms during the last 3 days and the last 24 hours of life. Furthermore, 

the quality of dying of your relative?”. These questions could be answered on a 0-10 

the hospital patient council and tested on relevance and face validity among four relatives 

afterwards some small changes in wording were made. 
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registry regarding the date of their involvement and the reasons for consulting. 

Statistical analysis

confounders. 

days of life using multivariable linear regression. In order to account for possible 

correlation between the two main outcome variables, we performed an additional 

differences between the groups. To adjust for multiple testing, we calculated adjusted 

Ethical considerations
The Medical Ethical Research Committee of the Erasmus MC approved the study. 

of emotional distress.

Results

343 patients with cancer who had died in the hospital during the study period (response 

deceased patient.

Characteristics of deceased patients and their relatives
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differences in the duration of latest hospital admission or in the degree of involvement 

of relatives in informal care during the last 24 hours. 

Without PCT 
consultation

With PCT 
consultation

P-value± 

Gender‡ Male 57 (58) 52 (68) 0.20

Female 41 (42) 25 (32)

Age† (years) Mean (sd) 69 (12.5) 65 (11.1) 0.03

Marital Status‡ Married/ living with partner 62 (66) 53 (74) 0.29

alone/other
32 (34) 19 (26)

Missing 0 5

Education‡ Low 30 (33) 19 (27) 0.30

Intermediate 43 (48) 35 (49)

13 (14) 15 (21)

Unknown  4 (4)  2 (3)

Missing  8  6

Religious‡ Yes 45 (49) 30 (42) 0.37

Duration of severe 
illness according 
to relative‡

43 (46) 25 (34) 0.13

>6 Months 51 (54) 48 (66)

Missing 5 4

Nonsurgical 78 (80) 46 (60) <0.01

Surgical 20 (20) 31 (40)

Relative involved 
in in-formal care 
last 24 hrs‡

Yes 81 (85) 63 (84) 0.85

No 14 (15) 10 (16)

Missing 3 4

Duration of last 
admission† (days)  

Mean (sd) 13,5 (12,1) 13,7 (16,9) 0.93
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Without PCT 
consultation

With PCT 
consultation

P-value± 

Relatives 

Age† (years) Mean (sd) 57,1 (12,7) 56,1 (12,8) 0.62 

Gender‡ Male 37 (39) 25 (35) 0.58

Female 58 (61) 47 (65)

Missing 3  3

Relation‡ 44 (48) 42 (60) 0.09

Child (in law) 38 (41) 18 (26)

Other 10 (11) 10 (14)

Missing 6 7

† T-test
‡Chi-square test

Characteristics of PCT consultation

constipation or ileus (22%) and dyspnea (19%). Less frequent reasons for consulting the 

which took place between 16 to 296 days before the admission that ended with the 
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Reasons for consultation† Main reason 

64 (83) 55 (71)

Dyspnea 15 (19) 8 (10)

Confusion / delirium 5 (6) 1 (1)

Constipation / ileus 17 (22) 0 (0)

Nausea / vomiting 4 (5) 0 (0)

Other symptoms 12 (16) 2 (3)

Advice /starting palliative sedation 10 (13) 6 (8)

Advance care planning 8 (10) 5 (7)

Table 3: Time between admission and consultation and time between consultation and death†  

Time between moment of admission 
PCT and death

<1 day 14 (21) 6 (9)

1-3 days 23 (34) 18 (27)

4-7 days 14 (21) 14 (21)

8-14 days 7 (10) 13 (19)

15-30 days 4 (6) 7 (10)

31-90 days 5 (7) 7 (10)

>90 days 0 (0) 2 (3)

the table.
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Without PCT 
consultation

With PCT  
consultation

P-value

Moderate or severe symptoms in the last 3 days before death

45 (62) 50 (74) 0.11‡

Fatigue 68 (85) 52 (85) 0.97‡

Dyspnea 46 (59) 36 (60) 0.90‡

28 (44) 22 (42) 0.87‡

Agitation 38 (50) 29 (44) 0.47‡

Moderate or severe symptoms in the last 24 hours before death

36 (51) 37 (65) 0.11‡

Fatigue 56 (79) 43 (85) 0.92‡

Dyspnea  48 (63) 36 (63) 1.00‡

29 (50) 27 (64) 0.16‡

Agitation 32 (46) 33 (57) 0.24‡

Quality of life and quality of death according to relatives

3.72 (2.57) 3.26 (2.76) 0.28†

5.82 (2.73) 6.68 (2.64) 0.05†

† T-test
‡ Chi-square

Patients’ symptoms, quality of life and quality of dying

prevalence of moderate or severe pain during the last three days of life was 74% for 

51%, respectively. The prevalence of moderate or severe fatigue during the last three 

days of life was 85% in both groups, and 85% versus 79% during the last 24 hours of life. 
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Table 5: Multivariable linear regression analysis assessing the effect of patient and treatment 

Quality of Dying Quality of life 

B† p-value B† p-value

involvement
1.00 0.04 (0.07-1.96) -0.52 0.25 (-1.40-0.36)

0    0    

0.05 0.05 (0.00-0.09) 0.02 0.38 (-0.02-0.06)

Gender Male 0.30 0.52 (-0.62-1.21) -0.09 0.83 (-0.98-0.79)

Female 0    0    

Duration of 
illness

< 6 months 0.30 0.52 (-0.61-1.20) 1.09 0.01 (0.24-1.95)

>6 months 0    0    

Surgical 
ward

-0.03 0.96 (-1.04-0.99) 0.22 0.65 (-0.74-1.18)

Non-surgical 
ward

0    0    

Relatives 
relation 

0.57 0.42 (-0.83-1.97) -0.62 0.35 (-1.91-0.68)

Child 0.09 0.91 (-1.44-1.63) -1.64 0.03 (-3.08--0.19)

3.07 0.09 (-0.46-6.60) -0.30 0.85 (-3.43-2.84)

Other 0    0    
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End of life discussions, awareness and life closure

preferences for medical treatment at the end of life more often than patients for whom 

death, they had more often been able to say goodbye and they had more often had been 

been able to say goodbye, and had more often been present at the moment of death. 

practitioner (Table 6).

Without PCT 
consultation

With PCT 
consultation

X2 P value†

preferences for medical 
treatment at end of life with 
somebody.

Yes 57 (62) 59 (82) 7.79 0.070

No 35 (38) 13 (18)

Missing 6 5

preferences for medical treatment 
at end of life with family

Yes 58 (59) 60 (78) 6.89 0.117

No 40 (41) 17 (22)

Missing 0 0

preferences for medical care at 
Yes 15 (16) 27 (38) 9.52 0.030

No 77 (84) 45 (62)

Missing 6 5

preferences for medical care 
at end of life with a medical 
specialist

Yes 24 (26) 27 (38) 2.46 0.468

No 68 (74) 45 (62)

Missing 6 5

preferences for medical care at 
end of life with a nurse

Yes 6 (7) 9 (13) 1.74 0.564

No 86 (93) 63 (87)

Missing 6 5
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Without PCT 
consultation

With PCT 
consultation

X2 P value†

Yes 12 (48) 13 (52) 0.108 1.000

No 45 (52) 42 (48)

Missing 41 22

to have more discussions 
on preferences and medical 
treatment?

Yes 23 (26) 23 (32) 1.02 1.000

No 48 (53) 33 (46)

DK* 19 (21) 15 (21)

Missing 8 6

death
Yes 20 (22) 28 (39) 7.02 0.270

No 60 (64) 32 (45)

DK 13 (14) 11 (16)

Missing 3 4

At what moment was the patient 
aware of imminent death?

>72h 7 (13) 20 (35) 7.95 0.216

<72h 32 (59) 28 (49)

DK 15 (28) 9 (16)

Missing 44 20

Yes 38 (40) 39 (56) 8.03 0.216

No 55 (59) 27(39)

DK 1 (1) 4 (6)

Missing 4 7

imminent death
Yes 34 (38) 42 (57) 6.81 0.297

No 28 (31) 18 (25)

DK 28 (31) 13 (18)

Missing 8 4

Relative was aware of imminent 
death

Yes 37 (40) 43 (59) 6.01 0.322

No 53 (58) 28 (38)

DK 2 (2) 2 (3)

Missing 6 4

At what moment was the relative 
aware of imminent death?

>72h 20 (32) 30 (48) 3.35 0.335

<72h 42 (68) 32 (52)

Missing 36 15
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Without PCT 
consultation

With PCT 
consultation

X2 P value†

Relative said goodbye to patient Yes 44 (46) 44 (62) 4.00 0.322

No 51 (54) 27 (38)

Missing 3 6

Relative was present at moment 
of death

Yes 71 (75) 63 (88) 4.21 0.320

No 24 (25)   9 (12)

Missing 3 5

Hospital care during the last days of life
Several aspects of hospital care were investigated, such as efforts to alleviate symptoms, 

or was not consulted (Table 7).  

of patients 
provision of information, attention for preferred rituals at the moment of dying or 

Without PCT 
consultation

With PCT 
consultation

X2 P value†

Efforts to alleviate symptoms 
and problems last 3 days 

Yes 51 (56) 43 (61) 3.89 1.000

No 7 (8) 9 (13)

20 (22) 8 (11)

NA* 10 (11) 8 (11)

DK** 3 (3) 3 (4)

Missing 7 6
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Without PCT 
consultation

With PCT 
consultation

X2 P value†

Efforts to alleviate symptoms 
and problems last 24 hours 

Yes 62 (77) 48 (71) 0.53 1.000

No 9 (10) 7 (10)

13 (15) 10 (15)

DK 2 (2) 3 (4)

Missing 12 9

Social support the last 3 days Yes 49 (54) 32 (46) 4.28 1.000

No 11 (12) 15 (21)

12 (13) 13 (19)

NA 11 (12) 7 (10)

DK 7 (8) 3 (4)

Missing 8 7

Social support the last 24 
hours before death were 

Yes 54 (61) 43 (66) 3.66 1.000

No 10 (11) 10 (15)

17 (19) 11 (17)

DK 7 (8) 1 (2)

Missing 10 12

In the last days of life, patient 

decision making on medical 
treatment

Yes 45 (52) 34 (50) 0.14 1.000

No 14 (16) 10 (15)

Sometimes 15 (17) 13 (19)

DK 14 (16) 11 (16)

Missing 10 9

In the last days of life, relative 

decision making on medical 
treatment 

Yes 65 (74) 47 (67) 0.97 1.000

No 17 (19) 18 (26)

DK 6 (7) 5 (7)

Missing 10 7

Did the relative receive 

last days before death?

Yes 66 (73) 51 (72) 1.60 1.000

Too much 1 (1) 3 (4)

Too little 23 (26) 17 (24)

Missing 8 6
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Without PCT 
consultation

With PCT 
consultation

X2 P value†

Information that was 
given to the relative was 
understandable

Yes 71 (79) 49 (68) 2.71 1.000

No 1 (1) 1 (1)

12 (13) 13 (18)

No info 6 (7) 9 (13)

Missing 8 5

Relatives were informed about 
imminent death  

Yes 53 (58) 46 (64) 0.54 1.000

No 38 (42) 26 (36)

Missing 7 5

Opportunity to discuss 
personal or religious 

Yes 46 (53) 45 (64) 6.536 0.532

No 15 (17) 16 (23)

DK 26 (30) 9 (13)

Missing 11 7

Attention was paid to 
personal or religious 
preferences 

Yes 47 (51) 40 (56) 2.60 1.000

No 7 (8) 10 (14)

DK 35 (39) 21 (29)

Missing 9 6

Attention to preferred rituals 
at the moment of death was 

Yes 40 (49) 36 (58) 3.67 1.000

No 8 (10) 10 (16)

DK 34 (41) 17 (27)

Missing 16 14

Yes 56 (61) 40 (58) 2.02 1.000

No 8 (9) 6 (9)

19 (12) 12 (17)

DK 8 (9) 11 (16)

Missing 7 8

Attention to wishes of patient 
and relatives in the days 

Yes 63 (70) 55 (77) 2.30 1.000

No 7 (8) 6 (9)

11 (12) 7 (10)

DK 9 (10) 3 (4)

Missing 8 6
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Discussion

In this observational study we found an association between involvement of a hospital-

consulted were comparable regarding gender, marital status, education, duration of 

consulted were younger and more often admitted to a surgical ward than patients for 

 

model. This is comparable to an Italian study in which the effect of the Liverpool Care 

was studied. This study reported a mean score of quality of care at the end of life of 

compared to a score of 63 for patients on the control wards.(24) 

psychological, social and spiritual aspects, and issues related to life closure, death 

preparation and circumstances of death and characteristics of health care at the end of 

treatment at the end of life, more and earlier awareness of impending death (both in 

patients and relatives) and more patients being at peace with their imminent death. 

Relatives were more often able to say goodbye to the patient and more often present 

In other studies, it was found that no or late specialized palliative care involvement 

is associated with worse death preparation (26) and decreased disease awareness of 

terminally ill patients.(27) 
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days before death.(6, 28, 29)  

As we did not conduct before and after measurements of symptoms, we cannot draw any 

was consulted within the last 3 days of life, which may represent a timeframe that is too 

Limitations

differences between both groups. Furthermore, this study is restricted to the perspectives 

of the relatives. From other research it is known that perspectives of relatives can differ 

responders, so selection bias cannot be ruled out. As this study was performed in a 
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Conclusion
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Abstract

Background

satisfaction with care of patients with advanced diseases. Involvement of these teams 

in medical care is also associated with substantial cost savings. In the Netherlands, 

professional standards state that each hospital should have a palliative care team by 2017. 

care services, and the characteristics of these teams. 

Methods
In April 2015, questionnaires were mailed to key palliative care professionals in all general, 

teaching and academic hospitals in the Netherlands. Out of 92 hospitals, 74 responded 

(80%).

 

Results
Seventy-seven percent of all participating hospitals had a palliative care team. Other 

services, such as outpatient clinics (22%), palliative care inpatient units (7%), and palliative 

day care facilities (4%) were relatively scarce. The mean number of disciplines that were 

represented in the teams was 6,5. The most common disciplines were nurses (72%) 

and nurse practitioners (54%), physicians specialized in internal medicine (90%) or 

anaesthesiology (75%) and spiritual caregivers (65%). In most cases, the physicians did not 

have labeled hours available for their work as palliative care consultant, whereas nurses 

but also by patients or relatives. The annual number of consultations for inpatients per 

year ranged from 2 to 680 (median: 77). On average, teams were consulted for 0.6% of 

all patients admitted to the hospitals.

Conclusion
The number of Dutch hospitals with a palliative care team is rapidly increasing. There 

are substantial differences between teams regarding the disciplines represented in the 

teams, the procedures and the number of consultations. The development of quality 

of the teams. 
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Background 

In the Netherlands, palliative care is an integral part of regular healthcare. Dutch 

government policy is based on the idea that palliative care is generalist care and should 

therefore be provided by all healthcare professionals whenever necessary. As such, 

palliative care is not a distinct medical specialty as it is in many other countries. Core 

elements of palliative care, such as basic symptom management and aligning treatment 

and can provide such specialist palliative care, either in or outside the hospital.  

Abernethy (1) which distinguishes primary palliative care (which includes skills all clinicians 

should have) and specialist palliative care (which includes skills for managing more 

by general practitioners, nursing home physicians and home care nurses, but not by 

hospital-based care professionals.(2) In the Netherlands, two thirds of patients with 

advanced incurable disease are admitted to hospital at some time during their last 

three months of life.(3) Of cancer patients older than 65 years, 29% dies in hospital, a 

diagnosis, treatment and discharge, and several studies have reported unmet needs and 

with care.(8-11) In order to improve hospital palliative care, the Dutch Federation of 

professional caregivers and in providing specialized palliative care.

and to study the characteristics of these teams.
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Methods

Study design and data collection
In April 2015 we performed a cross-sectional study. An online questionnaire was sent to 

key professionals in palliative care in all 92 general, teaching and university hospitals in the 

Netherlands, including two oncology centers. The key persons were care professionals 

who are known to have an important role in the development of palliative care in their 

hospital. In case of non-response, these persons were contacted after several weeks by 

Population and setting
In total, 74 questionnaires were returned (response rate of 80%); responses came from 

oncology hospital. Non-responding hospitals included both hospitals with and without 

Questionnaire

upon this test, the wording of some questions was improved. After an introduction 

and some general questions on the provision of palliative care in their hospital, the 

number of consultations, team meetings and quality assurance procedures.  

Statistical analysis

Results 

Palliative care in hospitals

an assignment from the board of directors or medical staff to develop palliative care 

(82%) or has a steering committee implementing palliative care (85%). Fifty-four percent 

of all hospitals have a palliative care policy of some form. Overall, 77% of hospitals have 
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increased rapidly over the last 3 years (Figure 1).  Other palliative care facilities, such 

a labeled palliative care beds (20%), inpatient units for palliative care (7%), outpatient 

palliative care clinics (22%) and palliative daycare facilities (4%) are relatively scarce.  

A vast majority of all hospitals use measurement instruments (91%) to assess symptom 

burden. Most frequently used instruments are the Distress Thermometer (73%), Numeric 

/ Edmonton Symptom Assessment Scale (ESAS) (18%). Respondents remarked that these 

percent of hospitals follow national palliative care guidelines, although respondents 

remarked that not every healthcare professional is familiar with these guidelines. Seventy-

three percent of all hospitals have one or more wards with nurses that have palliative care 

n (%)

Number of beds

- 0-500 47 (63)

- 501-1500 25 (34)

- Missing 2 (3)

40 (54)

Assignment from the board of directors or medical staff to develop 
palliative care

61 (82)

63 (85)

57 (77)

19 (34)

13 (25)

Outpatient clinic palliative care 16 (22)

3 (4)

15 (20)

Labeled beds are concentrated on a unit for palliative care 5 (7)

54 (73)

Use of measurement instruments 67 (91)

Use of palliative care guidelines 71 (96)

Use of care pathway for the dying 52 (70)
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*For two hospitals the start date is missing

Palliative care teams
Number of consultations

per team ranged between 2 and 680, with a median number of 77. 

to teaching and general hospitals. There are no other differences between different 

be consulted at the outpatient clinic, with a median annual number of consultations 

for outpatients of 20 (range 2-384). Ten teams were willing to visit patients at home 

with a median annual number of 6 home visits (range 1-74). Twenty-four percent of 
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stated that the number of consultations is less than their capacity. The annual number of 

palliative care consultations for inpatients as a percentage of the total annual number of 

hospital admissions ranged between 0.01% and 2.3% with a mean of 0.6%. 

Disciplines represented in the PCT

The most common disciplines are nurses (72%) and nurse practitioners (54%), physicians 

specialized in internal medicine (90%) or anesthesiology (75%) and spiritual caregivers 

(65%). Both psychologists and social workers participate in 28% of the teams (Attachment 

1). In the majority of teams, nurses and nurse practitioners have labeled hours for their 

workers and spiritual caregivers have no labeled hours. For the minority that does, the 

mean number of hours varies between 1 and 4 h per week. About one third of the teams 

include a general practitioner and another third includes a nursing home physician.

Procedures followed by the PCT  

consulted by medical specialists, 79% can be consulted by nurses, 40% by paramedics 

from inside and outside the hospital. Most teams are involved in other activities such as 

palliative care education inside (95%) and outside (51%) the hospital, development of 

multidisciplinary team meeting to discuss patients that were referred to them (Table 3).
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Overall 

41 (72)

- Medical specialist 57 (100)

- Co-assistant 24 (42)

- 23 (40)

- Nurses 45 (79)

- 15 (26)

- Clinical patients 57 (100)

- 35 (62)

- 29 (51)

- 13 (23)

- 51 (89)

- 24 hours / 7 days a week 6 (11)

The advice is given:

- Mostly bedside 46 (81)

- Mostly face to face with referring professional 40 (70)

- Mostly by telephone 16 (28)

Is there a standard follow up of the patient?

- Mostly 28 (49)

- Sometimes 26 (46)

- Never 3 (5)

Is there a standard follow up with the referring professional?

- Mostly 30 (53)

- Sometimes 27 (47)

Is there standard deliberation with the transfer nurse about the situation at home?

- Yes, always 4 (25)

- On indication 37 (65)

- No 6 (11)
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Overall 

Is there standard deliberation with the general physician – nursing home physician 
before discharge?

- Yes, always 15 (26)

- On indication 30 (53)

- No 12 (21)

13 (23)

Forms of out-patient / in home collaboration 

- 31 (54)

- 
the hospital 

19 (33)

- 11 (19)

- 5 (9)

- 13 (23)

- 19 (33)

- Education inside the hospital 54 (95)

- Education outside the hospital 29 (51)

- Development of protocols 46 (81)
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Overall 

54 (95)

- Always /often 15 (26)

- Sometimes / seldom /never 42 (74)

- All patients 26 (46)

- 6 (11)

- Only new patients 5 (9)

- 20 (35)

home physician
30 (53)

consultation 
43 (75)

hospital departments.
33 (56)

Quality aspects

Most teams make use of national palliative care guidelines and measurement instruments 

Thermometer (56%). 

regarding the required education for each participating discipline.  
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Overall 

51 (90)

37 (65)

52 (91)

There is education for the team as a whole 30 (53)

35 (61)

There are team meetings for issues not concerning patientcare

- Yes, regularly 27 (46)

- Yes, incidentally 29 (51)

- No 1 (2)

*Care for carers refers to caring for the healthcare professional

Supporting and impeding factors for the development and implementation of the PCT

Respondents were asked to mention factors that either supported or impeded the 

development and implementation of the team. The most frequently mentioned 

regarding functioning of the team (e.g. accessibility and availability of the team, response 

management (22%) and satisfaction of patients and referring physicians who acknowledge 

Discussion 

The awareness of palliative care in Dutch hospitals is increasing. A vast majority of 

hospitals has an assignment from the board of directors or medical staff to develop 

palliative care or a palliative care steering committee. The percentage of hospitals with 

set by the Dutch Federation of Oncological Societies (SONCOS), which state that each 
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numbers of teams.(12)

also show us substantial differences between the teams. Teams that started before 2012 

These include misconceptions that palliative care is only appropriate for patients nearing 

death or that involving palliative care professionals can be conceived by patients as a 

consulted late in the disease trajectory.(15-19)

the percentage of hospitals with palliative care outpatient clinics rose from 11% in 2013 to 

22% in 2015 (13), still less than a quarter of hospitals offers their patients this opportunity 

for early palliative care support.

Besides differences in the number of consultations, there are also differences in the 

teams require from their members and in the availability of the team and involvement 

in care for out-patients. Furthermore, there is no consensus regarding the use of 

measurement instruments. Non-specialized care professionals in hospitals as well as 

used by both generalists and specialists in palliative care is the Distress Thermometer, 

an instrument originally validated as a screening tool for psychological distress, that is 

In a 1-day observational study in 14 Belgian hospitals, it was found that 9,4% of all patients 

a patient suffering from an incurable, progressive, life-threatening disease, without a 

prospect of remission, stabilization or improvement.(23) A study by Gardiner et al. in 

two acute hospitals in the UK showed that 36% of all hospitalized adult patients were 

criteria (criteria that support professionals to identify patients who are nearing the end 

of life and to assess their needs, symptoms and preferences (24), whereas medical staff 

that the annual number of palliative care consultations as a percentage of the total annual 

number of hospital admissions, was 0.6%. This is low compared to other countries such 
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as the United States where an average rate of 4,4% was found.(26) This implies that more 

though the Netherlands are ranked 8th on the overall score and 2nd on palliative care 

and health care environment, the score on human resources is relatively low (22nd). This 

means that the availability of specialists in palliative care and health care professionals 

with general knowledge of palliative care is low, as is the availability of appropriate 

in our study. 

members per 10.000 admissions) were associated with higher service penetration 

(the annual number of palliative care consultations as a percentage of the total annual 

number of hospital admissions). In their study, palliative care programs with the highest 

consultation.(26)

Strengths and limitations

demonstrates variations between the number of referrals and working procedures of the 

A strength of this study is the relatively high response rate. Among the non-responders 

gives a good overview of current palliative care practices in Dutch hospitals.

A limitation is that our study does not give insight in the quality of palliative care in 

between different countries, using data from 2010, it was found that end-of-life care 

in the Netherlands is characterized by a relatively low percentage of hospital deaths, a 

low percentage of intensive care admissions and a low use of chemotherapy in the last 

180 days before death.(4) This suggests that there may be a relatively high awareness 

among Dutch health care professionals of the need to refocus care when the end of life 
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palliative care team involvement in Dutch hospital. 

Conclusion

teams has rapidly increased over the last few years, but there are substantial differences 

between teams regarding the disciplines represented in the teams, the procedures and 

patients is relatively limited.  

recommend the development of a formalized quality framework with models for 

(transmural) palliative care team consultation, to improve the quality of palliative care 

in hospitals. Such a framework, that should by adopted by professional organizations 

and policymakers, can form the basis for the development of quality criteria and quality 
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All 
n (%)

Labeled hours per 
week - n

Nurse*
- Nurses without labeled hours 
- Nurses with labeled hours 

41 (72)

- 8 (20)

- 33 (80) 1-2: 4

3-8:  4

9-20: 10

21-40: 7

>40: 8

Nurse practitioner
- Nurse practitioners without labeled hours 
- Nurse practitioners with labeled hours

 31 (54)

- 6 (22)

- 23 (78) 1-2: 2

3-8: 3

9-20: 5

21-40: 11

>40: 2

Anesthesiologist 
- Anesthesiologists without labeled hours
- Anesthesiologists with labeled hours

43 (75)

- 25 (61)

- 16 (39) 1-2: 11

3-8: 4

9-20: 1

21-40: -

>40: -

Internal medicine specialist 
- Internal medicine specialists without labeled 

hours 
- Internal medicine specialists with labeled 

hours

51 (90)

- 29 (62)

- 18 (38) 1-2: 7

3-8: 7

9-20: 2

21-40: 1

>40: 1

Radiotherapist 
- Radiotherapists without labeled hours 
- Radiotherapists with labeled hours

15 (26)

- 11 (85)

-  2 (15) 1-2: 1

3-4: 1

9-20: -

21-40: -

>40: -
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All 
n (%)

Labeled hours per 
week - n

Lung specialist
- Lung specialists without labeled hours 
- Lung specialists with labeled hours

33 (58)

- 22 (73)

-   8 (27) 1-2: 6

3-8: 1

9-20:1

21-40: -

>40: -

Clinical geriatrician 
- Clinical geriatricians without labeled hours 
- Clinical geriatricians with labeled hours

27 (47)

- 14 (63)

-   8 (37) 1-2: 5

3-8: 3

9-20: -

21-40: -

>40: -

Nursing home physician
- Nursing home physicians without labeled 

hours 
- Nursing home physicians with labeled hours

18 (32)

- 6 (40)

- 9 (60) 1-2: 5

3-8:  2

9-20: 2

21-40: -

>40: -

General practitioner
- General practitioner s without labeled hours 
- General practitioners with labeled hours

 19 (33)

-   6 (38)

- 10 (62) 1-2: 8

3-8: 2

9-20: -

21-40: -

>40: -

Spiritual counselor 
- Spiritual counselors without labeled hours 
- Spiritual counselors with labeled hours

37 (65)

- 21 (64)

- 12 (36) 1-2: 9

3-8: 2

9-20: 1

21-40: -

>40: -
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All 
n (%)

Labeled hours per 
week - n

- 
- 

16 (28)

- 14 (93)

-    1 (7) 1-2: 1

3-8: -

9-20: -

21-40: -

>40: -

Social worker
- Social workers without labeled hours 
- Social workers with labeled hours

17 (28)

- 14 (82)  

-   3 (18) 1-2: 2

3-4: 1

9-20: -

21-40: -

>40: -

Mean number of disciplines participating in the teams (sd) 6,5 (2,4)

*nurses include oncology nurses, pain nurses, palliative care nurses
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Abstract

Background
In 2002, the euthanasia act came into effect in the Netherlands, which was followed by a 

of euthanasia, physician-assisted suicide, and other end-of-life practices in 2010, and 

assessed trends since 1990.

Methods

the death registry of Statistics Netherlands, to which all deaths and causes were reported. 

and place of death.

Findings
In 2010, of all deaths in the Netherlands, 2.8% (95% CI 2.5–3.2; 475 of 6861) were the 

result of euthanasia. This rate is higher than the 1.7% (1.5–1.8; 294 of 9965) in 2005, but 

stable between 1990 and 2010. In 2010, 77% (3136 of 4050) of all cases of euthanasia 

(0.2%; 95% CI 0.1–0.3; 13 of 6861) than in 2005, 2001, 1995, and 1990 (0.8%; 0.6–1.1; 45 

of 5197). Continuous deep sedation until death occurred more frequently in 2010 (12.3% 

drinking to end life; in half of these cases the patient had made a euthanasia request 

that was not granted.

Interpretation
Our study provides insight in consequences of regulating euthanasia and physician-

the euthanasia law resulted in a relatively transparent practice. Although translating 

these results to other countries is not straightforward, they can inform the debate on 

legalization of assisted dying in other countries.
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Introduction

At the end of life, many patients need comfort-oriented care. Such care may include end-

of-life decision making (eg, on forgoing burdensome treatment or intensifying alleviation 

of pain or other symptoms). During this period, people can even develop a death wish, 

end their life. In most countries physicians are not allowed to grant such a request, 

result in patients ending their own life.

Since 2002, the Netherlands has been one of the few countries where euthanasia and 

physician-assisted suicide are, under strict conditions, regulated by law. Comparable laws 

self-administers medication that was prescribed intentionally by a physician. In the 

Netherlands, the enactment of the euthanasia law was preceded by several decades 

of debate among medical practitioners, lawyers, ethicists, politicians and the general 

public in which a reporting procedure was developed.(7) This debate has been informed 

by nationwide studies on end-of-life decision-making, that were done in 1990, before 

monitoring of the practice of end-of-life decision-making in relation to development of 

the regulatory system. In 2005, three years after enactment of the euthanasia law, the 

in 2005, which was a reversal of the trend from 1990 to 2001. Ending of life without 

and 0.4% in 2005).(9) In 2010, eight years after enactment of the euthanasia law, we 

investigated how end-of-life decision making practices have further developed.

Methods

Study design
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the central death registry of Statistics Netherlands, to which all deaths and causes are 

reported. The period studied was Aug 1, through Nov 1, in all studied years. All deaths 

cases were assigned to stratum one. These cases were retained in the sample, but no 

questionnaires were sent out to the physician. On the basis of cause of death, cases were 

assigned to one of the other strata looking at the likelihood that an end-of-life decision 

had preceded death: when this decision was unlikely (eg, acute myocardial infarction or 

aneurysm) cause of death was allocated to stratum two, when this decision was possible 

cases in stratum four, 13% of those in stratum three, 8.3% of those in stratum one and 

two. To ensure that children younger than 17 years of age and non-western immigrants, 

two small groups in death statistics, were represented well in the sample all deaths in 

which an end-of-life decision could not be precluded in these groups were sampled. All 

Ministry of Justice gave a guarantee that no physician could be prosecuted based on 

information given to the researchers. According to Dutch policy, the study did not require 

review by an ethics committee.

Questionnaire
The questionnaire focused on end-of-life decision making that might have preceded the 

death of the patient involved. The four key questions addressed whether the following 

factors (1) whether the respondent had withheld or withdrawn medical treatment while 

taking into account the possible hastening of death; (2) whether the respondent had 

partly intending the possible hastening of death; (3) ) whether the respondent had 

or (4) whether the respondent had administered, supplied, or prescribed drugs with the 

were validated in the 1990 and 1995 study, and were kept identical in all years studied. 
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administration of drugs prevailed over the withholding or withdrawing of treatment. If 

(depending on whether or not patients had taken the drugs themselves). If question four 

Details about the decision-making process, the type of drugs that had been used, and the 

degree to which death had been hastened as estimated by the physician, were asked for 

assisted suicide that was not granted, and whether patients had purposely ended their 

life by stopping eating and drinking.

Statistical analyses

all years studied (1990, 1995, 2001, 2005 and 2010). As a result of this weighing procedure 

the percentages presented cannot be derived from the absolute unweighted numbers 

presented. 95% CIs were calculated. This procedure took into account the weighting by 

standardizing the weighting factors to the actual number of cases.

Role of funding source
The sponsor of the study had no role in study design, data collection, data analysis, data 

interpretation, or writing of the report. The corresponding author had full access to all the 

Results

Of the 8496 questionnaires that were mailed, 6263 were returned and eligible for analysis 

(response rate 74%). Response rates in the different strata ranged between 64% and 84%, 

with response being higher in strata in which the likelihood of an end-of-life decision was 

Trends in end-of-life practices in the Netherlands from 1990 to 2010 
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higher. Response rates in 1990, 1995, 2001, and 2005 were comparable (range 74% to 

78%). The frequency of euthanasia increased between 2005 and 2010 (Table 1). 

shows that the increase in the number of instances of euthanasia is related to both an 

of requests).

especially between 2005 and 2010. The percentage of all cases in which physicians 

important, was 30% (29–31; 1832 of 5617) in 2005 and 45% (44–46; 2777 of 6861) in 2010.

For forgoing treatment, the percentage of all cases in which treatment was forgone, thus 

also when this factor was not the most important, was 28% (95% CI 27–29; 1434 of 5617) 

in 2005 and 37% (36–39; 2103 of 6861) in 2010 (data not shown).

of patients in 2010 had intentionally hastened death by stopping eating and drinking 

(Table 1). Further analysis showed that in 0.2% (seven of 6861) of all deaths patients 

had intentionally stopped eating and drinking after an ungranted euthanasia request. 

Another 0.04% (13 of 6861) had committed suicide with drugs or another method after 

an ungranted euthanasia request. Thus, in 7% (20 of 270) of deaths in which the patient 

had made a ungranted euthanasia request the patient hastened death him or herself 

(data not shown).

Euthanasia and physician-assisted suicide most often concern younger people, cancer 

patients, and patients attended by general practitioners (Table 2). The decreased 

younger than 65 years of age, where it decreased between 2001 and 2010, and among 

consistently seen in all patient groups.

The most important reasons for the physician to grant the euthanasia requests that 
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differences were seen in the percentage of cases in which physician discussed end-of-life 

decisions with the patient, relatives, and other physicians. Both in 2005 and 2010, most 

cases of euthanasia and physician-assisted suicide were undertaken with neuromuscular 

a combination of benzodiazepines and opioids in 2010 than in 2005 (Table 3). No clear 

differences were seen between the years in the estimated degree to which end-of-life 

decisions had shortened life. In 2010, euthanasia and physician-assisted suicide were 

alleviation of symptoms, the physician estimated that life had not been shortened; this 

is a small increase compared with 2005 (Table 3).

Finally, in 2010, of all physicians who had indicated in the questionnaire to have made 

(Table 3).

The absolute number of cases of euthanasia or physician-assisted suicide in 2010 was 

about 4050. In 2010, 3136 (77%) cases of euthanasia or physician-assisted suicide were 

reported to euthanasia review committees in the Netherlands.(14) In our questionnaire we 

also asked whether physicians had reported their act to a euthanasia review committee. 

2010 is comparable with the reporting rate of 2005 (80%; 1933 of 2425), and higher than 

4). Furthermore, in cases in which the physician had reported to a euthanasia review 

committee the estimated shortening of life was more often a week or more than in 
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unreported cases (Table 4). Finally general practitioners were more inclined to report 

whereas clinical specialists were less inclined to report.

Table 1: Frequency of euthanasia, assisted suicide and other end-of-life practices in The 
Netherlands in 1990, 1995, 2001, 2005 and 2010

1990 1995 2001 2005 2010

Number of deaths 
in the Netherlands

128 824 135 675 140 377 136 402 136 056

Number of studied 
cases

 5197  5146  5617  9965  6861

Most important end-of-life decision

Euthanasia 141 (1.7% 257 (2.4% 310 (2.6% 294 (1.7% 475 (2.8% 

Assisted suicide 18 (0.2% 25 (0.2% 25 (0.2% 17 (0.1% 21 (0.1% 

Ending of life 

patient request

45 (0.8% 64 (0.7% 42 (0.7% 24 (0.4% 13 (0.2% 

alleviation of 
symptoms

1166 (18.8% 1161 (19.1% 1312 (20.1% 1478 (24.7% 2202 (36.4% 

Forgoing of 
life-prolonging 
treatment

991 (17.9% 1097 (20.2% 1210 (20.2% 767 (15.6% 974 (18.2% 

Total 2361 (39.4% 2604 (42.6% 2899 (43.8% 2570 (42.5% 3685 (57.8% 

Continuous deep 
sedation†*

NA NA .. 521 (8.2% 789 (12.3% 

end life by
stopping eating 
and drinking

NA NA NA NA 18 (0.4% 

weighted for sampling fractions, non-response, and random sampling deviations, to make them 
representative for all deaths in the year studied. Therefore, the percentages presented cannot be 

sedation might have been provided in conjunction with practices that possibly hastened death. †In 
2001, continuous deep sedation was only studied when it occurred in conjunction with an end-of-
life decision; the frequency was 5.6%; corresponding numbers are 7.1% in 2005 and 11% in 2010.
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Table 4: Characteristics of reported and unreported cases of euthanasia and physician-
assisted suicide

*

0-64

65-79

Sex

Male

Female

Cause of death

Cancer

Cardiovascular 
disease

Other/unknown

Type of physician

General 
practitioner

Clinical specialist

Elderly care 
physicians

Drugs

Neuromuscular 1 (<0.1%)

Barbiturates 1 (<0.1%)

Benzodiazapines 
and opioids

0

Benzodiazepines 0

Opioids 0

Other 1 (<0.1%)

Shortening of life

shortening
0 1 (<0.4%)

Less than a week

A week or more

Unknown 0
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physician-assisted suicide

*

Most appropriate term for the act according to physician

Euthanasia or 
assisted suicide

0

Ending of life

Alleviation of 
symptoms

0

terminal sedation

for sampling fractions, non-response, and random sampling deviations, to make them 
representative of all deaths in the Netherlands in 2010.
Therefore, the percentages presented cannot be derived from the unweighted absolute numbers 
presented. *For eight
cases, it was not known whether the physician had reported the case to a euthanasia review 
committee.

request for euthanasia a or physician-assisted suicide

A request can be ungranted for diff erent reasons, among which a refusal of the physician, or the 
patient dying before the physician could decide on granting the request. There were 9965 deaths 
in 2005 and 6861 deaths in 2010. Absolute unweighted numbers: 252 granted requests and 251 
ungranted for euthanasia in 2005; and 496 granted requests and 270 ungranted requests in 2010.
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Discussion

After the modest decrease in euthanasia frequency three years after enactment of the 

euthanasia law, we saw an increase eight years after the enactment. A rise in the number 

these requests were not granted, physicians granted request more often in 2010 than 

in 2005. As differences occurred in patient characteristics of cases of euthanasia and 

groups.

Euthanasia is still mostly undertaken in younger people, cancer patients, and in general 

practice rather than in hospitals or nursing homes. As the rate of euthanasia and 

physician-assisted suicide in 2010 was comparable to the rate before enactment of the 

law in 2001, some physicians might have been unsure about how the law would work in 

practice, in 2005, shortly after the enactment of the law, making them more reluctant 

to undertake euthanasia. In Belgium, the euthanasia rate decreased from 1.1% in 1998 

to 0.3% in 2001, shortly before enactment of the law in 2002, increasing again to 1.9% 

in 2007.(15) Although in Belgium the increase occurred just before the enactment of the 

law, this might represent a similar phenomenon as in the Netherlands because in Belgium 

the euthanasia law was heavily debated before its enactment.(16)

After publication of the Dutch 1990 study (13), the subject that raised the most 

request (panel).(18,19) The frequency of this practice has been decreasing since. One 

reason for this decrease might be the increased attention for palliative care over the 

last decade.(20,21) Additionally, this decrease might be related to the regulation of 

euthanasia and physician-assisted suicide, through enabling patients and physicians to 

openly discuss end-of -life preferences. In Belgium, where a euthanasia law was enacted 

in 2002, the rate of ending of life without request was higher in 1998 (3.2%) than in 2001 

(1.5%) and 2007 (1.8%).(15) In the UK the rate ending life without request was stable 

characteristics of these cases is important to assess this practice. Although the absolute 

numbers are small, in half of these cases the decision has been discussed with the patient 

and in a quarter of cases the physician did not discuss the decision with either patient, 

relative, or other physicians.
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effects of opioids are often overestimated.(23-25) Yet, in over half of the cases in which 

symptoms were alleviated while taking into account a possible life-shortening effect, the 

physician thought that life had actually not been shortened. Knowledge about the limited 

life-shortening potential of opioids thus might have taken away reluctance in physicians 

and patients to use opioids. This effect is probably related to increased attention for 

nursing homes showing an increase in the use of pain relief and no change in treatment 

with antibiotics of dementia patients with pneumonia over a decade. (26) In Belgium, an 

also coincided with increased attention for palliative care.(15) In the UK, a decrease in the 

the questionnaire was similar to the wording in our studies (taking into account possible 

life-shortening effect), whereas in 2008 the wording was different (knowledge of probable 

or certain hastening of life).(20)

intentionally had stopped eating and drinking. This is substantially lower than the rate 

are not always aware of patients intentionally stopping eating and drinking. The survey 

showed that in 72% of cases the person stopping eating and drinking had a disease 

almost half of patients who intentionally stopped eating and drinking, they had made 

a euthanasia request that was not granted, which is a similar percentage as reported 

patients whose request did not result in euthanasia. An even smaller group committed 

patients intentionally ending their life in the course of a serious illness in other countries. 

rates would be interesting to know.

Eight years after enactment of the euthanasia law the percentage of cases that were 

reported to the reviews committees, which is a legal obligation, stabilized. In unreported 

cases virtually all physicians labeled their decision themselves as ‘palliative or terminal 

Trends in end-of-life practices in the Netherlands from 1990 to 2010 

8

149



or barbiturates. By contrast, in reported cases virtually all physicians labeled their act as 

the drugs advised for undertaking euthanasia or physician-assisted suicide by the Royal 

characteristics of unreported cases have led some to argue that cases of euthanasia 

unreported cases would make for a reporting rate of about 100% both in 2005 and 2010. 

death by administration of opioids in these cases cannot be ruled out. Obviously, the 

100% of the cases in which the advised drugs were used were reported, suggests that 

non-reporting by physicians is not related to unwillingness to report cases of euthanasia. 

of drugs and intention with regard to hastening death. Further education seems the most 

appropriate way to further increase reporting rate.

Together with the high response rates and the availability of data for over two decades, an 

important strength of the study is the substantial sample of deaths that is representative 

for all deaths in all settings nationwide. A limitation is that information is derived from 

a similar reporting rate when com paring reporting based on information given by our 

respondents with the actual number of cases of euthanasia and physician-assisted suicide 

reported to Euthanasia Review Committees in 2010.(14) Finally, our study does not enable 

the assessment of quality of care or decision making on the patient level. For instance, 

lies in providing populationlevel information relevant to health policy.

In conclusion, eight years after the enactment of the Dutch euthanasia law, the incidence 

of euthanasia and physician-assisted suicide is comparable with that in the period before 

the law. The reporting rate seems to have stabilized at about eight out of ten cases. 

Euthanasia and physician-assisted suicide did not shift to different patient groups and the 
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these results to other countries is not straightforward, they can inform the debate on 

legalization of euthanasia or physician-assisted suicide in other countries.
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CHAPTER 9
Involvement of supportive care professionals 

in patient care in the last month of life

A. Brinkman-Stoppelenburg

Supportive Care in Cancer. 2015 Oct;23 (10):2899-906

 



Abstract

Background
In the last month of life, many patients suffer from multiple symptoms and problems. 

provide them with an optimal last phase of life.

Purpose

life, and which factors are associated with their involvement.

Methods

Results
A palliative care team or consultant had been involved in the last month of life in 12% of 

6% for psychologists or psychiatrists, and 13% for spiritual caregivers. Involvement of 

palliative care or pain specialists was most common in younger patients, in patients 

with cancer and in patients who died at home. Involvement of psychological or spiritual 

caregivers was most common in older patients, in females, in patients with dementia, 

and in patients who died in a nursing home. Involvement of supportive caregivers was 

also associated with the use of morphine and end-of-life decisions.

Conclusion
Supportive care professionals are involved in end-of-life care in about a quarter of all 

non-suddenly dying patients. Their involvement is related to the setting where patients 
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Introduction

At the end of life, patients with cancer or other life-threatening diseases may develop 

a variety of symptoms and problems, either physical, psychological or spiritual, which 

can be distressing and detrimental to their quality of life.(1-5) In patients with incurable 

cancer, symptoms like fatigue, pain, lack of energy, weakness and appetite loss occur in 

disease and chronic heart failure reported multiple symptoms that are often undertreated 

(6) and inappropriate symptom treatment has been reported for patients with dementia.

(7, 8)

patients with advanced illnesses and their families. It is based on an interdisciplinary 

approach that can be offered simultaneously with disease-oriented treatment and 

involves attention to the emotional, spiritual, and practical needs and goals of patients, 

and of the people who are close to them.(9, 10) Although there is discussion about the 

terminology, there is considerable overlap between palliative and supportive care.(11) 

patients with chronic diseases. Both focus on symptom management, psychosocial care, 

growing evidence that palliative care improves the quality of the last phase of life for 

patients and (13-17) and their relatives.(18, 19)

In a study by Murtagh et al. (2014), based on underlying and contributory causes of death, 

it was estimated that in high income countries between 69% and 82% of those who die 

need palliative care.(20)

In the Netherlands, palliative and supportive care are mainly provided by general health 

care professionals.(21) There is a strong emphasis on primary care which is professional 

care nurses, and sometimes other health professionals; almost one third of all deaths in 

as a medical specialty, but there are professionals who are trained in palliative care. It is 

relief, psychosocial support or support in end-of-life decision making. This awareness has 

resulted in a growing attention for palliative care and an increasing number of palliative 

care services such as hospices, palliative care units in nursing homes and palliative 

care consultation services, over the past years.(23) Since 1996, the Dutch Government 
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developed a policy to support and enhance palliative care. At the moment, there are 25 

palliative care consultation teams, covering all of the country.(24) These teams can be 

consulted by all professionals involved in palliative care, but in practice they are mainly 

consulted by general practitioners.(24) The aim of these teams is not to take over care, but 

to inform, support and advise the attending professional caregivers.(21) More recently, 

both hospitals and nursing homes are developing palliative care consultation services.(25)

from palliative care.(10) Until now, it is not known how often general caregivers involve 

professionals specialized in supportive or palliative care for patients who are in the last 

phase of life and which factors are associated with the involvement of these caregivers. 

1. 

and spiritual caregivers involved in caring for patients in the last month of life?

2. 

associated with the involvement of supportive care professionals?

3. 

professionals?

Materials and Methods

Study design and data collection

accident), cases were assigned to stratum one. On the basis of cause of death, cases 

were assigned to one of the other strata looking at the likelihood that an end-of-life 

decision had preceded death: when this decision was unlikely (e.g., acute myocardial 

infarction or aneurysm) cause of death was allocated to stratum two, when this decision 

decision was more probable (e.g. cancer) to stratum four. Cases were assigned to stratum 

25% of the cases in stratum four, 13% of those in stratum three, 8% of those in stratum 

a questionnaire.(26)
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Population and setting
The sample was drawn from all deaths that had occurred between Augustus 1 and 

physician. Of the 8496 mailed questionnaires, 6263 were returned resulting in a response 

rate of 74%. Responding physicians represented all health care settings: general 

practitioners providing care for patients living at home and in care homes, elderly care 

physicians providing care in nursing homes and medical specialists providing care in 

hospitals.

Questionnaire
The attending physician was requested to complete the 4-page questionnaire, containing 

mainly multiple choice questions. The questionnaire focused on the characteristics of the 

end-of-life decision making that may have preceded the death of the patient involved. 

The wording of these questions was validated in previous studies that were performed in 

1990 and 1995 and was kept identical in subsequent studies that were performed in 2001, 

2005 and 2010. In 2010, questions on medical treatment and care in the last phase of 

for the patient in the last month of life?” Respondents could choose from 5 options: 

a palliative care consultant or palliative care team, a pain specialist, a psychologist or 

psychiatrist, a spiritual caregiver (or chaplain), or another professional.

Statistical analysis

factors associated with the involvement of different care professionals. In case of the 

question regarding the involvement of supportive care professionals, respondents 

professions of interest. In multivariable logistic regression models to assess factors 

associated with involvement of supportive caregivers, we combined the involvement 

of palliative care consultants, palliative care teams and pain specialists, because we 

combined involvement of psychologists, psychiatrists and spiritual caregivers, assuming 

that these specialties mainly focus on non-physical causes of suffering. For both types 

of supportive caregivers, we assessed whether their involvement was associated with 

patient characteristics (age, gender, diagnosis), place of death, hospitalization during 

the last month of life, and the aim of care during the last phase of life (palliation or 
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life prolongation). A second multivariable logistic regression analysis was performed to 

assess associations between the involvement of supportive caregivers and the use of 

morphine in the last 24 hours before death, the use of continuous deep sedation and 

different types of end-of-life decisions (forgoing life prolonging treatment, intensive 

forms of alleviation of symptoms and euthanasia).

Results

Involvement of supportive care professionals in the last month of life
Table 1 shows that in 27% of all cases of patients who had died a non-sudden death, one 

or more supportive caregivers had been involved in the care in the last month of life. 

Three percent of all non-sudden deaths had involved care of a pain specialist, in 12% a 

palliative care team or palliative care consultant had been involved, in 6% a psychiatrist 

or psychologist and in 13% a spiritual caregiver.

Table 1: Involvement of supportive care professionals in the last month of life

Non-sudden deaths in the Netherlands in 2010 

12 (785)

 3 (246)

 6 (263)

Spiritual caregiver 13 (613)

Any supportive caregiver 27 (1540)

All percentages are weighted for sampling fractions, non-response, and random sampling 
deviations, to make them representative for all non-sudden deaths in the Netherlands 
in 2010.

In the multivariable logistic regression model, involvement of palliative care or pain 

care and pain specialists were rarely consulted for patients diagnosed with dementia (4%, 
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for patients for whom care had been aimed at palliation during the last weeks or months 

Table 2: Patient and care characteristics associated with involvement of palliative care and 
pain specialists in the last month of life

Palliative care and pain specialist involvement

n

Univariate
logistic regression

Multivariate
logistic regression

Overall 5062 14.0

Age

- 0-64 1312 16.0 26.3 4.50 (3.66-5.54) 2.28 (1.79-2.89)

- 64-79 1663 30.2 19.5 3.06 (2.55-3.68) 1.91 (1.55-2.36)

- > 80 (ref) 2087 53.8 7.3 1

- Female 2518 53.5 12.4 0.76 (0.65-0.89) 0.96 (0.81-1.15)

- Male (ref) 2544 46.5 15.7 1 1

Cause of Death

- Cardiovascular 
disease

543 16.5 6.0 1.07 (0.78-1.48) 1.05 (0.75-1.49)

- Cancer 2925 37.2 27.9 6.54 (5.37-7.95) 2.58 (2.03-3.28)

- Other or unknown 
(ref)

1594 46.3 5.6 1 1

Dementia

- Yes  739 23.0 4.0 0.20 (0.15-0.27) 0.39 (0.27-0.55)

- No (ref) 4104 77.0 17.2 1 1

- -
dential home

2663 42.8 20.0 2.53 (2.07-3.10) 1.29 (1.01-1.66)

- Nursing home 1122 28.5 9.8 1.11 (0.87-1.41) 1.40 (1.04-1.89)

- 1277 28.7 9.0 1 1

- Yes 1815 35.5 17.0 1.43 (1.22-1.67) 1.28 (1.06-1.53)

- No (ref) 3027 64.5 12.5 1 1
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care and pain specialists in the last month of life

Palliative care and pain specialist involvement

n

Univariate
logistic regression

Multivariate
logistic regression

- Yes, during the 
last weeks/months 
of life

2626 47.9 20.7 5.74 (4.42-7.46) 3.98 (2.93-5.41)

- Yes, during the 
last days of life

 892 21.4 14.2 3.65 (2.72-4.91) 3.11 (2.26-4.27)

- No, or only in the 
last hours of life

1136 30.7 4.3 1 1

All percentages are weighted for sampling fractions, non-response, and random sampling 
deviations, to make them representative for all non-sudden deaths in the year studied 
ref reference category, OR (95% CI)

Involvement of psychological or spiritual caregivers was most common for patients aged 

or spiritual caregivers were also more often consulted for patients for whom care had 

1.73-4.75) (Table 3).

Table 3: Patient and care characteristics associated with involvement of psychological and 
spiritual caregivers in the last month of life

Psychological and spiritual caregiver involvement

n

Univariate logistic
Regression

Multivariate logistic
Regression

Overall 5062 16.3

Age

0-64 1312 16.0 13.0 0.73 (0.58-0.91) 1.16(0.89-1.51)

64-79 1663 30.2 16.7 0.98 (0.83-1.15) 1.32 (1.09-1.59)

> 80 (ref) 2087 53.8 17.0 1 1

Female 2518 53.5 19.0 1.53 (1.32-1.78) 1.31 (1.11-1.54)

Male (ref) 2544 46.5 13.2 1 1
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psychological and spiritual caregivers in the last month of life

Psychological and spiritual caregiver involvement

n

Univariate logistic
Regression

Multivariate logistic
Regression

Cause of Death

Cardiovascular 
disease

543 16.5 12.5 0.63 (0.50-0.79) 1.01 (0.79-1.29)

Cancer 2925 37.2 15.4 0.80 (0.69-0.94) 1.16 (0.93-1.44)

Other or un-
known (ref)

1594 46.3 18.4 1 1

Dementia

Yes 4104 23.0 26.9 2.35 (2.02-2.75) 1.08 (0.87-1.34)

No (ref)  739 77.0 13.5 1 1

-
dential home

2663 42.8 10.1 1.17 (0.93-1.45) 0.78 (0.60-1.01)

Nursing home 1122 28.5 33.0 5.10 (4.15-6.26) 3.67 (2.83-4.75)

1277 28.7  8.8 1 1

Yes 1815 35.5 13.6 0.71 (0.61-0.83) 1.09 (0.91-1.32)

No (ref) 3027 64.5 18.1 1 1

Yes, during 
the last weeks/
months of life

2626 47.9 22.8 2.82 (1.22-1.97) 2.19 (1.73-2.76)

Yes, during the 
last days of life

 892 21.4 13.9 1.55(1.22-1.97) 1.26 (0.98-1.63)

No, or only in 
the last hours 
of life

1136 30.7  9.5 1 1

All percentages are weighted for sampling fractions, non-response, and random sampling 
deviations, to make them representative for all non-sudden deaths in the year studied
ref reference category, OR (95% CI)
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Associations between involvement of supportive caregivers and end of life care 
and end-of-life decision making
In a multivariable logistic regression model, involvement of pain or palliative care 

specialists was associated with an increased likelihood that the patient had received 

1.06-2.03) and intensive alleviation of symptoms with a potential risk of hastening death 

associated with a higher likelihood that the patient had received morphine in the last 24 

1.29-1.76) and that potentially life-prolonging treatment had been withdrawn or withheld 
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Discussion

This study shows that in the Netherlands supportive care specialists are involved in 

consultant was involved in 12% of all non sudden deaths, a pain specialist in 3%, a 

psychologist or psychiatrist in 6% and a spiritual caregiver in 13%. The involvement of 

palliative care teams or consultants is low compared to other countries, e.g. Australia, 

who die in the nursing home. This is probably due to the availability of these caregivers 

in nursing homes where, besides elderly care physicians, psychologists, pastoral workers 

specialists were more often consulted for younger patients and patients who died of 

cancer, whereas patients with dementia had a lower likelihood of involvement of these 

caregivers. It can be questioned whether this is due to different palliative care needs, 

Substantial symptom burden has been reported for patients with varying diagnoses, 

barriers to the adequate use of palliative care, such as late referral, lack of physicians 

knowledge on palliative care and communication skills, the view that involving palliative 

interpretation of the death of a patient as a failure and the lack of awareness of the 

patients have equal access to palliative care. For elderly patients, ethnic minority groups, 

patients with lower socioeconomic status and other disadvantaged groups, poor access 

to palliative care has been reported before.(35) Some subpopulations are less often 

referred to palliative care services such as patients with non-cancer diagnoses.(36, 37)

On the other hand, not everyone facing a life-limiting illness needs specialist palliative 

caregivers.(36) In the Netherlands all health care professionals are supposed to be capable 

of providing general palliative care, which can, when necessary, be complemented 

by specialist palliative care that should be readily available.(38) This is in line with a 
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(skills all clinicians should have) from specialist palliative care (skills for managing more 

Netherlands, it is not yet clear how basic or general palliative care and specialist palliative 

under- or overuse of supportive care.

Supportive care and end-of-life care and decisions making
In order to prevent or alleviate suffering at the end of life, end-of-life decisions can be 

made, such as forgoing burdensome treatment and intensifying alleviation of pain or 

other symptoms. In this study we found that involvement of supportive caregivers was 

associated with a higher likelihood of use of morphine in the last 24 hours before death 

and with patients receiving intensive forms of alleviation of symptoms, such as continuous 

deep sedation. This is not surprising as supportive caregivers will be consulted more 

suffering becomes unbearable, patients may ask for the hastening of death, which is 

allowed under strict regulation in the Netherlands.(26) Involvement of pain and palliative 

specialists was also associated with a higher likelihood of receiving euthanasia. This is in 

line with an earlier study in which involvement of palliative care teams and psychiatrists 

was positively associated with patients requesting euthanasia.(41) As our study had a 

cross sectional design, we cannot conclude that there is a causal relationship between 

involvement of supportive care professionals and end-of-life decisions, but our data 

suggest that the involvement of supportive caregivers does not prevent euthanasia or 

other end-of life decisions.

Furthermore, cases were obtained from a nationwide, representative sample and the 

response rate was high (74%).

death. This may not always have been the physician who was the attending caregiver in 

the period that preceded death, which may imply that the physician might not have been 

aware of all caregivers that were involved. This may have resulted in an underreporting 

of the involvement of the different caregivers, especially of spiritual caregivers, because 
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physicians may not always be aware of the involvement of spiritual caregivers. In 

been proper to combine psychologists and spiritual caregivers (non-physicians), with 

psychiatrists (physicians). Furthermore, we did not assess the effects of the involvement 

Recommendations
This study provides insight in patterns in the use of supportive and palliative care in the 

last month of life. Further insight in whether people with life-limiting illnesses who do 

not access specialized palliative or supportive care services have unmet needs is crucial 

in planning and evaluating palliative care. It would be desirable to structurally monitor 

the use of palliative and supportive care on a regular basis.
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CHAPTER 10
Obligatory consultation of an independent physician 

on euthanasia requests in the Netherlands: 
what influences the SCEN physicians judgment 

of the legal requirements of due care?

A. Brinkman-Stoppelenburg

Health Policy. 2014 Mar;115(1):75-81

 



Abstract

Background
In the Netherlands, euthanasia is allowed if physicians adhere to legal requirements. 

Consultation of an independent physician is one of the requirements. SCEN (Support 

and Consultation on Euthanasia in the Netherlands) physicians have been trained to 

provide such consultations.

Objective
To study why euthanasia requests are sometimes judged not to meet requirements of 

judgments.

Methods
During 5 years (2006, 2008-2011) standardized registration forms were used for data-

Results

characteristics that were associated with a lower likelihood to meet due care requirements 

and higher patient age were related to greater chances of meeting the requirements. 

judgment.

Conclusion

requirements for due care are not met. The association between SCEN physician 

characteristics and the judgment of euthanasia requests is limited, suggesting uniformity 

in their judgment.
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Introduction

In 2002 the euthanasia law regulating the ending of life by a physician at the request of a 

patient with unbearable suffering came into effect in the Netherlands. The act legalized 

were consistent with standards of care that had been established in the early 1990s.(1) 

suicide, that is subject to the same law, the patient self-administers lethal medication 

that was prescribed intentionally by a physician.(2) In the euthanasia law it is stated that 

Box 1: Due care requirements of euthanasia and physician-assisted suicide as laid down in 

a. 
considered;

b. 
prospect of relief;

c. the physician must be convinced that the patient is informed about his/her situation and 
prospects;

d. the physician together with the patient must be convinced that there is no reasonable 
alternative solution for the situation;

e. at least one other independent physician must see the patient and must give a written 
statement containing his judgment of the four previous requirements;

f. the ending of life must be performed in a professional and careful way.

One of the requirements of due care involves consultation of at least one other 

independent physician. Such consultation prior to the act is considered to be an important 

safeguard, in addition to the review of cases by a multidisciplinary review committee 

after the act.(3) The consulting physician must see the patient and must give a written 

statement of his judgment of the other requirements of due care. The attending physician 

skilled advice, the Royal Dutch Medical Association in 1997 initiated the project ‘Support 

After a positive evaluation in 1999, the project was gradually implemented throughout 
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service LEIF (Life End Information Forum)(5-7), physicians follow a special 3 day-training 

program. SCEN physicians are mainly general practitioners, but some are nursing home 

physicians or medical specialists. In a recent position paper of the Dutch Royal Medical 

Association (8) it is stated that it is the task of the SCEN physician ‘to assess the case 

within the framework of the Euthanasia Law, to which end the SCEN physician must test 

the requirements of due care against the Euthanasia Law in as professional and objective 

normative framework for judging euthanasia requests that he would apply were he asked 

different attending physicians can come to different conclusions regarding granting or 

care, they also have to judge whether it falls within their own boundaries. This in contrast 

to SCEN physicians who only have to assess the judicial requirements of due care. This 

implies that physicians should not draw different conclusions in similar cases. In a study 

among SCEN-physicians it was found that SCEN physicians also consider this uniformity 

in judgment important (9), as it contributes to the quality of the consultation which is 

the aim of the SCEN project.(4) In addition the interaction with the SCEN physician can 

be supportive to the attending physician, as performing euthanasia can have a major 

impact on physicians.(10)

In an evaluation of the euthanasia law, it was shown that in 2010 80% of all formal 

consultations in cases of euthanasia were provided by SCEN physicians.(11) It is known 

that SCEN physicians judge that requirements of due care are met in the majority of 

have never been studied. The aim of this study is to study why requests are sometimes 

physician characteristics are associated with the judgments of SCEN physicians. Bearing 

SCEN physician characteristics and an association for patient characteristics would be a 

sign of quality of consultations.

Chapter 10176



Methods

Study design and data collection

survey among SCEN physicians in the Netherlands, from 2006 through 2011. Each year, 

all registered SCEN physicians received a postal questionnaire on their most recent 

consultation. Response rates varied from 79%-86% (Table 1). For 2007, the questionnaire 

all data from 2007. In total, we analyzed 1640 questionnaires that were completed by 

415 SCEN physicians, of which 9 contained missing data. In the analysis, we only used 

additional education in end-of-life care and whether the SCEN physician also worked 

Table 1: Response rates to the yearly postal questionnaires that were send out to all Dutch 

Year Number of active SCEN physicians in the Netherlands Response Response rate

2006 508 434 85%

2008 594 508 86%

2009 555 452 81%

2010 566 447 79%

2011 598 494  83%

Measurement instrument / questionnaire

age, gender and diagnosis, reasons for the request, the willingness of the attending 

care met versus requirements for due care not (yet) met).

Statistical analysis
Comparisons were made between cases in which the SCEN physician judged that the 

requirements of due care were met and cases in which the requirements were judged 
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than one case, the multilevel models took possible clustering within SCEN physicians 

(intraclass correlation was 4%) into account. 

Results

SCEN physicians’ arguments to judge that requirements of due care were not 
met

to the SCEN physician (Table 2). The most common argument why SCEN physicians 

thought that the requirements were not met was that they thought that there was ‘no 

Table 2: SCEN physicians’ arguments why requirements of due care were judged not to be 
met

Requirements of due care were judged to be met 1311 (80)

Requirements of due care were judged nota to be met 320 (20)

SCEN physicians’ arguments why requirements of due care were judged not to be metb

- No unbearable suffering 271 (70)

- No suffering without prospect of relief 26 (8)

- No voluntary request 17 (6)

- No well considered request 94 (30)

- Other treatment options were still available 58 (19)

a

burden is likely to increase in the future).
b More than one answer possible.

Association between SCEN physicians’ characteristics and SCEN physicians’ 
judgment of the requirements of due care
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SCEN physician characteristics, only older age was associated with a lower likelihood 

that the requirements of due care were judged not to be met (Table 3).

Association between patient characteristics and SCEN physicians’ judgment of 
the requirements of due care

Compared to cancer patients, being diagnosed with MS or ALS was associated with 

a higher likelihood that requirement of due care were judged not to be met in the 

of due care were judged not to be met.

Association between patient and SCEN physicians’ characteristics and SCEN phy-
sicians’ judgment in the multivariable analysis

of due care.
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request judged as not meeting the requirements of due care. Regarding the SCEN 

Table 3: Characteristics of 415 SCEN physicians and multilevel univariate and multivariable 
odds ratios for the likelihood that the legal requirements of due care were judged not to 
be met

Physicians Univariate Odds 
ratio

Multivariable 
Odds ratio

Agea 56 (52-60)b 0.82 (0.75-0.89) 0.85 (0.73-1.00)

- Male 304 (73) 1 1

- Female 111 (27) 1.01 (0.76-1.35) 0.95 (0.69-1.31)

Specialty

- 318 (77) 1 1

- Nursing home physician  45 (11) 1.29 (0.86-1.92) 1.50 (0.94-2.39)

- Medical specialist  52 (12) 1.04 (0.70-1.56) 0.90 (0.56-1.44)

Number of years working as a SCEN physician

< 4  85 (21) 1 1

 4-8 229 (55) 0.74 (0.51-1.06) 0.84 (0.55-1.28)

 >8 101 (24) 0.69 (0.47-1.02) 0.89 (0.55-1.45)

Additional education in end-of-life care

- Yes 305 (74) 0.95 (0.71-1.27) 0.94 (0.68-1.31)

- No 101 (26) 1 1

SCEN physician also works as a palliative care consultant?

- Yes  58 (14) 1 1

- No, not any more  32 (7) 1.12 (0.76-1.64) 0.94 (0.48-1.83)

- No 325 (79) 1.00 (0.54-1.83) 0.11 (0.73-1.70)

a Odds ratio per 10 years
b Median and interquartile range
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Table 4: Characteristics of patients who requested for euthanasia and multilevel univariate 
and multivariable odds ratios for the likelihood that the legal requirements of due care 
were judged not to be met

Cases
 

Univariate Odds 
ratio

Multivariable Odds 
ratio

Agea 69 (60-78)b 0.90 (0.88-0.93) 0.85 (0.83-0.88)

- Male  869 (53) 1 1

- Female  762 (47) 1.08 (0.84-1.38) 1.02 (0.78-1.34)

Diagnosis

- Cancer 1309 (80) 1 1

-  60 (4) 1.04 (0.53-2.05) 1.38 (0.64-2.94)

- MS / ALS  60 (4) 1.91 (1.07-3.40) 1.52 (0.80-2.89)

-  45 (3) 1.50 (0.74-3.03) 1.47 (0.68-3.22)

- Other  156 (10) 2.01 (1.38-2.93) 1.61 (1.02-2.52)

Loss of dignity

- Yes  875 (54) 0.57 (0.44 -0.73) 0.57 (0.43-0.76)

- No  756 (46) 1 1

Overall weakness

- Yes  964 (59) 0.34 (0.26-0.44) 0.39 (0.29-0.51)

- No  667 (41) 1 1

Being tired with life

- Yes  93 (6) 2.70 (1.73-4.23) 2.66 (1.56-4.53)

- No 1538 (94) 1 1

- Yes  446 (27) 0.54 (0.39-0.74) 0.53 (0.38-0.75)

- No 1185 (73) 1 1

Knowing that suffering will not get better

- Yes  735 (45) 0.53 (0.40-0.68) 0.57 (0.43-0.75)

- No  896 (55) 1 1

- Yes  504 (31) 0.61 (0.45-0.81) 0.55 (0.40-0.75)

- No 1127 (69) 1 1
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univariate and multivariable odds ratios for the likelihood that the legal requirements of 
due care were judged not to be met

Cases
 

Univariate Odds 
ratio

Multivariable Odds 
ratio

- Yes  160 (10) 0.42 (0.24-0.73) 0.42 (0.24-0.75)

- No 1471 (90) 1 1

Fear of suffocation

- Yes  187 (12) 1.25 (0.86-1.82) 1.09 (0.71-1.66)

- No 1444 (89) 1 1

Invalidity

- Yes  176 (11) 0.69 (0.44-1.07) 0.65 (0.40-1.06)

- No 1455 (89) 1 1

Depression

- Yes  8 (0) 13.63 (2.64-70.28) 8.21 (1.05-64.44 )

- No 1623 (100) 1 1

Dependency

- Yes  511 (31) 0.68 (0.51-0.90) 0.67 (0.49-0.92)

- No 1120 (69) 1 1

Not wanting to be a burden for family

- Yes  78 (5) 2.75 (1.70-4.45) 2.86 (1.65-4.94)

- No 1553 (95) 1 1

Dyspnea

- Yes  295 (18) 0.81 (0.57-1.13) 0.67 (0.46-0.99)

- No 1336 (82) 1 1

a Odds ratio per 10 years
b Median and interquartile range

Discussion

SCEN physicians’ reasons why requirements of due care are not met
The most common reason for SCEN physicians to judge that requirements of due care 
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task to judge whether or not the suffering of the patient can be considered as unbearable, 

on whether to comply with a euthanasia request; 79% of them indicated to have had 

hopeless.(14)

It can be questioned if it is in principle possible to make a proper judgment of whether 

a patient suffers unbearably. The judgment of suffering ultimately depends on the 

be objectively determined is the underlying disease and the accompanying symptoms 

for others. As we belong to the same species, with the same senses and the same brain, 

requirements have to be met. First, physicians have to fully inform their patients and to 

who request for euthanasia and because they have received formal training in how to 

SCEN physician and patient characteristics contributing to whether or not the 

According to SCEN physicians in this study, the main reasons for patients to request 

and specialty, are not associated with their judgments. In the univariate analysis only 

successful in their effort to reach uniformity in their judgment.
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request was judged to meet the requirements of due care. On the other hand, patients 

for whom pointless suffering, knowing that suffering will not get better, loss of dignity 

and physical symptoms (overall weakness, pain, vomiting, dependency and dyspnea) were 

reasons to request for euthanasia were more likely that their request was considered to 

meet the requirements of due care. Other studies have investigated why requests for 

euthanasia did or did not result in euthanasia. Factors associated with requests resulting 

in euthanasia are the patient having physical symptoms such as pain, nausea and dyspnea, 

not having depressive symptoms, no alternative treatment being available and the patient 

relatively common among refused requests.(17) Compared to patients whose requests 

were granted, patients whose requests were refused more often had mental health 

problems and were less likely to be clearly in the terminal phase.(17) Meier et al. (2003) 

also studied patients characteristics associated with physician-assisted suicide and found 

that physicians were more likely to honor requests for physician-assisted suicide from 

one month, and who were not believed to be depressed at the time of the request.(20) 

death (home) were also associated with requests being granted.(18)

mental health problems are likely to increase that chance that euthanasia requests are 

refused.

Strengths and limitations
A strength of this study is the large number of cases involved and the long period 

of investigation. A limitation might be that SCEN physicians were asked to remember 

the last request. There might be some bias towards remembering requests that were 

anonymously, this bias is probably limited.

Another limitation is that only SCEN physicians were questioned and not the attending 

physician or the patient. In addition, this study does not allow to assess whether the 

assessment of the requirements of due care was done according to how it is meant 

reported cases of euthanasia there was a SCEN consultation and that euthanasia review 
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committees almost always judge that the criteria for due care are met. On the other side, 

it is less clear whether in cases in which the SCEN physician considered the criteria for 

due care not to be met, a euthanasia review committee would draw the same conclusion.

Conclusion

SCEN physicians judge that requirements of due care are not met in 20% of all requests 

for euthanasia for which they are asked to provide a second independent judgment. In 

70% of these cases they judged that the requirement concerning unbearable suffering 

tired with life and not wanting to be a burden for family involve a greater chance that 

SCEN physicians judge that requirements of due care are not met. Of the SCEN physician 

characteristics, only older age seems to slightly increase the chance that the requirements 

of due care are judged to be met. This suggests they are successful in achieving the 

uniformity of judgment they strive for. Uniformity in judgment is important to guarantee 

the quality consultation, which then can contribute to the quality of euthanasia and 

physician assisted suicide. These results can inform the debate in countries in which the 

regulation of euthanasia is a topic of debate.
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Abstract

Background
Advance care planning is the process of discussing and recording patient preferences 

concerning goals of care for patients who may lose capacity or communication ability 

in the future. Advance care planning could potentially improve end-of-life care, but the 

Aim
To present an overview of studies on the effects of advance care planning and gain insight 

in the effectiveness of different types of advance care planning.

Design
Systematic review.

Data sources

and observational studies on the effects of advance care planning published in 2000–2012.

Results
The search yielded 3571 papers, of which 113 were relevant for this review. For each study, 

the level of evidence was graded. Most studies were observational (95%), originated from 

the United States (81%) and were performed in hospitals (49%) or nursing homes (32%). 

Do-not-resuscitate orders (39%) and written advance directives (34%) were most often 

studied. Advance care planning was often found to decrease life-sustaining treatment, 

Conclusion
The effects of different types of advance care planning have been studied in various 

settings and populations using different outcome measures. There is evidence that 

different settings, including the community
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Introduction

become incapable of making treatment decisions near the end of life, e.g. due to delirium 

autonomy of patients to stages in life where they have become incompetent. It can be 

a process of discussion about goals of care and means of setting on record 

preferences for care of patients who may lose capacity or communicating ability in the 

future

might or might not be acceptable, and to try and make plans in line with their wishes. 

also serve as a basis for decision-making in patients who retain capacity. Originally, the 

(including living wills and durable powers of attorney for health care), do-not-resuscitate 

planning is not only on the completion of written forms, but also on the social process.(5)

such as use of mechanical ventilation, days spent in an intensive care unit (ICU), or level 

of reported pain.(10) This latter study and others (11, 12) have raised questions regarding 

from the hypothetical situation that is addressed in advance care planning. Furthermore, 

being engaged in advance care planning is suggested to be stressful for patients (16), 
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The aim of this study is to provide an overview of recently published papers about 

studies on the effects to alter end-of-life care and to gain insight in the effectiveness of 

life care, such as medical treatment, place of care and quality of life, are affected by the 

Methods

Literature search

In addition, we hand searched the Journal of the American Geriatric Society and the 

published the most hits in our systematic search. Finally, we also screened the references 

of the included papers.
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Box 1: Search strategy for the current review

“

2.Embase
((advance* NEAR/3 (plan* OR directive*)):de,ab,ti OR (living NEAR/1 will*):de,ab,ti OR (health* 

OR (DNR:de,ab,ti) OR (hospitalize order:de,ab,ti) OR (do-not-hospitalize order;de,ab,ti) OR 
-

f*:de,ab,ti OR (evaluation NEAR/1 stud*):de,ab,ti OR (clinical NEAR/1 trial*):de,ab,ti OR ran-
domi*:de,ab,ti OR (prospect* NEAR/1 stud*):de,ab,ti OR (retrospect* NEAR/1 stud*):de,ab,ti 
OR (emper* NEAR/1 stud*):de,ab,ti OR (follow** NEAR/1 stud*):de,ab,ti OR (longit* NEAR/1 
stud*):de,ab,ti OR (quant* NEAR/1 stud*):de,ab,ti OR (multivariatet* NEAR/1 analys*):de,ab,ti 

(advance care plan* or advanced care plan* or advance health care plan* or advanced health 
care plan* or advance health-care plan* or advanced health-care plan* or advance healthcare 
plan* or advanced healthcare plan* or advance medical plan* or advanced medical plan* or 
advance direct* or advanced direct* or advance medical direct* or advanced medical direct* 

-

order).mp.

Conducted on 20 May 2013.

Study selection

which a comparison was made between patients who did and who did not participate 

in advance care planning. Effects had to pertain to medical treatment in the last phase 
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Box 2: In- and exclusion criteria

Inclusion criteria:
1. 
2. Studies concern quantitative research
3. Outcomes include:

a. Effects on medical treatment in the last phase of life, including
i. 
ii. Medical treatment and care (including use of life sustaining treatment, hospice 

and palliative care)
iii. 

b. 
c. 

4. Both intervention and observational studies with control group
5. Studies published in paper in English between January 2000 and December 2012

1. 
studies on the effect of palliative care consultation teams.

2. Studies on children
3. Studies on psychiatric patients
4. Studies on hypothetical situations (e.g. vignette studies)
5. 

completion of advance care planning documents.

Data extraction
Information was collected on general characteristics of the studies and on characteristics 

measures, and results and conclusions. To get insight in the effects of different types 

and durable powers of attorney), do-not-resuscitate orders and do-not-hospitalize 

interventions. Outcome measures included measures pertaining to medical treatment, 
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Quality appraisal

Box 3: Grade of evidencea

Grade I:  RCT or RCT review

 IA Calculation of sample sizeb

 IC Neither of the above.

observational study) or retrospective study which controls effectively for confounding 

variables     

 IIA Calculation of sample sizeb

and adjustments for the effects of important confounding variables.

 IIB One or more of the above.

 IIC Neither of the abovec

Grade III: Retrospective or observational or cross-sectional studies

of outcome variables. 

 IIIB One or more of the above.

  IIIC Neither of the above.

a 

 b In case the number of respondents was 1000 or more, we considered these criteria to be met
 c Category IIC was added
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Figure 1: Flow of studies through the present review

Results

3305 non-relevant papers based on titles or abstracts. In the second step, the 266 

inclusion criteria. After screening the references of these remaining 99 papers, 12 papers 
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Finally, 113 papers/studies were included. The process of study selection is presented 

in Figure 1.

Study characteristics
Table 1 shows the main characteristics of the 113 studies included in this review. Most 

studies were observational (107 studies), originated from the USA (91 studies), or Canada 

(5 studies), and were performed in institutional settings, such as hospitals (55 studies) or 

nursing homes (37 studies). Only 9 studies were performed in the community. Types of 

advance care planning studied included DNR orders (52 studies), completion of advance 

patient populations, such as patients with dementia or advanced cognitive impairment, 

patients with advanced cancer, patients hospitalized with an acute myocardial infarction, 

or trauma patients. The most frequently studied outcomes were medical treatment and 

place of care. Studies less often reported on symptoms, patient and family satisfaction, 

n

Type of study 6  (5)

Observational 107 (95)

Country United States 91 (81)

Canada 5  (4)

Other 17 (15)

Setting Community 9  (8)

Nursing home 37 (32)

37 (33)

18 (16)

Outpatient clinic 1  (1)

12 (11)
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n
 a Do-not-resuscitate Order (DNR) 52 (39)

16 (12)

45 (34)

-
tion

20 (15)

Number of patients 
in study

0-100 13 (12)

101-500 35 (31)

501-1000 16 (14)

>1000 49 (43)

a

The effects of advance care planning
Table 2 presents an overview of the effects of different types of advance care planning on 

with a decrease or an increase in certain outcomes, the number of studies in which no 

Studies on DNR orders (52 studies) mainly pertained to life-sustaining treatments (21 

studies) and hospitalization and hospital length of stay (14 studies). Relatively few studies 

reported on the outcome of cardiopulmonary resuscitation (5 studies). Most studies 

on the effects of DNR orders showed that these were associated with a decreased use 

of cardiopulmonary resuscitation (4 of 5 studies) and an increased use of hospice and 

palliative care (6 out of 6 studies). A majority of studies showed a decrease in life-sustaining 

treatments (12 of 21 studies).

a decrease in life- sustaining treatments (3 of 3 studies) and an increase in hospice and/or 

palliative care (5 of 5 studies).

In all, 45 studies reported on advance directives. Life-sustaining treatment was the most 

frequently studied outcome in 22 studies. For a majority of studies, presence of advance 

directives was associated with an increase in hospice and palliative care. For other 
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Do-not-resuscitate orders
A total of 52 papers concerned DNR orders (Table 3). (20-71) All had an observational 

which 8 were performed in the ICU). A total of 18 studies were performed among nursing 

home residents, including 13 of the 30 largest studies (over 1000 patients). Studies on 

DNR orders assessed associations with the use of medical treatment, place of care and 

quality of care.

A total of 21 studies investigated the association between DNR orders and life-sustaining 

treatment: in 12 studies DNR orders were associated with a decrease in life-sustaining 

treatment. A total of 10 studies looked at different forms of cardiopulmonary support. 

Nine found that DNR orders were associated with a decreased use of different types of 

reported no association between DNR orders and tube feeding. DNR orders were also 

associated with a decreased use of diagnostic tests (two studies). Four studies reported 

on the association between DNR orders and the use of haemodialysis, in three studies 

were found for the use of blood transfusion, antibiotics, hydration and stroke care.

associated with more frequent enrolment in hospice care.

showed that DNR orders were associated with an increased length of stay, two with a 

reduced length of stay, and one study showed no association. DNR orders were also 

associated with fewer hospital deaths (3 studies) but more deaths in the ICU (1 study). 

Two studies found that DNR orders were associated with a decrease in ICU admissions 

and two studies found no association. Length of stay in the ICU was increased in patients 

with a DNR order in three studies, whereas one study found no association.

be associated with lower quality of care. In one study DNR orders were associated with 

an increased quality of life.
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Do-not-hospitalize orders

studies were observational and 10 included over 1000 individuals. Seven studies were 

treatment and satisfaction.

Nine studies investigated the outcome hospitalization. Eight studies found that patients 

with fewer hospital deaths.

hospice care.

Advance directives including living wills and durable powers of attorney
A total of 45 studies (in 44 papers) assessed the effects of advance directives including 

living wills and durable powers of attorney (Table 5).(18, 28, 32, 37, 40, 50, 55, 57, 61, 70, 

79-112) All these studies were observational, 21 of them included over 1000 individuals 

and were performed in a variety of settings. Of all 45 studies, 31 were graded as level II 

studies. Outcome measures studied were medical treatment, place of care, symptoms, 

and satisfaction.

Two studies found no association between presence of an advance directive and 

association between advance directives and (withdrawal of) life-sustaining treatment. In 

10 studies advance directives were associated with a decrease in the use of life-sustaining 

study found that the presence of a durable power of attorney was associated with an 

performed in the hospital and intensive care setting, reported no differences in the use 

of life-sustaining treatment.
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directives were associated with an increase in the use of comfort plans.

association. Three studies reported an increase in out-of-hospital deaths.

family satisfaction, quality of life, or quality of death and dying. One study reported 

quality of life, quality of care, and patient and surrogate satisfaction.

directives were associated with a decrease in family concerns or stress and learned 

was reported in symptom management, symptoms in the last week of life, caregiver 

social functioning (four studies).

Complex advance care planning interventions

Different interventions were investigated, such as the Let Me Decide advance directive 

as conversations with a trained care planning mediator, a social work intervention, an 

advance directive tool, and a pathway tool for present and advance directives. Outcome 

treatment, hospice and palliative care, place of care, satisfaction and symptoms.

a decrease in resuscitation, one a decrease in dialysis at the end of life, and one a 

decrease in emergency calls to ambulance services. Five studies reported on the effects 
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with an increase of hospice use and use of palliative pathways, three other studies found 

advance care planning intervention, one study reported a decrease in ICU admissions. 

In two studies the association with hospital length of stay was investigated: one study 

reported a decrease and one study reported no difference in hospital length of stay. 

hospital deaths, one study reported a decrease in ICU deaths, and two studies reported 

an increase in at-home deaths.

satisfaction and quality of life. Four studies reported an increase in satisfaction or quality 

psychological distress, or pain and shortness of breath.
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Discussion

institutional settings such as nursing homes, hospitals and ICUs. Implementation of 

performed in the USA. Most studies in the present review had an observational design, 

with (sometimes) large numbers of patients, and most frequently analyzed written 

The objective of advance care planning is to enable patients to make treatment decisions 

in advance in an attempt to provide care consistent with their goals when they are no 

longer capable of making such decisions.(131) From this perspective it is noteworthy 

that only a few studies assessed whether care as received was congruent with end-of-

life wishes as written down in an advanced care plan. More common outcome measures 

were related to medical interventions, place of care and type of care.

Studies on the outcomes of DNR orders were not limited to the question of whether or not 

patients with a cardiac arrest are less likely to be resuscitated in the presence of a DNR 

measures, they also tended to reduce the number of hospitalizations and to increase 

the use of hospice care. Evidence concerning the association of DNR orders with other 

interventions is not convincing. It should be noted that the outcome of DNR orders was 

only studied in observational studies, albeit with (in some cases) very large numbers of 

patients. This means that it remains unclear whether there is a causal relationship between 

DNR orders and the place and type of medical care. DNR orders are probably more often 

written down for the most severely ill patients, for whom the goals of medical care might 

a clear preference for comfort care, instead of life-sustaining treatment, were probably 

overrepresented among patients with DNR orders. Finally, DNR orders may not in all 

his or her wishes: DNR orders may be established by physicians without involving the 

mainly performed among nursing home residents. Other outcomes, such as satisfaction or 
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quality of care, have rarely been studied. Inferences about a causal relationship between 

process of discussing and planning future care. As such, they may represent an effective 

element of such a process.

All the studies included in this review had an observational design and were performed in 

state that the fact that people are hospitalized suggests that they, or their families, want 

some kind of medical intervention and that “a living will may not be enough to outweigh 

the hospital’s technological imperative”. (90) Furthermore, advance directives were not 

found to be clearly associated with symptom burden, quality of life/quality of dying, or 

directives; this implies that (in addition to the fact that all studies had an observational 

reducing overtreatment at the end of life, it seems unlikely that they have a substantial 

impact on patient-centered end-of-life care and satisfaction with care.

Nowadays, advance care planning is seen as a process of communication between 

patients and professional caregivers that may include (but is not limited to) the 

completion of written agreements and advance directives.(132) The effects of such 

an increase in compliance with end-of-life wishes and satisfaction with quality of death; 
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facilitators, in collaboration with treating physicians, assist patients and their families 

their future choices about health care. The Let Me Decide advance directive program 

includes educating staff in local hospitals and nursing homes, residents, and families 

incompetent residents an advance directive that provides a range of health care choices 

for life-threatening illness, cardiac arrest, and nutrition.

or depression compared to patients or families who did not participate in advance care 

planning.

Study limitations

settings, including a broad range of outcomes. Checking the references of included 

papers resulted in a substantial number of additional papers, which suggests that our 

search strategy may not have captured all relevant studies. Furthermore, our search 

patient knowledge and psychological adjustments.(134)
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be most effective. In addition, due to the broad range of different outcomes, we were 

not able to calculate effect sizes.

of-life care. Do-not-resuscitate orders were found to reduce the use of cardiopulmonary 

support measures, to reduce hospitalizations and to increase the use of hospice care. 

Do-not-hospitalize orders have almost invariably been shown to be related to a reduced 

number of hospitalizations and an increased use of hospice care. The effects of advance 

directives seem more diverse but they tend to be related to an increased frequency 

documents alone. They were found to result in an increased frequency of out-of-hospital 

and out-of-ICU care, and in increased compliance with patient wishes and satisfaction 

the community. Outcome measures for such studies should preferably be standardized 
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CHAPTER 12
General discussion



Discussion

associated with better quality of life after two weeks of follow-up and with better quality 

to have an effect on hospital treatment and related costs, although consultation within 

three days of hospital admission may lead to lower hospital costs. In this discussion, we 

standards and ways of providing palliative care in hospitals. The chapter continues with 

some methodological considerations. The chapter ends with recommendations for clinical 

practice, policy, and research.

The effects of PCT consultation on quality of life, quality of dying, satisfaction 

- 

functioning and seems to improve quality of life of hospitalized patients with 

advanced cancer. (chapter 4)

- 

with advance cancer. (chapter 6)

- 

- 

consultation, especially when such consultations occur early during admission, which 

Chapter 12246



consultation. (chapter 5)

- 

trails (RCTs) are considered the gold standard in research, due to the assumption of 

unbiased allocation of treatment and the application of statistical theory on the basis of 

random sampling.(1) Instead, we corrected for baseline differences using multivariable 

analyses and bootstrapping.

In our study, 164 patients were able to complete quality of life questionnaires after two 

consultation also had better scores for physical functioning and global health status, but 

a positive effect on symptoms and aspects of quality of life.

An observational study by Jongen et al., performed in a Dutch tertiary hospital, also 

(3) It concluded that specialist palliative care as performed by multi-professional teams 

is associated with a small effect on quality of life after three months of follow up, and 

might have most pronounced effects for patients with cancer who receive such care early. 

on the effects of early palliative care for patients with advance cancer included seven 

improved health-related quality of life, but the effect size was small.(4)

palliative care in patients with advanced cancer in a university hospital in Belgium. They 

of life in patients who received early palliative care compared with patients who received 

usual care, which in this study also included standard psychosocial support.(5) Gaertner 
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RCTs specialist palliative care was provided to all patients, including patients who did 

not have high scores for pain or other symptoms, and that the potential role of general, 

non-specialist palliative care, that could also have been provided to patients in the 

control groups, was neglected.(3) In our observational study, palliative care consultation 

was only provided upon the request of the primary caregivers to patients with a high 

Kavallieratos et al., that also only included RCTs, had a broader perspective and was not 

too small to study effects beyond two weeks.

Effect on quality of dying

physical, psychological, social and spiritual aspects, and issues related to life closure, 

death preparation and circumstances of death, and characteristics of health care at 

dying, such as awareness of imminent death, death preparation and life closure. There 

quality of dying, such as death preparation (8) and disease awareness.(9) Furthermore, 

quality of dying is an outcome that was not included in recent reviews on the effects 

those who live on”.

results are reported in table 1. Satisfaction with hospital care is higher for patients for 
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nurses, other personnel and general satisfaction. The differences are not statistically 

particularly for nursing care. This is in line with results from the review by Kavalieratos 

et al., who found that palliative care provision was consistently associated with higher 

patient and caregiver satisfaction.(6) In the review by Gaertner et al., contradictory results 

INPATSAT-32 subscales Patients for 
whom a PCT was 
consulted 

Patients for 
whom no PCT was 
consulted

Satisfaction with physicians’†
Technical skills
Interpersonal skills
Information
Availability

Satisfaction with nurses’
Technical skills
Interpersonal skills
Information
Availability

Other hospital personnel / 
kindness and helpfulness

Access (parking, means of 
transport, etc.)
Comfort /cleanness
General satisfaction

68 (22)
67 (24)
66 (24)
62 (22)

72 (21)
71 (23)
67 (24)
64 (25)

62 (20)
60 (21)

61 (21)
59 (22)

62 (25)
72 (21)

68 (25)
68 (25)
68 (23)
68 (22)

80 (20)
76 (25)
74 (26)
70 (25)

68 (19)
67 (26)

69 (20)
64 (24)

61 (22)
78 (22)

68 (22)
66 (24)
66 (25)
61 (22)

71 (21)
71 (23)
66 (23)
63 (25)

61 (21)
58 (20)

60 (20)
58 (22)

62 (26)
71 (21)

level of satisfaction.

Effect on hospital care and costs

medical costs in hospitals in the Netherlands. The average time that was spent on a 

consultation, and consequently the costs of consultation, differed between hospitals. 
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or costs of their hospital stay, most diagnostic procedures or therapeutic interventions. 

scans), which are possibly related to the fact that the hospitalizations were more often 

unplanned and related to symptom management in the consultation group.

in several other, predominantly observational studies. A review by May et al. in 2014 

reports a clear pattern of cost savings from inpatient palliative care consultations.(11) 

medical treatment provided, and involve a shift in the course of treatment, resulting 

in less intensive hospital treatment and reduced intensive care admissions.(12) A cost 

analysis in an RCT of early palliative care in patients with metastatic cancer found a non-

(on average €4151,- per hospital admission) and in patients with more comorbidities.(14) 

costs of hospital stay and overall costs of hospital care. Consultations that take place 

earlier during admission may have a more substantial effect of hospital costs, compared 

to consultations that take place at a later stage.

costs of hospital care in the last half year of life are much lower than e.g. in the United 

States, where most studies on this topic were performed. Bekelman et al. found that in 

the Netherlands relatively few patients are admitted to an ICU and few patients receive 

patients who received chemotherapy was already lower for patients who would receive 

Netherlands, there is an open culture towards death and end-of-life care and relatively 

strong and longstanding emphasis on home-based care, as compared to other countries.

(16, 17) Furthermore, it has been suggested that cost analysis should incorporate the 
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timing of the intervention. An earlier intervention may involve larger cost savings.(18) This 

hospital care. This is however not commonly done in other studies.(14)

Determinants and characteristics of Palliative Care Team consultation in Dutch 
hospitals

- 

(chapter 7)

- 

procedures. (chapter 7)

- 

admissions. (chapter 7)

- 

have a lack of options for anti-cancer treatment. (chapter 3)

- 

- 

together with aspects involving the organization of care. (chapter 3)

- 

- 

people dying in the Netherlands. (chapter 9)

What is palliative care team consultation?

participating in the teams, their education, in working procedures and in annual number 

Oncology (ASCO) states that ‘palliative care for patients with advanced cancer should 
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be delivered through interdisciplinary palliative care teams, with consultation available 

Textbox 1: Components of palliative care according to the American Society of Clinical 

- Rapport and relationship building with patient and family caregivers
- Symptom, distress and functional status management (e.g. pain, fatigue, sleep, distur-

bance, mood, nausea or constipation)
- 
- 
- Assessment and support of coping needs (e.g. provision of dignity therapy)
- Assistance with medical decision making
- Coordination with other care provider
- 

Which patients receive palliative care team consultation?
Patient characteristics

symptoms and problems, physical, psychological, social and spiritual, which have a great 

impact on their quality of life and which tend to increase over time.(20-22) In cancer care, 

average 4.4 symptoms and/or problems per patient related to the consultation, which 

is comparable to the number found in a study in Japanese hospitals.(25) The difference 

between the total number of symptoms found in patients with cancer in other studies 

the fact that some symptoms were already taken care of by primary caregivers.

Symptoms and problems

aspects regarding the organization of care, which include support with transfers to home 

or other settings and advance care planning. The high prevalence of physical symptoms 

in our study 11% of all consultations involved patients who had problems with ‘giving 

trigger physicians to refer patients to specialist palliative care.(26) Spirituality is not a topic 
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that is often discussed by physicians, although the frequency increases when patients 

have a terminal illness.(30) Discussing spirituality and religion is especially important at 

times of personal crisis.(31) Referral for psychological support is often initiated by nursing 

staff.(32) Furthermore, it is known that in hospitalized patients, symptoms are sometimes 

overlooked.(33)

Therefore, a structured multidimensional assessment of symptoms and problems for 

patients with advanced cancer may be an important tool to assure no symptoms or 

problems are overlooked. As our study showed that both the participating professionals 

whether all domains of palliative care are always assessed in all consultations.

Late referral

patient died within 12 months” was chosen as an inclusion criterion to guarantee that as 

less than three months who had no more options for anti-cancer treatment. The survival 
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Late referral is not typical for Dutch hospitals. In other countries, such as the United 

States, referral to palliative care services also typically occurs late in the course of a 

Late referral might be due to clinician-related, patient-related, and system-related 

barriers.(39) There may be a lack of awareness among health care professionals of the 

of the most important clinician-related barriers is the stigma associated with the service 

prognostic uncertainty, or concerns that involvement of palliative care may be seen as a 

signal that primary health care professionals have given up all hope for a patient.(42-44) 

Medical specialists may further not refer patients because they lack awareness or skills 

to identify palliative care needs.(45)

care because of the association of palliative care with dying.(46, 47) In a study among 170 

palliative care. In contrast, many health care providers and the public continue to believe 

that palliative care is what you do when there is nothing left to do”.(49)

the effects of early palliative care on the one hand, and daily practice of late referral on 

the other.
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Advance care planning and end-of-life decision making

- 

(chapter 11)

- 

than written documents alone. (chapter 11)

- In 2010, 2.8% of all deaths in the Netherlands were the result of euthanasia. 

life-prolonging treatment in 18.2%. Continuous deep sedation until death occurred 

in 8.2% of all deaths. (chapter 8)

- Involvement of pain and palliative care specialists is associated with a higher 

likelihood of receiving morphine in the last 24 hours before death, receiving intensive 

alleviation of symptoms, receiving continuous palliative sedation and receiving 

euthanasia. (chapter 9)

- The judgement of SCEN physicians of euthanasia requests is dependent on 

characteristics of the patient, and not on characteristics of the SCEN physician. 

(chapter 10)

- 

requirements of due care are not met compared to physical suffering. (chapter 10)

Advance care planning as an essential component of PCT consultation

preferences for future medical treatment and care, to discuss these goals and preferences 

with family and health-care providers, and to record and review these preferences if 

a component of palliative care in the ASCO guideline, the performance of goals-of-care 

for treatment, and care planning, is mentioned as an important part of palliative care.(19) 

wishes.(chapter 11)

included as a pre-structured answer in the questionnaire. In our study on quality of 
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et al.(53), among 78 palliative care teams in hospitals in the United States, found that 

in care planning with most of the patients they saw, frequently clarifying both who 

code status such as Do Not Resuscitate (DNR) or Do Not Intubate (DNI)) that had not 

previously been documented. In another study by Rabow et al. among patients with 

and attention is required to actually initiate discussions about end-of-life issues. And 

health care professionals should adopt a patient centered approach when engaging in 

but that it should be carefully addressed, based on the needs and readiness of the 

individual patient.

End-of-life decision making and PCT consultation
In the Netherlands, the percentage of patients in whom an end-of-life decision was made 

before death, increased over the last 25 years to almost 60% in 2015.(55) End-of-life 

decisions involve decisions to withhold or withdraw life prolonging treatment, to intensify 

are often involved in end-of-life decision-making: almost 20% of all consultations were 

related to decision making regarding the withholding or withdrawal of treatment and 

7% were related to decision making regarding euthanasia. Another 7% of consultations 

were related to palliative sedation.(chapter 3) These percentages increased as the life 

Consultation of a second, independent physician is obligatory when a physician 

considers granting a euthanasia request. Consultation of such a second, independent 

physician is an important safeguard. Consultation in case of euthanasia requests is often 

provided by trained SCEN-physicians (Support and Consultation on Euthanasia in the 
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for euthanasia meets the requirements of due care is associated with characteristics of 

or not requirements for due care were considered to be met was not associated with 

lower likelihood to meet due care requirements were: being tired with life, depression 

of pain or palliative care specialist was positively associated with the performance of 

euthanasia. (chapter 10)

sedation. In the Netherlands deep continuous sedation was provided in 18% of all deaths 

sedation as well as the decision-making process should be based on input from the 

multi-professional palliative care team, rather than by the treating physician alone.”(56) 

by the Royal Dutch Medical Association (RDMA). Therefore, we do not think it is advisable 

General considerations on PCT consultation in hospitals
-

pitals?

hospitals, especially after the release of the guidelines of the Dutch Federation of 

Oncological Societies (SONCOS). Specialized palliative care in Dutch hospitals is 

patients, which is a low percentage compared to the number of consultations in other 

consultation.(57)
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have been recently established and it takes time to establish a well working team. In 

the hospital organization, have more consultations. A third reason for the low number of 

in palliative care among hospital caregivers. In Belgian hospitals, it was found that 9% 

of all admitted patients were in the palliative phase.(58) In the United Kingdom 36% of 

all hospitalized adult patients had palliative care needs according to the Gold Standards 

of life than patients in other countries, and the number of intensive care admissions in 

the last month of life is also relatively low.(15) It is not known how many hospitalized 

needs in several domains.(60-62) The number of unmet needs may be less than in other 

countries due to the generalist approach of palliative care: general care providers, such as 

medical oncologists, may have been educated in (aspects of) palliative care, and be able 

attention in the hospital setting, and basic training in palliative care is not yet standard 

practice in the curricula of medical students and nurses, which suggests that the level of 

Netherlands are ranked 22nd in the human resources category.(63)

on quality of life and quality of dying indicate that improvements in both quality of life 

National standards

of Oncological Societies (SONCOS). These standards have probably contributed to the 
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Textbox 2: Standards for palliative care facilities and expertise in hospitals according to 

that:
- works according to general principles of palliative care (59) and uses a tool to identify the 

need for palliative care;
- 

care. The nurse is preferably an oncology nurse or a nurse practitioner in oncology or an-
esthesiology. At least one of the medical specialists in the multidisciplinary team should 

recommended;
- has a possibility of consultation of a medical oncologist, anesthesiologist, neurologist, 

pulmonologist, gastro-enterologist, radiotherapist, pharmacist, psychologist, psychia-

they are not already part of the multidisciplinary team;
- meets weekly;
- has a timely and structured assessment and transfer for patients who are discharged to 

home;
- is available for deliberation with the general practitioner for patients who are residing at 

home.

weekly team meeting. Almost all teams include at least two medical specialists (most 

often a medical oncologist, an anesthesiologist or a pulmonologist) and have at least 

one nurse or nurse practitioner. Spiritual caregivers are represented in about two third 

of all teams, whereas both psychologists and social workers are only represented in a 

quarter of all teams each. The instrument most often used by the teams to identify the 

need for palliative care is the Distress Thermometer (65) which was used in about half of 

only half of the teams were available for telephone consultation about patients who are 

factor for the development of the teams, in the Netherlands (chapter 7) but also in other 

hours for their work as a palliative care consultant. Medical specialists, social workers and 

spiritual caregivers most often do not have no labeled hours for their activities for the 
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2018, the survey among Dutch hospitals is repeated by the Netherlands Comprehensive 

Cancer Organization, which will provide new information on the development of the 

The Quality Framework for Palliative Care in the Netherlands

In October 2017 the Netherlands Comprehensive Cancer Organisation (IKNL) and 

palliative care, with a central position for the values, wishes and needs of the patient 

and their families, and is endorsed by a large number of professional organizations.(52)

The framework includes ten domains. Each domain is made up of an introduction, one 
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Textbox 3: Standards for interdisciplinary palliative care teams as described in the Qual-

Standard: The multidimensional approach of the patient and his healthcare requirements in 
the palliative care phase calls for knowledge and involvement of several disciplines working 
together in an interdisciplinary team. This team is formed by healthcare professionals and 
volunteers in close collaboration with the patient and his family.
3. In mutual agreement with the physician in charge, healthcare professionals specialized in 

palliative care will be involved when generalist palliative care professionals cannot meet 
the values, wishes and needs of the patient and his family.

4. A specialist palliative care team always consists of physicians and nurses specialized in 
palliative care and spiritual care givers and/or BIG*-registered psychologists and/or social 
workers.

5. In case of a specialist evaluation of the patient, the advice is accompanied by a step-by-
step plan for continuing treatment when complaints or symptoms increase.

and they can prove that they are keeping their knowledge up-to-date with relevant continuing 

1. -
-

mensional needs of the patient and his family. They are also willing and able to collabo-
rate as an interdisciplinary team (primary, secondary or transmural).

2. 

people or disabled people who are involved with patients in the palliative care phase.
3. -

4. -
tive-care teams should not only be acquired but also kept up-to-date and recorded, for 

5. 
training and discipline-transcending training) to other healthcare professionals to en-
hance the development of generalist palliative care.

6. 
in initial education and further education.

7. 
public awareness with respect to palliative care, to provide information or to increase the 
number of volunteers.

-
enced quality of care and offered support for all patients and their families, healthcare profes-
sionals and volunteers, as in organization of care.
9. A specialist palliative care team organizes supervision and intervision for the team 

members involved and, at least once a year, has a joint evaluation of the quality of care 

In our survey, not all of the criteria as formulated in the quality framework were assessed. 

education, although national consensus regarding the required education for each 

participating discipline is lacking. Furthermore, the vast majority of teams is involved in 
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training of general hospital staff in palliative care. As far as we know, volunteers are not 

International standards for PCTs

the European Association for Medical Oncology (ESMO) and the American Society of 

Clinical Oncology (ASCO) that palliative care should be provided whenever needs are 

states: ”Inpatients and outpatients with advanced cancer should receive dedicated 

palliative care services, early in the disease course, concurrent with active treatment. 

Referral of patients to interdisciplinary palliative care teams is optimal, and services 

may complement existing programs. Providers may refer family and friend caregivers 

of patients with early or advanced cancer to palliative care services”.(19) The ASCO has 

In the United States, leading hospice and palliative care organizations represented in 

to the Dutch guidelines, several other criteria are mentioned, such as the availability 

hours, and the majority of teams can not directly be consulted by patients and relatives. 

for the Netherlands, considering differences in the health care systems and in the role 

of generalist versus specialist care.
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Textbox 4: Guideline concerning Interdisciplinary Teamwork as stated by the National 

Guideline 1.3 An interdisciplinary team (IDT) provides palliative care to the patient and family 
consistent with the care plan. In addition to chaplains, nurses, physicians and social workers, 
other therapeutic disciplines who provide palliative care services to patients and families may 
include: child-life specialists, nursing assistants, nutritionists, occupational therapists, recre-
ational therapists, respiratory therapists, pharmacists, physical therapists, massage, art and 
music therapists, psychologists and speech and language pathologists.
Criteria:
- Specialist-level palliative care is delivered through an IDT.
- The team includes palliative care professionals with the appropriate patient population 

-
chological, social, and spiritual needs of both patient and family. Of particular importance 
is assembling a team which includes chaplains, nurses, pharmacists, physicians and social 

care of children, whether the child is a patient or a family member of either an adult or a 

- 
seven days a week. Respite services are available for the family caring for neonates, chil-
dren, adolescents, or adults with serious life-threatening illness.

- The IDT communicates regularly (at least weekly or more often as required by the clinical 
situation) to plan, review, evaluate and update the care plan, with input from both the 
patient and family.

- 
measurement of quality and quality improvement, and clinical practices.

- 
a timely manner.

Methodological considerations

are generally considered to be the gold standard for evaluating the effectiveness of 

interventions. Random allocation of treatment avoids selection bias or confounding by 

indication.(70) Randomization, concealment of treatment allocation and the possibility 

of double-blind administration of the intervention are important key concepts of RCTs, 
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using multivariable regression analysis.

Substudy 3: a longitudinal study in nine hospitals to compare quality of life between 

period of 3 months after hospitalization.

medical treatment and costs of hospital care (sub study 2) and to compare quality of 

and patients were often considered too ill or fragile to participate in the study, especially 

patients from entering a study as a research subject, by nurses and physicians also played 

hospitals to participate in the study. Ultimately, the study was performed on 20 wards 

in 12 hospitals.

For substudy 1, we were able to collect information on 550 consultations performed by 

and the time spent on these consultations. In hindsight, it would have been interesting 

consultation as described by Ferrell et al.(19), and Smith et al.(68), such as rapport and 

relationship building with the patient, establishing goals of care, symptom management 

data from substudy 3. Data were collected on 126 patients with and 409 patients without 

were taken into account. A methodological consideration is that in our multivariable 
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Another important consideration is that our study was performed from the hospital 

perspective as we only took in-hospital medical treatment into account. Chemotherapy 

that was provided in the outpatient clinic was not included in our study. Overall 

study. These costs may be substantial as most people prefer to die at home, and people 

to home. In the Netherlands, spending on medical treatment (including hospital costs) 

in the last 12 months of life is substantially less than in the United States, and spending 

on long-term care in their last year of life is substantial higher.(73) Therefore, it would 

be advisable to perform an economic evaluation from a healthcare, or even better, from 

a societal perspective. Furthermore, it would be interesting to look into more detail in 

medication provided to e.g. detect differences in the treatment of symptoms such as 

Due to the low number of patients included in the quality of life study, we were not able 

low costs of consultation, the (trend towards) positive effects on quality of life, quality 

In substudy 3, patients who were hospitalized were asked to complete a questionnaire 

on the participants. Furthermore, the workload on the participating wards was often such 

et al. showed that recruitment rates for studies may vary based on the research burden. 
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may have contributed to the low number of patients participating in our study.(74) A 

shortcoming in this substudy is that we were not able to collect reliable data on how many 

patients were eligible and how many were invited to participate in the study. Although 

a system for reporting eligible patients and whether they were invited was set up, this 

was not kept up to date on all wards.

Recommendations for practice, policy and research
Our study contributes to the growing body of evidence regarding the positive effects 

of hospital care, although we cannot draw robust conclusions on this issue based on our 

more often and in an earlier stage. In the Netherlands, about 47.000 people die of cancer 

cancer of 65 years and older, three out of four are hospitalized in the last 180 days of life.

all patients 

palliative care. In the Netherlands, palliative care is considered primarily as care that 

implement palliative care education in the curricula of nurses and physicians. At this 

moment however, patients do not all receive the same standard of palliative care (76) 

and quality of palliative care is not yet optimal.

To guarantee appropriate care for all cancer patients we recommend the following:

Recommendations for clinical practice:

- Hospital caregivers should explicitly and timely identify patients with palliative care 

needs
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both in the in- and outpatient clinic, to make sure all patients who are in need of palliative 

includes a multidimensional assessment of symptoms, problems and needs, advance care 

planning, the drawing up of an individual care plan and coordination of care. For each 

make sure symptoms and problems on all domains are addressed, and attention is paid 

- Each hospital should have special attention for patients who are dying in the hospital.

Despite the fact that most people prefer to die at home, about a quarter of all patients 

with cancer die in the hospital.(78) According to relatives, the quality of dying is 

paid to issues related to life closure, death preparation and circumstances of death.

- Members of the PCT should attend weekly oncology meetings / grand rounds.

identifying patients with unmet needs for palliative care and can provide support and 

advice to the primary caregivers.

- Efforts of general caregivers in improving palliative care should be stimulated 

and other models of providing specialist palliative care in the hospital should be 

supported.

professionals. There are many initiatives to improve palliative care, e.g. appointment of 

nurse champions for palliative care on hospital wards, or innovative ways for symptom 

management such as web applications for the monitoring of symptoms.(79) Furthermore, 

in some hospitals, palliative care is not only provided by palliative care teams who can 

provide advice for inpatients, but also in outpatient clinics for palliative care and in 
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delivering palliative care in the hospital setting. In a study by Casarett et al. outcomes 

of consultation teams were compared with inpatient units. Families of patients who 

providing specialist palliative care, such as outpatient clinics and palliative care units.

- Improve the expertise of primary health care professionals who are involved in care 

and treatment of patients who are in the palliative stage of their disease. Members of 

hospital PCTs should play a structural role in the education of hospital professionals.

In the Netherlands, plans have been made to implement more comprehensive palliative 

care education in the standard curricula of nurses and physicians. At this moment however, 

Recommendations for policy:

- Describe the required expertise and level of education of all members of PCTs on 

a national level.

working procedures an annual number of consultation, but also in their level of education. 

- 

follow up.
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- New initiatives of providing palliative care consultation and other forms of 

care continues when a patient is transferred from hospital to home or to another setting. 

include general practitioners, community nurses, or nursing home physicians. In some 

should be taken away. As described above, efforts to improve specialist palliative care 

specialist palliative care, such as outpatient clinics and palliative care units.

Recommendations for further research:

- 

In our study we found that specialist palliative care in hospitals is mainly provided by 

consultation, mainly patients for whom there are no more options for anti-tumor therapy, 

and who are hospitalized unplanned. In the literature criteria for (early) referral can be 

- Research on effective components of palliative care and the best model of provision 

of specialist palliative care in the hospital.

interventions are interventions that comprise multiple interacting components.(85) A 
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of palliative care.

- More research on the effect of PCTs on quality of dying and on the effects of PCTs 

on other patient groups.

as awareness and life closure.

effects for patients with other diagnosis such as heart failure, lung disease and 

dying and on the effects for other patient groups would be desirable.

- Development of a national palliative care registry to provide more insight in palliative 

care in hospitals

Finally, we recommend the development of a national palliative care registry as a 

repository for information on structure, processes and outcomes of hospital palliative 

be used to provide data for this registry. Furthermore, in such a registry data on the 

development of palliative care programs in hospitals can be gathered, which can promote 

standardization of palliative care to enhance quality.
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Summary

palliative care team consultation in patients with advanced cancer in Dutch hospitals. In 

the second part, additional research on consultation in palliative and end-of-life care is 

described. This part also addresses some topics related to consultation, such as advance 

care planning and medical decision making.

Part 1: The COMPASS study
In chapter 1, we present an overview of the development of palliative care. Subsequently, 

consultation in end-of-life care, namely obligatory consultation in case of euthanasia or 

physician-assistanced suicide.

Chapter 2

incurable cancer in the Netherlands and consists of three parts: 1. A questionnaire study 

consultation. 3. A longitudinal study to compare quality of life between patients for whom 

In chapter 3

for antitumor treatment at the time of admission to the hospital than patients for 
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organization of care, fatigue and dyspnea. Consultations for patients with a shorter life 

to decisions about withholding/ withdrawal of treatment. Consultations for patients with 

average time investment per consultation of all members of the team together was 279 

(183 minutes) followed by doctors (78 minutes).

In chapter 4, 
is described. A total of 164 patients consented to participate in our study, of whom 32 

In chapter 5 the effect of palliative care team consultation on content and costs of 

care during three months of follow-up for 409 patients with and 126 patients without 

length of stay, use of most diagnostic procedures, medication, and other therapeutic 

interventions were similar. The total mean hospital costs were €8393 for patients with and 

Part 2: Consultation in palliative and end-of-life care
chapter 6.

(6,7 compared to 5,8). There was no difference in quality of life in the last three days 
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consulted had more often discussed their preferences for medical treatment, had more 

often been aware of their imminent death and had more often been at peace with their 

had more often been able to say goodbye. Relatives had also more often been present 

Chapter 7 describes a questionnaire study  palliative 

care is a topic of interest in Dutch hospitals: in 2015, the majority of hospitals had an 

assignment from the board of directors or medical staff to develop palliative care and had 

a steering committee implementing palliative care. Seventy-seven percent of hospitals 

a large variation in annual number of consultations, disciplines represented in the teams 

and procedures followed by the teams. The annual number of consultations for inpatients 

ranged from 2 to 680, with a median number of 77 consultations per year. The mean 

number of disciplines that were represented in the teams was 6.5. The most common 

disciplines were nurses (72%) and nurse practitioners (54%), physicians specialized in 

internal medicine (90%) or anesthesiology (75%), and spiritual caregivers (65%). Both 

psychologists and social workers participated in 28% of the teams. In most cases, the 

physicians, social workers and spiritual caregivers did not have labeled hours for their 

work as palliative care consultant, whereas nurses and nurse practitioners did. Most 

could not only be consulted by healthcare professionals but also by patients or relatives. 

On average, teams were consulted for 0.6% of all patients admitted to the hospitals.

as euthanasia, palliative sedation or the withdrawal of life-prolonging treatment. Trends 

in end-of-life practices in the Netherlands are described in

frequency and characteristics of euthanasia, physician-assisted suicide, and other end-

of-life practices in 2010 in a questionnaire study in which physicians provided information 

about a representative sample of deaths. The results were compared with similar studies 

that were performed in 1990, 1995, 2001 and 2005. In 2010, 2.8% of all deaths in the 

Netherlands were the result of euthanasia. This rate was higher than the 1.7% that was 

found in 2005, but comparable with rates in 2001 and 1995. Continuous deep sedation 
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until death occurred more frequently in 2010 (12.3%) than in 2005. Of all deaths in 2010, 

cases the patient had made a euthanasia request that was not granted. In 2010, 77% of all 

cases of euthanasia or physician-assisted suicide were reported to a review committee.

Chapter 9 describes a study on the involvement of supportive care (palliative care 

consultants, pain specialists, psychologists, psychiatrists and spiritual caregivers) in 

caring for patients in the last month of life. For this study, we used data from the study 

that was introduced in chapter 8. A palliative care team or consultant had been involved 

percentage was 3% for pain specialists, 6% for psychologists or psychiatrists and 13% for 

spiritual caregivers. Involvement of palliative care or pain specialists was most common in 

younger patients, in patients with cancer and in patients who died at home. Involvement 

of psychological or spiritual caregivers was most common in older patients, in females, 

caregivers had been involved, patients had more often used morphine and end-of-life 

decisions were more common.

In chapter 10 we focus on the consultation of an independent physician in case of a 

euthanasia request. Such consultation is one of the requirements for due care in case 

of a request for euthanasia. SCEN (Support and Consultation on Euthanasia in the 

Netherlands) physicians have been trained to provide such consultations. Based on an 

analysis of SCEN reports on 1631 euthanasia requests, involving 415 SCEN physicians, 

we found that patient characteristics that were associated with a lower likelihood to meet 

due care requirements were: being tired with life, depression and not wanting to be a 

characteristics and their judgment, suggesting uniformity in their judgment.

In addition to end-of-life decision making, advance care planning is often an important 

topic in palliative care consultation. The results of a systematic review on the effects of 

advance care planning are described in

discuss these with family and healthcare providers, and to record and review them if 
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quality of end-of-life care. Do-Not-Resuscitate orders were found to reduce the use of 

cardiopulmonary support measures, to reduce hospitalizations and to increase the use 

related to a reduced number of hospitalizations and an increased use of hospice care. 

The effects of advance directives seem more diverse but they tend to be related to an 

written documents alone. They were found to result in an increased frequency of out-of-

hospital care, and in increased compliance with patient wishes and satisfaction with care.

chapter 12

three months, who are hospitalized unplanned and who have a lack of options for anti-

positive effects on symptoms, quality of life and quality of dying. Costs of hospital 

reduction in costs of hospital care.

The chapter concludes with recommendations for clinical practice, policy and future 

research.
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Samenvatting

en kosten van palliatieve teams voor patiënten met gevorderde kanker in Nederlandse 

ziekenhuizen. In het tweede deel wordt aanvullend onderzoek gepresenteerd naar 

consultatie in de zorg rond het levenseinde. In dit deel wordt ook ingegaan op enkele 

onderwerpen die vaak aan de orde komen bij consultatie, zoals advance care planning 

en medische besluitvorming.

Deel 1: De COMPASS studie
In hoofdstuk 1

van palliatieve teams in de Nederlandse ziekenhuizen. Daarnaast wordt ingegaan op een 

andere vorm van consultatie bij zorg rond het levenseinde, namelijk verplichte consultatie 

in geval van euthanasie of hulp bij zelfdoding.

In hoofdstuk 2

en de kosten zijn van palliatieve teams voor patiënten met een ongeneeslijke vorm van 

Een vragenlijststudie om de karakteristieken van consultatie van palliatieve teams in 

ziekenhuizen te onderzoeken. 2. Een dossieronderzoek waarin zorg, behandeling en 

kosten van zorg vergeleken worden tussen patiënten waarbij wel en patiënten waarbij 

geen consultatie van een palliatief team plaatsvond. 3. Een longitudinale studie waarbij 

de kwaliteit van leven vergeleken wordt tussen patiënten voor wie wel en voor wie geen 

palliatief team werd geconsulteerd.

In hoofdstuk 3 worden de determinanten en kenmerken van consultatie van palliatieve 

palliatief team werd geraadpleegd vaker een minder gunstige levensverwachting en een 

was geconsulteerd. Bovendien was er in 86% van de patiënten voor wie een team werd 

geconsulteerd sprake van een ongeplande ziekenhuisopname. Ten slotte hadden deze 
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patiënten vaker geen opties meer voor antitumor therapie. Andere patiënt-kenmerken 

waren niet gerelateerd aan consultatie van een palliatief team. De belangrijkste redenen 

voor het consulteren van een palliatief team waren pijn, problemen rond de organisatie 

van zorg, vermoeidheid en kortademigheid. Consulten voor patiënten met een kortere 

levensverwachting hadden vaker betrekking op kortademigheid, dagelijkse activiteiten, 

verwardheid en beslissingen over het al dan niet inzetten of staken van een medische 

behandeling. Consulten voor patiënten met een langere levensverwachting hadden vaker 

betrekking op coping en op aspecten rond de organisatie van zorg. De gemiddelde 

tijdsinvestering per consult van alle leden van het palliatief team gezamenlijk bedroeg   

279 minuten, waarvan het leeuwendeel ten laste kwam van verpleegkundigen of 

verpleegkundig specialisten (183 minuten) en artsen (78 minuten).

In hoofdstuk 4 wordt het effect van palliatieve teams op de kwaliteit van leven van 

patiënten met kanker beschreven. In totaal namen 164 patiënten deel aan de studie, 

konden 108 een vragenlijst invullen op de 14e dag na inclusie, waarvan bij 19 een palliatief 

team werd geconsulteerd. Na correctie voor verschillen tussen beide groepen, waren 

consult hadden ook betere scores voor globale gezondheidsstatus en fysiek functioneren, 

In hoofdstuk 5 wordt het effect van inzet van een palliatief team op de behandeling 

vergeleken de behandeling in het ziekenhuis gedurende drie maanden voor 409 patiënten 

met en 126 patiënten zonder consult. Kosten van ziekenhuiszorg voor beide groepen 

werden vergeleken, rekening houdend met mogelijke confounding by indication. De duur 

van het ziekenhuisverblijf, gebruik van de meeste diagnostische procedures, medicatie 

en andere therapeutische interventies waren vergelijkbaar voor patiënten met en zonder 

consult. De totale gemiddelde ziekenhuiskosten waren € 8393 voor patiënten met en € 

dagen van de ziekenhuisopname plaatsvond bedroegen deze kosten € 6543. Kosten 

van ziekenhuiszorg zijn lager voor patiënten met dan patiënten zonder consult, vooral 

verschil in kosten van ziekenhuiszorg tussen patiënten met en zonder consult.
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Deel 2: Consultatie en zorg rond het levenseinde
De samenhang tussen consultatie door een palliatief team en kwaliteit van sterven 

wordt beschreven in hoofdstuk 6. In een secundaire analyse van bestaande gegevens 

onderzochten we het effect van consultatie op kwaliteit van sterven bij patiënten 

met kanker. Familieleden van patiënten waarbij het palliatief team was geconsulteerd 

beoordeelden de kwaliteit van sterven gemiddeld met één punt hoger (op een schaal van 

0-10) dan familieleden van patiënten waarbij het palliatief team niet was geconsulteerd 

(gemiddeld 6,7 vergeleken met 5,8). Er was geen verschil in kwaliteit van leven gedurende 

de laatste drie dagen voor overlijden tussen beide groepen. Consultatie van het palliatief 

team vond meestal vrij laat in het ziektetraject plaats: in ongeveer 75% van alle gevallen 

vond het eerste contact met palliatief team plaats binnen twee weken voor het overlijden. 

palliatief team was geraadpleegd. Deze patiënten hadden hun voorkeuren voor medische 

zorg vaker besproken en hadden vaker vrede met het naderend overlijden. Bovendien 

waren patiënten en familieleden vaker in staat afscheid nemen van de patiënt en was 

familie vaker aanwezig op het moment van overlijden.

Hoofdstuk 7 laat zien dat palliatieve zorg een aandachtspunt is in Nederlandse 

ziekenhuizen: in 2015 hadden de meeste ziekenhuizen een opdracht van de raad van 

bestuur of van de medische staf om palliatieve zorg te ontwikkelen, en een stuurgroep 

had een palliatief team, een percentage dat de afgelopen tien jaar is toegenomen. 

Op dit moment zijn alle ziekenhuizen verplicht om een   palliatief team hebben volgens 

opgenomen patiënten varieerde van 2 tot 680 per team, met een mediaan van 77 

een palliatief team was 6,5. De meest voorkomende disciplines waren verpleegkundigen 

(72%) en verpleegkundig specialisten (54%), internisten (90%) of anesthesiologen (75%) 

vertegenwoordigd in 28% van de teams. In de meeste gevallen hadden de artsen, 

maatschappelijk werkers en geestelijk verzorgers geen gelabelde uren beschikbaar 

voor hun werk als consulent, terwijl verpleegkundigen en verpleegkundig specialisten 

dat wel hadden. De meeste teams (77%) waren alleen tijdens kantooruren bereikbaar. 
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professionals, maar ook door patiënten of familieleden. Gemiddeld werden teams 

geraadpleegd voor 0.6% van alle patiënten die waren opgenomen in de ziekenhuizen.

Een van de redenen voor het consulteren van een palliatief team is de overweging 

tot het nemen van een beslissing rond het levenseinde, zoals een beslissing tot het 

uitvoeren van euthanasie, palliatieve sedatie of tot het staken of niet starten van een 

behandeling. Trends in medische besluitvorming rond het levenseinde in Nederland 

worden beschreven in hoofdstuk 8
euthanasie, hulp bij zelfdoding en andere medische beslissingen rond het levenseinde 

in 2010 met behulp van een vragenlijststudie waarin artsen informatie gaven over een 

representatieve steekproef van overlijdens. De resultaten werden vergeleken met die 

van vergelijkbare studies uit 1990. 1995, 2001 en 2005. In 2010 was van alle sterfgevallen 

in Nederland 2,8% het gevolg van euthanasie. Dit cijfer was hoger dan de 1,7% in 2005, 

maar vergelijkbaar met cijfers uit 2001 en 1995. Continue diepe sedatie tot overlijden 

het resultaat van het besluit van de patiënt om te stoppen met eten en drinken; in 

de helft van deze gevallen had de patiënt een euthanasieverzoek gedaan dat niet 

was gehonoreerd. In 2010 werd 77% van alle gevallen van euthanasie gemeld bij een 

regionale toetsingscommissie.

Hoofdstuk 9 beschrijft een onderzoek naar de betrokkenheid van supportive care 

professionals (consulenten palliatieve zorg, specialisten pijnbestrijding, psychologen, 

psychiaters en geestelijk verzorgers) in de zorg in de laatste maand voor overlijden 

en naar de factoren die samenhangen met hun inzet. Een palliatief team of consulent 

was in de laatste maand van het leven betrokken bij 12% van alle patiënten voor 

wie het overlijden niet onverwacht kwam; dit percentage was 3% voor specialisten 

pijnbestrijding, 6% voor psychologen of psychiaters en 13% voor geestelijk verzorgers. 

Betrokkenheid van consulenten palliatieve zorg of pijnspecialisten kwam het meest 

voor bij jongere patiënten, bij patiënten met kanker en bij patiënten die thuis stierven. 

Betrokkenheid van een psycholoog, psychiater of geestelijk verzorger kwam het meest 

voor bij oudere patiënten, bij vrouwen, bij patiënten met dementie en bij patiënten die 

in een verpleeghuis stierven. Betrokkenheid van supportive care professionals was ook 

In hoofdstuk 10 richten we ons op een ander type consultatie, namelijk consultatie 

van een onafhankelijke arts in het geval van een euthanasieverzoek in Nederland. Deze 
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consultatie is een van de zorgvuldigheidseisen waaraan dient te worden voldaan in geval 

van een euthanasieverzoek. SCEN (Steun en Consultatie bij Euthanasie Nederland) artsen 

zijn getraind om dergelijke consulten te verlenen. Op basis van een analyse van 1631 

euthanasie-aanvragen, waarbij 415 SCEN-artsen betrokken waren, werd geconcludeerd 

dat kenmerken van de patiënt die verband hielden met een lagere kans dat aan de 

zorgvuldigheidseisen was voldaan, waren: levensmoe zijn, depressief zijn en het niet tot 

last willen zijn van familie/naasten. Lichamelijk lijden en een hogere leeftijd van de patiënt 

waren gerelateerd aan een grotere kans dat aan de zorgvuldigheidseisen was voldaan. 

Er was geen duidelijk verband tussen de kenmerken van SCEN-artsen en hun oordeel. 

vaak een belangrijk onderwerp bij consultatie van een palliatief team. De resultaten van 

hoofdstuk 

Niet reanimeerverklaringen bleken reanimaties en ziekenhuisopnamen te verminderen 

en het gebruik van hospicezorg te vergroten. Schriftelijk vastgelegde wensen om niet 

meer opgenomen te worden in het ziekenhuis leiden tot minder ziekenhuisopnamen 

en een toename van het gebruik van hospicezorg. De effecten van andere schriftelijke 

wilsverklaringen lijken meer divers, maar het gebruik van wilsverklaringen is meestal 

gerelateerd aan meer zorg buiten het ziekenhuis en zorg die gericht is op het verhogen 

van het comfort van de patiënt in plaats van het verlengen van het leven. Uitgebreide 

ziekenhuis en in een verhoogde naleving van de wensen van de patiënt en tevredenheid 

met de zorg.

In het laatste hoofdstuk, hoofdstuk 12, worden de belangrijkste bevindingen 

dan één procent van alle patiënten die jaarlijks in het ziekenhuis worden opgenomen. De 

teams worden voornamelijk geraadpleegd voor patiënten met een levensverwachting van 
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minder dan drie maanden, die ongepland in het ziekenhuis zijn opgenomen en waarbij 

geen antitumortherapie meer mogelijk is. De belangrijkste redenen voor het consulteren 

van een palliatief team zijn pijn en andere lichamelijke symptomen, samen met aspecten 

symptomen, kwaliteit van leven en kwaliteit van sterven. De kosten van ziekenhuiszorg zijn 

lager voor patiënten waarbij een team wordt ingezet, dan bij patiënten zonder inzet van 

echter rekening wordt gehouden met confounding by indication is de inzet van een 

praktijk, beleid en toekomstig onderzoek.
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Dankwoord

Met veel plezier kijk ik terug op de afgelopen jaren waarin ik dit proefschrift heb 

geschreven en waarin ik gewerkt heb op de afdeling Maatschappelijke Gezondheidszorg. 

op enigerlei wijze betrokken waren bij de totstandkoming van dit proefschrift hartelijk 

bedanken. Een aantal personen wil ik hieronder graag in het bijzonder noemen.

Allereerst ben ik veel dank verschuldigd aan de patiënten die meegewerkt hebben 

leven is niet vanzelfsprekend. Toch namen mensen de moeite de vragenlijsten voor dit 

geliefde de moeite namen een vragenlijst in te vullen ben ik zeer erkentelijk.

Natuurlijk wil ik ook alle leden van de teams palliatieve zorg en de artsen, 

verpleegkundigen en andere medewerkers van de ziekenhuizen die deelnamen aan 

en enthousiasme was het niet gelukt dit onderzoek uit te voeren!

ik ooit nog eens bij jou zou promoveren? Je gaf me de kans mee te werken aan het 

sterfgevallenonderzoek en daarnaast mee te schrijven aan de projectaanvraag voor de 

onderzoek en het schrijven van wetenschappelijke artikelen. Ik waardeer het zeer dat je 

ook meedacht over mijn ontwikkeling en me veel ruimte en mogelijkheden hebt gegeven. 

Bovenal waardeer ik je prettige manier van leidinggeven, onze gesprekken (bijvoorbeeld 

tijdens de reisjes naar de ziekenhuizen) en je persoonlijke belangstelling. Dank je wel! 

het proefschrift. Je was betrokken en kritisch en ik kon altijd bij je terecht. Ik heb veel 

bewondering voor je werk en de wijze waarop je je eigen onderzoekslijn hebt opgezet. 

Dank je wel!
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aan het lezen van mijn proefschrift.

onder jouw leiding samen met medestudenten aan ons eerste artikel. Daar is ook mijn 

interesse voor onderzoek ontstaan. Dank!

Alle coauteurs die betrokken zijn geweest bij het schrijven van de artikelen: hartelijk 

dank voor jullie waardevolle feedback op de artikelen en voor jullie betrokkenheid bij 

het onderzoek.

hebben we lief en leed gedeeld. In moeilijke periodes kon ik altijd bij je terecht. Dank 

gesprekken de afgelopen periode. Ik weet zeker dat jouw onderzoek in een prachtig 

proefschrift zal resulteren!

De afgelopen tijd heb ik met verschillende mensen van gedachten gewisseld over de 

consultatiefunctie in de ziekenhuizen. Marjolein van Meggelen, Manon Boddaert, Linda 

jullie je gedachten hierover met mij wilden delen.

Dit dankwoord zou niet compleet zijn zonder een bijzonder woord van dank aan enkele 

gepassioneerde pioniers binnen de palliatieve zorg met wie ik heb mogen samenwerken. 

mede hebben gevormd. Natuurlijk André Rhebergen, ergens tijdens een ritje naar het 

Rijnstate ziekenhuis stond jij aan het begin van mijn ”carrière” in de palliatieve zorg. Altijd 
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voortzetten!

jullie wel! Yvonne en Daan, dank jullie wel voor je advies op statistisch gebied. Frank, 

zeer bedankt voor je hulp bij Limesurvey. En natuurlijk Martin, samen met jou was de 

dataverzameling veel leuker!

Lieve Astrid, we ontmoetten elkaar bij de studie Beleid en Management Gezondheidszorg. 

Daar ontstond ook onze interesse in onderzoek. Je enthousiasme en energie zijn 

aanstekelijk! Ik ben blij dat we door de jaren heen contact zijn blijven houden en hoop 

dat dat ook in de toekomst zo zal blijven!

Lieve vrienden en vriendinnen, jullie hebben niet altijd veel meegekregen van mijn werk 

of van mijn proefschrift. Toch is dit een mooie gelegenheid jullie te bedanken voor jullie 

interesse, betrokkenheid en vriendschap.

Lieve Miriam, Karin, Brenda en Conny. Sommige dingen veranderen niet. Miriam, 

elkaar niet vaak, maar toch weten we altijd weer tijd te vinden voor een wandeling of 

vriendschap en hoop dat er nu wat meer tijd komt voor mooie wandelingen. Brenda en 

altijd zijn.

meer… Dat er nog vele mogen volgen!
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we zijn familie maar bovenal goede vrienden. Samen met jullie naar Italië is een feestje! 

Lieve Ed en Leonie, bedankt voor de gezellige etentjes en voor jullie belangstelling voor 

mijn proefschrift!

Lieve mama, dank je wel voor de opvoeding die jij en papa me gegeven hebben. 

Jullie liefde, vertrouwen en steun hebben mij gemaakt tot wie ik ben. Daarnaast ben ik 

ontzettend trots op je. Lieve papa, je blijft altijd in mijn gedachten en in mijn hart. Lieve  

Cees, je bent en blijft altijd mijn leuke en lieve broertje met wie ik me zeer verbonden 

voel. Lieve Marcel, wat heb ik veel bewondering voor jouw instelling en optimisme. Laten 

jij van alle mensen zeker niet mag ontbreken. Jij bent mijn lieve maatje. Jouw liefde en 

en Noor, de laptop kan eindelijk dicht! Dankjewel voor wie jullie zijn. Ik hou van jullie!
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