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Objective: As Physical and Rehabilitation Medicine 
physicians are experts in functional prognoses of 
disabling health conditions, the aim of this study 
was to gain insight into their involvement in end-
of-life decisions in patients with neurological or ter-
minal diseases in European countries.
Design: Exploratory cross-sectional survey.
Subjects: Delegates of the Union of European Medi-
cal Specialists, Physical and Rehabilitation Medicine 
Section. 
Methods: In July 2020, a self-constructed survey was 
sent to 82 delegates from 38 European countries, 
who were asked to answer from the point of view of 
their country. Topics included the legal status of end-
of-life decisions and the involvement of Physical and 
Rehabilitation Medicine physicians in these decisions.
Results: Between July 2020 and December 2020, 32 
delegates from 28 countries completed the survey 
(response rate country level of 74%). If legal fram-
eworks allow for these specific end-of-life decisions, 
involvement of Physical and Rehabilitation Medicine 
physicians was reported in 2 of 3 countries in eutha-
nasia cases, 10 of 17 countries in non-treatment 
decision cases, and 13 of 16 countries in cases of 
intensified symptom management by the adminis-
tration of drugs using potentially life-shortening 
doses.
Conclusion: Estimated involvement of Physical and 
Rehabilitation Medicine physicians in end-of-life 
decisions varied between European countries, even 
when legal frameworks allow for these decisions.

At first glance, end-of-life decisions (ELDs) might 
appear to be contradictory to rehabilitation and 

its goals. The World Health Organization (WHO) defi-
nes rehabilitation as a set of interventions designed to 
optimize functioning and reduce disability in indivi-
duals with health conditions in interaction with their 
environment (1). Physical and Rehabilitation Medicine 
(PRM) is an independent primary medical specialty 
with a person- and functioning-focus (contrary to the 
organ- and disease-oriented specialties or specialties 
that focus on specific age groups or prevention), which 
is present in almost all European countries (2–4). PRM 
physicians treat health conditions and impairments of 
physical, psychological and cognitive functions, as well 
as activity limitations, aiming to improve their patients’ 
participation and quality of life (QoL). These health 
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conditions include acute diseases or injuries, such 
as stroke, traumatic brain injury (TBI) or spinal cord 
injury (SCI), and progressive diseases, such as multiple 
sclerosis (MS), Parkinson’s disease, or amyotrophic 
lateral sclerosis (ALS) (2, 5). These diseases may result 
in severe impairments, activity limitations, participa-
tion restrictions and health issues, such as spasticity, 
pain, and communication disorders (4, 5).

In Europe, PRM care is generally organized with a 
multi-professional team working in an interdiscipli-
nary manner (2–4). PRM physicians are responsible 
for functional assessment, rehabilitation practice, and 
primary and secondary prevention in the acute (hos-
pital), post-acute (rehabilitation), and chronic phases 
(2–6). However, the organization and expertise of PRM 
care varies between and within European countries. 
Depending on the health condition and its phase, 
PRM physicians may be responsible for overall care 
of a patient in a hospital or clinic setting, or may be 
involved in care as an external specialist to provide 
specialist advice (2–5).

Although the main focus of PRM is supporting 
patients after severe health conditions to improve 
functioning, participation and QoL, end-of-life con-
siderations may arise in certain cases in any phase 
after an injury or the onset of a disease. Examples are 
severe cases of acute brain injury without perspective 
on sufficient QoL or advancing progressive diseases 
leading to hopeless suffering that cannot be alleviated. 
These considerations on life and death may finally lead 
to ELDs (7–12). ELDs can be defined as all decisions 
made by a physician, either with the intention of shorte-
ning the patient’s life, or knowing that the decision may 
have a potentially life-shortening effect (13). 

ELDs are complex, controversial, and subject to an 
ongoing debate (14, 15). Different types of ELDs can 
be distinguished, and various classifications are descri-
bed. For this study, we adopted the definitions of ELDs 
as shown in Table I for euthanasia, physician-assisted 
suicide (PAS), non-treatment decisions (NTD), and 
intensified pain and/or other symptom management 
by the administration of drugs using potentially life-
shortening doses (ISPM) (13, 14). 

The most controversial ELDs are generally most 
strictly regulated by law. Euthanasia and PAS, inclu-
ding advance care planning related to these ELDs, 
are allowed in some countries under strict regulations 
(8, 16–18). 

PAS should further be distinguished from assisted 
suicide (AS). Switzerland for example, has a liberal 
legislation on AS. Although associations that offer 
AS in Switzerland cooperate with physicians, the AS 
offered is not assisted by a physician (19, 20).

Advance care planning related to NTD and ISPM is 
legally possible in several European countries (21, 22). 
NTD, decisions to withhold or withdraw treatment, are 
further common in European intensive care units after 
severe injuries (23). ISPM, also referred to as shorte-
ning of the dying process, should be distinguished from 
palliative care and palliative sedation. Although there 
is a grey area between ISPM and palliative care (24), 
palliative care is not an ELD, as it intends to neither 
hasten nor postpone death (25). Palliative sedation is an 
accepted, ethical practice when used in the appropriate 
situation. Palliative sedation is considered an important 
and necessary approach in the care of selected pal-
liative care patients with otherwise refractory distress 
(26). However, this approach requires attention to pro-
portionality and good clinical practice and attention to 
potential risks and problematic practices that can lead 
to harmful and unethical practices (26). 

Besides legal frameworks, practices of ELDs depend 
on attitudes towards ELDs, which vary between Euro-
pean countries and regions (27), and between individuals 
within these regions. Attitudes towards ELDs are deter-
mined by various factors, including culture, religion 
and resources on a societal level and the prognosis of 
functioning and QoL on an individual level (16, 27–29).

If legal frameworks allow for ELDs, ultimate care-
fulness is required for decisions concerning life and 
death. Although death is generally an uncomfortable 
and difficult subject to discuss, autonomy and informed 
consent should be ensured (21, 30, 31). For medical 
professionals this includes facilitating optimal condi-
tions for communication, assessing the patients’ values 
and priorities, and providing adequate information on 
prognoses of functioning and QoL. Furthermore, this 
may also include (providing information on) advance 
care planning. In case of persons with severe disabling 
health conditions, discussing end-of-life considerations 
may be complicated by communication or cognitive 
disorders. In addition, facilitating autonomy and 
coming to an informed decision may require specific 
knowledge and more effort from medical professionals 
in these cases, not only for dignity in end-of-life care, 
but also to prevent premature ELDs.

Table I. Definitions of end-of-life decisions (ELDs)
Euthanasia: a doctor intentionally killing a person by the administration of drugs, at that person’s voluntary and competent request.
Physician-assisted suicide (PAS): a doctor intentionally helping a person to commit suicide by providing drugs for self-administration, at that person’s voluntary 
and competent request.
Non-treatment decisions (NTD): decisions to withhold or withdraw potentially life-sustaining treatment.
Intensified pain and/or other symptom management by the administration of drugs using potentially life-shortening doses (ISPM).

Note: palliative care is not an end-of-life decision as it intends to neither hasten nor postpone death (25).
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Several developments in the last decades stress the 
importance of well-developed policies on this subject. 
Progress in healthcare and knowledge of health have 
contributed to a considerable increase in the propor-
tion of elderly people in the general population. In line 
with this, there is a higher incidence of neurological 
conditions in elderly people, more persons with severe 
neurological conditions survive the acute phase, and 
more people are ageing with (severe) neurological 
conditions. These demographic changes may increase 
the number of requests for ELDs in people with such 
conditions.

Although European healthcare is generally well orga-
nized, there is variation in practices between countries 
and even within countries concerning ELDs, based on, 
for example, legal frameworks, culture and religion. 
Considering the core competencies of PRM physicians 
to treat consequences and to establish prognoses of 
functioning and QoL of persons with disabling health 
conditions, these medical specialists could play an 
essential role in well-informed decisions on life and 
death concerning people with these conditions. 

As the actual involvement of PRM physicians in 
ELDs in Europe is unknown, this explorative study 
aimed to gain insight into this involvement in European 
countries in patients with neurological or terminal 
diseases. The study hypotheses are that the involve-
ment of PRM physicians on a country level would 
be limited to countries with a legal status for those 
specific ELDs, and that involvement would vary bet-
ween countries, even in the case of comparable legal 
frameworks on ELDs.

METHODS

In July 2020, a self-constructed digital survey was 
sent by email to 82 delegates of 38 countries of the 
Union of European Medical Specialists, Physical and 
Rehabilitation Medicine (UEMS PRM) Section (32). 
The UEMS PRM Section is the representative body 
of PRM medical specialists in Europe concerned with 
rehabilitation medical specialist training, continuing 
medical education, medical specialty practice auto-
nomy, and other aspects of professional practice.

Delegates of the UEMS PRM Section were 
approached as they represent the PRM society of 
their country. As such, they were asked to answer 
the survey from the point of view of their country. 
Delegates were informed that completion of the 
survey by 1 respondent per country was required 
to participate in the study, although completion by 
more than 1 respondent per country was allowed. 
In case of difficulties answering certain topics, the 
respondents were asked to discuss these topics with 
PRM colleagues from their country. 

The survey instructions further included information 
on the general definition of ELDs, definitions of the 4 
ELDs set out in Table I, and the definition of palliative 
care. Respondents were asked to contact the authors if 
further explanation was required. 

The survey was provided in English and structured 
according to the following topics:

•• General role of PRM physicians in the acute (hospital) 
and post-acute (rehabilitation) phase (physician 
responsible for overall care of a patient in hospital or 
clinic setting, external specialist to provide specialist 
advice; more answers possible) for stable and 
progressive neurological diseases. This part comprised 
4 questions. 

•• Legal status of 4 ELDs (euthanasia, PAS, NTD and 
ISPM), defined as described in Table I. This part 
comprised 4 questions.

•• Involvement of PRM physicians in cases of ELDs 
in different phases (acute (hospital), post-acute 
(rehabilitation), chronic) and in different diagnoses 
(progressive neurological diseases, such as MS or 
ALS, stable neurological diseases, such as SCI or TBI, 
terminal diseases, such as cancer, and unresponsive 
wakefulness syndrome (UWS), such as persistent 
vegetative state (PVS) or minimally conscious state 
(MCS), including their involvement in these ELDs 
(physician responsible for overall care of a patient in 
hospital or clinic setting, external specialist to provide 
specialist advice; more answers possible). This part 
comprised 8 main questions and 16 sub-questions.

The constructed digital survey was tested by the 
authors to appraise its content and feasibility. In case 
of multiple responses from 1 country and conflicting 
results, the delegates of the country concerned were 
approached to clarify answers and reach a consensus. 
Furthermore, delegates were approached to clarify 
unclear or remarkable answers.

Finally, the survey results were discussed in virtual 
meetings of the UEMS PRM Section in March 2021 
and March 2022, and in the European Academy of 
Rehabilitation Medicine (EARM) meeting in June 
2022 in Nancy, France.

Analyses

Maps of Europe were created by MapChart version 
3.7.3 (https://www.mapchart.net/) to display the 
distribution of the response at the country and Euro-
pean level, and to display the legal status of ELDs in 
countries according to the survey. A division of Europe 
provided by the United Nations Statistic Division 
(UNSD) was used (33). In this division, which is for 
statistical convenience, Europe is divided into 4 sub-
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End-of-life decisions and PRM physicians in Europe p. 4 of 10

regions; Northern Europe, Eastern Europe, Western 
Europe, and Southern Europe.

Descriptive narrative analyses were performed to 
describe the involvement of PRM physicians in ELDs 
in different health conditions and different phases. 

Subanalyses were performed to gain insight into the 
involvement of PRM physicians in NTD and ISPM in 
subregions of Europe. For each subregion, the number 
of countries without declared involvement of PRM 
physicians in ELDs, even though these ELDs were 
legal in that country, was calculated.

RESULTS

Between July 2020 and December 2020, 32 delegates 
of the UEMS PRM Section from 28 countries com-
pleted the survey. The response rate at country level 
was 28/38 (74%). Participating countries were Finland, 

Ireland, Latvia, Norway and the UK (Northern Eu-
rope; response rate 5/10); Bulgaria, Czech Republic, 
Hungary, Poland, Romania, Russia, Slovakia, Ukraine 
(Eastern Europe; response rate 8/8); Austria, Belgium, 
France, Germany, Luxembourg, the Netherlands, Swit-
zerland (Western Europe; response rate 7/7); Croatia, 
Greece, Italy, Slovenia, Spain (Southern Europe; re-
sponse rate 5/9) and Cyprus, Israel, Turkey (Western 
Asia; response rate 3/4). An overview of participating 
countries is shown in Fig. 1.

There were 4 countries that had 2 respondents. In 
2 of these countries, there were conflicting answers 
between respondents. In 1 country, this concerned 
the legal status of 2 ELDs. PAS was marked illegal 
and ISPM legal by 1 person, while the other persons 
answered “other” and included refinement of the 
legal status of the ELDs. In the other country, this 
concerned involvement of PRM physicians in general 

Fig. 1. Participation of countries represented in the Union of European Medical Specialists, Physical and Rehabilitation Medicine (UEMS PRM) Section 
in subregions of Europe according to the United Nations Statistics Division (UNSD) (23). 

*Cyprus, Georgia, Israel and Turkey are part of Western Asia according to the UNSD.
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care and in ELDs. After contacting delegates of these 
countries, consensus was achieved on these answers. 

General role of the Physical and Rehabilitation 
Medicine physician

The results regarding the general role of PRM physici-
ans in the acute and post-acute phases after progres-
sive and stable neurological diseases are shown in 
Table II. PRM physicians were involved in the acute 
and post-acute care in these conditions in most parti-
cipating countries. In the acute phase this was mostly 
as external specialist to provide specialist advice and, 
in some countries, as responsible for overall care. In 
the post-acute phase involvement of PRM physicians 
mostly concerned responsibility for overall care, but 
also frequently involvement as an external specialist 
to provide specialist advice. 

Legal status of end-of-life decisions

The reported legal status of ELDs is shown in Fig. 2. 
Respondents indicated that euthanasia was legal in 3 of 
the 28 participating countries, namely Belgium, Lux-
embourg and the Netherlands. PAS was less straight-
forward to answer, as respondents from the same 3 

countries entered “other”. NTD were marked legal in 
17 countries and illegal in 7 countries. In 4 countries, 
the answer was “other”, including the comments “the 
decision is the patient’s responsibility (no physician 
assistance)” and “if approved by the public notary 
beforehand”. ISPM was marked “legal” in 16 countries 
and “illegal” in 9 countries. In 3 countries, the answer 
was “other”, including the following comments: “re-
gulations are unclear” and “case by case decision”. In 
8 countries, the legal status of NTD differed from the 
legal status of ISPM.

A subanalysis of subregions of Europe showed that 
NTD and ISPM are more frequently legal in the respon-
ding countries from the Northern or Western part of 
Europe compared with the Southern and Eastern parts 
of Europe (Tables III and IV).

Involvement of Physical and Rehabilitation 
Medicine physicians in end-of-life decisions

The responses regarding involvement of PRM phy-
sicians in ELDs are shown in Table II. Based on the 
survey, PRM physicians were only involved in ELDs 
in countries if the specific ELD was legal in that 
country, except for involvement in cases of euthanasia 

Table II. Involvement of Physical and Rehabilitation Medicine (PRM) physicians in general care and in end-of-life decisions (ELDs) in 
different phases after diseases

*General care
(N = 28 

countries)

Euthanasia
(Legal status in 

responding countries: 
legal/illegal/other 

3/25/0)

Physician-assisted 
suicide

(Legal status:  
legal/illegal/ 

other 0/25/3)

Non-treatment 
decisions

(Legal status:  
legal/illegal/other 

17/7/4)

Potentially life-
shortening drugs

(Legal status:  
legal/illegal/ 

other 16/9/3)

Progressive neurological diseases
  Involvement acute phase 26 2 0 8 7
    Role “responsible overall care” 7 0 NA 3 3
    Role “external specialist” 26 2 NA 7 6
  Involvement post-acute phase 27 2 0 10 7
    Role “responsible overall care” 19 1 NA 6 4
    Role “external specialist” 14 2 NA 7 6
  Involvement chronic phase 2 1 8 8
    Role “responsible overall care” 1 0 5 5
    Role “external specialist” 2 1 7 6

Stable neurological diseases
  Involvement acute phase 26 2 0 8 7
    Role “responsible overall care” 6 0 NA 2 2
    Role “external specialist” 25 2 NA 7 6
  Involvement post-acute phase 27 2 0 11 9
    Role “responsible overall care” 18 1 NA 7 5
    Role “external specialist” 17 2 NA 8 8
  Involvement chronic phase 2 0 10 10
    Role “responsible overall care” 1 NA 5 5
    Role “external specialist” 2 NA 8 7

Terminal diseases
  Involvement 1 0 3 3
    Role “responsible overall care” 0 NA 2 2
    Role “external specialist” 1 NA 3 3

Unresponsive wakefulness 
syndromes
  Involvement 0 0 10 10
    Role “responsible overall care” NA NA 7 7
    Role “external specialist” NA NA 8 9

*Involvement in general care was only asked for the acute and post-acute phase for progressive and stable neurological diseases.
NA: not applicable.

J Rehabil Med 55, 2023
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End-of-life decisions and PRM physicians in Europe p. 6 of 10

and PAS in 1 country and in NTD in another country. 
There were no apparent differences in involvement in 
ELDs between progressive neurological disease, stable 
neurological disease and UWS. Involvement in ELDs 
in terminal diseases was considerably lower. 

The respondents indicated that PRM physicians were 
involved in euthanasia cases in 2 of 3 countries that 
had a legal status for euthanasia. In Belgium, PRM 
physicians were involved in euthanasia as responsible 
for overall care or as an external specialist to provide 
specialist advice. In the Netherlands, PRM physicians 
were involved only to provide specialist advice, and 
in Luxembourg they were not involved. Involvement 
of PRM physicians was also reported in euthanasia 
cases in terminal disease as an external specialist to 
provide specialist advice in another country without a 
legal status for euthanasia. 

Concerning PAS, PRM physicians were involved 
in only 1 country; in the chronic phase of progres-
sive neurological disease, as an external specialist to 
provide specialist advice. This was a country without 
a legal status for PAS. 

Involvement of PRM physicians was reported 
in cases of NTD and ISPM for stable neurological 
disease, progressive neurological disease and UWS 
in more than half of the countries with a legal sta-
tus for these ELDs. If physicians were involved, 
this was most frequently in a role as external spe-
cialist, but also as responsible for overall care. In 
countries with a legal status for NTD or ISPM, there 
was no involvement of PRM physicians in 7 of 17  
and 3 of 16 countries, respectively. There was 1 
country with involvement of PRM physicians only 
in ISPM, although both NTD and ISPM had a legal 
status.

Subanalyses showed that, in each subregion of 
Europe, there were countries without involvement of 
PRM physicians in ELDs, although these ELDs were 
legal in that country (Tables III and IV). For NTD, this 
was 2 of 5 responding countries in Northern Europe, 
2 of 2 responding countries in Eastern Europe, 1 of 6 
countries in Western Europe, and 1 of 2 in Southern 
Europe. For ISPM, this was 1 of 5 in Northern Europe, 
1 of 2 responding countries in Eastern Europe, 1 of 7 
countries in Western Europe, and 0 of 2 responding 
countries in Southern Europe. 

Discussion of survey results in UEMS PRM section 
and EARM meetings

In the meetings, the importance of the topic of ELDs 
and involvement of PRM physicians was acknowled-
ged. General issues that were discussed included the 
sensitive nature and the complexity of the subject, 
which may have complicated filling in the survey. 

Fig. 2. Legal status in participating countries of (A) euthanasia, (B) 
non-treatment decisions (NTD), (C) and intensified pain and/or other 
symptom management by the administration of drugs using potentially 
life-shortening doses (ISPM). (Physician-assisted suicide is not depicted).
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Furthermore, feedback was provided on the interpreta-
tion of the results. Concerning the legal status of ELDs, 
this included unclear regulations in some countries and 
ELDs that occur in a grey area and/or “behind closed 
doors”. Concerning ELDs in patients who are treated 
within a PRM setting, (burdensome) cases were de-
scribed, including unmet needs of patients regarding 
ELDs and referral to clinics in other countries that 
offer AS. Also, the importance of advanced care plan-
ning was noted in cases of, for example, progressive 
neurological diseases.

DISCUSSION

To our knowledge, this is the first study to explore 
PRM physicians’ involvement in ELDs across Eu-
ropean countries. As experts on the consequences 
of diseases and prognosis of functioning and QoL 
(3–5), PRM physicians and their team may be crucial 
in these cases concerning decisions regarding life 
and death. In summary, the current survey showed 
that PRM physicians are involved in the acute and 
post-acute care in stable and progressive neurological 
diseases in most of the 28 participating countries, 
either as the physician responsible for overall care 
in the hospital or clinic setting, or as an external spe-
cialist to provide specialist advice. According to the 
survey, ELDs occur in most European countries. Re-
spondents indicated that NTD and ISPM are legal in 
most European countries, although differences exist 
between subregions of Europe. Except for PAS, in-
volvement of PRM physicians in ELDs was reported 

in most countries with a legal status for those ELDs. 
However, there were differences between countries 
and subregions of Europe.

Legal status of end-of-life decisions and involvement 
of Physical and Rehabilitation Medicine physicians 
in end-of-life decisions
Euthanasia and PAS, also referred to as assisted dying, 
are the most controversial ELDs. Any request for eu-
thanasia or PAS is complex and may include personal, 
demographic, psychological, spiritual, social, cultural 
and economic considerations (14, 15). A legal status 
for euthanasia was reported in 3 countries where strict 
regulations exist for a legal exception for homicide 
(16). The legal status of PAS was not straightforward 
to answer in these countries, which could imply that 
the definition of PAS used in the current study may 
not have been sufficiently detailed to fit the complex 
and extensive legislations regarding PAS, or that the 
legal frameworks could be unclear for the participating 
PRM physicians. 

The involvement of PRM physicians in euthanasia 
cases differed between the 3 countries with a legal 
status. Belgian PRM physicians can be responsible for 
performing euthanasia in a hospital or clinic setting, 
although this is uncommon (8). Differences between 
countries in the role of PRM physicians in euthanasia 
cases may be attributed to differences in the role of 
PRM physicians in the healthcare system. The invol-
vement of PRM physicians in PAS or euthanasia cases 
does not imply anything about the frequency of these 
situations. The involvement in these ELDs in 1 country 

Table III. Legal status and involvement of Physical and Rehabilitation Medicine (PRM) physicians in non-treatment decisions (NTD) in 
subregions of Europe according to the United Nations Statistics Division (UNSD)

Participating countries 
(N = 28)

Illegal  
(n = 7)

Legal (n = 17)
Other  
(n = 4)PRM physician involved** (n = 10) PRM physician not involved (n = 7)

Northern Europe 5 0 3 2 0
Eastern Europe 8 4 0 2 2
Western Europe 7 0 5 1 1
Southern Europe 5 1 1 2 1
Western Asia* 3 2 1 0 0

*Cyprus, Israel and Turkey are part of Western Asia according to the UNSD.
** Countries with involvement of PRM physicians in any NTD regardless of disease and phase.

Table IV. Legal status and involvement of Physical and Rehabilitation Medicine (PRM) physicians in ISPM in subregions of Europe according 
to the United Nations Statistics Division (UNSD)

Participating countries 
(N = 28)

Illegal  
(n = 9)

Legal (n = 16)
Other  
(n = 3)PRM physician involved** (n = 13) PRM physician not involved (n = 3)

Northern Europe 5 0 4 1 0
Eastern Europe 8 4 1 1 2
Western Europe 7 0 6 1 0
Southern Europe 5 2 2 0 1
Western Asia* 3 3 0 0 0

*Cyprus, Israel and Turkey are part of Western Asia according to the UNSD.
**Countries with involvement of ISPM regardless of disease and phase.
ISPM: intensified pain and/or other symptom management by the administration of drugs using potentially life-shortening doses.

J Rehabil Med 55, 2023

https://medicaljournalssweden.se/index.php/jrm/index


JR
M

JR
M

Jo
ur

na
l o

f 
R

eh
ab

ili
ta

ti
on

 M
ed

ic
in

e
JR

M
Jo

ur
na

l o
f 
R

eh
ab

ili
ta

ti
on

 M
ed

ic
in

e

End-of-life decisions and PRM physicians in Europe p. 8 of 10

without a legal status for these ELDs may reflect an 
unmet need for end-of-life care. 

Unmet needs concerning end-of-life care were also 
mentioned in the discussion of the current survey 
results during the UEMS PRM Section and EARM 
meetings. This included the situation of referring a 
patient abroad for end-of-life care. Switzerland, in 
which PAS is illegal, is known for associations, such 
as Dignitas, that arrange AS (19). The Dignitas orga-
nization website states that Dignitas aims to ensure a 
life and death with dignity for its members and allow 
other people to benefit from these values. Amongst 
counselling and suicide attempt prevention, Dignitas 
can arrange, on reasoned request and medical proof, 
the possibility of an accompanied suicide in case of 
an illness which will lead inevitably to death, unen-
durable pain or an unendurable disability. Although 
this association cooperates with physicians, the AS 
offered is not assisted by a physician (19). Dignitas has 
an increasing number of members from a variety of 
countries (19), which may also suggest an unmet need 
for support in end-of-life considerations and decisions.

A legal status for NTD and ISPM was reported in 
most of the participating countries. The current survey 
showed comparable involvement of PRM physicians in 
NTD and ISPM for progressive neurological diseases, 
stable neurological diseases and UWS.

The distinction between ISPM and palliative care 
was stressed in the survey instructions. However, the 
grey area between relieving suffering and hastening 
death may have complicated answering questions on 
this topic. This could have resulted in over-reporting 
of involvement of PRM physicians in these ELDs.

The division of Europe by the UNSD used in this 
study does not imply any assumption regarding poli-
tical or other affiliation of countries or territories (33). 
Especially for analysing the topic of ELDs, this divi-
sion into subregions may have significant limitations. 
Taking these limitations into account, the subanalyses 
of the estimations of the respondents showed some 
similarities and differences between regions. In all 
subregions, there were countries in which ELDs had 
a legal status, but PRM physicians were not involved. 
Differences were observed between Northern and 
Western Europe, on the one hand, and Eastern and 
Southern Europe, on the other hand, concerning the 
legal status of ELDs as well as the involvement of 
PRM physicians in case of a legal status. In general, 
ELDs more frequently had a legal status in Northern 
and Western European countries. Furthermore, there 
was a reported involvement of PRM physicians in 
ELDs in relatively more Northern and Western Euro-
pean countries with a legal status for an ELD than in 
Eastern and Southern European countries. These dif-
ferences between regions may be partially attributed 

to differences in culture or religion (28, 34), which 
were not assessed in the current study. Furthermore, 
in some countries, the (consideration of) involvement 
of PRM physicians and their team in end-of-life care 
is anchored in guidelines for specific diagnoses (35), 
which should lead to more involvement. However, 
this aspect was not specifically addressed during this 
exploratory study.

In general, legal frameworks and attitudes towards 
ELDs in Europe are changing in favour of more libe-
ral approaches (16, 23, 26). For example, concerning 
legal frameworks, 1 court in Italy recently approved 
AS for a patient, and, since the end of 2021, end-of-life 
assistance is no longer punishable in Austria. 

Implications

The results of this exploratory study suggest there 
is a variation in involvement of PRM physicians in 
ELDs after severe neurological conditions or termi-
nal disease, even if legal frameworks allow for these 
decisions. Although there was involvement of PRM 
physicians in several countries, there can still be large 
differences between regions, organizations or indivi-
duals in a country. 

Considering their core competencies, it is important 
to consider involvement of PRM physicians and 
their team before and in end-of-life care of people 
with (severe) disabling health conditions. These 
people should be offered all possible strategies to 
optimize autonomy and QoL, including treatment 
of consequences of diseases, such as pain, and the 
provision of assistive devices, environmental adap-
tations and assistance. Furthermore, together with 
a multidisciplinary team, PRM physicians can play 
an important role in end-of-life considerations by 
informing patients about their functional prognosis 
and evaluating possible strategies, including advance 
care planning.

Study limitations

Although most European countries participated in 
the study, some countries are not represented in the 
UEMS PRM Section, and the study did not receive 
a response from all represented countries. Response 
rates were lower for Northern and Southern Europe, 
which may have led to a bias. The appreciation of the 
legal frameworks of ELDs was questioned by a survey; 
law itself and jurisdiction were not studied. Only 82 
PRM physicians out of these 38 countries were ques-
tioned, which were all delegates of the UEMS PRM 
Section. Although this section has no point of view on 
this topic, this recruitment of only delegates of UEMS 
PRM also creates a potential risk for bias.
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The survey used in this study was self-constructed 
with limited validity evaluation. Besides general issues 
with interpretation in surveys, several specific issues 
should be addressed concerning interpreting the study 
results. First, the study focused on the appreciation of 1 
or a few PRM physicians of the involvement of PRM 
physicians in their country in ELDs. This involvement 
does not provide information on the frequency of 
ELDs, the frequency of involvement of PRM phy-
sicians, or their specific role in ELDs. It also does not 
provide information on satisfaction concerning ELDs 
on the part of patients, their families and healthcare 
providers. Secondly, although definitions of ELDs 
were specified in the survey, interpretation of these 
definitions and the regulations of these ELDs may 
be difficult. This is reflected by the use of the answer 
option “other” (3 times for PAS and 4 times for NTD 
and ISPM) and by 1 of 4 countries with conflicting 
answers from 2 respondents on the legal status of 
ELDs. Thirdly, the topic of ELDs is controversial. 
Personal, country- or region-specific interpretations of 
ELDs and attitudes towards ELDs may have influenced 
the results. Taking the sensitive matter of this topic into 
account, it is uncertain if delegates of PRM physicians 
could reliably estimate the practice regarding ELDs of 
their colleagues, and uncertain how the appreciated 
point of view of a country is translated into practice by 
different PRM physicians within 1 country. Fourthly, 
differences within countries regarding, for example, 
attitudes towards ELDs or the organization of PRM 
care may have complicated straightforward answering 
of the survey. This was confirmed during meetings 
with the UEMS PRM Section and is also substantia-
ted by conflicting answers in 1 of 4 countries with 2 
respondents. This significantly impedes the assumption 
that the responses of 1 or 2 delegates of each country, 
recruited from a specific section, could provide reliable 
information for an exploratory study. 

Future research and next steps

This exploratory study illustrates the difficulties in 
evaluating ELD practices. The importance and rele-
vance of such evaluation are evident and increasing, 
as explained in the introduction and extensively high-
lighted during the meetings discussing the results of 
the study. While perceived practice and legislation 
differ greatly within Europe, a high perceived need 
for more clarity and guidelines to optimize end-of-life 
care emerged unambiguously from the discussions on 
this topic. In-depth analyses of the added value and 
the type of involvement of PRM physicians and their 
team in ELDs, with a larger number of participants 
in each country, should help to objectify and specify 
the PRM physicians’ position in end-of-life care. It 

would be useful to assess the presence and influence 
of guidelines on involvement of PRM physicians and 
their team in end-of-life care. Defining the differences 
in this type of care and its impact on patients, their 
relatives and caregivers could help to identify best care 
practice and its relevant characteristics to adapt it to 
each specific situation and context. Finally, a shared 
European position paper on the involvement of PRM 
physicians in end-of-life care, based on shared values 
and insights, could facilitate the optimization of end-
of-life care across Europe.
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