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Abstract

This study describes the characteristics of—and the counseling received by—coun-
selees who passed away through self-ingesting self-collected lethal medication after
receiving demedicalised assistance in suicide. We analyzed registration forms filled in
by counselors working with Foundation De Einder about 273 counselees who passed
away from 201 | to 2015. The majority of these counselees had a serious disease and
physical or psychiatric suffering. Half of them had requested physician assistance in
dying. This shows that patients with a denied request for physician assistance in dying
can persist in their wish to end life. This also shows that not all people with an
underlying medical disease request for physician assistance in dying. Physicians and
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psychiatrist are often uninvolved in these self-chosen deaths while they could have a
valuable role in the process concerning assessing competency, diagnosing diseases,
and offering (or referring for) treatment.

Keywords
counseling, suicide, right to die, assisted dying/suicide, euthanasia

About 8% of adults in the general population in the Netherlands have had
suicidal thoughts during their life. The chance to develop a wish to end life is
strongly related to childhood traumas and earlier psychic disorders (ten Have
et al., 2011). About 5% to 30% of the wish to end life in older people is, how-
ever, not associated with psychiatric or depressive disorders but, for example,
with physical risk factors (such as physical decline related to old age) or psy-
chological risk factors (such as loss of connectedness; Rurup, Deeg, et al., 2011;
Rurup, Pasman, et al., 2011; van Wijngaarden et al., 2014).

In the Netherlands, people with a wish to end life can request for physician
assistance in dying (PAD) under the Dutch Termination of Life on Request and
Assisted Suicide Review Procedures Act. People can only obtain PAD when
they meet all criteria of due care laid out in the law. Under Section 2(1) of
the Act, the physician must (a) be satisfied that the patient’s request is voluntary
and well considered, (b) be satisfied that the patient’s suffering is unbearable,
with no prospect of improvement, (c) have informed the patient about his sit-
uation and his prognosis, (d) have come to the conclusion, together with the
patient, that there is no reasonable alternative in the patient’s situation, (e) have
consulted at least one other, independent physician, who must see the patient
and give a written opinion on whether these due care criteria have been fulfilled,
and (f) have exercised due medical care and attention in terminating the patient’s
life or assisting in his suicide (Regional Euthanasia Review Committees, 2018).
Supreme Court rulings added the requirement that the suffering must be the
result of an underlying medical diagnosis, either physical or psychiatric in nature
(Regional Euthanasia Review Committees, 2018). In the Netherlands, 4.6% of
all annual deaths in 2015 have resulted from PAD under the Dutch PAD law.
The great majority (92%) of the patients receiving PAD have a (serious) phys-
ical disorder, while only a small minority has a psychiatric disorder (3%) or has
psychosocial or existential problems (3%; Onwuteaka-Philipsen et al., 2017).

In the Netherlands, 1,829 people have committed suicide in 2018, which
accounts for 1.2% of all annual deaths (Statistics Netherlands, 2020a). Many
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of these registered suicides have occurred through mutilating methods, such as
hanging or strangling (46%) or jumping in front of a moving object or from a
great height (19%) and often occur in solitary and isolated circumstances
(Statistics Netherlands, 2020b). About two thirds of these suicides are motivated
by psychic disorders and about 1 in 12 by physical disorders (Statistics
Netherlands, 2020b).

However, suicides do not always need to occur through mutilating methods,
nor have to occur in solitary and isolated circumstances. In the Netherlands,
several organizations offer counseling to be able to self-determine the timing and
manner of your end of life (Hagens et al., 2014, 2017, 2019). This demedicalized
assistance in suicide (DAS) exists of having conversations about the wish to end
life, offering moral support, and/or providing general information on methods
how to end your life in a nonviolent and nonmutilating manner (Hagens et al.,
2017). Research has shown that almost half of the people seeking this counseling
suffer from a terminal or serious disease. Almost half primarily suffers from
physical conditions, while a quarter primarily has psychiatric suffering. About 4
in 10 wish to end life within a year. These people seem to seek a peaceful death
to escape from current suffering (Hagens et al., 2014). About one third of the
people seeking counseling have primarily psychological suffering (e.g., existen-
tial suffering) or do not mention any current suffering at the time they start
counseling (e.g., healthy people who wish to avoid situations such as being
dependent later in life). More than one third does not have a wish to end life
when they start counseling. These people seem to seek reassurance to prevent
possible prospective suffering (Hagens et al., 2014). About one eighth of all the
people seeking this counseling have ended their lives themselves (Hagens et al.,
2014). Interestingly, this practice of DAS exists next to the medicalized practice
of physician assistance in dying (PAD). Counselees who seek DAS who have
physical or psychiatric suffering can meet the criteria to obtain PAD, but former
research has shown only half of them has requested for such assistance (Hagens
et al., 2014).

The Dutch practice of DAS shows that counselees who decide to end their
own life mostly choose to end life through voluntarily stopping eating and
drinking (VSED) or self-ingesting self-collected lethal medication (MED;
Chabot & Goedhart, 2009; Hagens et al., 2014; Onwuteaka-Philipsen et al.,
2017). In the Netherlands, limited information is available about VSED (Bolt
et al.,, 2015; Chabot & Goedhart, 2009; KNMG Royal Dutch Medical
Association, & V&VN Dutch Nurses’ Association, 2014; Onwuteaka-
Philipsen et al., 2017) and even less about MED (Chabot & Goedhart, 2009;
Onwuteaka-Philipsen et al., 2017). Chabot has published a qualitative interview
study with relatives, doctors, and right-to-die activists about people who have
passed away through MED after receiving DAS and a nationwide quantitative
study on self-directed dying through VSED and MED (Chabot, 2001, 2007).
Furthermore, the quinquennial evaluation of the Termination of Life and
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Assisted Suicide Review Procedures Act has obtained information from physi-
cians about patients who have ended life themselves through VSED and MED
(Onwuteaka-Philipsen et al., 2017). While the latter two studies offer estimates
about the occurrence based on greater samples, both studies included a low
number of cases to report on personal characteristics. Furthermore, physicians
are not always informed about nor involved in the patients’ intentions to end life
themselves. This especially seems to be the case for people who pass away
through MED (Chabot, 2007; Onwuteaka-Philipsen et al., 2017).

We would like to extend on the existing information on people who have
passed away through MED by conducting a study with information gathered
from counselors working with Foundation De Einder (see Box 1 for history,
aim, and work method of Foundation De Einder). These counselors provide
counseling to people who wish to self-determine the timing and manner of their
end of life. Previous research has shown the majority of the counselees who pass
away, have passed away through MED (Hagens et al., 2014). Counselors there-
fore seem to be more often involved in (the preparation of) a self-directed death
by MED than physicians and can form a valuable contribution to the knowl-
edge about this form of dying in the Netherlands.

First of all, we are interested in the personal characteristics of, and the
counseling received by, counselees who passed away through MED after receiv-
ing counseling to be able to self-determine the timing and manner of their end of
life. Furthermore, we are interested in the differences in the characteristics of the
counselees and the counseling between counselees with physical, psychiatric, and
psychological or no underlying suffering.

Method

Design

This cross-sectional study consisted of data that were collected from annual
registration forms (questionnaires) that counselors working with Foundation
De Einder filled out for all counselees they had had contact with the preceding
year.

Population

Data over the years 2011 to 2015 were collected in the first 2 months of the
consecutive year. All counselors working in cooperation with Foundation De
Einder in that period (N=12) filled out the registration forms (response rate
100%). Four counselors filled out the forms for all 5 years, while the other
counselors filled them in for fewer years as a result of starting or ending working
as a counselor within these 5 years. This resulted in data on 2,302 persons
seeking DAS. For answering the research questions in this article, we selected
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Box |. History, Aim, and Work Method of Foundation De Einder

Foundation Foundation De Einder was founded in 1995 as a result of dissatis-
faction with the situation that people with a wish to end life were
confronted with closed doors or were only offered ways to cure
the wish to end life. This often resulted in these people having to
continue life with unbearable suffering, or in committing a muti-
lating suicide in isolation, causing a lot of suffering for close ones
and involuntary involved (Foundation De Einder, 2016).

Aim The goal of the foundation is “to promote and — if deemed necessary
— to offer professional counseling for people with a wish to end life
who ask for help, with respect for the autonomy of the person
asking for help [...]” (Foundation De Einder, p. 9). Contrary to
suicide prevention or crisis intervention organizations, Foundation
De Einder regards ending your own life as a possible outcome and
gives information about self-euthanasia (Vink, 2013). Autonomy is
regarded as an important value. Seen as an addition to the—since
2001 in the Netherlands legally regulated—medicalized approach
of physician assistance in dying (PAD), Foundation De Einder works
in cooperation with independent counselors to offer counseling
focused on demedicalized assistance in suicide (DAS).

Work method People who wish to self-determine the timing and manner of their
own end of life contact Foundation De Einder themselves. They are
referred to counselors working in cooperation with Foundation De
Einder who offer nondirective counseling, which consists of having
conversations, offering mental support, and providing general
information on self-euthanasia. These three forms of assistance by
laypersons are regarded as nonpunishable assistance in suicide (The
Netherlands Case Law, 1995). The counseling is not aimed at a
certain choice or direction but is “aimed at attaining the highest
possible quality of the choice and — if it comes to that — the highest
possible quality of implementation of the wish to end one’s own
life” (Foundation De Einder, 2016, p. 26). The counseling is aimed at
creating an as large as possible clarity regarding the wish to end
one’s life and possible suicide. This covers the mental process of
decision making and might include matters such as considering
alternatives, timing of death, and consideration of others. If the
counselee decides to act upon his or her desire to end their life,
the counseling is aimed at realizing the best possible preparations
for self-euthanasia. This covers the practical preparation and might
include gathering means for and the effectuation ending your own
life (Foundation De Einder, 2016; Vink, 2008).
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\ Total number of 1 king DAS from Jan 1st 2011 until Dec 31st 2015 (N=2,302) |
Selection: Only counselees of which > Total number of counselees unknown to counsellor if passed away
counsellor knew they passed away (N=1,911)
Total number of counselees passed away
(known to counsellor) (N=391)
Selection: With at least one face-to-face > \ Passed away without face-to-face consult with counsellor (N=15) \
consult with counsellor
Vv
Passed away with face-to-face consult with
counsellor (N=376)

‘ Selection: Passed away through a self- ‘ > Other or unknown method of passing away (N=87) of which
directed non-violent non-mutilating death Natural death (N=21); Physician Assisted Dying (as under Dutch
Termination of Life on Request and Assisted Suicide Review Procedures
Passed away through a self-directed non- Act) (N=50); Other (e.g. jumping) (N=3); Unknown (N = 13)
violent and non-mutilating death (N=289)
v
Selection: Passed away through self-ingesting | = | Passed away through other forms of self-directed non-violent and non-
self-collected lethal medication (MED) mutilating deaths (N=16) of which: Voluntarily Stopping Eating and
Drinking (N=12); Helium (N=4)

\ Passed away through MED (N=273) |

Figure |. Selection of Participants for Analysis.
DAS = demedicalized assistance in suicide.

people of which the counselor knew they passed away (N =391). Only people
with whom the counselor had had at least one face-to-face contact during the
counseling were selected for analysis. As explained in our previous study, coun-
selors only share explicit information about self-collecting and self-ingesting
lethal medication during face-to-face contacts due to the sensitivity of the infor-
mation (Hagens et al., 2014). This resulted in data on 376 people who passed
away in the years from 2011 until September 2015. The majority of these coun-
selees passed away through MED (N =273; see Figure 1).

Measurement Instrument

The researcher digitalized the registration form that was previously used by the
board of Foundation De Einder and—in consultation with counselors—expand-
ed the form. To increase reliability and uniformity and to avoid bias, several
meetings with the counselors were held to explain the instructions for filling out
the form. The registration form underwent minor changes and expansion as a
result of feedback from counselors and the wish to collect more information.
The registration form consisted of four general areas: (a) personal characteristics
of the counselee, (b) overview of the situation of the counselee prior to the start
of counseling, (c) characteristics of the counseling process, and (d) outcome of
the counseling process (see Additional File 1). All forms returned by the coun-
selors were processed anonymously.
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Based on the information provided by the counselees, the counselors provid-
ed a description of the situation of, and/or the suffering experienced by, the
counselees, such as cancer, dementia, mood disorders, an accumulation of prob-
lems related to old age or completed life. The counselor assessed the primary
underlying suffering of the counselee at the time they sought counseling: phys-
ical (when there are primarily physical and somatic complaints, e.g., cancer or
stroke), psychiatric (when there are primarily officially diagnosed psychiatric
disorders, e.g., depression or personality disorders), psychological suffering
(when there is primarily psychological suffering, e.g., grief or suffering from
life), or no current suffering (when the prior forms of suffering are absent,
e.g., preparing for self-determination or people who wish to have reassurance
for possible prospective suffering). Furthermore, the counselor classified the
clients into four categories of severity of the disease (if present): (a) terminal
or advanced disease when cancer in a terminal or advanced phase or other
disease with terminal diagnose was medically diagnosed, (b) severe disease
when a serious somatic disease (not terminal cancer; e.g., heart failure, chronic
obstructive pulmonary disease, cerebrovascular accident) and/or serious psychi-
atric disease (e.g., severe depression) was medically diagnosed, (c) nonsevere
disease (e.g., problems of old age, deterioration of mobility, problems of
vision or hearing), or (d) no disease, when counselees presented no physical
or psychiatric complaints.

Analysis

A description was given on frequencies of categories, focusing on the character-
istics of the counselees and the characteristics of the counseling. Furthermore,
95% confidence intervals (CIs) were calculated to compare groups with different
primary underlying suffering at the time they sought counseling. Both calcula-
tions were made with SPSS version 20.0.0. A comparison was made between
counselees with primarily underlying physical suffering, counselees with primar-
ily underlying psychiatric suffering, counselees with primarily underlying psy-
chological suffering, and counselees without underlying suffering. The latter two
were combined as both lack an underlying medical diagnosis which is a prereq-
uisite to be able to receive PAD under the Dutch Termination of Life on
Request and Assisted Suicide Review Procedures Act.

Approval by Ethics Committee

This study did not require approval under the Dutch law on medical-scientific
research with humans because participants were not subjected nor imposed to
certain acts or behaviors. This exemption from requiring ethics approval had
been granted by the VU Medical Center Medical Ethics Committee.
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Results

Characteristics of Counselees Passing Away Through MED

Underlying Suffering. The primary underlying suffering of the majority of counse-
lees who passed away through MED at the time they sought counseling was—
according to the counselor—characterized by physical suffering (42%), mostly
an accumulation of problems related to old age (mentioned by 14% of the
counselees), dementia (7%), cancer (6%), rheumatic diseases (5%), and pain
(4%; see Table 1). For a third of the counselees (32%), the primary underlying
suffering entailed psychiatric suffering, with mood disorders (22%), personality
disorders (13%), trauma and stress disorders (9%), fear disorders (9%), and
obsessive-compulsive disorders (7%) mostly mentioned. Furthermore, a quarter
of the counselees (26%) primarily had psychological suffering or did not men-
tion underlying suffering at the start of counseling, for example, completed life
(19%), or striving for self-determination (4%; see Table 1).

According to the counselor, around two thirds of the counselees (65%) had a
serious or terminal disease at the time they sought counseling. Counselees with
primarily psychological or no suffering at the start of counseling less often had a
serious (or terminal) disease (25%, 95% CI [15, 37]) than counselees with pri-
marily physical suffering (79%, 95% CI [70, 85]) or psychiatric suffering (82%,
95% CI [72, 89]; see Table 1)

Personal Characteristics. Half of the counselees were younger than 65 years old.
Counselees with primarily psychiatric suffering were more often aged younger
than 65 years old (84%, 95% CI [75, 90]) than counselees with physical suffering
(35%, 95% CI [27, 44]) and counselees with psychological or no suffering at the
start of counseling (37%, 95% CI [27, 49]) and were less often aged older than
80 years old (2%, 95% CI [0, 7]) than counselees with physical suffering (35%,
95% CI[27, 44]) and counselees with psychological or no suffering at the start of
counseling (34%, 95% CI [24, 46]; see Table 2).

Wish to End Life and Prior Suicide Attempts. Almost all counselees who passed away
through MED (90%) had a wish to end life at the start of counseling. One third
of these counselees (38%) wished to end life within 3 months and another third
(37%) within 1 year from the start of the counseling. Counselees with primarily
psychiatric suffering more often expressed to have a wish to end life at the start
of counseling (97%, 95% CI [92, 99]) than counselees with psychological or no
suffering at the start of counseling (83%, 95% CI [72, 91]). They, however, more
often expressed their wish to be more than 1 year away (46%, 95% CI [35, 57])
compared with both counselees with physical suffering (14%, 95% CI [8, 22])
and counselees with psychological or no suffering at the start of counseling
(15%, 95% CI [7, 26]).



OMEGA—/ournal of Death and Dying 84(4)

1108

(panunuod)

[i€ 21l 0T i [£0]lt 4 [ ds 9 8 w ¢19430 [ed130]0ydAsy
[iz 9l T 8 [e‘0lo 0 [£]¢ 3 ¥ I UOREBUIW.ISISP-J|SS
[8s ‘s€] 9% 43 b1 €l 2 9 [z1 9] 11 T 6l 43 oyl pelvjdwo)
97 IL=N Suliayns ou Jo |ed13o0joyd4sd
[z 0] 1 _ [e1do9 S [zolo 0 [4 9 Aayr0 d1neydAsd
[s1€lz S [sz 011 91 4l [ 0] | I L 0t J3pJosip AIs|ndwod-3AIss3SqO
[e1 do 4 [sz 011 91 4l [z0lo 0 6 ¥T SI9pJosIp Jesy
[z1 ¥l e 9 lez ‘€11 0t L1 [+ ‘0] | I 6 ¥ SI9PJOSIP SS3U3S PUB BWINEI|
Ll € [ev ‘6T] 6€ €€ [zolo 0 €l 9¢ sdapJosip Ayjeuosaad
[z1 ¥l e 9 [0z ‘6¥] 09 IS [9 ‘0] ¢ T w 6S S19pJosip pooly
43 98 =N 3uriayns d1eIYdAsg
[z1 ¥l e 9 [eT ‘8] 1 4] [zs ‘el €5 b ST 19 12430 [ed1sAyg
[+ ‘0l o 0 €0l o 0 [z1 “9] 11 4] ¥ 4 ured
[+ ‘0l o 0 [s ol I I [z1 9] 11 4] S €l oRWNRYY
[61]¢ 4 [e0lo 0 61 2121 7l 9 91 Ja3URD
[61 ‘] 01 L [s o] I I [o1 ‘<] 01 I L 61 epuawaQ
[sz ‘011 £1 4 [€0lo 0 L€ 91] €T 9T I 8¢ 3t p|o Jo swa|qo.ud uonenwnady
W VII=N Buriayns |ed1sAyq
69=N ,S8=N 1LT=N qesulalins Suikiapun Jo uondudsag
(1D %S6) % N (D %S6) % N (1D %S6) % N % N
(12=N) Burisyns (98=N) F11=N) (e£T=N)
ou Jo [ed130joyd4Asy Suliayns oleIYdAsy Suliayns [ed1sAyg n

Suriayns uikluapun Arewd

(=N 8uissiy ‘€7 =N ‘Jojasuno)) o1 3ulp.oddy)

Burjpsuno)) jo ueag 3 3uldyng Sulkluapun Adewtlid Aq papIAlg (QJIA) UonedIpaly [BYaa pa1ds||oD-}|9S Sunsadu|-jos y3noay | Aemy Suisseq
$99|9suno7) Jo (4ojasuno?) 03 3ulpJoddy) dsedsI] JO SSAUSNOLIdS pue Suljjasuno?) jo 1Jelg e Suriayng Sulkjuspun jo uondudsaq °| dqeL



1109

%01 < 3uissily,

‘%01 PUB %G Usamiaq m:_wm_Z,_.

‘swo|qoud Ajiwey pue ‘senss| I19puad ‘UONDIPPE ‘ssauljaUO| ‘JoLIS SOpN[dUl U810 [e2180|0YdASds

"s4opJosip Sunes pue SuIpaa) SAPN|DUL JBYI0 dLITBIYIAS,

'SSOUJESp PUE ‘OSEISIP SWAT ‘WSNNE ‘SISP.JOSIP [e2180[04NaU ‘smiuul ‘9sessip

Aseuow|nd 9A132N1ISGO DIUOUYD ‘SIS0.10d0BISO ‘SOSEISIP JB|NISNW ‘DSBOSIP S,UOSUD]IBJ ‘SOSBISIP JB|NDSBA PUE 14B3Y ‘S.I9pJOsIp 9 em-das|s sapn|pul Jaylo [ed1sAyd,
"y140} Os pue ‘uonipuod [edisAyd Suiusyeam ysisaks

4o sso| Aujiqow yum swajqo.d ‘ajdurexa oy ‘93e p|o Jo swa|qo.d SNOLIBSUOU J3sS3| JO AIPIGIOWIO B SUIIDUOD 35E P|O 01 Paleja. SWa|qo.d Jo uonenwndde uy,
"9%G ueys sso| 3uissi|y,

“Ap1quowod 01 3np %00 | ueys a4ow 01 dn sppy,

'S99[ISUNOD |[B JO % < Ul PaJIndd0 Suliayns ji pauonuaw Suliayns SulAlIspun jo suonedyLied ay3 AluQ,

‘[EAJSIUI DUSPHUOD = |D) 910N

[¥8 ‘€9] sz 8y [8z “11] 81 4 [og ‘s1] T¢ € S€ 8 aseasip (snolas) oN
[z€ ‘s1] 5T 91 [68 ‘zz] T8 9 [s8 ‘0] 62 ¥8 9 091 9SEISIP SNOLISS/[BUIWIS]
#9=N 9L=N W01 =N JOrT=N 9SESSIP JO SSBUSNOLIDG
(1D %56) % N (1D %56) % N (1D %56) % N % N
(12 =N) Burisyns (98=N) FI1=N) (€£T=N)
ou Jo [ed130joydAsy Suliayns oLeIYdAsy Suriayns [ed1sAyg 1\%

Buriayns uikluapun Aewiid

Hagens et al.

penunuod | d|qeL



OMEGA—/ournal of Death and Dying 84(4)

1110

(panunuod)

[1¥ ‘ol of 4 [S9 b¥] ¥S Sy [€9 ‘st] 45 19 Ly yad| 3sanba. YIAA
[o8 ‘651 0z 3% [9s ‘s€] 9% 8¢ [ss ‘2€] 9% 4 €9 %1 1sanbau oN
0L=N L£8=N LII=N 89C=N Aavd 4oy 3senbay
[6€ ‘511 9T £l [12 ‘sy] 85 43 [z ¥l 6 8 LT €S SO
JS=N ,8S=N 88=N 5961 =N Jdwaene sppins Jolig
[oz “£1 s1 8 [£s ‘sel ov €€ [cz ‘8l v1 €l ST S pPERYE Jeak | <
los ‘sal L€ 0T [z 211 9T 6l [95 ‘9¢] 9% w L€ 8 pSysuow |-¢
[19 ‘s€l v 9T [65 ‘811 8T 0T [os “1€] or L€ 8¢ €8 pSyauow ¢ >
PS=N U=N W6=N 61T=N
[16 ‘€L] €8 b le6 “T6l L6 U [¥6 ‘z8l 68 43 06 61T BTN
S9=N JL=N L£01 =N HFYC=N  SUI[2SUNOD LIEIS 1B 3Ji| PUD O YSIAA
[oy ‘vl ¥e ¥T [£0lt 4 bt 2] s¢ 6€ 74 99 Jop|o pue sueaA (g
[oy ‘611 6T (114 [e7 ‘8] 1 4! [e ‘zed o€ €€ 74 99 saeak /69
[e¥ ‘27l L€ 9T [o6 ‘sz] +8 1Z b 2 s¢ 6€ 1S 9€ | 5129k $9—0
0L=N S8=N 11T=N 89T=N sdnou3 a3y
2 “zs] €9 S [os “19] 1£ 19 bz ‘251 99 SL L9 €8I deway
[8y ‘97l L€ 9T [6€ ‘0Tl 61 Y4 [ey ‘9] ¥€ 6€ €€ 06 EIEN]
IL=N 98=N PII=N €/T=N JapusD
(1D %S6) % N (1D %S6) % N (1D %S6) % N % N
(12=N) 8uliayns (98=N) F11=N) (€LT=N) IIv

ou Jo [ed130joyd4sy

Suriayns oLneIYdAsd

Suliayns [ed1sAyd

Suriayns Suikliapun Arewrd

(T=N 8uissiy €7 =N ‘40j]9suno) o1 3uipaoddy) SulPsuno?) jo elg aya e 3ulayng Sulkluspun
Asewid Aq papiAlg (Q3IN) uonedipsly [eyas pa12s||0D)-aS Sunsadu-jas ydnody] Aemy Suisseqd s99|9sunoD) Jo sonsLILIdeIRYD T d|qeL



Hagens et al.

‘(9au9D esnuadx3 eiseuryINg se UMOW| AQUSLIND) dlUID 3)I-Jo-pu3,

(T2 =N) 3uiAp ul pre 3upjaas pue ¢ |7 WO} syIeap Ioj paJaisida. Ajuo x(_owmumu_

"3JI| JO PUS UMO JO JSUUBW pUB SUIWI SY) SUIWISISP-J|3S 03 3|qe 9q 01 Ysim yam aysnos djsy x_m:o_>m._n_fr
(LTI =N) Avd 404 3senbau & yam s93]9suUN0od 4o} AlUQg

‘%01 < 3uissily,

(607=N) €107 Woudj syaeap .10} pa.a1sidad Ajuo AuoSaie)),

(617 =N) 3ujasunod 4o 1els e 3J)| PUS 01 YsIM PUE 7| (T WOJj SYIEdp 0} PaualsiBal Ajuo AioSared,
‘%01 03 %S 3uissiiA,

"(FST=N) T10T Wwouj syreap Joj paJaisida. A|uo Aiosa1ed,

%G uey ssa| 3uIssi|],

“BulAp ur adueasisse ueRISAYd = Qyd ‘[BAJI93UI 9DUSPYUOD = | "3l0N

[se ‘6] 0T L [zz sl v S [1z ¥l ol S i Ll (211D 3YI-Jo-pug Yam -
[s€ ‘6] 0T / [9z “ov] 29 € [6 ‘0] ¢ I 14 1€ AstieiydAsd yum
[1s ‘odd ¥¢ 4! [£T sl #1 S [ss ‘87l I+ 0T 1€ 8¢  SPUBlRUIDN B1Q-03-ySry YuMm
s ‘edd ¢ €l [oy ‘€11 ¥T 6 [€9 ‘s€l er ¥T 8¢ 9% uenisAyd yum -
SE=N LE=N 6¥=N T =N
[os ‘ss] 69 S€ 62 ¥s] £9 L€ [£9 ‘ov] LS 3% €9 144} Tsan
JS=N 5S§=N 98=N b6l =N SUBnos djay snolaa.g
[i1olo 0 [s0lo 0 [or ‘11 ¢ 4 4 4 pajuels
[zz Aol 4 [sz 9] €1 9 VAR 8 €l 91 duipuaq
[ool ‘€21 16 6l 6 ‘sz] 18 6€ [16 ‘zz] T8 0S S8 801 paiuaQg
IT=N SY=N 09=N U =N sdVd 3senbau yi 3nsay
(1D %S6) % N (1D %S6) % N (1D %S6) % N % N
(1£=N) 8Buliayns (98=N) FI1=N) (££T=N) IV

ou Jo [ed130joydAsy

Suriayns oLelydAsd

Suriayns [eaisAyg

Buriayns 3ulkj4apun Asewiag

panupuo) °T 3|qeL



1112 OMEGA—/ournal of Death and Dying 84(4)

One quarter of the counselees who passed away through MED (27%)
attempted suicide before. Counselees with primarily psychiatric suffering more
often attempted suicide before (58%, 95% CI [45, 71]) than both counselees with
physical suffering (9%, 95% CI [4, 17]) and counselees with psychological or no
suffering at the start of counseling (26%, 95% CI [15, 39]; see Table 3).

Previously Sought Help. Half of the counselees who passed away through MED
had requested PAD before (47%). The majority of them (85%) were confronted
with a refusal of their request. Counselees with primarily psychological or no
suffering at the start of counseling least often had requested for PAD (30%,
95% CI [20, 41]) compared with counselees with physical suffering (54%, 95%
CI [45, 63]) and psychiatric suffering (54%, 95% CI [44, 65]).

Counselees also contacted other organizations or professionals with their
current wish to be able to self-determine the timing and manner to end their
life. About two thirds of the counselees (63%) previously sought this help, pri-
marily with a physician (38%), Right-to-Die-Netherlands (31%), a psychiatrist
(25%), and/or the Euthanasia Expertise Centre (formerly known as End-of-Life
Clinic; 14%). Counselees with primarily psychiatric suffering more often sought
aid in dying with a psychiatrist (62%, 95% CI [46, 76]) than counselees with
physical suffering (2%, 95% CI [0, 9]) and psychological or no suffering at the
start of counseling (20%, 95% CI [9, 35]) and less often with Right-to-Die-
Netherlands (14%, 95% CI [5, 27]) than counselees with physical suffering
(41%, 95% CI [28, 55]; see Table 2).

Characteristics of Counseling Received by Counselees Passing Away
Through MED

Almost half of the counselees who passed away through MED (46%) had one
personal consult with the counselor, one third (33%) had two personal consults,
and the remaining group (22%) three or more (see Table 3). In addition to the
personal consults, other contacts such as per email or telephone were registered.
One third of the counselees (37%) had four to six contact moments with the
counselor, and half (47%) had seven or more. Almost half of the counselees
(46%) passed away within 3 months after seeking counseling and another third
(36%) within 1 year (see Table 3).

In almost all cases, general information about the foundation, moral support,
counseling of mental aspects, practical information on the preparation for and
performance of MED, information on others, and legal information was offered
(88%—100%). Information on PAD was discussed with 70% of the counselees
(see Table 3).

Two thirds (68%) of the counselees involved others in the counseling, most
often their children (34%), their partner (23%), or other family members and/or
friends (29%). Other professionals, among others physicians, were involved in



113

Hagens et al.

(panunuod)

[oo1 “c6] 66 L9 [66 ‘06] 96 v ool ‘96] 66 €0l 86 LT uopew.oju| [e8a]
[oo1 ‘96] 001 89 [66 ‘06] 96 v ool ‘96] 66 €0l 86 g4 @3 wdopiad uonew.oyu|
[oo1 ‘96] 001 89 [66 ‘T6] L6 SL [oo1 ‘96] 66 ] 86 1T Q3w uonesedsud uonewio|

[62 ‘851 69 Ly [z8 ‘9] €2 99 (22 ‘09] 69 4 oL 9L1 Aavd uonewuou|
[c6 ‘22] 18 65 [ss ‘12] 18 9 [86 ‘06] S6 66 88 e sJay30 3noge Sulesuno)
[86 ‘28] v6 ¥9 [96 ‘€8] 16 0L [s6 ‘¥8] 06 6 6 0£¢ 110ddns [eausyy
[oo1 ‘96] 001 89 [oo1 261 001 LL [oo1 ‘96] 66 €01 001 0S¢ 110ddns [eio}y
[o01 “96] 001 89 [oo1 ‘vel 66 9/  [ool ‘vel 86 20l 66 85T UONBULIOJUI [eJ2URD)
89=N LL=N H01 =N IST=N q8UI[2SUNOD JO UIU0D
[zg ‘211 9T 8l [zz ‘111 81 Sl loz ‘21 €1 7l 8l 8y sqauow 7| <
[8€ ‘81] 12 6l ey v €€ 8T [es ‘sel 44 8y 9¢ 96 syauow 7 |—¢
l6s ‘o€l ¥ €€ [09 ‘6£] 6% 44 [es ‘s€l v+ 8y 9% €2l syauow ¢ >
0L=N S8=N LO11=N L9T=N 8uijesunod jo uoneung
[ez ‘0s] 79 a4 [ss ‘sel v¥ 8¢ lev “1€] oF Sy Ly LTI (9€ xew) 7 <
[6g ‘611 8¢ (114 [is 1€l 1% 93 [8 ‘0€] 6€ 44 L€ 10l 9
[81 ¥] 01 1A [T ‘6l 1 £l bz 111 21 61 vl 6€ T
[c0lo 0 [c0lo 0 [ <ds 9 4 9 I
IL=N 98=N PII=N €/T=N S12BIUOD JO U2quInu [B30]
[eg p1] €2 9l [z ‘11161 9l [ze ‘211 vT 1T [44 6S (1 xew) £ <
[es ‘o€l 1+ 6T [sy ‘8l L€ 43 [eg 211 s¢T 8T €€ 68 4
[8y ‘9T L€ 9T [ss ‘vel 44 8¢ 12 ‘e¥] T8 6S 9% 4 I
1L=N 98 =N YII=N €/T=N s3jnsuod _m:Om«_wn_ Jo JaquinN
(1D %S6) % N (1D %56) % N (1D %S6) % N % N sonstiLIdRIRYD
(12 =N) Buiiayns (98=N) FI1=N) (eLT=N) IIv

ou Jo [ed130joydAsy

Suriayns oLeIydAsd

Suriayns [edisAyg

Buriayns ulkluapun Aewiid

(=N 8uissiy ‘€27 =N) (4ojjesunod o3 Suipaodde) 3uljjasuno?) jo el 3e 3ulayng Suikluapun Auewiid Aq
papIAId (A3IW) uonedipaly [eyaa pa129||0D)-4oS 3unsadu|-j|as Aemy Suissed s99|asUNOD) JO SUIjaSUNOTD) PAAISIDY JO SONSIIdIDEBIRYD) € d|qel



OMEGA—/ournal of Death and Dying 84(4)

1114

%01 01 %§ Bussily,

udjew AJeauswindop pue ‘@Anelussadda [e8s| “asidelsyl U99IuN|oA spueliayIsN-21-03-2ySry ‘si8ojoydAsd ‘esunu uedisAyd spnpul (sjeuoissajoud) suayiQ,
(s)eduraurenboe pue ‘(s)pually ‘uisnod (s)41sis ‘(s)4aY10.q ‘(UaJ)p|IYIPUBIS SIPN|DUI SPUBLY IO/pUE Ajiwey 1O,

%01 < 3uIssii,

"(FST=N) T10T wo.y syseap .o} patasidal Ajuo Aio3ae),

"9%G UBY3 ss9| SuISSI|,

“Buldp u1 aouelsisse uepIsAyd = Qyd {[eA493ul 92USPLUOD = | "9I0N

[99 ‘c¥] s¢ 8¢ [19 ‘6£] 0s 6€ [sz ‘251 29 4 S 6| SO
69=N B8L=N 801=N JLST=N paABS.I2q UM SUOIIBSISAUOD
[6€ ‘81] 8¢C 6l by vl €€ LT [91 ‘5] ol [ (44 LS  sseuuado Jou JUSWSA|OAUI ON
[es ‘191 w2 134 [9z ‘951 £9 ¥S [se ‘¥8] 06 10l 8. 114 ssauuado JO/pUE JUSWISA|OAU|
89=N I8=N ZLII=N L9T=N ssauuado 10/pue PaAjOAY|
oz 7l 8 3 ez vl 01 ¥ L ely 3 Vi ol o(s[euoissajoud) suapO
[er v1] 9T 0l [¥s ¥ 6€ Sl [9€ ‘911 5T 8l 67 134 pSPUBLYY JO/putE Ajiwe) Jay10
[z1 ‘ol € I leT ‘21 s1 9 L ely 3 Vi 0l sjuseyg
[e9 ‘€l ¥ 8l [9z ‘sl €1 S [1s ‘67 6¢ 8T ¥E s usJpIyD
[og ‘2] 91 9 [cs ‘8l 81 L L1+ ‘o7l o€ 1T ¥4 vE Jaulieyd
L8E=N HE=N LIL=N ,8F1 =N PSAJOAUL SISU3IO YIIYAA
[sz ‘€51 59 9% [+9 ‘c¥] ¥ 9% [88 ‘¥z] T8 €6 89 98| SO
IL=N 98=N YII=N €LT=N 8uIjasUNOd Ul SJBY3I0 SUIA|OAU|
(1D %56) % N (1D %S6) % N (1D %S6) % N % N sonsiIeIdRIRYD
(12=N) Bulisyns (98=N) F11=N) (e£T=N) IV

ou Jo [ed130joydAsq

Suriayns oLeIYdAsd

Suriayns [edisAyd

Suriayns Sulkluapun Aewld

panunuo) ‘g d|qel



Hagens et al. 115

few cases (7%). One fifth of the counselees (22%) did not involve others in the
counseling, nor did they provide openness toward others about the counseling
(see Table 3).

There were no significant differences between groups of varying underlying
primary suffering in the duration, the number of contacts, and content of the
counseling. Counselees with psychiatric suffering less often involved others
(54%, 95% CI [43, 64]) than counselees with physical suffering (82%, 95% CI
[74, 88]). When they involved others, less often it concerned their children (13%,
95% CI [5, 26]) when compared with counselees with physical suffering (39%,
95% CI [29, 51]) or psychological or no suffering at the start of counseling
(47%, 95% CI [32, 63]). Counselees with physical suffering more often involved
others and/or were open about the counseling they received toward others
(90%, 95% CI [84, 95]) than counselees with psychiatric suffering (67%, 95%
CI [56, 76]) or psychological or no suffering at the start of counseling (72%,
95% CI [61, 82]; see Table 3).

Discussion

Summary

The majority of counselees who have passed away through MED after receiving
counseling to be able to self-determine the timing and manner of their end of life
have a terminal or serious disease and primarily suffer from physical or psychi-
atric problems. Almost all have a wish to end life at the start of counseling, and
the majority wishes to end life within a year. Help with the wish to self-
determine the timing and manner of their end of life has also been sought
with other caregivers or organizations by two thirds of the counselees. Half
have requested their physician for PAD. Two thirds have involved others in
the counseling, while one fifth neither have involved others nor were open
toward others about the counseling. Counselees with psychiatric suffering are
younger, more often have attempted suicide prior to counseling, and more often
have expressed a wish to end life at the start of counseling (although their wish
to end life was more often more than 1 year away) than counselees with physical
suffering or counselees who mention psychological suffering or do not mention
any suffering at the start of counseling.

Strengths and Limitations

This is the first quantitative study to include such a large number of people who
have passed away through MED after receiving counseling to be able to
self-determine the timing and manner of your end of life. Also, it is the first
quantitative study to obtain quantitative information from counselors who
counsel counselees who wish to self-determine the timing and manner of their
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end of life. The results are, however, not generalizable to all people in the
Netherlands who have passed away through MED after receiving counseling
because there are other organizations in the Netherlands that offer this counsel-
ing, which may have different approaches to offering assistance. Furthermore,
information about the counselees has been collected through counselors. The
available information is dependent on what counselees share with the counselor,
which can cause an information bias. Furthermore, counselors assessed the
primary underlying suffering and severity of disease based on this information.
The anonymous data provided do not allow to link information to medical files
or death registry files.

Who Passes Away Through MED?

This study shows that the majority of the people who have passed away through
MED after receiving counseling to self-determine the timing and manner of their
end of life have a terminal or serious disease and primarily suffer from physical
or psychiatric diseases. In a previous study, we found that 42% of the people
seeking this counseling suffer from a terminal or serious disease (Hagens et al.,
2014). In the current study, 65% of the people who ended their life after seeking
this counseling had a terminal or serious disease. That seems to suggest that
people who seek counseling to prevent possible future suffering less often (or less
quickly) reach a situation in which they want to end their life.

Half of the people who have passed away through MED after receiving
counseling have requested PAD. Chabot and Goedhart (2009) have also
found that about half of the people passing away through MED (and VSED)
have requested for PAD. This study shows that some patients do persist in their
wish to end life after a denial of their request for PAD and do seek other ways to
end life. Research has shown there can be miscommunication about the persis-
tence of a wish to end life after a denied request for PAD (Pasman et al., 2013).

Furthermore, the results show that half of the counselees with an underlying
medical disease have not requested for PAD. While having an underlying med-
ical condition offers the opportunity to request for PAD (Regional Euthanasia
Review Committees, 2018), this study supports the idea that people do not make
use of this possibility. On one hand, this could reflect that there are people who
regard ending your own life as their own responsibility instead of asking the
physician for help and to take this responsibility (Hagens et al., 2017). On the
other hand, it is also likely there are people who believe that they will not be able
to obtain PAD and therefore do not request their physician for assistance
(Hagens et al., 2017). For patients with psychiatric suffering, dementia, or an
accumulation of problems of old age, the numbers of granted requests for PAD
are low (Evenbljj et al., 2019). These patient groups only form a small percent-
age of patients who receive PAD (Onwuteaka-Philipsen, et al., 2017), while they
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are well represented among the group of counselees who end life through MED
after receiving counseling.

Finally, the study shows that counselees with psychiatric suffering differ from
both counselees with physical suffering and counselees with psychological or no
suffering at the start of counseling. They are, for example, younger and have
attempted suicide more often. Offering assistance in dying under the Dutch
Termination of Life on Request and Assisted Suicide Review Procedures Act
to patients with psychiatric suffering is complex for physicians. Only 3% of the
patients receiving PAD have a psychiatric disorder (Onwuteaka-Philipsen et al.,
2017). This is a result of matters such as the unpredictable course of psychiatric
disorders, the possibility of spontaneous recovery, a large variety of treatment
options, and the possibility that the wish to end life may be a symptom of the
psychiatric disorder (American Psychiatric Association, 2013; Evenblij, 2019;
NVvP Dutch Association for Psychiatry, 2019; Regional Euthanasia Review
Committees, 2018). These matters will also be apparent in counseling counselees
with psychiatric suffering and ask for the necessity to involve knowledgeable
professionals. However, the focus on a recovery-oriented approach in mental
health care may leave little room for patients with a wish to end life (Evenblij,
2019; Karlsson et al., 2018; Sowers et al., 2016). This might make it impossible
to involve these mental health-care professionals. It might also lead people with
psychiatric suffering to contact a counselor with whom they can discuss the wish
to self-determine the timing and manner of your own life in an open manner
(Hagens et al., 2019).

Counseling to Self-Determine the Timing and Manner of One’s End of Life

Regardless of the source of suffering, counseling in a delicate matter such as self-
determining the timing and manner of one’s end of life asks for carefulness and
patience. However, the results seem to suggest that the counseling trajectories
are often short and consist of little personal contacts. Almost half of the coun-
selees have only had one personal consult with the counselor before they passed
away. Almost all the personal contacts are complemented with contacts by
telephone or email.

The majority of the counselees who passed away through MED suffer from a
terminal or serious disease. In certain cases, this might simply leave counselees
with little time. It is unclear in which stage the counselor gets involved, as the
counseling is often not the only assistance people seek. About half have
requested their physician for assistance in dying, and almost two thirds has
also sought help with the wish to self-determine the timing and manner of
their end of life from other caregivers or organizations. While for almost half
of the counselees the counseling lasts less than 3 months, the data also suggest
that the period in which counselees find or receive help with their wish to end life
lasts longer for most than is suggested by the time frames in this study.
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Findings on the counseling itself show that the counseling exists of more than
just providing information on methods to end life in a nonviolent nonmutilating
manner. Almost all counselees have received moral and mental support, legal
information, and counseling about loved ones surrounding them. However,
more detailed information about the content of the counseling and the role of
counseling in the decision-making process is not available. This requires further
research, for example, in-depth interviews with counselees and counselors.

About a quarter of the counselees (22%) have not involved others in the
counseling and have not provided openness to others about the counseling.
This might give cause for concern that these counselees are at risk for a
lonely or isolated end of life, although contact with a counselor itself makes
these counselees less isolated. The majority of counselees do involve others in
the counseling. In most cases, this concerns family members and/or friends,
while physicians are almost never involved in the counseling. This can be
cause for concern as physicians can have a very important role in this process,
especially concerning assessing competency, diagnosing diseases, and offering
(or referring for) treatment.

Conclusion

The majority of people who pass away through MED after receiving counseling
to be able to self-determine the timing and manner of their end of life had a
terminal or serious disease and primarily physical or psychiatric suffering. Half
has requested for PAD, which on the one hand shows not all patients with a
medical diagnosis ask for PAD and on the other hand shows that some patients
with a denied request for PAD persist in their wish to end life. The physician
hardly ever seems to be involved in the counseling, while they could have a
valuable role in the process concerning assessing competency, diagnosing dis-
eases, and offering (or referring for) treatment. As people will always keep fall-
ing outside the scope of the Dutch PAD law, it remains subject of debate if and
which arrangements shall be made for people who still wish to self-determine the
timing and manner of their end of life.
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