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“I'lost so much more than my partner” 2
- Bereaved partners’ grief experiences

following suicide or physician-assisted dying

in case of a mental disorder
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Abstract

Background: There is a lack of existing research an grief following the intentional death of people suffering from a ‘ , ' , , ' ‘

mental disorder. Our study aims to provide insight inta grief experiences and social reactions of bereaved persans

wha lost their life partners, wha were suffering from a mental disarder, to physician-assisted dying (FAD] or suicide.

Methaods: Faor this mixed-methads research, we conducted a survey and in-depth interviews with 27 persans living *
-

in the Metherlands and bereaved by the death of their life partners. The deceased life partners suffered from a mental
disorder and had died by physician-assisted dying (n= 12) or suicide (n = 15). Intenviews explored grief experiences
and sacial reactions. In the survey we compared self-reported grief reactions of partners bereaved by suicide and PAD
using the Grief Experience Questionnairs.

Results: Compared to suicide, physician-assisted dying was associated with less severe grief experiences of the
bereaved partners. Farticipants reported that athers rarely understood the suffering of their deceased partners.

and sometimes expected themn to justify their pariners' death. Following physician-assisted dying, the fact that the
partner’s euthanasia request was granted, helped athers understand that the deceased person’s mental suffering had
been unbearable and iremediable. Whereas, following suicide, the imvalverment of the bersaved partners was some-
times the focus of judicial inquiry, especially, if the partner had been present during the death.

Conclusion: When individuals suffering from a mental disorder die by suicide or PAD, their bereaved partners may
experience a lack of understanding from others. Although beth ways of dying are considered unnatural, their impli=
cations for bereaved partners vary considerably. We propose locking beyond the dichatomy of PAD versus suicide
when studying grief following the intentional death of people suffering from a mental disorder, and considering ather
important aspects, such as expectedness of the death, suffering during it, and partners’presence during the death.
Keywords: Grief, Suicide, Physician-assisted dying, Mental health, Death tabaa

Background
Grief, following the loss of & loved one, is influenced by
multiple factors, including the circumstances of the death

and the bereaved person’s involvement in it [1]. Death
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Ower the past decades several countries and states have
passed legislation to legalize euthanasia and physician-as-
sisted subcide (PAS; Dyer, White, & Rada, 2015; Emanuel,
Onwuteaka-Philipsen, Urwin, & Cohen, 2016). Both types
of sssistance in dying hasten an individual's death. In the
case of euthanasia, a physician intentionally ends the life
of a patient at his/her request, usually by the ad:mmsu-a—
tion of a bethal drug. In the case of PAS, the physi

PAS is allowed in efght US states {California, Colorade,
District of Columbia, Hawai Mmmna,cmgm Vermont,
and hington; hitps:/fwww.d di; .mg,.ﬂ) as
well asin larad anﬂmmrmnﬂy,mrbe
state of Victora (Vietoria State Government, 2019).
There 1s varisty in the number nfmsdjmlly assisted
deaths across countries. For example, PAS accounted for

pre-

seribes or supplies the lethal drug to the patient, at his/hes

requaest, with the patient performing the action thar will
cause hm"hetwndealh(ﬁnmmleleral znlﬂ

Eutk and PAS ! iced in Antiquity

in the eontext of a “good death” and the first attempts 1o

create a begal framework occurred sbout 100 years ago, in

Emately 0u4% of deaths in Oregon and Washington
in 2015 {Emanuel et al., 2016), and 1.4% in Switzerland
imost recent data, year 2016; Bundesamt fir Seaissik,
2019%). Ewthanasia aceounted for approximately 2.1% of
deaths in Belgium in 2D1!'| amlt 4% in The Netherlands
fin 2017) (Federale O dheid
2l:|19 Itl]lmwerbe)d 2019). While ellgibulﬂy eriteria and

1906 in the US states of Ohio and cbiggin, 2005;
Emanuel, 19%4). Ad ¥ groups wi b I

ulation and e judiciary have driven Iega] :llanw and
currently, evthanasia and/or PAS can be legally practiced
in The Nethedands, Belghum, L bourg, Colombia,
and Canada (Dyer et al, 2015; Kelleher, CJnmben: Cor-
eoran, Keeley, & Williamson, 1998; Kelleher eval, 1995).
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vary across countries (for over-
wiews, see: Dyer et al, 2015; Mishara & Kerkhof, 2018),
access 15 usually limited o me:mlly competent patients
whose suffering is considered to be unbearable.

Research in this field has focused on various aspects,
such as the moral and ethical aspects (Bélanger et al,
2019; Kowwenhoven, van Thiel, van der Heide, Rietjens,

Crisis (Z020), &1(4), 255-272
REEREEES

EREREIR

JC

g3

-10% ~ i {8
(1995-2018)

Jockey Club End-of-Life Communit}

Va3

{7

F R

3
,J A\ ] \'g,b




TR Fop Hend RF

(Andriessen et al., 2020)

3 B 8 ehdE M F K (Disordered Grief) -
« BHuUR s ERPFE I (K

s IR R o f] B 18 g (Mental Health and PTSD symptoms) :
o XIM>RBAPE B ﬁdﬂ PV IR — o

W1 LBRFN | Department of Socia nistration BEREZEN
'“ WA EEABNBI AR KSR JC




L3k - | ?.'24 B A g EE B
(Andriessen et al., 2020)
H g R

R I S AL e

+ 3B ARG ARNE R

" RERLOLBIh L EFHEL LERF B

== Department of Social Work and Social Administration EES8XEM
I W The University of Hong Kong _ J C 7
&b Assreielrreesnesr el o




L3k - | ?.'24 B A g EE B
(Andriessen et al., 2020)
TP AAERAF oLy 23
TP N RS R BERE Y
AR
cEREHG
3 lakak 3 > *HA
* ¥ lodrAzF
£ DT-LLEEY
cHiE F AL € RPIE TP R
B wy, e Scecno




L3k - | ggfa B A g EE B
(Andriessen et al., 2020)
Hs g
.,,:s,f_é_;y.e
Q- E I PP
L RGEARE AT AL S B
= 7 & 7~ (Intended Death)
s PP REP R X ENLER
= FlAAE PR~ 20 - A A ERIRIEA 5 RFAL R

== Department of Social Work and Social Administration LR
I' % 4 The University of Hong Kong JC

: = & 17

"‘;1-““\{?\ é ﬁ x g ﬁ: = I ﬁE & *i s 17 Bl $ ,%% Jockey Club End-of-Life C unit;




BLp Bfop BE R ek
(Snijdewind et al, 2022)

Snijdewind ctal BMC Pochiory  (2022) 22454

ttps/fcioi org/101 186/51 2888-022-D4058-5 BMC Psych Ia‘tl‘y

RESEARCH Open Access

[ A ] ° = [ J
“I lost so much more than my partner” & ‘/VQ g MG 7é p ,i °

- Bereaved partners’ grief experiences
following suicide or physician-assisted dying

. . °
in case of a mental disorder PY L Z 7 /‘!, i S é . -
M.C. Snijdewind™, ). de Keijser’, G. Casteelen”, P. & Boelen'** and G. E. Smid """ ' » .\ P z L4 ‘ (A B

Abstract
Background: There is a lack of existing resaarch an grief fallowing the intentional death af people suffering fram 2
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mental disorder. Our study aims to provide insight into grief experiences and social reactions of bereaved persans
wha last ther ife partniers, who were sufering fram a mental disardr, to physician-assisted dying (PAD) or suicide. " ' ‘ ﬂ
Methods: For this mixed-methods research, we conducted a survey and in-depth interviews with 27 persons living V4 - F
in the Netherlands and bereaved by the death of their life partners. The deceased life partners suffered from a mental

disorder and had died by physician-assisted dying (n = 12) or suicids [n = 15). Interviews explored grief experiences
and sacial reactions. In the survey we compared selfireported grief reactions of partners bereaved by suicide and PAD
using the Grief Experience Questionnaire.

Results: to suicide, physici d dying was associated with less severs grief experiences of the

(Y X4 3 3 » ,tp Y LY [
bereaved partners. Participants reported that others rarely understood the suffering of their decessed partrers. - - ° - % -
and sarmetimes expected them to justify their partners'death. Following physician-assisted dying, the fact that the - - - - », y J
partner’s euthanisia request was granted, helped others understand that the deceased person’s mental suffering had
been unbearable and imemediable. Whereas, following suicide, the imvahvernent of the bersaved partners was some-

times the focus of judicial inquiry, especially, i the partner har been presant during the death
Conclusion: When individuals suffering from a mental disorder die by suicide or PAD, their bereaved partners may
experience a lack of understanding from others. Although both ways of dying are considerad unnatural, sheir impli-

I 4
Catins for bereaver partners vary comsiderably. We propase looking beyond the dichotamy of PAD versus suicide / e’ Vé e,
when studying arief following the intentional death of peaple suffering from a mental disarder, and cansidering ather
important aspects, such as expectedness of the death, suffering during it, and partners’ presence during the death. )
Keywords: Grief, Suicide, Physician-assisted dying, Mental health, Death taboo — - e

Background

Grief, following the loss of a loved one, is influenced by '
multiple factors, including the eircumstances of the death
and the bereaved person’s involvement in it [1]. Death o
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Abstract

The integration of assisted dying into end-of-life care is raising reflections on be-
reavement. Patients and families may be faced with a choice between this option and
natural death assisted by palliative care; a choice that may affect grief. Therefore, this

study describes and compares grief experiences of individuals who have lost a loved /e’ *B & Ie’ Vd 2 e
one by medical assistance in dying or natural death with palliative care. A mixed design , Y ' ~ I ’
was used. Sixty bereaved individuals completed two grief questionnaires. The quali- —— ﬂ ——

tative component consisted of |6 individual semi-structured interviews. We found no
statistically significant differences between medically assisted and natural deaths, and

scores did not suggest grief complications. Qualitative results are nuanced: positive and » »
negative imprints may influence grief in both contexts. Hastened and natural deaths are / P ; v d ﬁ n v -2 ’l' ﬁ l
death circumsmnces that seem to generally help ease mourning. However, they can l > ] > -u t J —— Ve
still, in interaction with other risk factors, produce difficult experiences for some family L1 Y \“P
caregivers.
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Grief and bereavement of family and
friends around medical assistance in
dying: scoping review

Han Yan ©,'? Jessica Bytautas ©,* Sarina Roslyn Isenberg,*
Ari Kaplan,*® Narges Hashemi,”” Mona Kornberg,” Tekla Hendrickson®

ABSTRACT

Objectives The increase in the number of
|ursdictions legaisng medical assistance in
dying (MAID) has contributed 1o a growth in
the number of famdy and friends who may face
unique elements of grief and bereavement. The
aim of ths study was 1o review the literature

of grief and bereavement of family and frends
followdng MAID, and to summarnse findings for
the develcpment of community resources and
programiming

Methods We performed a scoping review

WHAT IS ALREADY KNOWN ON THIS TOPIC

~+ Past reviews have shown that grief and
bereavement associated with medical
assistance in dying (MAID) are affected by
secrecy and stigma.

-+ Family/iriends may require ongaing
psychosodial support.

WHAT THIS STUDY ADDS

~» Grief and bereavement surrounding MAID
may start early and involve the concepts
of: relationships, aspects of MAID grief,

ions, end of life and aftereffects.

with consult of
Sex electronic databases and the grey literature
were searched for qualitative, quantitative and

~» MAID experiences create emations that
«change over time and can be complicated

review anticles. Content-analytical technigques g S

and multidscplinary discussions led to the HOW THIS STUDY MIGHT AFFECT

development of concepts and a RESEARCH, PRACTICE OR POLICY

framework. ~» Bereavement resources are necessary

Results Twenty-eght anticles met the nckision m;‘d’;‘:&m&m v .
- Resear: avemen

criteria. We identified five concepts that impact should occur at multiple time po

the grief and bereavement of familyfiriends:
relationships between familyfriends and the
patient as well as healthcare providers, aspects
of MAD grief which can include secrecy and/
or anticipatory grief; preparations which may
Inchude family/friends and should be centralised
and harmonised; end of ke as an oppertunity
for ceremony; and the aftereffects during which
mental health outcomes are studied
Conclusion This multidsciginary scoping
review «

1o find that support is needad 1o address the

© Authorfs] (of their
employesis] 2022. Fe-use
permitted under CC B¥NC Mo
commercia re-use. See rights
and permissicns. Published by
Bl

print: [please ndude Day
Month Year]. ot 10.1138/
2022-003715

and changing emotions of family/
friends before, during and after a MAID death.
F societal lisation of

Currendy, assisted death is recognised
by 5 of 6 Australian stares, 11 of 50
states of the USA, Canada, Luxembourg,
Belginm, Netherlands, Switzerland. New
Zealand, Colombia, Spain and Iraly.'*
The increasing prevalence suggests a
corresponding increase in the number of
bereaved individuals following MAID.
The focus of MAID is often on the
patient, although family/friends are the
ones who bereave, whether they were
supporters or not of MAID. Previous
h P ib

MAD s necessary 1o reduce secrecy and stigma
and improve the accessiblity of resources for
famiy/friends.

INTRODUCTION

Changes in legislation and  cultral
values have increased the prevalence
of medical assistance in dying (MAID).

suggests imp

with MAID due to the opportunity for
: saying goodbye, or copreparing
for end of life (EOL)."” Nonctheless,
with a limited number of jurisdictions
permitting MAID, facrors such as social
wsolation, stugma or religious acceprance
can impact the expression of grief and
bereavement.® * These factors can change
over time and the increasing legalisation of
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PREPARATIONS

Psychosocial end-of-life decision-making includes
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conversations that may include family/friends, o

Clarified and harmonized steps facilitate

22
rg ]"- MAiD evaluation and logistical preparations.
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RELATIONSHIPS
Family/friends need support before, during,
and after from multdisciplinary providers
and peers,
Values of family/friends may affect the degree of support
& involvement in organizing & attendance of MAID.
Non-judgemental care 8 easy access to information
is necessary.
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AFTEREFFECTS P
f ‘\ Mental health of family/friends after MAID is often £ ]

similar or better compared to unplanned deaths.

Social sharing helps make meaning of MAID.

MAID &%
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ASPECTS OF MAID GRIEF f-ﬁi-?- e g }n;}i%

Secrecy around MAID or fear of disclosure due }; RE th % & .

to societal stigma may be a source of anxiety & isolation. g‘ft" ¢

Anticiparory gricf may begin even prior to contemplating .\fl.-'\il). [ﬁ MAIDZ_ oo ;P: ﬁ?
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L] Capacity Building
The Faculty of Social Sciences, HKU and the CUHK Jockey Club Institute of Ageing lead the capacity building components. In particular,
the HKU focuses on capacity building m the community for both health and social care professionals and volunteers, whereas the CUHK
offers training to professionals in the hospitals in the New Temitories East Cluster.

#2
Evidence-based
Community EoLC
Models

08338:8...

Two community EoLC
models were developed mn
the second phase. The model
in RCHES 1s implemented by
the HKAG, TWGHs, and

HOHCS, whereas the home- 9 ."2.:-'-:.:'._.:;'.-;"
based model. titled “ICEST™, el i
1s run by HKSR.
SKHHCCDECC. $7S, and ﬁ:ﬁ
HOHCS. The two models
have been rigorously tested l’ $2533800e
for ther effectiveness and
mpacts.

R ]
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© Public Education (4] Systematic Evidence Generation

Public Education 15 led by the Faculty of Social The Faculty of Social Sciences, HKU 1s responsible for generating evidence on this
Sciences, HKU and the CUHK Jockey Club multiple-component Project throngh impact assessment and programme evaluation. In
Institute of Ageing. with an aim to raise public particular, outcomes and cost-effectiveness of the project components will be tested.
awarenesson EoLC. Academic publications will also be published to contmbute new knowledge to the
academic field and to benefit the field of EOLC worldwide

https://foss.hku.hk/jcecc/zh/
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