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Abstract

An abstract of up to 300 words should include these headings: (1) Scientific
Background (2) Objectives (3) Methodology (4) Findings (5) Conclusions (6) Policy
Implications / recommendations

Scientific background: end-of-life processes (EoLP) become complex and challenging due to
changes in social-normative and ethical concepts.

Objectives: to create a quantitative database regarding EoLP and to identify differences
between different population groups.

Method: The study included qualitative and quantitative methods including a representative
national survey of 605 people aged 50 and over to clarify attitudes regarding end-of-life
processes.

Main findings: The importance of family members as agents involved in decision-making was
demonstrated. Of the total participants, 27% and 30% agreed that a dying patient should be
connected to artificial respiration and feeding (respectively). In practice, 37% and 30% of family
caregivers accompanying their loved-ones on their deathbed (n=297) reported these practices
(respectively). Similarly, 66% agree that a dying patient should be treated with pain-relieving
treatment, even if it shortens his life, and in practice 58% reported that such treatment was
given. The data shows that there is a polarization of attitudes in Israeli society regarding EoLP,
which are affected by affiliation to religion and political orientation.

Conclusions: The findings of the study emphasize the crucial role of family caregivers in end-of-
life decision-making, despite the lack of legal regulation of their status. There is a wide public
agreement for the use of analgesics that may shorten life, and this is also a common practice,
according to the participants in this study.

Recommendations / Implications for policy makers: It is imperative for the state to establish
clear guidelines outlining the role, rights, and obligations of family caregivers in end-of-life
processes. Additionally, the provision of an informational infrastructure that offers necessary
information, tools, and skills to effectively handle end-of-life processes should be implemented
by the state. Furthermore, there is a need for further examination and discussion of the concept
of terminal sedation.
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Executive Summary- English :'n p'1n

(1) Scientific Background;

End-of-Life (EoL) processes are a complex and multifaceted phenomenon that
involve terminally ill patients, their caregivers, and medical teams. These
processes encompass a range of issues, such as willingness to accept the truth
about the medical condition of the dying patient, the level of involvement of medical
teams in the final stages of life, and the legitimacy of death-inducing procedures.
(Velan et al., 2019)

In recent years, public discourse surrounding EoL processes has been growing in
Israel. A previous study conducted in Israel on public opinions concerning truth-
telling and medically assisted dying revealed that Israelis are largely (~70%)
supportive of truth-telling to patients about their medical status, even in harsh
conditions. The study also found that nearly half of the Israeli public support
medical assistance in dying for terminally-ill patients at the end of life if they wish
for it and the law permits it. Additionally, the results suggest that the largest group
in the overall population are the autonomists (~43%), or those who support both
truth-telling and medically assisted dying. (Bodas et al., 2020).

Socio-demographic factors, such as gender, religiosity, and religion, play a
significant role in determining an individual's stance on EoL processes (Verbakel &
Jaspers, 2010; Cohen et al., 2014). Specifically, in Israel, it was found that older,
highly educated, higher income, secular Jews are most likely to support medical
assistance in dying in the context of EoL processes. Despite a growing trend
towards an autonomous approach to EoL decisions and processes, there is still
much to be understood about public attitudes concerning these aspects.

(2) Objectives;

The objective of this study was to establish a quantitative database of public
opinion in Israel regarding end-of-life (EoL) processes and decisions, and to
identify variations in attitudes among different subgroups within the population.
Additionally, the study aimed to gather epidemiological data to describe EoL
practices in the past five years as reported by family caregivers who had
accompanied a loved one during their terminal illness.

(3) Methodology;

The study employed a combination of qualitative and quantitative methods to
investigate end-of-life (EoL) processes. The research was divided into four main
stages: (a) Semi-structured interviews were conducted with family caregivers who
had accompanied a loved one during their terminal illness to gain insight into
underlying themes surrounding EoL processes. (b) A nationwide survey of 605
participants aged 50 and above was conducted to explore public opinions
concerning EoL processes. (c) Among the survey participants, additional questions
were presented to individuals who had acted as a family caregiver to a loved one
who died from a terminal illness in the last five years, allowing for the collection of
data pertaining to actual EoL practices. Some of these individuals were also
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engaged for additional in-depth interviews. (d) An expert panel (roundtable) was
conducted to present the main research findings and reach a wide consensus on
potential implications for public policy.

(4) Findings;

The study revealed that a majority (over 60%) of participants believed that doctors
should disclose the complete truth to patients, and 55% stated that they would
want to be informed by the medical team if they were nearing the end of their life.
Almost 48% of participants agreed that doctors should assist a patient in ending
their life if that is their wish and if it is legally permitted. Additionally, 80% of
participants stated that patients' advanced healthcare directives to avoid artificial
life extension should be respected. Furthermore, 55% of participants agreed that
the State of Israel should allow institutionalized euthanasia, compared to 30% who
opposed it, with the remaining 15% being uncertain.

27% and 30% of participants agreed or strongly agreed that terminally ill patients
should be connected to artificial respiration or feeding, respectively. In practice,
among the 297 participants who reported acting as caregivers accompanying a
loved one on their deathbed, 37% and 30% reported their loved one connected to
artificial respiration or feeding, respectively. Similarly, in the overall sample, 66%
agreed or strongly agreed that patients should receive analgesic treatment, even if
it results in a shortened life. In practice, 58% of caregivers reported this treatment
to be given to their loved ones.

Attitudes towards end-of-life care were found to be closely associated with
religious affiliation, with religious participants generally holding more conservative
views than secular ones. For example, 59.1% of ultraorthodox Jewish patrticipants
agreed or fully agreed that patients should be connected to artificial respiration,
compared to 33.3% of religious, 26.9% of traditional, and only 12.1% of secular
Jewish participants (p<0.001). Similarly, 59.1% of ultraorthodox Jewish participants
agreed or fully agreed that patients should be connected to artificial feeding,
compared to 37.7%, 30.7%, and 15.9% of religious, traditional, and secular Jewish
participants, respectively (p<0.001). Similarly, Public opinions concerning EoL
processes and decisions are associated with their political orientation. Generally,
right-wing voters were less likely to support EoL decisions that may shorten a
dying patient's life.

Of the 297 participants reporting accompanying a loved one on their deathbed
from a terminal illness, the following epidemiological data emerged. Only 26% of
patients were directly informed by medical staff that they were dying, with a higher
percentage (43%) among those with malignant diseases. Most deceased patients
died in the hospital (60%), with 23% dying at home, 11% in nursing homes, and
5% in hospice. Younger patients and those with malignant diseases were less
likely to die at home.

Interestingly, the study shows a correlation between the normative attitudes of
accompanying family members and the implementation of EoL practices, with
more support leading to greater implementation. This finding is closely related to
the fact that more than 80% of participants reported that family caregivers were
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key partners in decision making surrounding the medical treatment for their loved
ones.

The round table discussion yielded some important insights. In particular, the
experts felt that family caregivers are powerful agents involved in EoL processes,
albeit without any institutional or legal framework to support their role. Moreover,
caregivers act not only as agents, but also as clients of the healthcare system
themselves, requiring assistance and attention to support their well-being;
however, such supportive infrastructure are lacking. In addition, the experts
discussed the use of analgesic treatment, designed to reduce pain, for palliative
sedation and its capacity to potentially shorten the life of a suffering patient. The
experts also highlighted cases in which actual palliative sedation was warranted
but not provided.

(5) Conclusions;

The findings of the study emphasize the crucial role of family caregivers in end-of-
life decision-making, despite the lack of legal regulation of their status.
Furthermore, the study highlights a prevalent practice in Israel of utilizing
analgesics in a manner that may potentially shorten the life of patients.

(6) Policy Implications and Recommendation;

It is imperative for the state to establish clear guidelines outlining the role, rights,
and obligations of family caregivers in end-of-life processes. Additionally, the
provision of an informational infrastructure that offers necessary information, tools,
and skills to effectively handle end-of-life processes should be implemented by the
state. Furthermore, there is a need for further examination and discussion of the
concept of terminal sedation.
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Socio-demographic characteristics Categories
Interviewees accompanying dying
persons
N=297
n (%)
Age-group 50-59 117 (39.4)
60-69 111 (37.4)
70 + 69 (23.2)
Gender Female 127 (42.8)
Male 170 (57.2)
Education (Years of schooling) =<12 106 (35.7)
>12 191 (64.3)
Income << average 65 (24.8)
<average 49 (18.7)
average 44 (16.8)
>average 66 (25.2)
>> average 38 (14.5)
Ethnicity Jews 263 (88.6)
Arabs 34 (11.5)
Religiosity among Jews Secular 84 (31.9)
Traditional 119 (45.3)
Religious + Haredi 60 (22.8)

)n=297( DN**n DI'0 '3'7NN1 NVOIY D'7910NN '1"'9XN .3 1720

parameter Occurrence
n (%)
=50 23 (7.7%)
51-60 46 (15.5%)
Age at death 61-70 46 (15.5%)
71-80 74 (24.9%)
81+ 108 (36.4%)

Major morbidities experienced
prior to EoL

Chronic diseases - all
Heart disease
Diabetes
Pulmonary disease
Kidney disease

107 (36.0%)
49 (16.5%)
38 (12.8%)
33 (11.1%)
23 (7.7%)

Malignant disease - all

140 (47.1%)

Incapacitating diseases - all
Old age
Dementia
Stroke

121 (40.7%)
60 (20.2%)
41 (13.8%)
32 (10.8%)

Morbidity conditions - all
Malignant only
Incapacitating only
Chronic only
Malignant + Chronic
Malignant + Incapacitating
Chronic+ Incapacitating
Chronic+ Incapacitating + Malignant

297 (100%)
116 (39.06%)
69 (3.23%)
53 (17.85%)
9 (3.03%)
6 (2.02%)
36 (12.12%)
8 (2.69%)

place of death

2020

Hospital <month hospitalization

23

115 (39.8%)
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Hospital >= month hospitalization

56 (19.4%)

dependence

Home 68 (23.5%)
Geriatric/Nursing Care Institution 32 (11.1%)
Hospice 16 (5.5%)

Other 2 (0.7%)
Was not dependent 38 (12.8%)
A few days/weeks 73 (24.6%)

Several months to a year
One to two years

More than 2 years

86 (29.0%)
40 (13.5%)
60 (20.2%)

NIUNXNI 791000 19X 197 DN'N DI'02 01910 0'7IN2 NI'7I9'0 NINITYINO NINDY NXNYN .4 n'720
D'I7nN NNOYNN 12 7Y NI'A'0NII-I'YION

Connected to Connected to Lﬁ?:;e%\g’étigalﬁgz
ventilatign feeding* that could shorten
105/282" (37.2%) 84/276" (30.4%) life
129/221" (58.4%)
Categories Characteristics Variable N (%) P value N (%) P value N (%) P value
<=60 27 /67 (40.3) 20/67 (29.8) 41/54 (75.9)
. 61-70 18/44 (40.9) 12/43 (27.9) 24/35 (68.6)
Pa“eé‘et:tige at 7180 26/66 (39.4) 18/65 (27.7) 32/51 (62.7)
81+ 34/105 (32.4) 34/101 (33.7) 32/81 (39.5)
P value 0.64 0.833 0.0001
Medical Malignancy (solely) 32/113 (28.3) 26/109 (23.8) 73/92 (79.3)
characteristics Morbidity Chronic Disease (solely) 32/51 (62.8) 18/47 (38.3) 18/38 (47.4)
of patient leading to death | Incapacitation (solely) 18/62 (29.0) 22/63 (34.9) 17/50 (34.0)
Complex morbidity 23/56 (41.4) 18/57 (31.6) 21/41 (51.2)
P value 0.0002 0.23 <0.0001
Non Dependent 16/34 (47.1) 11/35 (31.4) 16/29 (55.2)
State of Dep.=<1 year 56/152 (36.8) 427148 (28.4) 82/126 (65.1)
dependence Dep. >1 year 33/96 (34.4) 31/93 (33.3) 31/66 (47.0)
P value 0.4148 0.711 0.0501
] <=12 years schooling 37/100 (37.0) 24/96 (25.0) 44777 (59.5)
Education > 12 years schooling 68 /182 (37.4) 60/180 (33.3) 85/147 (57.8)
P value 0.9519 0.150 0.8158
Socio- Below average 49/109 (45.0) 29/103 (28.2) 49/90 (54.4)
demographic Income Average 18/41 (43.9) 11/40 (27.5) 17/30 (56.7)
characteristics Above average 29/100 (29.0) 31/101 (30.7) 52/77 (67.5)
of P value 0.0442 0.8965 0.2109
éﬁ?{;“r’ﬁ%‘ggf Jews 921251 (36.7) 751247 (304) 1097194 (56.2)
Ethnicity Arabs 13/31 (41.9) 9/29 (31.4) 20/27 (74.1)
P value 0.566 0.941 0.0773
Secular 29/79 (36.7) 22/82 (26.8) 40/62 (64.5)
Religiosity Traditionalist 38/114 (33.3) 34/112 (30.4) 45/86 (52.3)
among Jews Religious + Haredi 25/58 (43.1) 19/53 (35.9) 24146 (52.2)
P value 0.4537 0.5383 0.2768
No support 26/90 (28.9) 17/84 (20.2) 11/18 (61.0)

) Support for Partial support 39/113 (34.5) 28/102 (27.4) 29/51 (56.9)
Normative each specific  7g oot 2449 (48.7) 27164 (42.2) 43/80 (53.7)
beliefs ** health service -

"ok High support 16/30 (53.3) 12/26 (48.1) 46/72 (63.9)
P value 0.03 0.01 0.64
2020 24 X-6.0n 0o10
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Family involved
in EoL

Patient
died at home

Patient was
informed about
upcoming death

242/297* 61/243% (26.2%
(81.5%) 68/297 (22 .9%) ( )
n/N (% n/N (%
Categories Characteristics Variable N (%) P value o P o P
value value
<=60 50/ 69 (72.5) 12/69  (17.4) 20/56 (35.7)
Patients age at 61-70 37/46  (80.4) 13/46 (28.3) 12/33 (36.4)
death 71-80 5774 (86.4) 18774 (24.3) 27759 (27.1)
81+ 91/108 (34.3) 25/108 (23.1) 13/85 (15.3)
P value 0.1367 0.5675 0.0219
. Malignancy (solely) 96/116 (82.8) 32/116 (27.6) 39/91 (42.9)
Medical . Chronic Disease (solely) | 39/53 (73.6) 853 (15.0) 6/40 (15.0)
characteristics Morbidity e Citation (solely) | 60769 (87.0) 1469 (203) | 4567 (7.0)
of patient | leading to death - = 0 i oy 47159 (79.7) 14559 (23.7) | 12145 (26.1)
P value 0.281 0.31 <0.0001
Non Dependent 24/38 (63.2) 8/38 (21.1) 10/33  (30.3)
State of Dep.=<1 year 138/159 (86.8) 39/159 (24.5) 36/117 (30.8)
dependence Dep. >1 year 80 /100 (80.0) 21/100 (21.0) 15/83 (18.1)
P value 0.0031 0.7723 0.114
. <=12 years schooling 85/106 (80.2) 20/106 (18.9) 26/83 (31.3)
Education > 12 years schooling 157/191 (82.2) 48/191 (25.2) 35/150 (23.3)
P value 0.6691 0.2184 0.1839
Socio- Below average 82/114 (71.9) 25/114 (21.9) 23/92 (25.0)
demographic Income Average 40/44 (90.9) 8/44 (18.2) 10/36 (27.8)
characteristics Above average 89/104 (85.6) 28/104 (26.9) 22/81 (27.2)
of P value 0.006 0.4656 0.927
accompanying Jews 219/263 (83.3) 61/263 (23.2) 151/263 (27.1)
family member Ethnicity Arabs 23/34 (67.6) 7/34  (20.6) 51/34 (19.2)
P value 0.0273 0.7336 0.3924
. Secular 71/84 (84.5) 20/84 (23.8) 18/62 (29.0)
Religiosity Traditionalist 96/119 (80.7) 26/119 (21.8) 26194 (27.7)
among Jews I ojiious + Haredi 52/60 (86.7) 15/60 (25.0) | 12/51(235)
P value 0.5576 0.8831 0.7940
Support for No support 5/7 (71.4) 2/26 (16.4) 6/59 (10.2)
Normative each specific Partial support 37/54 (68.5) 15/85 (17.6) 23/92 (25.0)
belisfs ** health servicews |_2uPROrt 101/121 (835) 21/10 (19.8) 21/53 (39.6)
High support 99/115 (86.1) 28/80 (35.7) 11729 (37.9)
P value 0.03 0.02 0.00

Implementation of End-of-Life 1maninw Mmxna 0'o11on N1 27w 7w 0'RMn 0'R¥NNn
related Health Practices - The Effect of Medical Conditions, Socioeconomic
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