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R
elieving suffering is one of the main aims of oncology care, particu-

larly for dying patients (Bruce, Hendrix, & Gentry, 2006; World Health 

Organization, 2016). The suffering of a dying patient sometimes in-

cludes refractory symptoms. These symptoms are defined as severe 

symptoms—physical and psychological—that cannot be treated for 

long periods, or their treatment will lead to uncontrollable side effects (Schil-

dmann & Schildmann, 2014). In most cases, treatment is focused on refractory 

physical symptoms, such as pain, dyspnea, and delirium (Schildmann & Schil-

dmann, 2014), but psychological and existential suffering may also produce a 

Purpose/Objectives: To describe the experience of family members of patients receiv-

ing palliative sedation at the initiation of treatment and after the patient has died and to 

compare these experiences over time.

Design: Descriptive comparative study.

Setting: Oncology ward at Shaare Zedek Medical Center in Jerusalem, Israel.

Sample: A convenience sample of 34 family members of dying patients receiving pallia-

tive sedation. 

Methods: A modified version of a questionnaire describing experiences of family members 

with palliative sedation was administered during palliative sedation and one to four months 

after the patient died. Descriptive statistics were used to describe the results of the ques-

tionnaire, and appropriate statistical analyses were conducted for comparisons over time.

Main Research Variables: Experiences of family members and time.

Findings: Most relatives were satisfied with the sedation and staff support. Palliative se-

dation was experienced as an ethical way to relieve suffering. However, one-third felt that 

it shortened the patient’s life. An explanation of the treatment was given less than half 

of the time and was usually given on the same day treatment was started. This explana-

tion was given by physicians and nurses. Many felt that they were not ready for changes 

in the patient’s condition and wanted increased opportunities to discuss the treatment 

with oncology care providers. No statistically significant differences in experiences were 

found over time. 

Conclusions: Relatives’ experiences of palliative sedation were generally positive and 

stable over time. Important experiences included timing of the initiation of sedation, tim-

ing and quality of explanations, and communication.

Implications for Nursing: Nurses should attempt to initiate discussions of the possible role 

of sedation in the event of refractory symptoms and follow through with continued discus-

sions. The management of refractory symptoms at the end of life, the role of sedation, and 

communication skills associated with decision making related to palliative sedation should 

be a part of the core nursing curriculum. Nursing administrators in areas that use palliative 

sedation should enforce good nursing clinical practice as recommended by international 

practice guidelines, such as those of the European Association for Palliative Care.
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refractory state (Bruce & Boston, 2011; Swart et al., 

2014). The frequency of palliative sedation therapy 

for dying patients varies from 5%–52%, according to 

different sources (Bruinsma, Rietjens, Seymour, An-

quinet & van der Heide, 2012; de Graeff & Dean, 2007), 

reflecting the wide range of the definition of palliative 

sedation, cultures, and practices (Maltoni, Scarpi & 

Nanni, 2014; Rosengarten, Lamed, Zisling, Feigin, & 

Jacobs, 2009; van Deijck, Hasselaar, Verhagen, Viss-

ers, & Koopmans, 2013). Many of the patients who 

receive palliative sedation are patients with cancer 

(van Deijck et al., 2013).

Palliative care is meant to improve the quality of 

life and relieve suffering of all patients, including dy-

ing patients, and their families (Cherny & Radbruch, 

2009; van Dooren et al., 2009). The recommended 

treatment for a dying patient suffering from refractory 

symptoms is palliative sedation (Cherny & Radbruch, 

2009; Mercadante et al., 2009). Various definitions 

of palliative sedation appearing in the literature are 

based on two main factors: (a) intolerable suffering 

that cannot be treated by routine methods and (b) 

use of medications to relieve suffering without the 

intention to cause death (American Academy of Hos-

pice and Palliative Medicine, 2014; Cellarius, 2014; 

Morita, Tsuneto, & Shima, 2002).

Nurses play an important role in palliative sedation. 

Control of symptoms is an important part of the on-

cology nurse’s role (Patel, Gorawara-Bhat, Levine, & 

Shega, 2012). As advocates, nurses are often involved 

with the interdisciplinary team decision to use seda-

tion and support patients and their families during 

the decision-making process. Nurses also play a more 

active role because they are the healthcare providers 

who usually start the sedation infusion and assess 

the condition of the patient once sedated (Arevalo, 

Rietjens, Swart, Perez, & van der Heide, 2013; Bruce 

& Boston, 2011; Gielen, van den Branden, van Iersel, & 

Broeckaert, 2012). However, this involvement can lead 

to feelings of ethical conflict and burden (Abarshi, 

Papavasiliou, Preston, Brown, & Payne, 2014; Gielen et 

al., 2012) and may place nurses in a precarious posi-

tion in terms of the law and bioethics (Parker, Paine, 

& Parker, 2011).

According to the principles of family-centered care, 

treatment for dying patients and their family members 

should take into consideration their physical and 

psychosocial state (Cherny & Radbruch, 2009; Mer-

cadante et al., 2009) and provide emotional and physi-

cal support, medical advice, and education (Bruinsma 

et al., 2012; Cherny & Radbruch, 2009; Lawson, 2011). 

Family members of the dying patient are defined as 

blood relatives, spouses, children, distant relatives, 

or friends who care for the patient (Panke & Ferrell, 

2011). They remain with the patient in his or her last 

days, are involved in and influenced by treatment 

(Namba et al., 2007), and should understand the aim 

of care (Cherny & Radbruch, 2009; Namba et al., 2007).

In a systematic review of studies of relatives’ experi-

ences with palliative sedation, Bruinsma et al. (2012) 

reported that members of the dying patient’s family 

are often distressed and feel anger, frustration, disap-

pointment, concerns, struggles, guilt, helplessness, 

and exhaustion. These experiences can be the trigger 

to start palliative sedation to improve the patient’s 

quality of life and relieve the stress on family mem-

bers who are watching the suffering of their loved one 

(Rietjens, Hauser, van der Heide, & Emanuel, 2007).

Although the main goal of palliative sedation is to 

relieve suffering, family members have been found 

to have mixed feelings about its use. On one hand, 

family members had positive feelings toward pallia-

tive sedation because they felt that it decreased the 

patient’s distress and suffering and led to a peaceful 

death (Bruinsma et al., 2012; Bruinsma, Rietjens, & 

van der Heide, 2013). On the other hand, relatives 

had negative feelings about palliative sedation. They 

were concerned that palliative sedation is a form of 

euthanasia or physician-assisted dying that may has-

ten the patient’s death (Parker et al., 2011; Rich, 2012; 

van Dooren et al., 2009). Others expressed concerns 

about continued suffering during the therapy (Bruin-

sma et al., 2012; van Dooren et al. 2009). In addition, 

family members were distressed and anxious because 

of feelings of guilt and the burden of responsibility 

for making the decision to begin sedation (Morita et 

al., 2004; Rietjens et al., 2007), for being unprepared 

for changes in the patient’s condition (Morita et al., 

2004), and for overall exhaustion and fatigue during 

their relative’s dying process (Bruinsma et al., 2012; 

van Dooren et al., 2009). Whether these feelings de-

crease with time, similar to normal feelings of grief 

and mourning, is unknown.

Few studies have investigated the experiences of 

family members of patients in the terminal phase of 

illness receiving palliative sedation, and no studies 

were found that investigated these experiences over 

time. The purpose of the current study is to describe 

the experience of family members of patients receiv-

ing palliative sedation at the initiation of treatment 

and after the patient has died and to compare these 

experiences over time.

Methods

A convenience sample of 34 family members of dy-

ing patients receiving palliative sedation therapy on 

an oncology ward in Israel were included in this study. 

The criteria for inclusion were (a) being an immediate 

family member (mother, father, brother, sister, spouse, 
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son, or daughter) of a patient receiving palliative seda-

tion or a friend staying with the patient in his or her 

last days who was emotionally involved with the pa-

tient, (b) having the ability to read Hebrew or Russian, 

and (c) being aged older than 18 years. The exclusion 

criterion was having a history of mental illness.

Several respondents felt the need to share addition-

al feelings with the investigators, and their unsolic-

ited comments were written on their questionnaires. 

These responses were reviewed and then categorized 

into themes.

Data Collection

After receiving approval from the institutional eth-

ics review board at Shaare Zedek Medical Center in 

Jerusalem, Israel, all family members who met the 

inclusion criteria were individually approached by 

one of the investigators while their family member 

was receiving palliative sedation. Those who agreed 

to participate then were asked to sign an informed 

consent form, complete the study questionnaire, and 

complete the same questionnaire again by telephone 

one to four months after the death of their loved 

one. Thirty-eight families were asked to participate 

in the study, and 34 agreed. Of the 34 who agreed to 

fill out the first questionnaire, 8 refused to answer at 

the second data collection period after the death of 

the patient.

Instruments

The questionnaire used in this study was based on 

a questionnaire developed by Morita et al. (2004). The 

purpose of the original questionnaire was to describe 

the experiences of family members of patients receiv-

ing palliative sedation in Japan. The original ques-

tionnaire was modified so that scales of the various 

subsections of the tool would be consistent and more 

sensitive (i.e., more response options). Additional 

questions were also added to increase the descrip-

tion of the experience. The modified questionnaire 

consisted of four sections. The first section included 

demographic and background data of the family mem-

ber or study participant (age, gender, relationship to 

the patient, education level, profession, birthplace, 

immigration date, family status, religion, religiosity 

[a measure of ethnicity in Israel], and health status). 

The second section included demographic and back-

ground data related to the patient receiving the pal-

liative sedation (age, gender, length of illness, length 

of hospital stay, type of cancer, and symptoms). The 

third section contained 16 questions related to the 

participant’s experience concerning the palliative 

sedation. Questions were related to satisfaction with 

patient care and palliative sedation, initiation of se-

dation, and communication with healthcare profes-

sionals before and during sedation. This section was 

scored on a five-point Likert-type scale. The fourth 

section described experiences related to regret and 

ethical issues associated with the use of palliative 

sedation. This section was scored on a Likert-type 

scale ranging from 1 (strongly disagree) to 5 (strongly 

agree).

Although the original questionnaire was composed 

in Japanese, an English version was sent to the au-

thors of the current study by its originators. The ques-

tionnaire was then forward- and reverse-translated  

from English into Hebrew and Russian and then back-

translated according to Brislin’s method (Regmi, 

Naidoo, & Pilkington, 2010). Content validity of the 

questionnaire was checked by two experts in pallia-

tive care. Small changes were made to increase the 

questionnaire’s sensitivity. Reliability was checked us-

ing Cronbach alpha, with results being 0.87 for time 1 

(T1) and 0.84 for time 2 (T2). The test-retest reliability 

TABLE 1. Sample Characteristics (N = 34)

Characteristic n

Family member

Gender

Female 18

Male 16

Relationship to patient

Child 18

Spouse 10

Sibling 4

Parent 2

Education

Middle school 1

High school 11

Post–high school 6

University degree 16

Marital status

Single 25

Married 9

Religion

Secular 11

Religious 10

Traditional 9

Ultra-Orthodox 3

Other 1

Patient

Gender

Female 24

Male 10

Type of cancer

Breast 8

Lung 5

Ovarian 5

Colon 3

Uterine 3

Leukemia 1

Other 9

D
ow

nl
oa

de
d 

on
 0

7-
27

-2
02

4.
 S

in
gl

e-
us

er
 li

ce
ns

e 
on

ly
. C

op
yr

ig
ht

 2
02

4 
by

 th
e 

O
nc

ol
og

y 
N

ur
si

ng
 S

oc
ie

ty
. F

or
 p

er
m

is
si

on
 to

 p
os

t o
nl

in
e,

 r
ep

rin
t, 

ad
ap

t, 
or

 r
eu

se
, p

le
as

e 
em

ai
l p

ub
pe

rm
is

si
on

s@
on

s.
or

g.
 O

N
S

 r
es

er
ve

s 
al

l r
ig

ht
s.



ONCOLOGY NURSING FORUM • VOL. 43, NO. 6, NOVEMBER 2016 E229

for the fourth part of the questionnaire from T1 to T2 

was found to be 0.7.

Data Analysis

Data were transcribed into a Microsoft Excel® 

spreadsheet and then transferred to SPSS®, version 

20.0, for statistical analysis. Descriptive statistics were 

used to describe the sample and results of the ques-

tionnaire. Differences from T1 to T2 were determined 

using McNemar’s test for a dichotomous variable, the 

Test of Marginal Homogeneity for a nominal variable, 

the Wilcoxon signed-rank test for an ordinal variable, 

and the paired-samples t test for continuous variables.

Some of the participants in the study felt the need 

to share additional feelings with the investigators. 

These open-ended responses were added to the 

closed-ended questionnaire. These responses were 

collected and coded into themes by two of the inves-

tigators.

Results

Demographic characteristics of the sample are 

listed in Table 1. The mean age of family member 

participants was 50.9 years (range = 19–77, SD = 15.4), 

with similar numbers of males and females. Most par-

ticipants were children and spouses of the patient. 

The mean patient age was 62.3 years (range = 21–89, 

SD = 15.54). All patients had cancer. Most patients 

had symptoms of agitation, pain, and dyspnea before 

initiation of sedation.

Satisfaction With Palliative Sedation

Almost all of the relatives (T1: n = 32, T2: n = 24) be-

lieved that their loved ones were in distress or great 

distress before starting palliative sedation, and the 

vast majority were either satisfied or very satisfied 

with their care and the use of sedation medication. 

More than 80% (T1: n = 28, T2: n = 22) stated that 

the intervention resulted in adequate relief of the 

patient’s suffering. 

Treatment Initiation

Experiences of the initiation of palliative sedation 

were measured by communication around the deci-

sion to start palliative sedation and the timing of the 

treatment. More than half of the participants (n = 19) 

did not discuss palliative sedation with their loved 

one, and, in more than two-thirds of the cases (T1: n =  

23, T2: n = 17), the family member perceived that the 

patient did not receive an explanation of the treat-

ment. Almost three-fourths of the family members 

(T1: n = 24, T2: n = 16) were not informed of this treat-

ment option before the patients’ status deteriorated, 

and they received an explanation of palliative seda-

tion only on the same day that the decision to initiate 

treatment was made (T1: n = 25, T2: n = 19).

At T1, the majority reported that the beginning of 

sedation was properly timed (n = 26), but only 62% 

agreed with the timing at T2 (n = 16). This change was 

partially explained by an increase in the number of fam-

ily members from T1 to T2, who felt that the initiation 

of sedation was started too late (T1: n = 4, T2: n = 7).

In addition, many (T1: n = 14, T2: n = 8) felt that 

they were not ready for the changes in the patient’s 

condition. Almost no disagreements were reported 

about initiating palliative sedation between the pa-

tient’s relatives (T1: n= 24, T2: n = 21), between the 

patient and his or her family (T1: n = 33, T2: n = 21), 

or between the staff and family (T1: n = 28, T2: n = 

21). 

Ethical Implications 

The ethical implications of the decision to use seda-

tion were also explored. Almost all of the participants 

(T1: n = 34, T2: n = 23) felt that palliative sedation was 

an ethical way to decrease suffering, and the vast 

majority (T1: n = 30, T2: n = 24) felt that the patient 

not suffering any longer was very important. Many 

respondents (T1: n = 12, T2: n = 11) agreed that no 

other method could adequately relieve the suffering 

without sedating the patient.

Regarding the impact of sedation on the patient’s 

survival, almost one-third (T1: n = 11, T2: n = 7) 

thought that the treatment shortened the patient’s 

life, and a smaller proportion feared that it killed the 

patient. Most (T1: n = 26, T2: n = 23) did not agree that 

the doctors wanted to hasten the process of dying. 

More than 90% (T1: n = 23, T2: n = 24) did not think 

that the sedation disrespects the patient’s dignity and 

did not have concerns about legal and ethical issues 

regarding the treatment.

Additional Findings

No statistically significant differences from T1 to T2 

were found. No statistically significant differences in 

responses were found based on demographic data of 

the respondent or the patient or clinical data related 

to the patient.

At T2, eight relatives expressed their desire to share 

experiences in addition to what was requested by the 

investigators. Many reflected on not receiving enough 

information related to sedation. For example, differ-

ent family members wrote [translated from Hebrew] 

the following: 

I felt unsupported and uninformed.

It’s a shame that no one explained enough to the 

patient. We didn’t know that the end was near.

I would have preferred that the caregivers would 
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have given more information about palliative 

sedation, what is allowed or not for the patient.

Discussion

The primary purpose of palliative sedation is to 

relieve the intractable suffering of the dying patient 

(Schildmann & Schildmann, 2014). This purpose was 

achieved, according to the participants of this study. 

Similar to other investigations, family members were 

involved in making the decision to initiate palliative 

sedation (Shirado et al., 2013) but were often bur-

dened by the consequences of their choice (Bruinsma 

et al., 2013; Hebert, Schulz, Copeland, & Arnold, 2008; 

van Dooren et al., 2009).

Like many other studies involving palliative care, 

communication played a major role in the experiences 

related to palliative sedation. Similar to other studies, 

although the frequency of physician and nurse ex-

changes did not change after the decision was made 

(Morita et al., 2004), the content of the communica-

tion was often not as effective as it could have been 

(Bruinsma et al., 2013; Hebert et al., 2008; Morita et 

al., 2004). Others have found that study participants 

report a lack of an explanation of palliative sedation 

(particularly to the patient) or an unclear explanation 

(Bruinsma et al., 2012, 2013; Shirado et al., 2013; van 

Dooren et al., 2009). This takes place even though 

physicians and nurses provide such explanations 

(Bruinsma et al., 2013; Morita et al., 2004; van Dooren 

et al., 2009). A qualitative study found that support for 

family members during end-of-life care and validation 

of family members’ decision making played an impor-

tant part in communication with family members and 

led to increased feelings of comfort and trust in the 

healthcare staff (Cronin, Arnstein, & Flanagan, 2015).

In the current study, family members reported 

their perception that patients often did not receive 

adequate explanations, particularly regarding the 

consequences of sedation, and many family members 

would have wanted more opportunities to discuss 

the decision. Additional evidence of a perceived lack 

of communication was the common experience in 

the current study that the family member was not 

prepared for the sudden change in the physical sta-

tus of the patient or the patient’s decreased ability 

to communicate with the family member. This may 

be explained by the large percentage of participants 

in the current study who first discussed the use of 

palliative sedation on the same day it was initiated 

and that many had not heard of the use of palliative 

sedation at all before that time. This lack of exposure 

was not found in other studies (Bruinsma et al., 2013; 

Morita et al., 2004; van Dooren et al., 2009). Possibly 

because of cultural differences between the popula-

tions studied (Baider, 2012), the lack of communica-

tion may be avoided by repeated explanations to the 

patient and family, particularly before the appearance 

of refractory symptoms (Hebert et al., 2008; Morita et 

al., 2005). The explanation process appears to need 

more time.

Perception regarding the appropriateness of the 

timing for the initiation of sedation changed over 

time. A 15% decrease was seen in the number of par-

ticipants who felt that the timing of the sedation was 

correct, and an increase of 15% was seen in those 

who felt the timing to be late during the second data 

collection period. These results are in opposition to 

those of Bruinsma et al. (2013). Again, cultural differ-

ences could explain these conflicting findings, and 

more research is needed.

Participants in the current study had ambivalent ex-

periences. Most (T1: n = 18, T2: n = 18) agreed that no 

alternative way could alleviate the distress, but more 

than one-third (T1: n = 12, T2: n = 11) felt that they 

should do more for the sedated patient. Although the 

vast majority (T1: n = 26, T2: n = 21) felt no change or 

increase in doctors’ or nurses’ care after the initiation 

of sedation and more than half (T1: n = 19, T2: n = 21) 

felt support from the staff, many (T1: n = 25, T2: n = 

12) wished for more opportunities to discuss seda-

tion, and many felt that the staff should have been 

more empathic. These results provide evidence for 

the need for increased communication with the dy-

ing patient and family members (Cherny & Radbruch, 

2009; Shinjo et al., 2010).

One of the more cited ethical questions related 

to palliative sedation is whether the treatment may 

shorten the patient’s life (Maltoni et al., 2012; Parker 

et al., 2011; Rich, 2012; van Dooren et al., 2009). Al-

most one-third of participants (T1: n = 11, T2: n = 7) 

agreed with this, and only 10% (T1: n = 4, T2: n = 2) 

felt the patient died because of sedation. Most fam-

ily members reported that they did not have legal or 

ethical concerns about the use of sedation. Suspicions 

associated with the legal aspects of the therapy re-

mained stable over time. Therefore, the majority of 

participants in the current study did not seem to be 

conflicted on an ethical level about their decision to 

administer palliative sedation. 

Limitations

Several limitations are associated with the current 

study. Perhaps the most significant is the study set-

ting. The current study was conducted in only one 

hospital and only on one oncology ward. This fact 

limited the number of participants and, therefore, 

the statistical power. Data were collected during a 

two-year period, and data collection was aborted 

because of a fear of changes in the ward behavior 
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and environment during such a long period. The time 

range from T1 to T2 varied from one to four months. 

Of note, no significant differences were seen from T1 

to T2. In addition, the subject matter of the current 

study is sensitive, and those who agreed to partici-

pate may not represent the population at large. One 

of the investigators worked in the ward where the 

data were collected, which may have influenced the 

participants’ answers. 

Recommendations  

and Implications for Nursing

Additional research, such as qualitative interviews, 

should be conducted that describe the experiences of 

family members in more detail. More research is need-

ed to evaluate the experiences of patients’ families in 

other hospitals, particularly in hospices. In addition, 

interventional studies should be conducted that are 

aimed at improving nursing communication with 

family members and patients, as well as the timing 

of discussions related to palliative sedation. Nurses 

should attempt to initiate discussions of the possible 

role of sedation in the event of refractory symptoms. 

The management of refractory symptoms at the end 

of life, the role of sedation, and communication skills 

associated with decision making related to palliative 

sedation should be a part of the core nursing cur-

riculum. Nursing administrators in areas that use pal-

liative sedation should enforce good nursing clinical 

practice as recommended by international practice 

guidelines, such as those of the European Association 

for Palliative Care (Cherny & Radbruch, 2009).

Conclusion

Most of the family members were satisfied with the 

use of palliative sedation, relief of suffering, and sup-

port given by staff during the initiation of treatment 

and one to four months later. The results highlight the 

importance of communication between nurses and 

family members and the importance of providing time-

ly and repeated explanations of palliative sedation. In 

addition, treatment should be started early enough 

to avoid unnecessary suffering of the patient and his 

or her family. Despite some fear of shortening the pa-

tient’s life by use of sedation, participants agreed that 

this is an ethical way to ease the suffering of the dying 

patient. More research, including qualitative and inter-

ventional studies, is needed to investigate this subject.
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