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Abstract

Context. Hospital care and communication tend to be focused on the individual patient, and decision making is typically

based on the principle of individual autonomy. It can be questioned whether this approach is adequate when a patient is

terminally ill.

Objectives. Our aim was to explore the involvement and experiences of relatives in the hospital during the patient’s last

phase of life.

Methods. This study was embedded in a retrospective questionnaire study on the quality of dying of a consecutive sample

of patients who died in a general university hospital in The Netherlands. We performed a secondary qualitative analysis of

relatives’ comments and answers to open questions. Relatives of 951 deceased adult patients were asked to complete a

questionnaire; 451 questionnaires were returned and analyzed for this study.

Results. Relatives expressed a need for 1) comprehensible, timely, and sensitive information and communication, 2)

involvement in decision making, 3) acknowledgment of their position, 4) being able to trust health care staff, and 5) rest and

privacy. When relatives felt that their role had sufficiently been acknowledged by health care professionals (HCPs), their

experiences were more positive.

Conclusion. Relatives emphasized their relation with the patient and their involvement in care of the patient dying in the

hospital. An approach of HCPs to care based on the concept of individual autonomy seems inadequate. The role of relatives

might be better addressed by the concept of relational autonomy, which provides HCPs with opportunities to create a

relationship with relatives in care that optimally addresses the needs of patients. J Pain Symptom Manage 2016;52:235e242.

� 2016 American Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction preceded by a period in which the patient is in need
In The Netherlands, about one-third of all deaths
occur in the hospital, a percentage that is lower than
in many other European countries.1e4 Many of these
deaths are caused by a chronic illness and are
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of palliative care, including end-of-life decision mak-
ing.5,6 In Western health care, decision making is
mainly based on the principle of individual auton-
omy,7,8 which in philosophy is described as self-rule
or independence and in legislation as the individual’s
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Table 1
Characteristics of Patients and Relatives

Characteristics of Participants N ¼ 451

Patients
Age: mean (SD) 69 (14)
Sex

Male 58%
Female 42%

Marital state
Shared household 63%
Living alone 37%

Diagnosis
Cancer 51%
Noncancer 49%

Length hospitalization: mean (SD) 15 days (19)
Relatives
Age: mean (SD) 57 (13)
Sex

Male 30%
Female 69%

Relation to patient
Partner/spouse 44%
Child (in law) 37%
Other 19%
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right to decide on medical treatment.9e11 Although
the Institute of Medicine in 2001 already stated that
involving the patient’s family and friends is a matter
of course when providing patient-centered care,12

health care professionals (HCPs) in the hospital usu-
ally only address the patient when making decisions
on treatment and care. They assume that the patient
is competent and able to decide for himself and will
involve relatives only when needed.13 According to
Quinlan,14 patients in hospital have a comprised au-
tonomy, as they accommodate to the ethical, legal,
and organizational context of the hospital. This is
particularly the case at the end of life, when the phys-
ical and psychosocial condition deteriorates and pa-
tients are no longer able to optimally participate in
decision making without the support of relatives.14

Many patients want their close relative to be informed
about their illness and to involve them in major deci-
sions at the end of life.15,16 Relatives in palliative care
should be supported in caring for the patient and for
their own well-being.6 Many studies have shown that
timely information and communication enable pa-
tients and their relatives to prepare together for death
and to strengthen their relationship. Furthermore, in-
formation and communication can help relatives pre-
pare for surrogate decision making if needed.4,15,17e21

Particularly at the end of life, patients tend to think
and act in relation to close family and friends.14

Therefore, it can be questioned whether the patient’s
individual autonomy is the most appropriate base for
end-of-life care. To update, there is a gap in empirical
research on patient and relative involvement at the
end of life and the implications for HCPs.14,22 In
this study, we aim to explore the involvement of rela-
tives in the hospital during the patient’s last phase of
life as experienced by relatives.
Methods
Design and Setting

This study was embedded in a retrospective ques-
tionnaire study on palliative and terminal care in the
hospital.23 The original study was carried out in
the Erasmus University Medical Center in The
Netherlands. The questionnaire we used contained
93 closed- and open-ended questions, the latter being
merely questions for clarification. For this article, we
used a qualitative approach to study the answers and
comments to 10 open questions about hospital care
in the last days of life.

Participants
The study population included relatives of 951

consecutive adult patients who died between June
2009 and July 2012, after a hospitalization of at least 6
hours at 18 nonintensive care wards (Table 1). Ten to
13 weeks after the patient had died, the relatives were
invited to participate in the study by completion of a
questionnaire on the quality of dying in the hospital.
For 68 (7%) patients, no relative could be traced. We
received 451 completed questionnaires (response
51%). We assumed that by including all participants,
the number and content of the comments would be suf-
ficient to cover the full range of experiences.

Data Analysis
A qualitative inductive content method was used to

systematically analyze the texts.24,25 After selection of
the relevant questions, all comments were read by
two researchers (F. E. W., S. M. D.). Because the com-
ments of relatives often related to different questions,
data were coded across all questions using the open
coding method.25,26 Two researchers (F. E. W., S. M.
D.) coded the data independently. The codes were dis-
cussed until consensus was reached. Twenty-six
different codes were extracted and discussed and
agreed on with two other researchers (A. H., R. J.).
The codes were reassembled and restructured into cat-
egories (axial coding) and subsequently we discussed
and decided on integrating and refining the cate-
gories into overarching themes (selective coding)
(Table 2). In addition, we summarized the answers
to the associated closed questions and counted the
number of explanatory comments per question, using
SPSS, version 21 (IBM Corp., Armonk, NY).

Ethical Considerations
Approval for this study was given by the Medical

Ethical Research Committee of the Erasmus MC. Ac-
cording to Dutch legislation, written informed con-
sent of the patients or respondents was not required



Table 2
Code Tree: Descriptive Themes, Categories, and Codes

of Relatives’ Experiences

Information and communication
Comprehensible

Clearly and to the point
Need to understand the situation and prognosis
Need to make informed choice

Timely
In time and at right moment
Initiated by professional
To be prepared

Sensitive
Sensitive for needs
Emotional support

Involvement in decision making
Deliberation

Opportunity to participate
Togetherness in discussion and decisions
Shared responsibility

Acknowledgment
Acknowledgment

Affirmation of person (patient and relative)
Relative’s opinion
Relative’s significance to the patient
Relative’s complex role and position

Trust
Trustworthiness

Best possible care
Fulfill agreements
Being honest

Access
Accessibility of professionals when needed

Rest and privacy
Facilities

Private room
Intimacy
Rest

Stop invasive procedures
Presence

Relative’s need to be with loved one
Support of the patient
Present at moment of death (not wanting the patient to die
alone)
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because data were gathered after patients’ death and
the study involved minimal risk or burden to the re-
spondents. Participants were informed that all data
would be anonymously analyzed.
Results
A total of 451 relatives gave 1931 explanations and

comments to the 10 questions (Table 3). The experi-
ences of relatives concerning their position and role
could be summarized in five categories: 1) informa-
tion and communication, 2) involvement in decision
making, 3) acknowledgment, 4) trust, and 5) rest
and privacy. Bereaved spouses and bereaved children
reported experiences in all of these categories.

Information and Communication
Experiences with information and communication

concerned comprehensibility, timeliness, and
sensitivity.
Comprehensibility. Relatives reported that they had felt
a need for comprehensible information about the
patient’s situation and prospects, to accompany the
patient and to participate in decision making when
needed. Physicians were expected to explain the
patient’s situation accurately and in an understand-
able way.

I was called in the morning when I was at my office,
and they asked whether I could come that day,
because her saturation was decreasing. Being a lay
person I cannot be expected to understand that; I
would have wanted them to be more clear, more
pressing. (R104, sister, 54y)

Relatives experienced contradictive information
from the multidisciplinary team as confusing:

Various doctors told us different things; this was very
confusing (R914, wife, 55y).

They critically reported about situations in which
they were not informed, or it had been difficult to
get in touch with the physician, or where the physician
had discussed the patient’s impending death with the
patient only. Relatives’ need for information also con-
cerned procedures after death.
Timeliness and Sensitivity. Timeliness, with an
emphasis on ‘‘in time’’ and ‘‘proactive,’’ was related
to positive experiences concerning information and
communication. Being informed and called in time
enabled relatives, or would have enabled them, to pre-
pare for imminent death, and to arrive in time at the
ward to be with the patient in his final moments.

In the morning we were invited to meet with the
physician at 4.30 PM; when we arrived at 4.15 PM he
had just died (R50, father, 73y).

When relatives were informed proactively, they were
satisfied, whereas they critically appraised situations in
which they repeatedly had to ask for information.
Furthermore, relatives reported about their prefer-
ences for being informed clearly and decisively, as
well as in a sensitive way.

Only on the last day we realized that she was dying;
we were only told that she was not doing well (R264,
daughter, 60y).

Information after the patient’s death had been
helpful to get more clarity about what had happened
in the final phase.
Involvement in Decision Making
Many relatives reported about their involvement in

making medical decisions, either together with the pa-
tient or as representative when the patient was unable



Table 3
Closed- and Open-Ended Questions and Explanations

Quantitative Analysis (Answer: Yes) Qualitative Analysis

Total,
n ¼ 451 (%)

Spouses,
n ¼ 217 (%)

Children,
n ¼ 150 (%)

Total,
n ¼ 451 (%)

Spouses,
n ¼ 217 (%)

Children,
n ¼ 150 (%)

Do you feel your presence was meaningful to your beloved during
final 24 hours?

302 (67) 157 (72) 95 (63) Can you explain
your answer?

302 (67) 137 (63) 104 (69)

Was there, to your opinion sufficient nursing care during the final
24 hours?

358 (79) 179 (83) 114 (76) Can you explain
your answer?

209 (46) 90 (41) 76 (51)

Was there, to your opinion sufficient social and emotional support to
you and to your beloved during the final 24 hours?

270 (60) 134 (62) 84 (56) Can you explain
your answer?

221 (49) 97 (45) 81 (64)

Did to your opinion the medical care change during the final days? 129 (29) 58 (27) 49 (33) Can you explain
your answer?

195 (43) 88 (41) 74 (49)

Do you believe you have sufficiently been involved in medical
decisions?

308 (68) 144 (66) 107 (71) Can you explain
your answer?

176 (39) 82 (38) 73 (49)

Has the staff paid sufficient attention to the wishes and preferences
of you and your beloved?

316 (70) 158 (73) 103 (69) Can you explain
your answer?

169 (37) 80 (37) 63 (42)

If you had not been present at the moment of death, would you have
preferred to be present?

(n ¼ 155)
116 (75)

(n ¼ 54)
47 (87)

(n ¼ 60)
42 (70)

Can you explain
your answer?

(n ¼ 155)
109 (70)

(n ¼ 55)
36 (65)

(n ¼ 60)
42 (70)

If you have had a postmortal discussion with the staff, did this meet
your needs?

(n ¼ 184)
145 (79)

(n ¼ 106)
78 (74)

(n ¼ 55)
39 (71)

Can you explain
your answer?

(n ¼ 184)
112 (61)

(n ¼ 106)
67 (63)

(n ¼ 55)
33 (60)

Do you believe the staff could have done more for you and your
beloved during the final days?

65 (15) 23 (11) 30 (20) Can you explain
your answer?

207 (46) 93 (45) 75 (50)

Do you have general or additional comments? n.a. n.a. n.a. Do you have general
or additional
comments?

220 (48) 108 (50) 16 (11)

n.a. ¼ not applicable.
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to communicate; whether they had been given options
to choose from on behalf of the patient, what these
options were and what information they had received.
Relatives who were satisfied concerning their role as
the patient’s representative in the decision making
process had been clearly informed about the options
and felt that they had made decisions together with
the physician.

Every option was explained and decisions were
shared (R185, wife, 77y),

Medical examinations etc. were communicated, but
not discussed (R815, wife, 69y).

Relatives who stayed all day with the patient re-
ported about sufficient opportunities to be involved
in all decisions, whereas others had experienced diffi-
culties in getting an appointment with the physician:
‘‘We were present all the time, so we could continu-
ously interfere and discuss everything’’ (R503,
daughter, 46 y). Relatives who had not been involved
in the decision-making process reported that they
felt neglected, that they could not agree with the deci-
sions made, or did not understand these decisions: ‘‘I
really had difficulty to convince them of his prefer-
ences (to die smoothly, without choking)’’ (R220, sis-
ter, 55y).

Acknowledgment
Relatives’ need for ‘‘acknowledgement’’ refers to the

experience that HCPs should do their best to affirm
the patient as a person and the relative in his position
and relation to the patient. Relatives were satisfied
when they were treated with respect and reported on
having easy, honest, and open communication with
the medical and nursing staff; they were dissatisfied
when they lacked such experiences. It was important
for relatives that HCPs acknowledged their close
involvement with and specific knowledge of the
patient, his situation, his values and beliefs, and their
significance to the patient.

They asked only him for information, but his
answers were confusing and the staff did not under-
stand him. I did, but they did not listen to me
(R724, wife, 42y).

They did not ask me once about how she should be
cared for (R263, husband, 47y).

Furthermore, relatives needed acknowledgment of
their feelings of uncertainty regarding their position
in the hospital. For example, it was seen as helpful
to have a conversation with the nurse after the
patient’s death to be affirmed in the adequacy of their
role and care. Acknowledgment of and respect for rel-
atives also was important after the patient’s death, for
example, when confirming the patient’s death,
discussing organ donation, offering condolences,
and providing relatives time to say goodbye.

My mother died at 8.05 PM. After the physician es-
tablished the death she only said the nurse would
arrange all formalities, she said nothing further.
This physician didn’t offer her condolences to us.
Me and my family have talked a lot about this
(R30, son, 51y).

Trust
Trust concerned experiences about whether HCPs

provided good care, or what relatives believed to
encompass good care, whether HCPs did what they
promised to do, and whether they did all they could
to relieve the patient’s suffering. Relatives reported
about feeling stressed when they felt that the quality
of care was insufficient: ‘‘We were asked to give her
food and drinks. If we were not there the food just
stood there, although she could not reach it’’ (R940,
personal coach, 28y). Others felt confident when
they left the patient knowing that he was in good
hands: ‘‘If we wanted to go out for a while, we could
leave him behind in good hands’’ (R7, daughter, 32y).
These experiences were often related to relatives’

experienced knowledge and skills of the HCPs, for
example, regarding symptom control and communica-
tion, attitudes toward the patient, such as showing
respect and loving care, and to the availability of
enough medical and nursing staff. Disagreement
about medical decisions, both within the medical
team and between the physician and the patient or rel-
atives, affected relatives’ feelings of confidence:

Five days before he died he asked for extra pain
medication because he couldn’t take it anymore.
The physician refused, because he did not consider
him to suffer ‘‘hopelessly.’’ Who decides on that?
The physician? Or the patient who feels that life is
slipping away while he almost literally dies of his
pain? (R56, daughter, 40y)

Rest and Privacy
Experiences concerning rest and privacy were

related to having a private room for the patient,
silence and privacy when receiving visitors, being
able to share time and emotions and to be oneself.

There was not enough rest. Too much noise on the
corridor and much agitation in the room of the pa-
tient!!! (R549, wife, 50y)

The final 24 hours, especially the very last hours,
our ‘‘being together’’ was a positive experience.
The nurses from the night shift were totally unaware
of approaching death (R593, husband, 56y).

Rest also involved avoiding futile medical examina-
tions, which were a burden for the patient: ‘‘Even
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though we requested to bother him as little as
possible, they were still carrying out many burden-
some examinations’’ (R542, wife, 60y).

Relatives reported that being able to visit the patient
every hour of the day was important, so that they could
express their love and affection, support the patient in
his last phase of life and meaningfully contribute to
the patient’s well-being. Therefore, the opportunity
to stay during the nights and to have a meal and
beverage at the bedside was important.

. he had been hospitalized shortly, and they sup-
ported him by allowing me, after his admission at
night, to stay as long as I wanted to (R336, wife, 64y).

When having a private room, relatives reported
about ‘‘being on their own’’ with the patient, which
could either be experienced as being abandoned or
as being respected in their privacy. This seemed to
be related to undisclosed expectations about whether
HCPs should proactively enter the patient’s room or
on the patient’s or relatives’ initiative.
Interpretation and Discussion
Bereaved relatives felt better able to represent the

patient when they were acknowledged in their role
as caregiver, representative, and close relative, and as
such to be timely informed and involved in making de-
cisions about treatment and care. Experiences were
more positive when the patient was provided with
optimal care and felt as comfortable as possible and
when there was sufficient trust, privacy, and rest in
end-of-life care.

Our findings are in line with recently published
literature reviews.22,27 Virdun et al. identified five do-
mains of what family members in Western societies
stated as most important in end-of-life care in the hos-
pital setting, that is, effective communication and
shared decision making, expert care, respectful and
compassionate care, trust and confidence in clini-
cians, and financial affairs.27 Relatives in our study
did not refer to financial affairs. Although patients
in the U.S. may be confronted with health care costs,
health insurance policy in The Netherlands protects
patients and their relatives from such worries. Olding
et al. identified from the literature five components of
family involvement in patient-centered care, that is,
presence, having needs met/being supported,
communication, decision making, and contributing
to care.22 Our data show the emphasis relatives put
on acknowledgment of their relationship with the
patient. Findings suggest that relatives have two distin-
guishable roles during the last phase of life of the pa-
tient in the acute care. First, HCPs should
acknowledge that the patient’s illness is also a problem
of relatives.8,12,22,28 It is not an isolated, nor a
temporary event, but a highly stressful nonreversible
situation that deeply affects the relative’s life and
future.8 Because of this, relatives need care and atten-
tion of hospital staff themselves, which extends to the
period after the patient’s death, when relatives realize
that the patient has died and might need support in
their bereavement process and in moving forward
with their lives.21 Second, relatives have the role of
caregiver and of advisor in complex decisions, and
eventually may need to act as the patient’s representa-
tive. During the last days of life, the physical and
mental health of patients and their decision making
capacity may fluctuate and gradually diminish, which
demands flexibility of relatives in the role of represen-
tative.29 Palliative care, therefore, also should support
relatives in their role as an intermediary between the
patient and HCPs, with the end goal of improving
the quality of life and quality of dying for the patient.
To represent the patient’s interests in decision making
when needed, relatives require timely information
about the illness and options for treatment, to enable
them to discuss preferences for treatment and care
with the patient.19,20,30 Not all patients can be ex-
pected to completely inform their relatives, and
research has shown that patients want to protect their
relatives throughout the end-of-life experience.14

Therefore, HCPs should ask patients in a timely
fashion to designate a relative to receive medical
information.
In addition, the identity of severely ill patients shifts

dramatically in the hospital, as compared to when they
were still at home. Care in the hospital is often imper-
sonal and fragmented and tends to reduce patients
with full histories and relational identities into
diseased body parts that are described and ap-
proached in medical jargon.8 Patients are connected
to their relatives and these relationships shape their
identity. Relatives are reminders that the patient is
not merely a collection of dysfunctional body parts
that require professional intervention, but a moral
agent with a history and important relationships. Rel-
atives are the constant factors in a changing plethora
of HCPs.8 They enable the patient to maintain his
identity, to live his personal life till the end, and to
die in accordance with his values.
Our study shows that relatives of dying patients, that

is, spouses as well as children, put effort into
improving the quality of life at the end of life and
the quality of dying of the patient. Because relatives
know the patient best and want to ensure that his in-
terests are respected as well as possible, relatives
want to have an intermediary role between the patient
and health care staff. HCPs’ attitude, therefore,
should support relatives’ confidence in maintaining
their caregiver role in an unknown place with un-
known routines.4,19 Acknowledgment of relatives’
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role and expertise toward patients at the end of life
might be a prerequisite for other positive experiences.
When HCPs acknowledge this role, comprehensive
and timely information, involving relatives in decision
making, and facilitating rest, privacy, and practical fa-
cilities might be a natural consequence. Relatives
experiencing such supportive care in this study more
often reported positively on the quality of care for
the patient. Although this matches with the dimension
‘‘involvement of family and friends’’ of patient-
centered care,12 structural attention to relatives seems
to be in contrast with current clinical practice in the
hospital, for example, in attitudes of HCPs and in
the organization of care.13 The focus in Western
health care is on the individual patient, to the exclu-
sion of the interests of others.8 Especially in North-
Western countries, HCPs in hospitals do not prioritize
attention to a patient’s social network and structures
of care might not be appropriate to do so.10 Hospital
care is primarily focused on the individual autono-
mous patient, considering him to be rational and in-
dependent,9 and respecting his rights on
information, confidentiality, and privacy.31 However,
at the end of life, patients often think and act in rela-
tion to close family and friends.14 In this context, the
concept of individual autonomy as one of the main
principles in health care might fail. It is important
to acknowledge that interdependence is inextricably
tied to the human condition.28 People are connected
and involved with each other and patient autonomy is
a relational phenomenon.14,32,33 The concept of rela-
tional autonomy, in which the patient and the relatives
are seen as interdependent, is more appropriate in
end-of-life care,34 where the involvement of relatives
is important in preserving or restoring an overall sense
of patients’ identity, agency, and selfhood.35

Limitations and Strengths
A limitation of this study is that the research ques-

tions of the original study were focused on the patient,
and not primarily on the experiences of relatives. The
study was conducted in one hospital, and a majority of
the participants were of Dutch origin, which may limit
the generalizability of the findings. Furthermore, the
study originally was not performed as a qualitative
study; the qualitative design of this study, however, al-
lowed for an in-depth analysis of all the comments. We
found many similar comments within the 451
completed questionnaires, suggesting that we reached
saturation of data.
Conclusion
This study shows that patient-centered hospital end-

of-life care includes the acknowledgment of relatives
in their role of caregiver and representative of the pa-
tient, to inform them and to involve them in decision
making. In addition, relatives need to be able to trust
HCPs in providing good care. They also need practical
support. Such acknowledgment and support enables
them to take care of the patient and represent his in-
terests at the end of life. This may conflict with an
approach that is based on the principle of individual
autonomy. Relational autonomy, considering patient
and relative to be connected and interdependent, is
probably a more appropriate concept in end-of-life
care.
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