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ABSTRACT
Objective Appropriate communication between 
healthcare providers and patients and their 
families is an essential part of good (palliative) 
care. We investigated whether implementation 
of a standardised palliative care pathway (PCP) 
facilitated communication, that is, aspects 
of shared decision- making (SDM), including 
advance care planning (ACP) conversations and 
satisfaction with care as experienced by bereaved 
relatives of patients with advanced cancer.
Methods We conducted a prospective 
preintervention and postintervention study 
in a hospital. Questionnaires were sent to 
relatives of patients who died between February 
2014 and February 2015 (pre- PCP period) or 
between November 2015 and November 2016 
(post- PCP period). Relatives’ perceptions on 
communication and satisfaction with care were 
assessed using parts of the Views of Informal 
Carers—Evaluation of Services and IN-PATSAT32 
Questionnaires.
Results 195 (46%) and 180 (42%) bereaved 
relatives completed the questionnaire in the 
pre- PCP and post- PCP period, respectively. The 
majority of all patients in both the pre- PCP 
period and the post- PCP period had been told 
they had an incurable illness (92% and 89%, 
respectively, p=0.544), mostly in the presence of 
a relative (88% and 85%, respectively, p=0.865) 
and had discussed their preferences for end- of- 
life (EOL) treatment (82% and 76%, respectively, 
p=0.426). Bereaved relatives were reasonably 
satisfied with the received hospital care in both 
groups.
Conclusions We found no overall effect of 
the PCP on the communication process and 
satisfaction with EOL care of bereaved relatives. 
Before the use of the PCP bereaved relatives 
already reported favourably about the EOL care 
provided.

INTRODUCTION
For patients with advanced, incurable 
cancer early integration of palliative 
and oncology care is important in order 
to be timely able to comply with their 

WHAT IS ALREADY KNOWN ON THIS TOPIC
 ⇒ Early integration of palliative and 
oncology care is important in order to 
comply with patients’ preferences for 
medical treatment and care.

 ⇒ Shared decision- making (SDM) is one 
of the key elements of patient- centred 
palliative care and requires discussion of 
medical information and patients’ values 
and preferences.

 ⇒ (Bereaved) relatives’ perspectives can 
inform research on quality of care.

WHAT THIS STUDY ADDS
 ⇒ Use of a standardised palliative care 
pathway may be beneficial for the quality 
of hospital care for patients with advanced 
incurable cancer, but does not necessarily 
affect relatives’ satisfaction with care.

 ⇒ Relatives are aware of challenges with the 
exchange of information.

 ⇒ Many bereaved relatives appreciate an 
aftercare discussion.

HOW THIS STUDY MIGHT AFFECT 
RESEARCH, PRACTICE OR POLICY

 ⇒ Improvement of information exchange 
between healthcare professionals is 
needed, since bereaved relatives were 
least satisfied with this aspect of care.

 ⇒ To optimise the quality and consistency 
of bereavement care, hospitals should 
routinely offer aftercare discussions to 
bereaved relatives, especially if patients 
die in the hospital.
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preferences for medical treatment and care.1 2 Shared 
decision- making (SDM) is one of the key elements of 
patient- centred palliative care.2–5 In SDM, patients 
with advanced, incurable, cancer may weight the 
possible benefits of anticancer treatment and potential 
prolongation of life versus the risk of complications 
with substantial deterioration of quality of life. More-
over, SDM includes advance care planning (ACP), 
that is, discussion of preferences for future treatment 
and care.6 Making decisions about appropriate treat-
ment requires discussion of medical information (eg, 
diagnosis, prognosis, treatment options) and patients’ 
values and preferences.7 Facilitators for SDM are, 
among others, a positive patient–physician interaction 
to ensure that patients trust their physicians and feel 
free to express their preferences, and involvement of 
family members and/or friends.2 5 Furthermore, infor-
mation exchange between healthcare professionals, 
including information about ACP conversations, is 
important for patients' satisfaction and continuity of 
care.8

To support healthcare professionals who are not 
specialised in palliative care in integrating palliative 
care in oncology care, we developed a standardised 
digital palliative care pathway (PCP). This structured 
electronic medical checklist aims to support health-
care professionals in exploring patients’ values, needs 
and preferences, discussing possible interventions and 
coordination of (future) care, and documenting these 
discussions and decisions. The PCP includes guid-
ance on identifying patients who might benefit from 
palliative care, by using the surprise question (‘Would 
you be surprised if this patient died within the next 
12 months?’). After opening the PCP, various prompts 
guide the physician in exploring patients’ needs in all 
palliative care dimensions: physical, psychosocial and/
or of spiritual nature. Furthermore, the PCP facilitates 
involvement of family and relatives and coordination 
of care. This coordination of care is facilitated by 
suggesting communication with the patient’s general 
practitioner and involvement of a palliative care team, 
pain team, social worker, psychologist and/or spiritual 
counsellor (online supplemental file 1).9 Using this 
PCP resulted in fewer medical interventions (including 
anticancer treatments), possibly indicating increased 
awareness among physicians of patients' impending 
death.10

The effect of complex interventions such as early 
integration of palliative care in oncology care is mainly 
studied by assessing the use of medical care at the end 
of life (EOL; eg, emergency room visits, used chemo-
therapy) or patients’ quality of life.11–13 Patients’ and 
(bereaved) relatives’ perspectives, and their satisfac-
tion about care are also important outcome measures 
in research on quality of care.14–20 However, whether 
early integration of palliative care in oncology care 
affects the quality of palliative and EOL care has 
barely been studied.21 22 We investigated whether 

implementation of the PCP facilitated communication, 
that is, SDM, including ACP conversation, and satis-
faction with care at EOL, as experienced by bereaved 
relatives.

METHODS
Study design and population
This preintervention and postintervention study was 
part of a project investigating the effects of imple-
menting a standardised PCP for patients with advanced 
cancer in a large teaching hospital in The Netherlands. 
Data were collected concerning adult patients who had 
been treated at the inpatient and/or outpatient clinic of 
the Departments of Oncology/Haematology and Lung 
Diseases and who died between February 2014 and 
February 2015 (pre- PCP period) or between November 
2015 and November 2016 (post- PCP period). Details 
of this study have been reported elsewhere.9 10

Four weeks after a patient’s death, a letter was sent 
to the home address of the patient with our condo-
lences and an advance notice about a survey studying 
the quality of and satisfaction with care at EOL as 
perceived by bereaved relatives. The questionnaire 
with further information about the survey was sent to 
the bereaved relatives 10–12 weeks after the patient’s 
death. Relatives who did not wish to participate were 
asked to voluntarily disclose their reason for non- 
participation on the front page of the questionnaire 
and return that page.

Measurements
A questionnaire comprising 73 items was developed 
(online supplemental file 2). Sociodemographic char-
acteristics of the patients and their relatives included 
gender, relationship, religion and level of education. 
The quality of communication between patients, 
their relatives and healthcare professionals in the last 
3 months of life was measured using relevant items 
of the questionnaire developed by Witkamp et al 
and from the Views of Informal Carers—Evaluation 
of Services (VOICES) Questionnaire.19 20 Questions 
from the VOICES Questionnaire were translated into 
Dutch and back into English according to the Euro-
pean Organisation for Research and Treatment of 
Cancer (EORTC) guidelines for translating question-
naires.23 The questionnaire was pilot- tested among a 
mixed group of 13 persons (age between 31 and 66 
years; educational level from low to high International 
Standard Classification of Education (ISCED); both 
healthcare professionals and lay people). They under-
stood the questions and experienced no difficulties in 
answering them.

The EORTC IN- PATSAT32 Questionnaire was 
used to measure relatives’ satisfaction with hospital 
care.14 This questionnaire includes 11 multi- item and 
3 single- item scales (32 items in total) on the quality 
of care provided by hospital doctors and nurses, as 
well as other aspects of the quality of hospital care. 
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Answers are given on a five- point Likert scale (poor/
fair/good/very good/excellent) and scores are stan-
dardised through linear transformation to a 0–100 
scale. A higher score implies that relatives were more 
satisfied with care.

The last question in the questionnaire was an open 
text box where participants could add comments or 
ask for support if necessary.

Statistical analyses
Participants in this study were relatives of patients who 
were included in the study in either the pre- PCP or the 
post- PCP period; in the post- PCP period patients and 
their relatives were included irrespective of whether 
the PCP had been used (ie, the intention- to- treat prin-
ciple was applied). The statistical significance of differ-
ences in patients’ and relatives’ characteristics and 
outcome measures between the pre- PCP and post- PCP 
period was tested using Mann- Whitney U tests for 
continuous variables, χ2 or Fisher’s exact tests for 
categorical variables, and χ2 tests for trends for ordinal 
variables. A power analysis was not performed, since 
the study concerned a secondary analysis of data from 
a larger study. A per- protocol analysis was carried out 
where pre- PCP experiences of bereaved relatives were 
compared with the experiences of only those relatives 
of patients in the post- PCP period for whom the PCP 
had actually been used.

RESULTS
Questionnaires were sent to 424 relatives in the pre- 
PCP and 426 relatives in the post- PCP period. In the 
pre- PCP period, 241 (57%) relatives responded, of 

whom 46 (11%) filled out the front page only and 195 
(46%) completed the questionnaire (figures 1). In the 
post- PCP period, 230 (54%) relatives responded, of 
whom 50 (12%) filled out the front page only and 180 
(42%) completed the questionnaire. The most common 
reasons for not participating were not interested to 
participate; too painful/still in mourning; mourning 
closed; only a short period of in- hospital care. Some 
relatives wrote a short statement of gratitude or of not 
being satisfied with delivered care in the hospital on 
the front page of the questionnaire (figure 1). In 105 
(58%) of the 180 post- PCP patients whose relatives 
had completed the questionnaire, the PCP had been 
used in the last phase of their life.

Characteristics of patients and relatives
The mean age of the patients whose relatives completed 
the questionnaires was 71 years in the pre- PCP period 
and 73 years in the post- PCP period (p=0.042); some-
what more than half of all patients were male (58% 
and 59%, respectively). Gastrointestinal cancer was 
the most common primary cancer in both groups 
(34% and 33%, respectively). The majority of patients 
was married or living with a partner (76% and 77%, 
respectively) and had children (81% and 86%, respec-
tively). Of all patients, one- third were religious, of 
whom a small part were Islamic (1% and 3%, respec-
tively). Finally, most patients died outside the hospital 
and home was the most common place of death (45% 
and 42%, respectively). The relatives participating in 
the study had a mean age of 64 and 62 years, respec-
tively, and were predominately the patient’s partner 
(70% and 59%, respectively) and in good health (62% 

Figure 1 Flow chart of inclusion.
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and 58%, respectively) (table 1). No significant differ-
ences regarding the characteristics of relatives were 
found between the preintervention and postinterven-
tion periods. Similar results were found in the per- 
protocol analyses.

Communication
No significant differences were found in relatives’ 
appreciation of communication characteristics 
between the pre- PCP and post- PCP period. According 
to relatives, most patients had been told they had an 
incurable illness in the presence of a relative (88% and 
85%, in pre- PCP and post- PCP period, respectively) 
and most patients had discussed their preferences EOL 
treatment (82% and 76%, respectively). Relatives 
also reported that 14% of the patients in the pre- PCP 
period and 13% in the post- PCP period had needed 
more discussion about their preferences; 12% and 13% 
of the relatives, respectively, were not sure whether 
the patients had needed more discussion. For more 
than half of the patients in both groups the message of 
having an incurable disease had been discussed more 
than 3 months before death. Most relatives (79% and 
79%, respectively) had been able to find out all they 
wanted to know about the illness of their loved ones, 
but for 25% and 29% of the relatives, respectively, 
more detailed information had been desirable. In both 
periods, most relatives had been involved with deci-
sions about their loved one’s care and were satisfied 
with their involvement. Furthermore, the majority 
had been told their loved one was likely to die (86% 
and 82%, respectively), with two- thirds being satisfied 
with how this was told (68% and 71%, respectively) 
(table 2). In the per- protocol analysis, more relatives 
had been told their loved ones were likely to die in the 
post- PCP period compared with the pre- PCP period 
(86% and 90% respectively, p=0.042).

Place of death and bereavement support for relatives
Two- thirds of the patients had died at their preferred 
place of death (66% and 58%, respectively) and the 
majority of relatives felt the place of death had been 
the right place (88% and 85%, respectively (table 3)). 
Around a quarter of the relatives in both groups had 
spoken with a hospital healthcare professional after 
the death of their loved ones; 18% of the relatives in 
the pre- PCP period and 21% of the relatives in the 
post- PCP period would have appreciated a conversa-
tion with a healthcare professional in the hospital after 
the death of their loved one. One- third of the relatives 
in both groups had great difficulty to cope with sorrow 
and to focus on other activities. The majority received 
(amply) sufficient help from family and friends (93% 
and 91%, respectively). A small percentage (10% and 
8%, respectively) of the relatives had needed help or 
support from health and/or social services after the 
death of the patient (table 3). Differences between 

the pre- and post- PCP period were not significant and 
similar results were found in the per- protocol analyses.

Satisfaction with hospital care
The median score for general satisfaction with hospital 
care was 75 in both the pre- PCP and post- PCP period. 
Satisfaction scores were lowest for doctors’ availability, 
waiting time in general, hospital access and exchange 
of information (median scores on all four items 50 and 
50, respectively). Satisfaction scores with the exchange 
of information were lower in the post- PCP period 
(p=0.042). Satisfaction scores were highest for nurses’ 
technical skills (75 and 71, respectively), nurses’ inter-
personal skills (75 and 67, respectively) and for general 
satisfaction (75 and 75, respectively) (table 4). Similar 
results were found in the per- protocol analyses.

DISCUSSION
This study evaluated the effect of implementing a PCP 
on bereaved relatives’ experiences of communication 
and their satisfaction with EOL care. We found that 
bereaved relatives reported quite positively about 
communication and satisfaction with care even before 
implementation, and that their experience did not 
further improve after implementation of the PCP.

In the pre- PCP period, 92% of all patients had 
been told they had an incurable illness and 82% had 
discussed their preferences for EOL treatment. In 
our study, communication practices in the pre- PCP 
period were comparable to practices after interven-
tions to improve EOL or ACP conversations in several 
randomised controlled trials.24–26 Timely discussing 
patients’ prognosis and EOL issues, preferably in the 
presence of a relative, is considered an important 
element of ACP and high- quality palliative care.1 2 In 
our study, EOL discussions mostly took place in the 
presence of a relative (about 85% in both groups) and 
for a third of the patients this occurred at least 1 year 
before death. Most relatives were pleased with their 
involvement in decision- making about their loved 
one’s care in both periods. In other studies, diagnosis 
and EOL issues are less often explicitly addressed, 
and also less frequently discussed in the presence of 
a relative.27 28 In a survey in seven countries of physi-
cians’ intentions regarding discussing prognosis with 
terminally ill patients with cancer and their relatives, 
training in palliative care and a younger age of the 
physician were found to be associated with an active 
intention to discuss prognosis.27 The relatively high 
involvement of relatives in SDM in our study might 
be associated with a relatively young age of physicians 
at the participating departments, as well ass a pre- 
existing policy to promote palliative care.

To support bereaved relatives in coping with grief 
after the death of a loved one, an aftercare discus-
sion with the involved healthcare professional can 
be helpful.29 In addition to closure, such discus-
sions can also identify relatives with long- term grief 
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Table 1 Characteristics of the patients and their relatives in the pre- PCP period and the post- PCP period
Pre- PCP
(n=195)

Post- PCP
(n=180) P value

Patients

Age at death (years) (mean SD) 71.0 (10.3) 72.9 (11.0) 0.042

Gender

  Male 113 (58) 106 (59) 0.854

Primary cancer

  Gastrointestinal 66 (34) 59 (33) 0.209

  Lung 65 (32) 44 (23)   

  Urogenital 24 (12) 28 (16)   

  Haematological 22 (11) 31 (16)   

  Breast 15 (7) 21 (11)   

  Other 10 (5) 11 (6)

Marital status

  Married/living with a partner 148 (76) 138 (77) 0.979

  Widowed 31 (16) 28 (16)   

  Other 15 (8) 13 (7)

Children

  Yes 158 (81) 155 (86) 0.254

Living situation

  Alone 40 (21) 30 (17) 0.079

  With partner 137 (70) 120 (67)   

  Other 17 (9) 29 (16)

Education*

  Low (ISCED level 1–2) 74 (38) 61 (34) 0.163

  Intermediate (ISCED 3–4) 77 (39) 75 (42)   

  High (ISCED 5–6) 32 (16) 36 (20)   

  Other 7 (4) 1 (1)   

Religion

  Yes 71 (36) 71 (39) 0.681

  Catholic/Protestant 58 (30) 59 (33)   

  Islamic 1 (1) 3 (2)   

  Other 11 (6) 9 (5)   

Place of death

  Patient’s own home 95 (49) 75 (42) 0.736

  Relatives’ home 9 (5) 10 (6)   

  Hospital 49 (25) 45 (25)   

  Hospice 26 (13) 25 (14)   

  Care home/nursing home 13 (7) 14 (8)   

  Other 2 (1) 5 (3)   

Relatives       

Age (years) (mean SD) 63.6 (11.8) 62.2 (13.8) 0.502

Gender

  Female 119 (61) 106 (59) 0.629

Relation

  Partner/spouse of patient 137 (70) 106 (59) 0.096

  Child (in law) of patient 40 (21) 56 (31)   

  Other 17 (9) 16 (9)   

General health

  Very good 22 (11) 28 (17) 0.668

  Good 123 (62) 105 (58)   

  Average 35 (18) 29 (16)   

  Good days/bad days 15 (8) 13 (7)   

  Bad 2 (1) 4 (2)   

The number of missings varied between n=0–5 in the pre- PCP and n=0–7 in the post- PCP period.

*Education levels are categorised according to International Standard Classification of Education guidelines.

ISCED, International Standard Classification of Education; PCP, palliative care pathway.
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Table 2 Communication end- of- life

Pre- PCP (n=195) Post- PCP (n=180)

P valuen (%) n (%)

Patient was told he/she had an incurable 
illness*

0.544

  Yes, by a physician in the hospital 
(medical specialist/ward physician)

173 (92) 154 (89)

  Yes, by a family doctor or physician in a 
nursing home

6 (3) 6 (3)   

  No 9 (5) 11 (6)   
Relative was present at the time of this 
message/discussion

171 (88) 153 (85) 0.865

How long before death the patient was 
told of his/her incurable illness

0.481

  More than 12 months before death 53 (27) 55 (31)   
  3–12 months before death 54 (28) 46 (26)   
  1 week–3 months before death 65 (33) 57 (32)   
  Less than a week before death 13 (7) 6 (3)   
Patient had discussed preference for EOL 
medical treatment with†:

160 (82) 137 (76) 0.426

  Partner 112 (57) 90 (50) 0.517
  Children and/or other family members 

and/or friends
97 (50) 104 (58)   

  Medical specialist/family doctor/
physician in a nursing home/nurse

130 (67) 113 (63)   

Patient had needed more discussion 
regarding his/her preferences for EOL 
medical treatment

0.866

  No 136 (70) 122 (68)   
  Yes 27 (14) 23 (13)   
  Don’t know 23 (12) 24 (13)   
Relative had been able to find out all he/
she wanted to know about his/her loved 
one’s illness and how it would probably 
affect him/her during the illness

154 (79) 143 (79) 0.641

Relative would have liked to receive more 
detailed information

48 (25) 52 (29) 0.220

Relative’s involvement with decisions 
about his/her loved ones’s care

0.186

  Very involved 157 (81) 150 (83)   
  Fairly involved 29 (15) 19 (11)   
  Not involved 5 (3) 3 (2)   
  Don’t know 3 (2) 2 (1)   
Relative’ satisfaction about his/her 
involvement

0.899

  Yes, satisfied 167 (86) 154 (86)   
  No, wished to be more involved 18 (9) 13 (7)   
  No, wished to be less involved 1 (1) 1 (1)   
  Don’t know 8 (4) 6 (3)   
Relative was told his/her loved one was 
likely to die

167 (86) 148 (82) 0.992

Relative was satisfied with how it was told 133 (68) 127 (71) 0.523
The number of missings varied between n=4–10 in the pre- period and n=7–16 in the post- PCP period.
*Multiple answers possible: 16 relatives in the pre- PCP group and 9 relatives in the post- PCP group gave two answers; in the post- PCP group one patient 
was told about the incurable disease by a nurse.
†Multiple answers possible; patients had discussed preferences for medical care with somebody else in 13 times in the pre- PCP period and 11 times in 
the post- PCP period.
EOL, end- of- life; PCP, palliative care pathway.
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disorders who should be referred to formal grief 
support services.29 30 In our study, aftercare discus-
sions in the hospital occurred in approximately 25% 
of all cases in both groups; the majority of bereaved 
relatives were helped by these discussions. About 20% 
in both groups would have appreciated an aftercare 
discussion. A recent study of grief care focussing on 
support after a death in the hospital found that this 
care was provided ad hoc, based on the good will of 
individual staff members.30 This service should be 
offered routinely to optimise the quality and consis-
tency of bereavement care.

We found that bereaved relatives were reasonably 
satisfied with the care as received in the pre- PCP and 
the post- PCP period, with a median score of 75 (range: 
0–100). Bereaved relatives’ satisfaction was lowest for 
doctors’ availability, waiting time in general, hospital 
access and exchange of information. Comparison 
with other studies is difficult since the IN- PATSAT32 

Questionnaire is generally used to assess satisfaction 
of care of hospitalised patients.14 16 31 However, since 
information exchange between different care settings 
is important for the continuity of care, especially at 
EOL, improvement trajectories seem to be required.32

Strengths and limitations
This study has several strengths: it is the first prospec-
tive preintervention and postintervention study in the 
daily practice on an inpatient and outpatient clinic 
for oncology patients where a standardised digital 
PCP was implemented, supporting healthcare profes-
sionals not specialised in palliative care in providing 
structured palliative care and the initiation of ACP 
conversations. We have measured the communica-
tion process and satisfaction with care at EOL from a 
bereaved relatives perspective with two validated ques-
tionnaires (VOICES and IN- PATSAT32).14 19 Yet, the 
IN- PATSAT32 was validated to measure inpatients’ 

Table 3 Place of death and bereavement support for relatives

Pre- PCP (n=195) Post- PCP (n=180) P value

n (%) n (%)

Patient died at his/her preferred place of death 129 (66) 104 (58) 0.571

On balance, relatives felt their loved one died 
in the right place

0.994

  Yes 172 (88) 153 (85)

  No 13 (7) 12 (7)

  Not sure 7 (4) 6 (3)

Relative had an aftercare discussion with a 
hospital healthcare professional regarding the 
death of their loved one

46 (24) 48 (27) 0.377

Relative felt this discussion was helpful 0.731

  Yes 36 (78) 34 (71)

  No 4 (9) 4 (8)

  Don’t know 6 (13) 9 (19)

Relative did not have, but would have 
appreciated an aftercare discussion

0.539

  Yes 26 (18) 25 (21)

  No 66 (45) 58 (48)

  Don’t know 53 (36) 36 (30)

How much effort does it take for the relative 
to detach from thoughts of, or grief over their 
loved one and focus on other possible new 
obligations, activities or contacts

0.028

  Much effort 75 (38) 58 (32)

  Some effort 97 (50) 75 (42)

  No effort 18 (9) 37 (21)

Relative had received support from family and 
friends to cope with the grief and loss of his/
her loved one

0.537

  Amply sufficient 119 (61) 98 (54)

  Sufficient 63 (32) 67 (37)

  Insufficient 9 (5) 4 (2)

Relative had needed support from the health 
and/or social services since their loved one’s 
death

20 (10) 15 (8) 0.552

The number of missings varied between n=0–7 in the pre- PCP period and n=1–11 in the post- PCP period.
PCP, palliative care pathway.
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satisfaction with care, whereas we used it to measure 
bereaved relatives’ perspectives even though it has not 
been validated for this purpose. In future research, vali-
dation of the IN- PATSAT 32 questionnaire to assess 
relatives’ perspectives of care could be considered.

A limitation of the study concerns the background of 
the included patients and their relatives. Mainly rela-
tives with a Catholic/Protestant religious background 
responded, even though we invited all bereaved rela-
tives of patients fulfilling the inclusion criteria. We 
expected more diversity in their backgrounds since 
our hospital is situated in an urban area with a diverse 
population. What is perceived as high- quality palliative 
care may vary based on people’s religious backgrounds 
and cultural values.33 For future research more diver-
sity is needed with participants with diverse religious 
and ethnic backgrounds whose primary language may 
not be the dominant language in the country where the 
study is performed.34

CONCLUSION
Implementation of the PCP in a large teaching hospital 
did not improve communication, including SDM and 
ACP conversations, or satisfaction with care at the 
EOL as experienced by bereaved relatives. However, 
communication and quality of care were experienced 
as rather good before the implementation of the PCP. 
This suggests a pre- existing awareness of the impor-
tance of high- quality palliative care, probably created 
by a previously deployed policy in the hospital to 
promote palliative care. Exchange of information 
between different health care professionals remains an 

area of attention, as bereaved relatives were least satis-
fied with this aspect of the care provided.
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Table 4 Satisfaction with hospital care according to EORTC- IN- PATSAT32

Scale name

Completed 
questions  
Pre- PCP 
n Pre- PCP

Completed 
questions  
Post- PCP 
n Post- PCP P value

Median (IQR) Median (IQR)

Doctors Technical skills 193 67 (50–83) 169 67 (50–83) 0.388
Interpersonal skills 192 67 (42–83) 169 67 (42–92) 0.606
Information provision 191 67 (50–75) 168 58 (50–83) 0.642
Availability 168 50 (38–75) 148 50 (38–75) 0.549

Nurses Technical skills 179 75 (50–92) 148 71 (50–85) 0.567
Interpersonal skills 182 75 (50–92) 150 67 (50–92) 0.238
Information provision 174 58 (50–75) 149 58 (50–75) 0.398
Availability 179 63 (50–75) 148 50 (38–75) 0.077

Other areas Other personal 
interpersonal skills and 
information provision

182 58 (50–75) 157 58 (50–75 0.876

Waiting time 179 50 (38–75) 161 50 (50–75) 0.451
Hospital access 186 50 (38–75) 163 50 (38–75) 0.169
Exchange information 174 50 (50–75) 152 50 (25–75) 0.042
Comfort/cleanness 185 50 (50–75) 162 75 (50–75) 0.637
General satisfaction 180 75 (50–100) 159 75 (50–75) 0.326

EORTC, European Organisation for Research and Treatment of Cancer.
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Name physician who 
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Treatment restrictions Any treatment restrictions are shown here. Double-click the most recent one 
to edit. Click the plus sign to add a new one 

  

Treatment restriction/will 
statement:  

Open text box to 
document the 
discussion with 
patient and 
relatives 

     

Description of patient 
values and preferences for 
the time ahead 

Open text box      

Description of relatives 
values and preferences for 
the time ahead 

Open text box      

Preference of patient and 
relatives regarding out-of-
hospital stay 

Home Nursing home Palliative care 
unit or hospice 

   

       

Actions following start 
of PCP 

      

Adjusting medication Yes  No After selecting 'yes', the medication overview 
appears in which medication can be adjusted 

 

Adjusting outpatient visits 
to the hospital and/or 
appointments for 
diagnostics or medical 
interventions 

Yes No  Only what needs to be adjusted can be indicated 
here, which will then have to be adjusted by 
outpatient clinic employees 

 

Informing other care 
givers who are involved in 
the care of the patient? 

Yes No  If yes, note here which doctor is informed and in 
which manner 

 

Contact with the general 
practitioner? 

Yes Still to be 
scheduled 

Not being able to get in touch No need  

Button consultation 
Palliative Care Team  

      

Follow-up discussion 
following this end-of-life 
discussion 

Tick box when follow-up discussion is needed. Then schedule a follow-up discussion  

Information leaflet about 
palliative care handed out 

Tick box when handed out  

Button consultation 
paramedical professionals 
and aftercare officec 

List of categories, is displayed only for admitted patients.  

a ESAS: Edmonton Symptom Assessment System 

b RDMA: Royal Dutch Medical Association 

c The aftercare office arranges all the care patients need after hospitalisation. 
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Questionnaire PCP   1 

 

Supplementary file 2: Questionnaire  Quality of Care - PCP 

 

 General 

 

Ref.nr. 

 

  

 

1 Date of birth of your loved one? 

 day  month  year 

2 When did your loved one die? 

 day   month  year 

3 What was his/her nationality? 

 Dutch 

 other, namely 

 

4 What was his/ her marital status? 

 maried or living together 

 widow 

 divorced 

 single  

 other, namely  

 

5 Did your loved one had children? 

 yes 

 no 

6 What age is this child or these children?  

(you can tick multiple boxes) 

 0-12 year   number of children in this age:  

 13-18 year   number of children in this age 
 19 years and older  number of children in this age:  

 

7 How was your loved one’s living situation? 

 single-housing 

 with partner 

 with partner and child / children 

 without partner, with  child / children 

 with parent(s) 

 other 

 

8 What  was his/her  highest completed level of education? 

 primary education 

 lower secondary education 

 upper secondary education 

 post-secondary non-tertiary education 

 short-cycle tertiary education 

 bachelor or equivalent 

 other 
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Questionnaire PCP   2 

 

9 Was your loved one religious or did he/she have a certain philosophy/religion of life? 

 yes 

 no 

 don’t  know 

10 Which philosophy/religion? 

 Catholic 

 Protestant 

 Islamic 

 Buddhist 

 Hindu 

 don’t know                              

 other   

11 What kind of relation did you have with your loved one? 

 partner               

 mother 

 father 

 child                    

 other            

12 What is your age? 

  year 

13 Are you a woman or a man? 

 man 

 woman 

14 How is your health in general? 

 very good                                    

 good 

 average 

 good days / bad days  

 bad 

 

 

 

 

The following questions are concerned with information that the health professionals may have 

given you and………….. about his/ her  illness, and about any anxiety or depression he/she may 

have had  

 

15 During his/her  last three  months, did……………………. suffer from anxiety and/or nerves or get 

depressed? Please tick one box  

 

 yes, most of the time 

      

 yes, often       

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Support Palliat Care

 doi: 10.1136/spcare-2023-004495–10.:10 2023;BMJ Support Palliat Care, et al. van der Padt - Pruijsten A



Questionnaire PCP   3 

 

 yes, sometimes       

 rarely       

 never       

 b) If Yes: Did he/she get any help to cope with these problems?  

 

             yes          no            help was not necessary  

 

c)  If yes, did they help relieve the anxiety, nerves or depression? 

 

 yes, most of the time 

      

 yes, often       

 yes, sometimes       

 rarely       

 never       

Please comment if you would like to: 

 

16 a) During ……………’s illness or incapacity were you able to find out all you wanted to know about his or 

her illness and how it was likely to affect him / her?  

    yes                   no 

 

b) Was there anything else you would like to have been explained to you in more detail? 

    yes                     no 

 

If yes, please say which things you would liked to have known more about: 

 

 

17 How involved were you with the decisions made about……. ‘s care?  

 very involved  

 fairly involved 

 not involved 

 don’t know 

18 Were you satisfied with your involvement?  

 no, I wished to be more involved 

 no, I wished to be less involved 

 yes 

 don’t know 

19  Were you told he/she was likely to die? 

  yes            no 

 

If yes, were you satisfied with the way you  were told?  

  yes             no 
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Questionnaire PCP   4 

 

Please comment if you would like to: 

 

 

 

If no, would you have liked to have been told? 

   yes            no 

 

Please comment if you would like to: 

 

 

 

 

 

 

 

 

The following questions are about the circumstances surrounding ……..’s death, and your 
feelings about the way in which the health and social services treated you and……………. at that 

time. 

 

20 Where did….. die?   

 his/her own home  

 your homes 

 hospital 

 hospice 

 old people’s home / nursing home 

 on the way to hospital 

 on the way to hospice 

 other (please explain)                                                                                          

21 a) Did……. ever say that there was a place where he/she would like to die? 

 yes  

 no  

 don’t know 

 

b) If yes, where was the place?  

 at home 

 In an old people’s home / nursing home 

 In a hospice 

 In a hospital 

 other (please explain) 
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Questionnaire PCP   5 

 

22 

 

Did he/she  died in the place he/she wanted to die in?  

 yes 

 no 

 don’t know 

 

If no, what was the reason for that? Please tick one box only 

 he/she changed his mind  

 there was insufficient help for him/her  to stay at home 

 the family/carers were too tired to continue looking after him/her at home  

 the staff at the old peoples/nursing home were no longer able to look after him/her  

 he/she could no longer afford to stay there 

 he / she deteriorated and dies so quickly that there wasn’t time for him/her to be moved 

 there were no beds available 

 other (please explain)         

23 

 

On balance. Do you feel that where he dies was the right place for him or not?  

 Yes, it was the right place  

 No, it wasn’t the right place   
 Not sure 

 

If no, was it because  

 It wasn’t where he/ she wanted to die 

 The care he / she received there was poor 

 It was too far away from family and friends  

 Other (please explain)  

24 

 

Is there any other help or support you would have liked from the health and/or social services since 

his/her death?   

 yes                  no 

If yes, please comment on what you feel would have helped 

 

 

 

 

 

 

Shared decision-making End-of-life  

 

25 

 

Was your loved one told he/she had an incurable illness? 

 Yes, by a medical specialist 

 Yes  by a ward physician  

 Yes, by a family doctor or physician in a nursing home 

 Yes, all above mentioned 

 no  

26 

 

Were you present during this message/discussion? 

 yes 

 no 

 other  
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Questionnaire PCP   6 

 

27 

 

How long before death of your loved one’s death was told about this incurable illness? 

 More than 12 months before death 

 3-12 months before death 

 1 week – 3 months before death 

 Less than a week before death  

  

28 

 

When this message was told to your loved one and/or you, were you given the opportunity to talk about 

it? 

 yes 

 no 

 don’t know 

 

Please comment if you would like to:  

29 

 

 

Before his/her death, did your loved one discuss with someone his/her preferences for end-of-life 

medical treatment?  (You can tick multiple boxes) 

 yes, with: 

   partner  

 children  

 other family members 

 friends 

 family doctor 

 medical specialist 

 physician in a nursing home 

 nurse 

 somebody else 

  no  

30 

 

 

If yes, do you know which preferences were discussed? 

 yes   

 no 

If yes, such as: 

31 

  

Did they fulfill these preferences? 

 yes           

 no 

If no, please explain:  

32 

 

Do you think if your loved one had needed more discussions regarding his or her preferences for end-of-

life medical treatment? 

 yes 

 no 

 don’t know  

33 

 

If yes, do you know about which preferences  your loved one wanted to discuss?  

 yes 

 no 
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Questionnaire PCP   7 

 

If yes, such as: 

34 

 

Do you think your loved one was sufficiently involved in his or her medical treatment? 

 yes 

 sometimes  

 no 

 don’t know 

Please explain 

35 

 

Was your loved one able to handle and complete issues with related to his or her imminent death? 

It includes other issues than medical discussions, e.g. doing things from their bucket list, recovering lost 

contacts, arranging  funeral and/or legacy, saying goodbye, etc.   

 yes 

 no 

Please explain 

 

  

Satisfaction with care in the Maasstad Hospital (out- and / or inpatient)  

 

  

How would you rate doctors, in terms of: Poor Fair Good Very 

good 

Excellent 

36 Their knowledge and experience of your illness? 1 2 3 4 5 

37 The treatment and medical follow-up they 

provided?  
1 2 3 4 5 

38 The attention they paid to your physical 

problems? 
1 2 3 4 5 

39 Their willingness to listen to all of your concerns?  1 2 3 4 5 

40 The interest they showed in you personally?  1 2 3 4 5 

41 The comfort and support they gave you? 1 2 3 4 5 

42 The information they gave you about your 

illness?  
1 2 3 4 5 

43 The information they gave you about your 

medical tests? 
1 2 3 4 5 

44 The information they gave you about your 

treatment? 
1 2 3 4 5 

45 The frequency of their visits/consultations?  1 2 3 4 5 

46 The time they devoted to you during 

visits/consultations? 
1 2 3 4 5 

 

How would you rate nursus (if applicable), in terms 

of: 
Poor Fair Good Very 

good 

Excellent N.a. 
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Questionnaire PCP   8 

 

47 The way they carried out your physical 

examination (took your temperature, felt 

your pulse,...)? 

1 2 3 4 5 N.a 

48 The way they handled your care (gave your 

medicines, performed intravenous 

injections,...)?  

1 2 3 4 5 N.a 

49 The attention they paid to your physical 

comfort?  
1 2 3 4 5 N.a 

50 The interest they showed in you personally?  1 2 3 4 5 N.a 

51 The comfort and support they gave you? 1 2 3 4 5 N.a 

52 Their human qualities (politeness, respect, 

sensitivity, kindness, patience,...)?  
1 2 3 4 5 N.a 

53 The information they gave you about your 

medical tests  
1 2 3 4 5 N.a 

54 The information they gave you about your 

care?  
1 2 3 4 5 N.a 

55 The information they gave you about your 

treatment?  
1 2 3 4 5 N.a 

56 Their promptness in answering your buzzer 

calls?  
1 2 3 4 5 N.a 

57 The time they devoted to you? 1 2 3 4 5 N.a 

 

How would you rate services and care organisation 

of the hospital in general? 
Poor Fair Good Very 

good 

Excellent N.a. 

58 The exchange of information between 

caregivers?  
1 2 3 4 5 N.a 

59 The kindness and helpfulness of the 

technical, reception, laboratory personnel,...?  
1 2 3 4 5 N.a 

60 The information provided on your admission 

to the hospital?  
1 2 3 4 5 N.a 

61 The information provided on your discharge 

from the hospital?  
1 2 3 4 5 N.a 

62 The waiting time for obtaining results of 

medical tests?  
1 2 3 4 5 N.a 

63 The speed of implementing medical tests 

and/or treatments?  
1 2 3 4 5 N.a 

64 The ease of access (parking, means of 

transport,...)?  
1 2 3 4 5 N.a 

65 The ease of finding ones way to the different 

departments?  
1 2 3 4 5 N.a. 

66 The environment of the building (cleanness, 

spaciousness, calmness,...)?  
1 2 3 4 5 N.a. 

67 Overall, how would you rate the care 

received during your hospital stay? 
1 2 3 4 5 N.a. 
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Questionnaire PCP   9 

 

 Post-bereavement needs  

 

68 

 

After the death of your loved one, have you spoken with a hospital healthcare professional regarding 

his/her illness or death? (You can tick multiple boxes) 

 yes, directly after his / her death 

 yes, after a few weeks  

 no 

69 

 

If yes, have these discussion(s) helped you? 

 yes  

 no  

 don’t know 

Please explain 

70 

 

If no, would you have appreciated talking to someone? 

 yes 

 no  

 don’t know 

71 

 

How much effort did it take to detach yourself from thoughts of, or grief over your loved ones and 

focus on other possible new obligations, activities or contacts? 

 great difficulty 

 some difficulty 

 no difficulty 

72 

 

Have you received sufficient support from family and friends to cope with the grief and loss of your 

loved one? 

 yes, amply sufficient 

 yes, sufficient 

 no, insufficient 

73 If you might have a final remark concerning coping with the loss of your loved one, please explain it 

below: 
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