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Abstract

Background Bereaved relatives of intensive care unit (ICU) patients are at increased risk of psychological complaints.
Aftercare might help them cope with processing the ICU admission and their loved one’s death. There is little (qualita-
tive) evidence on how bereaved relatives experience aftercare. Also, the COVID-19 pandemic likely impacted aftercare
provision. We aim to examine how many relatives in Dutch ICUs received aftercare before and during the pandemic
and to qualitatively describe their experiences and needs regarding aftercare.

Methods A mixed-methods study among relatives of patients who died in an ICU before or during the COVID-19
pandemic. Bereaved relatives in six ICUs completed a questionnaire (n=90), including two items on aftercare. These
were analyzed using descriptive statistics and Chi-squared tests. Subsequently, both relatives that received and rela-
tives that did not receive aftercare were interviewed about their experiences and needs regarding aftercare. The
interviews were thematically analyzed.

Results After the passing of a loved one, 44% of the relatives were asked by a healthcare professional from the hos-
pital how they were doing, and 26% had had a follow-up conversation. Both happened more often during the first
wave of the pandemic than during the second wave or before the pandemic. The most common reason for not hav-
ing had a follow-up conversation was not knowing about this option (44%), followed by not feeling a need (26%).
Regarding the latter, interviewed relatives explained that this would not revive their loved one or that they had
already discussed everything they wanted. Relatives who wanted a follow-up conversation, wanted this because this
would help them realize the severity of their loved one’s iliness, to exchange personal experiences, and/or to thank
the ICU team. Those with a follow-up conversation said that they had reviewed the medical course of the admission
and/or discussed their (mental) well-being.

Conclusions ICU healthcare professionals may play a vital role in addressing aftercare needs by asking relatives
how they are doing in the weeks following the death of their loved one and offering them a follow-up conversation
with an ICU physician. We recommend to include aftercare for bereaved relatives in ICU guidelines.
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Background

Approximately one in six patients in the intensive care
unit (ICU) dies during their admission [1]. Bereaved rela-
tives of ICU patients may be at high risk for developing
psychological complaints, including complicated grief [2,
3]. Aftercare might help bereaved relatives cope with the
ICU admission and the death of their loved one, thereby
potentially preventing and/or alleviating psychological
distress [4].

Multiple studies have investigated what kind of after-
care is provided in ICUs for bereaved relatives by ques-
tioning healthcare professionals or ICU managers [4—8].
From these studies we know that aftercare takes different
forms and varies, both within ICUs and between ICUs.
Among the identified aftercare elements are: immedi-
ate condolence meetings following the death [4], oppor-
tunities to view the deceased [5], a letter of condolence
[5-8], a planned return visit to the ICU [7] and a follow-
up meeting with ICU staff in the weeks or months after
the death [6-8]. This also shows that the timing of after-
care can vary from within hours to several months after
the death. It has been recommended that support for
bereaved relatives of ICU patients should extend beyond
the immediate period after death [9].

To the best of our knowledge, few studies on aftercare
for bereaved relatives of ICU patients have focused on
the perspectives and experiences of the relatives them-
selves, despite the fact that they are the recipients of such
care. However, some relatively older studies have quanti-
tatively examined the needs and satisfaction of relatives
regarding aftercare showing mixed results. For example,
van der Klink et al. (2010) found that 35% of relatives
of deceased ICU patients reported a need for a follow-
up bereavement service, whereas Downar et al. (2014)
reported that 68% of the bereaved relatives wanted to
receive support [10, 11]. In addition, Kock et al. (2014)
showed that nearly 80% of those who attended a follow-
up meeting 4—6 weeks after the death were satisfied with
this service [12].

Hence we know that a substantial proportion of
bereaved relatives express a desire for aftercare. Further-
more, if provided, such support is generally well received.
However, the reasons why relatives of ICU patients want
aftercare and the nature of the desired aftercare remain
relatively unexplored. Research in other healthcare set-
tings, such as palliative care units, has shown that rela-
tives who receive aftercare generally feel recognized
and find the support helpful [13, 14]. Given the risk of
psychological distress among bereaved relatives of ICU

patients [2, 3], these relatives may be particularly in need
of aftercare. In addition, the COVID-19 pandemic might
have affected the need for, and provision of aftercare. As
mortality rates were significantly higher than usual dur-
ing the COVID-19 pandemic more relatives were left
behind bereaved, especially in the ICU during the first
months of the pandemic [15, 16]. Also, the sudden and
unpredictable nature of many ICU admissions and deaths
during the pandemic [17], may have increased the need
and demand for aftercare. However, the high workload
and the strict visiting restrictions in the ICU [18] likely
complicated the provision of aftercare. Although there
were recommendations on how to provide aftercare dur-
ing the COVID-19 pandemic [19], little is known about
how this was done.

Given the paucity of research with first-hand in-depth
experiences of relatives regarding aftercare, we aimed to
examine how many relatives in Dutch ICUs report hav-
ing received some form of aftercare, and to further quali-
tatively describe their experiences and needs regarding
aftercare. Additionally, we aimed to investigate whether
aftercare during the COVID-19 pandemic differed from
the period before the pandemic (pre-COVID-19). This
information may help healthcare professionals to tai-
lor aftercare to the needs of bereaved relatives of ICU
patients in both pandemic and non-pandemic times.

Materials and methods

This mixed-methods study had a sequential explanatory
design. It combined a retrospective questionnaire study
with a subsequent qualitative in-depth semi-structured
interview study. This study is part of a larger study among
relatives of ICU patients, both discharged and deceased,
which also addressed other topics such as important ele-
ments of support [20] and treatment decision-making
[21]. As the current study is about aftercare for bereaved
relatives, only data from relatives of ICU patients who
died in the ICU were included. For the questionnaire
study, data were collected from first contact persons
of ICU patients who died in the ICU both before the
COVID-19 pandemic (December 1, 2019 — February 1,
2020), during the first COVID-19 wave (March 15 — May
15, 2020), and during the second wave (October 1, 2020
— January 1, 2021). Next, interviews were conducted with
relatives from before COVID-19 and the first COVID-19
wave. Both relatives who had received aftercare and those
who had not were included. The results of the question-
naire study were used to develop the topic guide for the
interview study. Additionally, the questionnaire data
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were used to purposively sample the interview partici-
pants and to personalize the interviews to some extent.
The findings from the interviews were used to interpret
and enrich the findings from the questionnaire.

Data were collected in six Dutch ICUs in the north-
western part of the Netherlands. Two ICUs were located
in academic hospitals and four in general hospitals. All
ICUs were medical ICUs, and four ICUs (two academic
and two general) also treated trauma patients. During the
first COVID-19 wave, three of the six ICUs used newly
developed family support teams, which consisted of non-
ICU healthcare professionals, who supported relatives
via telecommunication. In the other three ICUs, health-
care professionals from the ICU continued to provide the
support themselves, but also via telecommunication [20].

Aftercare guidelines in the Netherlands and standard
practice
The national guideline Aftercare and rehabilitation of
intensive care unit patients of the Dutch Association for
Intensive Care (NVIC) mentions that care for relatives
whose loved one died in the ICU is outside the scope
of the guideline [22]. Regarding relatives in general, the
guideline states that ICU healthcare professionals have
a supportive and signaling role, mainly concerning the
period of the ICU admission. It is noted that it is desir-
able to prolong that care task during the aftercare trajec-
tory. According to the guideline, general practitioners
(GPs) and primary care in general play a key role in mon-
itoring and treating psychological problems of relatives.
In the last sentence on support and aftercare for relatives,
it is stated that these professionals also play a crucial role
in the care for relatives of deceased ICU patients [22].
The six participating ICUs have aftercare programs for
discharged patients that include follow-up conversations
about recovery and mental health, return visits to the
ICU and meetings with other discharged ICU patients.
The organization of aftercare for bereaved relatives is not
as extensive and structurally embedded in the ICUs as
that for discharged patients. All six ICUs offer bereaved
relatives the opportunity to have a follow-up conversa-
tion with the attending physician. There is no selection
of which relatives qualify for this, but relatives need to
make this appointment themselves. The moment when
the bereaved relatives are informed about this option var-
ies per ICU: some ICUs mention it during a conversation
immediately after the death, while others call the relatives
about 6 weeks after the death to inform them about this.
Some ICUs also offer the possibility for relatives to visit
the ICU if they wish. During the pandemic, most of the
follow-up conversations took place by telephone rather
than physically in the ICU.
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Questionnaire study population and data collection
Relatives of ICU patients were eligible if they were the
first contact person of an adult patient (>18 years) who
was admitted to the ICU for three days or more dur-
ing one of the three designated study periods. Addi-
tionally, the patient had to have been supported with
invasive mechanical ventilation (pre-COVID-19) or
have had a confirmed COVID-19 infection (first and
second COVID-19 wave). Insufficient Dutch language
proficiency was an exclusion criterion. One relative
per patient was allowed to participate (the first contact
person).

The medical records in all six ICUs were searched for
patients with the abovementioned criteria using a stand-
ardized query developed by one of the researchers (CdP).
The resulting records were then manually screened for
eligibility by two researchers (CdP and SCR). If the rela-
tive was eligible to participate, the contact information
was abstracted from the medical record. Relatives from
all three study periods were called by one of two research-
ers (CdP and SCR) about participation in the question-
naire study. The median time between the patient’s ICU
admission date and the telephone call was 9.2 months
(range 4—18 months). Researchers called relatives a maxi-
mum of three times. The call included a short eligibility
check, followed by providing verbal study information.
If relatives consented to receive the written study infor-
mation and questionnaire by mail, it was mailed to them
within one week. At the beginning of the written ques-
tionnaire, relatives were asked to consent to participate
in the study. Reminder letters were sent to relatives after
three and six weeks if no response was received. In our
sample, 171 relatives met the inclusion criteria (Fig. 1).
Of these, 146 relatives were reached by telephone. Finally,
90 relatives returned a completed questionnaire (62%).

Interview study population and data collection

At the end of the questionnaire, relatives were asked if
they provided consent to be contacted about participa-
tion in an interview. A total of 45 relatives of whom a
loved one died in the ICU before COVID-19 or during
the first wave indicated that they were willing to be con-
tacted for an interview. Relatives were purposively sam-
pled for the interviews, soughing variation regarding
kinship to the patient; gender of the relative; ICU loca-
tion and whether or not they were supported by a family
support team. Of the 15 relatives who were contacted to
ask if they would be willing to participate in an interview,
14 relatives participated. The other relative was not avail-
able by phone. Among the interviewed relatives there
were both relatives who did receive aftercare and rela-
tives who did not receive aftercare. The interviews were
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629 Eligible patients for the
larger study

:

174 Eligible deceased patients

171 Relatives met the
inclusion criteria®
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25 Not reached
24 No answer
1 Incorrect contact information in electronic record

146 Relatives reached

18 Refusals

3 Passive refusal

3 No toresearch study

5 Not interested

7 Too stressful, too much, or overwhelmed

128 Received questionnaire

38 Refusals
29 Passive refusal
9 Reason not documented

90 Questionnaires completed

Fig. 1 Eligibility and enrolment flowchart. °Four relatives were the first contact persons for two patients in the intensive care unit

conducted by four researchers (SCR, ZJ, CdP and HTK)
between May and September 2021, which was on average
15 months (12-20 months) after the death of their loved
one. All researchers were trained in qualitative interview-
ing and had no prior relationship with the relatives. Due
to the COVID-19 restrictions, interviews were conducted
by telephone (#=11) or video call (n=3), depending on
the relative’s preference. The interviews lasted on average
45 min (15-65 min) and were audio-recorded.

Questionnaire measurements

The questionnaire included questions on the charac-
teristics of relatives and patients and on (experiences
with) support that relatives received during the ICU
admission (Additional file 1). The variables of interest
for the present study are the demographic character-
istics of relatives and patients and two items on after-
care in the ICU (Additional file 1, questions 50 & 51).
Demographic characteristics included kinship, age,
gender, level of education and cultural background of
the relative and gender and age of the patient. The two

items on aftercare were: (1) did a healthcare profes-
sional from the hospital ask you in the weeks/months
after the death of your loved one how you were doing?
(yes/no); (2) did you have an appointment with an ICU
physician after the death of your loved one (e.g. to dis-
cuss the ICU admission)? (yes/no). For the latter item,
the “no” category consisted of several options accord-
ing to the reason for not having had an appointment.

Interview topic list

The interviews were guided by a semi-structured
topic list related to experiences with support in the
ICU (Additional file 2). The interview topics that are
of interest for the current study are relatives’ experi-
ences with aftercare and their needs regarding after-
care. Questions were tailored, if possible, to specific
responses in the questionnaire (e.g. “In the question-
naire you mentioned that you did not know about the
possibility of aftercare. To what extent would you have
liked to have received some form of aftercare?).
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Questionnaire analysis

IBM SPSS Statistics 26 was used for statistical analyses.
Descriptive statistics were used to describe the sample
characteristics and relatives’ experiences with aftercare,
both for the total population and for relatives from the
three study periods separately. Differences between rela-
tives from the three study periods were tested using chi-
squared tests for categorical data. Chi-squared tests were
replaced by Fisher’s exact tests when >20% of the cells in
a contingency table had an expected count of less than
five.

Interview analysis

All interviews were transcribed verbatim and ana-
lyzed in MAXQDA following the principles of thematic
analysis through the “six-phase” approach developed
by Braun and Clarke [23, 24]. First, the transcripts were
read multiple times before coding. The transcripts of
the first three interviews were coded inductively by two
researchers (SCR and ZJ) and extensively discussed by
four researchers (SCR, ZJ, HRP and BOP). After discus-
sion, some codes were refined. Subsequently, all remain-
ing transcripts were coded by SCR using the refined
codebook. The codes were then grouped into themes by
three researchers (SCR, HRP and BOP). After coding
14 interviews, it seemed that inductive thematic satu-
ration had been reached, as no new codes and themes
emerged from the data [25, 26]. Therefore we concluded
that no additional interviews were needed. The themes
were discussed and grouped within the research team.
The research group consisted of researchers with differ-
ent backgrounds (health sciences, medical anthropology,
sociology, social psychology), as well as physicians and
nurses. Finally, the quotations were translated by a pro-
fessional translator and checked by a second professional
translator.

Ethics

Ethical approval was waived for this study by the Medi-
cal Ethics Review Committee of VU University Medi-
cal Center because the study is not subject to the Dutch
Medical Research Involving Human Subjects Act (reg-
istration number 2020.0618). Additionally, institutional
review boards at each site approved all procedures (Dijk-
lander Science Centre and Board of Directors Dijklander
Ziekenhuis (DOC 020), Board of Directors Ziekenhuis
Amstelland (n.s.), Board of Directors Zaans Medisch
Centrum (HF21038), Science Office Noordwest Zieken-
huisgroep (L021-037)). The relatives were informed orally
and in writing about the questionnaire and interview.
Before filling in the questionnaire, relatives provided
written informed consent. Data were pseudonymized.
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If relatives wished to participate in an interview they
were asked to provide their e-mail address and/or tel-
ephone number at the end of the questionnaire. Before
the interview, relatives gave oral informed consent. After
transcription, the audio recordings were deleted and the
transcripts were anonymized to protect the privacy of
the participants. All methods were performed in accord-
ance with the relevant guidelines and regulations of the
Declaration of Helsinki and with the Netherlands Code
of Conduct for Scientific Practice of the Association of
Universities in the Netherlands (VSNU).

Results

The 90 relatives who filled in the questionnaire were
mostly the patient’s partner (50.0%) or the son/ daughter
(37%), female (70.0%), 51 years or older (70.0%), medium
or highly educated (82.0%), and had a Dutch cultural
background (92.2%) (Table 1). The admitted patients
were mostly men (68.9%), 66 years or older (71.1%) and
stayed in the ICU for 11 days or longer (57.8%). Relatives
from the second wave had significantly less often a Dutch
cultural background, and more often another cultural
background (e.g. Surinamese or Moroccan).

The 14 relatives who were interviewed were mainly
female (n=9), the patient's partner (n=9) or their son/
daughter (n=5), and the ICU admission occurred in
most cases during the first COVID-19 wave (n=9)
(Table 2).

Overall 43.9% of the relatives reported that in the
weeks or months following the death of their loved one,
a healthcare professional from the hospital had asked
how the relative was doing (Table 3). Significantly more
relatives from the first COVID-19 wave reported hav-
ing been asked how they were doing (60.5%), compared
with relatives from pre-COVID-19 (35.0%) and the sec-
ond wave (25.0%) (p=0.014). In addition, 26.2% of the
relatives reported that they had had an appointment with
an ICU physician after the death of their loved one, for
example to review the ICU admission. The 73.8% of rela-
tives who reported they did not have an appointment
with an ICU physician gave several reasons for this. The
most common reason was that they had not seen, read
or heard about the possibility of making an appointment
(43.5%). Other reasons were that relatives did not feel the
need for aftercare (25.8%), that it was not allowed due to
COVID-19 restrictions (10.9%), and that they feared that
going back to the hospital would relive negative experi-
ences (6.5%). A few relatives also mentioned that the ICU
was too far away, that there was no point in making an
appointment because it would not revive their loved one,
that they already had had an appointment with another
non-ICU physician in the hospital, and that the relative
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Table 1 Relative and patient demographic characteristics from the questionnaire (absolute numbers and rounded percentages)

Pre-COVID-19 First Second Total (n=90) p-value
(n=25) COVID-19 wave COVID-19 wave
(n=39) (n=26)
Relative characteristics

Kinship to patient 0.755
Partner 14 (56.0%) 20 (51.3%) 11 (42.3%) 45 (50.0%)
Son/daughter 7 (28.0%) 15 (38.5%) 11 (42.3%) 33 (36.7%)
Other 4 (16.0%) 4(10.3%) 4 (15.4%) 12 (13.3%)

Gender 0.202
Male 11 (44.0%) 9(23.1%) 7 (26.9%) 27 (30.0%)
Female 14 (56.0%) 30 (76.9%) 19 (73.1%) 63 (70.0%)

Age 0317
<30 years 0 1 (2.6%) 0 1(1.1%)
30-50 years 4(16.0%) 14 (35.9%) 8(30.8%) 26 (28.9%)
51-65 years 15 (60.0%) 13 (33.3%) 13 (50.0%) 41 (45.6%)
66 years or older 6 (24.0%) 11 (28.2%) 5(19.2%) 22 (24.4%)

Level of education 0.709
Low 6 (25.0%) 6 (15.4%) 4 (15.4%) 16 (18.0%)
Medium 11 (45.8%) 15 (38.5%) 11 (42.3%) 37 (41.6%)
High 7 (29.2%) 18 (46.2%) 11 (42.3%) 36 (40.4%)

Cultural background®
Dutch 24 (96.0%) 38 (97.4%) 21 (80.8%) 83 (92.2%) 0.047
Other? 1 (4.0%) 2(5.1%) 6 (23.1%) 9 (10.0%) 0.035

Patient characteristics

Gender 0.074
Male 14 (56.0%) 26 (66.7%) 22 (84.6%) 62 (68.9%)
Female 11 (44.0%) 13 (33.3%) 4 (15.4%) 28 (31.1%)

Age 0.135
<30 years 0 1 (2.6%) 0 1(1.1%)
30-50 years 1 (4.0%) 2(5.1%) 0 3(3.3%)
51-65 years 8(32.0%) 7 (17.9%) 7 (26.9%) 22 (24.4%)
66 years or older 16 (64.0%) 29 (74.4%) 19 (73.1%) 64 (71.1%)

ICU length of stay 0.071
3-5days 2 (8.0%) 1(2.6%) 0 3(3.3%)
5-10 days 13 (52.0%) 16 (41.0%) 6 (23.1%) 35 (38.9%)
11-20 days 6 (24.0%) 11 (28.2%) 15 (57.7%) 32 (35.6%)
>20 days 4 (16.0%) 11(28.2%) 5(19.2%) 20 (22.2%)

Missing values: education 1
@ e.g. Surinamese and Moroccan

b multiple answers possible

did not want to bother the ICU physician with such an
appointment (during COVID-19).

More relatives from the first wave had had an appoint-
ment with an ICU physician (35.9%) than relatives from
pre-COVID-19 (23.8%) and the second wave (12.5%),
but this was not statistically signficant different. The
reasons for not having had an appointment also did not
differ significantly between the three study periods.

Is there a need for ICU aftercare?

In the interviews both relatives who had and relatives
who had not received aftercare explained why they did
or did not feel a need for aftercare. One of these rea-
sons was that reviewing the ICU admission with the
healthcare professionals involved and being able to ask
questions increased awareness of the severity of the
loved one’s illness:
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Table 2 Characteristics of relatives participating in interviews

COVID-19 period Gender Kinship Gender patient Age patient Family
support
team

1 First wave Female Partner Male 66-80 years No
2 First wave Male Partner Female 66-80 years Yes
3 First wave Female Daughter? Male 51-65 years Yes
4 Pre-COVID-19 Female Daughter? Male 80+years N/A
5 First wave Male Son? Female 66-80 years Yes
6 Pre-COVID-19 Male Partner Female 66-80 years N/A
7 First wave Female Partner Male 51-65 years Yes
8 First wave Female Partner Male 66-80 years Yes
9 First wave Female Daughter? Female 66-80 years No
10 Pre-COVID-19 Female Partner & daughter®” Male 51-65 years N/A
11 Pre-COVID-19 Male Partner Female 51-65 years N/A
12 First wave Female Partner Male 66-80 years No
13 Pre-COVID-19 Male Partner Female 80+years N/A
14 First wave Female Daughter Male 66-80 years No

2 Children in law are also included in this category
b Interview with both the partner and the daughter of a patient. The partner was the registered first contact person of the patient

Table 3 Aspects of aftercare for relatives of ICU patients

Pre-COVID-19 First wave Second wave Total p-value
(n=25) (n=39) (n=26) (n=90)
Did a healthcare professional from the hospital ask you 7 (35.0%) 23 (60.5%) 6 (25.0%) 36 (43.9%) 0014
in the weeks/months after your loved one died how you were
doing? Yes
Did you have an appointment with an ICU physician after the death of your loved one?®
Yes 5(23.8%) 14 (35.9%) 3(12.5%) 22 (26.2%) 0.128
No, namely.? 16 (76.2%) 25 (64.1%) 21 (87.5%) 62 (73.8%)
n=16 n=25 n=21 n=62
... due to COVID-19 restrictions® NA 5(20.0%) 0 5(10.9%) 0.054¢
... no need 5(31.3%) 6 (24.0%) 5 (23.8%) 16 (25.8%) 0.871
... did not know about option 5(31.3%) 12 (48.0%) 10 (47.6%) 27 (43.5%) 0.555
... possible relive of negative experiences 0 2 (8.0%) 2 (9.5%) 4 (6.5%) 0.669°
.. other reason? 6 (37.5%) 5(20.0%) 7 (33.3%) 18 (29.0%) 0.406

?The percentages for the different reasons why relatives had not had an appointment with an ICU physician is calculated as a proportion of the people who did not
have an appointment (resp. 16, 25, 21 and 62 relatives)

P Only asked to relatives from the first and second COVID-19 wave
€ Fisher's exact test instead of a chi-squared test, because >20% of the cells had an expected count of less than 5

4 Examples of other reasons mentioned: relative felt that the ICU was too far away; according to the relative it makes no sense because you do not get your loved one
back through the appointment; relative does not want to bother the ICU physician

€ Multiple answers possible

“And that [follow-up conversation about the autopsy “I would like to hear an explanation based on the scan:
results] did give me more peace of mind like okay, how severe was it exactly, what did it look like? And
he’s passed away and he was really sick. He just to have an image to go with the story in my mind, and
made himself out to be stronger than he really was” that I can put it into realistic perspective in terms of the
(4: daughter, pre-COVID-19). severity, yes. To really be able to process how intense it

all was? (10: daughter, pre-COVID- 19).



Renckens et al. BMC Palliative Care (2024) 23:65

Other relatives also indicated that an appointment with
the ICU healthcare professionals provides an opportu-
nity to ask questions about developments in the patient’s
medical situation during the admission. In addition, rela-
tives mentioned that a follow-up conversation would
allow them to share their own experiences of the admis-
sion, but also for the healthcare professionals to share
their experiences and feelings about the patient’s ICU
admission:

“Discuss things, maybe ask things like how could it
all happen so fast. And is there a cause... well, there
was a cause, but what does that mean, were there
no other options? Things like that. Okay, it was dete-
riorating but was it really that bad? Yes, it really
was that bad. Maybe youd try to tell your story,
and he [the physician] could also get it off his chest.
Because I assume they are human too, so it's not
always going to be easy for them either” (11: partner,
male, pre-COVID-19).

Some relatives mentioned that they would have liked to
express their gratitude to the ICU healthcare profession-
als for the care and support they received, for example in
a follow-up conversation and/or on a return visit to the
ICU.

Relatives who had had a follow-up conversation with
ICU healthcare professionals were happy with this con-
versation and found it valuable:

“So at some point I got a letter I think, saying I was
invited for one of these conversations. And it was just
in person again with the doctor. And it was that one
doctor who saw him a lot in the beginning. So hed
seen him in the ward, and the ICU doctor. So he had
really experienced all of it. And the nurse was there
too. And that was really good. They ran through eve-
rything again and at the end they asked, ‘Well, do
you have anything we could learn from? What could
we have done better?’ So that was a really good con-
versation.” (8: partner, female, first wave).

One relative who had not been contacted by a health-
care professional from the hospital to ask how he was
doing after his partner’s death, was very upset about this.
He felt it was inhumane:

I: “How did you feel, that you weren’t asked about
that [how are you doing]?”

R: “It felt to me like it's some kind of factory. You
know, out of sight is out of mind. That one’s gone
and we’re moving on. And I do understand that
in a way, I can empathize with that to a certain
extent, of course I can. But after she passed away...
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the only one who called was the man who wanted
money for opening up [access to the mortuary in
the weekend] and I didn’t hear from anyone else.
[...] There is just a complete lack of any personal
touch.” (2: male, partner, first wave).

Among the relatives who had had a follow-up conver-
sation, some emphasized that they highly valued having
this conversation with the ICU physician with whom
they had had the most contact during the ICU admis-
sion. According to these relatives, they can then speak
first-hand during the conversation, and there is already
some kind of connection:

R: “So when my father passed away we had a con-
versation with the doctor and a nurse. And half a
year later we had that same conversation with a
doctor and a nurse. [...] And I thought that was
really nice”

I: “Is that what made it so nice, that it was the
same as during that last conversation?”

R: “Yes... yes, maybe that too... perhaps it sounds
a bit strange, but to really get closure together.
Because this doctor was there right up to the end,
when my father passed away, he was also the doc-
tor who did the autopsy, and so he was there to
discuss the autopsy results as well. And well, I ...
well because then you already ... you have a bit of
a bond with someone then. This doctor was also
involved in the conversation the first night, when
my father had surgery, he was there too. So yes...
and maybe it’s a coincidence, but I thought it was
really nice. [...] What I especially liked is that he
did the autopsy himself, so he was really talk-
ing based on his own findings” (4: daughter, pre-
COVID-19).

Some relatives who had not yet had a conversation
with an ICU physician, said at the time of the interview
that they would still appreciate this, while others would
have liked it shortly after the admission but would not
like it anymore.

“So [...] I think, well I wouldn’t mind still having
that conversation.” (10: daughter, pre-COVID-19).

“Maybe I look at it a bit differently now. Maybe at
the time, if that had been the case. [...] Not any-
more now, no.” (11: partner, male, pre-COVID-19).

On the other hand, several relatives did not feel the
need for aftercare. None of them received it. They gave
two main reasons for not wanting aftercare. First, some
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relatives explained that aftercare would not change the
outcome of the admission, namely the death of their
loved one. Therefore, they saw no point in reviewing
the ICU admission with healthcare professionals:

“Well, more when there was still some point to it,
when it could still have meant that he might get bet-
ter. I had more conversations with the doctor then.
But after his death, I didn’t have that need to talk
about it again and how it really came about and
what he actually died from — right, the coronavirus”
(7: partner, female, first wave).

The second reason given by some of the relatives who
did not feel the need for aftercare was that they had
already discussed everything they wanted to discuss dur-
ing the ICU admission and immediately after the death
of their loved one. These relatives did not know what else
they could discuss if they had a conversation with health-
care professionals in the weeks or months following the
ICU admission:

“Then she [ICU doctor] said, do you want to talk
to us again?’ [...] Well, I thought we had just dis-
cussed... I don’t know what else I should be discuss-
ing with her other than that. So I said, ‘well no, no
need. [...] I thought: what else am I supposed to
say about it to this woman? I mean... I don’t know,
a brain haemorrhage and now he’s gone. As for the
rest, I don’t know either. So we didn’t do that! (1:
partner, female, first wave).

Finally, one relative indicated that she was unsure if she
would have wanted aftercare because she did not get to
experience it.

What is discussed with healthcare professionals

in follow-up conversations?

In the interviews, relatives mentioned two main top-
ics that were discussed in follow-up conversations with
healthcare professionals. First, relatives indicated that
healthcare professionals explained and clarified medical
events that had occurred during the ICU admission and
reviewed this period together. In several cases, autopsy
was performed and the results were discussed with the
relatives by the ICU physician:

“An autopsy was performed on my mother-in-law’s
body; they asked permission for that and got it. So
we talked about what came out of that. And at that
time a bit more was becoming known about the
treatment of COVID, so they also referred to that
and what exactly happened and yes, what the cause
could have been” (5: son-in-law, male, first wave).
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As mentioned earlier, relatives indicated that discuss-
ing the medical course can help them realize the serious-
ness of the situation and the inevitability of their loved
one’s death.

The second topic that was discussed in the aftercare
conversations according to several relatives was their
well-being, especially their mental well-being. Most of
them greatly appreciated the attention paid to this by the
ICU healthcare professionals:

“I also thought that they were very good about tak-
ing plenty of time for that [topics other than medi-
cal matters]. Because we talked for at least one hour,
with my brother and my husband there again, with
the doctor and the nurses. Well, I'm pretty comfort-
able talking about my feelings, but my brother isn’t.
At some point the doctor noticed that too. So he
specifically asked my brother, ‘How are you doing’?
Because I'd started off talking about how I'm doing,
really the personal stuff... There was plenty of room
for that. And well, like I said, my brother isn’t very
good at talking about his feelings, so the doctor asked
him, ‘Hey, how are you doing’?” (4: daughter, pre-
COVID-19).

One relative also mentioned that the attending ICU
physician and an ICU nurse informed her about the post-
intensive care syndrome-family in their conversation:

“They asked about that [how are you]. [...] They
explained that relatives of ICU patients can get
post-traumatic stress disorder. And their fam-
ily members too. So they asked how I was doing, if
I thought it was affecting me and how [son’s name]
was doing”” (8: partner, female, first wave).

Another relative said that she and her family were also
asked how they were doing, but that she felt it was more
of a formality than genuine interest:

R: “So other than the information about the exami-
nation of my father after his death, she didn’t really
tell us much”

I: “And during that conversation there was no room
for you and how you were doing, if I understand you
correctly?”

R: “Well, if I have to be honest, of course she did
briefly ask how we were doing, but more as a sign of
respect” (3: daughter, first wave).

Role of general practitioners in aftercare
Several relatives reported that they did not receive after-
care from the ICU, but instead from their GP. In some
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cases, this was due to the unavailability of ICU healthcare
professionals during the first months of the COVID-19
pandemic. One relative explained that physicians from
the hospital provided the opportunity for a conversation
to get more information about the cause of death, but
that they could also get this information through the GP:

“The internal medicine specialists had also said,
If you would like to talk afterwards so you know
what she died of — she died of the coronavirus, but
what exactly was behind it all’? And so on. ‘We can
explain it in layman’s terms afterwards, but you can
also do that with your GP! So the three of us went to
the GP” (9: daughter, first wave).

This was the only relative who mentioned discussing
medical details of the ICU admission with the GP. Other
relatives said that the aftercare they received from their
GP concerned emotional support and regular checks on
how they were doing:

“The GP did tell us multiple times that if we needed
psychological help later, she would absolutely sup-
port us in that. So there was that. She also calls...
mainly my mother, every now and then, once every
three months or so, to ask how things are going. So
there’s all that, and we feel very supported by the
GP’ (3: daughter, first wave).

“The GP did tell us multiple times that if we needed
psychological help later, she would absolutely sup-
port us in that. So there was that. She also calls...
mainly my mother, every now and then, once every
three months or so, to ask how things are going. So
there’s all that, and we feel very supported by the
GP’ (2: male, partner, first wave).

Provision of aftercare impacted by COVID-19 restrictions
Findings from the interviews with relatives from pre-
COVID-19 and the first wave confirmed that aftercare
was hindered by the COVID-19 restrictions. As aftercare
usually takes place in the weeks or months following a
patient’s death in the ICU, relatives of patients who died
before COVID-19 (between December 2019 and Febru-
ary 2020) also mentioned that they were faced with the
COVID-19 restrictions. Some relatives indicated that
because of these restrictions, the aftercare took place
later than they had hoped and/or planned for:

“And well, then we had the coronavirus, so it took a
little bit longer than planned. But I think that it was
half a year later maybe, when we had another talk
at the hospital” (4: daughter, pre-COVID-19).
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Relatives understood that aftercare was delayed due to
the pandemic. A few relatives mentioned that they did
not want to bother the healthcare professionals during
these busy times in the ICU. As two relatives of a patient
who died two months before the COVID-19 outbreak
explained:

R: “In the end we did want to have that conversa-
tion... but well then the coronavirus pandemic sud-
denly started...”

R2: “Yes, it was offered to us, as in if in a_few months
youd like to know what exactly was wrong and if you
have any questions, you're always welcome to have
a chat with one of the doctors. But then the corona-
virus broke out and of course the whole of the Neth-
erlands was in chaos. [...] Well, we kind of laid it to
rest and thought well, they have other things on their
mind right now rather than talking to us” (10: part-
ner (R) & daughter (R2), female, pre-COVID-19).

Discussion

This mixed-methods study provides valuable insights
into the experiences and needs of bereaved relatives of
ICU patients for aftercare. Less than half of these rela-
tives were asked by healthcare professionals about their
well-being shortly after their loved one’s death and
approximately a quarter had a follow-up conversation
with an ICU physician. Notably, during the first COVID-
19 wave, a higher percentage of relatives received after-
care compared with both the pre-COVID-19 period and
the second wave. The interviews revealed varying needs
for aftercare among relatives. Some did not feel the need
for it, because aftercare would not bring their loved one
back to life and/or everything had already been dis-
cussed. Others wanted aftercare to help them understand
the severity of their loved one’s illness, exchange personal
experiences, and/or to thank the ICU team. Topics dis-
cussed in follow-up conversations included the medical
course of the ICU admission and the relatives’ mental
well-being. Relatives particularly appreciated follow-
up conversations with the ICU physician who had been
most involved during the admission. Finally, in some
cases, GPs also played a role in providing aftercare.

A limited number of relatives receive aftercare

Across all study periods, only a limited number of
bereaved relatives received aftercare from the ICU. This
resonates with a Swedish study conducted before the
pandemic, focusing on hospital deaths in general, which
found that a quarter of the relatives had had a follow-up
conversation [14]. In our study, nearly 26% of the rela-
tives who had not had a follow-up conversation said that
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they felt no need to have one. This may give the impres-
sion that the limited use of aftercare services is due to a
perceived low need among the bereaved. However, the
largest proportion of relatives who had not been offered
a follow-up conversation reported that the main reason
for not seeking aftercare was that they were not aware
of the possibility of such an appointment. These findings
suggest a lack of communication between ICU health-
care professionals and relatives about the availability and
potential benefits of aftercare. ICU healthcare profes-
sionals may need to be made more aware of the impor-
tance of informing relatives about aftercare options. Also
we recommend ICU healthcare professionals to offer
aftercare to all relatives, instead of assessing themselves
who will or will not need aftercare. Relatives can then
decide for themselves whether they would like to make
use of it. Aftercare can include elements that we have
studied, such as a short conversation about how a rela-
tive is doing shortly after the death as well as a longer fol-
low-up conversation with an ICU physician after several
weeks or months. Other options such as sending a letter
of condolence and an ICU return visit may also be con-
sidered [5-8].

Need for reviewing the medical course and for attention
for own well-being

Many relatives express a desire for aftercare, particularly
a follow-up conversation. The reasons for this are simi-
lar to those found by van der Klink et al. (2010), such as
asking questions that were not previously asked, ask-
ing new questions that have arisen during the bereave-
ment period, receiving support in coping with the loss
of a loved one, and wanting to thank the ICU staff [10].
Similar to what we found in the ICU, research by Milberg
et al. (2008) in palliative care units showed that bereaved
relatives wanted to review what had happened during the
palliative phase [13].

Some relatives specifically indicated that they highly
valued reviewing the ICU admission with the healthcare
professional who was most involved in the treatment
and decision-making, because they felt a sense of con-
nection with this person. Likewise, Milberg et al. (2008)
found that having a follow-up meeting with a health-
care professional with whom the relative has an estab-
lished relationship instilled feelings of security and trust
among bereaved relatives [13]. In particular, these rela-
tives expressed a desire to speak with a healthcare pro-
fessional who had visited the patient in the final hours
before death.

Additionally, previous research has shown that some
relatives feel the need to discuss their current well-being
[13]. This was not a primary reason for wanting aftercare
among our study participants. However, it was highly
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appreciated by relatives who had discussed their well-
being in a follow-up conversation. This highlights the
importance of healthcare professionals actively address-
ing relatives’ well-being, as relatives may not naturally
raise the topic themselves. Based on these findings, we
recommend that aftercare activities focus on discuss-
ing the events that led up to the patient’s death and leave
room for questions, and addressing the relatives’ current
well-being (beyond a polite “how are you” as a conver-
sation starter). In general, ICU clinicians appear to feel
reasonably comfortable discussing the medical details of
the patient’s admission, as well as relatives’ well-being
[11]. However, some physicians may feel unequipped to
address (severe) psychological distress, such as compli-
cated grief. This reluctance was evident in a study in the
general hospital setting. Some healthcare professionals
did not feel competent enough to provide bereavement
care and one in four physicians did not even consider this
part of their role [27]. Regarding the latter, the National
Dutch ICU guideline states that ICU healthcare profes-
sionals have a supportive and signaling role towards rela-
tives [22]. Yet, the guideline does not cover the period
following the patient’s death. Lack of perceived compe-
tence or responsibility may be a barrier to the necessary
and appreciated aftercare. ICU physicians should how-
ever be aware that they are not the designated healthcare
professionals to treat relatives with psychological com-
plaints. Nonetheless, by making inquiries on relatives’
well-being, ICU physicians can identify those who need
additional support and suggest that they contact appro-
priate resources, such as their GP.

The extraordinary situation during the first COVID-19 wave
enhanced aftercare

Considering the extraordinary situation during the first
months of the pandemic, especially with the high work-
load for healthcare professionals, it seems counterin-
tuitive that we found the highest percentage of relatives
being asked about their well-being by healthcare pro-
fessionals during this period (60.5% in the first wave
versus 35.0% pre-COVID-19 and 25.0% in the second
wave). This suggests that during this period healthcare
professionals may have become increasingly aware of
the pandemic’s psychological impact on bereaved rela-
tives, leading them to pay more attention to the relatives’
mental well-being. Furthermore, due to rigorous visit-
ing restrictions, healthcare professionals may have felt a
greater sense of urgency to reach out to relatives, as they
did not have regular face-to-face interactions. Similarly,
more relatives from the first wave had a follow-up con-
versation with an ICU physician (35.9% versus 23.8% pre-
COVID-19 and 12.5% second wave), but this difference
was not statistically significant. Interestingly, the reasons
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Table 4 Recommendations for core components of an ICU guideline on aftercare for bereaved relatives

« We suggest that aftercare should minimally include asking how the bereaved relative is doing in the weeks or months after the death, and a more

elaborate follow-up conversation;

«In the follow-up conversation discuss both the medical details of the ICU admission and the mental well-being of the bereaved relatives;

+ICU healthcare professionals provide the aftercare, and the follow-up conversation is preferably led by the physician who was most involved

in the care during the ICU admission;

- Consider collaboration with GPs and primary care in the provision of aftercare, e.g. a leading role in the emotional and bereavement support;

- Give all relatives the opportunity to receive aftercare. Make no selection of relatives who are eligible. Relatives themselves can decide whether they

want it or not;

- We suggest that aftercare is offered at multiple times. An ICU healthcare professional explains the aftercare possibilities shortly after the patient’s
death. This should be repeated at a later time, e.g. 4-6 weeks later, as relatives may not be able to process this information properly at this stressful

time and their needs may change over time.

for not having a follow-up conversation with an ICU phy-
sician did not differ between study periods. For example,
the proportion of relatives who did not feel the need for
such an appointment, or who were unaware of the pos-
sibility of having a follow-up appointment did not differ
significantly. This suggests that the barriers to accessing
aftercare persist regardless of the contextual factors.

Practical implications

Although a considerable proportion of relatives would
like to receive aftercare after the death of their loved one,
only a limited number of relatives receive it. As the topic
of aftercare for bereaved relatives is not yet included in
the Dutch national guideline on ICU aftercare and is also
uncommon internationally [5], we recommend that it is
considered for inclusion in ICU guidelines. This should
include information such as what aftercare entails,
who is responsible for this, who should the aftercare be
directed to, and when this aftercare should be provided.
Suggestions for core components of this guideline on
aftercare for bereaved relatives of ICU patients based on
our results can be found in Table 4. Such a guideline has
the potential to achieve a more structural embedding of
aftercare for bereaved relatives in ICUs. However, this
requires that the guideline is known to healthcare pro-
viders and that ICU healthcare providers are aware of the
importance of this aftercare and their responsibilities in
this regard. Also organizations in which the healthcare
providers works need to facilitate the implementation of
aftercare. Furthermore, there are and will be barriers to
the implementation of aftercare. Therefore, it is impor-
tant to examine what barriers exist to providing after-
care and how these can be addressed. For example, ICU
healthcare professionals do not have a legal treatment
relationship with relatives [22], which in turn may affect
the funding of aftercare and create limitations in refer-
ring relatives to appropriate care. Furthermore, the divi-
sion of roles and responsibilities between ICU healthcare

professionals and primary care, including GPs, should
be further explored. While ICU healthcare professionals
seem to be the appropriate person to review the medical
course of the ICU admission, GPs may be able to take the
lead in discussing mental well-being with relatives.

Strengths and limitations

This study has several strengths and limitations that
must be considered when interpreting the results. One
of the strengths is the sequential explanatory mixed-
methods design. This design allows for a comprehen-
sive exploration of bereaved relatives’ experiences
with aftercare provision in the ICU. Furthermore, to
our knowledge, this study is one of the first to con-
duct qualitative in-depth interviews with relatives
about aftercare. A potential limitation is the risk of
recall bias. The median time between the patient’s ICU
admission and telephone contact for participation was
9.2 months. This may have affected the accuracy of
participants’ recall, e.g. they may have forgotten that
a healthcare professional called to ask how they were
doing. However, in the interviews relatives described
very detailed experiences and feelings, suggesting that
they were still well able to recall the ICU admission and
the period following the death of their loved one. Addi-
tionally, due to the COVID-19 restrictions all inter-
views were conducted by telephone or video call. This
may have made it more difficult to build rapport- with
relatives, resulting in potentially less in-depth inter-
views. However, several relatives expressed apprecia-
tion for the fact that the interview was not face-to-face,
as they felt more comfortable sharing their experiences
over a telephone or video call.

Conclusion

To conclude, bereaved relatives of ICU patients often go
through stressful experiences during the ICU admission
and following the death of their loved one, making after-
care important for their support. However, numerous
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relatives do not receive aftercare, mainly due to a lack
of information from healthcare professionals about the
options available. Many bereaved relatives wish to have
a follow-up conversation to review the medical course
of the ICU admission and place a high value on discuss-
ing their well-being, preferably with the physician most
closely involved. To strengthen clinical practices, we rec-
ommend that aftercare for bereaved relatives is included
in local or (inter)national ICU guidelines.
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