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Summary
Background: Patients and their relatives are put under great stress whenever acute and
critical illness dictates admission to an intensive care unit. Intensive care patients can be
left with blurred memories of their time in intensive care, which is why registered nurses
keep diaries for them. When patients die in ICU, their diary is o ered to their relatives. So
far, we have little knowledge about the experiences of the bereaved on receiving such a
diary.

Objective: To increase our knowledge about the experiences of bereaved family members
in relation to receiving the intensive care diary of a deceased patient.
Method: The study had a qualitative design which re ects a phenomenological approach.
Invitations were issued to bereaved family members from three di erent intensive care
units in a Norwegian university hospital. We conducted in-depth interviews with ve
bereaved family members 6–18 months after their loved one had died. We also included an
email received from one participant. Audio recordings were made of each interview and
these were then transcribed verbatim. We conducted the analysis using Giorgi’s
descriptive phenomenological method.
Results: All the bereaved participants in the study were dealing with grief. The diaries had
been long awaited and were used for comfort and support. While receiving the diary
triggered strong emotions, none of the informants would have preferred not to have had
it. Some wished that the diary had been handed over at an earlier point. The pictures were
felt to be powerful and precious. Reading the diary made the bereaved aware of the care
that their loved one had received from the ICU nursing sta , and this meant a lot to them.
The diaries helped impart structure on a chaotic time and enabled the bereaved to vent
their feelings.
Conclusion: When patients die in ICU, intensive care diaries can provide support for the
bereaved during the grieving process.

When patients die in intensive care, it has a major impact on
their loved ones. These deaths are often sudden and
unexpected, and the bereaved are at risk of developing
anxiety, depression and post-traumatic stress disorder
(PTSD) (1, 2).
Having learnt more about patients’ challenges after discharge
from ICU, intensive care nurses in the Nordic countries
started keeping diaries for their patients in the early 1990s
(3). The practice of keeping diaries for intensive care patients
has since been adopted by other countries (4–6).
The purpose of the diary was originally to help ll the gaps in
the patients’ blurred memories of their stay in ICU and to
help them process their experiences (7). Gradually, research
demonstrated that these diaries were of bene t to both
patients and their relatives as they sought to cope in the
aftermath of critical illness (8, 9).

The pictures and stories from the patient’s time in ICU
helped to prevent anxiety, depression and PTSD (10). In 2011,
Norway adopted national diary recommendations. The diaries
were to be o ered to the bereaved family members because
the feedback from specialists in the eld was that the diaries
were helpful to the bereaved in their grieving process (11).
Objective of the study
Earlier research into intensive care diaries has tended to
focus on the experiences of surviving patients and their
relatives (10). There are currently few studies that deal with
the intensive care diary experiences of bereaved family
members (12–15).
The study’s objective was therefore to increase our
knowledge about the experiences of bereaved family
members who had received the intensive care diary of a loved
one after he or she had died.

Method
The study has a qualitative design and takes a
phenomenological approach, and we used a strategic
sample (16). The inclusion criteria were for participants to
have received a diary after the death of a patient, be
registered as the patient’s next of kin and be over 18 years of
age. The bereaved were recruited from three intensive care
units in a Norwegian university hospital.
One intensive care nurse in the diary team at each ICU issued
invitations to take part in the study in the early autumn of
2017. A total of 21 invitations were sent out and we received
six positive responses. Three men and three women were
included in the sample. They were between 35 and 55 years of
age and either the spouse, partner, child or parent of the
patient.
The patients had received di erent diagnoses and their time
spent in ICU varied from a few days to several weeks. Data
were collected by means of in-depth interviews conducted in
the autumn of 2017 and in the early winter of 2018. The
interviews were conducted by the rst author, who is an ICU
nurse with extensive experience of intensive care diaries.

Our interview guide was edited after two pilot interviews.
Each interview lasted between 25 and 55 minutes and audio
recordings were made of them all. Three interviews were
conducted in the participants’ respective homes, one in the
hospital and one over the phone. Once the interviews had
been completed, the main points were summarised in liaison
with each participant to ensure that the interviewer had
understood them correctly.
The interviewer then recorded her re ections on the
interview situation. All interviews were transcribed
verbatim (17). Additionally, the account of one participant
was received by email and this was included in the data
material.
Analysis
We analysed the data using Giorgi’s descriptive
phenomenological method. We started by reading the
interviews in order to form an overall impression. We went
on to split the texts into meaning units whenever there was a
change of semantic content.
The colloquial language of the meaning units was rephrased
and condensed based on a nursing perspective. Units that
conveyed similar meanings were grouped together under
preliminary themes for each interview.
We then categorised the preliminary themes across all
interviews and in line with the objective of the study. Two
main themes emerged from this process, each with several
sub-themes, which in combination gave new insight into the
studied phenomenon (18). We met regularly to discuss our
ndings and analytic endeavours in order to increase the
credibility of the end results.

Ethical considerations
People who have been bereaved are vulnerable, but studies
also show that the bereaved may nd research participation
to be ‘therapeutic’ (19). The participants were informed
about the study’s objective, their right to withdraw, and that
all identi able personal information would be treated
con dentially and anonymised on publication.
The transcripts were de-identi ed and stored on a private
password-protected computer (16). The Heads of Clinic
approved the project before it commenced. The study was
recommended by the Norwegian Centre for Research Data
(NSD), project number 54802.

Results

Two main themes emerged from the analysis, which in
combination suggested mixed experiences among the
participants with using the diary in the grieving process. The
bereaved felt ambiguous about receiving the diary. On the
one hand, they were grateful to have received it, while on the
other hand, the diary triggered powerful emotional reactions.

«All of the bereaved were still in deep grief, and they
were using the diaries in their grieving process.»
All of the bereaved were still in deep grief, and they were
using the diaries in their grieving process. All of them had
read the diary, but some had been reading it more often than
others – ranging from once on receipt of the diary to multiple
times. The two main themes will be presented with a number
of sub-themes.
Receiving the diary – a mixed blessing
In summary, taking receipt of the diary was a positive
experience, if emotionally draining.

A long-awaited delivery
The diaries were received in the post, as a signed-for parcel.
The participants had been expecting the diary’s arrival and
therefore knew what it was on delivery. None of them had any
objections to picking up the diary from the post o ce as it
would have been more challenging and cumbersome to have
picked it up from the hospital. Several explained this
preference by referring to the long journey involved.
They were also grateful for the opportunity to sit down with
the diary on their own: ‘I felt it was quite alright, really. Being
able to open it and browse through on my own. Getting
through it was hard going. It took an awfully long time.’
One of the participants felt that the diary should have been
handed over with the patient’s personal belongings, because
it belonged to the patient. Some felt that the waiting time
between the patient’s death and receiving the diary was too
long. One participant had been told that it would take one to
two months, but three months passed before she received the
diary. She expressed this as follows:
‘We were told that it had to be quality assured before they
could pass it on. That was understandable, but how long
could it possibly take? I suppose it felt as if it took a little too
long, but maybe it makes sense.’
Emotionally draining

Emotionally draining
Receiving the diary was an emotionally draining experience
for all participants. They felt a sense of shock, anxiety and
panic, yet they were also looking forward to receiving it. The
opportunity to spend as long as they needed on going
through it was reassuring. One of the participants explained it
like this:
‘Oh dear, there it was. My god, it was like an instant shock.
Just had to sit down and breathe a little. And then open it.
When I had looked through it, it was ne. And afterwards I
had to put it to one side for a while.’

«Receiving the diary was an emotionally draining
experience for all participants.»
Most of them described receiving the diary as a challenging
experience. Reading the diary made them relive the time they
had spent in the intensive care unit. But all the same, they
were very grateful for having received it.
One of the participants explained that going through the
diary was something she simply had to do: ‘And then it was
lying on the kitchen table. I wasn’t entirely sure, but opened
it and quickly leafed through it. It was very beautiful, and
then I put it away.’
The participant explained that after reading the diary, it was
as if she had to start her grieving process all over again.
Using the diary in the grieving process
The participants were grieving for their loved ones and used
the diary in various ways to process their loss. The care that
the patient had received became evident to them through the
words and pictures. The diary helped them clarify their
memories of a traumatic period and put a structure to the
various events that had taken place during the stay in ICU.

Powerful and precious pictures
The photographs were the parts of the diary that were
cherished the most by the participants, because most of them
had not themselves been taking pictures of the patient while
in hospital. Although the patient looked di erent in the
pictures, they meant a lot to the bereaved:

‘You don’t take pictures in hospital like you do elsewhere in
life. Photographing your kids, at weddings and such like. But
the fact that the nurses do, I believe that’s important.’
It was a powerful experience for the relatives to look at the
pictures of the patient. The participants assumed that the
pictures had been selected with care and consideration
because they were not distressing. Besides, they had all seen
the patient while in hospital, often in a state that was even
worse. The pictures gave an honest documentation of how
critical the situation had been.
The participants were grateful that pictures had been taken of
themselves with the patient. Where this had not been done,
they blamed themselves. The pictures also conveyed
important information about the time in intensive care.
One of the participants talked about an elderly family
member who had been looking through the diary: ‘She nds it
a bit di cult to read, but she sits looking at the pictures of
her husband. Although he’s not looking that great, I think it
has been really good for her.’
The diary had been shared with family and friends. The
participants felt it was a positive experience to share it with
others because this enabled them to remember the deceased.
Some family members had been shielded from seeing the
diary – these were young children or elderly relatives. Others
had not wanted to see the diary because they wished to
remember the patient as he or she had been in life.

Evidence of the care provided towards the end
The ICU nurses had informed the relatives that they were
keeping a diary for the patient, and that this might be of
assistance to the patient after discharge from ICU. The
participants were impressed with the accuracy of the nursing
sta ’s diary entries:
‘I think they’re honest. What the weather is like. That the
family had been visiting. Some words about us. They saw
what was happening, and then it becomes clear that it is
pretty serious. We knew of course, but just the fact that they
comment on being quite concerned.’

The participants were convinced that the diary would have
been important to the patient had he or she survived, and
that the patient would have been grateful for receiving the
diary:
‘I can see from the diary that they cared. They made entries
every day, and they wrote to him. About the things that
happened. If he had survived, I think he would have
appreciated it a great deal, because they talked to him, in a
way, through the words.’

«By reading the diary, the participants saw the level
of care provided for the patient by the ICU nurses.»
The participants were uncertain whether they would have
wanted to make their own entries in the diary had they been
given the opportunity to do so, because they felt that being
there with the patient was enough. One family had been given
sheets of paper for writing and drawing on, and these had
been pasted into the diary by the nursing sta .
By reading the diary, the participants saw the level of care
provided for the patient by the ICU nurses. The patient was
described not only as a patient, but as a living human being.
Afterwards, this was reassuring to the bereaved. One of the
participants put it like this:
‘I’ve been giving it some thought. And now I’m starting to
blubber. Yes, it’s like there is care in all the grief. What they
wrote, they wrote in such a way that they really cared for him
as he lay there. Even when I wasn’t there.’
It was clear to the participants from the handwriting and
content that di erent people had been in charge of the
patient’s care. This variation made the diary appear warm and
personal. The participants were also reassured by reading
about all the things that had been done to save the patient’s
life.
The ICU nurses sought to ensure that the patient would be as
comfortable as possible in a hopeless situation. One of the
participants explained: ‘It’s very clear what they were trying
to do. That they were working really hard to nd out about
things. That’s something that sticks in your mind afterwards.’

Structure in a time of chaos

Structure in a time of chaos
During the interviews, it emerged that the participants’
concept of time had been disrupted by the patient’s period of
illness, and that several of them found it di cult to keep
track of time.
The period spent in ICU felt chaotic and confusing to them.
The diary helped them keep track of the sequence of events.
This imparted structure on the patient’s stay in ICU and
helped the bereaved get a better understanding of the
patient’s time in hospital:
‘The diary gives a better structure to everything that
happened at a very hectic time. It’s di cult to put it all in
perspective afterwards. After all, our memory is not our most
reliable tool. Especially not in such a stressful situation.’

«They used the diary to create a sense of order in the
chaos they were experiencing.»
The participants felt well taken care of in the hospital and
they were kept informed by doctors and nurses along the way.
The problem was that they immediately forgot what they had
been told. The diary enabled them to keep track of which day
the patient had been admitted to hospital, when x-rays were
taken, who had visited, etc.
They used the diary to create a sense of order in the chaos
they were experiencing. By putting the various events into a
system, they felt they had a better grasp of the situation:
‘I get all confused about the time, you know. I’m still not
completely sure what day it is. I actually wanted something or
other to use as a reference point, ‘cause I had forgotten so
much of what happened.’
They found that the diary helped them create a sense of order
in the chaos they experienced in the immediate aftermath of
the patient’s death.

Venting emotions
The diary was also used to open up to emotions. Some
deliberately used it to help them grieve. They knew that
whenever they were reading the diary, suppressed emotions
would be triggered.

One of the participants explained as follows: ‘After all, I know
how it all went. I get incredibly sad and start crying. It makes
horri c reading, but you need to deal with those feelings as
well.’
As time passed, family and friends became less preoccupied
with talking about the deceased, but the participants felt they
still needed to grieve. The diary gave them con rmation of
what they had been through and they found acceptance that
grieving was still allowed. The participants explained that
they found support with their grieving in the diary:
‘Yes, in my experience it’s really important. Being able to
bring it out when things are getting a bit tough. My thoughts
are racing when I’m unable to sleep. It helps, it actually calms
me down. I avoid those wretched thoughts: “What did I do
wrong?”’
The diary helped the participants gain better control of
di cult feelings and thoughts.

Discussion
It was clear from the interviews that the bereaved were still
grieving. All human beings will experience grief in the course
of their lifetime, but for some, losing a loved one is so
traumatic that their health will be a ected (20). When
someone dies in ICU, this is normally as the result of acute
and unexpected illness.
Studies show that it is more di cult to cope with unexpected
death, and that the bereaved are more exposed to PTSD (2).
This study shows that the diaries were used for support in the
grieving process, thereby helping the bereaved nd new
meaning in their su ering (20).
Di erent responses to receiving the diary
There are many di erent ways of grieving. Every human being
will react di erently to the death of a loved one, even if the
type of loss may appear to be similar (21). Our study showed
there were many similarities between the participants’
experiences, but that they responded di erently to receiving
the diary.

Taking delivery of the diary was a long-awaited moment, but
it was also emotionally draining. One of the participants
explained that she had to start her grieving process all over
again. Receiving the diary without recourse to psychological
support may therefore have adverse consequences (22). The
national recommendations point out that the diary should be
accompanied by appropriate information when handed over
to the bereaved (11).
Nevertheless, the bereaved expressed gratitude that they
were able to sit down with the diary on their own, because it
was a process they needed to go through. Reliving memories
can be an intrusive experience and some need to keep
thoughts of their bereavement at bay in order to cope with
daily life (23).
In Norway, diaries are not disclosed to relatives while the
patient is in intensive care because it forms part of the
patient’s medical records (11). Consequently, the bereaved
were not prepared for the diary content, although every one
of them had read parts of it. In the study conducted by
Johansson et al. (12), only four out of nine informants had
read the diary, although they were familiar with the content.
Time may be a determining factor when it comes to how
much diary-reading the participants had engaged in. In our
study, the participants who were interviewed nearest to the
bereavement date had spent least time reading the diary.
Acute grief is most pronounced in the rst months following
a bereavement, and in cases of traumatic death, the bereaved
will feel a need to protect themselves against intrusive
memories (24).
Denial and avoidance are normal grief reactions, but can also
be early signs of PTSD, which the relatives of patients who
die in ICU are at risk of developing (25).
Photographs were appreciated
All participants emphasised that the pictures were precious
to them, because they had no photographs of their own of the
patient. Nevertheless, it is advisable to exercise caution when
pictures are included in the diary (14). The participants in our
study felt that the pictures had been selected with care, since
they did not seem distressing.

The diary helped the bereaved to talk about the deceased,
thereby maintaining their association and bond with them. In
the grieving process, e orts to create new meaning are
important for the bereaved to cope with their new situation
in life (21). Some studies have also shown that reading the
diary can feel therapeutic, thereby reducing the incidence of
PTSD (1).

«The diary helped the bereaved to talk about the
deceased, thereby maintaining their association and
bond with them.»
Forgetfulness is a common symptom after a traumatic
incident, and the bereaved will therefore need to hear
information repeatedly (8). The participants’ grasp on the
sequence of events was still poor, but the diary provided
accurate and considerate documentation of the patient’s
illness.
Studies show that the bereaved feel a need to understand the
progression of the illness and the cause of death in order to
process it (26). The study participants highlighted the
signi cance of the care that had been provided for their loved
one and the fact that everything had been done to save the
patient’s life.
According to studies of family needs in intensive care units
after the death of a relative, one of the top priorities is the
need to know that everything possible was done for the
patient (27).
The diary could help in processing traumas
Traumatic experiences from the period spent on ICU can
lead to sleeplessness and concentration di culties, and guilt
and self-recrimination occur relatively often (24). One of the
participants made deliberate use of the diary to help with her
insomnia, in that it helped to ease her spinning mind and
reduce her feeling of guilt.
Studies show that bereaved relatives nd it di cult to talk to
other people about the time in intensive care, although they
do feel a need to talk about the death (28). The diary was
used as a tool for talking to other people about the period
spent in ICU.

The diary also helped to impart structure on the chaos that
many participants felt immersed in. Following up on
bereaved relatives is important and has an impact on their
grieving process (26). However, according to one Norwegian
study, not all intensive care units o er a follow-up service for
bereaved family members (29).
Strengths and weaknesses of the study
The study’s objective was to increase our knowledge and
enhance our understanding of how bereaved family members
experience taking receipt of the intensive care diary of a loved
one after the patient’s death. The study sample was small, but
the variation in age, gender and relationship to the patient
nevertheless provided for rich, diverse and nuanced
descriptions.
The study was strengthened by its open approach, an
awareness of potential preconceptions and the fact that the
rst author conducted and transcribed all the interviews,
which built a deep familiarity with the data material.

Conclusion and implications for practice
The diaries were used by the bereaved for comfort and
support during their grieving process. The diary information
helped impart a structure on the chaotic time that followed
the death of their loved one. The diaries also helped them
imbue their su ering with meaning and maintain a bond with
the deceased. Intensive care units should provide more
individual follow-up of bereaved relatives.
Handing the diary over to the bereaved appears to be good
practice and should be prioritised. Every year, many patients
die in Norwegian intensive care units. The grieving process
that their loved ones go through should therefore receive
more attention on the ward, but also in further research.
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