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Background: Intensive care treatment has been associated with risks for new or
impairments have the potential of continuing beyond the acute phase of treatment.
In parallel, preventive actions have gradually become an integrated part of critical
care nursing, and in Norway, national recommendations for the use of intensive care
unit diaries have been established.
Design and methods: A survey was conducted in Norwegian intensive care units
offering care for adult patients, using a questionnaire asking about the frequency,
administration and content of the follow-up offered to patients, their relatives, as
well as bereaved family members.
Results: Thirty-nine of 66 (59.1%) invited intensive care units answered the questionnaire. The majority (n = 33, 84.6%) of the responding units had follow-up routines. The provision of diaries was the most frequent follow-up activity (n = 24,
61.5%), and consultations postdischarge formed an integrated part of the diary practice. Consultations with bereaved were conducted in 21 (53.8%) of the intensive
care units. About one quarter of the responding intensive care units had positions
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for follow-up nursing staff.
Conclusion: Nurse-led follow-up after critical care was a common activity in Norwegian intensive care units, comprising diaries and consultations offered to patients
and family members. The follow-up was mainly driven by bottom-up processes conducted by dedicated nurses motivated by the patients’ and their families’ situation
and feedback.
Relevance to clinical practice: Adherence to recommendations, as well as the availability of defined positions for aftercare nurses or teams, may improve the implementation of follow-up practices and reduce suffering after discharge from
Norwegian intensive care units.
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1 | INTRODUCTION
Alongside the successes of modern critical care, a growing body of

What does this paper contribute to the wider
global clinical community?

evidence has revealed physical, mental and cognitive side effects in

• Follow-up activities at Norwegian intensive care unit

both patients and their family members after intensive care unit

(ICUs) for patients and their next of kin are driven and

(ICU) hospitalisation (Needham et al., 2012). The prevention of harm

led by dedicated nurses.

and restoration of health, functioning, comfort and self-fulfilment

• The use of ICU diaries is the most common follow-up

have been recognised as fundamental parts of nursing (Meleis,

activity in Norwegian ICUs and serves as an integrated

2012). Accordingly, nurses have developed follow-up initiatives

part of the follow-up consultations with patients, relatives

specifically aimed at supporting both patients and their families

and bereaved families.

through the trajectory of critical illness and recovery. Moreover,

• Lack of positions for aftercare nurses or teams may

patient diaries and follow-up conversations with patients and their

reduce the implementation of these follow-up practices.

families have become an increasingly important part of critical care
nursing (Egerod et al., 2013).
The burden of recovery after critical care has both physical and

(McKinley, Fien, Elliott, & Elliott, 2013, 2016). The first year after

psychosocial dimensions. Symptoms of intensive care unit acquired

critical illness, the prevalence of post-traumatic stress disorder

weakness (ICUAW) are among the most commonly reported physical

(PTSD) has been estimated to affect 4%–62% of patients and anx-

health limitations, and up to 80% of ICU patients develop some kind

iety to affect 62% (Karnatovskaia et al., 2015; Parker et al., 2015).

of neuromuscular dysfunction (Jolley, Bunnell, & Hough, 2016).

In this respect, frightening delusions and hallucinations have been

ICUAW has been documented to increase 1-year mortality in

recognised as potentially more traumatising than real events.

patients requiring long ICU stays (>8 days) and to be a significant

Moreover, one-third of the patient population has been reported

threat to functioning and activities even years after discharge (Her-

to experience depression at the 1-year follow-up (Rabiee et al.,

ridge et al., 2011; Schandl et al., 2011). After hospitalisation, a

2016). Factors associated with depression were pre-ICU psycho-

majority of critically ill patients will need long-term follow-up in a

logical illnesses, mood symptoms, stressful experiences in the ICU,

rehabilitation facility: community-based physical rehabilitation or

delusional memories and lack of factual memories while hospi-

home-based assistance with care (Agard, Lomborg, Tonnesen, &

talised. Overall, distress and the impact of delusional memories, or

Egerod, 2014; Griffiths et al., 2013). The patients themselves

lack of factual memories, seem to play a significant role in emo-

describe the first year after discharge as a struggle to regain physical

tional and cognitive outcome after critical illness (Karnatovskaia

strength, functioning and domestic roles (Agard, Egerod, Tonnesen,

et al., 2015).

& Lomborg, 2012).

Informal caregivers also experience psychological problems after

Another burden associated with critical illness is cognitive impair-

ICU discharge and sometimes even comparable or worse levels of

ment, which is reported in 4%–62% of general intensive care

PTSD, anxiety and depression than patients (van Beusekom et al.,

patients after a follow-up between 2–156 months (Wolters, Slooter,

2016; Fumis, Ranzani, Martins, & Schettino, 2015). Overall, the

van der Kooi, & van Dijk, 2013). Patients often describe disturbed

health deficits after critical illness severely effect social functioning

memories, delusions and illusions after critical illness, which may be

in terms of employment status in both patients and their partners

associated with delirium, a frequent complication reported in as

(Agard et al., 2014; Griffiths et al., 2013).

much as 80% of patients in need of mechanical ventilation (Karna-

To raise awareness of post-ICU impairment, a stakeholder’s con-

tovskaia, Johnson, Benzo, & Gajic, 2015). Delirium has been associ-

ference in 2010 agreed upon the terminology postintensive care

ated with impaired cognitive functioning 12 months after discharge

syndrome (PICS) as a new concept to describe “new or worsening

from hospital, in both medical and general ICU populations (Girard

impairments in physical, cognitive or mental health status arising

et al., 2010; Wolters et al., 2014).

after critical illness and persisting beyond the acute care hospitalisa-

New or increased psychosocial problems are prevalent in both

tion” (Needham et al., 2012, pp. 505). Furthermore, the term was

patients and their next of kin following treatment in an ICU

applicable to both patients (PICS) and family members (PICS-F).

department (Agard et al., 2014; van Beusekom, Bakhshi-Raiez, de

While knowledge about long-term consequences of critical illness is

Keizer, Dongelmans, & van der Schaaf, 2016; Schandl et al.,

increasing, less is known about the implications for follow-up and

2011). Pain and sleep disturbances affecting health are common

clinical nursing practice.
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(Svenningsen et al., 2015). Nevertheless, large diversities still exist
in

follow-up

practices

both

within

and

between

countries.

Knowledge of successful rehabilitation programmes for the adult ICU

Moreover, the content of these follow-up programmes is not

population is still sparse, but nurse-led follow-up practices including

standardised.

the use of diaries have been stated to be the best evidence-based

The aim of this study was to describe the prevalence and con-

initiative for positive mental health after critical illness (Lasiter, Oles,

tent of nurse-led follow-up practices after critical care hospitalisation

Mundell, London, & Khan, 2016; Mehlhorn et al., 2014). For about

in Norway, including the use of follow-up consultations and patient

three decades, nurses working at intensive care units have written

diaries in the ICUs.

diaries as part of caring for the critically ill patient and their next of
kin. The diaries have been used to fill in gaps in patients’ memories
from their stay in ICUs and combine text and photographs to show

3 | METHODS

significant situations and changes in the patient’s condition (Jones,
2014). Egerod and co-workers compared the practices related to

This study has a survey design using a questionnaire developed by

nurse-led aftercare in Scandinavia and found diaries to be an integral

the study authors through a process of consensus. The question-

part of ICU follow-up (Egerod et al., 2013). During the hospital stay,

naire comprised both closed and open-ended questions asking

nurses, and sometimes also family members, wrote in the diaries

about nurse-led follow-up practices at Norwegian intensive care

daily, describing the illness trajectory from the perspective of what

units. The open-ended questions were mainly used to specify or

patients would appreciate and benefit from remembering if they had

deepen answers given to the close-ended questions in order to

been fully awake. After transfer to step-down units or regular wards,

facilitate the interpretation of findings. First, information about the

nurses visited patients at the wards and offered follow-up conversa-

project and an invitation to participate were sent to departments

tions at a later stage. The use of diaries has now become a world-

included in the Norwegian Intensive Care Registry (https://helse-

wide activity (Jones, 2014).

bergen.no/norsk-intensivregister-nir). Members from the research

A national recommendation for the use of patient diaries was

group identified additional units. The inclusion criteria were

published in Norway in 2011 (Storli, Eskerud, Gjengedal, Holme, &

departments offering mechanical ventilation (CPAP, NIV or positive

Synnev
ag, 2011). This was based on a need for more standardisation

pressure ventilation) for more than 24 hr and included surgical,

revealed by a Norwegian study of use of diaries (Gjengedal, Storli,

medical,

Holme, & Eskerud, 2010).

Neonatal and paediatric intensive care units were excluded, as

The Norwegian recommendations for the use of diaries give Norwegian nurses advice on topics such as target group for the diary,

specialised

and

postoperative

intensive

care

units.

these units were expected to have different practices for nurseled follow-up.

when to start, health professionals as authors, access, structure and
language, content, use of photographs, handover process and storing
as part of the medical record. Norwegian nurses at ICUs that used

3.1 | Data collection

diaries, described the diary practice in 2010 as a nursing caring act,

After approval from the head of the departments, nurses working

anchored in the organisational leadership of the department. More-

in an ICU, and having a particular responsibility for the diaries and

over, having a resource group that led the initiative on a daily basis

follow-up practices of patients and their families, were asked to fill

was important for keeping a high level of diary activity (Gjengedal

in a questionnaire on behalf of their units. The questionnaire com-

et al., 2010). Other nurse-led follow-up practices for patients and

prised 110 items in six domains: ICU characteristics, follow-up con-

their relatives may include short-term follow-up and ward visits, and

sultations with patients and family, follow-up with bereaved family

long-term follow-up in terms of phone calls and appointments,

members, the use of patient diaries, the use of Norwegian National

return visits to the ICU room, drop in meetings outside the hospital,

Recommendations for Diaries (Storli et al., 2011) and a report on

s to share experiences with others (Jonasdotfor example at ICU cafe

the numbers of follow-up consultations and diaries from 2013. The

tir, Klinke, & Jonsdottir, 2016; Svenningsen, Langhorn, Agard, &

questionnaire content was based on an earlier interview study on

Dreyer, 2015). Follow-up of the relatives’ grieving process after los-

the use of diaries at Norwegian ICUs and the subsequent Norwe-

ing one of their loved ones in the ICU has also been part of nurse-

gian recommendations (Gjengedal et al., 2010; Storli et al., 2011).

led follow-up. Experiencing a high risk of death, often sudden and

After the questionnaire content had reached consensus in the

unexpected, puts a lot of strain on family members in the ICU, and

research group, three units, from two university hospitals and one

nurses have provided support afterwards in terms of condolence

local hospital, were asked to review the questionnaire for face

cards, brochures, phone calls and follow-up appointments (McAdam,

validity, resulting in some minor linguistic corrections. Overall, the

Dracup, White, Fontaine, & Puntillo, 2010; McAdam & Erikson,

questionnaire was easy to understand and fill in. The most difficult

2016).

part was the objective information about unit characteristics and

Today, a general consensus exists on the need for systematic

the actual treatment offered throughout the year 2013 (e.g.,

and comprehensive rehabilitation and follow-up programmes sup-

number of patients receiving mechanical ventilation or noninvasive

porting both patients and family members following critical care

ventilation).
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T A B L E 1 Intensive care unit (ICU) departments and patients

3.2 | Analysis

n

Descriptive analyses, frequencies and percentages for the categorical

Mean (SD)

Min–Max

Number of ICU beds

34

7.2 (3.0)

2–15

Number of full-time
nursing positions

29

39.9 (26.8)

5–108

numerical data, were used to describe the nurse-led follow-up activity. The statistical package

Number of patients admitted

24

1,214.7 (1,183.4)

129–4,525

Adults

19

1,028.7 (1,040.3)

125–4,167

Children <18 years

15

53.9 (85.1)

4–352

Patient age

18

62.2 (5.3)

0–101.9

data, and mean, standard deviation and range for the continuous

SPSS

version 19 (SPSS Inc.) was used for

the descriptive statistics. Two of the authors (ALM and ANH) crosschecked the entering of data into

SPSS.

3.3 | Ethics and approvals

Length of stay (days)

24

2.8 (1.4)

The questionnaire was sent together with a letter of invitation and

Invasive ventilator support
(number of patients)

29

163.4 (191.1)

Invasive ventilator support
time (days per patient)

17

4.0 (1.6)

Noninvasive ventilator support
(number of patients)

22

154.4 (101.1)

Noninvasive ventilator support
time (days per patient)

12

0.9 (0.9)

an informed consent form to the identified units in late spring 2014.
Nonresponding units were given four reminders, one by mail, two by
telephone and one by email. The participating units were informed
that their given information would be treated confidentially and
anonymously. The data analyses were conducted on a password-protected research server. The Norwegian Centre for Research Data

0.007–94
0–700
0.013–72
20–402
0.007–66

approved the study (ID 2014-37924).
perspectives. Moreover, the purpose was to fill needs for informa-

4 | RESULTS

tion, support the processing of memories and receive feedback on

4.1 | ICU characteristics

care and treatment (Figure 1). Systematic assessments using stan-

In total, 39 of the 66 invited ICUs answered the questionnaire, giv-

were seldom part of the follow-up interventions (Figure 1).

dardised questionnaires for quality improvement projects or research

ing a response rate of 59.1%. These included units at university hos-

Even though many units did not register their follow-up activity,

pitals (n = 14), regional hospitals (n = 10) and local hospitals

seven units reported they had performed on average 32.1 (4–67) fol-

(n = 15). The majority of units were general intensive or mixed ICUs

low-up-consultations in 2013, while 46.3 (4–116) patients had

(n = 28), whereas the others included medical ICUs (n = 7), spe-

received an invitation to take part. Furthermore, eleven units had

cialised ICUs (i.e., neurointensive and burn units) (n = 3) and one

invited 37.5 (6–75) bereaved and had performed on average 20.5 (2–

postoperative ICU. The nonresponding ICUs did not differ from

59) consultations with next of kin after a patient had died in the ICU.

those responding with regard to type of ICU and type of hospital
(not shown).
The number of full-time critical care nurses employed was on

4.3 | Patient diaries and follow-up consultations

average 39.9, and the mean number of intensive care beds was 7.2

The responding ICUs had introduced patient diaries between 1990–

(Table 1). The mean number of patients treated in 2013 was

2012 and had used diaries routinely for on average 12.0 (SD 6.0)

1,214.7, of whom, 163.4 (mean) received invasive ventilator support

years. Of the 24 ICUs that offered patient diaries, 23 (95.8%) had

for on average 4.0 days. Noninvasive ventilator support was given

protocols for when to start writing and for the handover procedure.

to 154.4 patients (mean), lasting on average for 0.9 days (Table 1).

Twenty-two ICUs (91.7%) had predefined the target group, and 16
(66.7%) had established procedures for quality checks.
The main target group for diaries was adult patients (76.9%) who

4.2 | Follow-up interventions and routines

had been treated with invasive mechanical ventilation (Table 2). Dia-

In total, 33 (84.6%) of the 39 responding ICUs offered follow-up to

ries were seldom or never written in the following cases: patients

patients or bereaved family members, and 31 (79.5%) units had writ-

speaking foreign languages, after suicide attempts, when patients

ten protocols regulating this activity. Twenty-seven (69.2%) ICUs

were intellectually disabled or suffering from dementia or severe

offered follow-up for patients. Twenty-four (61.5%) of these used

mental illness, or when a patient had been considered as organ

patient diaries as an important part of their follow-up, whereas three

donor (Table 2). In most ICUs, the nurses discussed the initiation of

ICUs (7.6%) used follow-up consultations only. Twenty-one ICUs

use of the ICU diary for particularly vulnerable patients with the rest

(53.8%) offered follow-up to bereaved family members. Six of these

of the multidisciplinary team. The reported purpose of diaries was

ICUs (15.4%) offered follow-up to bereaved only and not to

mainly to meet patient needs for information and to support pro-

survivors.

cessing of memories from the stay in the ICU (Figure 1).

The follow-up interventions with patients or bereaved family
were

mainly

based

on

preventive,

caring

and

therapeutic

In 91.3% of the responding units, the recommendations for use
of diaries advocated writing the first note within 3 days after patient
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Research and quality improvement projects; Follow-up
Diary
Receive next of kin’s feedback on care and treatment; Follow-up
Diary
Support processing of ICU memories, next of kin; Follow-up
Diary
Information needs, next of kin; Follow-up
Diary
Receive patient feedback on care and treatment; Follow-up
Diary
Support processing of ICU memories, patient; Follow-up
Diary
Information needs, patient; Follow-up
Diary
0%

10%

Always/often

FIGURE 1

20%

30%

Sometimes

40%

50%

60%

70%

80%

90%

100%

Seldom/never

Purposes for the use of diaries and follow-up consultations

admission. The diary content comprised the patients’ ICU environ-

patients, and 62% found them positive for next of kin. No units

ment, important transitions in care and procedures, as well as visits

reported a perceived negative impact of the diaries on patients or

from family or friends (Figure 2). It was common to use photographs,

their families.

and 21 (80%) departments reported using photographs always or
often.
The average time used for the first diary entry was 24.3 (SD

4.4 | Consultations with bereaved

10.3) minutes and for the daily notetaking 15.9 (SD 6.9) minutes.

The majority (76%) of the ICUs contacted the next of kin between

Mainly nurses (96.2%) wrote the diary notes. However, family mem-

3 weeks and 2 months after the patient had died, and the consulta-

bers were given the opportunity to write in the diary in 42% of the

tions were mainly conducted during the same time period (88%).

units. The handover process differed greatly between hospitals, but

The target group consisted of almost all bereaved and was indepen-

was most often performed in hospital as part of a follow-up conver-

dent of the illness trajectory (Table 2). The purpose of the consulta-

sation (34.6%), or as part of the transfer from the ICU to step-down

tion was to give the next of kin a possibility for processing their

units or other hospitals (30.8%).

experiences (100%) and to supply information according to their

Twenty units reported using follow-up consultations as part of

needs (92%). In 66.7% of the units, feedback on treatment and care

the process of using diaries. The follow-up conversation had more

was part of the purpose of the follow-up. The needs of the bereaved

focus on next of kin compared with the written diary (Figure 1). It

formed the basis for the dialogues (95.7%), which were mainly con-

was common to invite family, and only three units never invited next

ducted face-to-face (63.6%) or by telephone (61.9%).

of kin to follow-up conversations with the patient. In nearly 90% of
the ICUs, the follow-up consultation was an open face-to-face dialogue based on the patients’ needs, whereas nearly 60% (58.8%)

4.5 | Nurses’ role in the follow-up

sometimes performed a follow-up by telephone. A consultation

Only nine departments (23.1%) had a defined position of aftercare

guide was used in 47.1% of the units.

nurse, and only eight (20.5%) had a resource group organising the

All but two units offered visits to the ICUs in connection with the

follow-up activities. The diary group and resource group often con-

follow-up consultations to allow patients to meet staff that had cared

sisted of the same persons. Nurses participated (84.2%) and led the

for them, and re-experience equipment, sounds, smells and atmo-

follow-up conversations (83.3%) most often; this also applied to con-

sphere in order to establish a more accurate memory of their ICU stay.

sultations with the bereaved next of kin, with 96.2% and 75.0% for

The majority of the follow-up consultations were performed within

participation and leadership, respectively. Beside nurses, medical

the first 3 months after discharge (80%). Moreover, a second follow-up

doctors were the profession that participated the most, especially in

consultation was offered at five units, either within the first 3 months

follow-up consultations after patients had died (72.0%). The patients’

(two units) or between the fourth and sixth months (three units).

primary care nurse had an important role, being the person that

In about two-thirds of the units, the diaries were offered to the

most frequently initiated the use of a diary (73.1%), and that partici-

bereaved next of kin after a patient had died in the ICU. Eighty-eight

pated most in both follow-up consultations (72.2%) and consulta-

per cent of the units experienced the diaries to be positive for

tions with the bereaved (87.0%).
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T A B L E 2 Follow-up target populations
Follow-up consultations
Always/often
n (%)

Some times
n (%)

Seldom/never
n (%)

Intensive care unit (ICU) departments (n = 39)

n

All patients

18

1 (5.6)

1 (5.6)

16 (88.9)

Patients on invasive mechanical ventilation

16

7 (43.8)

3 (18.8)

6 (37.5)

Patients having long-lasting ICU stays

15

7 (46.7)

3 (20.0)

5 (33.3)

Patients having short ICU stays

15

0

5 (33.3)

10 (66.7)

Patients having short, acute and dramatic ICU stays

14

3 (21.4)

4 (28.6)

7 (50.0)

Patients having a written diary

15

11 (73.3)

2 (13.3)

2 (13.3)

Patients <16 years and their next of kina

20

5 (7.6)

4 (6.1)

0

Diaries
Patients expected to survive

24

16 (66.7)

5 (20.8)

3 (12.5)

Patients who were awake

24

10 (41.7)

4 (16.7)

10 (41.7)

Patients on invasive mechanical ventilation

25

17 (68.0)

6 (24.0)

2 (8.0)

Patients on noninvasive mechanical ventilation

26

6 (23.1)

10 (38.5)

10 (38.5)

Patients who made a suicide attempt

25

3 (12.0)

5 (20.0)

17 (68.0)

Patients having severe mental illness

25

2 (8.0)

5 (20.0)

18 (72.0)

Patients having severe mental retardation

25

1 (4.0)

3 (12.0)

21 (84.0)

Patients having dementia

25

1 (4.0)

3 (12.0)

21 (84.0)

Patients having severe head injury

25

9 (36.0)

4 (16.0)

12 (48.0)

Possible organ donation

25

2 (8.0)

1 (4.0)

22 (88.0)

Not speaking Norwegian

25

3 (12.0)

3 (12.0)

19 (76.0)

All bereaved

25

21 (84.0)

3 (12.0)

1 (4.0)

Long-lasting ICU stays

17

14 (82.4)

3 (17.6)

0

Short ICU stays

17

13 (76.5)

3 (17.6)

1 (5.9)

Short, acute and dramatic ICU stays

17

14 (82.4)

2 (11.8)

1 (5.9)

Bereaved persons whose deceased family members had a written diary

14

10 (71.4)

4 (28.6)

0

Bereaved persons whose deceased family members had been organ donors

16

14 (87.5)

0

2 (12.5)

Consultations with bereaved

a

Not relevant for 11 units not caring for children.

Nurses became motivated to write diaries through caring for

intensive care experience and have integrated supportive and pre-

patients (96%), knowledge gained from research and conferences

ventive caring initiatives into their nursing practice (Gjengedal et al.,

(72%), the diary resource group (70%), through patients’ next of kin

2010; Needham et al., 2012). The present study showed that the

(50%) and their leaders (25%). The use of diaries was facilitated

follow-up was predominantly driven by bottom-up processes imple-

through written recommendations (88.5%) that described the layout,

mented by dedicated critical care nurses working at the bedside or

content and language. A diary nurse usually checked the quality of

in teams, and taking special responsibility for the after care of critical

the diary before the handover (62.5%), mainly for content, pho-

care patients and their families, confirming earlier reports (Heindl,

tographs and ethics, but also for structure and language.

Bachlechner, Nydahl, & Egerod, 2016; Nydahl, Knueck, & Egerod,
2015).
The use of ICU diaries was the most frequently occurring part of

5 | DISCUSSION

the follow-up activity in Norway, and based on data from this and
an earlier study, it was implemented in about 40% of the ICUs. A

This study describes the frequent use of nurse-led follow-up, includ-

review of nurse-led follow-up practices in Scandinavia has shown

ing the use of ICU diaries at Norwegian intensive care units. About

that diaries were written in about two-thirds of the Swedish units

50% of the invited units and 80% of the responding units had

and about half of the Danish ICUs (Egerod et al., 2013). Scandina-

nurse-led follow-up to support patients and their next of kin after

vian nurses started writing ICU diaries in the early 1990s, and still

their ICU stay. Thus, many Norwegian critical care nurses have

this initiative seems to be more widespread in Scandinavia compared

recognised the potential long-term harm and effects related to the

with other countries where diaries have been introduced more
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recently (Egerod, Storli, & Akerman, 2011; Heindl et al., 2016; Nair,

nurses, rarely by other health professionals, in accordance with ear-

Mitchell, & Keogh, 2015; Nydahl et al., 2015).

lier findings from Scandinavia (Egerod et al., 2013). We also found

Over the years, ICU diaries have been used as part of the patient

that next of kin was given the opportunity to write in the diary in

and family follow-up at Norwegian ICUs, but still the provision

nearly half of the units and formed the second largest group next to

seems to be characterised by variations in both frequency and rou-

nurses giving diary notes. Including relatives in both reading and

tines. This has been found in other studies, describing the voluntary

writing in the diary may support care for the patients by adding

nature of nurse-led follow-up programmes, relying on nurses with a

information about what happens at home or what the family thinks

particular interest in follow-up (Egerod et al., 2013; Heindl et al.,

the patient would like to know (Ednell, Siljegren, & Engstrom, 2017).

2016; Nydahl et al., 2015). Moreover, lack of evidence from clinical

Moreover, through reading the diary, relatives got access to informa-

trials may inhibit the implementation of follow-up as an integrated

tion about what was happening to the patient. However, while

part of critical care (Jensen et al., 2016; Ullman et al., 2014).

patients often lack memories of their ICU stay, family members may

The target population for having a diary in this study was mainly

have strong and vivid memories, and their writings may therefore

patients who were expected to survive and patients who had

serve more to provide a therapy for themselves than to meet the

received mechanical ventilation, confirming earlier research showing

patient’s needs for information and care (Aitken, Rattray, & Hull,

an association between a need for treatment on a ventilator and the

2017). Furthermore, the use of family notes can conflict with the

use of ICU diaries (Akerman, Granberg-Axell, Ersson, Fridlund, &

recommended status of the diary in Norway, where it is advised to

Bergbom, 2010; Gjengedal et al., 2010). Similar to the routines fol-

store the ICU diary as part of the patient’s medical records as a pro-

lowed in other countries (Beg, Scruth, & Liu, 2016), our findings

fessional legal document (Storli et al., 2011). Norwegian nurses have

demonstrate that patients who had neurocognitive deficits, severe

previously been reported to encourage family members to write

mental illness or who only spoke foreign languages were less likely to

their own diary or to give them separate sheets that can be added

receive a diary. Most ICUs reported that the appropriateness of using

to the diary later (Gjengedal et al., 2010).

an ICU diary was discussed by the multidisciplinary team in particu-

The perspective of the diary concept in Norway has been and

larly vulnerable patients. Thus, the target group for diaries was mostly

still seems to be dominantly reported as an act of caring, but also

based on the clinical judgements of the professionals. More research

with preventive and therapeutic purposes (Gjengedal et al., 2010).

is needed to identify the subsets of patients who benefit most from

Therapy, empathy and innovation have previously been stated as

having a diary (Aitken, Rattray, Kenardy et al., 2017).

theoretical understandings held by nurses for the use of patient dia-

Almost all units used photographs. In an earlier study, critical ill-

ries (Egerod et al., 2013; Heindl et al., 2016). Norwegian ICU nurses

ness survivors reported finding pictures particularly helpful when it

predominantly wrote the diary aimed at the patient’s needs. The fol-

came to understanding the severity of what they had gone through,

low-up consultations, on the other hand, were more open to the

and the majority of patients did not report the photographs as

needs of family members. Acknowledging family wishes for informa-

unpleasant to look at (Akerman, Ersson, Fridlund, & Samuelson,

tion and support in follow-up consultations is in accordance with a

2013).

recent review by Jonasdottir et al. (2016). Engstrom, Rogmalm,

The ICU diary was placed together with the rest of the confiden-

Marklund, & Walivaara (2015) have described how patients experi-

tial patient documentation. The diaries were mainly written by

enced both family members and the diaries as important tools in the
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struggle to “create a context and coherence from a missing or unreal

This study is the first to aim at describing the provision of differ-

time”. Furthermore, earlier studies report that family members often

ent nurse-led ICU follow-up activities after the implementation of

experience traumatic stress and extended periods of sick leave

national guidelines. A strength of the study is the comprehensive

through being the primary caregivers and facilitators of patient

assessment of follow-up initiatives. Moreover, this study describes

recovery (Svenningsen et al., 2015). Thus, the follow-up consultation

different nursing initiatives for both patients and their next of kin

could be an arena for meeting the families’ needs and for giving

that extend critical care to the weeks and months after the discharge

information.

from the ICU. On the other hand, the relatively low response rate of

This study shows that follow-up in connection to the diary was

59.1% represents a limitation.

conducted in 20 units, which is comparable to the previous findings
from the Scandinavian interview study (Egerod et al., 2013; Gjengedal et al., 2010). Having a diary was the most frequent criterion for

6 | CONCLUSIONS

offering a follow-up consultation, beside the need for mechanical
ventilation and a long-lasting ICU stay. The combined use of diaries

About 80% of the responding Norwegian ICUs offered follow-up to

and follow-up consultations in our study is supported by a recent

patients or bereaved family members, but the practices were not

review indicating the value of the diary for improving consultation

uniform. Only half of the responding units had follow-up for the

outcome (Jensen et al., 2015).

bereaved, which is lower than recommended (Davidson et al., 2007).

In 2010, all ICUs that reported using diaries as part of their nursing

Using diaries was the most common follow-up activity, but the fre-

care also expressed a need for national recommendations. Thus, Nor-

quency and variations in performance were not satisfactory consid-

way was among the first countries to establish national recommenda-

ering the potential for reducing PTSD in both patients and their

tions for the use of diaries (Gjengedal et al., 2010; Storli et al., 2011).

relatives (Garrouste-Orgeas et al., 2012; Jones et al., 2010). Only

Variations in trajectories of illness and recovery among ICU patients

one quarter to one-fifth of the units had organised the follow-up

also demonstrate the need for an individualised follow-up programme

activity by defining positions for aftercare nurses or resource groups,

with regard to both content and timing (Aitken, Rattray, & Hull, 2017;

and the follow-up activity was mainly run and led by the bedside

Kean et al., 2017) which also may explain variations in follow-up in the

nursing staff, perhaps making the implementation more dependent

present study. Even so, adherence to the national recommendations

on enthusiasts and time available. Including follow-up in the struc-

(Gjengedal et al., 2010; Storli et al., 2011) may reduce unnecessary

ture of positions, as an integrated part of the formalised ICU pro-

variation and improve the quality of follow-up activities at ICUs.

gramme, may improve compliance with recommended guidelines.

In this study, about half of the responding units contacted and

Despite patient and family satisfaction with follow-up (Svenningsen

offered a consultation with the bereaved family either face-to-face

et al., 2015), more research and knowledge are needed to improve

or by telephone between 3 weeks and 2 months after the patient

follow-up practices at ICUs.

had died. These units aimed at giving a follow-up to all bereaved
family members. Admissions to intensive care units are usually unexpected, and the intensity of bereavement after critical care has been

7 | RELEVANCE TO CLINICAL PRACTICE

shown to be predicted by being unprepared for the death of a loved
one and associated with greater use of emotional support, self-blame

The findings from this study give an overview of nurse-led follow-up

and denial (Buckley et al., 2015). The ICU diaries were offered to

for ICU patients and their next of kin and support the development

the relatives after patient deaths. This practice is supported by a

of more standardised programmes and recommendations. The persis-

recent study describing how family members experience diaries to

tence of nurse-led follow-up initiatives over three decades in Nor-

support social interaction, and rational and emotional understanding,

way demonstrates the relevance of follow-up experienced from a

and to bridge the gap between the hospitalisation and postbereave-

nursing perspective. Nursing care extends to a large degree beyond

ment period (Johansson, Wahlin, Magnusson, Runeson, & Hanson,

the intensive care unit stay.

2017). Complicated grief is experienced by a significant proportion
of relatives after intensive care treatment and is associated with
being present at the time of death, not having said goodbye, the

CONTRIBUTIONS

patient refusing treatment, the patient dying when still intubated

Study design and questionnaire development: all authors; data col-

and poor communication between relatives and physicians (Kentish-

lection: ALM, SLS, EG, ANH, RL, RK and KH; data analysis: ALM,

Barnes et al., 2015). Bereavement follow-up services have been

ANH and AMF; manuscript preparation: ALM, SLS, EG, ANH, RL and

reported to be present in about one-third of the Australian and

KH; revisions and final approval of the article: all authors.

about half of the New Zealand ICUs, and while social workers conducted most of the follow-up in Australia, nurses had this responsibility in New Zealand, which was comparable to our findings from
Norway (Mitchell, Coombs, & Wetzig, 2017).

CONFLICT OF INTEREST
The authors have no conflict of interest to declare.

MOI

|

ET AL.

ORCID
Asgjerd Litlere Moi

http://orcid.org/0000-0002-7158-1792

REFERENCES
Agard, A. S., Egerod, I., Tonnesen, E., & Lomborg, K. (2012). Struggling
for independence: A grounded theory study on convalescence of ICU
survivors 12 months post ICU discharge. Intensive & Critical Care
Nursing, 28, 105–113. https://doi.org/10.1016/j.iccn.2012.01.008
Agard, A. S., Lomborg, K., Tonnesen, E., & Egerod, I. (2014). Rehabilitation activities, out-patient visits and employment in patients and
partners the first year after ICU: A descriptive study. Intensive & Critical Care Nursing, 30, 101–110. https://doi.org/10.1016/j.iccn.2013.
11.001
Aitken, L. M., Rattray, J., & Hull, A. M. (2017). The creation of patient
diaries as a therapeutic intervention – For whom? Nursing in Critical
Care, 22, 67–69. https://doi.org/10.1111/nicc.12286
Aitken, L. M., Rattray, J., Kenardy, J., Hull, A. M., Ullman, A. J., Le Brocque, R., . . . Macfarlane, B. (2017). Perspectives of patients and family
members regarding psychological support using intensive care diaries:
An exploratory mixed methods study. Journal of Critical Care, 38,
263–268. https://doi.org/10.1016/j.jcrc.2016.12.003
Akerman, E., Ersson, A., Fridlund, B., & Samuelson, K. (2013). Preferred
content and usefulness of a photo diary as described by ICU
patients–a mixed method analysis. Australian Critical Care, 26, 29–35.
https://doi.org/10.1016/j.aucc.2012.04.002
Akerman, E., Granberg-Axell, A., Ersson, A., Fridlund, B., & Bergbom, I.
(2010). Use and practice of patient diaries in Swedish intensive care
units: A national survey. Nursing in Critical Care, 15, 26–33. https://d
oi.org/10.1111/j.1478-5153.2009.00364.x
Beg, M., Scruth, E., & Liu, V. (2016). Developing a framework for implementing intensive care unit diaries: A focused review of the literature. Australian Critical Care, 29, 224–234. https://doi.org/10.1016/j.a
ucc.2016.05.001
Buckley, T., Spinaze, M., Bartrop, R., McKinley, S., Whitfield, V., Havyatt,
J., . . . Tofler, G. (2015). The nature of death, coping response and
intensity of bereavement following death in the critical care environment. Australian Critical Care, 28, 64–70. https://doi.org/10.1016/j.a
ucc.2015.02.003
Davidson, J. E., Powers, K., Hedayat, K. M., Tieszen, M., Kon, A. A., Shepard,
E., . . . Ghandi, R. (2007). Clinical practice guidelines for support of the
family in the patient-centered intensive care unit: American College of
Critical Care Medicine Task Force 2004–2005. Critical Care Medicine,
35, 605–622. https://doi.org/10.1097/01.CCM.0000254067.14607.EB
Ednell, A. K., Siljegren, S., & Engstrom, A. (2017). The ICU patient diary-A
nursing intervention that is complicated in its simplicity: A qualitative
study. Intensive & Critical Care Nursing, 40, 70–76. https://doi.org/10.
1016/j.iccn.2016.12.002
Egerod, I., Risom, S. S., Thomsen, T., Storli, S. L., Eskerud, R. S., Holme, A.
N., & Samuelson, K. A. M. (2013). ICU recovery in Scandinavia: A
comparative study of intensive care follow-up in Denmark, Norway
and Sweden. Intensive & Critical Care Nursing, 29, 103–111, 109p.
https://doi.org/10.1016/j.iccn.2012.10.005
Egerod, I., Storli, S. L., & Akerman, E. (2011). Intensive care patient diaries
in Scandinavia: A comparative study of emergence and evolution.
Nursing Inquiry, 18, 235–246. https://doi.org/10.1111/j.1440-1800.
2011.00540.x
Engstrom, A., Rogmalm, K., Marklund, L., & Walivaara, B. M. (2015). Follow-up visit in an ICU: Receiving a sense of coherence. Nursing in
Critical Care. https://doi.org/10.1111/nicc.12168
Fumis, R. R., Ranzani, O. T., Martins, P. S., & Schettino, G. (2015). Emotional disorders in pairs of patients and their family members during

2885

and after ICU stay. PLoS ONE, 10, e0115332. https://doi.org/10.
1371/journal.pone.0115332
rier, A., Timsit, J. F., Pochard, F., LanGarrouste-Orgeas, M., Coquet, I., Pe
crin, F., . . . Angeli, S. (2012). Impact of an intensive care unit diary on
psychological distress in patients and relatives. Critical Care Medicine,
40, 2033–2040. https://doi.org/10.1097/CCM.0b013e31824e1b43
Girard, T. D., Jackson, J. C., Pandharipande, P. P., Pun, B. T., Thompson,
J. L., Shintani, A. K., . . . Ely, E. W. (2010). Delirium as a predictor of
long-term cognitive impairment in survivors of critical illness. Critical
Care Medicine, 38, 1513–1520. https://doi.org/10.1097/CCM.0b013e
3181e47be1
Gjengedal, E., Storli, S. L., Holme, A. N., & Eskerud, R. S. (2010). An act
of caring – patient diaries in Norwegian intensive care units. Nursing
in Critical Care, 15, 176–184. https://doi.org/10.1111/j.1478-5153.
2010.00402.x
Griffiths, J., Hatch, R. A., Bishop, J., Morgan, K., Jenkinson, C., Cuthbertson, B. H., & Brett, S. J. (2013). An exploration of social and economic outcome and associated health-related quality of life after
critical illness in general intensive care unit survivors: A 12-month
follow-up study. Critical Care, 17, R100. https://doi.org/10.1186/cc
12745
Heindl, P., Bachlechner, A., Nydahl, P., & Egerod, I. (2016). Extent and
application of patient diaries in Austria: Process of continuing adaptation. Nursing in Critical Care. https://doi.org/10.1111/nicc.12257
Herridge, M. S., Tansey, C. M., Matte, A., Tomlinson, G., Diaz-Granados,
N., Cooper, A., . . . for the Canadian Critical Care Trials Group (2011).
Functional disability 5 years after acute respiratory distress syndrome. New England Journal of Medicine, 364, 1293–1304. https://d
oi.org/10.1056/nejmoa1011802
Jensen, J. F., Egerod, I., Bestle, M. H., Christensen, D. F., Elklit, A., Hansen, R. L., . . . Overgaard, D. (2016). A recovery program to improve
quality of life, sense of coherence and psychological health in ICU
survivors: A multicenter randomized controlled trial, the RAPIT study.
Intensive Care Medicine, 42, 1733–1743. https://doi.org/10.1007/
s00134-016-4522-1
Jensen, J. F., Thomsen, T., Overgaard, D., Bestle, M. H., Christensen, D.,
& Egerod, I. (2015). Impact of follow-up consultations for ICU survivors on post-ICU syndrome: A systematic review and meta-analysis.
Intensive Care Medicine, 41, 763–775. https://doi.org/10.1007/
s00134-015-3689-1
Johansson, M., Wahlin, I., Magnusson, L., Runeson, I., & Hanson, E.
(2017). Family members’ experiences with intensive care unit diaries
when the patient does not survive. Scandinavian Journal of Caring
Sciences, 32, 233–240. https://doi.org/10.1111/scs.12454
Jolley, S. E., Bunnell, A., & Hough, C. L. (2016). Intensive care unit
acquired weakness. Chest, 150, 1129–1140. https://doi.org/10.1016/
j.chest.2016.03.045
Jonasdottir, R. J., Klinke, M. E., & Jonsdottir, H. (2016). Integrative review
of nurse-led follow-up after discharge from the ICU. Journal of Clinical Nursing, 25, 20–37. https://doi.org/10.1111/jocn.12939
Jones, C. (2014). Recovery post ICU. Intensive & Critical Care Nursing, 30,
239–245. https://doi.org/10.1016/j.iccn.2014.06.001
Jones, C., B€
ackman, C., Capuzzo, M., Egerod, I., Flaatten, H., Granja, C.,
. . . Rachel Group (2010). Intensive care diaries reduce new onset
post-traumatic stress disorder following critical illness: A randomised,
controlled trial. Critical Care, 14, R168. https://doi.org/10.1186/cc
9260
Karnatovskaia, L. V., Johnson, M. M., Benzo, R. P., & Gajic, O. (2015).
The spectrum of psychocognitive morbidity in the critically ill: A
review of the literature and call for improvement. Journal of Critical
Care, 30, 130–137. https://doi.org/10.1016/j.jcrc.2014.09.024
Kean, S., Salisbury, L. G., Rattray, J., Walsh, T. S., Huby, G., & Ramsay, P.
(2017). ‘Intensive care unit survivorship’ – a constructivist grounded
theory of surviving critical illness. Journal of Clinical Nursing, 26,
3111–3124. https://doi.org/10.1111/jocn.13659

2886

|

Kentish-Barnes, N., Chaize, M., Seegers, V., Legriel, S., Cariou, A., Jaber,
S., . . . Mathonnet, A. (2015). Complicated grief after death of a relative in the intensive care unit. European Respiratory Journal, 45,
1341–1352. https://doi.org/10.1183/09031936.00160014
Lasiter, S., Oles, S. K., Mundell, J., London, S., & Khan, B. (2016). Critical
care follow-up clinics: A scoping review of interventions and outcomes. Clinical Nurse Specialist, 30, 227–237. https://doi.org/10.
1097/NUR.0000000000000219
McAdam, J. L., Dracup, K. A., White, D. B., Fontaine, D. K., & Puntillo, K.
A. (2010). Symptom experiences of family members of intensive care
unit patients at high risk for dying. Critical Care Medicine, 38, 1078–
1085. https://doi.org/10.1097/CCM.0b013e3181cf6d94
McAdam, J. L., & Erikson, A. (2016). Bereavement services offered
in adult intensive care units in the United States. American Journal of
Critical Care, 25, 110–117. https://doi.org/10.4037/ajcc2016981
McKinley, S., Fien, M., Elliott, R., & Elliott, D. (2013). Sleep and psychological health during early recovery from critical illness: An observational study. Journal of Psychosomatic Research, 75, 539–545.
https://doi.org/10.1016/j.jpsychores.2013.09.007
McKinley, S., Fien, M., Elliott, R., & Elliott, D. (2016). Health-related quality of life and associated factors in intensive care unit survivors
6 months after discharge. American Journal of Critical Care, 25, 52–
58. https://doi.org/10.4037/ajcc2016995
Mehlhorn, J., Freytag, A., Schmidt, K., Brunkhorst, F. M., Graf, J., Troitzsch,
U., . . . Gensichen, J. (2014). Rehabilitation interventions for postintensive care syndrome: A systematic review. Critical Care Medicine, 42,
1263–1271. https://doi.org/10.1097/CCM.0000000000000148
Meleis, A. I. (2012). Theoretical nursing: Development and progress.
Philadelphia, PA: Lippincott Williams and Wilkins.
Mitchell, M., Coombs, M., & Wetzig, K. (2017). The provision of familycentred intensive care bereavement support in Australia and New
Zealand: Results of a cross sectional explorative descriptive survey.
Australian Critical Care, 30, 139–144. https://doi.org/10.1016/j.aucc.
2016.07.005
Nair, R., Mitchell, M., & Keogh, S. (2015). The extent and application of
patient diaries in Australian intensive care units: A national survey.
Australian Critical Care, 28, 93–102. https://doi.org/10.1016/j.aucc.
2014.09.001
Needham, D. M., Davidson, J., Cohen, H., Hopkins, R. O., Weinert, C.,
Wunsch, H., . . . Brady, S. L. (2012). Improving long-term outcomes
after discharge from intensive care unit: Report from a stakeholders’
conference. Critical Care Medicine, 40, 502–509. https://doi.org/10.
1097/CCM.0b013e318232da75
Nydahl, P., Knueck, D., & Egerod, I. (2015). Extent and application of ICU
diaries in Germany in 2014. Nursing in Critical Care, 20, 155–162.
https://doi.org/10.1111/nicc.12143

MOI

ET AL.

Parker, A. M., Sricharoenchai, T., Raparla, S., Schneck, K. W., Bienvenu,
O. J., & Needham, D. M. (2015). Posttraumatic stress disorder in critical illness survivors: A metaanalysis. Critical Care Medicine, 43, 1121–
1129. https://doi.org/10.1097/CCM.0000000000000882
Rabiee, A., Nikayin, S., Hashem, M. D., Huang, M., Dinglas, V. D., Bienvenu,
O. J., . . . Needham, D. M. (2016). Depressive symptoms after critical illness: A systematic review and meta-analysis. Critical Care Medicine, 44,
1744–1753. https://doi.org/10.1097/CCM.0000000000001811
Schandl, A. R., Brattstrom, O. R., Svensson-Raskh, A., Hellgren, E. M.,
Falkenhav, M. D., & Sackey, P. V. (2011). Screening and treatment of
problems after intensive care: A descriptive study of multidisciplinary
follow-up. Intensive & Critical Care Nursing, 27, 94–101. https://doi.
org/10.1016/j.iccn.2011.01.006
Storli, S. L., Eskerud, R. S., Gjengedal, E., Holme, A. N., & Synnev
ag, H.
(2011). Nasjonale anbefalinger for bruk av dagbok til pasienter ved
norske intensivavdelinger. Retrieved from https://www.sykepleierforb
undet.no/Content/795419/Nasjonale%20anbefalinger%20for%20b
ruk%20av%20dagbok.pdf
Svenningsen, H., Langhorn, L., Agard, A. S., & Dreyer, P. (2015). Post-ICU
symptoms, consequences, and follow-up: An integrative review. Nursing in Critical Care, 22, 212–220. https://doi.org/10.1111/nicc.12165
Ullman, A. J., Aitken, L. M., Rattray, J., Kenardy, J., Le Brocque, R.,
MacGillivray, S., & Hull, A. M. (2014). Diaries for recovery from critical illness. Cochrane Database Systematic Review, (12), CD010468.
https://doi.org/10.1002/14651858.cd010468.pub2
van Beusekom, I., Bakhshi-Raiez, F., de Keizer, N. F., Dongelmans, D. A.,
& van der Schaaf, M. (2016). Reported burden on informal caregivers
of ICU survivors: A literature review. Critical Care, 20, 16. https://doi.
org/10.1186/s13054-016-1185-9
Wolters, A. E., Slooter, A. J., van der Kooi, A. W., & van Dijk, D. (2013).
Cognitive impairment after intensive care unit admission: A systematic review. Intensive Care Medicine, 39, 376–386. https://doi.org/10.
1007/s00134-012-2784-9
Wolters, A. E., van Dijk, D., Pasma, W., Cremer, O. L., Looije, M. F., de Lange,
D. W., . . . Slooter, A. J. (2014). Long-term outcome of delirium during
intensive care unit stay in survivors of critical illness: A prospective
cohort study. Critical Care, 18, R125. https://doi.org/10.1186/cc13929

How to cite this article: Moi AL, Storli SL, Gjengedal E, et al.
The provision of nurse-led follow-up at Norwegian intensive
care units. J Clin Nurs. 2018;27:2877–2886.
https://doi.org/10.1111/jocn.14379

