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1. Introduction

Being an intensive care patient has been described as a feeling of
being trapped in a life-threatening situation in which the care system
assumes control over one's life. This experience is conditioned not
only by the medical treatment, but also by the entire interaction with
the caregivers and the environment [1]. Intensive care patients often ex-
perience dependency and powerlessness due to seriousness of illness,
bodily change and weakness, together with a difficulty or inability to
communicate. In this situation, spirit of life is sometimes lost. This re-
sults in the patient resigning and feeling like giving up, and death
could even be experienced as an easier alternative [2]. In a synthesis
of qualitative research on patient experiences of critical care, Cutler
et al. [3] found that proximity to death is a commonperception of bodily
illness. Care, communication and relationships with health care profes-
sionals have a positive personal meaning associated with safety and se-
curity, while bad or negative communication generates feelings of
loneliness, separation and neglect. Connection anddependence on tech-
nical equipment often cause feelings of helplessness, anger and frustra-
tion, while support from family and friends is associatedwith feelings of
trust and security [3].

Empowerment is a widely used concept [4,5], referring tomanaging
challenges and overcoming a sense of powerlessness. In intensive care,
empowerment has been found to generate a mastery over the
distressing or demanding situation [6,7] and a decreased level of strain
[8,9], together with an increased sense of coherence [10], increased
comfort [11] and inner satisfaction [8,9].

Christensen and Hewitt-Taylor stated that the formation of amutual
partnership between health care staff and patients facilitates access to
comprehensible information, which is central in achieving patient em-
powerment in intensive care [12]. Empowerment in intensive care has
been found to consist of the strengthening and stimulation of the pa-
tient's own inherent joy of life and will to fight. This could be facilitated
by creating a positive environment that encourages feelings of value
and motivation in which the patient feels safe, receives additional
care, and has an opportunity to influence the care to the degree of
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their ability and wishes [7]. Critically ill people also receive power to
continue their fight to live through confirmation from close relatives
[10].

There is knowledge aboutwhat intensive care patients experience as
strengthening and empowering when being cared for in the intensive
care unit (ICU) [10,12-14], but there is still a lack of knowledge about
how patients rate the importance of these topics, i.e., what is experi-
enced to be of the greatest importance and what is not that important.
A combination of patient-rated importance and actual experiences
could serves as a basis for reflections and tailored improvement
activities.

2. Methods

2.1. Objective

The aim of this study was to explore what patient's rate as being of
the greatest importance and less important when being cared for in
the ICU. The aim was also to examine the extent to which these topics
are met and if there are any differences in ratings according to age, gen-
der or education level.

2.2. Setting

Data was collected during a two-year period between December
2011 and December 2013 at three intensive care units in the south of
Sweden; one general ICU in a county hospital, one general ICU in a uni-
versity hospital, and one thoracic ICU in a university hospital. The three
departments contained between seven and ten beds, and the average
length of stay was about two to three days, although some patients
were cared for in the ICU for several weeks.

2.3. Participants

All patientswhomet the inclusion criteria received a request for par-
ticipation together with a questionnaire and a prepaid reply envelope.
Patient inclusion criteria were being an adult (at least 18 years old)
cared for in the ICU for at least 48 h. Patients that died in the ICU or
shortly after, patientswith a severe condition andwhowere not expect-
ed to be able to answer a questionnaire and patients who did not
the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).
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understand Swedish language were excluded. The questionnaires were
sent out about fourweeks after patient discharge from the ICU. The time
pointwas chosen as a compromise of the timewhenmost patientswere
expected to have recovered enough to read and fill in the questionnaire,
but close enough to remember their experiences and feelings from the
ICU period. A reminder containing a new questionnaire was sent out
after another four weeks to patients who did not reply to the first
request.
Fig. 1. Questions about imp
2.4. Data collection

The items that patients in a previous interview study [7] expressed
as being strengthening and empowering were used as the basis for
the formulation of preliminary items for the Patient Empowerment
Questionnaire (PEQ-ICU). A check was then made to ensure that no
core results from other studies of patient empowerment in intensive
care [10,12,13] were missed. After discussing the preliminary items
ortance of each item.



Table 1
Patient details.

Gender

Parameter M F Total

n 163 104 268
Age

Mean (SD) 67,1 (10,9) 64,8 (13,9) 66,1 (12,2)
Median (range) 69,0 (23,0–92,0) 67,0 (26,0–85,0) 68,0 (23,0–92,0)

Education
Primary school 70 (42,9) 45 (43,3) 116 (43,3)
High school 62 (38,0) 30 (28,8) 92 (34,3)
College/University 26 (16,0) 27 (26,0) 53 (19,8)
Missing 5 (3,1) 2 (1,9) 7 (2,6)
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within the research group and with five experienced ICU nurses and
physicians, itemswere adjusted and a 28-item questionnaire was creat-
ed. Three former ICU patients were then asked if they perceived that the
items described what they experienced as valuable and strengthening
when being cared for in the ICU, if there was anything they wanted to
add or exclude, and if the formulations were found to be clear and
easy to understand. This resulted in a reformulation of two items,
while two other items were merged into one. None of the patients
found that items that they had experienced as valuable and strengthen-
ing were missing from the list. Nor were there factors on the list that
they had not experienced as valuable. As a last step of content valida-
tion, a patient who had been cared for in the ICU for a long time and
who had written a book about her experiences and also gave lectures
to intensive care staff, was asked to read the questions and evaluate if
they were relevant and easy to answer, and if there were other items
that she advised to include. She stated that the list contained the content
and meaning she strived to transfer through her book and lectures, and
she could not find anything that should be added or excluded [15].

Participants were first asked to rate the importance of every item on
a 5-point scalewith the response alternatives “of no importance”, “of lit-
tle importance”, “of some importance”, “of great importance”, and “of
the greatest importance” (Fig. 1). The participants were then asked
about how often they experienced that the topics described with
items in the first section were met during their stay in the ICU. The pos-
sible answers were “never”, “rarely”, “sometimes”, “usually”, or “al-
ways”, together with an alternative for “do not remember” and some
space for comments. The answer concerning patient experiences of re-
ceiving visits from next of kin only consisted of four alternatives, since
it was considered as impossible for next of kin to “always” be present.
At the end of the questionnaire, there were four open-ended questions
about the items that the participants were especially satisfied or dissat-
isfiedwith in their ICU stay, suggestions for improvement, and addition-
al comments. Some demographic information about gender, age, and
education level was also collected.

2.5. Data analysis

Statistical analyses were carried out using STATISTICA version 12.0
(Statsoft Inc. ®, Tulsa, OK). Descriptive statistics were used to present
distribution of responses, mean, median, lower to upper quartile (Q1–
Q3) range and proportions. Correlation analyses were conducted
based on nonparametric Spearman rank order correlation. Mann-
Withney U test was used to test differences in ratings between groups.

Comments and open-ended questions were compiled and analysed
according to a thematic analysis [16]. All comments were assembled
and read through several times. Meaning units were then coded and
sorted into themes to clarify the meaning of the survey responses. The
result of the thematic analysis is described at the end of the results
section.

2.6. Ethical approval

All patients were informed that participation was voluntary and did
not affect their care, and that all data was handled confidentially. The
study was approved by the Regional Ethical Review Board in Linköping,
Sweden (Dnr 2011/44-31). Permission was also obtained from the ICUs
and the study followed the Declaration of Helsinki [17].

3. Results

A total of 550 questionnaireswere sent out, ofwhich 350 (64%)were
answered after one reminder. Eighty-four of the returned question-
naires only consisted of a note saying that the patient did not remember
anything from the ICU period, which is why the analysis is based on 268
replies. This constitutes 49% of all distributed questionnaires. Demo-
graphic information about participants is summarised in Table 1.
The results showed that patients rated all items as important. De-
scriptive statistics on patient-rated importance and experience are
displayed in Table 2. To obtain a picture of what intensive care patients
evaluated as being of the greatest importance, a percentage of this an-
swer was analysed for each item. The top rated items turned out to be
Have trust in staff (69%), Receive visits from next of kin (65%), Staff
being positive to visitors (63%), Receive pain relief (62%), Staff showing
human warmth (59%), and Staff trying to strengthen my life spirit
(56%). Items least often rated as being of the highest importance were
To feel important as a person (28%), and To have influence on things I
want to have influence over (30%). Overall, more patients rated items
related to relationships and caring atmosphere as being of the greatest
importance compared to items related to physical help and support.
The exceptionwasReceiving pain relief,which amajority of thepatients
reported to be of the greatest importance. Results on patient-rated im-
portance are illustrated in Fig. 2.

In the second part of the questionnaire, patients were asked to rate
how often they considered the items dealt with in part one were met
during their stay in the ICU. The answer “always” was found to be be-
tween 18 and 75%. Items at the top of this list were Staff being positive
to visitors (75%), Receiving pain relief (74%), Receive visits from next of
kin (69%), Be touched in a comfortable way (66%), and Receive informa-
tion before action (63%). Items at the bottom of the experience list were
Have influence (18%) and Help to look forward (20%) (Fig. 3).

To clarify the differences between importance and experiences, a
figure was created combining the importance and experience ratings
(Fig. 4). The biggest gap between importance and experience was
found in Help to look forward, but notable differences were also found
in Have trust in staff, Have influence, Understandable information, Not
talking over one's head, and Strengthen life spirit. The range of these dif-
ferences is illustrated in Fig. 5.

Spearman's rank order correlations were used to analyse rating cor-
relations related to age, gender and education. As multiple analyses
were performed, the significance level was set to ≤0.01. Significant cor-
relation was found in that that younger people rated Have trust in staff,
Have influence, and Receive information asmore important than did el-
derly people. However, there were no significant differences in experi-
ence ratings according to age. Patients with a higher level of education
rated Have trust in staff as more important, and Strengthen life spirit
and Help to look forward as less important than patients with a lower
level of education. Patients with a lower level of education reported a
higher rated experience of Strengthened life spirit, Help to look forward,
Human warmth, Being able to sleep, Staff being positive to visitors, and
Staff really cared. Women rated the importance of Staff being nearby,
Have influence, Help to change position, and Staff not talking over
one's head as more important than did men. At the same time,
women more often than men experienced Staff being close by, Receiv-
ing help to change position, and Staff not talking over one's head. All
those correlations were found to be significant. Information about
SAPS 3 as a measure of “general morbidity” and length of stay in the
ICU was available for patients who were cared for in one of the three



Table 2
Patient-rated importance and experiences.

Importance Experiences

Parameter 1 = of no
importance

2 = of little
importance

3 = of some
importance

4 = of great
importance

5 = of the greatest
importance

Mean (SD) Median (QR) 1 = never 2 = rarely 3 = sometimes 4 = usually 5 = always Mean (SD) Median (QR)

Have trust in staff 1 (0,4) 0 (0,0) 9 (3,4) 69 (26) 185 (69) 4,7 (0,6) 5 (1) 1 (0,4) 0 (0,0) 10 (3,8) 83 (32) 148 (56) 4,6 (0,6) 5 (1)
Feel important 3 (1,1) 9 (3,4) 60 (22,4) 113 (42) 75 (28) 4,0 (0,9) 4 (2) 2 (0,8) 8 (3,1) 23 (8,8) 102 (39) 109 (42) 4,3 (0,8) 4 (1)
Human warmth 1 (0,4) 0 (0,0) 12 (4,5) 94 (35) 158 (59) 4,5 (0,6) 5 (1) 1 (0,4) 2 (0,8) 8 (3,1) 90 (34) 152 (58) 4,5 (0,6) 5 (1)
Staff nearby 1 (0,4) 3 (1,1) 26 (9,7) 92 (34) 140 (52) 4,4 (0,7) 5 (1) 0 (0,0) 0 (0,0) 9 (3,4) 113 (43) 133 (51) 4,5 (0,6) 5 (1)
Staff really cared 2 (0,7) 1 (0,4) 11 (4,1) 107 (40) 143 (53) 4,5 (0,7) 5 (1) 2 (0,8) 3 (1,1) 9 (3,4) 100 (38) 140 (53) 4,5 (0,7) 5 (1)
Have influence 4 (1,5) 6 (2,2) 51 (19,0) 115 (43) 81 (30) 4,0 (0,9) 4 (1) 1 (0,4) 4 (1,5) 28 (10,7) 149 (57) 46 (18) 4,0 (0,7) 4 (0)
Be listened to 2 (0,7) 0 (0,0) 16 (6,0) 120 (45) 128 (48) 4,4 (0,7) 4 (1) 1 (0,4) 0 (0,0) 17 (6,5) 97 (37) 136 (52) 4,5 (0,7) 5 (1)
Needs percieved 1 (0,4) 0 (0,0) 17 (6,3) 122 (46) 123 (46) 4,4 (0,6) 4 (1) 0 (0,0) 1 (0,4) 11 (4,2) 132 (50) 107 (41) 4,4 (0,6) 4 (1)
Satisfied the needs 1 (0,4) 0 (0,0) 14 (5,2) 123 (46) 126 (47) 4,4 (0,6) 4 (1) 0 (0,0) 2 (0,8) 9 (3,4) 112 (43) 131 (50) 4,5 (0,6) 5 (1)
Change position 2 (0,7) 6 (2,2) 36 (13,4) 114 (43) 104 (39) 4,2 (0,8) 4 (1) 2 (0,8) 3 (1,1) 13 (5,0) 79 (30) 140 (53) 4,5 (0,7) 5 (1)
Personal hygiene 2 (0,7) 3 (1,1) 35 (13,1) 108 (40) 116 (43) 4,3 (0,8) 4 (1) 1 (0,4) 6 (2,3) 16 (6,1) 67 (26) 155 (59) 4,5 (0,8) 5 (1)
Pain relief 1 (0,4) 1 (0,4) 9 (3,4) 82 (31) 166 (62) 4,6 (0,6) 5 (1) 2 (0,8) 1 (0,4) 2 (0,8) 40 (15) 193 (74) 4,8 (0,6) 5 (0)
Be able to sleep 2 (0,7) 2 (0,7) 26 (9,7) 111 (41) 119 (44) 4,3 (0,7) 4 (1) 2 (0,8) 7 (2,7) 8 (3,1) 80 (31) 142 (54) 4,5 (0,8) 5 (1)
Receive information 1 (0,4) 4 (1,5) 30 (11,2) 113 (42) 107 (40) 4,3 (0,8) 4 (1) 1 (0,4) 3 (1,1) 15 (5,7) 102 (39) 106 (40) 4,4 (0,7) 4 (1)
Info understandable 3 (1,1) 4 (1,5) 16 (6,0) 106 (40) 130 (49) 4,4 (0,8) 5 (1) 1 (0,4) 1 (0,4) 13 (5,0) 114 (44) 105 (40) 4,4 (0,7) 4 (1)
Info before action 2 (0,7) 3 (1,1) 14 (5,2) 117 (44) 121 (45) 4,4 (0,7) 4 (1) 0 (0,0) 1 (0,4) 5 (1,9) 72 (27) 162 (62) 4,6 (0,5) 5 (1)
Info clear and calm 2 (0,7) 0 (0,0) 20 (7,5) 92 (34) 145 (54) 4,5 (0,7) 5 (1) 2 (0,8) 3 (1,1) 5 (1,9) 65 (25) 166 (63) 4,6 (0,7) 5 (1)
Not talk over one's head 4 (1,5) 8 (3,0) 26 (9,7) 96 (36) 123 (46) 4,3 (0,9) 4 (1) 27 (10,3) 12 (4,6) 11 (4,2) 71 (27) 99 (38) 3,9 (1,4) 4 (1)
Staff not stressed 2 (0,7) 7 (2,6) 31 (11,6) 110 (41) 111 (41) 4,2 (0,8) 4 (1) 15 (5,7) 7 (2,7) 7 (2,7) 116 (44) 102 (39) 4,1 (1,0) 4 (1)
Touched comfortably 1 (0,4) 1 (0,4) 18 (6,7) 114 (43) 125 (47) 4,4 (0,7) 4 (1) 0 (0,0) 0 (0,0) 5 (1,9) 77 (29) 172 (66) 4,7 (0,5) 5 (1)
Strengthen life spirit 3 (1,1) 3 (1,1) 21 (7,8) 84 (31) 149 (56) 4,4 (0,8) 5 (1) 2 (0,8) 5 (1,9) 17 (6,5) 81 (31) 133 (51) 4,4 (0,8) 5 (1)
Encouraged to fight 2 (0,7) 3 (1,1) 21 (7,8) 95 (35) 138 (51) 4,4 (0,8) 5 (1) 1 (0,4) 4 (1,5) 10 (3,8) 81 (31) 136 (52) 4,5 (0,7) 5 (1)
Help to look forward 2 (0,7) 14 (5,2) 43 (16,0) 91 (34) 101 (38) 4,1 (0,9) 4 (1) 16 (6,1) 16 (6,1) 49 (18,7) 81 (31) 52 (20) 3,6 (1,1) 4 (1)
Joy and appreciation 2 (0,7) 4 (1,5) 29 (10,8) 106 (40) 116 (43) 4,3 (0,8) 4 (1) 5 (1,9) 3 (1,1) 21 (8,0) 75 (29) 131 (50) 4,4 (0,9) 5 (1)
Visit by next of kin 6 (2,2) 3 (1,1) 22 (8,2) 55 (21) 175 (65) 4,5 (0,9) 5 (1) 27 (10,3) 9 (3,4) 37 (14.1) 183(70) – 3,5 (1,0) 4 (1)
Staff positive to visitors 2 (0,7) 2 (0,7) 16 (6,0) 68 (25) 169 (63) 4,6 (0,7) 5 (1) 0 (0,0) 0 (0,0) 6 (2,3) 26 (10) 196 (75) 4,8 (0,4) 5 (0)
Positive atmosphere 2 (0,7) 1 (0,4) 17 (6,3) 107 (40) 135 (50) 4,4 (0,7) 5 (1) 0 (0,0) 1 (0,4) 4 (1,5) 89 (34) 152 (58) 4,6 (0,5) 5 (1)

The figures show the number of patients who chose each option, followed by the percentage of responses to each question.
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ICUs (n = 80). No significant differences in importance or experience
were found according to these factors (Table 3).

About one third of the participants made 440 comments altogether,
consisting of N8000 words. General comments about what was experi-
enced as especially satisfying or dissatisfying were most frequent, but
clarifications were also given regarding specific issues. Satisfying com-
ments included gratitude for receiving the care needed and thereby
having survived, gratitude for highly competent staff that had control
of the situation and capacity to react quickly when needed. Positive
comments also included staff availability and receiving advanced care,
regardless of old age. The most common dissatisfied comments were
about difficulties to sleep because of a noisy environment, anxious pa-
tients, talk between staff and lamps being lit. There was also an abun-
dance of comments regarding staff behavior. Some staff members
were experienced as especially engaged, doing everything to comfort
and encourage the patient by, for example, holding their hand, helping
the patient to have a shower, or going for a stroll in the wheelchair.
On the other hand, some staff members were experienced as arrogant
and having a hard attitude and a lack of empathy. They were described
as being annoyed and not looking the patients in the eyes or asking how
they were. Some staff members were even described as being more in-
terested in solving their own work schedule than in taking care of the
patients. These comments were given both in open-ended questions
and as explanations regarding how often the patient felt trust in staff
and how often staff showed humanwarmth. Therewere also comments
that as a patient you do not expect to feel important as a person or staff
to show that they really care.

According to questions about knowledge/information, there were
comments that although the information given was clear, there was a
lack of information about what had happened, why the patients were
cared for in the ICU, why they could not talk, why they were not being
allowed to drink, and that strange thoughts are common when being
critically ill and cared for in the ICU.
Fig. 2. Percentage of patient ratings of item
Regarding needs satisfied and possibility to have influence, there
were comments both about staff that really tried to understand and sat-
isfy the patient's wishes and about not being believed and listened to re-
garding, for example, pain, nasal stuffiness, asthma, or other difficulties
to breath. Regarding help to look forward and strengthen life spirit, pa-
tients expressed that staff often just said that they had to exercise to be-
come healthier and seldom encouraged them to fight by reminding
them about what they had to look forward to when getting better and
returning to ordinary life. Instead, several participants stated that their
next of kin were those who inspired and motivated them to fight and
strengthen their life spirit.

4. Discussion

Overall, patients rated items related to relationships and caring at-
mosphere as being of greater importance than items related to physical
help and support. This is in contrast to results from an Estonian study,
where 166 Estonian ICU patients rated the importance of different
needs and how these needs were met [18]. In this study, physical com-
fort was found to be the most important need. A distinction between
what was assessed as the most and second most important needs was,
however, not done in this study, as the answers “important” and “very
important” were merged before the analysis.

In the current study, a big gap between importance and experience
in Help to look forward and Strengthen life spirit was revealed. These
areas are probably of great significance to maintain inner strength,
which ICU patients in turn have considered to be essential for their
chances of recovery during their ICU stay [19]. Lewis and Roux [20] de-
fined inner strength as having capacity to build the self through a devel-
opmental process that positively moves the individual through
challenging events. Alpers et al. [21] found that critically ill patients' ex-
periences of inner strength was promoted by “have support of next of
kin”, “wish to go on living”, “be seen” and “signs of progress”, where
s being “of the greatest importance”.
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the presence of next of kin was found to be the most significant item.
This was also confirmed in present study, where next of kin were stated
to be those who inspired and motivated the patients to fight and
strengthened their life spirit. Karlsson et al. [22] discovered that when
next of kin andnurses talked about life outside the ICU, this strengthened
patients' longing to return to a normal life, which in turn increased their
hope of survival. Increasing ICU patients' inner strength seems to be an
important but overlooked area with great potential for improvement.

In the current study, it was obvious that next of kin play a vital role for
ICU patients. Even though some patients did not have any next of kin,
Visit by next of kinwas the item second often rated as “of the greatest im-
portance”, followed by Staff positive to visitors. According to Giannini
et al. [23], the percentage of adult ICUs without restrictions on visiting
hours range from 2 to 70%, where Swedish ICUs were found to have
one of the most liberal regimes. It is surprising that so many ICUs are
still closed for visitors when a large number of studies show that separa-
tion from loved ones causes suffering for the ICU patient [21,24,25].

A notable difference between importance and experience was also
found in Have trust in staff, which was rated as the most important
issue of all. Comments clarified that even if patients generally were
very satisfied with their care and praised the staff, a few staff members
were experienced as arrogant, having a hard attitude and lacking empa-
thy. Trust then seems to have a close connection to a caring and
supporting relationship. Wassenaar et al. [26] also highlighted the im-
portance of staff attitude, personal approach, positive attention, and
sympathy to promote patients' feeling of safety in intensive care. So
do Egerod et al. [27], who found that close human relationships provide
ICU patients with security, inner strength and a connection to the real
world.Most staffmembers certainly strive to create a positive and nour-
ishing relationshipwith their patients, but the challenge is how tomake
every staff member adopt this approach.
Fig. 3. Percentage of patient answers rated “always” as to how often the
Noise and sleep difficulties are some of the most frequent problems
among ICU patients and have in other studies been found to affect be-
tween 40 and 80% of the ICU patients [25,28]. Sleep is an important psy-
chological process and sleep deprivation may also affect the immune
system, glucose metabolism, muscle function and delirium [29]. Noise,
lighting practice and care activities are some environmental factors as-
sociated with sleep disturbance [29,30]. Even if sleep was not a top
rated need in the current study, all items were experienced as highly
important by most patients, and the sleep question generated several
comments about noise and sleep problems. Even if noise problems are
difficult to avoid in the ICU, there are surely some changes that can be
made by paying attention to the problem in everyday care.

Pain has been revealed as a verywidespreadproblemamong ICU pa-
tients [3,31,32]. In a study by Alasad et al. [33], 52% of patients in three
Jordanian medicine and surgery ICUs experienced pain all or most of
the time in the ICU. In a Canadian study [34], 77% of the patients recalled
having pain when being cared for in a cardiac surgery ICU, and 75% of
them described pain intensity as moderate to severe. In the current
study, patients considered pain relief to be “of the greatest importance”
(60%), or of “great importance” (31%). According to these figures, it is a
positive surprise that 98% of the ICU patients in the current study de-
clared that they received the pain relief they needed “all the time”
(81%), or “most of the time” (17%). Consequently, Pain does not seem
to be a big problem in Swedish ICUs.

5. Study strengths and limitations

In order to avoidward- or settingdependentfindings, three different
ICUs in two hospitals were included. The patients formed a
heterogenetic sample in terms of age, sex, admission history, diagnosis,
and length of stay in the ICU. This increases the chances of the results to
y experienced that each topic was met during their stay at the ICU.



Fig. 4. Percent of patient answers regarding items “of the greatest importance” that were “always” met when cared for in the ICU.

Table 3
Pairwise correlations with significance level ≤ 0.001.
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be applicable to other Swedish ICUs, but the resultsmight have been dif-
ferent in other countries with other cultures.

A general limitation regarding research involving ICUpatients is that
several patients find it difficult to participate in studies for health rea-
sons, causing a big drop-out. In the current study the response rate
was 64%, but as 84 patients stated that they did not remember anything
from the ICU period the analysis is based on 266 answers, that is, 49% of
all distributed questionnaires. Due to the study population, this should
not be seen as remarkably low, but it is still a dilemma that there
could be subgroups whose opinions we have not obtained.

Another limitation is that that the questionnaire was sent out four
weeks after discharge from the ICU, which may have affected memory.
The time point was chosen with the aim to include also patients
who had been more seriously ill, generating a long hospital stay and
Fig. 5.Numbers indicate differences between the ratings “of the greatest importance” and
“always met” in % of all ratings.
rehabilitation. If the questionnaire had been delivered close to discharge
from ICU, we feared that only less seriously ill patients would be able to
fill in and return the questionnaire, and thatwe thenwould havemissed
opinions from more seriously ill ICU patients with a long hospital stay
and time-consuming rehabilitation.

A strength of the study is that the questionnaire was developed on
thebasis of ICU patients' experiences and that ratingswere supplement-
ed by comments that deepened the understanding and provided
valuable insights into the participants' experiences and perceptions.
Face validity and content validity were carefully checked with former
Importance Experience

Spearman
R

p-value Spearman
R

p-value

Age and Have trust in staff −0,16 0,009
Age and Have influence −0,18 0,005
Age and Receive information −0,19 0,003
Education and Have trust in staff 0,17 0,006
Education and Strengthen life spirit −0,16 0,010 −0,21 0,001
Education and help to look forward −0,20 0,002 −0,22 0,001
Gender (male) and Staff nearby −0,16 0,008 −0,16 0,008
Gender (male) and Have influence −0,16 0,009
Gender (male) and Change position −0,19 0,002 −0,17 0,008
Gender (male) and Not talk over one's
head

−0,17 0,006 −0,18 0,008

Education and Human warmth −0,22 0,001
Education and Staff positive to visitors −0,21 0,002
Education and Be able to sleep −0,18 0,007
Education and Staff really cared −0,18 0,005

Gender coding; female = 1, male = 2, why gender correlation = less important and less
experienced by men.
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ICU patients and experienced ICU staff. A continued development of the
questionnaire is needed to explore construct validity, for example, in ac-
cordance with a recently performed content analysis of empowerment
in intensive care [14]. Comparison with other countries should also be
of interest.

6. Conclusion and clinical implications

Intensive care patients rated Trust in staff as the most important
need of all. This need is highly fulfilled, but a few staff members were
experienced as arrogant, having a hard attitude and a lack of empathy.
These individuals cause the vulnerable ICU patient a lot of anxiety and
suffering, which underlines the importance of finding ways to engage
all staff members in discussions about attitudes and working climate.

It is of great importance to ICU patients to strengthen their life spirit
and fighting spirit. Next of kin are invaluable regarding this issue, but
staff members could be much better at helping the patient maintain
contact with reality, remind them about their importance for someone
or something, and what they could look forward to when becoming
healthier and returning to ordinary life.

Pain relief is very important to ICU patients and seems to be well-
functioning in Swedish ICUs. Sleep could, however, be facilitated by
dimmed lights and noise reduction through avoidance of unnecessary
chatter, especially at nighttime.

ICU patients have difficulties understanding information and wish
more communication about, for example, what has happened, why
they are not allowed to drink, and that strange thoughts or dreams are
common when being seriously sick and cared for in the ICU. Some ICU
patients would also like information about reasons for and results of
performed tests and examinations. Thus, every effort should be made
to further facilitate the patient's understanding of his/her situation in
the ICU.
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