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Abstract

Background: Patient involvement in care in the intensive care unit (ICU) is complex.

Knowledge about the nature and extent of patient involvement in the Intensive care

unit is scarce.

Aim: The aim of the study was to explore the critical care nursing staff's perception

of patient involvement in their care in the ICU.

Design: A phenomenological, hermeneutic research study was carried out using qual-

itative data. Data were collected in two focus group interviews analysed using

Ricoeur's theory of interpretation. The study was conducted in a level 2 medical-

surgical 8-bed ICU in a regional hospital in Southern Denmark.

Results: Critical care nurses found it important to maintain involvement in intensive

care. Depending on the patient's ability to partake in care, approaches for patient

involvement ranged from (1) continually adjusting care activities according to the

patient's bodily responses, (2) formation of a relationship with the patient to enable

personalized care and (3) making room for self-determined care progressing with the

patient's recovery.

Conclusion: Critical care nurses' perception of patient involvement depended on

the patient's level of consciousness. When unconscious, patient involvement

was possible but took a physical approach. However, the power inequality in the

nurse–patient relationship must be expressed if patient involvement in the ICU

is to take place.

Relevance to Clinical Practice: Results suggest that nurses' perception of patient

involvement in the ICU depends on the patient's level of consciousness. Patient

involvement may be possible even when the patient is unconscious but it takes a

more physical approach. It is essential that the power inequality in the nurse–patient

relationship must be expressed if patient involvement in the ICU is to take place.
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1 | INTRODUCTION

In the intensive care unit (ICU), the ideal of involving patients in their

own care may be difficult to achieve as patients may have difficulties

expressing their needs because of mechanical ventilation, sedation,

and the effects of critical illness. In such cases, informed consent to

treatment may be sought from next of kin if the patient is not able to

provide it. Besides honouring patients' legal rights to self-determina-

tion, smaller-scale patient involvement may provide patients with a

sense of control in a very difficult situation. Consequently, to under-

stand the possibilities and potentially expand the concept of patient

involvement in care in the ICU (hereafter patient involvement), this

study explored how Critical care nurses (hereafter nurses) perceive

involving critically ill patients in their own care.

2 | BACKGROUND

Improving self-management of chronic diseases and promoting equity

and self-determination through the involvement of patients has become

a globally accepted standard.1 Both nationally and internationally, the

involvement of patients has been strengthened through laws and regula-

tions, to promote patient safety and patient rights.1–3 In clinical practice

and in research, different terms have been used to describe this ideal:

Patient participation, patient centring, patient involvement, patient

empowerment4 and shared decision-making.5–7 For daily practice,

Snyder and Engström define patient involvement as a deliberate activa-

tion of patients in their own care.8 Patient involvement depends on the

patient's need for health care, personal characteristics, and the profes-

sional relationship with the health care professional,9 but the level of

involvement should be defined by what the patient feels most comfort-

able with.10 The patient's demands for involvement may be reduced if

the patient has no former experience with the illness, or if the illness is

acute and serious,9 which is often the case for patients in the ICU. In

addition, patient involvement in the ICU may be challenged by ventilator

treatment and the use of sedation, which may render patients unable to

express their needs. In the last decade, however, a new paradigm of

non-sedation has emerged in the critical care setting.11–14 Previous

studies of non-sedated, critically ill patients reflect that the patients felt

vulnerable and helpless when unable to speak and that they sought to

alleviate their suffering through communication, companionship with

the nurse and by participating in activities.15–19 However, lack of

resources and team collaboration may negatively affect the provision of

care centred on the patient.20,21 In addition, knowledge about the

nature and extent of patient involvement in the ICU is scarce and needs

further exploration to understand how patient involvement may be

achieved in intensive care.20,22

3 | AIM

The purpose of the study was to explore the nursing staff's perception

of patient involvement in their care in the ICU.

3.1 | Research design

The study was a hermeneutic-phenomenological study using Ricoeur's

theory of interpretation23 to analyse data generated in focus group

interviews. Bradbury-Jones et al.24 argue that focus group interviews

may open up to new perspectives and allow the researched phenome-

non to come alive within the group. As such, focus groups are com-

patible with interpretive phenomenology and may advance health

care research.24 Moreover, Ricoeur's theory of interpretation allowed

us to go beyond what was actually said in the group interviews to

what participants talked about and thereby identify the most probable

interpretation among competing interpretations in a systematic and

transparent analysis.23

3.2 | Setting

The study was conducted in a level 2 medical-surgical 8-bed ICU in a

regional hospital in Southern Denmark. Approximately 90% of the

nurses had ICU certification, and the nurse–patient ratio was 1:1. The

department had no former initiatives regarding patient involvement.

3.3 | Participants

From the unit 15 nursing staff members, who appeared to be valuable

sources of information, were sampled for the study using intensity

sampling.25 They all received a written invitation to participate in the

study. All invited participants who provided direct patient care had a

minimum of two years of ICU experience and represented different

levels of experience.26 Five declined participation. One participant

was prevented from participating because of sick leave, and therefore

a total of nine participants; eight registered nurses and one assistant

What is known about this topic

• Patient involvement in critical care is complex.

• Knowledge about the nature and extent of patient

involvement in the Intensive care unit is scarce.

What this paper adds

• The nurses' perception of patient involvement depended

on the patient's level of consciousness.

• Unconscious patients can be involved but take a physical

approach.

• Power inequality in the nurse–patient relationship must

be expressed, if patient involvement in the ICU is to take

place.
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nurse were interviewed (Table 1). Assistant nurses have a three-year

education focused on basic care. Thus, the Assistant nurses have a big

task in involving the patients and we, therefore, found the assistant

nurses particularly relevant, and with the right perspective to partici-

pate in the interviews although they do not work autonomously.

3.4 | Data collection

Focus group interviews were conducted to produce group-level data

on the interpretation, interaction, and norms of patient involvement in

the ICU. Focus group interviews give the participants the opportunity

to comment on each other's experiences and understandings and

therefore produce more complex data, a well-known methodological

strength.26 Therefore, two focus group interviews with four and five

participants respectively were conducted at the hospital in June 2019.

Prior to the interviews, nurses from the unit took photographs of

patient–nurse interactions they perceived as patient involvement. All

patients were conscious and gave written informed consent to use

the photographs for interviews with the health care professionals.

The dual purpose of the photographs was to serve as an icebreaker26

and stimulate the participants to narrate and explain, rather than give

direct answers and thereby facilitate inductive data collection.27

Photo interviews were used as a frame for the interviews,26,27 which

gave participants the opportunity to tell their own stories24 combined

with an interview guide.28

The interview guide was pilot-tested on a different group of ICU

nurses; the data from this interview were not included. A few adjust-

ments to the interview guide were made. At the beginning of the

interviews, participants were introduced to the focus group inter-

view and asked to select one of 12 displayed photographs they felt

best-reflected patient involvement and from that talk about their

understanding of patient involvement. Participants were prompted

to elaborate on their responses.28 The semi-structured interviews

focused on three main themes: (a) experience with patient involve-

ment, (b) experience with their professional role and possibilities for

patient involvement in the ICU, and (c) A commitment to change the

culture within the ICU to increase patient-involvement.

The moderator led the discussion, while the more experienced assis-

tant moderator paid attention to a potential power imbalance and supple-

mented it with elaborating questions during the interviews. The interviews

lasted approximately one hour and were digitally audio-recorded and tran-

scribed verbatim by the first author. The citations were translated by XX

who has a university qualification in the English language.

3.5 | Research team and reflexivity

Investigator triangulation was used during the data acquisition and anal-

ysis.29 Authors AEH, LL, and AHN were all certified critical care nurses

and females. LL and AHN were experienced qualitative researchers.

AEH and LL were, more or less acquainted with the participants, AEH

was employed in the clinic and LL was employed at a research depart-

ment associated with the clinic. AEH moderated the interviews and LL

was an assistant moderator AEH conducted the initial analysis, and this

was discussed with LL and AHN and refined through continuous discus-

sions and contributions. The trustworthiness of the study was strength-

ened by using direct quotations from the participants.

3.6 | Data analysis

Data were analysed based on Ricoeur's theory of interpretation. The

analysis was divided into three steps: a naïve reading, a structural

analysis, and a critical interpretation.23 In the naïve reading, the

interviews were read several times to achieve an overall understand-

ing of the text. According to Ricoeur, this initial reading should be

based on an open approach allowing the text to make an impression.

The structural analysis is an explanatory procedure and represents

mediation between two stages of understanding: the naïve reading

and the critical interpretation.23 In the structural analysis, we identi-

fied units of meaning across the data set and explained them by ask-

ing, “What is said” and “what does the text talk about”, thereby
following the movement from sense to reference.23 Ricoeur

describes this as a process of dynamic interpretive reading on units

of significance and their internal relationships.23 Finally, the most

TABLE 1 Participant's characteristics

Focus group interview (Nr#) Participant (P#) Sex (Male/Female) Nursing experience (years) ICU experience (years) ICU certificationa

1 P1 F 13 2 No

1 P2 M 10 10 Yes

1 P3 F 4½ 4 No

1 P4 F 4½ 2½ No

1 P5 F 21 20 Yes

2 P6 F 18 13 Yes

2 P7 F 18 13 Yes

2 P8 F 18 13 Yes

2 P9 F 28 18 No

aEquivalent to 2 years of education on top of primary nursing school/bachelor's degree.
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probable interpretation among competing interpretations was identi-

fied and formulated as three final themes.23

3.7 | Ethical considerations

The study was conducted in accordance with the Declaration of

Helsinki,30 but not registered with an ethics committee, as Danish law

does not require this. All patients gave written informed consent to

photographs being used in the study. Likewise, all participants did par-

ticipate in the focus groups. All data were anonymised to protect par-

ticipant confidentiality and the participants were encouraged not to

share experiences from the focus group interviews outside the group.

4 | FINDINGS

Nurses found it important to maintain the involvement of critically ill

patients in intensive care and although challenging, they saw possibilities

for patient involvement even in very frail patients and patients with

impaired consciousness. Depending on the patient's ability to partake in

care, approaches for patient involvement ranged from (1) continually

adjusting care activities according to the patient's bodily responses,

(2) formation of a relationship with the patient to enable personalized

care and (3) making room for self-determined care progressing with the

patient's recovery

4.1 | Continually adjusting care activities according
to patients' bodily responses

Involvement of the patient was adapted to the patient's ability to commu-

nicate. When the patients were unable to communicate because of critical

illness or lack of consciousness, the nurses had a physical approach to

patient involvement. Using nonverbal communication to stimulate the

patient's bodily memory during a bed bath or when brushing the patient's

teeth were ways to involve the unconscious patient like touching the chin

to notify the patient that something near the mouth would occur shortly

and letting the toothbrush touch the mouth before brushing or placing the

patient's hand into the washbasin with warm water before bathing the

patient. This kind of involvement would not necessarily involve talking to

the patient as it would if the patient was conscious. During their interac-

tion with the patient, the nurses would closely monitor the patient's bodily

responses, for example, the variation in blood pressure, pulse rate and

facial expression of comfort or discomfort to interpret the patient's prefer-

ences and talk to the patient if she found that it made the patient calm.

I figure, that is also a way to support the physical mem-

ory, and if the patient is not fully aware of, ‘what is

coming?’ then the body and its physical memory will

make the patient aware: ‘this is what is going to hap-

pen – I am part of this – this is my life’. And in my mind

that is involvement. (Particpant1, interview 1)

The nurses would change the level of involvement and combine

the physical approach with information and more verbal communica-

tion when the patients over time regained consciousness and were

able to communicate with the nurse, despite their voicelessness

caused by the endotracheal tube. The physical approach would then

focus on supporting the patient's natural pattern of movement, for

example, helping the patient to brush his teeth himself by supporting

his arm.

[In] some patients, a little goes a long way whereas

others can take a lot. Take tooth brushing, some

patients just needs the things put in front of them but

others… You have to take their hand and literally give

them a helping hand. Al in al it really depends on the

patient and his abilities. (Participant 6, interview 2)

4.2 | Personalized care enabled by creating a
relationship with the patient

Engaging with the patient and knowing his or her preferences and

interests contributed to the development of a nurse–patient relation-

ship with the patient. The nurses described the importance of creating

a relationship with the patient, which was a key to enable patient

involvement. The patients should feel that they were treated with

respect by the nurse. One nurse said:

When I involve the patient, I do it because I want

him to feel that he is being both heard and seen

(noticed). To me that is important, because so many

other things are going on all around the patient – so I

think it must be nice to feel noticed. (Participant

1, interview 1)

This statement described an approach to intensive care nurs-

ing, and furthermore the foundation upon which relationships was

built. The nurses described how knowing the patient's personal

preferences and their family made it possible to develop a rela-

tionship in which the patient felt safe. Engaging in conversation

with the patient's relatives was an important source of informa-

tion and helped the nurse to get to know the patient. This enabled

the nurse to create a relationship with the patient and the rela-

tives. Other sources of information included the patients' medical

records and last not least conversations with the patient. The rela-

tionship with the patient also depended on continuity in the sense

of a small, dedicated team of nurses, which enabled recognition

and thereby promoted a feeling of trust and confidentiality in the

patients. Furthermore, the nurses stated that the relationship

depended on the nurse being willing to invest in the relationship

with the patient as well. This included noticing and remembering

what the patient found meaningful, for example, being a grandpar-

ent, having a certain hobby or a job. Nurses found establishing a

relationship with the patient pivotal to patient involvement.

4 EGELUND HANSEN ET AL.



It is also important - as a minimum -to establish a rela-

tionship with the patient, and then continuity, to know

the patient and his preferences: ‘Oh yes! You prefer

the taste of strawberry’ etc. – ‘Should we try some-

thing else today?’ That is a good thing. (Participant

3, interview 1)

This shows how attention to the patient's preferences and per-

sonal history enabled nurses to personalize care and involve the

patient in a meaningful way.

4.3 | Self-determined care aimed at progressing
the patient's recovery

The nurses emphasized the importance of giving the patient a chance

to choose between different options in the care given, for example, to

shower or to be bed bathed. The nurses described different ways to

make room for patient involvement in the nursing care, depending on

an assessment of the patients' personality and attitude to their own

rehabilitation. All nurses had experienced that sometimes the choices

given to the patient were neither pleasant nor attractive. Moreover,

critically ill patients may feel overwhelmed and decline participation in

nursing interventions because of lack of energy: interventions with

the purpose to facilitate the recovery of the patients. This could be

mobilization, a bed bath or as little as brushing the patient's teeth.

So we aim to clarify the patient's daily routines and try

to emulate this as much as possible. We might have to

start out with limited options to simplify the task. (Par-

ticipant 7, Interview 2)

Nurses described how the patient sometimes would be offered a

“reward” if he took part in his own treatment and nursing care. This

reward could be a nap before mobilization or a foot massage. Another

way of handling the patient's lack of initiative and resources was

setting a goal for the intervention, for example, time spent in a chair

or walking a fixed distance. A nurse referred to it as a caring nudge in

the right direction.

Sometimes you're conflicted between empathy and

knowledge, because we know professionally what is

right and, in the patient's, best interest and what will

help further the patient's progress, as a nurse we

have an insight the patient doesn't have. (Participant

8, interview 2)

This excerpt illustrates the dilemma between acting according to

a professional assessment of the patients' needs and at the same time

acknowledging the patient's right to self-determination. The solution

was therefore to engage the patient to participate by offering a

limited range of predefined choices or offering the patient a reward

when an unpleasant activity was well done.

5 | DISCUSSION

This study showed that nurses saw possibilities for patient involve-

ment in critically ill patients as a process of continuously adjusting

care activities according to the patient's bodily responses when

patients suffered from impaired consciousness and progressing

towards more self-determined care on the way to recovery. Nurses

sought to establish a relationship with the patient and used their

knowledge of the patient to enable personalized care in line with the

patient's preferences.

Taxonomy for patient involvement, developed by Thompson9

distinguishes between patient-determined, co-determined and

professional-determined participation. The highest levels of participa-

tion relegate decision-making power to the patient, whereas the

lowest levels include merely giving information to the patient or

excluding the patient from the decision-making processes altogether.9

Our findings, however, indicate that there may be room for involving

patients with impaired consciousness, who are unable to receive

information and thereby partake in a more traditional patient involv-

ing activities such as shared decision-making. We found that continu-

ously adjusting care activities to the patient's bodily responses did not

necessarily involve verbal communication but relied primarily on

touch and observation of the patient's physical responses to care. This

approach bears similarity to the Basic Stimulation approach,31 which

was developed in Germany by Fröhlich31 and adapted for ICU nursing

in the 1990's by Nydahl and Bartoszek.31,32 The concept of Basic

Stimulation uses touch and sensory stimulation to encourage those

with compromised attention to communicate through bodily signs and

thereby facilitate interaction with the surrounding environment.31

Although not mentioned by the participants in present study, it is

conceivable that the bodily approach to patient involvement found in

present study is inspired or influenced by Basic Stimulation as many

Danish ICUs have implemented at least some of the Basic Stimulation

principles in practice.16

A qualitative study by Schandl33 exploring nurses' perception of

patient participation in the ICU classified participation as passive or

indirect when patients were unconscious or had impaired attention,

although nurses did interpret patients' bodily reactions to determine

the patients' preferences.33 This suggests that employing Basic Stimu-

lation in critical care nursing may have advanced an understanding of

active patient participation as possible despite patients' inability to

stay alert and communicate verbally.

In the present study, getting to know the patient's personal

preferences and their family was necessary for providing personal-

ized care according to nurses. Schandl,33 who found that knowledge

about the patient was necessary to interpret the patient's preferences,

supports this. In addition to knowing the patient's preferences, we found

that building a relationship with the patient was a way to promote

patient involvement. Other studies have suggested that building a

relationship with the patient may support caring for the patient

and mediate negative consequences of the highly technological

environment,34,35 although challenging to nurses36 and dependant

on available resources.37
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Our findings show that nurses were very aware of the power they

possessed regarding patient involvement, as they described how they

guided the patient towards self-determination. In terms of Thompson's

taxonomy for patient involvement, this could be described as

professional-determined participation.9 Christensen and Hewitt-Taylor4

discussed the empowerment of patients in the ICU and argued that there

is an inherent inequality of power in the relationship between patient

and nurse and that patient involvement of the sedated, mechanically ven-

tilated patient in decision-making may be difficult if not unwise. They

emphasize, however, that patient dignity and respect for humanity should

be used to create an empowering environment as the patient progresses

towards recovery4 or towards a patient-determined participation.9 How-

ever, in the present study, all nurses had experienced that sometimes the

choices given to the patient were neither pleasant nor attractive, but they

described the choice between different options as a caring nudge. Simi-

larly, a study by Stayt35 exploring patients' experiences of technology in

the ICU found that tracheal suctioning was called “a necessary evil” by

patients but was followed by a feeling of comfort in being able to breathe

freely.

Schandl33 and Karlsen38 also found that nurses and patients entered

into negotiations about care. Karlsen et al.38 explored the degree of

patient involvement in the numerous small-scale decisions made at the

bedside every day in relation to care and therapy and found that in many

cases decisions were merely proposed by staff and patient consent only

assumed. However, Karlsen38 also found real self-determined decisions by

patients and decisions made in agreement by patient and staff. In the pre-

sent study, the nurses emphasized the importance of giving the patient an

option for exercising self-determination in care, for example, choosing

between a shower or a bed bath. It could, however, be questioned

whether such small-scale decisions are actual patient involvement but

according to Christensen and Hewitt-Taylor,4 the key to patient involve-

ment in the ICU is to articulate the power inequality in the nurse–patient

relationship. Barriers to patient involvement in the ICU is, according to

Falk21 and Olding,22 that nurses might be unwilling to respond to patients'

wishes because they believe themselves the experts of caring needs.

Other barriers to patient involvement in the ICU include lack of resources

and time.21 Thus, the power inequality between patient and nurses and

the difficulties of involving the patient with impaired consciousness and

fragile constitution illustrates that patient involvement in the ICU is no

easy task but is highly dependent on articulating power inequality

between nurses and patients, maintaining favourable attitudes of nurses

towards patient participation, as well as organizational resources.

6 | LIMITATIONS

Limitations of this study include sampling participants from one Dan-

ish ICU only. The sample was relatively small and from an ICU

devoted to caring for conscious intubated patients, which might affect

the transferability of the findings of the study. Nonetheless, we found

that patient involvement was possible even in patients with impaired

consciousness and our findings are therefore not limited to the unse-

dated ICU population.

The study was embedded in a cultural understanding of patient

involvement and respect for patients' individual rights as desirable

while at the same time, nurses had strong views of themselves as

experts on intensive care nursing and the patients' needs. It seems

reasonable that the findings of the study are transferable in similar

settings, but more studies in different cultural settings may be

warranted.

7 | IMPLICATIONS FOR CLINICAL
PRACTICE

Patient involvement in critical care is complex; however, this study

has shown that involvement can be implemented even in patients

with decreased consciousness. This requires nurses to be guided by

the patient's non-verbal communication. Moreover, ICU nurses should

be aware of the power inequality in the relationship with the patient

and strive to make room for real self-determination as the patient's

condition improves.

8 | CONCLUSION

Nurses' perception of patient involvement depends on the patient's

level of consciousness. When unconscious, patient involvement was

possible, but took a physical approach—creating a nurse–patient rela-

tionship to enable patient involvement, depended on the patient's

ability, mentally and/or physically. Furthermore, the relation between

the patient's relatives and the nurse was important in the enablement

of the patient. The nurses also recognized that making room for

guided self-determination was important in patient involvement.

However, the power inequality in the nurse–patient relationship must

be expressed if patient involvement in the ICU is to take place.

ACKNOWLEDGEMENTS

We wish to thank the patients for their participation in the photo-

graphs while they were hospitalized. We also wish to thank the nurses

for their participation in the focus group interviews. Finally, we wish

to thank Carina Egelund for her language supervision.

FUNDING INFORMATION

Department of Anaesthesiology and Intensive Care Medicine, OUH,

Svendborg Hospital supported the study.

DATA AVAILABILITY STATEMENT

The authors state that data are available on request. Patient consent

statements have been given to authors and saved at an encrypted

site. All sources used in this article are available for public use.

ETHICS STATEMENT

The study was conducted in accordance with the Declaration of

Helsinki (Association, 2018), but not registered with an ethics commit-

tee, as Danish law does not require this. All patients gave written

6 EGELUND HANSEN ET AL.



informed consent to photographs being used in the study. All partici-

pants gave written informed consent to participate in the focus

groups. All data were anonymised to protect participant confidential-

ity and the participants were encouraged not to share experiences

from the focus group interviews outside the group.

ORCID

Anja Egelund Hansen https://orcid.org/0000-0002-8216-6930

Anne Højager Nielsen https://orcid.org/0000-0002-8955-9374

REFERENCES

1. WHO. 2017. Patient Safety: Making health care safer [Online].

[Accessed 0215 2021].

2. Ocloo J, Matthews R. From tokenism to empowerment: progressing

patient and public involvement in healthcare improvement. BMJ Qual

Saf. 2016;25:626-632.

3. Tritter JQ. Revolution or evolution: the challenges of conceptualizing

patient and public involvement in a consumerist world. Health Expect.

2009;12:275-287.

4. Christensen M, Hewitt-Taylor J. Patient empowerment: does it still

occur in the ICU? Intensive Crit Care Nurs. 2007;23:156-161.

5. Kujala S. User involvement: a review of the benefits and challenges.

Behav Inform Technol. 2003;22:1-16.

6. Moore L, Britten N, Lydahl D, Naldemirci Ö, Elam M, Wolf A. Barriers

and facilitators to the implementation of person-centred care in dif-

ferent healthcare contexts. Scand J Caring Sci. 2017;31:662-673.

7. Vrangbaek K. Patient involvement in Danish health care. J Health

Organ Manag. 2015;29:611-624.

8. Snyder H, Engström J. The antecedents, forms and consequences of

patient involvement: a narrative review of the literature. Int J Nurs

Stud. 2016;53:351-378.

9. Thompson AG. The meaning of patient involvement and participation in

health care consultations: a taxonomy. Soc Sci Med. 2006;6:1297-1310.

10. Beedholm KF. Patient Involvement and Institutional Logics: A Discussion

Paper. Nursing Philosophy; 2018:2.

11. Padis Guidelines. 2021. PADIS guidelines [online]. Society of Critical

Care Medicine. [Accessed December 14, 2021 2021].

12. Strom T, Martinussen T, Toft P. A protocol of no sedation for critically

ill patients receiving mechanical ventilation: a randomised trial. Lancet.

2010;375:475-480.

13. Strom T, Toft P. Sedation and analgesia in mechanical ventilation.

Semin Respir Crit Care Med. 2014;35:441-450.

14. Toft P, Olsen HT, Jorgensen HK, et al. Non-sedation versus sedation

with a daily wake-up trial in critically ill patients receiving mechanical

ventilation (NONSEDA trial): study protocol for a randomised con-

trolled trial. Trials. 2014;15:499-6215-15-499.

15. Baumgarten M, Poulsen I. Patients' experiences of being mechanically

ventilated in an ICU: a qualitative metasynthesis. Scand J Caring Sci.

2015;29:205-214.

16. Egerod IA, Glennie M, Thomsen RR. A descriptive study of basic stim-

ulation in Danish ICUs in 2006. Scand J Caring Sci. 2009;4:697-704.

17. Holm A, Dreyer P. Intensive care unit patients' experience of being

conscious during endotracheal intubation and mechanical ventilation.

Nurs Crit Care. 2017;22:81-88.

18. Karlsson V, Bergbom I, Forsberg A. The lived experiences of adult

intensive care patients who were conscious during mechanical

ventilation: a phenomenological-hermeneutic study. Intensive Crit

Care Nurs. 2012;28:6-15.

19. Laerkner E, Stroem T, Toft P. Sedation versus no sedation: are there

differences in relatives' satisfaction with the intensive care unit? A

survey study based on data from a randomised controlled trial. Inten-

sive Crit Care Nurs. 2017;39:59-66.

20. Cederwall CJ, Olausson S, Rose L, Naredi S, Ringdal M. Person-centred

care during prolonged weaning from mechanical ventilation, nurses'

views: an interview study. Intensive Crit Care Nurs. 2018;46:32-37.

21. Falk AC, Schandl A, Frank C. Barriers in achieving patient participation

in the critical care unit. Intensive Crit Care Nurs. 2018;51:15-19.

22. Olding M, Mcmillan SE, Reeves S, Schmitt MH, Puntillo K, Kitto S.

Patient and family involvement in adult critical and intensive care set-

tings: a scoping review. Health Expect. 2016;19:1183-1202.

23. Ricoeur P. From Text to Action. Athlone; 1991.

24. Bradbury-Jones C, Sambrook S, Irvine F. The phenomenological focus

group: an oxymoron? J Adv Nurs. 2009;65:663-671.

25. Patton MQ. Qualitative Evaluation Methods. SAGE Publications, Inc; 2015.

26. Krueger. Focus Groups: a Practical Guide for Applied Research. SAGE;

2015.

27. Oliffe JL, Bottorff JL. Further than the eye can see? Photo elicitation

and research with men. Qual Health Res. 2007;17:850-858.

28. Kvale S, Brinkmann S. Interviews: Learning the Craft of Qualitative

Research Interviewing. Sage Publications; 2014.

29. Polit DF, Beck CT. Essentials of Nursing Research: Appraising Evidence

for Nursing Practice: Appraising Evidence for Nursing Practice. Wolters

Kluwer Health; 2018.

30. Declaration of Helsinki, W. 2013. WMA declaration of Helsinki – eth-

ical principles for medical research involving human subjects [online].

World medical association. Available: https://www.wma.net/policies-

post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-

involving-human-subjects/ [Accessed 01112021 2021].

31. Fröhlich A. Basale Stimulation. Verlag Selbstbestimmtes Leben; 1991.

32. Nydahl P, Bartoszek G. Basal stimulation: nye veje i sygepleje til alvorligt

syge patienter. Kbh; 2005.

33. Schandl A, Falk AC, Frank C. Patient participation in the intensive care

unit. Intensive Crit Care Nurs. 2017;42:105-109.

34. Price AM. Caring and technology in an intensive care unit: an ethno-

graphic study. Nurs Crit Care. 2013;18:278-288.

35. Stayt LC, Seers K, Tutton E. Patients' experiences of technology and

care in adult intensive care. J Adv Nurs. 2015;71:2051-2061.

36. Page P, Simpson A, Reynolds L. Bearing witness and being bounded: the

experiences of nurses in adult critical care in relation to the survivorship

needs of patients and families. J Clin Nurs. 2019;28:3210-3221.

37. Limbu S, Kongsuwan W, Yodchai K. Lived experiences of intensive care

nurses in caring for critically ill patients. Nurs Crit Care. 2019;24:9-14.

38. Karlsen MMW, Happ MB, Finset A, Heggdal K, Heyn LG. Patient

involvement in micro-decisions in intensive care. Patient Educ Couns.

2020;103:2252-2259.

How to cite this article: Egelund Hansen A, Lehmkuhl L,

Højager Nielsen A. Critical care nurses' perception of patient

involvement in care: A qualitative focus group. Nurs Crit Care.

2022;1‐7. doi:10.1111/nicc.12815

EGELUND HANSEN ET AL. 7

https://orcid.org/0000-0002-8216-6930
https://orcid.org/0000-0002-8216-6930
https://orcid.org/0000-0002-8955-9374
https://orcid.org/0000-0002-8955-9374
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
info:doi/10.1111/nicc.12815

	Critical care nurses' perception of patient involvement in care: A qualitative focus group
	1  INTRODUCTION
	2  BACKGROUND
	3  AIM
	3.1  Research design
	3.2  Setting
	3.3  Participants

	What is known about this topic
	What this paper adds
	3.4  Data collection
	3.5  Research team and reflexivity
	3.6  Data analysis
	3.7  Ethical considerations

	4  FINDINGS
	4.1  Continually adjusting care activities according to patients' bodily responses
	4.2  Personalized care enabled by creating a relationship with the patient
	4.3  Self-determined care aimed at progressing the patient's recovery

	5  DISCUSSION
	6  LIMITATIONS
	7  IMPLICATIONS FOR CLINICAL PRACTICE
	8  CONCLUSION
	ACKNOWLEDGEMENTS
	FUNDING INFORMATION
	DATA AVAILABILITY STATEMENT

	ETHICS STATEMENT
	REFERENCES


