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Abstract
Background: Ideas of patient involvement are related to notions of self-determination and autonomy,
which are not always in alignment with complex interactions and communication in clinical practice.
Aim: To illuminate and discuss patient involvement in routine clinical care situations in nursing practice
from an ethical perspective.
Method: A case study based on an anthropological field study among patients with advanced cancer
in Denmark.
Ethical considerations: Followed the principles of the Helsinki Declaration.
Findings: Two cases illustrated situations where nurses refused patient involvement in their own case.
Discussion: Focus on two ethical issues, namely ‘including patients’ experiences in palliative nursing care’
and ‘relational distribution of power and knowledge’, inspired primarily by Hannah Arendt’s concept of
thoughtlessness and a Foucauldian perspective on the medical clinic and power. The article discusses how
patients’ palliative care needs and preferences, knowledge and statements become part of the less significant
background of nursing practice, when nurses have a predefined agenda for acting with and involvement of
patients. Both structurally conditioned ‘thoughtlessness’ of the nurses and distribution of power and
knowledge between patients and nurses condition nurses to set the agenda and assess when and at what
level it is relevant to take up patients’ invitations to involve them in their own case.
Conclusion: The medical and institutional logic of the healthcare service sets the framework for the
exchange between professional and patient, which has an embedded risk that ‘thoughtlessness’ appears
among nurses. The consequences of neglecting the spontaneous nature of human action and refusing the
invitations of the patients to be involved in their life situation call for ethical and practical reflection among
nurses. The conditions for interaction with humans as unpredictable and variable challenge nurses’ ways of
being ethically attentive to ensure that patients receive good palliative care, despite the structurally
conditioned logic of healthcare.
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Introduction

Throughout the last 40 years, Western health policies, educational curricula and institutional health orga-

nisations have highlighted patients’ active participation in healthcare and are part of legal rights movements

in many Western countries.1,2 Ideas of patient involvement are related to notions of self-determination and

autonomy. However, patient involvement are often practised in decisions about treatment, healthy lifestyle

and so on. Patient involvement are not always in alignment with complex interactions and communication

in clinical practice. This article focuses on patient involvement in everyday situations in palliative nursing

care practice arguing that attention to ethical issues is also important when it comes to small decisions and

agenda setting of dialogues in routine care situations.

Background

Patient involvement is an ideal in the Western healthcare system that stipulates that all people are treated as

equal and autonomous individuals with the right and opportunity to determine their own lives when they are

(potential) ill and enrolled in healthcare services. Philosophers and healthcare professionals have described

patient involvement as an ethical imperative,3,4 which means an imperative resting on the principles of good

clinical practice, respecting the aim that patients’ informed preferences should be the basis for professional

actions.3

Concepts such as patient empowerment, patient involvement, shared decision-making and user-driven

healthcare system are more or less synonymous with involving patients in their own healthcare situation.1,5

Angel and Frederiksen’s6 review of 33 articles shows that patient involvement is described as unquestion-

able and always advantageous to the patient. Both in medicine and nursing, patient participation in deci-

sionmaking is articulated as a good method of involving patients in understanding their illness and

managing symptoms.6–8 The notion includes the ideas that involving patients can lead to improved care

outcomes,9 is a useful way to reduce costs in the healthcare system,10,11 enables patients to cope better with

illness in everyday life,12 optimises the management of treatment and lifestyle13 and protects patient

autonomy.13–15

Today’s concept of patient involvement can be regarded as a discursive meeting place for the interests

and understandings of different actors. At this meeting place, the real meaning of the concept is negotiated

and renegotiated, and a discussion takes place about whether given practices and methods are patient-

involving or not.1,14 Ideally, patient involvement happens through a negotiation of what is best to do in a

concrete situation, where both healthcare professionals and patients bring knowledge and preferences into

play, while healthcare professionals ensure that the professional and structural frameworks such as medical

logic, economy and so on are respected.3 User manuals for the involvement of patients in clinical practice

appear, in which healthcare service actors define common understandings and goals for patient-involving

practices.16,17 However, these standardised assessments give a limited picture of how patient involvement is

successfully achieved.18,19

Ideas of patient involvement are, as Madden and Speed4 argue, centred on a construction of the abstract,

rational, compliant and self-managing patient or layperson. However, this construct may not always be in

alignment with the complex interaction and communication taking place in clinical practice.6 In addition,

there has been critique of the distribution of power and knowledge within the neoliberal organisational

framework of modern healthcare systems, in which it seems unrealistic to expect to achieve patient
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involvement in its ideal form.1,6,20,21 The literature shows a tendency towards healthcare professionals

understanding patient involvement as something offered to the patient.6 They often regard patient involve-

ment as a question of giving patients free choices in different situations such as choosing treatment,1,16

choosing the order of tasks that professionals need to do6,20 and choosing changes in lifestyle.6,22 Studies

show that patients often do not experience that they are involved in healthcare situations.1,6,23 Moreover,

situations of patient involvement other than explicit free choice situations in clinical practice also call,

ethically, for patient involvement. These situations include the opportunity to share thoughts about sorrow,

suffering and other feelings with professionals,19 life history and life conditions of importance for health

and healthcare with professionals,23,24 knowledge about one’s body, medical procedures and related experi-

ences with professionals23,25 and so on. Such situations are of particular importance within palliative care,

as the ideology of palliative care implicitly aims to relieve ‘the total pain’ of patients.26

Patient involvement in everyday situations in palliative nursing care practice is just as important when it

comes to small decisions and agenda setting of dialogues in routine care situations as in decisions about

treatment, healthy lifestyle and so on. However, these situations are easily overlooked. Based on two

empirical cases, the article focuses on how nurses and patients with advanced cancer interact in hospitals,

and illuminates situations where lack of patient involvement was visible. Thereby, this article aims to

illuminate and discuss the involvement of patients in clinical routine care situations in nursing practice

from an ethical perspective.

Methods

This article is based on a medical anthropological study about palliative care needs among patients with

advanced cancer in Denmark from 2010 to 2016. The study involved 16 patients and included interviews

and participating observations with these individuals, their relatives and one individual who was appointed

to be a professional caregiver. The focus of the study was on patients’ palliative care needs and their

spiritual coping strategies when confronted with death.27

Theoretical framework

This article uses two philosophers, Hanna Arendt28,29 and Michel Foucault,30,31 as inspiration to discuss

ethics in relation to patient involvement in clinical routine care situations in nursing practice. Arendt28 finds

that the essence of totalitarian government and the nature of every bureaucracy is to make functionaries and

drivers in the administrative machinery out of people and in that way dehumanise them. The totalitarian

government creates an internalised second opinion on our thoughts and actions and produces ‘thoughtless-

ness’, conditioned by the fact that most people are team-players and ‘play the game’.28,29 According to

Schiff,32 Arendt’s concept of ‘thoughtlessness’ can be divided into three dimensions. First, ‘thoughtless-

ness’ can be a failure of conscience, that is, an individual failure to distinguish right from wrong, which may

be fostered by institutional arrangements. Second, ‘thoughtlessness’ can be an ideological product of

support and reproduction of systems of thoughts, actions and practices. Third, ‘thoughtlessness’ has an

everyday dimension, where humans can be thoughtless to some extent as it is impossible to think about

every little detail of everyday life.32 Although people are concerned about how ‘thoughtlessness’ blinds

them to others’ suffering, they also practice ‘thoughtlessness’ within the other dimensions.28,29,32 The

concept of ‘thoughtlessness’ seems relevant to reflect upon in healthcare settings.33,34

Foucault has a particularly critical eye for what characterises power in modern societies. He shows how

actors in modern societies are caught in institutional structures, which pin down and form their actions.30,31

Foucault uses the term ‘medical gaze’ to denote the dehumanising medical separation of the patient’s body

from the patient’s identity. Doctors modify and fit the patient’s story into a biomedical paradigm, filtering
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out non-biomedical issues.30 The medical gaze is assumed not only by dedicated doctors but by all

professionals in the medical clinic. Foucault shows that the category ‘nurse’ appeared with the birth of the

clinic and doctors’ need of assistance to observe patients in his absence.31 The clinic is a place of training

and of the correlation of knowledge. Thus, the clinic consists of power relations and the constitution of a

corpus of knowledge. Foucault shows how medicine creates an abusive power structure,31 where the

medical gaze functions as a disciplinary technique.30 Power is omnipresent, relational and productive as

it has the ability to bring things into action. As such, power will always generate some kind of resistance.

Power is exercised throughout the social body, where it operates at micro levels of all social relationships,

and is constituted through accepted forms of knowledge, scientific understanding and ‘truth’.30,31 Several

researchers argue for the relevance of reflecting upon nursing practice inspired by Foucault’s thinking (e.g.

Annerstedt and Glasdam35 and Clinton and Springer36).

Recruitment

Patients with advanced cancer were recruited from medical care settings, consisting of one oncological

ward, two palliative care units and one medical ward at hospitals, supplemented with recruitment from a

cancer rehabilitation centre, and an organisation supporting patients with an ethnic minority background.37

All patients had palliative care needs. They gave the researchers consent to contact a relative and a

professional such as a healthcare professional or chaplain, who were informed about the study either in

person or by phone. Overall, 16 patients with cancer, 15 relatives and 15 healthcare professionals were

included.

Procedures of interviews and observations

The study consisted of both in-depth interviews and field observations.38 These were conducted on four

hospitals wards and in the homes of the patients, located throughout Denmark. The mean time for following

a person was 15 months but varied from 3 weeks to 6 years depending on the death of the person. The

empirical materials consisted of handwritten observation notes and 64 interviews with patients, relatives

and professionals. Interviews lasted between 24 and 170 min with an average of 75 min and were tran-

scribed verbatim. Participants were interviewed twice, if their situation allowed. Interviews were supple-

mented with field observations containing elements from other patients’ hospitalisations and interactions

with nurses. The field notes were kept in handwritten journals and on the computer.

Analytical strategy

We have selected two of the total 16 cases based on the 16 participating patients in the study. These two

cases were selected as they included examples of interactions between nurses and patients in healthcare

settings, which demonstrated something about patient involvement. The selection was based on a desire to

be able to discuss ethics in clinical routine care situations in nursing practice. That is, the two cases can be

described as ‘telling cases’. They are not chosen because they are typical and necessarily similar to the other

cases, but because they can help us spot something new, focussed on the exposure of new theoretical

insights, and may help us expand our understanding of patient involvement in nursing.39,40 The case

constructions focus on concrete interactions between nurses and patients, and quotes were selected from

the empirical material to serve as illustration for the cases.
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Ethical considerations

The study followed the principles of the Helsinki Declaration.41 All participants gave written, informed

consent before participation. The study obtained approval from the Danish Data Protection Agency (2013-

41-1712). All the practice scenarios have been suitably anonymised to protect patient confidentiality.

Findings

Case 1: patient’s knowledge of her own body

Lisa was in her mid-60s. She had received experimental palliative treatment for a cancer. During many

years of intermittent interventional chemotherapy, Lisa’s veins had transformed into scar tissue. This meant

that it was difficult to take blood samples and insert peripheral venous catheters in Lisa’s veins. To evaluate

the experimental cancer treatment, Lisa needed a scan, during which contrast fluid needed to be injected

through a vein. She informed the nurse responsible for the injection about the difficulties related to her

veins. The nurse answered that she would like to make an attempt before calling assistance from an

experienced colleague.

Taking Lisa’s hand, the nurse assesses and selects a vein at the elbow flexion by applying a tourniquet.

Lisa comments that her hand is cold: ‘I have fish blood’, she says . . . ‘I have always said that because my

hands tend to be a bit cold’. (Field notes)

Nurse disinfected Lisa’s arm and inserted the needle. It hurt. The cannula entered the vein, but destroyed

it. The nurse tried to insert the needle in the other arm’s elbow flexion, but that also failed. She signalled to

her colleague in the control room that she should call assistance from an anaesthetic nurse.

The nurse explains to Lisa: ‘I must always try to insert a cannula in the veins of the hands or feet before I call a

colleague’. (Field notes)

The anaesthetic nurse arrived and tried in vain to insert the venous catheter at almost the same place.

Lisa’s pain increased.

Suddenly, Lisa starts to get extremely tense. She seems afraid, as if she wants to leave her body. Everyone in the

room reacts, as she is almost screaming ‘ouch!’. She looks like she is about to have a panic attack. (Field notes)

They all tried to comfort her. A nurse found a blanket for Lisa, as she had become cold. Lisa regained

inner balance and calmness. The anaesthetic nurse asked if she could insert the venous catheter in the back

of her hand. Lisa accepted. This time, the nurse succeeded and all present expressed relief. The nurse

carefully positioned the cannula with several pieces of plaster. After the scan, the nurse apologised for all

the attempts to insert the needle. Lisa responded:

It is surely not your fault. If you had done it on purpose, it would be different! As it is, there is nothing that can be

done about it. (Field notes)

After the scan, Lisa should have had blood samples taken at another department (Clinical Biochemistry)

by another nurse. She repeated the information about the condition of her veins to the nurse. The nurse

knocked on Lisa’s veins and decided to insert a cannula in her elbow flexion after removing one of the

plasters. It hurt, and Lisa moaned loudly in pain. Lisa hunched her shoulders far up towards her ears. She

became tense again.
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The nurse gets very surprised that it is so painful, saying: ‘Usually, the elbow flexion is the least sensitive place

on the arm’. (Field notes)

The nurse interrupted the insertion and said she would find another place and apply what she called a

‘baby needle’. This meant that the actual blood collection would take longer than usual, but the plug would

be less painful. Then, she knocked on the tiny vein that ran in the wrist and asked, if it was okay to insert the

needle there. Lisa agreed. The nurse took one of the small needles and inserted it. Then, the blood flowed

slowly and successfully.

Case 2: patient’s concern about her impending death

Sarah was a well-functioning woman in her mid-70s. She had lung cancer and had been admitted several

times to a palliative medical unit due to respiratory distress. She smoked, even though she often needed

oxygen. During the hospitalisation, she included others in her thoughts on her impending death. For

example, Sarah told a nurse: ‘I am tired of living’. Her husband had died years previously of cancer, and

her son was also dead. She continued: ‘When I’m dead, I’ve arranged for a man to pick up and sell my

furniture. The money should go to charity’. The nurse interrupted and said: ‘It is lovely weather today. Want

to sit in the garden to have breakfast?’ Sarah replied: ‘It might be a little early, but I would like to go into the

garden later on, when I need to smoke’.

Sarah went in the garden for lunch. The nurse and a fellow patient were present when Sarah said: ‘I am

not afraid of dying!’. She continued explaining how she had mastered the practicality of her impending

death. She did not expect anyone whom she knew to show up for her funeral. Her social network was very

limited. However, she had arranged payment for her coffin, written down that she should be cremated and

where the urn should be placed. Her fellow patient burst out: ‘Please stop!’, and explained that she was not

ready for this kind of conversation, so their talk shifted into another direction.

Despite Sarah’s clarity on practical matters related to her forthcoming death, there were several episodes

during the field study that pointed to the fact that there was also something that worried Sarah and aroused

her anxiety. In those situations, she often invited the nurses to engage with her worries.

Scene 1: Sarah’s respiratory distress required her to have personal hygiene assistance. The nurse was in

Sarah’s room helping prepare Sarah to take a shower. The nurse asked Sarah to put her legs over the edge of

the bed so she could get out of bed and enter the bathroom. Sitting on the edge of the bed, Sarah suddenly

exclaimed: ‘I’m looking forward to when “He” is coming and picking me up’. The nurse was standing close

to Sarah, waiting for Sarah to take off the oxygen mask and get ready to get out of bed. The nurse replied,

‘I can understand that’ and continued in a teasing tone: ‘Is it so bad to be here?’. Sarah replied: ‘No! It is not

at all. After all, everyone is sweet and kind to me’. Sarah felt rebuked, left the subject, stepped down from

the bed and the nurse supported her into the bathroom.

Scene 2: As shifts changed, the night watch reported to the following day watch that Sarah had had problems

with anxiety in the morning:

Sarah was already awake at six o’clock and was confused. She had a violent nightmare and was completely out of

herself. She was offered some sedative medication so she could fall asleep again, but Sarah didn’t want it. She

was helped out of bed and had a cup of coffee. Then, she calmed down again.

The nurse who took over responsibility for Sarah in day-care received the handover and wrote a note in the

journal. Shortly thereafter, the nurse went to Sarah with her morning medication: ‘Good morning. Well,

how are you, Sarah?’. Sarah immediately began to tell that she had not slept well because of a terrible
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nightmare. The nurse replied: ‘Well, that was not so nice’, and then she said to Sarah: ‘Now, you just have to

think about something else, and then you will be fine again’. The nurse left Sarah’s room and continued to

distribute medication to the other patients on the ward.

Discussion

The discussion will focus on two ethical issues in the cases, namely ‘involvement of patients’ ‘experiences

in palliative nursing care’ and ‘relational distribution of power and knowledge’, inspired by Arendt’s

concept of ‘thoughtlessness’28,29 and a Foucauldian perspective on the medical clinic and related

power.30,31

Involvement of patients’ experiences in palliative nursing care

The interactions between patients and healthcare professionals begin with the fact that a person experiences

something wrong with her or his own body and therefore contacts the healthcare system for help. Initially, it

is the patient (or a relative) who involves healthcare professionals in her or his life as a result of which a

relationship between the patient and healthcare professionals arises.42 In this process, patients partly hand

over the responsibility for their bodies to healthcare professionals. This means that healthcare professionals,

who have little direct access to patients’ bodily and emotional experiences, end up with a primary respon-

sibility for determining how and how much patients’ expressions about bodily and emotional issues are to be

emphasised in specific situations. Ideologically, this calls for professional ethical attention in palliative

care.26 However, such professional attention seems absent in both cases 1 and 2. In case 1, Lisa actively

offers knowledge of her body to facilitate the nurse’s work and minimise her own physical discomfort and

anxiety. Lisa shares clinically relevant knowledge with the nurses about her body and its invisible dysfunc-

tion, but they do not listen to her. In case 2, on numerous occasions, Sarah invites nurses to a dialogue about

her imminent death, which nurses refuse. This is remarkable since palliative care rests on ideals that include

end-of-life dialogue to relieve patient suffering.26 Inspired by Arendt,28 Roberts and Ion43 discuss how such

behaviour can be regarded as ‘thoughtlessness’ on the part of the nurses who stick to an ‘unreflective

strategy’ in which nurses do not think about consequences outside the structural framework of healthcare.

They are subject to the structural framework of healthcare30 with reproduction of the systems of thoughts,

actions and practices.32 Nurses have the power to define when and how involvement of patients is going to

happen in clinical routine care situations in nursing practice. Thus, nurses do as implicitly expected, as they

are socialised in a culture that per se does not involve patients’ perspectives44 and favours an instrumental

rule-governed rationality. Patients’ attempts to set an agenda or contribute knowledge to nurses may

unconsciously be rejected because of ‘thoughtlessness’ conditioned by nurses’ habitual understanding that

this is time-consuming and/or irrelevant to core clinical tasks.3 The actions of nurses are embedded in the

structural, bureaucratic conditions in which nurses often unconsciously work in a way that confirms the

inherent logic and reward systems of the system.44 As such, the cases illustrate how institutional arrange-

ments in healthcare with its historical roots and culture, as well as the power relation between patient and

nurses, are fostering nurses’ ‘thoughtlessness’ as a failure of conscience and/or an ideology serving the

effectiveness of a system. In addition, the individual nurse may also have an everyday occurrence of

‘thoughtlessness’ due to a lack of attention.32

Another possible explanation is to be found in the unpredictable nature of patients’ actions and initia-

tives. ‘Thoughtlessness’ is closely related to the ignorance of the plurality and unpredictability of the human

condition. According to Arendt,29 it is part of the human condition that people are different. At the same

time, it is an international ethical norm that people should be given equal rights and status, regardless of

their social positions and different needs.45 When representatives of a system try to gain control by not
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allowing or acknowledging the plurality and unpredictability of the human condition, a tendency towards

totalitarianism evolves.29 In cases 1 and 2, ‘thoughtlessness’ can be interpreted as the outcome of an

authoritarian regime in which the medical logic dominates, ruled by values of effectiveness and cost-

reductions.34 In this regime, nurses keep the focus on solving the system’s tasks without, in principle,

taking into account plurality and unpredictability among patients.

Arendt29 defines action as a higher form of human interaction, always involving the unforeseen, appear-

ing spontaneously and in relation to others.34 Regarding the expressions of the patients in cases 1 and 2 as

moments of actions, it can be the unpredictability, or the open outcome, that make these actions difficult

for – or unpopular with – the nurses. Often, people prefer to retain a grip on reality and avoid what is

unforeseen.29 Nurses’ way of handling unpredictability in routine clinical care situations in nursing practice

includes the possibility and risk of performing harmful deeds.28,43 This is due to individual failure in

distinguishing right from wrong in the situation and/or as a consequence of nurses’ socialisation into the

medical ideology of the healthcare system.31,32,44 Kohlen34 argues in continuation of Arendt that whoever

tries to remove unpredictability from action will destroy what is defining us as human. To avoid dehuma-

nisation in healthcare, it is necessary to allow contingencies and unplanned aspects in specific meetings with

patients. In other words, nurses must free themselves from instrumental and technical approaches in order to

encompass and accept patients’ unpredictable initiatives in the form of invitations to become involved in

their (life) situations.34

Relational distribution of power and knowledge

The practice of ‘thoughtlessness’ must be understood – and ethically challenged – in relation to the medical

clinic.43 Nurses are socialised into the medical clinic with its distinctive logic and language.28,30,44,46 The

medical context in which meetings between patients and nurses occur is governed by a medical logic where

physical needs and treatments have the highest priority.47 Foucault30 shows how the ‘medical gaze’ gives

power to the specific knowledge gathered by distancing the medical professionals from the patients by

circumscribing them into medical conditions. According to Foucault, the power to acknowledge what is

considered as ‘relevant knowledge’ rules the interaction of the partners involved.30 Case 1 illustrates how

the patient’s knowledge of her veins and their nature is not recognised as useful knowledge for nurses in

their priorities and choices when inserting venous cannula and taking blood samples. Patients’ knowledge

per se does not enable them to participate in joint decisions with healthcare professionals, as other studies

have shown.1,48 Patients need to be assigned power by nurses in their interactions with patients, if

patients’ knowledge is to be applied in clinical practice. Most patients adjust to a subordinate position

in the healthcare system, and try to act in relation to a notion of being ‘a good patient’. Campbell and

colleagues show that characteristics of a good patient include obedience, patience, politeness, listening,

enthusiasm for treatment, intelligence, physical cleanliness, honesty, gratitude and lifestyle

adaptations.49 These qualities might hamper the patients’ opportunities to initiate a relationship that

facilitates knowledge sharing. An additional factor, which enhances this challenge, is that empirical

observations show that patients interpret the behaviour of healthcare professionals and what is expected

of them, as well as the structural framework to which they are subordinated.48 This interpretation of

patients’ behaviour can be seen in both Lisa in case 1 and Sarah in case 2. In case 1, Lisa draws attention

to her knowledge about her body, but the nurses do not offer a relational response that includes her

experiences. Through silence, Lisa accepts her subordinated position and the nurses’ decisions. Only

when Lisa’s expression cannot be overheard, the nurses listen to her and change their strategy. In case 2,

Sarah leaves the theme of her impending death as nurses change the subject.

The nurses meet the moment of action when the patient indicates their wish to be involved in two

different ways in the cases. In case 1, the nurses respond to Lisa by ignoring her knowledge about her own

Glasdam et al. 1625



body and by being insensitive to her underlying anxiety of not knowing the outcome of the experimental

treatment. This ignorance is partly produced out of neglect of the information offered by Lisa and partly as a

result of the organisational procedures for assistance which nurses need to follow in the clinic. In case 2, the

nurses also meet Sarah and her invitations to talk about her impending death by either ignoring her

existential concerns or neglecting them by the use of humour. The use of humour can be regarded as an

exercise of power,31 setting the agenda for problems that can be talked about and not talked about in the

nurse–patient meeting, with a risk of exacerbating the patient’s existential needs. The nurses’ use of humour

as a mechanism to ignore a topic, raised by a patient, is not good ethical nursing.26,44 It is also in direct

contrast to International Council of Nurses’ (ICN)45 intention that nurses have an obligation to respect

people’s health rights at all times and in all places, including the way they express their needs, worries or

wishes. By ignoring patients’ expressions of concern, the nurses undermine the fundamentals of patient

involvement and show a lack of understanding of the human condition. Using humour to ignore significant

concerns allows nurses to maintain their planning and prioritising actions on the part of patients by averting

the contingency and invitation to get involved in patients’ situations. Humour can be a powerful tool for

warding off or converting an undesirable situation into a desired, controllable situation, while also indirectly

ridiculing patients’ priorities or laughing at their human frailties behind a compassionate outward expres-

sion.50 Nurses’ strategies of distraction, ignorance or neglect by the use of humour illustrate how involve-

ment of patients’ experiences depends on acknowledgement of the issues they raise by nurses. In

continuation of the thinking of Arendt,28 the modern healthcare system of today calls for critical, ethical

reflection as it carries a great risk of increasingly promoting and rewarding nurses who dehumanise patients,

as the system’s structural framework shapes nurses to be part of a form of totalitarianism where ‘thought-

lessness’ is included as an embedded condition in nursing. The article’s findings demonstrate the necessity

for researchers to assume an obligation to explore poor clinical practice. Furthermore, it points to the

necessity for nurses to learn from poor practice that may distress or harm patients, and to increase their

awareness of their own ‘thoughtlessness’.

Studies show that patients quickly detect authoritarian ways of communicating and may interpret it to

mean that their knowledge, questions and preferences do not have space and priority in their interactions

with healthcare professionals.48,51 In the medical clinic, the order of power and knowledge is staggered, and

healthcare professionals are positioned over patients in terms of the patient’s disease, care and treatment.30

Grimen52 describes this distribution of power and knowledge in the modern healthcare system as a closely

linked connection between power, risk and trust. When patients enrol in the healthcare system, they put their

trust in the insights and intentions of healthcare professionals, and in that way assign power to healthcare

professionals. Specifically, they assign power to act on their bodies, power to assess what is possible to do

and power to assess what is too risky to do.52 Ultimately, this means that patients give healthcare profes-

sionals the responsibility for acting on their bodies during an admission. In other words, patients entrust part

of their self-determination and autonomy to healthcare professionals who, under strict regulations in terms

of their authorisations, exercise professional autonomy.53 Historically, professionals have been granted the

right to make decisions about patients’ bodies, despite the fact that there have been many actions over the

past 40 years to change this trajectory.1,2 A part of the explanation for this historical process could be that all

actors more or less accept and respect the order of the clinic with its exclusion of patients and their bodily

knowledge and expressions, besides the basic economic, political, social and symbolic positions of power.

Another part of the explanation is that both patients and professionals are locked into a self-confirming and

self-enhancing cycle of homologies, which form the order of the clinic and lead to situations where this

order is seldom discussed by or among the actors.54 A historical process of change demands that profes-

sionals re-assign the right to make decisions about the patient’s body to the patient, not just in words but also

in actions in clinical practice. History is transformed into culture and cultural arbitrariness is transformed

into naturalness, understood as self-evident. It is an ethical challenge to make ‘small’ decisions around
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routine care practices visible in order to regain patient involvement in its arbitrary, non-statutory character

and its socio-logical necessity.54 From an ethical perspective, history must return to its starting point,

namely that the patient’s life and disease situation returns to the centre of the relationship between profes-

sionals and patients. Studies show that it is difficult for nurses to meet their own humanistic ideals and relate

ethically to the patient’s needs and suffering when the medical logic and the neoliberal organisational

framework are prevalent and only unplanned time slots allow nurses to prioritise psychosocial needs for

patients and relatives.44,46 The acknowledgement of the importance of relating to patients’ experiences as

valid knowledge would support an ethically sound nursing practice that does not belittle the existential

dimension of being ill and dependent on provision of care.

Finally, the article’s inspiration, from chosen concepts of Foucault’s and Arendt’s thinking, offers

fruitful ways to analyse and discuss dehumanisation in healthcare by focussing on ways in which unpredict-

ability and uncertainty in patient–nurse situations are managed in relation to patient involvement. The two

philosophers have different starting points and ways of thinking, but both argue that, on the one hand,

people’s opportunities and thought patterns are conditional on the structural framework of the bureaucracy,

including the healthcare system. On the other hand, people have a tendency to accept and thereby support

the conditions and systems they have in their lives.55,56 Furthermore, Arendt and Foucault show that people

created historical conditions and so conditions can also be changed by people, although there is a built-in

sluggishness in changing historical conditions, and associated knowledge, action and thought systems. The

perspectives of Arendt and Foucault point to the urgent need for a critical approach to current nursing

practice, help us understand these challenges and inspire us in facing them.55,57 Overall, the study raise an

ethical question for the researchers. It is an ethical demand to find a balance between when a researcher

should study the actual circumstances exclusively to get to know them better, and when a researcher should

intervene when what they find can be classified as practice that distresses and harms patients. It has to be

reflected upon at which point researchers ought to mention poor practice to nurses and managers in a given

ward, and when researchers ought to incite a patient or their relative to complain about the care that has been

given.

Conclusion

There are limitations and challenges in involving patients in clinical nursing practice, partly because of the

‘thoughtlessness’ of nurses, and partly due to the distribution of power and knowledge in healthcare. The

power to define the content of conversations and the relational aspects of the interactions is rarely negotiated

by the patient, but often set by the nurse. The medical and institutional logic of the healthcare service often

sets the framework for the exchange between professional and patient and creates ‘thoughtlessness’ among

nurses. This kind of interaction ignores what Arendt has pointed out as the human condition. By not taking

the plurality of humankind and the unpredictability of what actions might lead to into account, patient

involvement has limited options in nursing everyday practice, as it per se is not included in the healthcare

structural framework. The patient’s needs, preferences, knowledge and statements stay in the background as

less significant for nursing practice, when nurses have a predefined agenda for the way they act with and

involve patients. Consequently, the nurses’ fixed agenda becomes the core of the conversation and inter-

action, while patients’ inputs become peripheral, and the possibility of acting responsively to the human

condition is neglected. Moreover, when professional, academic and political frameworks in into healthcare

services decide and determine the distribution of knowledge and definition of significant knowledge, this

may overrule relational aspects of knowledge-sharing and most importantly the insight the subjective issues

at stake. These conditions challenge nurses’ ideas of being ethical attentive to ensure that patients receive

good palliative care. Nurses need to become reflective and discover the tendency towards ‘thoughtlessness’
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and power relations if patient involvement is to be taken seriously and dehumanisation of patients in

palliative care avoided.
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12. Thorgård K. Patientinddragelse mellem ekspertviden og hverdagserfaringer [Patient involvement between expert

knowledge and everyday experiences]. Nord Sygeplejeforskning 2012; 2(2): 96–108.

13. Sandman L, Granger BB, Ekman I, et al. Adherence, shared decision-making and patient autonomy. Med Health

Care Philos 2012; 15: 115–127.

14. Sandman L. The concept of negotiation in shared decision making. Health Care Anal 2009; 17: 236–243.

15. Sandman L and Munthe C. Shared decision-making and patient autonomy. Theor Med Bioeth 2009; 30: 289–310.

1628 Nursing Ethics 27(8)

https://orcid.org/0000-0002-0893-3054
https://orcid.org/0000-0002-0893-3054
https://orcid.org/0000-0002-0893-3054


16. Strohal R, Prinz JC, Girolomoni G, et al. A patient-centred approach to biological treatment decision making for

psoriasis: an expert consensus. J Eur Acad Dermatol Venereol 2015; 29(12): 2390–2398.

17. Stacey D, Legare F, Barry MJ, et al. Decision aids for people facing health treatment or screening decisions.

Cochrane Database Syst Rev 2014(1): CD001431.

18. Bombard Y, Baker GR, Orlando E, et al. Engaging patients to improve quality of care: a systematic review (report).

Implement Sci 2018; 13: 98.

19. Denniston C, Molloy E and Rees CE. ‘I will never ever go back’: patients’ written narratives of health care

communication. Med Educ 2018; 52(7): 757–771.

20. Glasdam S, Henriksen N, Kjær L, et al. Involvement of the Client in Home Care Practice– a relational sociological

perspective. Nurs Inq 2013; 20(4): 329–340.

21. Carter P and Martin G. Engagement of patients and the public in NHS sustainability and transformation: an

ethnographic study. Crit Soc Policy 2018; 38(4): 707–727.

22. Cyril S, Smith B, Possamai-Inesedy A, et al. Exploring the role of community engagement in improving the health

of disadvantaged populations: a systematic review. Glob Health Action 2015; 8: 29842.

23. Mayor E and Bietti L. Ethnomethodological studies of nurse-patient and nurse-relative interactions: a scoping

review. Int J Nurs Stud 2017; 70: 46–57.

24. Glasdam S and Oeye C. Alcohol abuse in cancer patients: a shadow side in the oncological field and research. Med

Health Care Philos 2014; 17(3): 437–446.

25. Glasdam S, Bergström C and Engberg C. Coping strategies among patients with malignant lymphoma- a qualitative

study from the perspectives of Swedish patients. Eur J Oncol Nurs 2020; 44: 101693.

26. Randall F and Downie RS. The philosophy of palliative care: critique and reconstruction. Oxford: Oxford

University Press, 2006.

27. Boelsbjerg HB. At nærme sig døden – menneskeligt og metodisk. En kvalitativ undersøgelse af kristne og muslimske

kræftpatienter i palliative forløb [Approaching death - human and methodical. A qualitative study of Christians and

Muslims cancer patients in palliative care]. PhD Dissertation, Syddansk Universitet, Odense, 2017.

28. Arendt H. Eichmann in Jerusalem: a report on the banality of evil. New York: Penguin, 1992.

29. Arendt H. The human condition. Chicago, IL: University of Chicago Press, 1998.

30. Foucault M. The birth of the clinic: an archaeology of medical perception. London: Routledge, 2003.

31. Foucault M. Discipline and punish: the birth of the prison. 2nd ed. New York: Vintage Books, 1995.

32. Schiff J. The varieties of thoughtlessness and the limits of thinking. Europ J Polit Theory 2013; 12(2): 99–115.

33. Birchley G. A clear case for conscience in healthcare practice. J Med Ethics 2012; 38(1): 13–17.

34. Kohlen H. Troubling practices of control: re-visiting Hannah Arendt’s ideas of human action as praxis of the

unpredictable. Nurs Philos 2015; 16(3): 161–166.

35. Annerstedt CF and Glasdam S. Nurses’ attitudes towards support for and communication about sexual health – a

qualitative study from the perspectives of oncological nurses. J Clin Nurs 2019; 28(19–20): 3556–3566.

36. Clinton ME and Springer RA. Foucault’s legacy for nursing: are we beneficiaries or intestate heirs? Nurs Philos

2016; 17(2): 119–131.

37. Marcus G. Ethnography in/of the world system: the emergence of multi-sited ethnography. Annu Rev Anthropol

1995; 24: 95–117.

38. Hammersley M and Atkinson P. Ethnography: principles in practice. London: Routledge, 2010.

39. Mitchell J. Case and situation analysis. Sociol Rev 1983; 31(2): 187–211.

40. Andrews P. Is the ‘telling case’ a methodological myth? Int J Soc Res Methodol 2017; 20(5): 455–467.

41. World Medical Association. WMA declaration of Helsinki: ethical principles for medical research involving

human subjects. Fortaleza: World Medical Association, 2013.

42. Jacobsen CB, Pedersen L and Jönsson AR. Patientinddragelse – fra patientens perspektiv [Patient involvement -

from the patient’s perspective]. In: Jørgensen K (ed) Patientinddragelse. Politik, profession og bruger [Patient

involvement. Politics, profession and user]. Copenhagen: Samfundslitteratur, 2019, pp. 183–200.

Glasdam et al. 1629



43. Roberts M and Ion R. Thinking critically about the occurrence of wide-spread participation in poor nursing care.

J Adv Nurs 2015; 71(4): 768–776.

44. Glasdam S, Ekstrand F, Rosberg M, et al. A gap between the philosophy and the practice of palliative healthcare:

sociological perspectives on the practice of nurses in specialised palliative homecare. Med Health Care Philos

2019; 23(1): 141–152.

45. ICN. Nurses and human rights. Geneva: ICN, 2011.
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