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Patients’ participation in decision-making in the medical field – ’projectification’ of 

patients in a neoliberal framed healthcare system 

Stinne Glasdam, Christine Øye, Lars Thryssøe 

 
ABSTRACT: 
This article focuses on patients’ participation in decision-making in meetings with healthcare 

professionals in a healthcare system, based on neoliberal regulations and ideas. Drawing on 

two constructed empirical cases, primarily from the perspective of patients, this article 

analyses and discusses the clinical practice around decision-making meetings within a 

Foucauldian perspective. Patients’ participation in decision-making can be seen as an offshoot 

of respect for patient autonomy. A treatment must be chosen, when patients consult 

physicians. From the perspective of patients, there is a tendency that healthcare professional 

to supply the patients with the information that the healthcare professionals think necessary 

for the patient to make his/her own decision. But patients do not always want to be a 

‘customer’ in the healthcare system; they want to be a patient, consulting an expert for help 

and advice, which creates resistance to the some parts of the decision-making process. Both 

professionals and patients are subject to the structural frame of the medical field, formed of 

both neoliberal framework and medical logic. The decision-making competence in relation to 

the choice of treatment is placed away from the professionals and seen as belonging to the 

patient. A ’projectification’ of the patient occurs, whereby the patient becomes responsible for 

his choices in treatment and care and the professionals support him with knowledge, 

preferences, and alternative views, out of which he must make his own choices, and the 

responsibility for those choices now and in the future. At the same time there is a tendency 

towards de-professionalisation. In that light, participation of patients in decision-making can 

be regarded as a tacit governmentality strategy that shape the location of responsibility 

between individual and society, and independent patients and healthcare professionals, despite 
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the basically desirable, appropriate and necessary idea of involving patients in their own 

situations from a humanistic perspective.  

 
Introduction 

The Danish healthcare system is based on public welfare provision and decentralized welfare 

administration (Vrangbæk & Christiansen, 2005), as in many other Western countries. 

Denmark is increasingly being influenced by marketisation principles organising healthcare 

(Bertelsen & Rostgaard, 2013). The entire society and thus also the healthcare system is 

organised as services based on neoliberal bureaucratic regulations and  ideas (Mik-Meyer & 

Villadsen, 2007; Holen, 2011; Glasdam et al., 2013a, 2013b), that is,  political ideas based on 

minimising public costs, privatising as many welfare services as possible, and emphasising 

individual freedom; especially in acting and expressing oneself freely (Harvey, 2005). A 

study of white papers (public health policies) in Scandinavian countries has shown that 

Denmark is more neoliberal than the other Scandinavian countries stressing the importance of 

individual behavior, responsibility and autonomy when it comes to public health policies 

(Vallagårda, 2007). Hence, the Danish health programme emphasises the individual`s 

responsibility to take an active part in decisions concerning his/her health. In additional the 

Danish Health Act is influenced by neoliberal ideas formulating frameworks and standards to 

guide behaviors of professionals and inform patients to take on an active role in regards to 

their own healthcare (Bekendtgørelse af sundhedsloven, 2010: Chapter 5. Patients’ 

involvement in decisions). The patients are expected to be well-informed and to be able to 

choose between relevant healthcare services and treatments. Danish researchers have claimed 

that the ideal patient is regarded as one who is responsible, strong, self-determined, 

controlled, and acknowledges and accepts the responsibility of playing an important part in 

handling his/her healthcare-related problems (Mik-Meyer & Villadsen, 2007; Holen, 2011). 

Similarly, researchers of neoliberal health policies in other countries underscore how the 
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neoliberal subject is an individual who is morally responsible for navigating the social realm 

using rational choice grounded in market-based principles (Rose, 2003¸ Evers, 2003; Harvey, 

2005; Mol, 2008; Boas & Gans-Morse, 2009; Hamann, 2009).  

Throughout the last 35 years, Western health policies, educational curricula and institutional 

health organisation have highlighted patients’ active participation in decision-making in 

healthcare (Bovenkamp & Trappenburg, 2009; Glasdam et al., 2013a, 2013b). Accordingly, 

patient participation in care and treatment and related decision-making is desirable in both 

health politics and as part of legal rights movements in many western countries (e.g. Sahlsten 

et al., 2009; Omeni et al., 2014). That is, patient participation is both anchored in a democratic 

and humanistic ethos underscoring patients as active participants (Oeye et al., 2009), as well 

as anchored in a neo-liberalistic ethos underscoring patients as `customers` (Mol, 2008; 

Holen, 2011; Fotaki, 2013; Powers et al., 2013). However, there is no consensus on how to 

interpret ’participation’ (Færch & Harder, 2009; Lyttle & Ryan, 2010; Olesen, 2010; Cribb & 

Entwistle, 2011). Currently, there are many models of patient participation in decision-making, 

such as ‘Shared decision making’ and the ‘Person-Centered Communication and Reflection 

Model’, which aim to secure and guarantee the patient’s voice in healthcare decisions 

(Ruland,  2005; Murray et al., 2006; Légaré et al., 2008; Zoffmann et al., 2008; Sandman, 

2009; Sandman & Munthe, 2010; Sandman et al., 2012; Lenz et al., 2012).  To take part in 

decision-making the patient must have enough information and support from professionals to 

be able to make her/his own decision about her/his treatment and care (Coulter et al, 2008; 

Bekendtgørelse af sundhedsloven, 2010).  

Both in medicine and nursing, patients’ participation in decision-making is articulated as a 

good method of involving patients in relation to their own illness and symptoms management 

(Ruland, 2005; Stacey et al., 2008; Zoffmann et al., 2008; Burton et al., 2010; Chewning et 

al., 2012). The notion is that patient participation: can led to improved care outcomes 
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(Stringer et al., 2008; Weiner et al., 2013), is a useful way to reduce costs in the healthcare 

system (Lee & Emanuel, 2013; Oshima & Emanuel, 2013; Prabhakar et al., 2014), makes the 

patient cope with illness in everyday life (Zoffmann et al., 2008; Thorgård, 2012), optimises 

management of treatment and lifestyle (Olesen, 2010; Sandman et al., 2012), and protects the 

patient's autonomy (Sandman, 2009; Sandman & Munthe, 2009, 2010; Sandman et al., 2012). 

Healthcare professionals are obligated to protect the individual's autonomy and the 

individual’s right to self-determination and, by extension, invite patients to participate in 

decision-making in the healthcare system in order to meet these claims. Consequently, 

patients are free to decide for themselves what is going to happen in their life, even in illness 

and hospitalisation (Mathar, 2008). According to Danish law, no treatment, care or prevention 

may be initiated or continued without the patient's informed consent (Bekendtgørelse af 

sundhedsloven, 2010). On the one hand, this means that a patient has the right to say ’yes’ or 

’no’ to medical treatment, physiotherapy, occupational therapy and nursing, and the idea is 

that through patient participation in decision-making this can be accommodated. On the other 

hand, respect for patient autonomy has to be balanced with knowledge of the patient’s literacy 

and ability to understand information, both of which affect the patient’s ability to give 

informed consent (Rossel, 1985). However, research has shown that attempts by physicians 

and nurses to secure patient involvement in decision-making often end up supporting the 

professionals’ agenda based on the dominating medical model of the right choice of treatment 

or care (Whitney 2003; Glasdam, 2003, 2013a, 2013b; Dahlager, 2005; Oeye et al., 2009; 

Upton et al., 2011; Knutsen et al., 2011).  

This article focuses on patients’ participation in decision-making in meetings with healthcare 

professionals in a healthcare system, primarily from the perspective of the patients. It draws 

on qualitative empirical studies in two different outpatient clinics by the authors. Two 

exemplary cases have been selected and form the empirical basis for analysing and discussing 
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patients’ participation in the decision-making, within a theoretical framework informed by 

Foucault and his concepts of power, resistance and governmentality. 

 

The theoretical framework as analytic lens and starting point for discussion of the 

findings 

Foucault had a critical eye for what characterises power in modern societies as a consequence 

of history, scientific discourses and institutions. He showed how actors in modern societies 

are caught in institutional structures, which pin down and form the actors’ actions (Foucault, 

1977; Rabinow & Rose, 2003; Rose, 1994, 2003; Mik-Meyer & Villadsen, 2007). Power is a 

relationship and is exercised throughout the social body, where it operates at micro levels of 

social relationships. Power is omnipresent and a necessary, productive and positive force in 

society (Foucault, 1975, 1977; Rose, 1994; Mik-Meyer & Villadsen, 2007). Power is 

understood as the ability to bring things into action. As such, power will always generate 

some kind of resistance (Foucault, 1977). The institutions, their systems and their roles as 

bodies of knowledge define norms of behavior and deviance, and physical bodies are 

subjugated and made to behave in certain ways; Foucault calls this technology ‘biopower’ 

(Hamann, 2009; Foucault, 2010). Biopower intends to achieve the subjugation of bodies and 

the control of populations (Foucault, 1998). It is inextricably bound up with biopolitics in the 

use of medical technologies and apparatuses for the care and administration of life itself 

(Foucault, 1984). Foucault’s interest in biopower and biopolitics leads to his the concept of 

governmentality (Foucault, 1991), which in short means the way the self is governed through 

techniques of self-governing, for instance by giving individuals freedom and choices 

(Foucault, 1994).  

In this article, the selected empirical cases were analysed and discussed through a lens of the 

above-mentioned Foucaudian concepts of power, resistance and governmentality. The 
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analysis was primarily from the perspective of the patients and focused on the meetings 

between healthcare professional and patients in order to illuminate patients’ participation in 

decision-making in those meetings in the healthcare system. It means that the analysis was 

oriented towards patients’ self-determination of treatment from the perspective of the patients. 

The analysis was not interested in the ideas behind the practical handled situations, but only in 

the situations in actu and the impact on patients.  

 

Choice and presentation of cases as basis for the analysis 

We have chosen two exemplary cases from previously research work. One case is about 

meetings between healthcare professionals and patients and their relatives in order to decide 

on whether to get treatment for cancer, which is also part of a randomized clinical trial (RCT). 

The other case is about meetings between healthcare professionals and patients when they 

have to decide on patient treatment in an outpatient clinical practice. This case illuminates 

patients` uncertainty about choosing the right treatment.  

 

Case 1: Patients’ participation in decision making about and participation in RCT  

This case emerged from an interview study where the empirical material consisted of 28 

interviews with physicians, nurses, patients and their relatives in an oncology ward in 

Denmark (Glasdam, 2003, 2007). 

An RCT guided a large part of the treatment offered and given to patients in the oncology 

clinic. 

"We are strictly brought up with those clinical protocols. There are some measurements, 

[based on the idea that] disease should respond [to treatment], or some measurements, 

disease should progress, before you stop [treatment]. And that's really the rule we live by in 
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the practical world. It makes our life easier sometimes [...] oncology gets out of hand if you 

do not have objective measures for the introduction of new drugs for tumor reduction [...] ". 

(Physician) 

Both physicians and nurses in the oncology clinic had an explicit awareness that the RCT 

approach ruled the clinical practice and made the treatment handy for physicians and nurses; 

they knew exactly what to do and when. 

Information was considered and decisions made by a group consisting of a physician, a nurse, 

a patient and often a relative. During an outpatient consultation, the physician gave oral and 

written information about the RCT to the patient and the relative; nurse, patient and 

eventually relative. They all listened quietly to the one-way oral information, with the 

opportunity to question the physician afterwards. Questions from the patients and the relatives 

were often few; most patients kept quiet and were tacitly accepting the physician’s point of 

view; others had questions such as: 

"I asked if it was something they had tried before, because I certainly would not be an 

experimental rabbit. It was something they did often, and it was something they had good 

experience with [...] I wouldn't have chemotherapy, but as doctors say, well, that's all that we 

have, all we can offer you, so I have to revise my opinion and say yes. Well, I have not dared 

to refuse to receive it, because what is important for me to stay alive". (Patient) 

Usually, after a week, the patient returned to the oncological clinic and replied to the offer of 

participation in the RCT. The information provided by the physician was both a juridical 

legitimation for the physician in inclusion of patients in the RCT and information, and a 

means of ensuring that the patient understood what the RCT and treatments options were 

about, although it was clear to many of those involved that the patient was not always able to 

comprehend all information provided (Glasdam, 2003, 2007).  
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 “The patients complain that they have not been told [about RCT and treatment options], but 

it is clear from the record or patient information that they have all been told. They do not 

understand that there can be serious side effects, which you must tolerate if you want to be 

cured ". (Physician) 

“The patients and relatives pay attention to a single part of the information and do not 

necessarily hear the rest of it. It is understandable, because there are many things they need 

to grasp in a short time”. (Nurse) 

“My mother was cheated. If it was not a direct lie, at least it was uncertain because it was a 

trial. She could have chosen an ordinary chemotherapy if there had been someone who had 

recommended it, but they didn't [...] [the physician said] there were no major side effects and 

[...] because it was an experiment, it was even more controlled [...]. Both were certainly lies 

[...]. (Relative) 

Nurses tried to stay ‘neutral’ in relation to the patient's consideration of participation in the 

RCT and referred the patient to discuss the matter with her/his relative rather than with 

her/him, if the patient asked her/him (Glasdam, 2003, 2007). 

Case 2: Patients’ participation in decision making about best treatment 

This case was constructed on empirical material from an ongoing participant observation and 

interview study including 15 patients with atrial fibrillation in an outpatient clinic in 

Denmark. A physician consulted the patients during the first meeting and a specialised nurse 

consulted them in the following consultations; this meant than the physician and the nurse 

never met together with the same patient.  

A 63 year old man had been diagnosed with atrial fibrillation more than one year ago and had 

been treated with anticoagulation. Now, he was referred to the clinic because of a minor 
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stroke. During the first consultation, he underwent a medical examination with ECG and 

echocardiography. The physician diagnosed an unaltered atrial fibrillation, and an optimised 

treatment was needed. The physician informed the patient about the two kinds of 

anticoagulation strategies as recommended in national and international guidelines. The 

physician explained, in detail, pros and cons of the treatment strategies, explained his own 

preference and asked for the patient’s preferences. The patient wanted to discuss the choice 

with his general practitioner (GP) before he made a decision. In fact, the GP and the physician 

in the outpatient clinic disagreed about choice of treatment: 

“My GP and the physician at the hospital discussed which kind of medicine I should have. 

They were so kind listening to my thoughts about treatment choice. And then I was asked to 

decide which I preferred. I was lost. Then I got mad. Then I really got mad, because I was  

not competent to make [such a decision]. I did not find myself ready for that. It [the decision 

process] did not take place in a responsible manner.  I was ordered to make a decision about 

something that I did not have the prerequisites for making […] and thereby take the 

consequences if I made a wrong choice.”  

Another 74 years old male patient in the same study said: 

“I am not sure. Maybe I felt that he [the physician] was a bit uncertain whether it should be 

the medicine he preferred or if it should be the older kind of medicine.  Maybe it is wrong to 

say he was uncertain. He was probably in doubt. It was as if he said that I could get this, but I 

could also get that.” 

Those patients never talked with the physicians or the nurses about these feelings and 

experiences. The patients did not consider themselves to be qualified to be part of the decision 

making process and refused to take the final decision about treatment choice. From the 

perspective of patients, the physicians then made decisions based on their knowledge and 
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preferences. In subsequent consultations, the nurses took no part in the decision-making 

process and did not discuss the decision-making process with the patients. The nurses asked 

the patients how they tolerated medication side effects and how their symptoms were at that 

moment. The disease, symptom management and medical treatment were front of stage; in 

consultations with both physicians and nurses.  

 

Analysing discussion 

A treatment must be chosen 

In the two empirical cases, the patients are given the choice to be treated in one or another 

way, whether under the regime of the RCT or in everyday clinical practice. The professional’s 

involving of the patients in the decision-making process does not give patients the choice not 

to engage. Taken to its extreme, every healthcare decision can be defined as a situation where 

more than one decision is possible; the patient might decide between been treated/cared for or 

not being treated/cared for; and if s/he wanted to be treated/cared for there was often more 

than one way to go. In both case 1 and 2 patients and professionals agreed that treatment is 

necessary for the patient. However, the patients and the professionals disagreed on who 

should make the treatment decision. The patients in case 2 thought that it was the 

professionals’ job to make a decision on behalf of the patient, the patients interpreted the 

professionals action as meaning that they had to decide treatment themselves based on 

background professional information; the decision-making process was unknown for them. 

Those two patients in case 2 reacted with resistance to the professional order and refused to 

take responsibility for the decision. The patients in case 1 were able to figure out the 

preferences of the professionals, accepted those preferences and thereby accepted that the 

RCT should chose the treatment for each and every one of them. The medical logic of 
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treatment as a necessity and as the medical truth (Foucault 2010) was incorporated by both 

healthcare professionals and patients. From a perspective of Foucault, those logics structured 

the conditions and set the agenda for the meetings between professionals and patients 

(Hamann 2009; Foucault 2010).  

In case 1 the patients were given the responsibility for choosing whether or not to accept 

treatment under the auspices	  of	  the RCT. If they chose the RCT, the choice of a ‘good’ or 

‘bad’ treatment regime would be based on randomisation according to the RCT study 

protocol. In case 2 the patients found that the professionals tried to made them responsible for 

the choice of treatment, but the patients resisted and preferred not to make the decision.  A 

healthcare system, which is anchored in a neo-liberalistic framework, assumes that patients 

have the choice, the capacity and the obligation to exercise such choices and responsibilities 

(Rose, 1996). Other studies show that patients’ participation in decision-making is particular 

important when decision-making is difficult for the professionals: for instance when the effect 

of the treatment is unsure, when individual circumstances are important factors in obtaining 

the benefit of treatment, when values and preferences of the patient are changing or unknown, 

and when decisions are based on a personal estimate (Ruland, 2005; Keating et al., 2010; 

Sinding et al., 2010). The emphasis on patients’ key role in the decision-making process can 

be regarded as a way for professionals in the healthcare system to transfer responsibility for 

individual problems and initiatives to the personal level (Foucault, 1991). The language of 

‘participating in decision-making’ is invoked by the state, represented by the healthcare 

professionals and their institutions, to help to govern the patients by placing the responsibility 

on patients themselves. In the two empirical cases, patients did not seem to be gaining more 

control over their own decision-making. Instead they were being given some of the 

responsibility in order to help carry out the physician’s agenda (Rose, 1996, Venkatesk & 

Murphy, 2007; O’Connor, 2010), and thereby regarded themselves as taking the responsibility 
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and consequences on their shoulders; they were tacitly being forced into a role of self-

leadership and governance (Foucault, 1984; Olesen, 2010). By this we do not mean that the 

patients are responsible for the RCT, the actual chosen treatment, or unexpected side-effects, 

but they are responsible for being self-determined and choosing a principle of treatment (RCT 

or not) as in case 1 or a concrete treatment alternative in clinical practice as in case 2. By law, 

the physicians are responsible for all medical treatment, whether or not it is organised as an 

RCT. Furthermore, participating in RCT is associated with the Declaration of Helsinki and 

strict legislation concerning information about the study, side effects and voluntariness of 

participation, which in itself calls for the patient to take responsibility and make a decision on 

whether or not to participate (World Medical Association, 2013). The consequence seems to 

be that they all do exactly what they are able and have to do. As also shown in other studies 

(Glasdam, 2003; Dahlager, 2005; Weber et al 2007) and in both cases, from the perspective of 

patients there is a tendency for physicians to set and lead the agenda, with nurses tacitly 

supporting the physicians’ agenda, , and as seen in case 1, to a lesser or greater extent the 

patient and family do what the physicians want them to do, if they are able to decode this. In 

case 2 the patients accept their immediate role in the information situation, but they did not 

understand the premises and the basis for the decisions they are asked to take. Those patients 

react to varying extents with non-articulated resistance and would have preferred not to 

participate in the decision about their own treatment. In that light, the patients’ participation in 

decision-making about their own treatment in the healthcare system governs the mentalities of 

both healthcare professionals, patients and their families. It produces the reality and 

interventions in the healthcare system based on self-governing techniques (Foucault, 1991). If 

the patients do not accept or understand the full set-up for participating in this decision-

making as seen in case 2, the physicians and nurses also show resistance to involving the 

patient in decision-making and seem to neglect the decision-making process. Instead, 
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according to the patients, the professionals take over, make the decisions and thereby support 

the medical logic concerning necessary treatment. The patients’ choice is limited to those 

options they can understand and that are viewed as acceptable by the professionals. Basically the 

patients want to make the ‘right choice’ so as not to be blamed for not taking care of and 

protecting themselves against their diseases. Thereby, the patients seem to be positioned in 

governmental discourses as an active rather than passive subject of governance, in charge of their 

own well-being and self-improvement (Vahabi & Gastaldo, 2003).  

 

When treatment becomes synonymous with experiment 

Case 1 shows that oncological treatment is frequently provided using the concept of RCT. 

There is a unique perception among both physicians and nurses in the oncological clinic that 

the RCTs are essential to treat actual patients, and at the same time, to find the most 

appropriate treatment for various cancer diseases in the future (Glasdam 2003, 2007). 

However, for the patient it is only a question of his/her owns treatment and the possibilities 

for a cure.	  In this view, the RCT functions are seen as synonymous with treatment and as 

instruments for quality assurance for what the physicians define as cancer treatment on equal 

terms with other treatment in the healthcare system. This can be regarded as a more logical 

way of thinking for professionals in the oncological field than, for instance, professionals in 

the surgical field, where treatment to cure is more prominent (Glasdam, 2003, 2007). Taken to 

its extreme, when only a few real oncological treatment opportunities exist, treatment is 

understood to mean participation in an RCT, which per se demands full acceptance of the 

decision by the patient (World Health Organization, 2013). If the patient takes the 

responsibility and accepts entrance into the RCT the professionals, the patients, and their 

families are free of responsibility for the choice of treatment; the RCT makes the treatment 

choice decision. In this way, the RCT is an underlying structuring tool that frames the logic of 
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the medical field and thereby disciplines the professionals and the patients in this field and in 

their practices. The RCT guides the information from professional to patients about 

treatment/trial, guides the role of the participants in the information session, the choice of 

treatment and the rules for continuing or stopping treatment (Glasdam, 2003). 

In case 2 the patients experienced the treatment as an experiment again, but not through the 

concept of RCT; more through the concept of the patients’ own experiment in choosing their 

own treatment based on a large amount of medical information in an overwhelming 

consultation situation. The patients reacted with more or less non-articulated resistance to the 

decision-making process, but ended up pushing the decision back to the physicians. Since the 

medical clinic aims to diagnose and treat diseases, if the patients meet the ideological self-

decision-making process with resistance the physicians have to take action, and have to 

decide treatment; this is the rule of the game that keeps the medical clinic going forward. 

Accordingly, the patients resisted the attempts to make them take responsibility for the choice 

of treatment (Foucault, 1977). 

 

Two different interests in disease and treatment are at play 

Both case 1 and 2 show that the patients are ill and consult medical experts in the healthcare 

system in order to be helped, but it is not easy to understand and cope with the amount of 

information from the physician to the patient (and eventually family). In general, the patients 

want to be helped, treated and/or cared for. Apparently, the physicians and the nurses want to 

help, but are subject to both the structural frame of organisation of information meetings, 

made up of, for example, time, ideas about the right way to inform and involve patients in 

these meetings, agreements with the medical industry etcetera. From the perspective of 

healthcare professionals, the articulations of patients’ participation in decision-making in the 

healthcare system is useful, good and equalises power relations between healthcare 
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professionals and patients (Færch & Harder, 2009; Lyttle & Ryan, 2010; Olesen, 2010; Cribb 

& Entwistle, 2011). However, it seems difficult for the healthcare professionals to provide 

information in ways that allow patients to be able to make a decision, if they so want. 

Physicians/nurses can provide such information in a way that obscures the treatment 

possibilities and confuses the patient. As shown, the meeting situations around the patients’ 

participation in decision-making can also be regarded as an asymmetric power relation, 

regarded from the perspective of the patients. This means that although professional and 

political intentions are to equalize power relationships, the concrete actions which result from 

meetings between healthcare professionals and patients have an inherently imbalanced power 

structure which is reinforced by these meetings. By extension, Holen and Arhenkiel (2013) 

and Glasdam et al. (2013a, 2013b) show how neo-‐liberal	  discourses	  have	  the	  effect	  of	  

narrowing	  the	  space	  for	  patient	  involvement	  in	  clinical	  practice.	  Apparently, the physicians 

and the nurses share their knowledge as best as they can and try to appear confident and 

persuasive when giving the information, but the information is difficult to understand for the 

patients within a tight consultation schedule. Other studies have also shown that the patients 

have difficulties in understanding the physicians’ information about participating in RCTs 

(Scocozza 1994; Olsen, 2001; Keusch et al, 2014). In case 1 the physicians’ information 

about participating in RCT indirectly enhanced a pressure on patients to accept participation 

in the RCTs.  Taken to its extreme, the physician provided information and communicated the 

experiment results as if it has real curative effects. Secondly, the physician needed to explain 

side effects based on European Standards and not according to patients’ experience of the side 

effects. Thirdly, in order to convince a patient that treatment was necessary the physician 

cannot communicate about eventual placebo results (Glasdam, 2003, 2007; Radley & Payne, 

2009).  This means that the physician – and the nurse - do not share all their knowledge about 

the RCT and the consequences for the patient as a basis for making a ‘good’ self-decision 
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despite existing laws and ethical guidelines; on the contrary the physician’s preference is 

evident and his/her powers of persuasion seem great. More than the patient's treatment is at 

stake. The physicians’ research merit is also at stake. The notion of providing neutral 

information to patients is an illusion, and there can be visible and hidden interests and 

personal preferences behind specific information given to another. There might be a hidden 

interest in the professionals’ research merits and commitments with the medical industry 

(Götzsche, 2013; Wadmann, 2014). Moreover, there might be a personal preference for some 

medical products which are subject to career possibilities in the healthcare system or in the 

medical industry (Sah & Fugh-Berman, 2013; Sismondo, 2013). This means that the 

physicians and the patients are not only subject to the structural frame of the healthcare 

system and the medical logic of treatment as a necessity; they are also subject to the medical 

industry that runs the RCT and makes the pharmaceutical products (Götzsche, 2013).  

From the perspective of the patients, the nurses do not contribute their knowledge and 

preferences in order to help the patient to a decision (case 1 and 2).  As seen in these cases, 

nurses support the physicians and their practice through assisting the patient and the 

physicians with medical issues around results of the patients’ (or the physicians’) decisions of 

treatment. There is a tendency that the decision-making competence in the choice of treatment 

is moving from the professionals to the patient and relatives (Glasdam 2003). Clearly, this is 

not a deliberate reluctance to make decisions about treatment choices on the part of the 

professionals, but a result of the idea of giving the patient a free choice in a neoliberal 

healthcare system. This practice is contingent upon an experimental practice rather than a 

treatment and caring practice (Glasdam, 2003, 2007). 

 

A neoliberal conversion of a patient into a customer and declining expert knowledge 
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In both case 1 and 2 the physicians unfold their expert knowledge by sharing their 

information and preferences with the patients, but they retreat in the decision phase and to 

varying extents leave the responsibility more or less to the patients themselves. In that way, 

the physicians provide the expert basis for the decision, but the decision itself is based on the 

patient, their preferences and judgment. In a way, patients are treated as customers’ in these 

meetings in the clinic even though some patients do not want to ‘shop’ and do not have the 

basis to do so (Mol, 2008; Fotaki, 2013; Powers et al., 2013). Other studies show that patients 

are expected to search, demand and negotiate the treatment and care they want, seek second 

opinions, try treatments, reject them and try others, have rights and so on (McLaughlin, 2007; 

Olesen, 2010). In the healthcare system based on neo-liberal ideas patients can be treated as 

‘customers’ by the professional choosing between different offers (Mol 2008; Powers et al., 

2013; Fotaki, 2013). A patient treated as a ‘customer’ is a patient, who is able to rationally 

access services through the market, ‘buying’ healthcare in an efficient way to meet their own 

needs (Mol, 2008). A rational individual should be able to make a choice in full awareness of 

the relevant facts and features of their situation and after a careful analysis of the 

consequences of each of the choices, select the one which is most likely to serve their best 

interests (Rawls, 1983). However, as shown in both cases, patients are in a serious life 

situation and are not always capable of making rational choices about their own treatment. In 

addition, professionals might overlook the reluctance of some patients to be a ‘customer’ in 

the healthcare system. Some patients want to be a patient, consulting an expert for help and 

advice as seen in both case 1 and 2, and consequently run the risk of being regarded as 

‘difficult’ patients who do not want to take responsibility for own treatment and health (Pii & 

Villadsen, 2013). In contrast, other studies show that the patients whom the professionals 

experience as self-responsible, active, better-knowing, critical and demanding are categorized 

as ‘difficult’ (Glasdam, 2003; Michaelsen, 2011; Fiester 2012). Unconsciously and unnoticed 
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the professionals convert their expert status to a ‘salesman’ status when they transfer 

responsibility for a treatment decision to the layman. In this way, the healthcare professionals 

get a patient who is an ‘expert by experience’, which is suggestive of a relationship of equals. 

The professional’s expertise has been accrued through their training and practice and the 

patient’s through their experience and expertise. This suggests that the healthcare 

professionals need to acknowledge and affirm the expertise of the other, ‘the expert by 

experience’, in assessing and agreeing a way forward (McLaughlin, 2009). Consequently, the 

practicalilies of patients’ participation in decision-making on treatment choice in the 

healthcare system is in danger of becoming a tool to de-professionalise the healthcare 

disciplines, where the professional over-rules their own professional expertise and 

responsibility in the name of the ‘customers’’ free choice to choose what will be the best for 

her/him. McLaughlin (2009) expresses it as the ‘customer is king’ and hence always right.  

Taken to its extreme, such ‘decision-making procedure’ organised by professionals in an 

institution ruled by neoliberalism removes expert knowledge and the current best expert 

knowledge in the healthcare system; it requires the patient to be an expert on choosing her/his 

own treatment. It can also be regarded in the light of the ‘projectification’ of human beings in 

modern society. The patient becomes project leader of his own disease and treatment. The 

professionals support her/him with knowledge, preferences, disagreement, and using this as 

background, s/he must make his/her own choices, and furthermore take responsibility for 

those choices and the consequences now and in the future. The only question that the 

professionals do not put to the patient is whether one of the suggested treatments is needed or 

not. This means that the patient is a lonely project leader for his/her own life and health, while 

the professionals – more or less invisible, quiet and secure - lead the body in the right way, 

ruled by the logic of the medical field. That is what Foucault called ‘governmentality’ 

(Foucault, 1991; Hamann, 2009), where the healthcare professionals indirectly rule the 
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actions of the human being. Participation of patients in decision-making processes can be 

regarded as a tacit governmentality strategy that shapes the medical field through responsible 

and independent patients and healthcare professionals, despite the basically desirable, 

appropriate and necessary idea of involving patients in their own situations from a humanistic 

perspective. 

 

Finally, the analysis and discussion in this article have focused on the complexity of the 

situations in the exemplary cases and continuously discussed in a broader socio-philosophical 

perspective, primary guided by a neoliberal philosophy and its consequences for patients’ 

participation in decision-making in the healthcare system. These choices of perspectives for 

the analysis and the discussion were made in the knowledge that other perspectives could 

have been chosen, where other findings might have been made and other discussions might 

have arisen. This means that this article provides one specific, transparent view of this issue, 

in the knowledge that it does not represent the truth, but can be considered as one of many 

truths. There are many answers, and there are many ‘truths’, depending on the perspective 

from which the issue is considered. 

       

Conclusion 

Patients’ participation in decision-making on the choice of their own treatment in the medical 

field can be seen as an offshoot of respect for the patient’s autonomy, which aims to ensure 

that all patients are free to decide for themselves what is going to happen in their life, even in 

illness, treatment and hospitalisation. Patients’ participation in decision-making must be 

regarded as a product of an historic time when the healthcare system was ruled by a neoliberal 

framework that tended to expect patients to be well-informed and able to choose relevant 

healthcare services and treatment as if they were in a consumer market place, supported by 
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information on options from healthcare professionals. From the perspective of patients, there 

is a tendency for the healthcare professional to supply the patients with the information that 

the healthcare professionals think necessary for the patient to make his/her own decision; in 

this view, the healthcare professional is free of responsibility when the information is 

delivered.  Patients do not always want to be a ‘customer’ or an ‘expert’ in the healthcare 

system; they want to be a patient, consulting an expert for help and advice, which causes 

resistance in some parts of the decision-making process. Both professionals and patients are 

subject to the structural frame in the medical field, formed of both the neoliberal framework 

and the medical logic. This means that when patients offer resistance in the decision-making 

process they can be seen as refusing to take responsibility for their medical decision, which 

the physicians then decide according to the rules of the game and thereby enables the medical 

clinic to proceed. From the perspective of patients, the decision-making competence in 

relation to the choice of treatment, whether or not within the concept of RCT, is placed away 

from the professionals and with the patient. There is a ‘projectification’ of the patient, where 

the patient becomes responsible for her/his choices in treatment and care and the professionals 

support her/him with knowledge, preferences, and alternative views, from which s/he must 

make her/his own choices and furthermore take the responsibility for those choices now and 

in the future. At the same time, there is a tendency towards de-professionalisation. In that 

light, participation of patients in decision-making processes can be regarded as a tacit 

governmentality strategy. Even though	  patient participation also is anchored in a democratic 

and humanistic ethos underscoring patients as active participants, this study shows that a basic 

neo-liberalistic ethos forms the relations between healthcare professionals and patient in the 

selected cases. This article calls for more qualitative participant observation	  studies to explore 

how such governmentality strategies work on the spot in decision-making situations between 

healthcare professionals and patients.  
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