
Roskilde
University

How patient participation is constructed in mental healthcare
A grounded theory study

Jørgensen, Kim; Rendtorff, Jacob Dahl; Holen, Mari

Published in:
Scandinavian Journal of Caring Sciences

DOI:
10.1111/scs.12581

Publication date:
2018

Document Version
Peer reviewed version

Citation for published version (APA):
Jørgensen, K., Rendtorff, J. D., & Holen, M. (2018). How patient participation is constructed in mental
healthcare: A grounded theory study. Scandinavian Journal of Caring Sciences, 32(4), 1359-1370. Article Article
ID: SCS12581 Internal Article ID: 15232667. https://doi.org/10.1111/scs.12581

General rights
Copyright and moral rights for the publications made accessible in the public portal are retained by the authors and/or other copyright owners
and it is a condition of accessing publications that users recognise and abide by the legal requirements associated with these rights.

            • Users may download and print one copy of any publication from the public portal for the purpose of private study or research.
            • You may not further distribute the material or use it for any profit-making activity or commercial gain.
            • You may freely distribute the URL identifying the publication in the public portal.
Take down policy
If you believe that this document breaches copyright please contact rucforsk@kb.dk providing details, and we will remove access to the work
immediately and investigate your claim.

Download date: 26. Apr. 2024

https://doi.org/10.1111/scs.12581
https://doi.org/10.1111/scs.12581


EMP IR ICAL STUD IES

How patient participation is constructed in mental health
care: a grounded theory study

Kim Jørgensen RN, MNSc (PhD Student, Senior Lecturer)1 , Jacob Dahl Rendtorff PhD, Diplom Pol (Senior

Associate Professor)2 and Mari Holen RN, MNSc, PhD Health3

1Department of Nursing, University College Copenhagen, Hillerod, Denmark, 2Department of Social Sciences and Business, Roskilde

University, Roskilde, Denmark and 3Department of People and Technology, Research Centre in Health Promotion, Roskilde University,

Roskilde, Denmark

Scand J Caring Sci; 2018

How patient participation is constructed in mental

health care: a grounded theory study

Aim: The aim of the study was to explore how patient

participation is constructed in social interaction processes

between nurses, other health professionals and service

users, and which structures provide a framework for the

participation of service users in a psychiatric context?

Methodological design: Ten tape-recorded interviews of

nurses and observations of interactions between nurses,

other health professionals and service users reflected dif-

fering constructed views of patient participation. Char-

maz’s interpretation of the grounded theory method was

used, and the data were analysed using constant compar-

ative analysis.

Ethical issues and approval: The study was designed in

accordance with the ethical principles of the Helsinki

Declaration (1) and Danish law (2). Each study partici-

pant in the two psychiatric departments gave informed

consent after verbal and written information.

Findings: The articulation of patient participation empha-

sises the challenge between, on the one side, orientations

of ethical care, and, on the other, paternalism and bio-

medicine. The core category was generated from four

inter-related categories: (i) taking care of the individual

needs; (ii) the service user as expert; and (iii) biomedi-

cine, and (iv) paternalism, and their 13 subcategories.

Conclusions: This study illuminates the meaning of patient

participation in a psychiatric context based on social

interaction between nurses, other health professionals

and service users. This can contribute to dealing with the

challenges of incorporating patient participation as an

ideology in all service users in a psychiatric context and

is therefore important knowledge for health

professionals.

Keywords: patient participation, mental health, psy-

chosocial nursing, holistic care, communication,

compliance.
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Introduction

In recent decades, the participation of service users (pa-

tient participation) has been a milestone in the health

sector (3–6). The Health Act requires patient participa-

tion, and the demand is followed by recent policy

strategies and objectives in the recognition that patient

participation is not adequately implemented in Danish

psychiatry (3). The introduction of patient participation

has given service users a new identity as active and

decision-making participants in the treatment process

(6–8). The ideal service users are considered to be

responsible, strong, able to act, controlled, and

acknowledge and accept responsibility for playing an

important role in managing their health problems (8–
10). Expectations for the patient’s active role are also

written into the health policy strategies: ‘The citizens

must actively participate and play the leading part in

their course of the disease’ (11:11). The professionals

are expected to promote patient participation in order

to enhance the patient’s self-responsibility, ownership

and self-management of his or her symptoms, and the

patients are expected to actively comply through

rational choices, regardless of their mental diagnosis

and symptoms (3).

In the literature, it is not clear what is meant by ‘pa-

tient participation’, and several discourses on patient par-

ticipation exist simultaneously (6, 12). Terms including

‘patient participation’, ‘mental health consumer’,
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‘partnership’, ‘collaboration’, ‘user involvement’, ‘recov-

ery’, ‘compliance’, ‘mental health services’, ‘person-

centred care’ and ‘shared decision-making’ are used, in

combination with terms such as ‘patients’, ‘citizens’, ‘cli-

ents’ and ‘service users’ (13–19).
However, if we look at the concepts of recovery or

compliance, they can be perceived as a continuum

between two competing recognition directions, as the

success of personal recovery is based on the service

user’s subjective perception of his or her problems (20,

21), while the success of compliance is based on an

objective medical perception of whether the prescribed

treatment is followed (22). Both poles coexist as

extremes of the continuum and the contradiction

between them entails a dynamic tension.

The concept lacks clarity, and affiliations to a theo-

retical framework have led to poor understanding and

communication among researchers, health practitioners

and policymakers, along with problems in measurement

and comparison between studies across different hospi-

tals (5, 23–25).
However, we do not yet know much about the conse-

quences of patient participation and what it means to

nurses and service users in a mental health context. The

Danish Health Policy uses a rhetoric in which the service

user is to be activated and take responsibility for his or

her health and treatment (11, 26, 27), but how does

patient participation develop in social interaction pro-

cesses where the health professionals are taking care of

the service users’ lives?

Our efforts to construct the concept of patient participa-

tion as a concept and how it is underpinned by institu-

tional power and communication structures can help

illuminate some of the potential challenges associated with

the concept in a psychiatric context (28). Moreover, iden-

tifying the meanings of the term ‘patient participation’ can

highlight some of the challenges that may be associated

with implementing it in a psychiatric context, which legit-

imises the relevance of this study.

In this study, a psychiatric context and a nursing per-

spective on patient participation are taken, in the recog-

nition that this is partly due to the realisation that people

with mental illnesses constitute a marginalised and

neglected group in healthcare policy, management and

society (29, 30). The reason for choosing nurses is that

nurses are employed to follow the service users’ course

from start to end. This provides a good basis for insight

into whether patient participation varies over time as a

category. There is seemingly very little research showing

how nurses construct patient participation as a concept

within a psychiatric context (28), and, for this reason,

this study will contribute to knowledge about patient

participation from the nurses’ perspective and highlights

the challenges in achieving the service users’ expecta-

tions during the course of treatment.

The study

Aim

How is patient participation constructed in social interac-

tion processes between nurses, other health professionals

and service users, and which structures provide a frame-

work for participation in a psychiatric context?

Design

Charmaz’s social constructivist interpretation of grounded

theory was selected (31–33) as an approach to the inter-

active nature of gathering data and analysing and evolv-

ing theories (Fig. 1). Grounded theory originates from

sociology and symbolic interactionism, whereby meaning

is negotiated and understood through interactions with

others in social processes (34, 35). Symbolic interaction-

ism is a constructionist perspective and builds on three

relatively simple assumptions: (i) people strive and act

towards what represents meaning for them, (ii) meaning

arises out of social interaction and (iii) meaning is being

dealt with and modified through interpretive processes.

This constructivist approach places priority on the phe-

nomena of study and understands both data and analysis

as being created from shared experiences and relation-

ships with participants and others (36, 37). From a con-

structivist perspective, we use the grounded theory

method to pursue varied emergent analytic goals and foci

instead of pursuing a priori goals and foci such as a single

basic social process. We assume that both data and analy-

ses are social constructions that reflect what their pro-

duction entails. These social processes are subject to

structures and procedures that affect how interactions

unfold and are shaped in different contexts. The purpose

of grounded theory is to explore the social processes

(causes, contexts, contingencies, consequences, covari-

ances and conditions) and the creation of this knowledge

of social realities is achieved through careful observation

of behaviour and speech practices in order to understand

patterns and relationships between these elements in a

psychiatric context (31, 33, 38, 39).

Researchers have suggested a grounded theory

approach with interviews and observations to obtain

descriptions of experiences or the meaning of a phe-

nomenon (31, 40), which is used in this study.

Grounded theory is a situation-specific approach that

deals with a smaller part of a given specific area. Unlike,

for example, hermeneutic and phenomenological analy-

ses, data collection, data analysis and the inclusion of

participants take place simultaneously. It is through the

identification of the basic processes systematically related

to categories and properties through theoretical sampling

and a constant comparative method on which the theory

is based.
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Data collection

The informants were recruited from an open psychiatric

ward and outpatient clinic in a mental health hospital

in Copenhagen. The main group of service users had

different psychiatric disorders, including schizophrenia,

affective disorders, personality disorders, abuse-related

trauma and anxiety. The hospital is subject to regional

goals, including it transpired, that treatment should be

based on a recovery-oriented framework where service

users are involved throughout the course of treatment

(41).

Participants

Participants (Table 1) included nurses between the ages

of 29 and 52 who were interviewed and observed

interacting with other health professionals and service

users in an open ward and ambulatory. The other

health professionals were physicians, psychologists,

social workers, social and health assistants and

physiotherapists.

Interview

Interview data were collected to situate participants’

meanings and actions within larger social structures and

discourses of which they may be unaware. The intention

was to uncover the assumptions on which participants

construct their meanings and actions.

The interviews were semi-structured in nature and

were conducted by the first author after having

received training and instruction in the use of open-

ended questions and in probing responses. Each inter-

view lasted from 45 to 75 minutes. An interview guide

was created, and the interviews were conducted in

accordance with Charmaz’s approach to commencing

the work (31). The interview guide (Table 2) was dis-

cussed with the research team as well as service users

in a mental healthcare setting, alongside existing inter-

view guides, and was tested in a pilot study (31). The

pilot study gave rise to formulating more specific indi-

vidual questions.

The interview guide focused on the research question,

and I used active listening to encourage the participants

to expand upon specific experiences, ideas and incidents

that highlighted their experiences (42). All interviews

were tape-recorded and transcribed verbatim.

Theoretical sampling to 
develop theoretical 

categories
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Focused coding 

Initial coding 

Data collection
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Incomplete understanding,
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Examples present within 
the data or from new data

Research question 

Constant Com
parative M

ethod

Figure 1 Visual representation of grounded

theory.

Table 1 Participating nurses

Age Employment Experience (years)

1 Sylvia 37 Open wards 12

2 Maria (middle manager) 29 Open wards 2

3 Mille 48 Open wards 18

4 Marianne 35 Open wards 9

5 Jette (ward manager) 38 Open wards 11

6 Katja 43 Ambulatory 17

7 Birgit (middle manager) 35 Ambulatory 5

8 Kirsten 42 Ambulatory 15

9 Henny 32 Ambulatory 7

10 Connie 52 Ambulatory 22

A grounded theory study 3
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Observations

With the purpose of gaining access to social processes,

where meaning is negotiated and understood through

interactions between nurses and service users, observa-

tions were made of interdisciplinary conferences, report

meetings and ward rounds in a mental health hospital

(31). These forums were selected because nurses dis-

cussed the service users’ treatment and made continuous

progress there. The observations were concentrated on

participants’ language, actions, structures for communica-

tion and how the service users’ perspectives were articu-

lated in conversations between the health professionals

(Table 3).

Ethical considerations

Close adherence was paid to the ethics of scientific work.

According to the Helsinki Declaration (1) and Danish law

(2), no formal permit from an ethics committee was

required, as the purpose of the research was not to influ-

ence the informants, either physically or psychologically.

The study participants gave their informed consent after

receiving verbal and written information. The partici-

pants were informed that participation could be halted at

any time and that all data would be treated in such a

way that no unauthorised person could have access to

the material.

Data analysis

This study uses Charmaz’s construction of grounded the-

ory by traversing basic grounded theory phases. The ini-

tial coding was performed by closely studying fragments

of data, words, lines, segments and incidents for their

analytical importance. The preliminary phase was fol-

lowed by a focused selective phase that used the most

significant or frequent initial codes to sort, synthesise,

integrate and organise large amounts of data (31). The

focused coding involved an insight into different percep-

tions, motives, negotiations and procedures reported by

the nurses and their communication with other health

professionals and service users. The categories were con-

stantly compared in the data and made a ‘point of depar-

ture’ from which to organise and interpret the qualitative

data (31). The final analysis phase was theoretical sam-

pling, which means seeking pertinent data to develop the

emerging theory. We conducted theoretical sampling by

sampling to develop the properties of our categories as a

basis for the theory until no new properties emerged.

The categories were considered to be ‘saturated’ when

gathering fresh data no longer sparked new theoretical

insights or revealed new properties to the theoretical cat-

egories (31). Memo writing helped in facilitating a deeper

consideration of the codes early on in the research

process.

In accordance with Charmaz’s approach to grounded

theory, the first author conducted interviews and obser-

vations, and, throughout the analysis process, the

Table 2 Interview guide

What do you think of when I say patient participation?

(Detailed description: What is patient participation? How do you

understand it?)

When you say xx, what do you mean by that?

Can you give a concrete example of that?

How do you see patient participation in your daily work?

Is there anything else you would like to add or supplement your

comments with?

Can you come up with some (more) examples from your daily life

where you have experienced patient participation?

Can there be challenges involving service users? (Elaborate on the

answer: where, when, why)

How do you find out what the service user has in terms of needs and

preferences?

What are the success criteria for patient participation?

Can you devise a status report on how your department is doing in

relation to the involvement of service user? (For example, physical

environment, intersectional collaboration, procedures/guidelines,

time, knowledge of methods/tools, etc.)

Do you find that the management at your department sets out

objectives for the participation of service users? (Elaborate on the

answer: where, when, why, agree/disagree)

Any other comments or remarks? Anything you think is missing,

something you want to elaborate upon?

Table 3 Observations guide

The following open questions served as a means of sharpening my

observational focus:

Do the service users participate at interdisciplinary conferences and

ward rounds?

Who sets the agenda at interdisciplinary conferences and ward

rounds?

How do the nurses talk about the service users and which words do

they use regarding the service users’ perspectives on interdisciplinary

conferences, ward rounds and report situations?

Do the nurses involve the social, psychological and existential aspects

of the conversation with the service users? If yes, how?

How do they involve the service users’ perspectives in the service

users’ treatment and formulation of goals?

Do nurses discuss whether service users expect to be involved in

treatment?

Do the nurses invite the service users to share their thoughts, hopes

and goals for the future?

How is the service users’ role articulated in decision-making?

How do the nurses act in communication with the service users and

other health professionals – for example, body language, modality,

the participatory relationship, objective/distancing, subjective/

empathetic, positive/negative?

4 K. Joergensen et al.
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researcher’s team were invited to discuss the generated

coding and categorisation (31, 39). Following Charmaz’s

interpretation of grounded theory, a critical assessment of

the study’s credibility, originality, resonance and useful-

ness was made. The pragmatic conceptions of validity

require extended dialogue, deep reflection and considera-

tions about the research consequences (31). This was

achieved by a discussion of the findings with other

researchers and practitioners to clarify various interpreta-

tions of the data.

Findings

Patient participation as a challenge between ethical care

and a biomedical/paternalistic approach emerged as a

core category. This core category was generated from our

inter-related categories: (i) ‘Taking care of the individual

needs’; (ii) ‘The service user as expert’; and (iii) ‘Biome-

dicine’, and (iv) ‘Paternalism’, and their subcategories

(Table 4).

The core category constitutes different values between

a humanistic approach to meeting the service user as an

individual with his or her lived experiences and expecta-

tions, and, on the other hand, despite an increased will-

ingness for engaging and involving culture, some

structural power and a biomedical approach offer chal-

lenges to the anchoring of a humanistic recovery-

oriented culture.

The informants speak for an ethical care which

involves the service users’ abilities and expert knowledge

as an important contribution to recovering from illness

and actively managing their responsible self-care. The

informants emphasised ethical care: ‘It is not enough we

focus on diagnosis and symptoms, we need to share

knowledge and lead service users so that they can live a

good life despite their symptoms. The participation of ser-

vice users is to listen and to give them the opportunity

and space to express their thoughts and feelings, but also

that they are suitably addressed in making the right

choices for them. We do not think that they will live

healthily unless motivated to do so. To see humans as

more than a disease, and to meet them wherever they

are, also involves the psychological, social and existential

aspects of their lives’.

In ethical care, the nurses argue for involving the

patients’ perspectives, for instance life experiences and

life conditions, to jointly reach the best solution for the

patient. In ethical care, the diagnoses and symptoms

should not set the agenda for treatment, but instead per-

sonal recovery, where nurses encourage hope and moti-

vation to help the patient as best as possible through his

or her recovery process.

The biomedical/paternalistic approach overshadows the

ethical care, as the communication centres around diag-

noses, symptoms, medications and decisions regarding

the treatment generally taken by nurses. Interdisciplinary

conferences, ward rounds and report situations form a

landscape for the health professional discussion of service

users’ treatment. The service user is subsequently

informed of decisions regarding treatment. The infor-

mants emphasised the biomedical/paternalistic approach:

‘We have the best intentions about involving the service

users’ perspectives, but too few resources to solve the

tasks and vacancies, which makes it difficult to live up

to’. Therefore, there exists an understanding that ethical

care would require more time and additional resources.

Table 4 Constructed categories based on social interactions between nurses, health professionals and patients and how they are associated with

organisational procedures, paradigms, structures and communicative relationships at a microlevel in a psychiatric context

Core category Categories Subcategories

Patient participation as

a challenge between

ethical care and

biomedical/paternalistic

culture

(i) Taking care of individual needs

(ii) The service users as expert

(iii) Biomedicine

(iv) Paternalism

Ethical care as a situational approach

Recovery orientation perspective

Shared decision-making

The service users have personal experience and knowledge

Confidence

Empowerment

The service users’ problems were discussed,

interpreted and resolved within an objective

biomedical conceptual world

Compliance

The service user’s own thoughts about his

or her illnesses or problems were not mentioned or requested

Evidence-based knowledge as a starting point

Standardisation

Consent to treatment

Hierarchical control

A grounded theory study 5
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This core category ethical care was generated from: ‘Tak-

ing care of the individual needs’. This category emerged

from the informants’ articulation of patient participation.

Patient participation is transformed into incorporating the

service users’ perspectives and giving the service users’

expectations and needs a voice in the course of treat-

ment. Every situation is unique and the nurses are sub-

ject to ethical guidelines of care, which means being

respectful to the service users’ self-determination, integ-

rity and individuality.

In continuation of the core category, the subcategory

‘ethical care as a situational approach’ means an ethical

claim to help the service users without expecting some-

thing in return. The ethical perspective relates to com-

municating with the service user about his or her

individual perceptions of their suffering and clarifying

goals and hopes for the future. There is a perception that

this approach to treatment could motivate more service

users to be active and responsible for their recovery. The

informants perceived this approach as a contrast to the

existing approaches in the two psychiatric units, where

treatment is subject to efficiency and productivity

requirements, which results in a more distant relation-

ship between the nurse and service users: ‘As nurses, we

are schooled in a human view, where it is about meeting

the service users, where they are, how they perceive

their situation, and what they need help with. It is an

ethical way to meet with service users and an ethical cul-

ture which does not quite agree with government poli-

cies with fewer beds and more efficiency in the system’.

The nurses advocate for a humanistic approach and try

to promote this approach in the treatment in coexistence

with new public management control mechanisms. The

nurses see an emergence of the health professionals’

expertise, where the patient’s situation is understood and

solved from general and evidence-based knowledge,

rather than focusing on the individual patient’s experi-

ences and wishes for help.

‘A recovery-oriented perspective’ means helping the

service users identify and prioritise their personal goals

for recovery, and recognising the service users’ experi-

ences and resources to focus on a lifestyle and not just

the disease, promoting empowerment and helping them

regain the opportunity for self-care. Recovery is not a

rejection of biomedicine, as this knowledge also consti-

tutes an important contribution to recovery. Thus, most

service users rely on medicine to ameliorate severe psy-

chological symptoms. The informants emphasised that

‘Participation and recovery are connected, since participa-

tion of service users is about nursing to help the service

users in the direction they want. We cannot expect inpa-

tients to make big decisions when they are both psy-

chotic and everything’s possible. Then we take it quietly,

and, in my opinion, it is no problem. If the service user

is much weakened, we take over a little’. The nurses thus

experience an ethical obligation to take over when the

patient is not deemed to be able to make decisions about

their treatment. Because of the severity of the symptoms,

the patient cannot always be involved. This assessment

seems to be up to the nurses to decide.

‘Shared decision-making’ was articulated as a model

for involving the service users actively and organising

individual treatment. It is a collaboration whereby the

patient gains knowledge about his or her illness and

treatment, and the benefits and disadvantages of the

offered treatment. ‘The nurses articulate shared decision-

making as a dialogue with the service users concerning

expectations about their treatment. The nurses inform

the service users of illness and treatment, and they dis-

cuss the pros and cons of a given treatment’. The dia-

logue is coupled to active listening, which concerns

listening to the verbal and nonverbal languages and

encouraging the service user to take responsibility for his

or her recovery process.

‘The service user as expert’ also emerged from inter-

views with nurses to describe patient participation. The

service user is considered as being resourceful and able to

articulate his or her expectations and needs for treat-

ment. ‘The service user as expert’ is characterised by ‘the

service users have personal experience and knowledge’,

‘confidence’ and ‘empowerment’.

‘The service user has personal experience and knowl-

edge’ was explained by the fact that it is the service users

who feel the disorders. In this case, the service user

knows best which treatment will be the most beneficial

for his or her recovery process. According to the nurses,

‘Patient participation means meeting the person behind

the illness and involving his or her individual knowledge

and experiences in life with their illness and building a

course of recovery together with the service users’.

The nurses felt committed to implementing a recovery-

oriented culture, where the service user is considered to

be an expert. Many service users in the two units have

been in the system for many years and have personal

experience and knowledge, and it is necessary to use this

to make individual plans. The service users’ resources fre-

quently vary depending on whether they have been hos-

pitalised for a period or if they follow an outpatient

course of treatment. Service users in outpatient care were

often more resourceful, as the symptoms of the disease

are less debilitating. Some service users do not consider

themselves as being experts and have difficulties in relat-

ing to their diagnosis and do not recognise their disease.

The service users’ background was often a challenge if

they had had bad experiences with, for example, medi-

cine, and would not accept the course of treatment that

the nurses considered would best help them.

‘Confidence’ means that the nurse listens to the service

users’ preferences and acknowledges their expert knowl-

edge, which a nurse explains as confidence and

6 K. Joergensen et al.
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relationships are important when talking about participa-

tion, because the service user is blotting out his or her

problems and the trust for which we must show respect

by meeting them. We always try to build a relationship

and we have known some of our service users for a long

time. It may take time to create a good relationship and,

because of paranoia, it may be even harder. By involving

them, we show confidence that we believe in them and

it helps to create a good relationship. ‘All service users

have knowledge and experience that we need to listen to

and know, because of what works for them, they know

where the shoe fits and can help us in how we can help

them’. It is only appropriate to talk about expert knowl-

edge if the nurse is confident that this knowledge is

important. Confidence is perceived as an attitude towards

another human being and the will to believe in them.

Confidence is required for the patient feel motivated to

open up and share thoughts and experiences which is

important knowledge for the nurse when he or she

involves the patient.

‘Empowerment’ means beliefs and involving beha-

viours, which has a positively impact on one’s life. It is

about strengthening the service users’ coping abilities

where they are insufficient to live an independent and

controlled life: ‘Apparently, it seems that it is in the rela-

tionship when we listen to their thoughts and wishes.

We try to meet them wherever they are. I also see it as

empowerment that we strengthen their empowerment so

they become more independent. If the service user is

anxious, he can completely isolate himself, and it can

have major consequences for his everyday life. Here we

can learn about the fear and how to control it so that

eventually they can live a good life with anxiety’. Patient

participation is the key to empowerment and living a

good life independent of professional help, which appears

to be a health ideology.

‘Biomedicine’ appeared in the way in which the nurses

spoke about the service users’ perspectives at interviews,

interdisciplinary conferences, report meetings and ward

rounds. The biomedical approach became a culture,

which was a dominant approach as a framework for

what treatments could be considered, and thus the ways

in which service users could be involved. Biomedicine is

characterised by the subthemes ‘The service users’ prob-

lems were discussed, interpreted and resolved within an

objective biomedical conceptual world’, ‘Compliance’,

‘The service users’ own thoughts about his or her illness

or problems were not mentioned or requested’, and ‘Evi-

dence-based knowledge as a starting point’.

‘The service users’ problems were discussed, inter-

preted and resolved within an objective biomedical con-

ceptual world’ at the interdisciplinary conferences, report

meetings and ward rounds. This means that the biomedi-

cal knowledge reflected a theoretical frame for what was

important to assist in treating the service users’ illnesses.

A nurse observes: ‘Many of our service users cannot

manage to relate to many questions, and, when we

simultaneously have limited resources, we are focused on

the diagnoses, symptoms and medical treatment. The

treatment is based on a cognitive approach, but it

requires service users to reflect on their illness and life,

which many do not manage. Service users are more

aware of the constraints caused by the anxiety or the

voices in their lives’. The discussion of each service user’s

case reflected factual elements such as residential and

economic factors, education and occupation, but, overall,

the biomedical approach dominated the discussion

among the health professionals, but also in reporting sit-

uations and in the ward rounds with service users. The

focus was on treating the disease and the symptoms

rather than how the service users themselves experi-

enced their problems.

‘Compliance’ means whether the service users adhere

to the treatment. This aspect appeared from observations

of the social interaction at interdisciplinary conferences,

report meetings and ward rounds: ‘Compliance’ was sig-

nificant for patient participation, that the success of patient par-

ticipation was measured on whether the patient followed the

prescribed treatment and avoided readmission. There was an

understanding that patient participation referred to helping the

patient to achieve compliance, since it would facilitate his or her

treatment and quality of life. Compliance is referred to as

one of the parameters for the service users’ behaviour in

terms of medication, diet and lifestyle, and the medical

advice received by the service user. Compliance was

found to be a key factor for the success of treatment.

The service user’s own thoughts about his or her ill-

ness or problems were not mentioned or solicited at

interdisciplinary conferences, report meetings and ward

rounds: ‘Observations of healthcare professionals’ discus-

sions on service users’ treatment plans reflect how the

success of the treatment is measured according to

whether the service users take the prescribed medicine

and follows the treatment plan’. This means that we do

not, through observations, hear how the service user per-

ceives his or her illness and situation, what goals and

hopes they have for the future, or whether they have

expectations for treatment.

‘Evidence-based knowledge as a starting point’ means

the treatment was planned in a biomedical frame, where

evidence was sought to support decisions. There seemed

to be greater confidence in the evidence rather than a

belief that a recovery-oriented approach would be best

for the service users. Health professionals had the most

knowledge and were the best placed to decide which

course of treatment was most appropriate. Evidence was

used as a term with an implicit meaning and was not

challenged, for example: Chief Physician: ‘How is Bettina

doing?’ Nurse: ‘It is the same, a little improvement last

week. She has had six electro-convulsive treatments, but

A grounded theory study 7
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only the three of them have been of use, the rest have

not worked’. Chief Physician: ‘I think there is good evi-

dence for an increase in power and strength, has she

been prescribed Oxaxepam or what?’ The example iden-

tifies evidence as an argument and knowledge base for

decisions that are difficult to argue against.

‘Paternalism’ was here characterised by ‘Standardisa-

tion’, ‘Consent to treatment’ and ‘Hierarchical control’.

‘Standardisation’, such as instructions, guidelines and

package processes and treatment methods formed a

framework for patient participation. Nurses identified

standards and methods as evidence of their professional-

ism and did not want to override this. ‘The idea is, too –
that is, if it is the cognitive one, like choosing to say that

it is the line we follow – then the service users will also

be involved in the method, what it is for a method, and

why it works. This is why we think it would be good to

use in relation to the problems faced by the service users.

Therefore, it is like an introduction to the method, for

me to see that there is a lot of focus upon. So, they have

some tools to use when they are having a hard time’.

The participating wards used cognitive therapy, environ-

mental therapy, motivational interviewing and psychoed-

ucation as standard approaches to the service users’

treatment. These methods were highlighted as evidence-

based and therefore also for the benefit of the service

users. Despite the fact that, for example, psychoeducation

had a defined content and purpose for teaching service

users about diseases, medicine and treatment, the nurses’

conception was that the methods cater for the individual

needs of all service users.

‘Consent to treatment’ means the service users were

informed about the plans for treatment on ward rounds

or by individual conversations. The focus was on

explaining the treatment and ensuring the service users’

consent to be treated, securing their agreement and

cooperation, and ensuring that the service users under-

stood the meaning of the treatment. Nurses considered

patient participation as being that the service users

received adequate information about treatment options

and possible results, including the possibility of no treat-

ment, so the service users can make decisions on an

informed basis. The conversation in ward rounds opened

up for the service users’ questions and the service users

asked for information about medicine and accepted the

treatment plans. They did not discuss the treatment and

were not critical and the nurses did not necessarily

expect much input from the service users. ‘The service

users are often cognitively and emotionally disturbed

and need to leave responsibility to us. Many service

users do not understand their diagnosis and therefore

do not follow their treatment’.

‘Hierarchical control’ means the health professionals’

discussions at the conferences reflected a hierarchy

where the chief physician sets the agenda, then the

physician, psychologists, the chief nurse and nurses.

Observations showed ‘that the physicians and psycholo-

gists were predominantly focused on diagnosis, tests and

symptoms. The nurses used the same language’. Deci-

sions about service users’ treatment were taken on this

theoretical basis and subsequently reported on ward

rounds or individual conversations.

Discussion

This study illuminates the meaning of how patient partic-

ipation is constructed and what structures form a frame-

work for participation in a psychiatric context. This can

contribute to dealing with the challenges in incorporating

patient participation as an ideology in all psychiatric con-

texts and is therefore important knowledge for nurses.

The consequence of the lack of precision in patient par-

ticipation means that nurses and other professionals often

act in ways that relate to how they each individually

want to involve service users (43–45).
The analytical findings reveal patient participations

were articulated and practised at two ends of a contin-

uum between an ethical care, in which the nurses

attempted constant adjustment to the service users’ con-

dition, and a biomedical- and paternalistic-oriented frame-

work. The nurses advocated for an ethical care where

nursing involves meeting the service user with openness,

trust and the encouragement for the user to take respon-

sibility for his or her recovery process. Implementation of

this ideology was challenged by organisational structures

where treatment was predominantly based on a biomedi-

cal- and paternalistic-oriented framework, and where the

service user’s opinions and expectations could not be a

measure of the theoretical approach to treatment. Other

studies show that it will require a new culture in psychi-

atric treatment if the service user’s own goals and hopes

are to direct the formulation of their treatment plan (21,

46). Patient participation and recovery were perceived in

a dialectical relationship, where the service user’s per-

spectives formed the starting point for making a plan for

the service user’s recovery process. Recovery means tak-

ing the small steps, which help the service users to live

fulfilling lives with or without symptoms. The prerequi-

site for organising this process is that the service users

must be involved throughout the process with their

experiences and expectations to ensure the service users

feel that they have ownership over their recovery

process.

The recovery-orientated approach supports the possibil-

ity of the service users being involved in the process with

their own knowledge, skills, hopes and goals. According

to another study, this approach requires a shift from staff

members, who are seen as remote and in a position of

expertise and ‘authority’, to being people who behave

more akin to personal coaches or trainers, offering their

8 K. Joergensen et al.
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professional skills and knowledge, while learning from

and valuing the service users, who is an expert by expe-

rience (47). Also in this study, the nurses endorsed the

ideology of recovery and a nonpaternalistic culture as

something that was required for an open and trusting

relationship, where the service user’s perspective could

be involved throughout their treatment.

Nevertheless, the healthcare professionals decided the

plans and goals for the service users’ treatment, for

example in conferences, which the service users do not

attend. It is not an individual recovery-orientated

approach, and the service users were described as weak

and unable to participate in the conferences where the

treatment plans were formulated. Personal recovery was

one of the hospital’s goals for the treatment (41), and the

nurses found this approach an important one to meet.

Nevertheless, the consequence is that people with mental

illnesses are deprived of their opportunity to be an active

party in their course of treatment, that is to participate in

decisions and perform them in everyday life (28).

Observations of social interaction processes between

nurses, other health professionals and service users

reflected a practice where the starting point was focused

on diagnoses and symptoms rather than how the service

users themselves experienced their problems and need

for help. The nurses considered the lack of resources, the

rapid flow of service users and severely ill service users

and that the service users could not live up to the ideol-

ogy of active participation in a recovery-oriented perspec-

tive, to be barriers. Wright et al. demonstrate that, due to

the lack of resources (inpatient beds and community care

follow-up), the part played by patient participation was

diminished. In their narratives, health professionals asso-

ciated the person with the process and used language

which dehumanised the individual (19). In our study, we

saw challenges to implementing an ethical care where

the service user was actively involved with his or her

own perspectives as being a result of a dominant pater-

nalistic and biomedical culture defined by the physicians

and who set the agenda for the nurses’ and service users’

roles in practising a recovery-orientated approach.

Blinded with anonymity reveals how the Danish policy

strategies and objectives indirectly define a paternalistic

and biomedical discourse of care which defines the ser-

vice users’ and health professionals’ roles. Patient partici-

pation is subject to an overarching political governance

that is linked to a neoliberal approach, in which a service

user’s freedom of choice and self-determination is subject

to the basis of administrative and economy management

tools (3).

According to Holen, Oute and Glasdam, neoliberal

management technologies will indirectly define consumer

roles, where service users are no longer passive recipi-

ents, but rather consumers, and thus, evidence-based ser-

vices must be provided. In a neoliberal approach,

management technologies and efficiency are signifiers

where, among other aspects, there are national goals,

health agreements, etc. The neoliberal management tech-

nologies have made their contribution, which deprives

the health professional of an influence on how they

organise the treatment (4–6). The health professionals

must accommodate the neoliberalist approach and tech-

nologies and the path to recovery within a medical treat-

ment on an evidence-based basis.

Paternalism can be interpreted in the light of policy-

makers’ goals to base the treatment on standardised

methods for the least possible costs (3). In our study, we

did not know the service users’ own thoughts about their

situations and what expectations they might have, as the

nurses did not ask for that information.

This study confirms that a paternalistic culture domi-

nates in psychiatric hospitals, which can be an explana-

tion of why the service user is not invited to, for

example interdisciplinary conferences where the service

user’s treatment plan is made, and his or her expecta-

tions for participating are not discussed. Other studies

have shown that paternalism still dominates, and it is

one of the reasons why patient participation is not yet

properly implemented (45, 48, 49).

‘Compliance’ was significant for patient participation:

the success of patient participation was measured by

whether the service users followed the prescribed treat-

ment and avoided readmission. There was an under-

standing that patient participation referred to helping the

service users to achieve compliance, as it would facilitate

their treatment and quality of life.

Evidence-based practice was part of the working cul-

ture of nurses – especially where medical treatment is a

central activity. The observations of conferences showed

that the treatment was planned in a biomedical frame,

where evidence was sought to support decisions. There

seemed to be greater confidence in the evidence rather

than a belief that a recovery-oriented approach would be

best for the service users. Health professionals had the

most knowledge and were the best placed to decide the

most effective form of treatment. Evidence was used as a

term with an implicit meaning and was not challenged.

The grounded theory study created a construction of a

reality as it appeared through data processing. The theory

generation shows a construction of a reality as it appears

in the selected data material. The social constructivist

realisation is entirely entangled within sociality and sub-

jectivity. It is not possible to achieve clear objectives and

unmediated access to nature and the natural world. In

other words, there is not one truth, but many. There is

no question of pure relativism, the validity of knowledge

claims is generated through recognised methods and the-

ories (39, 50). As we constructivists develop our analyses,

we know that we offer an interpretation contingent upon

our knowledge of our participants and their situations.

A grounded theory study 9
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We view data as being constructed rather than discov-

ered, and we see our analyses as interpretive renderings

not as objective reports or the sole viewpoint on the topic

(33).

The study’s validity was continuously assessed based

on critical attention paid to every step through data col-

lection and the three stages of analysis (31, 32, 51). All

coding, memos and critical reflections were systematised

to ensure rigour and transparency. To maintain the pre-

liminary categories through the analysis process, a con-

tinuous comparison of each analysis step was performed

and also between the steps (31).

Clinical implications – how can clinicians encourage patient

participation in health care in a hospital?

Consistent with the existing literature (5, 19, 45, 49, 52),

this analysis, in a mental health context, reveals the chal-

lenges of implementing patient participation as a frame-

work for nursing care. The concept of patient participation

is based on a humanistic framework where the service users

meet a situational approach while, at the same time, the

basic knowledge of the treatment is based on a biomedical-

oriented framework. Patient participation can therefore be

understood as a new paradigm, where participation and

personal recovery must coexist with an evidence-based bio-

medicine approach.

This study can inspire further discussion on how this

concept should be understood, and it must be discussed

whether it should be offered to the service users or

instead something they can request.

Conclusions

This study shows how patient participation is constructed

in social interaction processes between nurses and service

users and which structures provide a framework for par-

ticipation in a psychiatric context. Patient participation is

articulated in the two ends of a continuum between an

ethical care and a paternalistic and biomedical approach.

On the one hand, this means participation is based on

the service user’s perspective, a person who needs help

to promote his or her own recovery process, including

building empowerment, self-care, self-determination and

self-confidence. Within this meaning, patient participa-

tion also means shared decision-making as a model for

involving the service users actively and organising indi-

vidual treatment. It is a collaboration where the patient

gains knowledge about his or her illness and treatment,

and the benefits and disadvantages of offered treatment.

However, on the other hand, participation here simply

means informed consent and the compliance of the ser-

vice users in following the health professional’s recom-

mendations. The study found that nurses on an open

psychiatric ward and outpatient ward committed them-

selves to a biomedical- and evidence-based approach. The

service users did not participate at interdisciplinary con-

ferences where decisions about their treatment were

taken, and the service users were subsequently informed

about the treatment offered.

This calls for more studies in a psychiatric context with a

view to gaining an insight into the concept of patient partic-

ipation, for instance in the areas of psychiatry, which are

termed general, closed and forensic psychiatric depart-

ments. Under these institutional conditions, the service

user’s freedom is significantly reduced, which involves par-

ticipation in a particular perspective. More research is

needed on how themost ill service users can be individually

involved in their treatment course.
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