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The dialogic construction of patient involvement in patient-centred
neurorehabilitation
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ABSTRACT

This paper explores how the practice of patient involvement in neurorehabilitation is constructed in tension-riddled professional
narratives. | adopt dialogic communication theory to focus on how involvement is constructed across different roles and voices. My
analysis is based on an action research project that uses a dialogical communication perspective and participatory methods to explore
patient-centred care through the eyes of healthcare professionals. I argue that patient involvement is constructed as a demanding process
that requires memory, presence, communicative abilities and temporal understanding of personal needs. These requirements are not ex-
plicit in the situated institutionalized practices. As well, I show how the available involvement strategies are laced with taken for granted
characteristics, which fall short in the situation that arises when patients do not have the ability to participate or play the role of an
active patient. The findings in this paper contribute to the growing literature on patient-centred healthcare by empirically investigating
how the discursive configuration of patient, health professional and institutional practices intertwine in producing certain inherent ex-
pectations, habits and taken for granted perspectives in care delivery. I also suggest that the findings can usefully be incorporated into
patient-centred care design and organizational strategies in order to take into account both the patient, relatives and healthcare profes-

sionals as vital for creating a patient-centred practice, organization and professional environment.

Introduction

The definition of patient-centred care is fluid. There
is talk of a discursive turn away from paternalistic medical
authority. However, what we are turning to is a little
harder to define. In both practice and research, it is vari-
ously labelled person-centred, person-focused and pa-
tient-centred care.'* The diverse interpretations range
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from being responsive to the individual needs of patients
in clinical decision making to actively involving patients
in the decision-making process.* Some describe patient-
centredness and involvement as a goal for healthcare de-
livery while others construct it as a means to improve
healthcare.**> The confusion surrounding the meaning of
patient-centred care leaves a gap between values and prac-
tice.>* This gap is partially created by the different ways
the concept of patient-centredness and involvement are
used and adapted to fit in with existing institutional pri-
orities like organisational or financial efficiency.* The lack
of consistency in the ascription of meaning to the concept
makes the practice of involvement and patient-centred
care ambiguous.*® In this paper I aim to show how this
ambiguity becomes practice whereby healthcare profes-
sionals both deviate from, and conform to, institutional
guidelines and also reconcile the conflicting logics, which
lace the involvement practices that are available to them.

I adopt a dialogical communication perspective in-
spired by Mikael Bakhtin whereby meanings are under-
stood to be produced in the interplay between different
voices. Voices are in this paper a theoretical concept en-
capsulating how perspectives, values, habits, ideologies
etc. are negotiated and construct a multivocal, unstable
and unfinalizable unity of meaning.®® Through a dialogic
lens, I look at how involvement is constructed in narra-
tives of health professionals. I draw on a social construc-
tionist view of communication as constitutive of social
reality, including knowledge, identities and social rela-
tions®® and narratives as a communicative site where we
construct and ascribe meaning to practice.”!° I examine
how the interplay of different voices ascribe meaning to
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situated practices of involvement and form identities tied
to the enactment of involvement in a healthcare setting.
My guiding research questions in this paper are: How is
patient involvement constructed between different voices
representing organizational habits and values, patient-cen-
tred values, personal experiences and more? What does
this construction of practice require of the patient?

The purpose is to gain insight into how patient ideals
and expectations towards the patients are negotiated in
professional practices of involvement when the patient
cannot meet the inherent demands. In the paper, I examine
the articulation of challenging involvement processes in
the field of neurorehabilitation. I look at how the patient
and healthcare professional are constructed in the involve-
ment practice and how each professional doubt or choice
is based on a negotiation of voices in practice. With re-
spect to contributing to practice, the aim of the analysis
is to further sensitivity towards the habits and taken for
granted notions that might hinder a process of involve-
ment that, along holistic lines, is personally tailored to the
needs and values of the individual patient. With respect
to contributing to the research literature, the aim with the
analysis is to show how the discursive ambiguity of pa-
tient-centred care has consequences for the construction
of and legitimization of patient-centred involvement prac-
tices. Furthermore, this paper contributes to research on
patient-centred healthcare and dialogical health research
by focusing on how healthcare professionals dialogically
construct patient involvement in relation to patients suf-
fering the effects of traumatic brain injury.

The paper is structured as follows. First, I present a
short review of literature that outlines some of the discrep-
ancies in the discursive movement towards patient-centred
care and the production of patient involvement practices. 1
then outline the dialogical framework and present the meth-
ods used to co-produce the professional narratives that form
the empirical material. This is followed by the dialogical
analysis of two professional narratives. Finally, I discuss
analytical results with respect to both the existing research
literature and the field of practice.

What is patient-centred care and involvement?

Patient-centred care and involvement have been high
on the political agenda for the last twenty years both in
Europe and in Denmark.!""*In line with this development,
there is a growing body of research describing the turn to-
wards patient-centred care and how multiple interpreta-
tions of the concepts flourish having consequences for
patients and the healthcare sector as a whole.!*13

Several studies have shown the discursive develop-
ment where patients are constructed in the tension be-
tween being a service consumer and a responsible active
patient.'>!¢ Explorations of governmentality perspectives
have shown how these different health strategies deploy
different technologies of agency and performance.'® This
discursive figure becomes a patient role infused with ac-
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countability and moral tones that emphasizes the respon-
sibility of the individual patient for contributing to the
quality of their own healthcare.”!” Studies show how a pa-
tient-centred perspective is merged with existing perspec-
tives in healthcare institutions.'®!® This might be
beneficial in some cases, but in other cases, the result is
overlapping and contradictory ideologies in play at the
point of care delivery. This creates discrepancies between
public, political, and professional expectations when the
organizational capability to adapt or transform does not
measure up.'$?

Some shared markers of the patient-centred agenda
are a focus on the patient perspective and context when
making decisions on treatment plans. There is also a core
focus on communication with regards to reaching a shared
understanding and involving the patient in determining
the right care option.*?° The process of delivering and pro-
ducing patient-centred care is based on the encounter be-
tween the patient (and next of kin) and the health
professional.” There has been a significant amount of
studies focusing on patient stories and unravelling the pa-
tient position in these encounters.??! These studies are
important to understand the relational power that is inher-
ent to the encounter. They often involve a critique of the
health professionals’ abilities to practice care centred
around the patients’ wishes and needs.?*?

In communication studies on patient-centred care, there
has been a focus on shared decision making in the relation-
ship between patient and healthcare professionals.*?!' Sev-
eral studies analyse the communicative tensions that can
arise between patients’ and healthcare professionals’ prior-
ities in the delivery and decision-making processes in pa-
tient-centred healthcare.?*?! In these encounters, slight
differences in the communicative practices can distinguish
participatory efforts from paternalistic practice.'!”? The ex-
pert role of the healthcare professional creates a commu-
nicative situation where his/her knowledge and
interpretation of events and symptoms are privileged.?>?*
In this line of research, the shared nature of decision-mak-
ing becomes a parameter of patient-centred communicative
practice. These studies assume that the patient masters the
communicative skills that it takes to participate in the
shared decision-making in communicative practices.'”*
Other underlying assumptions connected to the patient-cen-
tred production of care are cognitive abilities like memory,
processual thinking and information processing. !’

One study reviewed literature to define patient-cen-
tredness and patient involvement in stroke-care. Among
other conclusions, they found communication to be both
an important barrier to, and a vital component in, patient-
centred practice.” For stroke victims as well as patients
with traumatic brain injuries, communication can be com-
plex. Injury to the brain often leave patients with commu-
nicative impairment that becomes an inclusion or
exclusion mechanism in patient-involvement.?*?* The lit-
erature shows that health professionals have a tendency
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to ignore the patient with communicative impairment and
instead orient their efforts towards the next of kin.?%?* The
specific difficulty in practising patient-centeredness in re-
lation to stroke victims is determining the individual
needs of the patients within the process of regaining con-
sciousness, motor-function, memory and other cognitive
abilities. Literature on the subject suggests alternative
methods of engaging the patient with eye contact, respect-
ful listening and in-depth explanations in regards to ac-
tivities and prognosis.*

Involvement is depicted as a practice that requires the
patient to participate, communicate and understand their
personal needs to be involved in the health process.?
These requirements prevent some patients from being in-
volved and including their perspective in collaborative de-
cision-making about the treatment process.?** A study by
Lord and Gale (2014) shows how patient-centredness and
involvement were constructed as a core value in the strate-
gic views on designing service delivery but were difficult
to articulate into practice. The study shows that organiza-
tional habits, the professional knowledge system, and in-
stitutional structures formed barriers to a patient-centred
way of thinking and practice development. One of the
findings of the study is that patient knowledge or subjec-
tive experience is devalued in the process of objectifying
care delivery.* This problematizes how different knowl-
edge forms vary in status in the health system. They found
that the professional knowledge forms were favoured on
the strategic level of the organizations. They also found
that this were more pronounced when decisions were
made at an distance from the everyday practices of care
delivery.* A study by Mjelstad et al. (2013) shows how
accumulated personal history gathered by general practi-
tioners does not translate into rehabilitation activities. The
authors found that the institutional voice of medicine has
a tendency to override the patient’s personal narrative
when planning rehabilitation.? This happens even though
the health professionals want to practise patient-centred
care, and to some extent, think that they are doing so.

A recent study investigates how patients are con-
structed in a Danish communication program.? This study
shows how six patient figures are formed in the commu-
nication program and how they shape the self-understand-
ing of healthcare institutions. Pors* (2016) shows how
health communication efforts create a patient role sus-
pended in a tension between market and care perspectives
and these different rationales create an organization that
interweaves standardized processes with individualized
care. These patient figures all have a common understand-
ing of an active and information-seeking patient. The pa-
tients are seen as resources in the organizational effort to
improve quality through patient-centred care. The study
also outlines the absence of the patient who is
inactive/passive and refuses information. One of the in-
teresting perspectives in this study is that Pors finds that
there is no language for describing the inactive or inca-
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pable patient. This leaves a void for the patient who can-
not fill this role. This is also demonstrated in the profes-
sional narratives presented in this paper.

To sum up, studies show that policy, strategy and inter-
vention can be designed to promote patient-centred in-
volvement but this does not necessarily translate into care
delivery in practice.**® The barriers identified are linked to
the lack of a common definition of patient-centred care and
practice. Patient-centred practice appears to be a profes-
sional ideal more than an clinical reality.? In this paper I
look at how involvement is translated into practice and how
these practices become challenging when collaborating
with patients suffering effects of traumatic brain injurie that
prevent them from filling the role of the normal and active
participants in their own treatment process.'7*+%

Analytical framework
A dialogical communication approach

In this paper, I embrace the notion of a narrative kind
of knowledge.!*?72% | see narratives as chains of past
events organized to construct meaning in relation to the
events but equally in the current relational context. In this
sense the narratives are performative in creating under-
standings of our past and meaning in the present.”?® Many
narrative studies in healthcare present the clinical com-
munication encounter and critically examine how patients
and healthcare professionals construct different types of
narratives.?! The focus is primarily on the patients’ nar-
ratives as a source of knowledge.!®! In this paper, I
choose to look at the narratives of healthcare professionals
to show how the health professionals navigate contradict-
ing perspectives in patient-centred healthcare. I adopt a
discourse analytical approach building on dialogical com-
munication theory developed by Baxter® (2011) and
Phillips® (2011). The branch of dialogic communication
theory I draw on in this paper stresses the discursive na-
ture of professional narratives and their constitutive func-
tion in ascribing meaning to the world.” With this dialogic
perspective, I focus on the different and often contradict-
ing voices that make up the narratives. This builds on the
basic principle that narratives are a dialogical expansive
genre*? and a way to organize and ascribe meaning to the
world and our different identities in the world.'*?® Dia-
logue in this perspective is viewed as the relational nego-
tiation of different voices in the process of ascribing
meaning to the world.®%33 In this perspective, narratives
help shape practice through the meanings they ascribe to
practices including involvement and patient-centered care.
I see the narratives of healthcare professionals as a valu-
able source of innovative knowledge that stems not just
from one but from several encounters with patients.!%3* I
find that their perspective can be enlightening and provide
key information into how patient-centred practices can be
improved.'®3* This is founded on a premise that health
professionals through narratives make sense, construct
and conceptualize patient-centred care and involvement
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in relation to the patient and colleagues as an integral part
of their everyday professional practice, shaping what they
do as they do it.”?83

The branch of dialogic communication theory that I
apply in this paper draws on Bakhtin’s dialogue theory to
examine the production of meaning as it emerges through
the interplay between multiple voices.®** In other words,
all communication is viewed as dialogic as meanings are
formed within and across voices.®® The voices are not un-
derstood as the individual’s uttered speech. Inspired by
Bakhtin, a voice is conceptualized as a perspective, ide-
ology or discourse that interpenetrates an utterance and
constructs a multivocal, unstable and unfinalizable unity
of meaning.®® A dialogic communication analysis captures
the multivocal negotiation of meaning in communication.
The dialogical communication approach I follow in this
paper builds on the social constructionist premise that so-
cial knowledge, subject positions and actions are con-
structed in discourse.”* Discourse is seen as a historically,
culturally and geographically situated perspective from
which meaning is ascribed to the world.®3 In a Bakhtinian
terminology, communication as dialogue is constitutive
for the continuous construction of identities through the
interplay of different voices.® The dialogical approach I
apply in this paper offers an analytical lens that view the
relational co-construct of ourselves and others in the
meaning making process.®® In this perspective I also view
disability as a dialogical construct constituted in commu-
nication (discourse). This entails that the functional and/or
cognitive impairments suffered by patient with a trau-
matic brain injurie are not fixed medical categories (if
such exist) but gain their meaning in different social con-
text.>?436 The social context of this study is a neuroreha-
bilitation process situated in the institutionalized
healthcare settings in Denmark. The dialogical approach
is a way to see how contradicting discourses (voices) are
at play as the disabled patient and the health professional
roles are constructed interdependently®* in the situated in-
stitutionalised practise of patient involvement in patient-
centred care.

My analytical focus inspired by Bakhtin homes in on
the utterance as the communicative site of this interplay
between voices.” The utterance is a broad definition that
spans from a single sentence to a longer text. In this paper,
the utterances that I examine are two professional narra-
tives that deal with the experience of involving a patient
suffering effects of a traumatic brain injury. In each utter-
ance, multiple and conflicting knowledge forms, ratio-
nales and perspectives come together to form an unstable
unity. To help identify the different voices articulated, I
draw on Baxter’s analytical framework®’ to look for dis-
cursive markers and discursive micro practices that po-
tentially signify discursive counterpoints in the narratives.
Specifically, I focus on discursive markers present in the
synchronic interplay between co-present voices that in-
tersect in each of the narratives.® In the narratives pre-
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sented, the synchronic interplay between voices can be
described as polemic. The polemic interplay is character-
ized by a struggle between conflicting discursive posi-
tions. Features of a polemic struggle are among others the
discursive markers countering and entertaining.® Coun-
tering marks a discursive counterpoint by replacing an ex-
pected discursive position with an alternative one.
Entertaining marks a polemic interplay where multiple
possible discursive positions are possible. In connection
to the two discursive markers, there are a long list of dis-
cursive micro practices signified by different lexical
choices.® In my analysis of the narratives, each micro
practice identified will be explained in context. To further
explore how meanings are produced in the interplay be-
tween different voices I look at the relations between the
voices. This means I look at how dominant the voices rep-
resenting a more normalized perspectives and more mar-
ginalized voices intersect in the construction of meaning.?

In the narratives there are several voices infusing the
construction of involvement, the role of the patient and
role of professional. The multivoiced negotiation forms
tension-filled narratives that I will analyse by addressing
the questions: What voices are articulated in construction
of involvement in neurorehabilitation practices with com-
plex patients? What identities and expectations are con-
structed in the different voices animating the practice of
involvement?

Materials and Methods
Action research and workshop design

The empirical material I analyse in this paper has been
produced as part of an action research project. The action
research project aimed to produce knowledge about pa-
tient-centred care in neurorehabilitation with a focus on
cross-sectorial teamwork and patient involvement. The
project involved healthcare professionals from both an
outpatient hospital unit in Region Zealand in Denmark
and some of their cross-sectorial colleagues from the sur-
rounding municipalities. The project was designed col-
laboratively in an ongoing decision-making process
between the participants and researcher. The action re-
search project was built on the ideal of participation being
voluntary and participants being given the role as co-de-
terminants throughout the process.?” I (the researcher) ini-
tially invited the participants personally and they were
chosen because of their work in cross-sectorial collabo-
rations within the field of neurorchabilitation.

The action research project involved several different
collaborative and qualitative research efforts. One of the
key elements of the project was three dialogical work-
shops held in the autumn of 2015. In this paper, I draw
on data from the first of three workshops. Eight health-
professionals from different municipalities and hospital
services participated. The theme of the workshop was
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the challenge of patient involvement in neurorehabilita-
tion. It was chosen in collaboration with the workshop
participants and reflected a subject matter that was both
relevant and meaningful for the participants to work with
and develop. The workshop design and the facilitating
role in the workshop were delegated to the researcher
(author).

In the workshop, the participants and I (the researcher)
co-produced knowledge about problems, practices, quarrels
and values of patient involvement based on the participants’
joint experiences of working with patients who had suffered
a traumatic brain injury. The workshop was based on nar-
rative exercises. The exercises were designed specifically
for the workshop and drew on empirical material collected
prior to the workshop. These data consisted of interviews
and observations with participants, their cross-sectorial col-
leagues and patients suffering the effects of traumatic brain
injury The workshops were dialogical in the sense that all
the narrative exercises were built on dialogical principles
inspired by Mikhail Bakhtin. Bakhtin saw difference as a
force of change because he theorized that meaning is pro-
duced in the interplay between different perspectives
(voices).? In the workshop design this principle was directly
adapted as the participants were encouraged to explore their
differences and inquire into each others’ motives and un-
derstandings of the practice of involvement. The design
was focused on the participants’ own choice of subjects as
well their choice of narratives. This means that the narra-
tives presented in this paper were produced in conversation
and not limited to a rigid framework of questions.” The par-
ticipatory narrative focus gave the health professionals a
space to share their perspectives on patient involvement
and engage in co-producing new perspectives on various
situations that challenged their own perceptions of their
professional practices. The narratives presented in this
paper were selected as they prompt multivoiced co-reflec-
tion between the participants within the workshop. They
also reflect some of the core problems or challenges de-
scribed by the healthcare professionals during the action
research project. To preserve the anonymity of the partici-
pants I have altered identifying details in the empirical ex-
cerpts. The interaction in the workshop was audio recorded
and transcribed. The analytical focus is to unfold the tension
that the narrative holds within itself to show how meaning
is ascribed to situated practices of involvement and how
professional navigate contradicting perspectives on patient-
centred care in their everyday work routines.

My motive for designing a workshop with a narrative
focus was a conviction that narrative abilities can be
learned.®® This is anchored in two perspectives. One is the
notion of dialogical wisdom, drawing on Barge and Little
(2002),* understood as a sensitivity towards positions and
opportunities in an encounter. The other is the notion of
narrative competence, drawing on Frank (1998),%” that nur-
tures the ability to see patterns in life stories. Collectively,
the workshop participants and I found these perspectives
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to be relevant especially when it comes to patients who are
suffering complex and life changing illness.

The purpose of the workshop was not to design a so-
lution but to enable collective reflection on problems that
were shared between participants across their different
contexts. Our co-inquiry focused on both practical aspects
of patient involvement and the participants’ reflections on
how their practices mirrored or diverted from the situated
ideals of involving a patient.

This study has limitations in the small number of par-
ticipants and their occupations. The results are not gener-
alizable or representational in the statistical sense. Instead,
the results show tensions present within the fields of neu-
rorehabilitation and patient involvement that may be rec-
ognizable to other health professionals within the field of
practice.®” This recognition gives the results applicability.
Qua this applicability, qualitative and participatory research
can, in my opinion, serve as a powerful change-agent in the
turn towards patient-centred care delivery and quality im-
provements for both patient and professionals.!®1%3

Analysing the practice of involvement
with complex patients

The following analysis aims to show how involvement
is ascribed meaning in two different professional narra-
tives and examine how professionals negotiate and rec-
oncile the discursive ambiguity in patient-centred
healthcare. All the narratives describe situations where the
practice of involvement became a professional challenge.
The narratives are based on professional experiences in
the systemic context of cross-sectoral coordination and
neuro-rehabilitation work in Denmark.

Each of the professional narratives contributes with
different perspectives on the dialogic construction of in-
volvement and demonstrates how the construction of the
patient and the professional is an integral part of the situ-
ated involvement practices. The narratives are told from
a professional perspective and the voices that might have
been introduced by e.g. patients or managers are therefore
not present in excerpts. The analysis contributes by inves-
tigating how involvement is constructed from a profes-
sional perspective. Further, it reflects on practical limits
of patient involvement in patient-centred neurorehabilita-
tion that are constructed in the discrepancies between con-
tradicting voices in practise.

Patient involvement — But he has some cognitive
injuries

The following excerpt unfolds a professional narrative
that describes the process of involvement for a young
man. The example shows how the apparently normal
young man, through his reduced ability to remember, is
constructed as unable to participate appropriately in the
institutionalized practice of involvement. The context of
the narrative is the municipal health and social care sys-

[page 169]



tem. In Denmark, the municipal system provides help and
services for citizens who are unable to provide for them-
selves financially and/or socially. In this case, the young
man is recovering from a traffic accident in which he ac-
quired a brain injury. Due to his injuries, the process of
involving the young man is a professional challenge:
Ursula (municipality): “This young guy is ap-
parently healthy and anyone would say, ‘you're
fine’. But he has some cognitive injuries and
there’s some damage to his frontal lobe, but he
fools both us, himself and others because of his
seemingly normal behaviour. And he doesn 't do it

on purpose. But over time, we can see that all s not

well. But when it comes to involvement. Actually,

1 have to involve him. But I quickly find out, that it

doesn t work because he has a memory like a sieve.

So gradually the involved party becomes his

mother. Because she also notices that it isn't com-

pletely coherent. So this leads to him getting less
and less involved because I have to communicate
everything with her. And I sometimes have a moral
struggle like, what am I doing? And if [ were to fol-
low the law, then I would have broken it 17 times.

But to benefit his case and to benefit his situation

and to make the system work for him, we have

pushed him more and more onto the sideline.”

(Quote from workshop 1)

The first four sentences set the scene for the profes-
sional dilemma. They do so by constructing the young
man as abnormal through entertaining a polemic discur-
sive context.® In the intro, two voices are entertained in
dialogue - the voice of normality and the voice of neuro-
health professionalism. The voice of normality draws on
a wider discursive understanding of being normal. This
discursive resource is introduced through a naturalization
practice.® This micro practise enters the voice of normality
into the narrative as a transparent category representing a
given way of being a patient in the systemic context. The
voice of normality serves as a backdrop from which the
boy is constructed as an opposite. The young man is in-
troduced as “healthy” and “seemingly normal”, but he
fools everybody. The words “normal” and “healthy” in
conjunction with words like “apparently” and “seem-
ingly” make the statements about his appearance more
tempered and indicate other dialogic alternatives. The al-
ternative in this case being that the young man diverges
from “normal” due to his injuries. Through the mention
of neuro-professional concepts such as “cognitive in-
juries” and damage “to his frontal lobe”, the voice of
neuro-health professionalism introduces a knowledge
form that is expressed in language, which conceptualizes
the young man’s divergence. This voice introduces an un-
derstanding of his injuries by explaining how “he doesn t
do it on purpose”. The voices of normality and neuro-pro-
fessionalism align in polemic interplay to co-construct a
position where the young man diverges from the normal
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as a neuro-impaired patient. In the dialogic construction
of the other — in this narrative, the young man — the dia-
logic self or in this case, an “us” is constructed as a coun-
terpart. The young man in this story requires both care
and diligence from “us ", the professionals, as he uninten-
tionally “fools both us, himself and others”. This con-
structs a professional us that sees the divergence and the
injuries, but only “over time”. The temporal hesitation
stresses both the complexity of the injuries but also hints
at a vulnerability in professional practice. The vulnerabil-
ity in this case is that even the neuro-professional need
time to discover and understand how an injury to the brain
surfaces and unfolds in the individual patient.’**

When the contexts and positions are in place, the nar-
rative shifts focus to the practice of involvement. The sit-
uated meaning of involvement is negotiated against the
backdrop of the above-mentioned voices of normality and
of neuro-health professionalism. Furthermore, new voices
are introduced. In the sentence, “Actually, I have to in-
volve him”, involvement is constructed as something that
the professionals have to do. The word “actually” indi-
cates a countering practice.® This mean that the word con-
structs the following statement as a counterpoint to an
expected discursive position. In this case, the sentence
counters the expected position of a professional preroga-
tive to choose to involve. This statement draws on a voice
of systemic obligation. In this narrative, the voice of sys-
temic obligation is two-fold. The voice asserts its domi-
nance by defining involvement as both a moral obligation
“I sometimes have a moral struggle” and a legal obliga-
tion “if I were to follow the law . These two powerful dis-
cursive resources align with the voice of normality in
synchronic interplay. They co-create an underlying narra-
tive of the right professional choice, which caters to and
fits the normal patient. This constructs the main storyline
in this narrative as a counter narrative that outlines the
best professional choice for the abnormal patient. In this
main storyline, involvement is ascribed meaning as a sys-
temic practice that demands certain cognitive abilities.
The sentence “that it doesn t work because he has a mem-
ory like a sieve” articulates a voice of neuro-health pro-
fessionalism. The voice of neuro-health professionalism
draws on an understanding of memory impairment as an
obstacle to participation in a systemic involvement
process. This constructs involvement as a practice that re-
quires memory and the patient as someone who is not ca-
pable. In this context, memory exemplifies the ability to
participate in a process over time. The inability to remem-
ber makes it difficult to maintain continuity in the reha-
bilitation process rooted in the patient’s wishes and goals.
The narrative constructs involvement as a process that is
inaccessible for a person with cognitive impairments ef-
fecting their memory and their ability to communicate co-
herently. This construction of an inaccessible process
creates the foundation for an alternative practice. In this
case, the alternative becomes to involve the mother and
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consequently push the patient “more and more onto the
sideline”. This alternative is made available by a profes-
sional position of being the patients’ advocate in the sys-
tem — “to make the system work for him”. This position
is created in an alignment between the voice of neuro-
health professionalism and a new voice of patient-centred
care. The professional position draws on the voice of
neuro-health professionalism to construct an inaccessible
process of involvement. The voice of patient-centred care
then disclaims the systemic obligation by reorienting the
deviating action towards the patient’s benefits — “fo ben-
efit his case and to benefit his situation”. The message of
the professional narrative becomes that which is best for
the patient is not always the system’s way of practising
involvement.

The analysis addresses the professional experience of
a discrepancy between systemic practices and patients’
benefits. This is illustrated in the depiction of involvement
as a demanding process that becomes exclusionary. The
turn towards patient-centred care in the healthcare system
has fostered the systemic translation of concepts like in-
volvement and participation into professional practices.
The analysis questions if the situated practices are able to
accommodate all types of patients by showing how in-
volvement is constructed around the presumption of a
cognitively capable patient. The analysis also shows a du-
ality in the professional decision-making which has to
navigate two conflicting orientations: an orientation to-
wards the legal and correct action and another towards the
needs and capability of the patient.

Meeting with or without the patient

The following excerpt is a professional narrative about
how the process of involvement unfolds during a recovery
process. The narrative follows the recovery process of the
young man with a severe traumatic injury to the brain.
The narrative describes the professional challenge of prac-
tising involvement in such a process. The narrative paints
a critical picture of how involvement is enacted in the pro-
fessional practice and outlines the professional doubts
about the process. In this narrative, the practice of in-
volvement becomes an opposite to the professional as-
sessment of the situation:

Amalie (municipality): “And where I've faced
the challenge in this process of how do I get this
totally injured citizen involved in any way? At first,
he is not conscious. Then he wakes up and be-
comes a little more aware. He joins in the meet-
ings. He is sitting there. We are addressing him
when we say something even though it is actually
directed to the professionals. So the situation is a
little forced. But at the same time we all agree that
it’s really important that he is there because it s all
about him and his life. We always notice that at
some point during the meetings he gets really tired.
And he starts feeling unwell. And he does not re-
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ally hear what happens and uhh...Even though we

talk to him and ask him questions, then...At first

it’s not... It s more because we have to. Throughout

the rehabilitation process, he becomes more and

more aware and starts being able to communicate

with expressions of agreement or disagreement.

And we keep addressing him and asking him ques-

tions at the meetings and he comes up with some

form of answer. When he listens during the meet-
ings, he participates by expressing if he finds it
good or bad or something else. The main involve-
ment is directed at his relatives, his parents. Its
with them we have a dialogue about what's going

to or has to happen for this boy. Because at the

meetings it s really hard to ask him, would you like

to live at home? There are often up to fifteen peo-

ple sitting around the table. And then he's hungry

and he's thirsty. And do we get an answer we can
count on? Of course, there is also a legal guardian

in place, so of course there are some others who

have to be involved in the decision. But I've often

thought, is it the right thing to involve him in the
meetings? And there was actually a meeting where

he did not participate. Where the roles were com-

pletely different. The parents acted completely dif-

ferently. They said some things they hadn 't said
previously. Which they would not say when he was
there. Which was really important for the process.

And gave us insight into his state and progres-

sion.” (Quote from workshop 1)

The narrator starts by posing her own question of how
to involve. This is a dialogically expansive practice that
indicates an openness towards other dialogic alternatives
to involving. Though the question is expansive towards
the practice of involvement it is hinged on two fixed char-
acters — the totally injured patient and the professional in-
volver. The question “how do I get this totally injured
citizen involved” constructs a perspective of involvement
as process produced by the active professional and chal-
lenged by the passive patient. This constructs the patient
with little or no agency and pinpoints the challenge of in-
volvement as lying in the patient’s inability to take on an
active role. The construction of these roles in the question
draws on the voice of patient-centered care as a backdrop.
In the healthcare system’s turn towards patient-centered
care, the active patient role and the involving professional
are central characters in producing better quality in health-
care.' In this light, the question is asked in alignment with
the voice of patient-centred care. It does not question
whether or not to involve but is dialogically expansive to-
wards a new perspective on how to involve.

The question is followed by a procedural description
of the young man’s progression from unconscious to
aware to expressive. “At first, he is not conscious. Then
he wakes up and becomes a little more aware. He joins in
the meetings . His graduation to aware places him in the
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arena of the systemic practice of involvement, which is
centered on participation in meetings. “He is sitting there.
We are addressing him when we say something even
though it is actually directed to the professionals. So the
situation is a little forced”. When the patient cannot par-
ticipate on the premise of conversational interaction in the
meeting, the situation becomes forced. In this section, the
meeting is constructed as the setting for involvement and
the process of involvement is bound to the conversational
exchange and relational engagement performed in the
meeting. This construction of involvement is informed by
the voice of systemic practice that naturalizes this way of
practising involvement.® This construct the meeting as a
given setting for a given relational exchange. In the nar-
rative, this is merely a part of the procedural description
and is not questioned. The voice of systemic practice
aligns with the voice of patient-centred care in construct-
ing the setting and practices as important by anchoring
their legitimacy in patient-centredness — “we all agree
that it’s really important that he is there because it’s all
about him and his life”.

The challenge arises as the patient is not able to en-
gage in the relational exchange in the settings. In the sen-
tence “during the meetings he gets really tired. And he
starts feeling unwell. And he does not really hear what
happens” it becomes evident that physical presence is not
enough to fully perform participation in the institutional-
ized involvement practice. The participatory performance
also entails listening and being alert. The patient is con-
structed as present but passive. Simultaneously the active
professional involvers are demonstrated in wordings like
“We always notice” and “we talk to him and ask him
questions . In the interaction between the passive, present
patient and the active involver, the involvement practice
is enacted “because we have to”. This reduction of in-
volvement to a one-way communication loses the legiti-
macy formed in the alignment with the voice of
patient-centred care. Instead, its legitimacy is rooted in
the voice of systemic obligation (as described in relation
to the previous empirical example).

As the patient’s recovery progresses so does his par-
ticipatory abilities. “Throughout the rehabilitation
process, he becomes more and more aware and starts
being able to communicate with expressions of agreement
or disagreement”’. Communicative skills open up the pos-
sibility of confirming or negating decisions with the pa-
tient — “he participates by expressing if he finds it good
or bad or something else”. However, even though he can
now answer, his participatory contribution to the involve-
ment process is not fully valid. He still lacks the ability
to engage in “a dialogue about what’s going to or has to
happen” and to be fully involved he has to be able to post-
pone bodily needs — “And then he's hungry and he's
thirsty”. The patient is constructed as a contributor but
his contribution is not equal to the professionals or the
parents — “do we get an answer we can count on?”’
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“But I've often thought, is it the right thing to involve
him in the meetings?” The passive patient role becomes
a challenging figure in the narrative because the involve-
ment practice is a means to an end. The meetings require
participation enacted through presence, awareness and di-
alogue to co-construct knowledge that holds legitimacy
in the institutionalized rehabilitation process. This trans-
lates into specific knowledge forms that function as valid
components in such a task. “Because at the meetings it's
really hard to ask him, would you like to live at home?”
The question is oriented towards his future needs and is
focused on uncovering his preferences for services pro-
vided in the systemic context.

The question also speaks to the relational boundaries
constructed in the meeting between all parties. In this
case, a boundary may be that the young man will not to
express a desire to live elsewhere as it could be hurtful to
his parents and vice versa. “And there was actually a
meeting where he did not participate. Where the roles
were completely different. The parents acted completely
differently. They said some things they hadn t said previ-
ously. Which they would not say when he was there.
Which was really important for the process. And gave us
insight into his state and progression.” This final part of
the narrative is dialogically expansive by entertaining an
alternative discursive perspective. The question of his in-
volvement in the meeting marks the discursive counter-
point. What follows is a narrative within the narrative. In
the alter-narrative, the involvement practice that solely
focus on patient-centredness as the presence of the patient
is challenged by an alignment between the voice of sys-
temic practice and the voice of neuro-health profession-
alism. These voices form a professional perspective on
how meaningful meetings can be constructed by un-in-
volving the patient. This alternative practice is legitimized
by reconstructing the relational boundaries that hinder the
generation of knowledge that holds value in the profes-
sional involvement practice. This is done by connecting
the “meeting where he did not participate” to the altered
behavior “Where the roles were completely different”.
This reframes the meeting as meaningful. However, the
condition is an altered composition of people. By using
terms like “his state and progression” the voice of neuro-
health professionalism underscores the value of the al-
tered behavior and thereby the meeting as a meaningful
systemic practice without the presence of the patient.

The analysis shows how the concept of involvement is
infused by the voice of patient-centred care and is therefore
presumed to create better healthcare. In this context, better
healthcare can be translated into progression in recovery
through a coordinated rehabilitation effort.*! In this narra-
tive, involvement loses its professional value when it can-
not produce knowledge that can translate into the
rehabilitation process. Participation is in this case only val-
ued if it aligns with the purpose of producing procedural
progression. In the narrative, the meeting is the arena for
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the relational exchange that produces progression towards
better physical and mental recovery through rehabilitation
efforts. The meaningful meeting and involvement practice
is from a professional perspective anchored in progression
and a temporal orientation towards the future process. The
knowledge form the patients has access to in the encounter
is depicted as anchored bodily and in the moment. This
construction of involvement as a procedural tool of pro-
gression annuls the patient’s knowledge form and it leaves
the professional in a dilemma between practising involve-
ment focusing on the patient or on the process. Both con-
structions of involvement draw on the broader discursive
resource of patient-centred care. This institutionalized per-
spective naturalizes the concept of involvement as a given
means to produce better healthcare for the patient.

Discussion and Conclusions

In this paper, I have examined how the interplay of
different voices ascribe particular meanings to situated
practices of involvement and forms identities tied to pro-
fessional involvement practices in neurorchabilitation. The
professionals construct and reconstruct involvement prac-
tices in interaction with patients who suffer the diverse ef-
fects of acquired brain injuries. My analysis shows that
involvement presupposes patient participation. It also
shows how the enactment of participation requires certain
cognitive resources to be fully recognized and accepted.
This particular patient group presents a challenge as brain
damage can have the effect of impairing or altering nor-
mal cognitive functions.?%-?>25

This study contributes to the study of patient-centred
healthcare and dialogical health research with a specific
focus regarding the professional perspective on patient in-
volvement with a complex group of patients. By inquiring
into the dialogic tensions that characterize involvement in
professional narratives, the analysis shows how different
voices construct and delimit different forms of action and
reflection with respect to the enactment of involvement.
In the narratives, the voice of patient-centred care is used
both to ascribe meaning to institutionalized practices of
involvement, but also to legitimize the actions and per-
spectives that deviate from the institutionalized norms of
involvement. This is in line with the ambiguity that pre-
vious studies have described.’ In this study I highlight
how the underlying demands of involvement are animated
as a patient-centred practice. My analysis shows how in-
volvement can be nothing less than a meaningful meeting
where procedural goals are met. One narrative speaks of
engaging with the patient as an alternative involvement
technique.? This engagement does not measure up to the
ideal of involvement. This then leads to the health profes-
sionals’ reorientation towards the next of kin as they can
fulfil the requirement of participation. The patients are
constructed and positioned as incapable (disabled).?* This
points to an involvement practice where subjective expe-
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rience is secondary to the goals of objective process.*!”
Even though the voice of neuro-health professionalism
has the language to describe and ascribe another meaning
to the patient, the voice does not challenge the dominant
view of patient-centred care practices. The paper is my
empirical contribution to the studies that advocate how
the patient-centred perspective is merged with existing
perspectives in healthcare institutions.!® It also points to
this blending of voices as a strong discursive resource that
in some cases hinders a more individualized practice of
involvement at the point of care delivery.

In this paper, I find that the health professionals navi-
gate a tension between the ideal of what patient-involve-
ment should be and how involvement is practised in the
institutional setting. The study helps illustrates how some
practices are constraining or problematic when involving
patients suffering the diverse effects of traumatic brain in-
jury. Nevertheless, the narratives also hold an optimism
in how the health professional try their best to balance
both the perspective of the patient, the clinical outcomes
and the institutional values. In the narratives, the voice of
systemic obligation functions as both a detachment mech-
anism and it holds the potential for defiance in the con-
struction of meaning. It holds a recognition that some of
the systemic practices are not applicable in the everyday
care delivery between the patient and the professional. In
the narratives, the voice animates the onset of opposition
to the institutional logic of patient involvement being the
only correct strategy in creating the best rehabilitation
process. I do not see this as the professionals opposing in-
volvement as a strategy but opposing the consolidated
practices that are conceptualized as involvement. The con-
solidated practices being the relational exchange situated
in a meeting and procedural knowledge forms that are le-
gitimate in this space.>!” The narratives describe deviant
institutional behaviour that also has the patient-centred
perspective in play. Confined to the systemic context the
alternative becomes to not involve because the dominant
practices are naturalized and therefore not in question.

With the findings of this paper I propose that the rela-
tional nature of patient-centred care becomes the focus of
co-producing situated involvement measures. This recog-
nizes the need for reconciling different knowledge forms
and letting the tension evolve new perspectives that fuse
both the patient and the health professionals agenda.’ In
practice, this vision is built on an institutional recognition
of personal knowledge as the key to generating quality for
the individual patient in healthcare and not as a mean to
objectify healthcare delivery. In the paper I illuminate how
institutional voices make such situated practice unavailable
in the relational negotiation of the health professional. The
only available alternative is to not involve the patient. This
questions the flexibility of the current practices. It also
points to a need for reflexive spaces where it is possible to
question the naturalized practices and systemic adaptions
of involvement. A characteristic of the narratives presented
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is that they came from a place of doubt or wonder.® These
are both communicative indications of a dialogical strug-
gle. The doubt-driven stories produced tension filled and
dialogically expansive arenas for reflexive co-inquiry. In
this paper I put forward the notion that a practical starting
point for developing new and person-centred involvement
practices could be to co-reflect on the professional doubts
that form within care delivery.
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