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Abstract

Background: Persons with neuromuscular diseases (NMDs) often experience complex rehabilitation needs due to
the disease’s impact on their functioning and progression of their diseases. As a consequence of legislation and “policy
power’, community-based health professionals function as gatekeepers to the rehabilitation trajectory for persons
with NMDs in a field where the other professionals are the specialists.

Aim: To investigate community-based health professionals reflections on and behaviors regarding collaboration with
a tertiary rehabilitation hospital in a cross-sectorial rehabilitation care model with the overall aim of providing high
quality rehabilitation for persons with NMD.

Methods: The design is qualitative and uses interpretive description methodology and the theoretical lens of Edgar
Schein’s three levels of organizational culture and leadership.

An ethnographic fieldwork was conducted from September 1, 2019 to January 30, 2020. Eighty-four community-
based health professionals were included and 17 of them were interviewed in four semi-structured focus group
interviews (n=10) and seven individual interviews (n=7). In addition, 151 pages of observation data were generated.
The study adheres to the COREQ guidelines.

Results: The analysis showed three themes of importance for the collaboration: Policy and legislation navigation
represented that collaboration on rehabilitation was affected by legislation as a management tool with “the case”as
the core element, and goal dilemmas. Cross-sectorial knowledge exchange promoted collaboration on coordinated
and facilitated rehabilitation and knowledge sharing as a firm anchoring. Patient ownership negotiations implied col-
laboration was influenced by knowledge founded power and gatekeeping as a navigation tool.

Conclusion: Three levels of organizational culture and leadership were identified, and this overall structure guided
the community-based health professionals in their work and in the complex organizational landscape of collaboration
between disconnected healthcare systems. The findings provided insight into behavior and attitudes and the content

*Correspondence: chha@rcfm.dk

! National Rehabilitation Center for Neuromuscular Diseases, Kongsvang Allé
23,8000 Aarhus, Denmark
Full list of author information is available at the end of the article

©The Author(s) 2022. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or

other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this
licence, visit http://creativecommons.org/licenses/by/4.0/. The Creative Commons Public Domain Dedication waiver (http://creativeco
mmons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.


https://orcid.org/0000-0002-1378-2449
https://orcid.org/0000-0002-5294-2046
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12913-022-08557-3&domain=pdf

Handberg and Werlauff BMC Health Services Research (2022) 22:1168

Page 2 of 15

laboration in this rehabilitation model for these persons.

and the values held by the professionals collaborating across sectors. Future collaboration in rehabilitation models
should be multiprofessional and team based. The findings emphasize that it is imperative that managements and
professionals strive to strengthen the structure of the collaborative team spirit because this will ensure well-planned,
coordinated, and conducted rehabilitation for persons with NMD and enable and support future cross-sectorial col-

Keywords: Neuromuscular diseases, Healthcare professionals, Collaboration, Fundamental care, Rehabilitation,
Community care, Organization, Coordination, policy decisions, Culture

Introduction

Study rationale

Persons living with neuromuscular diseases (NMDs) are
highly dependent on specialist rehabilitation services
to live an independent everyday life [1-3]. Through the
theoretical lens of Edgar Schein’s three levels of organiza-
tional culture and leadership [4], this study investigated
collaboration in a specialized rehabilitation model for
with NMDs in disconnected healthcare systems. It sheds
light on the basic underlying assumptions that ultimately
drive the collaboration and negotiations between com-
munity-based health professionals (CBHPs) and a multi-
professional team at a tertiary specialized rehabilitation
hospital.

Background

NMD and the need for rehabilitation

The term NMD covers amyotrophic lateral sclerosis
(ALS) and several chronic hereditary NMD subtypes,
which together form a heterogeneous population in
terms of symptoms, functioning, and disease progres-
sion [1]. Persons with NMDs often experience complex
rehabilitation needs, due to the disease’s impact on their
functioning leaving this group of persons particularly
exposed to disconnected healthcare systems [5, 6]. This
group experiences an increasing need of specialized reha-
bilitation efforts during a lifespan due to the biopsycho-
social complexity and progression of their diseases [7, 8].
Specialized rehabilitation interventions can support per-
sons with NMDs to maintain their level of functioning
for a longer period and postpone loss of functioning, hos-
pitalizations, and dependence on help [7-9]. To ensure
that these needs are met, the Danish Health Authorities
have formulated instructions for neurology specialists
that emphasize the need for a cross-sectiorial approach
to rehabilitation for persons with NMDs [3].

Disconnected healthcare settings

Disconnected healthcare systems are common all over
the world and are responsible for challenges related to
cross-sectorial collaboration between healthcare profes-
sionals, where patients can be lost or abandoned in the
“gap” between systems [10—12]. In Denmark, healthcare

systems are divided into two sectors: a regional sector
consisting of hospital services and inpatient specialized
treatment and care; a primary care sector representing
the local community setting responsible for care after (or
during) hospitalization and rehabilitation; and private
hospitals, general practitioners, and private physiothera-
pists [10]. The intention is to enable seamless care across
sectors so that all persons who need multidisciplinary
rehabilitation receive it in the primary care setting [13,
14]. Politically, the two sectors are governed by different
administrations, but health agreements are negotiated
and renewed between the primary healthcare system and
the other systems to ensure that the cooperation among
sectors can run as smoothly as conceivable across sectors
[10]. Even though the intention is seamless cooperation,
the underlying organizational and structural conditions
in a healthcare system run by two different administra-
tions give rise to recurring challenges [15, 16]. The struc-
tural challenges entail various IT systems and different
referral systems and political managements.

In the primary care sector, the local CBHPs are legis-
latively in charge of assessing the rehabilitation needs of
the persons with NMD, and they authorize the needed
services like personal assistance, help, care, and/or assis-
tive devices according to the Social Services Act, the
Active Employment Effort Act, and the Danish Health
Act [17-19]. Therefore, they have great influence and
impact on the services provided for persons with NMD.
However, there tends to be a divergence between policy
potentials and persons with NMDs’ needs that can ham-
per collaboration between the disconnected healthcare
systems.

A tertiary rehabilitation service (a third “healthcare
system”) to facilitate cross-sectorial collaboration in
the field of NMD is represented by The National Reha-
bilitation Center for neuromuscular diseases (RCFM),
a national highly specialized private hospital under the
National Board of Health [18, 20]. The RCFM operates
in accordance with the Health Act section 79, which
states that each Regional Council provides hospital treat-
ment to persons residing in its region [13]. The RCFM
collaborates with and facilitates and supports the local
health and social community services and the regional
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services in relation to NMDs. The RCFM offers highly
specialized advice and knowledge on the rehabilitation
of persons with rare NMDs and has registered approxi-
mately 3600 persons with NMDs. The healthcare pro-
fessionals at the RCFM work in multiprofessional teams
across the country, either at an outpatient clinic or in the
homes of the persons with NMD. The healthcare profes-
sionals are nurses, physiotherapists, occupational thera-
pists, psychologist, doctors, and social workers, and they
work as cross-sectorial facilitators in close cooperation
with persons with NMDs and other professionals in the
health, social, and educational sectors who coordinate
rehabilitation.

Rehabilitation a collaborative process across systems

The World Health Organization defines rehabilita-
tion as a process aimed at enabling persons with
rehabilitation needs to reach and maintain their opti-
mal physical, sensory, intellectual, psychological, and
social functioning. Rehabilitation provides disabled
people with the tools they need to attain independ-
ence and self-determination [21]. Rehabilitation aims
to take account of the person’s situation in its entirely
and comprises coordinated, coherent, and knowledge-
based measures [21]. Owing to legislation and “policy
power”, CBHPs function as gatekeepers for the services
that support the rehabilitation trajectory for persons
with NMD in a field where other professionals are
the specialists. To prevent a gap between the health-
care systems and ensure high quality rehabilitation for
persons with NMDs, it is essential to deconstruct and
understand the complexities of this healthcare puz-
zle in a more strategic manner to ensure creative and
productive collaboration in the future. Therefore, the
aim of this study was to investigate community-based
CBHP’s reflections on and behavior regarding collabo-
ration with a tertiary rehabilitation hospital in a cross-
sectorial rehabilitation care model with the overall aim
of providing high quality rehabilitation for persons
with NMD.

Methods

Design

The design was qualitative in accordance with interpre-
tive description methodology [22, 23].

Interpretive description draws upon established quali-
tative research methodologies and represents a theoreti-
cal framework that can be used to identify challenges in
clinical nursing practice. The methodology is inductive
and entails coherent conceptual description and in-depth
interpretation of relationships and patterns within the
phenomenon being examined to improve practice [22, 23].
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To analyze, decipher, and understand the organiza-
tional cultural levels among the two collaborating sec-
tors in this study, the theoretical lens of Edgar Schein’s
three levels of organizational culture and leadership was
applied [4]. Culture content and the values held in dif-
ferent organizations or ontologies are complex. This
organizational cultural lens provides a possibility to make
sense of this complexity and helps us investigate the
structure of a culture and develop a perspective on how
to analyze the complex cultural landscape we encoun-
ter [4]. Schein’s theory makes it possible to differentiate
between observed and experienced artefacts based on
the espoused values and the basic underlying assump-
tions that ultimately drive behavior in cross-sectorial col-
laboration [4].

Setting

The study was conducted in the context of the RCFM
at the outpatient hospital clinic, the CBHPs’ offices,
or at the homes of persons with NMDs throughout the
country.

Sample and participants

From August 1, 2019 to January 30, 2020, the first author
recruited participants, and from September 1, 2019 to
January 30, 2020, she conducted an ethnographic field-
work comprising semistructured individual and focus
groups interviews and participant observations. The
sampling was purposive and consisted of CBHPs as the
primary participants; the secondary participants were
the healthcare professionals from the RCFM that collab-
orated with the CBHPs and persons with NMDs [23]. We
aimed for maximal representation regarding educational
background, years of experience, location (urban/rural),
and field of law (health act/social service).

Included were CBHPs who worked with the assessment
of the rehabilitation needs of persons with NMDs and
who authorized rehabilitation services like personal assis-
tance, help, care, and/or assistive devices according to the
Social Services Act, Active Employment Effort Act and
Danish Health Act. The healthcare professionals included
had to have collaborated with the RCFM within the last
3 months. Healthcare professionals with no knowledge of
NMDs and the RCEM were excluded.

To recruit participants for the interviews, the first
author contacted by email the managements in the three
largest municipalities in Denmark (Copenhagen: 613,000
inhabitants, Aarhus: 340,000, and Odense: 202,000) and
one medium sized municipality (Slagelse: 77,000) and
asked them to appoint CBHPs who collaborated with the
RCEM and met the inclusion criteria. To generate obser-
vation data, the first author shadowed the healthcare
professionals at the RCFM when they collaborated with
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the CBHPs at the outpatient clinic at the RCFM or in
the homes of the persons with NMDs homes across the
whole country.

In all, 84 CBHPs (social workers, physiotherapists,
occupational therapists, nurses, social educators, teach-
ers, etc.) were included as the primary participants
(Table 1). The secondary participants were 23 healthcare
professionals from the RCFM (doctors, nurses, physi-
otherapists, occupational therapists, psychologists, and
social workers) who collaborated with the CBHPs on
rehabilitation interventions for 42 persons with NMD
and their relatives. Four social workers opted out — two
due to lack of knowledge on collaboration with the ter-
tiary hospital and two due to staff shortages.

Data
Data were generated during the fieldwork and consisted
of interview data and observation data.

Interview data

Of the 84 participants who were observed during the
fieldwork, 17 CBHPs were interviewed in four semi-
structured focus group interview (n=10) and seven
semi-structured individual interviews (n=7). The
interview guide for all interviews (individual and focus
group) related to understand CBHPs’ reflections on and
behavior in the collaboration culture revolving around

Table 1 Demographic data on participants

(n =84) (%)
Sex
Female 80 (95)
Male 4(5)
Age
30-39 6(7)
40-49 4(5)
50-59 6 (7)
>60 2(2)
Not known 66 (79)
Educational status
Registered Nurse 18 (21)
Student Nurse 11
Social and Healthcare Worker 34
Social Worker 15(18)
Social Educator 4 (5)
Teacher 4 (5)
Physiotherapist 9(11)
Occupational Therapist 8(10)
Unknown educational background
Authority and Care Worker 17 (20)
Disability and Psychiatry Worker 5(6)
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rehabilitation for persons with NMDs. Key questions
in the interview guide were: What are your thoughts on
what is meaningful for persons with NMDs in their eve-
ryday lives? What are your perceptions of collaboration
with the field of NMDs? What do you find of value in
relation to multiprofessional collaboration on rehabilita-
tion for persons with NMDs? What do you find of value
in relation to cross-sectorial collaboration on rehabilita-
tion for persons with NMDs? What are you perception
of the cross-sectorial collaboration within the field of
NMDs? What is of value when working with persons
with NMDs in disconnected healthcare systems? What
are your thoughts on collaborating with a tertiary hospi-
tal on rehabilitation for persons with NMDs? When do
you believe a collaboration on a rehabilitation process
for persons with NMDs works the best? How would you
describe your collaboration with tertiary hospitals (like
the RCFM)? Follow-up questions were related to con-
cerns, challenges, roles, interactions, communication,
and cooperation.

All interviews were conducted by the first author
either physically at the CBHPs’ offices or online due to
the COVID-19 pandemic. The interviews lasted between
26 minutes and lhour and 28minutes. All interviews
were recorded and transcribed by a student worker.

Observation data

Additionally, 151 pages of observation data were gener-
ated by the first author. The participant observations
[23] consisted of field notes (superficial, descriptive,
analytical, and reflective) of informal conversations,
observations, interactions, and conversations during
collaborative situations with the person with NMD, the
CBHPs and the professionals from the RCFM during
home visits, meetings in the outpatient clinic at RCFM,
at school or hospital meetings, or examinations (in the
patients’ homes or in the clinic).

Observations followed an observation guide that
revolved around Edgar Schein’s three levels of organiza-
tional culture and leadership [4]. Observations focused
on 1) artefacts, like visible structures and processes,
behavior that can be directly observed; 2) espoused val-
ues like ideals, values, strengths, ideologies, and ration-
ales behind behavior (which are not also aligned with
behavior and artefacts); and 3) the observations focused
on basic underlying assumptions like unconscious fun-
damental values and feelings, behavior, perceptions,
thoughts, and feelings — elements that gave rise to initia-
tive behavior in the collaborations.

In interpretative description methodology, the aim
is not an endpoint with an assumption of data satura-
tion, which would imply that all information from the
participants had been heard so frequently that it could
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be anticipated [23]. Instead, our sampling was guided
by information power due to a broad study aim, and we
acknowledged that it was always unknown what informa-
tion and insight the next participant would bring [23].
We therefore aimed for patterns and relations and more
open-ended conceptualizations, where the ongoing evo-
lution of thinking is expected [23].

Data analysis

The analysis of all data was conducted by both authors
together in an ongoing iterative four-step process accord-
ing to interpretive methodology [22, 23] (see Table 2). In
step 1, all data were transcribed into text and uploaded
in NVivo'"12, and content coded for each participant and
analysis coded with the initial codes. Data were reread
and recordings heard again until it was possible to dis-
tinguish between special circumstances and generalized
patterns in relation to the study purpose [22, 23]. Step 2
consisted of a process that distinguished between spe-
cial conditions and general patterns in relation to the
research aim. Data were analyzed by constant compari-
son, and themes were derived inductively to identify and
determine patterns and relationships [22, 23]. In step
3, a critical assessment was made of the relationships
between data, leading to primary categorization and
interpretation [22, 23]. Finally, in step 4, the main mes-
sages and themes that contributed with new insights
related to the study aim were decided upon, and categori-
cal themes determined which formed the final interpre-
tation and thematic structure in relation to the research
aim. The hierarchies and relationships of the final themes
are illustrated in Fig. 1 [22, 23]. An additional layer of the
theoretical lens of Edgar Schein’s three levels of organi-
zational culture and leadership guided the analysis as
described above [4].

Results

In all, 84 CBHPs participated, nurses and social workers
representing the largest groups (Table 1). All had been
working in the local community healthcare setting for
more than a year and all knew of and collaborated with
the RCFM.

The findings provided an understanding of the CBHPs’
basic underlying assumptions in regard to collabora-
tion with tertiary rehabilitation hospital professionals
in a cross-sectorial rehabilitation care model for per-
sons with NMDs (Fig. 1). Through the analytical lens, it
was possible to understand the overall structure guid-
ing the CBHPs in their work and the complex organiza-
tional landscape of collaboration in a shared “territory”
in disconnected healthcare systems. The analysis further
provided insight into the content and the values held by
the CBHPs when collaborating with the professionals
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at the tertiary hospital. Three categorical themes rep-
resenting seven subthemes of importance in relation
to understanding the content of the collaboration were
illustrated, in artefacts and espoused values, but also in
the basic underlying assumptions that drove behavior in
the collaboration between the professionals in the two
organizations (Table 2). Policy and legislation navigation
represented collaboration on rehabilitation was affected
by having to work with legislation as a management
tool, the case as the core element, and the existence of
rehabilitation goal dilemmas. Cross-sectorial knowl-
edge exchange promoted collaboration on coordination
and facilitated rehabilitation and knowledge sharing as
a firm anchoring. Patient ownership negotiations ham-
pered collaboration and were influenced by knowledge
founded power and gatekeeping as a navigation tool.
Together the three categorical themes intercorrelate
and intwine, representing facilitators and barriers to the
overall collaboration, which will be further elaborated on
in the following.

Policy and legislation navigation

Legislation as management tool

CBHPs used reference to policies and legislations as
their management tools during interviews and observa-
tions, and thus governance was a core element in their
work and collaboration with the hospital professionals.
It could be observed how they repeatedly called atten-
tion to what “the law” allowed but they mainly referred to
what its limits were. The CBHPs tended to talk mostly in
terms of legislation, when collaborating, and referred to
paragraphs and sections in the law and what these meant
with regard to their possibility to provide rehabilitation
services.

During a meeting in the home of a woman with
NMD, I observed that the CBHP (Female Social
Worker, No. 185) discussed needs for rehabilita-
tion initiatives with the person with NMD and the
professional from the tertiary hospital. She spoke
directly to the person with NMD who had applied
for a wheelchair saying: “Typically a wheelchair
is used within the home when the disease has pro-
gressed more than yours has. When you apply for a
wheelchair, it has to be made clear that it is an obvi-
ous need and would provide significant relief during
your everyday life” Turning to the professional from
the hospital, she referred to the specific law on this
subject.

In collaboration at meetings or examinations in the
homes of the persons with NMD, it was frequently
observed and overheard how the CBHPs used laws
and amendments as a lever in their argumentation for
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Cross-sectorial Collaboration on Rehabilitation Care Model
- for Persons with Neuromuscular Diseases (NMD)

Negotiations

Policy and Cross-sectorial
Legislation Knowledge
Navigation -~~~ ~>_ Exchange
Community- // Person \ Tertiary
based Health [ with ) Hospital
Professionals \  NMD y Professionals
\\_//
Patient
Ownership

Fig. 1 Understanding community-based health professionals’basic underlying assumptions in regard to collaboration with tertiary rehabilitation

hospital professionals in a cross-sectorial rehabilitation care model for persons with neuromuscular diseases

postponement or refusal of rehabilitation services. The
CBHPs specifically pointed to the fact that policies
and legislations made their work easier in some ways.
Conversely, some of the participants argued that gov-
ernance made their work somewhat more difficult and
rigid because it left no room for trying out different
solutions. In relation to this, some of the participants
explained that at times they wished that they were
not as bound by governance as they were and instead
could provide the rehabilitation initiatives needed by
the persons with NMD. However, in their collabora-
tion with the hospital professionals, their strongest
argument appeared to be that they could obviously
only provide services that they had legal authority to
provide.

“It tends to create challenges if the hospital profes-
sionals go ahead and suggest rehabilitation inter-
ventions or solutions — and the person with NMD
applies for them. Then we must decide whether to
authorize the solution, and when we reject it, the
persons with NMD often gets very upset with us.
I think these events are unfortunate and that the
professionals at the tertiary hospital need to be as
updated on the policies and legislations as possible
— they change constantly. The principles on which
decisions are based often change. They do” (Female
Occupational Therapist, No. 139).

The case as the core element

The CBHPs explained their opinions in more detail dur-
ing interviews, and it was also observed that “the case”
was put before the person. This CBHPs explained that
their behavior was rooted in a “legislation culture” rather
than in the person with NMD in need of rehabilitation,
sometimes with consequences for the outcome of the
specific case. The CBHPs explained that they were not
willing to apply for assistive aid if they felt that aids did
not make sense in relation to governance, for instance,
they rejected applications for extensive renovations of
houses because of the costs incurred. In such “cases’, they
could also argue that the hospital professionals at times
showed up too late to collaborate or to provide the writ-
ten neuromuscular report that was used to strengthen
some applications. They further explained that they did
not always wait for the hospital professionals to show up,
but acted on the knowledge they had at the time, which
was mainly concerned with legislation and not facilitated
by specific knowledge of the NMDs.

“Of course, we must make ourselves acquainted with
what sort of “thing” the specific diagnosis is because
it does matter if it is ALS or another diagnosis. So, of
course, we do study the diagnoses the persons have.
But the diagnosis itself does not “release” a service
as such. That comes down to the functioning of the
person’. (Female Social Worker, No. 43).
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Several of the participants described that being proactive
regarding their executive duties and applying for assistive
devices before they were actually needed was exception-
ally important with ALS due to the rapid progression of
the disease. If need be, they acted based on the available
information and knowledge, knowing full well that more
information and knowledge would provide them with
better qualifications to act.

A discussion was heard between two CBHPs regard-
ing the written report from the tertiary hospital as a
management tool during ‘case work” They explained
that they copy-pasted certain text elements from the
report to build stronger written arguments in case
documents when applying for rehabilitation services
like assisted help or personal care. (Female Occupa-
tional Therapists, No. 25 and 26).

The CBHPs explained how lack of specific diagnosis-
related knowledge tended to affect the case work and
authorizations for rehabilitation services negatively —
underscoring the importance of access to the knowledge
possessed by the professionals from the tertiary hospital.

Rehabilitation goal dilemmas

It was heard during the interviews and observed that the
exact goal of the rehabilitation initiative shifted in focus
and at times seemed indistinct or blurry — not only to
the professionals, who each had their own goals, but also
to the person with NMD, who at times verbalized yet
another goal. The unclear overall aim of the rehabilitation
plan seemed to present dilemmas during the observed
interactions in the collaborations. The persons with
NMD seemed to focus on a wish to solve challenges in
everyday life, the hospital professionals had an eye for the
diagnosis-specific challenges often related to enhancing
functioning, whereas the CBHPs focused on legislation
and laws.

During a meeting at the home of a man with a NMD,
it was observed that the professionals from the hos-
pital sought to discuss diagnosis-related challenges,
whereas the CBHPs took the law and governance
as a starting point. The CBHP had many questions
related to the arrangement of the bathing situation
for the person with NMD in her assessment of the
need for an authorization for a remodeling of the
bathroom. She observed the man with NMD in vari-
ous situations in the bathroom and discussed issues
related to solving the case in relation to the possibili-
ties within the legislation. However, the person with
NMD mentioned other worries than the bathroom.
He was worried about being home alone because of
the risk of falling. The hospital professionals were
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talking about a ramp for the wheelchair to get in and
out of the house. As the meeting progressed, the three
parts kept arguing in different directions. Finally,
the CBHP disregarding everything else going on,
concluded that she thought the bathroom could be
remodeled within the possibilities of the legislation.
(Female Social Worker, No. 115).

At times, the CBHPs argued that the collaboration with
the tertiary hospital worked well despite different cul-
tures and goals, and it appeared satisfactory regarding
the solutions reached during meetings because all those
present had a contribution to make. There seemed to
be an uncertainty, however, related to what the persons
with NMD specifically needed, which might relate to the
lack of shared goalsetting. The CBHPs stated that these
uncertainties could be related to different persons being
responsible for these “NMD cases” in the local commu-
nity care setting, which, as a consequence, meant that
the competences and knowledge on NMD was at risk
of being watered down, with a negative outcome for the
persons with NMD.

“Concurrently, we address NMD during our meet-
ings because it is so important to be upfront with the
different initiatives and how things progress in these
cases. We cannot just sit and wait like in other cases.
We do have a huge workload, and this might have
an influence on some of the cases that need prior-
itization, and we do need a little knowledge on this
specific group, but we don’t have it. No one has been
appointed especially to be responsible for this task”
(Female Registered Nurse, No. 149).

Cross-sectorial knowledge exchange

Coordination and facilitating rehabilitation

The professionals in both healthcare systems contributed
with the specific knowledge they possessed to ensure
the best possible support and rehabilitation plan for the
persons with NMD. The CBHPs argued how important
the cross-sectorial collaboration with the tertiary hos-
pital was for the rehabilitation to be coordinated and
facilitated well. Often the hospital professionals were
responsible for setting up the meetings and gathering
the relevant people to participate based on their spe-
cific competences. However, the CBHPs explained how
they were the “local” and nearest professionals and that,
therefore, they were in a better position to follow-up on
and execute plans that had been decided upon. Neverthe-
less, they explained that the facilitating and coordinating
role was enforced by a culture of working together with
the hospital professionals who had knowledge about the
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specific NMD diagnoses and related rehabilitation needs.
One CBHP said:

“That’s what is so good about it. Take the case where
I participated. We had a network meeting in the
home of the person with NMD - you know there
were people representing the local community care
setting, from the public day-care facilities, and from
what we call the children’s therapy who are our ther-
apists. In addition, our occupational therapist par-
ticipated; she works with housing adjustments and
stuff like that. I participated and then there were
professionals from the tertiary hospital, and peo-
ple from special counseling who had contributed to
assessing the boy. In that way we all got to see each
other, get acquainted with each other, and get a good
discussion going, all of us. In that way we were able
to make a shared rehabilitation plan ... you know
where we go from here. Making sure that we all
worked in the same direction so to speak — all profes-
sional experts no matter where you work” (Female
Social Worker, No. 147).

The CBHPs mentioned these collaborative meetings sev-
eral times and the value of being together physically — all
in the same room. Moreover, they emphasized how much
easier things progressed and were coordinated in a posi-
tive manner once you knew the other professionals and
understood what they represented. Amidst examinations,
this shared facilitation and coordination of rehabilitation
initiatives was also observed repeatedly and acknowl-
edged by the persons with NMD and their relatives.

In the process of a network meeting in the house of
a girl with NMD, it was observed how a plan was
coordinated in collaboration. The girl needed a new
wheelchair, and the professionals from the tertiary
hospital offered to pass the information on to a col-
league who was a specialist occupational therapist
who could help with the adjustments of the new
wheelchair but also could help make it possible
for the girl to drive around on the school premises.
The teacher (No. 6) from the school talked about
the accessibility at the school in general and class-
room placement. The girl's mother contributed with
knowledge and needs regarding the new chair. The
hospital physiotherapist offered to coordinate help
in the future and informed the mother about who to
contact in the local community care setting.

Knowledge sharing as a firm anchoring

Knowledge sharing was described as a core element
in the collaboration between the professionals in both
healthcare systems. The CBHPs possessed specific
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knowledge on possibilities and/or obstructions in rela-
tion to governance, policies, and the specific laws. The
hospital professionals had specialist knowledge about the
NMDs and the needs of the persons with specific diag-
noses as well as the relevant legislation. The two groups
adhered to some of the same legislation but used it dif-
ferently, with the CBHPs being managed by the commu-
nity care setting’s financial framework in relation to what
services they authorized. The two group of professionals
explained they benefitted from a culture of collaborat-
ing and sharing their specific knowledge with the shared
overall aim of helping persons with NMD in the best
possible way. The CBHPs described in detail how they
used the hospital professionals’ specialized knowledge
of NMD to understand the disease and the related needs
better. Their better understandings of the detailed needs
related to the precise diagnosis strengthening the CBHPs’
arguments in cases and applications for rehabilitation ini-
tiatives. The CBHPs revealed that they valued the knowl-
edge sharing during the collaboration they had with the
professionals at the hospital.

The CBHP (Female Physiotherapist, No. 168) was
asking the hospital physiotherapist about how to
interpret a physical score that the physiotherapist
used during examinations. They discussed the score,
and the hospital physiotherapist explained how the
specific NMD affects the body and muscles, and she
explained about relevant exercises for the physi-
otherapist to do together with the person with NMD.
The physiotherapist demonstrated the exercises
on the boy who was being examined. The boy had
spasms during the exercises and the two profession-
als carried on discussing how his muscles reacted
and about muscle power and which exercises to do
and which to avoid. The hospital physiotherapist
added that she would share the discussed knowledge
in the written report she would forward after the
meeting.

When sharing knowledge, the collaboration at times
seemed to work so well that the professionals could get
carried away and had long professional discussions on
NMD symptoms and needs. At times, issues were dis-
cussed and decisions made over the head of the person
with NMD and their relatives (even though present), and
the communication ended up being “a case discussion”
between the professionals while the persons with NMD
listened.

Overall, the CBHPs explained that the exchange of spe-
cialized knowledge on NMD was invaluable “gold” and
that they were heavily dependent on it in their case work.
Nevertheless, The CBHPs also emphasized the value of
contributing with their knowledge to help the person
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with NMD in the best way and the value of the synergy in
exchanging information and knowledge.

“They came from the hospital last winter and gave a
lecture on ALS. That was so worthwhile for us. It was
one of the nurses and in such ways we could do even
more to collaborate on knowledge sharing between
us. We provide each other with valuable knowledge.
They nourish us with knowledge on what is going on
within the field of disability ‘outside” the jurisdic-
tion, and about the newest research and evidence
on NMD. At the same time, we can contribute with
what is going on regarding governance and legisla-
tions and what challenges we encounter in the local
community care setting. In that way we can guide
each other and together upgrade the work in the field
of rehabilitation” (Female, Social Worker, No. 42).

Patient ownership negotiations

Knowledge founded power

Although the CBHPs explained during interviews that
collaboration with the tertiary hospital professionals was
seamless, the observations revealed in more detail how
challenges occurred. The interviews and the observa-
tions provided insight into an ongoing discourse on the
“ownership” of the person with NMD, like who knew the
person best or who could decide in what direction things
should progress in relation to rehabilitation solutions.
The CBHPs referred to the person with NMD as “my
patient’, as did the professionals at the hospital. During
meetings, specific knowledge of the persons with NMD
and in addition specialized knowledge — on either legisla-
tion for the CBHPs or detailed knowledge of the disease
for the hospital professionals — were used as reinforce-
ments when trying to win an argument.

Throughout a school meeting there seemed to be
an ongoing fight for power founded in knowledge.
The professionals tried to work out rehabilitation
initiatives for a teenage girl with NMD, but it was
observed recurringly how this was challenged by the
professionals from the community-based care set-
ting. A female teacher (No. 154) and a male social
educator, (No. 153) participated in the meeting
at the girl’s school with a physiotherapist and an
occupational therapist from the tertiary hospital.
The hospital professionals informed about a prior
meeting the same day in the home of the girl with
NMD and elaborated on the symptoms of the NMD
like falling over, fatigue, spasms, and difficulties
with riding a bike. The physiotherapist explained
the related needs for the girl during school hours
and addressed how these could be supported and
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relieved. The teacher (No. 154) seemed either unin-
terested or pointed out how things were during
school hours and how they chose to support the girl.
The social educator (No. 153) seemed more inter-
ested and sought consensus in the group; however,
it appeared difficult for him since the teacher kept
either demonstratively reading something on her
computer or suddenly, when possibilities for the girl
with NDM to have a quiet moment were addressed,
adding things like: “Our strategy for all classes is to
have only a few students in the classroom, keep the
noise level low — that’s our strategy in all classrooms,
not just the one class room where XX is.”

As shown in the above, the collaboration could, at times,
be hindered by the participation of hospital professionals
in only one or two meetings and by their not being a part
of the local community care setting surrounding the per-
sons with NMD. During some collaboration situations,
the CBHPs resented being told “what to do” or “how to
act” by the hospital professionals and this led to a feel-
ing of not being good or sufficient enough, which seemed
to ruffle their professional pride. The CBHPs argued that
they acknowledged the specialized knowledge that the
hospital professionals had, but that it was their patients
and their decisions that determined what rehabilita-
tion initiatives were authorized and they hinted that also
knew the patients best.

“If you take that little boy with NMD we visited
and assessed in his home, where we discussed if a
case involving remodeling the house was relevant
now or later ... In that case I sort of found myself in
a dilemma, since the parents had been told [by the
hospital professionals] to expect and anticipate that
a renovation of their house would be authorized. But
I wondered if it was necessary and things like that.
We had a good discussion that we [the CBHPs] in
the end won because we possess the authority power
to decide what aid is given and possess the compe-
tences to make the decisions. We have the decision-
making power to say — we'll look at it again within
a foreseeable period, it will happen eventually”
(Female Occupational Therapist, No. 161).

Gatekeeping as a navigation tool

In the quest to show ownership of the patients, the
CBHPs emphasized how they were the ones in charge of
what was being authorized according to the legislation.
The CBHPs explained that, as time progressed, they had
acquired more experience and knowledge about NMD,
and they could, therefore, make well-informed decisions
on the cases they “owned” without necessarily having to
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collaborate with the tertiary hospital around them. Dur-
ing observations, it became more evident how the CHBPs
used their authority and legal framework as a gatekeep-
ing tool.

During a meeting in the home of a couple where
the man had ALS, a nurse from the hospital and a
CBHP professional participated. The CBHP (Female
Nurse, No. 157) introduced herself and explained
that she represented the local community care
authorities regarding everything relating to personal
care and assistance and she then added: “You get
the help that you need according to the Social Ser-
vices Act” She shared a pamphlet with information
regarding possibilities for rehabilitation according to
the legislation. She further mentioned that it would
be easier for her to authorize rehabilitation services
in the future because she had now seen the couples’
house. “I think that it would be a good idea for you
to become affiliated with the local home care nurse
as soon as possible” The couple nodded agreement.

The professionals from the tertiary hospital used their
knowledge on legislation to inform the patient about pos-
sibilities such as those available through the CBHPs. The
CBHPs, however, also made it clear that the local com-
munity care setting oversaw the provision of services
for the person with NMD. The CBHPs emphasizing the
importance of being involved in the case at an early stage
because they knew what would be needed and could
either authorize help or help the persons with NMD nav-
igate in the system so that they could seek out the best
help. These clearly mapped “boarders” of who “owned”
the responsibility or the possibilities for providing reha-
bilitation services appeared to promote the development
of two parallel healthcare systems — instead of a collabo-
ration. Moreover, this division blurred the shared goal of
providing the best possible help and rehabilitation for the
persons with NMD.

Nevertheless, the CBHPs stressed that they needed and
trusted the hospital professionals’ expertise but that they
did not like being pressured to make decisions or author-
ize services that they did not find appropriate or needed.
The CBHPs described that they sometimes felt that the
tertiary hospital “ganged up” with the person with NMD
and their families, for instance, “promising” them ser-
vices without legal grounding. In such cases, the CBHPs
revealed that they tended to feel like outsiders when they
took part in meetings, despite representing the local
instance responsible for the help and support needed by
the person with NMD.

“The whole point of my position is to function as a
navigator for the person with NMD, and sort of get
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to know the family and sort out what challenges they
encounter, what they consist of, and what rehabili-
tation initiatives are needed, and to facilitate their
journey forward to the different actors and depart-
ments in the local community care setting. I don’t
have authoritative power in my position as such, but
I function as the extended arm of the person with
NMD, you could say ... and I make everyday life
easier to cope with” (Female Social and Healthcare
Worker No. 129).

Discussion

Our findings showed that the culture and values in the
two healthcare organizations were complex and chal-
lenged during collaboration on rehabilitation for persons
with NMDs [4]. We identified three overall elements that
influenced collaboration between the CBHPs in the local
community-based healthcare setting and the tertiary
rehabilitation hospital professionals in the rehabilitation
model: navigation dictated by policies and legislation,
ongoing cross-sectorial knowledge exchange, and negoti-
ations for patient ownership. The structures in the collab-
oration in a rehabilitation model (i.e., the Social Services
Act, the Active Employment Effort Act, and the Danish
Health Act) were, however, interpreted differently by the
professionals who collaborated in cross-sectorial settings
in the two healthcare systems [4, 17-19]. We found that
policy and legislation navigation and patient ownership
negotiations challenged and hampered the facilitation
of a seamless collaboration between the cross-sectorial
teams, which consisted of two smaller teams representing
each of the two healthcare systems. Differences appeared
engrained in espoused values like the organizational ref-
erences made by the CBHPs such as “in our organization
we do not authorize without reference to the legislation’,
and more importantly in basic underlying assumptions
“who are we doing this for — what do we base our deci-
sions on (the patients or the law)?” The CBHPs behaved
based on values like managing according to legislation
and sharing knowledge founded in legislation; however,
they used a claimed “patient ownership” to win argu-
ments. The hospital professionals also claimed patient
ownership, and their arguments were also founded in
legislation (the Danish Health Act), but their understand-
ing of the legislation was based in an ontological culture
where treatment, care, rehabilitation, and palliation are
core elements and management tools.

Core elements in rehabilitation teamwork among
organizations consist of shared commitment; an under-
standing of and meaning given to the collaborating team
by other healthcare professionals; shared and explicit
rehabilitation goals, agreed roles and responsibilities.
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This delineates the unique and shared areas of authority
within the team and an interdependence between team
members when making decisions and when undertak-
ing rehabilitation initiatives [24]. Lack of distinct defini-
tions of the structures and elements in the collaborative
rehabilitation model in the present study may have pre-
sented challenges for the professionals and the organiza-
tions. The diverse culture and ontological values among
the professionals in the two teams (healthcare systems)
seemed at times to clash, which did not always benefit
rehabilitation outcomes for the patients with NMD. This
clash between teams might be because the goals were not
always voiced and clarified by all in the two teams.

Rehabilitation is a complex process, and a shared goal
set together with the persons with NMD should be a core
component in all collaboration among the healthcare
professionals [25].

The general intent of the various legislations used as
management tools in the two healthcare settings in our
study is to promote the patients’ best interests; hence,
it is important that their content and structure are clear
to the professionals in each sector and enable them to
be certain about their roles and expectations in the col-
laboration. With regard to arguments and interprofes-
sional power, governance and legislations can become
the center of the collaboration and be expressed as strong
arguments based on care and health, as was the case with
the hospital professionals in the present study. A contex-
tual understanding of the identified elements influencing
collaboration in the rehabilitation model for persons with
NMDs becomes crucial for the outcome of the rehabili-
tation and for understanding the content and structures
affecting the whole rehabilitation process.

A way to make structures in the collaboration more vis-
ible and central in the collaboration process among the
professionals could be the use of the Chronic Care Model
(CCM). The CCM has throughout more than a decade
been a commonly adopted approach to improve care
initiatives, and evidence supports the use of the CCM
to guide practice changes [26]. A Cochrane collabora-
tive review on the CCM and interventions to improve
care has shown that changes in multicomponent practice
in four areas can lead to improvements in health out-
comes: 1) increase professionals’ expertise and skill, 2)
educate and support patients, 3) encourage team-based
delivery and planned care, and 4) make increased use of
registry-based information systems [26]. Our findings
touch upon the first three of these four areas; however,
it is imperative to acknowledged that teamwork is an
essential structure in the collaboration between reha-
bilitation teams because healthcare systems are complex
and every team represents a piece of the healthcare sys-
tem [24]. Rehabilitation teams consist of networks, each
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of which influences the other networks. In our study, the
two healthcare systems are also a part of a larger network
contributing to the collaborative rehabilitation of persons
with NMD. Persons living with NMDs are highly depend-
ent on specialist rehabilitation services, but as shown in
the present study, disconnected healthcare systems pre-
sent challenges in the collaboration between healthcare
professionals. Rehabilitation depends on a thorough
analysis of the biopsychosocial challenges encountered
by the person with NMD and is an initiative that requires
collaborative work [24]. The professionals involved must
reach a shared and agreed understanding of what the
challenges for the specific person with NMD are, what
elements are the most important, what is the prognosis,
and, most importantly, what interventions and plan will
resolve or reduce the difficulties for the person [24]. A
combination of the elements mentioned above and those
in the CCM might help form a more fixed structure for a
cross-sectorial collaborative rehabilitation model for per-
sons with NMDs [26]. Our findings indicate that some of
the suggested changes in the CCM already existed in the
collaboration among the two teams in the present study,
but perhaps were not given sufficient attention.
Teamwork is effective and essential for rehabilitation,
and in our study two teams (or healthcare systems) col-
laborated in one larger team. Rehabilitation teams usu-
ally consist of professionals from many different fields to
ensure a broad range of competencies to meet the poten-
tial challenges a person with NMD may encounter [24].
Research has shown how collaboration and leadership
can be critical to the effectiveness of rehabilitation nurs-
ing practice and how careful and collaborative rehabilita-
tion initiatives can change the context and culture of care
for the better [27]. Likewise, specific structures for reha-
bilitation management within the field of NMDs have
been described as pointing toward the importance of
concurrent multidisciplinary team efforts [7, 8]. Finally,
investment in co-creation of care (in our study rehabilita-
tion) has been shown to be important for the well-being
and job satisfaction of community healthcare nurses [28].
These findings underscore why organizations like the two
in our study should pay attention to team efforts across
sectors. Nevertheless, findings in a study of a multi-site
arts-based intervention to improve patient-centered
neurorehabilitation practice have shown that interpro-
fessional collaboration in neurorehabilitation nursing is
difficult [29]. These findings emphasized the importance
of the intraprofessional collegialism that can be achieved
through task and knowledge sharing and emotional sup-
port [29]. Fortunately, knowledge exchange was the least
problematic area in our findings. Knowledge exchange
between the two healthcare systems in our study seemed
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to work well and helped to form stronger connections
among the professionals.

The rehabilitation teams in cross-sectorial settings
should make an effort to clearly define roles and allo-
cation of responsibilities to increase trust, openness,
respect, and equality [24]. This is especially needed with
regard to rehabilitation capabilities, where it must be
possible to form a capable and well-working team defined
by its reciprocal behavior even though working from
a different base like within our study in different health
systems. Effective and well-collaborating teams can be
characterized by, among other things, a sharing docu-
mentation and information and of a common language
with terms understood by all team members. Moreover
such teams are characterized by undertaking initiatives
with the persons with NMD that are usually undertaken
by someone from another profession, sharing knowledge
and skills, and making their unique expertise available to
each other, so that team members can learn from other
professions and share responsibilities [24]. Many of these
elements were present in the collaboration among the
teams in our study, but an enhanced focus by manage-
ments and the professionals on these elements will pro-
mote a thoughtful and motivated collaboration with the
persons with NMD to facilitate meaningful rehabilitation
solutions.

Methodological considerations
Our study sample included various professionals with dif-
ferent backgrounds representing various areas of legisla-
tion and governance and was large for a qualitative study.
Even though it could be argued that this broad sampling
might have influenced the findings by thinning them
out, we consider the broad representation a strength
because we were looking for trends and patterns in the
field of collaboration among the two healthcare systems
more than the obtaining of in-depth knowledge from
only a few individual participants. To enhance credibility
and trustworthiness in the study, several measures were
undertaken. Before the onset of the study a thorough
explorative process with involvement of six persons with
NMD and their relatives was carried out, and all were
engaged in commenting on and developing the project
protocol regarding relevance, aims, methods, ethics, and
perspectives. Based on feedback from these six persons,
the perspective of the project was broadened to include
persons with ALS, which had not been the initial plan.
The first author was not known by the participants
before the study and was at the time of the fieldwork
new in the field of NMD, which may have reduced any
preunderstanding and enhanced an objective data gen-
eration. The second author, however, had many years of
experience within the field of NMD, which strengthened
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our team in relation to posing pertinent interview ques-
tions and making salient observations. Moreover, the
interview and observation guide were followed dur-
ing the fieldwork to ensure the cogency and unification
of the data [22, 23]. The analysis process was conducted
by both authors, with the initial readings and analysis
being conducted separately to be able to compare the
inductive findings and look for patterns. As the analysis
progressed, the findings were discussed concurrently in
accordance with the interpretive description methodol-
ogy of the iterative four-step analysis process (Table 2)
[22, 23]. Our findings should be transferable to other
similar healthcare settings delivering rehabilitation in
relation to a specific cross-sectorial organization model.
The Danish healthcare system has some unique features,
but our findings are constructed around collaboration
between disconnected systems, which we consider will
be applicable to many other health systems, contexts, and
countries. Future research should investigate the experi-
ence of persons with NMD regarding collaboration with
healthcare professionals.

Conclusion

The present study provided insight into the reflections
and behavior of CBHPs in their collaboration with the
professionals at a tertiary hospital. Our findings illus-
trated the artefacts and espoused values but also the basic
underlying assumptions that drove the behavior in the
collaboration among the professionals in the two organi-
zations. Through the analytical lens of Edgar Schein’s
three levels of organizational culture and leadership, we
identified an overall structure guiding the CBHPs in their
work and the complex organizational landscape of collab-
oration between disconnected healthcare systems. Policy
and legislation navigation represented collaboration on
rehabilitation as it was affected by having to work with
legislation as a management tool, with “the case” as the
core element and goal dilemmas. Cross-sectorial knowl-
edge exchange promoted collaboration on coordinated
and facilitated rehabilitation and knowledge sharing as
an anchoring. Patient ownership negotiations hampered
collaboration and were influenced by care negotiations
founded in knowledge that was either legislation bound
or founded in knowledge on NMDs. Together the three
themes intercorrelated and intwined, representing facili-
tators and barriers to seamless cross-sectional collabo-
ration between healthcare systems. The best solution
for optimal management of such complex rehabilitation
challenges could be to keep striving for smoothly work-
ing collaborative multiprofessional teams of profes-
sionals leading toward the agreed common goals.
Therefore, managerial focus should be on strengthening
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the multiprofessional team spirit among the teams work-
ing across sectors and setting goals together with the per-
sons with NMD to ensure that everyone is working in the
same direction. Finally, it is important that managements
and professionals strive to strengthen the collaborative
team spirit to enhance benefits for persons with NMDs
and ensure well-planned, coordinated, and conducted
rehabilitation that will enable and support future cross-
sectorial collaboration in rehabilitation models for per-
sons with NMD.
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