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Abstract

Background: People with chronic diseases have contact with several different professionals across hospital wards,
municipality services and general practice and often experience lack of coherence. The purpose was to explore
perceived barriers and facilitators to coherent rehabilitation pathways for health care users with inflammatory arthritis
and how coherence can be improved.

Methods: Semi-structured individual interviews were conducted before a planned inpatient rehabilitation stay, 2-3
weeks and 4-6 months after discharge. Thematic reflexive analysis guided the analysis of data. Concepts of person-
centred care, complex adaptive systems and integrated care were applied in the interpretations.

Results: Inall, 11 participants with IA were included. There was one overarching theme, The importance of a person-
centred approach, illuminating the significance of professionals who respect healthcare user’ preferences. To use a
person-centred approach, demands professionals who are interested in exploring the persons own values, prefer-
ences and experiences and incorporate these when planning care and rehabilitation.Connected to the overarch-

ing theme, three sub-themes were derived; 1) Experiences of empowerment and dis-empowerment, covering that
most want to be in control and act themselves, but felt overwhelmed and lost energy and they tended to give up;

2) Experiences of communication and coordination, encompass how people feel forced to take on coordination and
communication tasks themselves although they do not always feel qualified for this. Some asked for a coordination
person and 3) Facing everyday life after discharge, covering how initiatives taken by professionals were not always
experienced as helpful after discharge. Some gave up and some tried to find alternative paths themselves.

Conclusion: Professionals taking a person-centred approach facilitated coherent rehabilitation pathways. This
encompassed care with respect for individual needs and professionals who empowered patients to self-management.
Furthermore, to be aware that interprofessional communication and coordination need to take place both between
professional within the same department, between departments and between professionals in different sectors.

After discharge, some patients were challenged in their everyday life when trying to follow the advice from the pro-
fessionals. Professionals, who do not use a person-centred approach, hinder coherence. Patients thus feel compelled
to take on communication and coordination tasks.
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Background

Many healthcare users with chronic diseases do not expe-
rience coherence in their rehabilitation pathways. This
can be attributed to a highly specialised and complex
healthcare system and complex health and social care
needs, where provided services are offered across differ-
ent professional groups, departments, and sectors [1-6].
In this study, rehabilitation pathways denote services,
which are organized to maintain or increase healthcare
users’ bio-psycho-social functioning as well as increasing
active participation in society [7, 8].

Lack of communication and coordination in con-
nection with the delivery of information regarding
treatment and care between professionals, e.g. when
healthcare users’ are transferred between different hos-
pital wards [6, 9-11] or between primary and secondary
health care, may cause fragmentation of rehabilitation
pathways [9, 12-14].

These deficiencies in communication and coordination
can lead to medication errors and negative consequences
in the form of lack of progress and coherence in the clini-
cal pathway [12]. Healthcare users report that they do
not always receive the necessary information about care,
treatment and rehabilitation and they experience that
their pathways are out of control [6].

In addition, organisational factors can constitute a
barrier to healthcare users’ experience of coherence [5,
15-19]. Specialisation and complexity in the healthcare
system can make it problematic for the professionals
to have in-depth knowledge of rehabilitation services
across sectors and of other professionals’ competencies,
which can challenge coherence in the pathways [20-22].
Thus, healthcare users are left with the responsibil-
ity themselves to create coherence between the various
rehabilitation services across professional groups and
sectors [5, 6, 10, 11, 23].

The Danish healthcare system

The Danish healthcare system is internationally rec-
ognized for being efficient; however Organisation for
Economic Co-operation and Development also points
out problems with communication across primary and
secondary sectors [24]. The Danish healthcare system
is primarily public financed and is organised in three
administrative levels: a national, regional, and local
level. The national level is responsible for the overall
healthcare system and the regional level is responsible
for healthcare services provided in the hospitals and by

General Practitioners (GPs) [25] and constitutes the sec-
ondary sector. The local level provides primary preven-
tion, generic rehabilitation services and home care in the
municipalities and constitutes the primary sector. Fur-
thermore, the municipalities offer social care [25].

We have chosen healthcare users with chronic Inflam-
matory arthritis (IA) as the case in this study to explore
challenges for coherent rehabilitation pathways, as this
group of healthcare users need long-term services that,
in addition to medical treatment, also address the physi-
cal, psychological and social consequences derived from
the disease [26—30]. They may thus need rehabilita-
tion, which involves different professional groups across
departments and sectors.

Challenges with fragmentation in the provided health-
care services have traditionally been explored within
organisational perspectives and have been directed to
professional and clinical perspectives instead of the
users’ perspective [31, 32]. The purpose of this study was
therefore to explore perceived barriers and facilitators
to coherent rehabilitation pathways for healthcare users
with inflammatory arthritis and how coherence can be
improved.

Methods
Consolidated criteria for reporting qualitative research
have guided reporting of this study [33].

Design

The study was planned as a qualitative study informed
by symbolic interactionism [34], a theoretical approach
in which meaning is a core element and thus people act
based on the meanings things and other people have for
them [34]. This implied that healthcare users with IA
were considered to try to make sense of the social inter-
actions between them and the health professionals they
met in their rehabilitation pathways, and that they inter-
acted according to their sensemaking of these interac-
tions. To get insight in the target group’s sensemaking
of experiences with barriers and facilitators to achieve
coherent rehabilitation in their pathways, we found it
appropriate to accomplish this study with data from qual-
itative interviews [35].

Setting

We recruited participants among healthcare users
referred to a specialised rehabilitation stay at the Dan-
ish Hospital for Rheumatic Diseases, which is the only
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Danish hospital offering specialised interdisciplinary
inpatient rheumatology rehabilitation. The inpatients are
referred by a rheumatologist or their GP. Furthermore,
criteria for referral to the specialised inpatient rehabilita-
tion is an assessment that there is a rehabilitation poten-
tial, and that the patient has already tried rehabilitation
offers in the primary sector.

The rehabilitation stays usually last two weeks and
encompass an interdisciplinary team-based intervention
encompassing rheumatologists, nurses, nurse assistants,
physiotherapists, occupational therapists, a social worker,
dietitian and if relevant, a specialist in orthopaedic sur-
gery. Rehabilitation interventions may include group or
individual exercise and education. Educational topics can
include self-management of pain, fatigue, sleep and living
with chronic illness.

Participants

We used the concept of information power [36] to guide
and evaluate the quality of data generation and thereby
to guide adequate sample size for the study. Reflections
in relation to information power resembles what may be
called data saturation in other traditions i.e. grounded
theory [37].

Reflections on information power imply to consider
the following items: study aim, sample specificity, qual-
ity of dialogue, use of established theory, and analysis
strategy when including participants. This means that
the concrete sample size was not determined in advance.
Regarding study aim and sample specificity, we were
guided by purposeful sampling to include participants
with IA, who had several contacts with professionals
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across different departments and sectors during their
rehabilitation pathways. The latter to ensure diversity in
events [36] and ensure rich data to answer the study aim.
In addition, we were guided by the concept of maximum
variation [38]. We aimed to achieve maximum variation
in relation to age, sex, and duration of disease. We aimed
to establish a positive and confident relation and achieve
a good dialogue [36] during the interviews. During the
recruitment process and the initial analysis, the quality of
data was evaluated to decide if further data was needed
and if so, what kind of data and by whom [36]?

A secretary sent a letter together with the invitation
letter for the rehabilitation stay to all patients offered
a stay for a period of 2-3 weeks. We did not record the
exact number of invitations sent out. The patients who
were interested in participating contacted us for further
information about the study. During the first telephone
contact with potential participants, we assessed whether
the inclusion of the participant would add relevant and
comprehensive data as they needed to have had several
contacts during their rehabilitation pathway and be able
to articulate their experiences. In addition, we selected
participants to achieve maximum variation as described.
Each individual participant also had to be willing to take
part in three interviews. Oral and written consent were
obtained before inclusion.

Data generation

Data generation encompassed semi-structured inter-
views [39] with the included participants before their
rehabilitation stay, 3-4 weeks and 4-6 months after dis-
charge (Figure 1). Individual semi-structured interviews

3-4 weeks after

Timeline discharge

Before hospitalization

Data Generation

First interview Second interview

Focus

Participants' experience of
rehabilitation pathways and
contacts with professionals
up to admission -barriers

and facilitators

before, during and after
discharge - barriers and
facilitators

before their rehabilitation stay, 3-4 weeks and 4-6 months after discharge

Participants’ experiences of
the rehabilitation pathway

Fig. 1 Data generation, illuminates the timeline of data generation, which encompassed semi-structured interviews with the included participants

4-6 month after
discharge

Third interview

Participants’ experiences of
the rehabilitation pathways
after previous interviews-
barriers and facilitators
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were chosen as we wanted to explore the experiences
of the healthcare users in relation to the specific aim of
the study. This inferred a balance between asking struc-
tured and open questions and to pursue the participants
responses in relation to the aim as well as probing ques-
tions to further explore unexpected topics.

The time span from the first to the third interview
was approximately 6 months. The interviews focused
on the participants’ experiences of which professionals
within the healthcare system or the social system they
had engaged with and how they experienced the work of
these professionals had facilitated or limited coherence in
their rehabilitation pathway.

For the initial semi-structured interviews before admis-
sion, interview guides were prepared (please see Table 1)
based on literature and knowledge from previous
research [2, 5, 13] and the two patient research partners’
experiences.

The second and third interview contained issues dis-
cussed in the first interview and the participants’ expe-
riences during and after discharge from the specialised
rehabilitation.

The interviews were conducted in the participants’
home or in a location in accordance with the participant’s
desire, i.e., one interview took place at the participant’s
workplace.

The interviews lasted for 16-111 minutes (in average
52 min). All interviews were digitally recorded and tran-
scribed verbatim [38].

The team behind this article was familiar with the
healthcare system. The team consisted of two patient
research partners (females), both diagnosed with IA, a
professor and GP (male), a registered nurse (RN), profes-
sor in rehabilitation (female) and a lecturer, PhD, and RN
(female). The latter performed data collection together
with a previous employed researcher from our research
department. All members of the team participated in
planning the study, the analysis and drafting of the article.

Analysis

Thematic reflexive analysis (TA) [40, 41] guided the anal-
ysis and interpretation of data. TA is a theoretical flex-
ible method; however, it is underlined that research can
never be conducted in a philosophical or theoretical vac-
uum [40]. In accordance with our symbolic interaction-
ist approach [34], the meaning the participants ascribed
to their experiences of their rehabilitation pathways was
essential for the analysis and how we could interpret their
stories.

The analysis followed a six-phase process for data
engagement, coding and theme development [40]. Five
of the six phases are described in Table 2. Phase number
6 is writing the report. Working with the phases is not
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strictly a linear process but is an iterative and recursive
process characterised by moving back and forth between
the phases. Before the six-phase process was carried out,
condensed case descriptions of the participants were
developed to get an overview over every participant’s
pathway. We conducted the analysis where two of the
researchers read all the transcripts, a few read some and
all read the detailed case descriptions. All participated
in the discussions during the iterative development of
themes where the data behind the codes and themes were
discussed.

The software programme NVivo, version from March
2020 [42], was used to facilitate coding and collating data.

Based on the systematic data coding process (Phase 2)
and generation of initial themes from coded and collated
data (Phase 3), the theories about Person-centred Care
(PCC) [43-47], Complex Adaptive Systems (CAS) [48-
50] and Integrated Care [51-53] were found appropriate
to enrich the interpretation of data and create the final
themes (Phase 4).

Person-centred care as theoretical framework

for the interpretation

The PCC concept involves an approach where you put
the person before the disease. This means focusing on the
individual’s needs, preferences and values, rather than
favouring the preferences of the healthcare system and
the professionals [3, 43-47, 54].

PCC stresses that providers must welcome an indi-
vidual, respectful, and holistic approach when meeting
healthcare users [43, 47, 55]. This highlights the impor-
tance of getting to know the person through establishing
a good relationship between provider and user [45].

Complex adaptive systems as a theoretical framework

for the interpretation

Within a CAS approach, rehabilitation pathways are
regarded as non-linear pathways. Episodes may occur
spontaneously and changes in one part of the system
often lead to unpredictable changes in other parts of the
system [49].

Self-organising interactions occur between the agents
within the system and are not controlled externally or
hierarchically [50]. Thus, the professionals’ actions are
seen as creative and flexible. On the other hand, the
agents (the participants and the professionals) can act
according to simple rules [49]. This means that agents
tend to act on the basis of experience from previous
and similar situations, and great emphasis is put on cul-
ture. Acting in line with simple rules makes agents less
flexible and creative. Co-evolution means the system’s
ability to change from within, but is paradoxically also
susceptible to external influences, because the agents
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Table 1 Interview guides

Page 5 of 15

Interview guide, first interview
Content

Experience of pathways and contacts with professionals up to the admis-
sion — barrieres and facilitators

Interview guide, second interview
Content
Coherence regarding specialised rehabilitation stay

Coherence regarding discharge

Coherence regarding the time after rehabilitation stay in the hospital

Coherence in the rehabilitation pathway from referral during the admis-
sion and after discharge

Interview guide, third interview
Content

Coordination between the various rehabilitation services before, during
hospitalisation and after discharge — barrieres and facilitators

All interviews
Content
Introduction
Closing

Coherence

Questions

- Please, tell about the contacts and experiences you have had with the
professionals regarding your illness

- Who were involved and what did they do?

- What have you done yourself during this process?

- Please, tell me about what is important for whether you experience coher-
ence in your pathway or not

Questions

- How did you experience the hospitalization and what did you actually
achieve?

- How did you experience cooperation and coordination between the pro-
fessionals? Was there coherence between the different activities/ efforts?

- How did the professionals during the hospitalization collaborate with the
other professionals about your pathway (e.g. other hospitals, own doctor,
physiotherapist, social worker in the municipality)?

- What is important for whether you experience coherence in relation to
the admission?

- Was a decision made on specific follow-up from the admission (what,
how, when)?

- Were new initiatives launched (eg free physiotherapy)?

- Did you experience that the physician and the nurse had knowledge of
your pathway and got you "out the door" in a good way?

+ How was it to get back home again?
- Did you need any follow-up after the admission (if so, who did what)?

- Do you experience that there has been coherence in your pathway from
referral during admission to discharge and the time after discharge?

- If yes: what/ who contributed to this coherence?

- If no: What/ who was been missing?

- Did you have to do anything yourself to create coherence? If so, what?

Questions

- Did you experience a need for coordination between different services,
e.g. own doctor, hospital or municipality after discharge?

- If we look at your pathway up to, during admission and after discharge,
how have you experienced coherence and coordination between the
professionals you have been in contact with?

+ What hindered or helped to create coherence and coordination?

- Did you have to do anything yourself to create coherence? If so, what?

Question
‘How are you doing in relation to your illness?

Do you have any information about coherence in your pathway, that | did
not ask for?

‘Whey questioning coherence in their pathway —this could be worded as
e.g. what makes you sure or not, that the professionals communicate and
coordinate the provided services across different appartments and sectors?
What makes you sure or not, that several initiatives (e.g. referrals, tests, treat-
ments) provides continuity in your pathway? Other aspects which make
you safe or feeling confortable What makes you feel the opposite?

reflexively adapt their behaviour in relation to external
input [48, 49].

In addition, there are several parallel systems, just
as there are subsystems within the individual systems.

An example is that the professionals act in two systems
simultaneously, e.g., partly as a colleague and partly as a
health professional. Each system is internally connected
and can mutually influence each other [50].
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Table 2 Overview over the phases

Phases* Content What did we do When to involve theories in the
interpretations

Phase 1 Data familiarisation and writing familiarisa- Read transcribed interviews several times « Inductive, data-driven reading

Phase 2

Phase 3

Phase 4

Phase 5

tion notes

Systematic data coding

Generating initial themes from coded and
collated data

Developing and reviewing themes

Refining, defining and naming themes

Labelling segments of relevant text with
relevance to the aim of the study — and col-
late tagged data.

Searching codes for clusters of patterned
meaning to construct themes.

Identify similarity and relationships across
the codes

Reviewing the initial themes which led to
identification of Person- centred Care, Com-
plex Adaptive Systems and Integrated Care
as central concepts

Deriving one main theme and three sub-

- Open to multiple possible theoretical inter-
pretations

- Initially open, inductive
« Returning to data, modify early codes

« Immerse in codes to guide initial construc-
tion of themes

- Consider appropriate theories to achieve the
best theoretical interpretation

- Interpretation in relation to theories about
Person-centred Care, Complex Adaptive
Systems and Integrated Care

themes

" The phases refer to Braun and Clarke’s thematic analysis[38]

Integrated care as a theoretical framework

for interpretation

We understand integrated care as: “an approach to over-
come care fragmentation, especially where this is lead-
ing to an adverse impact on people’s care experiences
and care outcomes” [31]. Coordination and communica-
tion between professionals in health and social care are
important components of PCC [44], and a PCC approach
is the heart of integrated care [52, 53].

Ethical considerations

The study was carried out in accordance with the Dec-
laration of Helsinki [56]. Written informed consent to
participate in the interviews was obtained before the
participants were included. To protect the identity of the
participants, they are named by participant 1, partici-
pant 2 and so on instead of their real names and exact age
and sensitive health-related information are omitted in
findings.

In accordance with Danish legislation, formal ethical
approval was not required since no biomedical material
was included [57]. The study was registered by the Dan-
ish Data Protection Agency (Journal no.: 2015-57-0008
and later Journal no.: 2018-529-0001).

Data were stored and analysed in OPEN Analyse, a safe
environment that complies with the European General
Data Protection Regulation and Danish law for data pro-
tection which complies with current national and Euro-
pean data protection regulations [58].

Findings
In all, 11 participants with IA were included. Please, see
Table 3 for characteristics of the included participants.

There was one overarching theme: The importance of
a person-centred approach, and three sub-themes: 1)
Experiences of empowerment and dis-empowerment, 2)
Experiences of communication and coordination and 3)
Facing everyday life after discharge. In the following, we
describe each of the themes in more detail.

The interpretation is based on data across all the inter-
views from all the participants. However, the overarching
theme, and sub-themes 1 and 2 are primarily presented
as stories to illuminate how participants’ experiences
and actions changed over time. To document a compre-
hensive examination of all data and to show diversity in
experiences, these stories are supplied with quotes from
different participants.

Since sub-theme 3 deals with the time after discharge
and thus no attention is paid to experiences and actions
over time, this sub-theme is depicted without a story but
is illustrated with selected quotes.

The importance of a person-centred approach
To experience coherence in the rehabilitation, it was
important that the participants experienced to meet pro-
fessionals who listened empathetically, were familiar with
the participant’s rehabilitation pathways and acknowl-
edged the participant’s own views rather than focusing
on external factors such as guidelines, legislation and
standards. Such an approach is in line with PCC [47] and
this made the participants feel comfortable and reduced
their own work to achieve coherent rehabilitation.
Participant 11 was an example of a participant
who had met professionals with and without PCC
approaches. He had experienced challenges due to back
pain since he was quite young. He felt well-treated in



Feddersen et al. BMC Health Services Research (2022) 22:1347

Table 3 Characteristics of participants
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Participants Sex Age Cate- Family Disease duration (years) Work status Level of education®
gory
(years)
P1 F 60-69 Living with a partner, adult More than 20 Retired Basic school
children
P2 F 80-85 Living with a partner, adult More than 20 Retired Short-cycle
children higher
education
P3 F 50-59 Living with a partner, adult 11-20 Flex job scheme ® Short-cycle
children Higher
education
P4 M 40-49 Living with a partner, five 3-10 Full time/ service industry Basic school
children living at home employee
P5 F 50-59 Single, adult children 0-2 Sick leave/ health- and social ~ Short-cycle
care employee higher
education
P6 F 70-79 Single, no children 11-20 Retired Short-cycle
higher
education
p7 F 30-39 Single, one child living at 0-2 Part-time sick leave/ office Medium-cycle higher
home employee education
P8 F 50-59 Single, adult children More than 20 Early retirement Short-cycle
higher education
P9 M 50-59 Living with a partner, adult 0-2 Full time/ technical employee  skilled worker
children
P10 M 70-79 Living with a partner, adult More than 20 Retired Long-cycle higher
children education
P11 M 40-49 Single, no children 11-20 Long term sick leave/ service  Basic school

industry employee

P participant, F female, M male

2 Flex job scheme is a job with special conditions, which considers the person’s reduction in capacity to work, due to the disease.

b Level of education: Basic school: 10 years; Short-cycle higher education: 1-2 years; Medium-cycle higher education: 3-4 years; Long-cycle higher education:5-7 years

relation to his physical disease with relatively good
effect of the pharmacological and physiotherapeutic
treatment he received. On the other hand, he expressed
dissatisfaction with the job-related rehabilitation in the
municipality. He had experienced that a variety of social
workers had a lack of understanding of his specific
problems regarding his disease and the impact the dis-
ease had for his ability to perform his paid work, which
hindered active participation in work life and thus
coherence in his rehabilitation pathway. He believed
that the social workers’ main concern was which of the
public purses should finance the cost of his job-related
rehabilitation. He told:

Well, they want to take you out of it [a box] as
quickly as possible and put you into something else
[another box], nowadays it’s called something else
than it used to back then. Now it’s 'resource clari-
fication programme’ and ’resource allowance’ and
stuff like that (Participant 11).

Subsequently, he had met professionals in the munic-
ipality with a more person-centred approach and, he

reported on a meeting with a professional who was
empathetic, showed understanding and recognition. He
said:

There’s no point in just sitting down and expect-
ing things to happen all by themselves. You have
to make an effort yourself if you want to get things
done... And I think I'm starting to learn that.

The interviewer asked: Okay, so something’s hap-
pening in that regard?

He replied: A little is happening, yes........... Well,
since I began coming here, I think I've undergone a
big change on a personal level, too. Also compared
to many years ago.

The interviewer asked what caused the development
and he replied: I suppose it’s a mixture of it all, the
right people and maybe me ... (Participant 11).

Another participant reported on a person-centred
approach, where the staff met her special needs for cus-
tom-made shoes and furthermore had an eye for the par-
ticipant’s special needs to get them granted earlier than
she was entitled to.
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They do hand them [shoes] out to me shortly before
sometimes, because I'm so active and all that, I'm
not just an 80-year-old bat sitting in a corner and
who doesn’t need anything. I mean, I'm going to wear
holes in them anyway. And when you wear the same
ones every single day, they do take a lot of wear and
tear. But in those cases, they give me a new pair. It’s
never been a problem (Participant 8).

Furthermore, Participant 8 later expressed satisfaction
that it was the podiatrist who managed to get the shoes
approved for her, which meant that she did not have to
apply for them herself.

The quotation illustrates how some participants met
professionals who acknowledged them as unique individ-
uals with various needs and wishes for their lives with the
disease, and this corresponds with the principles of PCC
3, 44-47].

On an organisational level, the two professionals
provided horizontal integrated care [59] as they were
employed in two different organisations in primary sec-
tor. The horizontally integrated care facilitated coherence
in this healthcare user’s rehabilitation pathway.

The above-mentioned quotation may also illustrate an
example of self-organisation [49], meaning that the pro-
fessionals, as agents in CAS, act self-organised where
interactions with professionals are characterised by flex-
ibility and creativity instead of being ruled by external
factors. This implies that in some cases, the profession-
als stretched their efforts and went to the limit of their
powers to accommodate the wishes and needs of the
participants.

When the participants met professionals who adhered
strictly to guidelines, legislation, and standards, some
experienced it as a lack of acknowledgement of them as
unique individuals. In these cases, the interactions can
be understood as internalised simple rules [49], mean-
ing that the professionals’ reactions were based on expe-
riences from previous and similar situations. In these
cases, legislations, habits, and culture shaped the profes-
sionals’ actions rather than a PCC approach and this may
hinder coherence in the healthcare users’ rehabilitation
pathways.

Experiences of empowerment and dis-empowerment

Some of the participants expressed that they had an
overall feeling of control of and were able to influence
their rehabilitation process themselves. These are core
issues in the concept of empowerment [43, 44, 55].
They saw themselves as strong individuals and did not
want their relatives to become involved in decisions
regarding care and rehabilitation. They sought out
possibilities themselves or had prior knowledge about
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their options in the healthcare system, opportunities
for financial compensation in relation to lack of partici-
pation in the labour market and possibilities for social
support options such as assistive devices and assistance
with personal care. Some were empowered to adjust the
provided interventions to match their own needs. This
could be a referral to free physiotherapy where they
brought the descriptions of the exercises to a local gym,
because it gave them a better opportunity to organise
the training times and duration themselves.

Participant 2 was predominantly satisfied with the
help she had received from the municipality because
her needs were met in terms of becoming more self-
sufficient and making everyday life work. She had
been granted a lift to the 2nd floor, had changes made
to her kitchen, assistant devices installed in the bath-
room, a walker, a wheelchair and a car that was custom-
ised to alleviate her impairments. The applications to
the municipality were largely approved without major
problems, except for the customised car, where she
ended up having to contact both the social worker, the
social manager in the municipality and a city council
member to put pressure on them.

To create coherence in her pathway she stated that she
had used the opportunity to get an explanation or follow-
up on information from her electronic medical record by
contacting her GP via E-contact.

The recent admission was a good experience for her,
but in the last interview, 4-6 months after discharge, she
expressed disappointment that the discharge interview
and the subsequent outpatient consultation were con-
ducted by physicians she had not previously met. She
showed empowerment by contacting her regular rheu-
matologist who had also referred her to the rehabilitation
stay and was promised that the subsequent consultation
should take place with the rheumatologist in question.

When the interviewer asked about an experience which
she considered positive, she replied:

I don’t want to big myself up, but I think if you can’t,
that is, plead your cause, you're going to have a hard
time ... I've been able to, you know, join part in the
conversation on a sound basis, and then, at the same
time, I have received a response ... so the conversa-
tion is, sort of, on equal terms (Participant 2).

Contrary to this, some of the participants experienced
a lack of energy and power to articulate their wishes and
needs and thus felt “small’ and meaningless and tended to
give up, they felt humiliated and felt disempowered.

During the three interviews, Participant 3, expressed
feelings of disempowerment several times concerning
various situations. One situation related to the time upon
being discharged from the rehabilitation stay, where she
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had to contact the municipality to apply for assistive
devices to alleviate everyday problems. She told:

You have to get in touch with the Citizen Service
Centre yourself and all that, you know? Then some-
one will make a house call, and then they have to
check this and that out, and then they have to do a
search ... it’s a lost cause. I can’t be bothered. I simply
can’t! (Participant 3).

The disempowered participants could also be seen as
passive recipients of services [44—46]. An interpreta-
tion could be that they did not meet professionals who
encouraged and supported empowerment through a
PCC approach [43, 44, 55]. As explanations for feeling
disempowered, the participants both reported a negative
reputation of the general healthcare and social systems
and their own unpleasant experiences with professionals,
as mentioned above.

Experiences of communication and coordination
Experiences of lack of coordination and communica-
tion, both between the professionals across hospitals
and across different hospitals, municipalities and GPs,
were dominant and caused that the healthcare users did
not achieve coherence in their rehabilitation pathways.
However, this is contrary to PCC, which emphasises the
importance of placing the responsibility for coordina-
tion in transitions between different departments and
sectors [46].

The lack of coordination and communication reflects
paucity of both horizontal and vertical integration in an
integrated care approach [31]. Lack of coordination and
communication between professionals within the same
department and between departments in same organi-
sational level in an organisation illustrates paucity of
horizontal integration, whereas lack of coordination and
communication between professionals in different sec-
tors reflects lack of vertical integration e.g. professionals
between primary and secondary sector [31, 59].

The same interpretation can be applied to the problem-
atic electronic communication between the various sys-
tems. The participants talked about referrals or discharge
letters that had been sent or were promised to be sent by
their GP or to hospital departments, but which appar-
ently were not always received.

The lack of coordination across hospitals and sec-
tors can also be interpreted as the individual hospitals,
municipalities and GPs belonged to parallel systems,
which can complicate communications and coordina-
tion across these providers [50]. An example was Par-
ticipant 7. She was referred to specialised rehabilitation
by her GP (belonging to one system) to a specialist ward
in a hospital (belonging to another system), and she
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herself had to reach out to her GP to find out that the
referral had been rejected. Furthermore, she was asked
to provide the results of a MRI scan and tissue tests
herself, as they were not automatically shared between
the two institutions involved. While hospitalised for
specialised rehabilitation, she had to ask relatives to act
as couriers. She unsuccessfully tried to obtain the test
results from the tissue samples. Due to lack of commu-
nication between these various professionals she had to
be re-examined and repeat her medical history. She felt
frustrated and said:

You've got seven different doctors, each doing their
own thing. ... So, I can’t get to talk to the same doc-
tor, even at an investigation unit. How the hell do
they expect to be able to find out what's wrong with
me, then? Because they ask me the same questions.
(Participant 7).

She reflected on her coordinating role and the subse-
quent risk:

Because I need to be able to coordinate these
things, 1 might end up accidentally passing on
some misinformation to the various professionals
(Participant 7).

The example above illustrates that some of the par-
ticipants felt that they came to work overtime being
forced to take on a job, which they were not comfort-
able with. They did not know the professional language
and did not always understand the meaning of the
information they passed on and they were not always
able to solve the task.

Some participants wanted help to ease their work
with communication and coordination tasks and
wanted the professionals to take over the efforts. One
of the participants put it this way:

So, I would like the occupational therapist to contact
my workplace and say, “the chair she is sitting on is
wrong for her, we recommend this one” and then my
employer will submit an application to the munici-
pality instead for me having to apply for it from the
municipality. Because I never get around to it (Par-
ticipant 3).

Some participants asked for a coordinating person
with in-depth knowledge of the content in their medical
record, was familiar with their preferences, had knowl-
edge about possible available treatment and support and
who thus, in collaboration with them, could help them
make the most of their rehabilitation efforts.

Participants who experienced that staff did coordi-
nate and communicate across departments felt they
were relieved of a heavy burden on their shoulders. A
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participant experienced that the professionals mutually
informed each other. He told:

Well, they knew 100% what was going on, so it’s very
positive (Participant 4).

The participants who reported on professionals who
were a bit more relaxed in terms of guidelines and pro-
fessional boundaries, experienced being well-helped to
experience coherent rehabilitation. In these cases, the
professionals had an eye for the participants’ individual
wishes, needs, resources and values, cf. PCC [3].

Cases where the professionals stretched their efforts
in relation to guidelines and subject boundaries, can be
interpreted as self-organisation [50], i.e. they adapted
their actions to the participants’ wishes and needs.

Facing everyday life after discharge

During the admission to specialized rehabilitation, the
professionals took some initiatives for the participants
to be able to maintain or improve their level of func-
tion or make it possible to actively participate in social
life after discharge. Although apparently intended as help
to achieve coherence in the participants’ rehabilitation
pathways, the participants did not always find them help-
ful. An example was free physiotherapy (physiotherapy
is free of charge for patients diagnosed with rheumatoid
arthritis in Denmark), because some of the participants
apparently did not understand the way the physiother-
apy was provided, i.e. on a fixed weekday and time. They
wanted, for example, to get started on or maintain physi-
cal exercise, but the free physiotherapy often took place
under circumstances that didn’t match their needs and
would lead to new restrictions in their everyday lives,
e.g., if the time was incompatible with their work.

In CAS, agents’ actions are influenced by interactions
and are thus performed in a non-linear way [49, 50]. This
conflicts with the idea that our actions are predominantly
expressions of rational and goal-oriented decisions [60].
A contributing interpretation is that the participants ini-
tially agreed on the professionals’ initiatives; however, it
turned out to be difficult for them to comply with this
after discharge, because the participants had to make
their everyday lives work in completely different con-
texts, which meant they were involved in other social
interactions, in other cultures and systems than experi-
enced during their rehabilitation stay.

The fact that it can be easier to perform exercise during
hospitalisation as they have more time to exercise than at
home may also be attributed to the importance of natu-
ral co-evolution [48, 49]. This means that the participants
managed to acquire the necessary skills and actions to
be able to perform in the best possible way during their
stay, such as to live up to the role as a patient by training
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as agreed with the professionals — i.e., the participants
changed their actions and internalised these in their sys-
tems, at least during hospitalisation.

One of the participants had been admitted several
times for specialised rehabilitation and each time she
experienced new energy also in relation to wanting to
continue training after discharge. She was a wheelchair
user but could walk around a bit and she found herself
to achieve better balance, become more confident and
better able to move around during her recent hospitalisa-
tion. In the first interview after the admission, she talked
about the boost she experienced immediately after the
admission and which she also knew from the previous
times. In her words:

As always, when I've been there, I feel really posi-
tively energised. If your outlook on life has been even
slightly bleak, it goes away. They are full of goodness,
but they also give you a shot in the arm around the
clock (Participant 6).

Discussion

The findings documented that the participants’ rehabili-
tation work was facilitated when professionals met them
in accordance with the principles of PCC [3, 44—47]. The
participants experienced coherence in their rehabilitation
when the professionals saw them as unique individuals
with their own values and norms. Previous research is
consistent with this regarding increased satisfaction and
well-being when the patients experience PCC [43, 61,
62]. Patients with chronic diseases wish to be treated “as
a whole, not as a series of separate problems” [63].

Furthermore, our study documented that the health-
care users experienced lack of coordination and com-
munication between the various professionals employed
across diverse departments, organisations and sectors,
which is in line with previous studies [14, 64]. Both CAS
and Integrated Care complemented the PCC approach
in the interpretation of data. CAS added an understand-
ing of the complexity of the health care users’ rehabilita-
tion pathways and the organisational issues, including
communication, collaboration and the organisational
challenges in achieving coherence for the healthcare
users [48, 49, 65]. Integrated Care supplemented with an
organisational understanding of the significance of both
horizontal and vertical integration [31, 59].

The participants experienced lack of coordination and
communication as a barrier for a coherent rehabilita-
tion pathway. To achieve coherence in the fragmented
services, the participants felt compelled to manage the
coordination themselves and they often felt they lacked
the necessary knowledge and competences and thus felt
frustrated and that they were working overtime. These
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findings are supported by previous research of rehabilita-
tion processes in Norway [5].

Other studies have also paid attention to the workload
of people living with chronic conditions under the con-
cept of treatment burden [66-70]. Treatment burden
refers to the workload people living with a chronic condi-
tion are expected to adhere to and is thus related to self-
management. Our participants primarily felt overloaded,
when they met professionals, who did not use a PCC
approach and when they experienced lack of coordina-
tion and communication. Participant 11 was an exam-
ple who suffered from treatment burden as he was not
meet with a PCC approach in job-related rehabilitation
relation. Participant 7 had to organise that the results
from MRI test and tissue test arrived from one hospital
to another. Participant 8 felt relieved from the treatment
burden, because she was met with a PCC approach and
got her custom-made shoes, and it was the podiatrist
who managed to get the shoes approved for her.

It is already documented that the healthcare system can
contribute to treatment burden through poor care coor-
dination, meeting professionals, who do not use a per-
son-centred approach, and inadequate information [68,
70]. Thus, the professionals must be aware of the risk to
pass treatment burden on to healthcare users.

Furthermore, our results call for effective electronic
systems to share information between professionals, par-
ticularly across organisational boundaries. This is also
supported by a previous British study [14]. The British
study was based on interviews with patients, carers and
professionals and investigated how the organisation of
health and social care could reduce older people’s use of
emergency hospital [14].

Our study showed that when professionals deviate a lit-
tle from guidelines and professional boundaries, it helps
facilitate coherence in the participants’ rehabilitation
pathway i.e., the podiatrist who granted Participant 8 a
pair of custom-made shoes earlier than she was entitled
to according to local guidelines.

The complexity of the participants’ needs and the pro-
fessionals’ agility to make changes accordingly made it
possible for the participants to experience coherence.
This is acknowledged both within integrated care and
CAS [71]. Previous studies indicate that a mindset where
integrated care is combined with the characteristics of
CAS can probably help to overcome problems with coor-
dination and communication [71-74].

However, it can be problematic if fragmentation is
solved only locally by the single professional because
the efforts thus become dependent on the individual
professionals’ creative solutions. Therefore, it is nec-
essary that such initiatives are supported from the
managerial level within and across organisations. This
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requires that policy makers and organisations have the
capacity to handle care and rehabilitation pathways
characterised by complexity to collaborate together to
achieve coherent rehabilitation pathways [73].

The PCC approach was experienced positively by
the participants in this study, and politically, legisla-
tively and locally in the healthcare system, it is encour-
aged that the healthcare system is supported by this
approach [75, 76]. At the same time, Dahlborg and
colleges argue that the healthcare system should be
carried by a set of values in line with the new public
management (NPM) principles [76]. The study regard-
ing NPM is relevant to a Danish context as Denmark’s
public sector has undergone comprehensive reforms
over the past decades. The principles from NPM have
influenced these reforms and still play a significant role
in health and social care [77, 78].

Thus, there seems to be two conflicting discourses in
the healthcare system. In line with the PCC mindset,
healthcare users are considered active and self-deter-
mining people. The second discourse on NPM reflects
a demand for high productivity and efficiency in the
healthcare system, where professionals, having expert
knowledge, seem best equipped to assess the most appro-
priate decision seen solely from a diagnostic and treat-
ment perspective in relation to disease [76]. These two
conflicting discourses can cause dilemmas for profession-
als in relation to who, what and which values they must
consider when discussing and deciding on which meas-
ures and actions to implement in relation to the health-
care users [79].

Finally, professionals in the secondary sector i.e,
healthcare professionals employed in hospitals, focus on
diagnoses and test results. This can be part of a hospital
culture with a biomedical focus rather than a rehabilita-
tion culture with a focus on disabilities and bio-psycho-
social functioning. A PCC approach must be prioritised
over a NPM approach if the general health- and social
care aim for coherence for the patients.

To address the lack of coordination, some of the par-
ticipants called for a coordinating person. Patient naviga-
tors are often used in terms of integrated care, especially
for individuals with complex care needs [80-83]. Even
though positive outcomes of patient navigators are dif-
ficult to measure due to unclear definitions of the con-
cept, and what and from whose perspective the outcomes
should be measured [84], patient navigators may help
to facilitate coordination tasks by supporting and guid-
ing patients through the system. Patients who have been
offered contact with patient navigators have reported
increased access to care, improvements in health and
wellness, increased satisfaction, improved self-efficacy,
self-management, and empowerment [85].
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Strengths and limitations

We find that the concept information power strength-
ened the study as a concept to achieve internal valid-
ity [36]. We evaluated the achievement of information
power regarding study aim, sample specificity, quality of
dialogue, use of analysis strategy and established theory
[36]. Regarding study aim and sample specificity includ-
ing maximum variation [38], we succeeded in recruit-
ing participants with variations in age and duration of
disease to answer the study aim. Due to variation in sex,
we had to pause in including females and thereby we suc-
ceeded in balancing the number of males and females.

We find that we established a positive and confident
relation and thereby achieved good dialogues with the
participants during the three interviews with each partic-
ipant. Along with the researchers’ knowledge about the
participants and the rehabilitation pathways, it was easy
to determine whether the participants felt comfortable
to express their views during the dialogue. We thus con-
sider it a strength that the participants were followed for
a relatively long time, i.e., 6-8 months, which also made it
possible to observe and hear the participants’ views tem-
porally close to their experiences, but also to follow how
their experiences and actions changed over time.

Information power is claimed to fit with Braun and
Clark’s TA analysis strategy and its underlying epistemol-
ogy, because they adhere to the interpretive part of the
continuum in qualitative research instead of the descrip-
tive and neopositivist part [86]. The initial analysis with
the open coding followed by the use of established theory
increased information power and thus we consider it a
strength that the data were interpreted based on CAS,
PCC and integrated care as we find this helped lift the
analysis to a higher level of abstraction [87].

Another strength is the diversity in the competences
of the team behind this study. This included the patient
research partners contributions in the interpretation of
the findings as they could relate to their own experiences.

A limitation of the study is that the participants were
recruited from only one specific hospital in connection
with their admission to specialised rehabilitation, which
may imply that the findings tend to reflect local condi-
tions. However, the participants are residents from sev-
eral parts of Denmark, and thus their experiences reflect
contacts with the healthcare services and local authori-
ties from several locations in Denmark. Furthermore,
several of our findings are supported by the findings from
other studies.

Another limitation is, that some of the participants
might have had special interests driving their desire to
participate in the current study. Some might think they
were able to benefit from better therapeutic efforts, closer
monitoring, and access to new treatments, wanting to
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help other patients or a more general altruism [88]. Some
participants do not want to participate in research due to
their poor health status [88].

We did not aim to achieve coding agreement between
different members of the team in the initial coding in
accordance with Reflexive TA [40] as we acknowledge
that the analysis may lead to variations in interpretations
depending on the researcher’s professional background,
knowledge and understanding [40]. Some might consider
this approach as a limitation.

Although we only included 11 participants, the rela-
tively small number provided excellent opportunities to
carry out in depth interviews more times with each par-
ticipant, which provided understanding for barriers and
facilitators to achieve coherence over time.

This study solely focused on the healthcare users’ and
not the professionals’ perspective. It is relevant also
to examine how the professionals view their role in the
rehabilitation pathways and how the organisational
and cultural frameworks affect both the professionals’
and healthcare users’ opportunities to create coherent
rehabilitation.

Conclusion
Coherent rehabilitation pathways may be facilitated when
healthcare users in rehabilitation pathways meet profes-
sionals with a person-centred approach. This means to
meet healthcare users with an individual, respectful, and
holistic approach who meet their individual needs.
Meeting professionals who do use not use a person-
centred approach causes barriers to achieve coherence in
the rehabilitation pathway. Lack of communication and
coordination between the participants in rehabilitation
and professionals, and between the different profession-
als within and across departments and sectors lead to
experiences of fragmentations in their pathways.
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