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ORIGINAL REPORT

REHABILITATION PROVIDED TO PATIENTS WITH RHEUMATOID
ARTHRITIS: A COMPARISON OF THREE DIFFERENT RHEUMATOLOGY
CLINICS IN AUSTRIA, SWEDEN AND THE UK FROM THE PERSPECTIVES OF
PATIENTS AND HEALTH PROFESSIONALS

Birgit Prodinger, PhD"2, Mwidimi Ndosi, PhD3, Ulla Nordenski6ld, PhD*, Tanja Stamm, PhD',
Gert Persson®, Ingrid Andreasson, MSc® and Asa Lundgren-Nilsson, PhD*

From the 'Department of Rheumatology, Medical University of Vienna, Vienna, Austria, 2Swiss Paraplegic Research,
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Biomechanics and Physical Medicine, Leeds Institute of Rheumatic and Musculoskeletal Medicine, University of Leeds,
Leeds, UK, “The Sahlgrenska Academy, University of Gothenburg, °Patient Research Partner and Sahlgrenska
University Hospital, Gothenburg, Sweden

Objective: To explore patients’ and health professionals’

views of outpatient rehabilitation services for patients with
rheumatoid arthritis in 3 different rheumatology sites across
Europe.

Methods: A qualitative multi-method study was conducted
with patients and health professionals in Vienna (Austria),
Gothenburg (Sweden) and Leeds (UK). Data collection was
carried out during focus groups with patients and health
professionals. Patients’ hospital records were integrated into
the analysis. Data were analysed for site and findings were
compared across sites.

Results: A total of 20 patients and 20 health professionals
participated in 12 focus groups. Although the 3 sites were all
publicly funded university clinics, there were differences be-
tween sites regarding the structure and content of rehabilita-
tion services. The themes that emerged in the focus groups
were: referrals; continuity in rehabilitation; information
provided to patients; patients’ organizations; documenta-
tion and communication amongst health professionals; in-
terface between primary and specialist care; and prescrip-
tion practices. Most themes were addressed at all 3 sites, but
there were variations in the specifics within themes.
Conclusion: Integration of patients’ and health profession-
als’ views on how rehabilitation services are coordinated and
how (parts of) processes are set up elsewhere provide valu-
able information for the further optimization of rehabilita-
tion services.

Key words: delivery of healthcare; rehabilitation; interdiscipli-
nary communication; patient perspective; multi-centre study.
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INTRODUCTION

Rheumatoid arthritis (RA) is a chronic, systemic inflammatory
disease that affects a person’s body structures and functions
and interacts with the activities in which he or she engages.
A person’s functioning is also influenced by the contextual
factors that describe the background of their life (1, 2). While
there is no cure for RA, there are various treatment options to
maintain or improve the functioning of individuals. The aim
of maintaining or improving functioning of individuals has
been referred to as rehabilitation strategy (3). Services that
embody a rehabilitation strategy as their primary goal are
referred to as rehabilitation services and can be provided in
any organizational setting (4). Rehabilitation services provided
to people with RA occur predominantly in a multidisciplinary
setting (5, 6).

Differences in service provision for RA are evident across
Europe. A survey of health professionals’ (HPs) roles across
Europe identified differences in the responsibilities assigned
to HPs. For instance, HPs in Sweden and the UK can admit
patients to a ward, or manage patient telephone advice lines,
neither of which are the case in Austria (7). For people with RA,
differences across Europe have been described with reference
to accessing biological therapies (referred to as “biologicals”).
Biologicals are an expensive newer class of drugs that inter-
fere in the biological processes within the immune system to
lessen inflammation. Reasons for country differences related
to accessing biologicals include the country’s total health
expenditure, as well as variations in content and application
of guidelines (8). Emery et al. (9) reviewed guidelines from
several European countries and found differences in various
aspects, including the definition of the disease activity level
required for initiation of treatment with biologicals, and the
time to response.
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Differences in the views of patients and health profession-
als of the processes and outcomes of treatment have also been
described previously. In a survey with patients and rheumatolo-
gists Van Hulst et al. (10) identified factors that are important
in the care of people with RA. Only 2 out of 58 factors were
ranked by patients and HPs, respectively, within the top 10;
namely physical functioning and mobility (which was ranked
Ist by patients and 7" by rheumatologists), and impression of
overall disease activity (ranked 3™ by rheumatologists and 8"
by patients). Integration of the patients’ perspectives into the
provision of rehabilitation services for people with RA has been
advocated in order to ensure the most appropriate development
and delivery of rehabilitation services (11-14).

Thus, we have some insight into differences at the country
level and at the level of the patient-provider interaction. How-
ever, there is a paucity of knowledge about how rehabilitation
services are actually set up at different sites across countries
from the perspective of patients and HPs. The main objective
of this study was therefore to explore, from the perspective
of patients and HPs, how outpatient rehabilitation services for
patients with RA are set up in 3 different rheumatology sites
across Europe. More specifically, the aims were:

* to reconstruct the institutional processes of a routine visit
to a rheumatology site that provides rehabilitation services
from the perspective of patients and HPs, and

* to identify similarities and differences between these pro-
cesses across sites.

METHODS

A qualitative multi-method study was conducted in Vienna (Austria;
AUT), Gothenburg (Sweden; SE), and Leeds (United Kingdom; UK).
These countries were chosen as they are embedded within different
social and health systems (15).

The study design is illustrated in Fig. 1.

Participants

Patients and HPs participated in this study. The patients were recruited
from the outpatient departments of the participating sites. Inclusion
criteria were: a definite diagnosis of RA (16); attendance at the clinic
at the participating site for at least 1 year, thus being familiar with
the institutional processes there. Sampling of patients in each country
followed a maximum variation strategy based on age, sex, disease dura-
tion, and employment status (17). Patients who fulfilled the inclusion
criteria were informed about the study and asked about their interest
in participation by a study nurse or other HP at each site. If they were
interested in the study, they were asked to contact the responsible local
researcher responsible (BP, IA, MN).

HPs who had worked at the respective sites for at least one year were
also invited to join focus groups, with maximum variation regarding
their professional background. HPs were provided with information
about the study by a local researcher (BP, IA, MN) who, at that point,
was not involved in clinical practice at the respective site.

In order to accommodate individual opinion within the group the
group sizes were set at a maximum of 7 people (18). In line with
qualitative research, the aim was to obtain data of sufficient depth
and breadth to allow a comprehensive understanding of the context
in which rehabilitation is provided (19).

The study was approved by the institutional review boards and eth-
ics committees of the participating centres. All participants provided
written informed consent.
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Fig. 1. Overview of study design. HP: health professionals.

Data collection

Multiple methods were used for data collection: focus groups with
patients and HPs, respectively, and analysis of the hospital records of
the patients who participated in the focus groups.

Focus groups. Two consecutive focus groups were conducted with
patients and HPs to explore a routine visit to the outpatient setting at
the rheumatology clinic at which rehabilitation services are provided
for patients with RA. A short introduction to the study was given at the
first focus group, for patients and HPs alike. The main question was to
describe how a routine visit to the rheumatology clinic proceeds once
a patient has entered the clinic and who is involved. As routine visits
usually take place in the outpatient wards, these received particular
attention in the focus groups. In the second round of focus groups,
participants from the first focus groups were invited again. Following
a presentation by the moderator about the preliminary findings from
the first focus group, participants were asked to comment on, clarify
and complement the emerging findings. All focus groups were tape-
recorded and transcribed verbatim.

Hospital records. In a previous analysis, hospital records were revealed
as an intermediary between the patients and institutional processes
(20, 21). The hospital records of those patients who participated in
the focus groups were analysed with regard to the records’ role in the
institutional processes, how information was entered into the records
(e.g. electronically or on paper), and which HPs had access to and could
add patients’ information to the hospital records. It is noteworthy that
the purpose of including hospital records in this analysis was not to
gain information on the content captured within the hospital records,
but rather to gain a more comprehensive picture of the institutional
processes in which hospital records have an intermediary role.

Data analysis

Conceptual framework for analysis. The social theory informing in-
stitutional ethnography guided the analysis to reconstruct institutional
processes (22-25). Institutional ethnography is a conceptual framework
for inquiry that facilitates exploration of how mundane aspects of daily
life, such as a visit to the rheumatology clinic, become accomplished
through coordinated activities of people (25, 26). The starting point of
inquiry is the standpoint of individuals’ lives from which their activities
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are traced and examined as they are interacting with the activities of
other people elsewhere in the institutional processes. For this study the
starting point was the individual patient with RA on a routine visit to
the rheumatology department. Based on the data from the focus groups
about how a routine visit proceeds, the patients’ activities throughout
a routine visit were traced. Particular attention was paid to the inter-
action of patients with various professionals. Texts have a mediating
character in such processes (27). Hospital records were included in
this study in order to gain a more comprehensive understanding of
the institutional processes at each site. For instance, if a referral was
issued, it was tracked in order to understand the communication flow
between HPs, and how this flow coordinates the activities of various
HPs and the patient.

Data were analysed first for each site and subsequently compared
across sites. In the first step of analysis, data was read inductively
in order to gain an understanding of what is happening throughout
a routine visit, who is involved, and how people interact with each
other. In the second step, the findings from each site were compared
across sites. Therefore, the research team met to discuss the findings
from each site and subsequently derive themes about similarities and
differences across sites.

Trustworthiness of analysis. The local principal investigators (MN,
ALN, BP) had experience with qualitative, as well as multi-site and
cross-cultural research before this project. All focus groups were
chaired by a trained and experienced moderator and an assistant.
The moderators were all familiar with the study protocol. Method
triangulation was applied, using focus groups with patients and HPs,
respectively, and hospital records, to enhance the trustworthiness of
the findings. The preliminary findings of the first focus groups from
the respective sites were presented to participants in the second focus
groups in order to gain participants’ validation. The final analysis
meeting of all research collaborators and the patient research partner
ensured that researchers from any site could picture and understand
the institutional processes in which rehabilitation services are provided
and the findings from the other sites. Moreover, the discussions during
this meeting with people from all 3 sites ensured that all sites were
represented accurately, adequately and comprehensively.

RESULTS

Twenty patients and 20 HP participated in 12 focus groups (2
for patients and 2 for HPs in each country). Characteristics of
participants are shown in Table I. The results are presented as
follows: first, a description of the institutional structure and re-
lated processes at each site is presented; and, secondly, themes
related to similarities and differences across sites are outlined.

Description of sites and institutional processes

The 3 selected sites are all publicly funded university clinics
and, hence, operate within a governmental frame of reference.
The rheumatology units are supervised by a medical doctor
specialized in the area of rheumatology and include an inpa-
tient ward, an outpatient ward, and a day clinic at each site.
Analysis focussed on institutional processes in the outpatient
wards. The services offered at each site and the professionals
involved varied across sites, as described in Fig. 2.

Similarities and differences between sites

The findings presented in this section reflect the themes that
emerged in the focus groups. In the subsequent paragraphs,
each theme is described by highlighting the similarities and
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Table 1. Demographic data of study participants

Demographic data AUT site SE site UK site
Patients
Number of patients 7 4 9
Women, % 6 (86) 3(75) 6 (66)
Age, years; median
(range) 49 (30-69) 60,5 (53-67) 64 (59-73)
Disease duration,
years; median (range) 9.5 (3-36) 8 (1-16) 7 (3-24)
Treated at clinic, years;
median (range) 8 (1-14) 8 (1-16) 4 (2-20)
Health professionals
Number of health
professionals 7 7 6
Women, % 6 (86) 7 (100) 5(83)
Age, years; median
(range) 48 (26-51) 54 (52-59) 36,5 (29-48)
Worked at this site,
years; median (range) 3 (1-21) 23 (7-24) 6 (2-16)
Professional Radiographer, PT, OT, nurse, PT, OT,
background OT, nurse, assistant nurse nurse,
doctor social worker, doctor,

doctor podiatrist

AUT: Austria; OT: occupational therapy; PT: physiotherapy; SE: Sweden;
UK: United Kingdom.

differences across sites. Table Il complements these paragraphs
with participants’ quotations.

Referrals. Referrals were mentioned at each site, but with vary-
ing importance. In Austria allied HPs (occupational therapists,
physiotherapists, etc.) require a doctor’s referral in order to
treat a patient, as constituted in the law for allied HPs. Refer-
rals are also required if the patient wants to consult therapists
at another unit within the same clinic. Cross-referrals across
allied HPs are not possible. In contrast, in Sweden HPs can
make cross-referrals within the specialized setting once a
patient is registered. In Sweden patients can also make self-
referrals; for instance, for pool training. In the UK, the GP
is the gatekeeper to specialized care. Here, patients and HPs
stressed the salient role of the GP in gaining access to, and
coordinating, specialized care. Once registered in secondary
care, cross-referrals by therapists are possible.

Continuity of rehabilitation. The role of the nurse was par-
ticularly salient with respect to continuity of care. Based on
the findings of the focus groups, the Austrian system is not set
up to be continuous. Individuals (patients and professionals
alike) have to ensure continuity. For patients this becomes
easier with increasing disease duration, as they develop a better
understanding of how the institution operates. At the SE and
UK site it is the nurses who see the patients regularly. Patients
do not have to see a doctor at every visit. Patients appreciated
the role of the nurse and pointed out that it is the nurse who
ensures continuity and coherence in rehabilitation.

Information provided to patients. The time at which patients
receive information about their diagnosis, as well as the
amount and type of information provided, was discussed at all
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3 sites. Patients in the Austrian focus groups
stressed that the information they received
with regard to living with RA was portrayed

rather negatively. Very little information was

provided about the possibilities regarding re-
habilitation and what a patient would still be
able to do in daily life. Based on the findings
of the focus groups at the SE site, informa-
tion is dealt with comprehensively and in a
multi-modal manner. Moreover, additional
information is provided by the rheumatology
association (Reumatiker-forbundet) and the
multidisciplinary rehabilitation team within
special education sessions. Dieticians are
also available for consultation and provide,
for instance, information about the side-ef-
fects of cortisone. At the UK site, information
was not dealt with satisfactorily as voiced by
patients and HPs alike. While the provision

Documentation and communication

is outlined in the respective guidelines of the
National Institute for Health and Care Excel-
additional resources allocated to enact what
is set out in the guidelines.

at the SE and UK sites regarded patients’
organizations as playing an important role
in rehabilitation services provided to people
with RA. In contrast, at the AUT site, no pa-
tient organization was mentioned in the focus
groups; only a short reference was given to
differed at the respective sites. At the AUT

privately-run self-help groups. At the UK
site, several arthritis-related charitable and

of information (including patient education)
lence (NICE), HPs stressed that there are no
Patients’ organizations. Patients and HPs
non-profit organizations were mentioned,
which provide information for patients,
organize events for patients and the public,
provide funding for research and further
education, and advocate for the rights and
needs of people with arthritis.

Documentation and communication amongst
and UK sites routine documentation was
mostly on paper, whereas at the SE site it
is electronic and all HPs have access to the
hospital records. At the AUT and UK sites,
where formal communication was paper-
based, HP discussed additional possibilities

HPs.

for exchanging information through informal
means. Informal means of communicating

were largely informed by the vicinity of
therapy rooms and offices, as illustrated by
the quotations in Table II. Communication
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amongst professionals is facilitated at the SE site through the
“team day” offered to patients and the subsequent preparation
of the “Summary letter” for the patient (see also description
in Fig. 2). It is worth mentioning that, besides the routine
documentation, there is a National Quality Register in Sweden.
Certain information is entered into this register by patients
at each visit in order to maintain and improve the quality of
healthcare provision across Sweden.

Interface between primary and specialist care. In the focus
groups at each site increasing efforts toward enhancing aware-
ness of RA in primary care were highlighted, such as medical
doctors specialized in rheumatology running consultancies in
primary care. Such initiatives aim to improve the interface
between primary and specialist care. Patients and HPs across
all sites highlighted that RA has received more media atten-
tion, and public health campaigns are geared toward providing
information about RA. Such efforts raise awareness about
the disease: patients see specialists earlier, and the increased
awareness reduces stigma or stereotypical opinions amongst
the public (e.g. that RA occurs only in elderly people).

Prescription practices. At the AUT and SE sites an additional
theme on the prescription of medication emerged. In Austria,
hospital-based and community-based healthcare operate
within different funding schemes (28). The outpatient clinic
is included in the hospital-based funding as it is attached to
the hospital. However, prescriptions that patients receive from
the outpatient clinic are reimbursed by the community-based
scheme, based on a codex of reimbursement. Patients have
to verify with their GP whether the prescribed medication is
included in the codex.

Swedish pharmacies are partly privatized; there are licensed
pharmacies that have access to a national database where any
prescriptions of pharmaceuticals for patients are registered.
Doctors can provide patients with prescriptions of up to 1 year;
pharmacists can subsequently provide the patients with medi-
cation for a consumption-period of not more than 3 months.
Medication can be picked up at any pharmacy throughout the
country that is legitimized to access the database (29).

Across all sites, patients in the focus groups emphasized that
they went through a process of being newly diagnosed and a
novice within the healthcare system, then, over time, they got
to know the system better and learned where to get information
and access to services.

DISCUSSION

This study provides a reconstruction of institutional processes
within which rehabilitation services are provided to patients
with RA at specific sites in AUT, SE and the UK. Furthermore,
the results shed light on similarities and differences in these
processes and services.

The findings from the AUT site point to a rather hierarchi-
cal structure of the Austrian system, with allied HPs requiring
doctors’ referrals, and patients being assigned a rather passive

J Rehabil Med 47

role as service recipients. Documentation and communication
across HPs is mainly paper-based, and patients emphasized
that limited information is provided to them.

The findings from the UK site were that rehabilitation ser-
vices were referred to as meeting the needs of patients well,
whereby the nurses take on a leading role. Documentation and
communication across HPs is primarily on paper. While the
provision of information to patients was emphasized as being
important, patient education, in particular, was referred to as
“being a rather unfeasible ideal”.

The findings from the SE site revealed that rehabilitation
services are set up toward shared responsibility of patients and
HPs and the empowerment of patients through the provision
of comprehensive information, in particular within the frame
of the team day. Documentation is mainly electronic. Referral
and prescription practices are organized to meet the needs of
patients in a flexible, yet structured, manner.

While most of the themes are evident at each site, there
are variations within these themes across sites. With respect
to patient organizations, they were almost absent in Austria,
but were found to play a role in the rehabilitation processes
at the UK and SE sites. They have a particularly salient role
in Sweden, where collaborations of policymakers and service
providers with patient organizations mark a significant con-
tribution of the patient organizations to ensure and enhance
quality and safety of care across Sweden (29). Regarding docu-
mentation and communication, the SE site was the only site
primarily using electronic records. The challenges of limited
communication amongst HPs mentioned at the AUT and UK
sites were not supported at the SE site, where the records were
fully accessible to all HPs.

Further differences occurred with regard to referrals, where-
by the AUT site was the only one where physicians’ referrals
are required in order to access allied HPs. This referral practice
is increasingly put under scrutiny, and alternative models for
providing rehabilitation services, such as extended roles (7)
or direct contact with HPs (30), are suggested. In addition to
more direct access to allied HPs at the UK and SE site, the
role of nurses was stressed at those sites. Previous research
based on patients’ perspectives has shown that nurse-led clin-
ics facilitate the distribution of, and access to, information,
accessibility to nurses whenever needed, regularity of visits,
and comprehensive and coordinated care (31). Information
provision to patients appeared to work best at the SE site, based
on the findings of this study. Challenges in information provi-
sion in the UK are also supported by a previous UK study, in
which PTs indicated that they felt restricted by the system in
providing information to patients due to high case-loads and
limited time for consultations and follow-ups (32).

While previous research has frequently stressed a discrep-
ancy between patients’ and HPs’ perspectives on rehabilitation
processes and related services (10, 33, 34), the findings of our
study indicate agreement of patients and HPs on important
themes regarding the institutional processes. The complemen-
tary insights of patients and HPs on what works and what could
be optimized in providing rehabilitation services at the selected



sites, as well as the similarities and differences across sites,
may spark innovative suggestions for further optimization of
the institutional processes in which rehabilitation services are
provided. In addition, comparisons across sites from different
countries offer relevant information and examples of how (parts
of) institutional processes within which rehabilitation services
are provided can be set up differently.

Study limitations

This study has some limitations. No information about the level
of functioning of participating patients was collected. The level
of functioning at the point of recruitment to the study was not
assessed, as this study aimed at institutional processes, thus
disease duration and the duration of treatment at the respective
site were considered the most important indicators for gaining
knowledge about the processes. Future studies should include a
more detailed analysis of how institutional processes are set up
to meet the needs of patients with different levels of functioning.
Furthermore, only one site per country and only a small number
of participants were included in the study from each site. In
addition, the focus was limited to outpatient rehabilitation ser-
vices provided at a specialized rheumatology outpatient clinic.
Nevertheless, it is within the nature of qualitative research to
aim for an in-depth understanding of the phenomenon, based
on the experiences and knowledge of a rather small group of
individuals, rather than to aim for generalization (18, 19).
Findings gained from qualitative research may provide insights
into new aspects of a phenomenon, which were previously not
taken into account, and provide the foundation for formulat-
ing hypotheses for further empirical testing. It is noteworthy
that systems are continuously changing and developing; thus,
changes may have occurred during this study, and in the time
since study completion, that are not included in the analysis.
Further research is needed to investigate to what extent the
themes revealed in this study can serve as a framework for
more detailed data collection and comparison of institutional
processes, including inpatient and outpatient rehabilitation,
across Europe. The inclusion of a wider range of rehabilitation
settings nationally and internationally is recommended. For
future research, it is also important to consider the International
Classification of Functioning, Disability and Health (ICF), as a
reference classification published by the World Health Organi-
zation (WHO) and a suggested framework for rehabilitation (3,
35, 36), when aiming at optimization of rehabilitation services.
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