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ABSTRACT
Objectives To explore treatment outcomes preferred by
patients with early rheumatoid arthritis (RA) and how these
change throughout the early disease stage across three
European countries.
Methods A longitudinal, qualitative, multicentre study was
conducted in Belgium, the Netherlands and Sweden. 80
patients with early RA were individually interviewed
3–9 months after treatment initiation and 51 of them
participated again in either a focus group or an individual
interview 12–21 months after treatment initiation. Data
were first analysed by country, following the Qualitative
Analysis Guide of Leuven (QUAGOL). Thereafter, a meta-
synthesis, inspired by the principles of meta-ethnography
and the QUAGOL, was performed, involving the local
research teams.
Results The meta-synthesis revealed 11 subthemes from
which four main themes were identified: disease control,
physical performance, self-accomplishment and well-being.
‘A normal life despite RA’ was an overarching patient-
preferred outcome across countries. Belgian, Dutch and
Swedish patients showed many similarities in terms of which
outcomes they preferred throughout the early stage of RA.
Some outcome preferences (eg, relief of fatigue and no side
effects) developed differently over time across countries.
Conclusions This study on patient-preferred outcomes in
early RA revealed that patients essentially want to live
a normal life despite RA. Our findings help to understand what
really matters to patients and provide specific insights into the
early stage of RA, which should be addressed by clinicians of
different disciplines from the start of treatment onwards.

INTRODUCTION
There is a range of outcome measures for
rheumatoid arthritis (RA) available to evalu-
ate disease status and changes under treat-
ment (eg, swollen joint count and patient
assessment of pain). Progress in RA treatment

was achieved by recognising that patient-
preferred outcomes are also clinically impor-
tant outcomes.1 Although initiatives are being
taken to integrate the patient perspective in
the outcome measurement of RA,2 3 this
remains a challenge in clinical practice. Busy
clinicians in modern healthcare systems stri-
ving for efficiency may tend to be less open to
the patient perspective.4 It is, however, impor-
tant to consider patient-preferred outcomes
when making treatment decisions, since
patients with RA may have other or additional
priorities and treatment expectations than
clinicians.5 Relief of symptoms, mobility and
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Key messages

What is already known about this subject?
► Patients with rheumatoid arthritis (RA) may have other

or additional priorities and treatment expectations
than clinicians.

► Patient-preferred outcomes in early RA cannot just
be adopted from those in established RA.

What does this study add?
► Belgian, Dutch and Swedish patients with early RA have

many similar outcome preferences (eg, relief of pain
and independence), although country specificities exist.

► Patients’ views on outcomes change over time,
depending on their response to treatment and the
stage of RA.

How might this impact on clinical practice?
► Understanding patient-preferred outcomes in early

RA is essential to enhance person-centred care and
facilitate shared decision-making directly from
treatment initiation.
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independence are examples of patient-preferred out-
comes previously found in qualitative interview studies.6–9

Remarkably, only limited evidence is currently available
on what matters most to patients with early RA, while this
patient group is likely to have specific outcome prefer-
ences related to the early disease stage,10 11 which may
also change over time.8 12 A more comprehensive under-
standing of this patient group’s priorities and treatment
expectations is needed to provide care that responds
quickly and efficiently to patients’ outcome preferences.
A qualitative interview study in Belgium provided

insight into patient-preferred outcomes in early RA,
revealing changing outcome preferences in the early
stages after diagnosis of RA and treatment initiation and
with a return to normality as an overarching patient-
preferred outcome.13 The current literature in esta-
blished RA suggests, however that the local context with
its specific cultural characteristics influences how patients
evaluate their disease.14 15 Furthermore, variation exists
in how rheumatology services are implemented locally,
despite international treatment recommendations.16 17

The need for a multinational, longitudinal, qualitative
study was met by designing the European Qualitative
research project on Patient-preferred outcomes in Early
Rheumatoid Arthritis (EQPERA).18 In the present article,
we examined the transferability of the Belgian findings
and explored treatment outcomes preferred by patients
with early RA and how these change throughout the early
disease stage across three European countries.

METHODS
Research context
EQPERA involved three countries in Northwest Europe:
Belgium, the Netherlands and Sweden. The countries are
all ranked highly on the 2018 Euro Health Consumer
Index, indicating well-developed healthcare systems.19

Their gross domestic product illustrates significant invest-
ments in healthcare.20 They have comparable healthcare
systems, although there areminor differences in terms of,
for example, clinician referral and the reimbursement of
RA treatment.

Study management
A longitudinal, qualitative, multicentre study was indepen-
dently conducted in each country, following the same
research protocol and guided by a local principal investi-
gator (KVdE, EGEM and IL). Data collection and analysis
were independently performed by the local research teams
in their native language. The steering group of EQPERA
consisted of an interdisciplinary team, including nurses
(KVdE, EGEM, IL and YvE-H), physiotherapists (AB and
ADG), a psychologist (JEV) and a rheumatologist (RW). In
each country, at least one patient research partner was
involved in the study process as an active team member,
supporting the local research team by sharing his/her
lived experience with RA. Details on methodology are
published in a protocol article.18

Study design
A multinational, longitudinal, qualitative study design
was applied. The study design was co-developed with
two Belgian patient research partners and included
individual interviews at the first time point and focus
groups at the second time point. The study was first
conducted in Belgium (2012–2013).13 Thereafter, the
study design was updated by adding the possibility of
individual interviews at t2 and the study was conducted
in the Netherlands (2016–2018) and Sweden
(2017–2018).21 22 An overview of the study design is
shown in figure 1.

Participants
Patients who met the following criteria were eligible for
participation: (1) minimum age of 18 years, (2) con-
firmed diagnosis of RA according to the 2010 American
College of Rheumatology/EULAR classification
criteria,23 (3) disease duration ≤1 year and (4) treatment
initiation 3–7 months ago. Patients were purposefully
recruited based on their age, gender and treatment
experience to cover a wide range of perspectives. More-
over, patients were recruited from rheumatology centres
across different geographic locations in each country.
Eighty patients were individually interviewed across Bel-
gium, the Netherlands and Sweden at t1. The sample size
was guided by the principles of data saturation.24 Fifty-one
patients were interviewed again at t2. Thirty-eight of them
participated in a focus group and 13 in an individual
interview. A flow chart of participant recruitment is
shown in online supplemental file 1. Patients received
usual care according to local standards and in respect of
the current RA treatment principles of treating early,
intensively and to a target of sustained remission or low
disease activity.25 26 Patients were interviewed 3–9months
after treatment initiation at t1 and 12–21 months after
treatment initiation at t2. Characteristics and treatment
details of Belgian, Dutch and Swedish patients are pre-
sented in table 1.

Data collection
Individual interviews at t1 lasted 15–75 min and were
conducted by a local interviewer (KVdE/SM, EGEM and
EL/IL). The interviews started by requesting patients to
write down keywords regarding their priorities and treat-
ment expectations, before progressing to the open-ended
question ‘Which outcomes of your disease and antirheu-
matic treatment are important to you at this moment?’
and follow-up questions. Outcome preferences were
further explored at t2 and patients were additionally
inquired about change over time. The 1–1.5-hour focus
groups consisted of three rounds that were designed to
maximise group interaction.27 A local interviewer from t1
facilitated the focus groups and was assisted by
a participating observer. Individual interviews at t2 took
place in the Netherlands and Sweden with patients who
would otherwise drop out due to personal or practical
reasons. Individual interviews and focus groups were
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audio-recorded, transcribed and anonymised. Interview
guides can be found in the protocol article.18

Data analysis
Data collection and analysis were performed simulta-
neously. Transcripts were analysed by country accord-
ing to the principles of the Qualitative Analysis Guide
of Leuven (QUAGOL), including the constant com-
parative method.28 An overarching framework of
themes and subthemes was identified in each country.
The method described by Saldaña helped to discover
meaningful changes in patient-preferred outcomes
between t1 and t2.

29 Patient research partners assisted
in data interpretation in each country. Our meta-
synthesis was inspired by the principles of meta-
ethnography, as practised by Britten and colleagues,30

and the coding process of the QUAGOL, which is
based on the principles of grounded theory.28 The
key methodological elements were summarised in four
steps: describing the findings of each country, recognis-
ing differences, similarities and patterns across coun-
tries, disentangling these differences, similarities, and
patterns, and a fitting test of the meta-interpretations.
The local research teams collaborated in a face-to-face

consensus meeting to perform the first three steps.
Thereafter, step 4 was performed by the local principal
investigators (KVdE, EGEM and IL). The meta-
synthesis revealed 11 subthemes from which four
main themes were identified that together gave mean-
ing to an overarching theme.

RESULTS
The meta-synthesis resulted in an overarching patient-
preferred outcome across countries: ‘a normal life
despite RA’. This overarching outcome related to disease
control, physical performance, self-accomplishment and
well-being, which together describe outcome preferences
of patients with early RA (figure 2). Changes in patient-
preferred outcomes throughout the early disease stage
and differences between countries were described where
appropriate.

Normal life despite RA
Patients preferred to live a normal life and maintain
everything as it had been before at t1. Patients described
this as regaining the health and life they had prior to RA
onset as quickly as possible and in its narrowest sense.

META-SYNTHESIS
Belgian, Dutch and Swedish 

findings

Start of initial treatment 
for rheumatoid arthritis

Treatment initiation t0

12-21 months
after treatment initiation

3-9 months
after treatment initiation

Individual interviews t1

Focus groups t2 Individual interviews t2
(The Netherlands and Sweden only)

Independently performed
national studies

Figure 1 Overview of the study design. t, time point.
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‘The treatment is necessary so you can return back to your
healthy state before RAwas diagnosed. So you can move on in
life. So you can say: “I have had these issues, but now I need to
have the same quality [of life] again. I am a very healthy
person and I can do everything again.” So that is most impor-
tant to me. To move on in life again.’ (Belgian woman in her
40s, t1)

‘I want to be more like that young girl again [. . .]. Who always
saw the funny side of things. Who studied, shared accommoda-
tion, and went out with friends.’ (Dutch woman in her 20s, t1)

Patients still preferred a life as normal as possible, com-
parable to their pre-RA life, at t2. However, they experi-
enced to a greater extent that it was possible for them to
live a normal life despite RA.

‘I get my education done, I get the job, I get back.. Or my kids
get their mom back. As it was from the beginning. I become
more myself.’ (Swedish woman in her 40s, t2)

Swedish patients expressed more threats to their nor-
mal life caused by RA at t2 than their Belgian and Dutch
counterparts.

Disease control
Relief of symptoms
Patients wanted relief of symptoms (eg, inflammation,
pain, swelling, stiffness, fatigue and loss of (muscle)
strength) as quickly as possible.

‘But that is what I expect, that I am going to be free from
symptoms and with that, everything else, both fatigue and
worry and everything, I will come back.’ (Swedish man in his
50s, t1)

Some patients expressed a desire to have no symptoms
at all, while others were satisfied with having fewer or less
intense symptoms. Pain relief was a major outcome pre-
ference for patients across countries because pain limited
their functional ability and impeded them from living
a normal life. Pain demanded all their attention at t1,
diverting their awareness of other symptoms.

‘Getting rid of the damn pain as soon as possible was actually
the most important.’ (Belgian woman in her 60s, t1)

Relief of fatigue became an increasingly important out-
come for Dutch and Swedish patients at t2, in contrast to

Table 1 Characteristics and treatment details of Belgian, Dutch and Swedish patients, grouped by time point (t1 or t2)

Belgium The Netherlands Sweden

Characteristic t1 (n=26) t2 (n=14) t1 (n=23) t2 (n=15) t1 (n=31) t2 (n=22)

Individual interviews 26 0 23 8 31 5
Focus groups NA 3

(n=14)
NA 2

(n=7)
NA 7

(n=17)
Site of recruitment, n (%)

General hospital 8 (31) 5 (36) 21 (91) 14 (93) NA NA
Academic hospital 9 (35) 6 (43) 2 (9) 1 (7) 28 (90) 20 (91)
Private practice 9 (35) 3 (21) NA NA NA NA
Regional rheumatology specialist outpatient clinic NA NA NA NA 3 (10) 2 (9)

Disease duration in months, median (range) 4 (3–7) 15 (12–17) 6 (3–7) 17 (12–20) 5 (3–9) 18 (12–21)
Age in years, median (range) 55 (22–68) 57 (23–66) 60 (22–83) 58 (23–83) 56 (38–80) 57 (42–81)
Women, n (%) 18 (69) 9 (64) 13 (57) 8 (53) 22 (71) 15 (68)
Level of education*, n (%)

Low 8 (31) 5 (36) 12 (52) 8 (53) 8 (26) 5 (23)
Moderate 9 (35) 5 (36) 5 (22) 3 (20) 15 (48) 11 (50)
High 9 (35) 4 (28) 6 (26) 4 (27) 8 (26) 6 (27)

Currently employed, n (%) 15 (58) 8 (57) 11(48) 6 (40) 14 (45) 12 (55)
General health score†, median (range) 24 (0–64) 38 (0–80) 21 (0–90) 25 (0–69) 26 (0–80) 25 (0–95)
Pain score†, median (range) 22 (0–65) 37 (0–80) 12 (0–74) 20 (0–47) 27 (0–70) 20 (0–50)
Fatigue score†, median (range) 29 (0–64) 37 (0–80) 39 (1–87) 28 (3–70) 30 (0–95) 40 (0–100)
Current RA treatment, n (%)

csDMARD(s) 25 (96) 10 (71) 18 (78) 7 (47) 24 (77) 14 (64)
bDMARD(s) NA 4 (29) 2 (9) 6 (40) 6 (19) 5 (23)
Discontinued treatment 1 (4) NA 3 (13) 1 (7) 1 (3) 3 (14)
Unknown NA NA NA 1 (7) NA NA

*Low: no diploma, lower secondary education; moderate: higher secondary education; high: higher education.
†Position marked on a visual analogue scale (100 mm) from best (left side: 0/100) to worst (right side: 100/100).
bDMARD(s), biological disease-modifying antirheumatic drug(s); (cs)DMARD(s), conventional synthetic disease-modifying antirheumatic
drug(s); NA, not applicable; RA, rheumatoid arthritis; t, time point.
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the Belgian patients for whom this outcome lost impor-
tance over time. Swedish patients experienced fatigue as
being more difficult to cope with than pain over time,
while Belgian patients felt the opposite. They still feared
the intolerable, flaring pain after RA onset.

‘I could survive it if I was not so damn tired. I would rather have
pain than be tired. Because I usually say that pain you can ignore,
but fatigue, what do you do about it?’ (Swedishman in his 50s, t2)

‘If I feel the way I feel now, yes, I am fine with it, but without
pain then.. Yes, I accept the tiredness, then I can go to sleep.’
(Belgian man in his 50s, t2)

‘Indeed, you can manage that, for example by going to bed
earlier.’ (Belgian woman in her 50s, t2)

Improved sleep was spoken of by Belgian and Swedish
patients at both time points as an outcome preference,
which was related to relief of symptoms.

Finding the right treatment
Patients preferred to find the right treatment and
restore their health at the earliest opportunity.
Dutch patients expressed a desire for receiving medi-
cation with a faster onset of action at t1 because they
found it difficult to cope with the long wait for
a noticeable treatment effect. It was important for
patients across countries that medication quickly
relieved their symptoms, especially pain. Patients who
experienced quick pain relief expressed positive
expectations related to disease control. It was impor-
tant for Belgian patients to have visual proof of dis-
ease control (eg, blood test results) to gain additional
reassurance. Furthermore, patients from all three
countries preferred not to have side effects. This
became an increasingly important outcome for Swed-
ish patients at t2 because they experienced side effects
as a threat to their ability to live a normal life.

A normal life 

despite RA

Disease control

•Relief of 

symptoms

•Finding the right 

treatment

•Staying stable

Physical 

performance

•Functional ability

•Performing 

activities

Self-

accomplishment

•Self-management

•Role fulfillment

•Self and identity

Well-being

•Emotional 

wellbeing

•Positive outlook

•Vitality

Figure 2 A multinational perspective on patient-preferred treatment outcomes in early rheumatoid arthritis (RA), including an
overarching theme, 4 main themes and 11 subthemes.
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‘Yes, it is a balancing act, so to speak, either pain or medica-
tion, so to speak, to find that level. Be pain free and take as
little medication as possible.’ (Swedish man in his 40s, t2)

Belgian and Dutch patients on the other hand increas-
ingly tolerated side effects over time, as long as they did
not hamper their normal life and the medication effec-
tively controlled their disease. Dutch and Swedish
patients were more focused on avoiding long-term
adverse effects at t2 compared to Belgian patients.
Patients across countries preferred to use the least possi-
ble medication, resulting in an outcome preference of
dose reduction or tapering with preserved beneficial
treatment effect. Swedish patients also focused on effec-
tive non-pharmacological treatment, while Belgian and
Dutch patients mainly focused on effective pharmacolo-
gical treatment.

Staying stable
Staying stable, without experiencing disease flares, was
preferred by patients across countries at both time
points. Some patients expressed a desire to prevent or
reduce the risk of joint damage by controlling disease
progression.

‘Make sure that my RA does not get worse. I think that is
quite important as well. I do not want to. . . I am now still
young with RA. I do not want, for example, to have those
deformed hands when I am 30 or 40 years old.’ (Dutch
woman in her 20s, t1)

Patients mainly focused on the risk of joint damage at t1
because of better disease control at t2. Preventing or
reducing the risk of joint damage was not specifically
mentioned by Swedish patients. Belgian patients, in par-
ticular, had already experienced disease control at t1 and
they hoped to stay stable. Patients across countries feared
experiencing flares at t2 and those who had a relapse
hoped to regain stability.

Physical performance
Functional ability
Patients preferred to regain their functional ability, espe-
cially at t1. Limited mobility affected, for example, their
ability to walk, climb stairs and drive a vehicle. Mobility
was an important precondition for patients to maintain
their independence.

‘Do not take away my mobility because that would leave me
with nothing at all!’ (Dutch woman in her 60s, t1)

Patients’ impaired functional ability was often a blow to
their self-esteem. Regaining these functions was, there-
fore, a major outcome preference at both time points.
Nevertheless, patients less often mentioned this at t2
because they experienced less functional limitations by
then. Their fear of permanent loss of function and sub-
sequent disability diminished accordingly.

‘I do my work independently. Washing, ironing. . . I do it all
back again myself.’ (Belgian woman in her 60s, t1)

Performing activities
It was important for patients across countries to perform
activities of daily living (eg, dressing, cooking and going
for a walk with the dog), work, hobbies and social activ-
ities independently and in the same manner as they had
always done. Performing these activities had generally
been self-evident prior to RA onset.

‘Walking, climbing stairs, opening a bottle, tying your shoe-
laces. . . These are things every normal person is able to do,
no?’ (Belgian man in his 50s, t2)

Patients had adjusted to their disease at t2, although
they still preferred not to make (m)any changes to their
life (eg, pacing activities, using assistive devices and ask-
ing for help), only if they had to. Especially Swedish
patients were more focused on adopting a healthy life-
style (eg, exercise, diet and smoking cessation) to regain
their former activity levels.

‘To get cured is the greatest wish. But that was the first thing
I was told, that you do not. And then you have to try to
process and, as I said, the best thing is that I have started
working out. That is what is the most positive part.’ (Swedish
man in his 50s, t2)

Self-accomplishment
Self-management
Patients wanted to become capable of self-managing the
consequences of RA. They wanted to know what they
could do themselves to continue living a normal life.

‘And the knowledge and concern go hand in hand. With
knowledge, the worry decreases.’ (Swedish man in his 50s, t1)

Self-management became an increasingly important
outcome at t2 because patients were clinically more stable
and felt more confident to take control by then. For
example, they wanted to know how to prevent flares by
avoiding triggers. Topics such as exercising, adjusting the
work environment and pacing activities also became
more important over time. Swedish patients more fre-
quently discussed self-management than their Belgian
and Dutch counterparts. Patients across countries
expressed a desire to play an active role in making treat-
ment decisions at t2.

Role fulfilment
The ability to fulfil important life roles was a major out-
come preference at both time points because this was core
to patients’ self-accomplishment. They preferred to engage
fully at home and at work, in hobbies and leisure activities,
and maintain their relationships with family and friends.

‘If only I can keep going for my walks. That is very important
to me. Yes, fine, we all need to work. That is important too.
Simple enough. That is number one and then hobbies.’ (Dutch
man in his 50s, t1)

Some patients feared to be excluded by others because
they were not able to engage fully. The same roles were
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identified in each country. Dutch and Swedish patients’
workability was discussed as being more important than
resuming hobbies and leisure activities in living a normal
life, while Belgian patients who still experienced an
unstable disease tended to focus less on workability at
t2. Maintaining a stable standard of living was an outcome
preference especially of interest to Swedish patients.

Self and identity
It was important for patients to be their independent
selves at both time points. They preferred to re-establish
their predisease identity, which was more of a struggle at
t1 than t2. To live a normal life despite RA, patients did not
want to identify themselves as a patient, nor wanted to be
treated as a patient by the people around them because
this affected their sense of self.

‘And now at the general practitioner as well. You find yourself
in a risk category because you are now a chronic patient. You
get a influenza shot every year. Things like that. You are in
a category that you were not in previously and. . . Yes, well. . .
In itself, that is not so bad, but. . . It makes me think: I am
getting old. [. . .] it really is quite confronting.’ (Dutch woman
in her 50s, t2)

Some patients were afraid of being a burden to others,
which made them vulnerable to social isolation. It was,
therefore, important for them to maintain their indepen-
dence. Swedish patients, in particular, preferred to main-
tain their appearance unaffected by RA to re-establish
a normalised sense of self.

‘You do not recognise yourself, it is like you have lost part of
yourself.’ (Swedish woman in her 40s, t2)

Some Dutch patients experienced ignorance and mis-
understanding as a consequence of the invisible nature of
RA at t2. They preferred greater recognition and support
from other people.

Well-being
Emotional well-being
Patients highlighted the emotional burden of being
diagnosed with RA. They preferred to ease negative
emotions (eg, anxiety, frustrations and grief) and feel
well again.

‘I was desperate because I could not do my household chores no
more. I could not do absolutely anything. They had to dress me
and that is not easy. I am a person who likes to be busy, who
cannot sit still, so, uhm, it is difficult.’ (Belgian woman in her
60s, t1)

For Belgian and Dutch patients, emotional well-being
was of greater importance at t1 because they experienced
fewer negative emotions at t2. However, worries about the
unpredictability of their future were still present. On the
other hand, Swedish patients expressed more negative
emotions at t2 because they still struggled to deal with
the challenges of RA (eg, fatigue and side effects).
Patients who experienced a relapse or multiple treatment

failures expressed additional emotional distress. Some
Dutch patients feared in particular that they would even-
tually run out of treatment options.

‘And something else that worries me a bit, since I have already
tried all of them [medication]. . . That eventually I will have
reached the end of treatment options. [. . .] Will there be any-
thing else left? Or do I start all over again?’ (Dutch woman in
her 50s, t2)

Positive outlook
Patients preferred to have a positive outlook despite RA,
which was described as facing the future with confidence
and having positive perspectives.

‘The first time I heard that I really had RA, I thought: What
will happen to me in years to come? What does this mean for
my future? Will all of my plans fall apart now or can I just
slowly keep doing whatever I have been doing so far?’ (Dutch
woman in her 20s, t1)

In order to experience well-being, patients preferred to
still be able to make long-term plans and commitments to
keep on experiencing or re-experience joy in everyday
life. Patients had more positive expectations for the
future at t2 because they were less worried and had more
disease experience by then. Belgian and Swedish patients
also expressed the outcome preference of living a long
life, comparable to their peers.

Vitality
Patients preferred vitality, which was described as feeling
full of life and energy again. RA drained patients’ energy
levels.

‘I want to feel energetic. Energetic and happy.’ (Swedish
woman in her 40s, t2)

They expressed a desire to regain their physical and
mental drive again to ensure their well-being to live
a normal life. Belgian patients especially highlighted this at
t1, while Swedish patients' focus on vitality increased over
time. Vitality was not mentioned as such by Dutch patients.

DISCUSSION
Our results provide a multinational perspective on patient-
preferred treatment outcomes in early RA. We found that,
regardless of country of residence, patients essentially
wanted to live a normal life despite RA. Many similar
patient-preferred outcomes were revealed in Belgium, the
Netherlands and Sweden. However, some outcome prefer-
ences developed differently over time across countries.
We found that it was of major importance to patients to

live their life as normal as possible, which concurs with
findings of previous studies in RA.6 8 9 31 However,
patients’ definitions of normality changed as their disease
experience increased. This result conforms with the con-
cept of ‘shifting normalities’, described by Sanderson and
colleagues.32 The added value of our study is the context
in which normality was described, namely, over time in
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the early stages after diagnosis of RA and treatment initia-
tion. We found that patients’ normal life was disrupted
after RA onset and patients preferred to return to their
predisease life without making (m)any changes. They
redefined their notion of what constitutes a normal life
over time because they became more familiar with their
disease and its consequences. Knowledge about patients’
definitions of normality in the early stage of RA is scarce,
yet, crucial for clinicians when supporting patients in
disease adjustment and self-management.33

Relief of symptoms, especially pain, was of primary con-
cern to patients across countries after RA onset. Symptom
management is thus an important part of care from the
perspective of patients with early RA. This does not differ
from findings of studies in patients with established RA,7

but patients with early RA specifically highlighted the
importance of medication with a fast onset effect and the
difficulty of symptom management in case of a delayed
treatment response. Furthermore, fatigue was not a main
focus of patients with early RA, although relief of fatigue
became an increasingly important outcome for Dutch and
Swedish patients over time. This finding seems in contrast
to studies where patients beyond the early stage of RA
consistently emphasised the everyday impact of fatigue
on their life.34 Altogether, our results imply that patients’
outcome preferences may change over time, depending
on their perceived response to treatment and the stage of
RA. This implication should, however, be confirmed or
refuted by studies using quantitative research methods.
Another result that adds to the existing body of know-

ledge about patient-preferred outcomes is that patients
with early RA do not want to feel like a patient. Accepting
an identity that suddenly includes having a chronic
disease was a major issue for patients across countries.
Toye and colleagues also described a disrupted self and
identity in their meta-ethnography. They pointed out
how RA changed who a person was and what he/she
had planned to be in the future.35 Patients with early RA
preferred to continue being the person they were prior to
RA onset, but this was a struggle for them, especially at t1.
We found a few country-specific outcome preferences,

indicating that a country’s healthcare system and culture
may also influence patient-preferred outcomes in early
RA. Most notably, only Swedish patients considered effec-
tive non-pharmacological treatment (eg, patient educa-
tion, physiotherapy, occupational therapy and social
work) an important outcome. Swedish patients were
probably more familiar with these treatment types since
they had consultations with a physiotherapist, an occupa-
tional therapist and a social worker 6 weeks after treat-
ment initiation as part of usual care. Another outcome
frequently discussed by Swedish patients was self-
management, while patients in Belgium and the Nether-
lands were mostly focused on effective pharmacological
treatment. Swedish patients also tended to express
a greater negative impact of RA on their emotional well-
being than Belgian and Dutch patients. The question
arises whether expressing emotions is more common in

Sweden. We found that it was only Belgian patients who
spoke of proof of disease control as an outcome prefer-
ence. A possible explanation is that financial incentives
are tied to the systematic measurement of clinical out-
comes (eg, the Disease Activity Score in 28 joints) in
Belgium and it may be that patients noticed clinicians’
focus on these outcome measures, thus making it of
greater concern to them. Finally, it should be noted that
relief of fatigue became an increasingly important out-
come for Dutch and Swedish patients over time, but it did
not for Belgian patients. We could not find a plausible
explanation for this. Further (quantitative) research is
needed to explain country specificities.
We revealed a wide range of patient-preferred out-

comes in early RA, which were related to disease control,
physical performance, self-accomplishment and well-
being. Our findings contribute to a current need in RA
treatment, namely, understanding what really matters to
patients.36 Integrating the patient perspective in clinical
practice is essential for achieving optimal outcomes, since
outcomes preferred by patients do not always comply with
those measured by clinicians.5 Moreover, outcomes are
important indicators for decision-making in RA treat-
ment. By considering patient-preferred outcomes when
making treatment decisions, clinicians can strengthen
their clinical observations and dialogues with patients.
This will enhance person-centred care and facilitate
shared decision-making,26 37 which is preferred by the
majority of patients.38 After all, clinicians are medical
experts in RA, but patients have the lived experience.39

Several strategies were applied to ensure this study’s
trustworthiness, such as uniformity in data collection and
data analysis training for the local research teams.18

Furthermore, decisions were all made in teams and well
documented to prevent researcher bias due to solo inter-
pretations or personal opinions. To support the quality of
the independently employed national studies, the local
research team used a reporting tool that was based on
the consolidated criteria for reporting qualitative
research40 41 and the quality criteria suggested by Mays
and colleagues.42 Moreover, the local research teams con-
sisted of experienced qualitative researchers as well as
patient research partners. Hence, this study on the patient
perspective was strengthened at several research phases by
the involvement of patient research partners, which is
a recommended strategy.43 Two Belgian patient research
partners provided feedback on the research question and
codeveloped the study design and the data collection
method. In each country, patient research partners veri-
fied the clarity and understandability of the interview ques-
tions and helped with data interpretation and the
discussion of the local results. They also approved the
patient information and informed consent forms. The
robustness of patient-preferred outcomes across countries
indicates that our results are relevant to the broader popu-
lation of patients with early RA in countries with a similar
healthcare system and culture. However, we acknowledge
that a more diverse group of countries, representing, for
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example, Southern, Eastern and North European
countries, could have supported conclusions about
the cultural differences and the transferability of the
findings. The selection of the countries was primarily
based on achieving a first exploration of patient-
preferred outcomes in early RA. A motivated local
team with experience in qualitative research and hav-
ing resources available were selection criteria in view
of the feasibility of this longitudinal qualitative study
in different countries and different languages. Also,
other methodological considerations of this study
should be mentioned. Some focus groups were smaller
than intended, which could limit rich discussions. It
could, however, also make patients feel more at ease
to speak out loud and be equally involved in the
discussions. Finally, it was a challenge to interview
patients at two time points, perhaps because of the
early disease stage. Despite efforts made in the study
design (ie, adding the possibility of individual inter-
views at t2 in the Netherlands and Sweden), patients
still dropped out at t2.
In conclusion, patients in Belgium, the Netherlands

and Sweden have many similarities in terms of which
outcomes they prefer throughout the early RA stage. ‘A
normal life despite RA’ was an overarching patient-
preferred outcome across countries, including outcomes
related to disease control, physical performance, self-
accomplishment and well-being. This multinational per-
spective on patient-preferred treatment outcomes in
early RA is valuable for clinicians of different disciplines
(eg, rheumatologists, rheumatology nurses, physiothera-
pists and occupational therapists) to implement person-
centred care directly from treatment initiation.
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