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Abstract
Background  Early diagnosis and modern treatment have changed everyday life of patients with rheumatoid arthritis 
(RA). However, symptoms are still pronounced several years after diagnosis. The aim of this study is therefore to 
synthesise the perception of everyday life in men and women with contemporary treated RA over the course of the 
first decade after diagnosis. This will be achieved by comparing subjective experiences with quantitative measures of 
disability and disease activity.

Methods  A longitudinal convergent mixed method was used. Thirty-one patients, clinically diagnosed with RA 
and ≥ 18 years of age, were recruited from the TIRA-2 project in southeast Sweden. Patients were followed over 
a decade regarding disease activity (DAS28), grip force (Grippit), pain intensity (VAS mm) and activity limitations 
(HAQ). Participation in valued life activities (VLA-swe) was assessed 10 years after diagnosis. The patients took part 
in individual interviews three- and ten-years post-diagnosis. Quantitative data were analysed through descriptive 
analyses and linear mixed models. The interviews were analysed using directed content analyses. The results from the 
quantitative and qualitative analyses were integrated in accordance with the chosen design.

Results  Discrepancies between the quantitative and qualitative results were revealed, along with differences 
between sexes. Women expressed more problems related to disease activity and grip force, which did not coincide 
with the quantitative results. In fact, women experienced difficulties in activities despite decreased disease activity. 
Furthermore, their pain score changed quantitatively over time, which was not expressed in the interviews. These 
disconfirming results were not seen in men. Both women and men displayed confirming results regarding activity 
limitation. Some issues, such as with basic needs, were more visible quantitatively than through interviews.

Conclusions  Men and women with contemporary treated RA still experience disability a decade after diagnosis. 
Additionally, patients’ experiences and quantitatively measured outcomes do not always coincide. The qualitative data 
adds information and thereby complements the quantitative data on disability. Our results confirm the importance of 
person-centred rehabilitation in optimising patients’ possibilities for participation in everyday life.

Clinical trial number  Not applicable.
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Background
In rheumatoid arthritis (RA), routines for early diagno-
sis and early treatment have been available for decades. 
These include Disease-Modifying Anti-Rheumatic Drugs 
(DMARDs), with the goal of remission or low disease 
activity [1]. From a longitudinal perspective, even though 
the effects of early interventions show less disease activ-
ity [2], symptoms are still evident several years after 
diagnosis. For example, patients still experience affected 
grip force five years after diagnosis [3] and unaccept-
able pain (≥ 40 mm VAS) 15 years after diagnosis, despite 
remission [4]. Moreover, after an initial decrease, activity 
limitation is also substantial and still increasing 20 years 
after diagnosis [5]. Some differences between women and 
men have been stated. For example, women exhibit more 
disease activity, pain, activity limitation [6, 7], and lower 
grip force [3] than men. They also achieve remission less 
frequently than men [6, 8]. Although issues with symp-
toms are seen in both women and men and are consistent 
with patients treated in accordance with earlier proce-
dures [9].

From a clinical perspective, the goal of remission or 
low disease activity can currently be considered accom-
plished in many patients with RA. However, patients 
connect remission to reduced impact on functioning as 
well as to the ability to perform valued activities [10]. In 
relation to these perceptions, even lower levels of pain 
have been related to difficulties in performing valued life 
activities [11]. Hence, symptoms affect patients’ everyday 
lives, such as by forcing them to adapt activities [12] and 
by negatively impacting social function [13–15]. To expe-
rience greater participation in, for example, social activi-
ties, current RA patients express a desire for symptom 
reduction [16]. However, through qualitative research, 
participation restrictions are proven to still be evident 
several years after diagnosis, affecting different aspects 
of everyday life [14, 15], including work [17] and intimate 
life [18]. In other words, previous research indicates dis-
crepancies between accomplished clinical goals and the 
patients’ own experiences and wishes.

Through mixed methods research, we aim to look at 
today’s patients from both a qualitative and quantita-
tive perspective, targeting these indicated discrepancies 
and enhancing the understanding of patients’ every-
day life. Previously, mixed methods research in RA has 
focused on specific aspects such as types of treatment, 
but not on wider concepts like disability or everyday life. 
Furthermore, despite frequent longitudinal research in 
RA patients, longer follow-ups covering experiences of 
patients undergoing today’s contemporary treatment 
are lacking. Through a longitudinal mixed methods 
approach, we have the potential to increase knowledge 
of RA’s influence on patients’ participation in everyday 
life over a longer time period. The aim of this study is 

therefore to synthesise the perceptions of everyday life 
in men and women with contemporary treated RA by 
first exploring how they experience their everyday lives 
over the course of the first decade following diagnosis; 
and second, by comparing these experiences to quantita-
tive measures of disability and disease activity during the 
same period.

Methods
Design
To present both subjective experiences and quantitatively 
assessed aspects of patients’ everyday lives, this longi-
tudinal study employed a convergent mixed methods 
design. This approach collects and analyses quantitative 
and qualitative data separately and in parallel. After-
wards, the results are integrated and compared to deter-
mine whether they confirm or disconfirm each other. The 
results are presented with a weaving approach [19]. The 
study has taken into consideration the Mixed Methods 
Reporting in Rehabilitation & Health Science (MMR-
RHS) [20]. A flowchart of data collection and data analy-
sis is illustrated in Fig. 1.

Participants
This mixed methods study is part of TIRA-2 (Early Inter-
ventions in Rheumatoid Arthritis) [21], a multicentre 
project that consecutively included patients with RA in 
southeast Sweden between 2006 and 2009. Inclusion cri-
teria for TIRA-2 were at least four of the criteria accord-
ing to the American College of Rheumatology (ACR-87) 
[22]; or, at a minimum, morning stiffness, symmetrical 
arthritis and arthritis of the small joints; or a positive 
Anti-CCP and at least one peripheral joint with synovitis. 
Since inclusion in TIRA-2, these patients have been to 
yearly clinical follow-ups. From a total of 522 monitored 
patients, 59 fulfilled the criteria for and accepted partici-
pation in individual interviews during 2009–2010. Inclu-
sion criteria for these interviews were being of working 
age (< 64 years of age) and having 3 years’ experience 
with RA. The 59 patients who took part in the first set 
of interviews were invited to another set of interviews in 
2018–2019. Inclusion criteria for these interviews were 
having participated in the previous interview. Thirty-
one patients accepted, and constitute the present study’s 
sample.

Data collection
Quantitative register-based data and qualitative inter-
view data were collected in parallel over 10 years. The 
quantitative register-based data were registered yearly 
in the Swedish Rheumatology Quality Register (SRQ) as 
part of clinical routine. Data from time for diagnosis and 
inclusion, as well as follow-ups at the three-, five-, eight- 
and ten-year marks are analysed in this study. Individual 
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qualitative interviews were conducted approximately 
three and 10 years after inclusion.

Quantitative data collection
Disease activity was assessed using the Disease Activ-
ity Score in 28 joints (DAS28), a scale ranging from 0 to 
10 with values > 5.1 indicating high disease activity, ≤ 5.1 
moderate disease activity < 3.2 low disease activity, and 
< 2.6 remission [23]. Grip force was tested in newtons 
(N) using a Grippit™ (AB Detektor, Gothenburg, Swe-
den), using the right hand’s mean score over 10  s [24, 
25]. Pain intensity was reported in millimetres (mm) on 
a Visual Analogue Scale (VAS), reaching between 0 and 
100  mm. Activity limitation was self-reported using the 
Health Assessment Questionnaire (HAQ), consisting of 

questions regarding the ability to perform activities such 
as dressing, taking a tub bath, and opening car doors. 
For each activity, the response alternatives are “without 
any difficulty” (scoring 0), “with some difficulty” (scor-
ing 1), “with much difficulty” (scoring 2), and “unable to 
do” (scoring 3), resulting in a total score between 0 and 3 
[26].

Ten years after inclusion, patients reported their per-
formance in valued activities using the Swedish version 
of the Valued Life Activity scale (VLA-swe) [27], which 
aims to assess participation in valued life activities. It 
consists of 33 activities, and is self-rated on a four-point 
scale (from 0 = no difficulty to 3 = unable to perform) [28]. 
Examples of activities include basic needs, gardening, 
social events, leisure activities and working. Activities 

Fig. 1  Flowchart of data collection and data analysis
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not applicable or important to the individual are not 
included in the scoring. If an activity was reported as 
“unable to perform”, with “a little difficulty”, or “lot of 
difficulty”, it was considered “affected” in this study. 
VLA-swe has been tested for internal consistency and 
construct validity with good results [27]. Data regarding 
the patients’ VLA scores were collected by authors MBe 
and ÅLR (Fig. 1).

Qualitative data collection
During the first set of interviews, a semi-structured inter-
view guide (Supplementary file 1) with open-ended ques-
tions was used, featuring questions about participation 
and participation restrictions in everyday life. Examples 
of questions were: “How is your everyday life?” and “Can 
you describe a situation, preferably during the past week, 
when you were hindered by or reminded of your RA?”. 
These interviews lasted between 45 and 90 min and data 
collection took place between October 2009 and May 
2010. The second data collection period used an inter-
view guide based on the guide from the first interviews, 
also featuring questions on everyday life and participa-
tion, with support as an added topic (Supplementary 
file 2). These interviews lasted between 14 and 109 min 
(median 58 min) and data were collected between Octo-
ber 2018 and November 2019. All interviews – both the 
first and second round – were audio recorded and tran-
scribed verbatim. Prior to both sets of interviews, pilot 
interviews were conducted but are not part of the analy-
sis. In total, five different researchers conducted the dif-
ferent sets of interviews, however, none of the researchers 
were involved in the patients’ treatment or rehabilitation 
on any occasion.

Data analysis
Following the convergent mixed methods procedure [19], 
the register-based data and interview data were analysed 
separately. The quantitative register-based data concern-
ing disease activity, grip force, pain, and activity limita-
tion, as well as data on valued life activities, were analysed 
using IBM SPSS Statistics 28. The two sets of qualitative 
interview material were analysed using directed content 
analysis [29]. In accordance with the chosen method, a 
narrative integration with a weaving approach was used 
to compare and synthesise the results. The two types of 
results are presented together as a whole, category by 
category.

Statistical analysis
Descriptive statistical analyses were performed on demo-
graphical data to describe the participants, who were 
divided into groups based on sex. We conducted linear 
mixed model analysis to examine the effects of timepoint 
and sex on disease activity (DAS28), grip force (Grippit), 

pain intensity (VAS), and activity limitations (HAQ). The 
analysis was performed using the MIXED procedure in 
SPSS. The model included fixed effects for timepoint, 
sex, and their interaction. Restricted maximum likeli-
hood estimation was used to fit the model, which can 
handle missing values in the outcome variables. The 
Satterthwaite approximation was applied to determine 
the degrees of freedom for the fixed effects. An unstruc-
tured covariance matrix was specified for the repeated 
measures to account for within-subject correlations. 
We specified several custom hypothesis tests to evalu-
ate within-subject changes at different timepoints (three, 
five, eight, and 10 years) compared to baseline for both 
females and males. Additionally, we tested for between-
subject effects to compare the differences between 
females and males at each timepoint. Estimated marginal 
means were computed for each timepoint and sex, and 
pairwise comparisons were performed to further explore 
the interaction effects. Bonferroni correction was applied 
to control for multiple testing.

A value of p < 0.05 was considered statistically signifi-
cant. The results from the statistical analyses are pre-
sented in the different categories in the Results section, 
together with the results from the qualitative analysis, in 
accordance with the chosen methodological approach.

Qualitative analysis
A deductive directed content analysis was performed 
where the quantitative outcomes of disease activity, grip 
force, pain intensity, activity limitation, and performance 
in valued life activities acted as predetermined codes [29]. 
These codes guided the analytical process, together with 
the overarching question “Over the course of a decade, 
how is your everyday life affected by RA?” For example, 
since disease activity is connected to swollen joints, pas-
sages concerning problematic swollen joints were identi-
fied in the qualitative material. Similarly, activities such 
as getting dressed and running errands were connected 
to HAQ. In addition, and in relation to the overarching 
question, passages regarding participation and activi-
ties not related to the specific outcomes were identified. 
The qualitative analysis was conducted by the first author 
(MBe) who undertook the analysis with a manifest focus 
and discussed the results with co-authors. The results 
from the qualitative analysis are presented together with 
the results from the quantitative analysis in the Results 
section’s categories.

The integration phase
The results from the quantitative and qualitative analy-
ses were merged in the integration phase with the aim 
to compare the quantitative outcomes with the patients’ 
own descriptions. In the interviews, activities were con-
sidered negatively affected if patients mentioned them as, 
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e.g., problematic or mentioned that they withdrew from 
them. This integration elevated the results to two dif-
ferent categories. The first author (MBe) performed the 
integration phase, and the developed categories were dis-
cussed among co-authors until consensus was reached. 
In accordance with the chosen methodological approach, 
the results from the integration phase will be presented 
via a weaving approach, where categories encompassing 
both quantitative and qualitative data are presented one 
at a time [19].

Results
Through the integration phase, two different catego-
ries were determined. One category – Experienced RA’s 
influence on my body – relates to bodily aspects such as 
pain and stiffness, and the other category – Experienced 
RA’s influence on my everyday life – relates to how RA 
affects activities in patients’ everyday lives during the first 
decade after diagnosis (Fig. 2).

Participant characteristics
In the sample (52% women), almost all patients (97%) 
were prescribed DMARDs upon inclusion. Most were 
employed or studied at inclusion, whereas at 10 years, 
more had left the work force, often due to retirement. 
More patients also lived with other diagnoses aside from 
RA at the ten-year follow-up. The patients constitute a 

sample with a moderate disease activity, low grip force, 
pain intensity above an acceptable level, and moderate 
activity limitations (Table 1).

Experienced RA’s influence on my body
The quantitative analysis showed that disease activity 
and pain intensity decreased in both men and women 
from inclusion on. However, while disease activity sta-
bilised after three years, pain intensity increased in men 
after three years (mean 19, 95% CI = 10 to 27 at three 
years, mean 24, 95% CI = 10 to 39 at five years) and in 
women after five years (mean 25, 95% CI = 12 to 38 at five 
years, mean 40, 95% CI = 25 to 54 at eight years) (Fig. 3). 
Regarding disease activity and pain intensity, there were 
no statistical differences between women and men dur-
ing the first decade with RA, although women generally 
displayed higher values.

In relation to disease activity, stiffness was expressed 
as problematic, such as after sitting down or getting up 
from the floor. After a decade, both men and women still 
mentioned stiffness, as exemplified by one woman:

…I used to say that it is like the hinges need lubri-
cation in the knees. (Woman, age 68, 10 years after 
diagnosis)

Fig. 2  Patients’ experiences of everyday life with RA. Integration of quantitative and qualitative results of patients’ experiences of everyday life over the 
course of the first decade after RA diagnosis
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Flares were expressed by both men and women and both 
after three and 10 years. In connection to flares, issues 
with pain, swelling, stress, and fatigue were mentioned. 
Patients could be highly affected during flares, such as 
exemplified by one woman:

When I am in these flares, then I absolutely feel it, 
then the body is on, it is, it is like turning on a refrig-
erator, this buzzing you hear in the entire body, when 
you feel the whole body when it is on, so to speak … 
(Woman, age 55, three years after diagnosis).

Table 1  Patient characteristics at inclusion in TIRA-2 and at the ten-year follow-up
N, mean(SD) Inclusion 10 years

Women (N = 16) Men
(N = 15)

Total p Women Men Total p

Age (years) 48(10) 50(10) 49(10) 0.69 - - -
Educational level N
  Primary
  Secondary
  Higher education

4
7
5

5
8
2

9
15
7

Co-habitating, partner N (%) 10 (63%) 11 (73%) 21 (68%) 11 (69%) 12 (80%) 23 (74%)
Other diagnoses N (%) 1 (6%) 1 (7%) 2 (6%) 8 (50%) 3 (20%) 11 (35%)
Employed, student N (%) 15 (94%) 12 (80%) 27 (87%) 6 (38%) 10 (67%) 16 (52%)
DMARDs N (%) 16 (100%) 14 (93%) 30 (97%) 8 (50%) 1 11 (73%) 2 19 (61%) 3

DAS28 score 5.1(1.3) 4.4(1.2) 4.8(1.3) 0.090 2.6(1.2) 2.3(0.9) 2.5(1.1) 0.967
Grippit Newton 134(75) 152(87) 143(81) 0.615 141(79) 344(58) 208(122) < 0.001*
Pain intensity VAS mm 48(25) 43(23) 46(24) 0.589 32(27) 35(33) 34(30) 0.882
HAQ score 0.7(0.6) 0.9(0.5) 0.8(0.5) 0.302 0.6(0.4) 0.5(0.4) 0.5(0.4) 0.852
Number of affected VLA’s - - - 7(8) 6(8) 7(8)
N: number of patients. DMARDs: Disease-Modifying Anti-Rheumatic Drugs. DAS28: Disease Activity Score in 28 joints. VAS: Visual Analogue Scale. HAQ: Health 
Assessment Questionnaire. VLA: Valued Life Activities. * Statistically significant by < 0.05. 1 7 (44%) unknown. 2 4 (26%) unknown. 3 11 (35%) unknown

Fig. 3  Disease activity, grip force, pain intensity, and activity limitation in patients with RA. Disease activity score 28 joint count (DAS28 score), grip force 
(Newton), pain intensity (VAS mm) and Health Assessment Questionnaire (HAQ), from inclusion (year 0) to 10 years in women and men with RA
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The quantitative analysis showed that disease activity 
according to DAS28 increased in men between three 
(mean 2.0, 95% C = 1.4 to 2.6) and 10 years (mean 2.6, 95% 
CI = 1.9 to 3.4), which is also seen in the men’s descrip-
tions in the qualitative analysis, where they expressed 
issues to a larger extent 10 years after diagnosis, namely, 
nine men mentioned specific issues at three years, com-
pared to that thirteen mentioned issues at 10 years. This 
illustrates confirming results. On the other hand, disease 
activity decreased slightly, although not significantly, in 
women between three (mean 2.8, 95% CI = 2.2 to 3.3) and 
10 years (mean 2.6 95% CI = 1.9 to 3.4), whereas problems 
with stiffness and flares were still mentioned a decade 
after diagnosis (six women described issues at three 
years, 12 women described issues at 10 years) In contrast 
to men, women exhibit disconfirming results regarding 
disease activity.

Pain was connected to stiffness and often to the joints. 
Men in particular described pain as constant both at 
three and 10 years. Pain was inevitably a factor that 
affected the patients, for example, by causing disturbed 
sleep. Generally, morning was pronounced as more diffi-
cult, regarding stiffness and pain, and in both women and 
men. For example:

…yesterday morning it hurt, really and stiff, so, and 
then off course, but I do what I should anyway even 
though it hurts. (Man, age 54, three years after diag-
nosis).

As seen in the quantitative analysis, pain intensity 
increased in men between three (mean 19, 95% CI = 10 
to 27) and 10 years (mean 30, 95% CI = 12 to 49) in men. 
This mirrors the results from the qualitative analysis, 
where men expressed issues with pain to a larger extent 
at 10 years after diagnosis (11 described problems at 
three years, 13 described problems at 10 years). Con-
versely, in women, pain was expressed in similar ways 
at both three (12 mentioned problems) and 10 years (13 
mentioned problems) in the interviews, despite fluctua-
tions seen in the quantitative data (mean 25, 95% CI = 17 
to 33 at three years, mean 40, 95% CI = 25 to 54 at eight 
years and, mean 32, 95% CI = 13 to 52 at 10 years) (Fig. 3).

Connected to stiffness, the patients described feel-
ing clumsy and fumbling, and how it could cause prob-
lems with gripping and pinching. Both men and women 
described their hands getting weaker, both at three and 
10 years after diagnosis. Apart from two men, who expe-
rienced an improved condition. These, in most cases, 
declining experiences, impacted the patients’ lives in sev-
eral respects. Regarding grip force, there were statistically 
significant differences between men and women at three, 
five, eight, and 10 years (all p < 0.001). After scoring more 
similarly at inclusion, men consistently scored higher 

in grip force, as measured by Grippit. Generally, men 
expressed issues to a larger extent 10 years after diag-
nosis (mentioned by 11), compared to three years after 
diagnosis (issues mentioned by eight). This is in line with 
the quantitative outcomes demonstrating mean scores 
of 363 N (95% CI = 321 to 405) at three years and 309 N 
(95% CI = 267 to 351) at 10 years. Women quantitively 
exhibited a more stable progress regarding grip force 
during the first decade after diagnosis, scoring very simi-
lar at three (Newton mean 134, 95% CI = 98 to 169) and 
10 years (Newton mean 134, 95% CI = 100 to 168) after 
diagnosis. However, women articulated more problems 
in relation to grip force – such as lifting heavy objects – 
three years after diagnosis (15 mentioned at three years, 
11 mentioned at 10 years).

In summary, in men, the quantitative and qualitative 
analyses revealed confirming results regarding disease 
activity, pain, and grip force over the first decade after 
RA diagnosis. Whereas in women, the analyses showed 
disconfirming results regarding all these three bodily 
aspects. For example, women still expressed issues in 
relation to disease activity a decade after diagnosis, 
despite decreased disease activity according to DAS28.

Experienced RA’s influence on my everyday life
Looking at activity limitation through HAQ, there were 
no statistically significant differences between men and 
women. However, men displayed more activity limita-
tion than women upon inclusion (men mean score 0.9, 
95% CI = 0.6 to 1.2; women mean score 0.7, 95% CI = 0.4 
to 1.0) and 10 years (men mean score 0.5, 95% CI = 0.2 to 
0.7; women mean score 0.4, 95% CI = 0.2 to 0.7), whereas 
women’s HAQ score was higher than men during the 
years in between (Fig. 3). Compared to the results from 
the qualitative analysis, the integration shows confirm-
ing results regarding both women and men. This is since 
women mentioned activity limitation to a slightly larger 
extent three years post-diagnosis (15 mentioned prob-
lems at three, 14 mentioned problems at 10 years; HAQ 
mean 0.5, 95% CI = 0.3 to 0.7 at three years), and men 
mentioned activity limitation to a slightly larger extent 
10 years after diagnosis (12 mentioned issues at three 
years, 13 mentioned issues at 10 years; HAQ mean score 
at three years 0.3, 95% CI = 0.0 to 0.5). As described in 
the Methods section, activity limitation related to HAQ 
refers to issues with activities such as walking or basic 
needs.

When it comes to basic needs, such as dressing and 
eating, a few patients disclosed issues. For instance, three 
years after diagnosis one man described problems in rela-
tion to his jaw, as illustrated:

I started to feel it already if I talked or if I opened my 
mouth too much and then it came more and more 
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and it felt when I ate too, and then it became, when I 
ate meat and chewier stuff. Yes, it just got worse and 
worse, and so. (Man, age 26, three years after diag-
nosis).

A decade after diagnosis, only two women expressed 
issues regarding basic needs. This does not completely 
reflect the VLA scores, however, since a larger number 
of patients stated basic needs as affected in the question-
naires. According to the quantitative data (not shown in 
Table 1), 44% of the women and 33% of the men in the 
sample stated their basic needs were affected 10 years 
after diagnosis according to VLA. Also worth noting is 
that 44% of women also perceived their sleeping to be 
affected.

Activities connected to chores around the house were 
reported as challenging, both in the interviews and the 
VLA scores. Activities such as vacuum cleaning and 
cooking were mentioned by women as being problem-
atic in the interviews, which coincides with VLA scores 
demonstrating that 44% of women perceived these activi-
ties as affected. According to their own statement in the 
interviews, most women and men could pursue garden-
ing. However, 66% of men perceived gardening as an 
affected activity according to the VLA questionnaires, 
indicating disconfirming results regarding this particular 
activity. Heavier tasks around the house, like carpentry 
and changing tyres, were only mentioned by men in the 
interviews (four mentioned it as problematic a decade 
after diagnosis), and from the VLA questionnaires it was 
unveiled that 40% of the men perceived these activities as 
affecting their everyday lives.

Also, specifically related to the VLA scores, physical 
leisure activities were considered to be the most affected 
activity from the whole group’s perspective (52%). Exam-
ples of this were visible in different ways across the inter-
views in both women and men. For example, longer walks 
had been shortened or switched to bicycling, and forest 
walks were avoided altogether. However, one woman did 
go hiking 10 years after diagnosis.

Patients described RA as limiting their social life, or 
that adaptations were necessary. This occurred in both 
women and men, and during both interview sets (social 
life described as affected by in total 10 patients at three 
years and, by 10 patients at 10 years). A decade after diag-
nosis, VLA scores displayed that 38% of both women and 
men perceived their possibility to social participation 
as being affected, illustrating confirming results in the 
integration phase. The following quote exemplifies RA’s 
impact on social activities:

I mean it is limited. So, I, if I am to plan something 
that I am supposed to do, then I do that on a day 
when I am off if possible and sometimes I withdraw 

from things because I can not bear it if I have been 
working from nine to four, so maybe I do not have 
the energy to do anything in the evening. (Woman, 
age 61, 10 years after diagnosis)

Other aspects of everyday life were the fact that activities 
took longer time to perform and necessary adaptation 
that followed. For example, patients could experience a 
lack of energy, feel forced to take breaks during activi-
ties or split the activities across several days. On the one 
hand, everyday life was considered to be changed, and on 
the other, activities could still be performed but over a 
longer time frame.

At both three and 10 years, both male and female 
patients expressed how RA required them to make adap-
tations in their everyday lives (described by totally 16 
at three years, totally 15 at 10 years). This could include 
adapting one’s planning day-by-day but could also mean 
avoiding activities altogether. A general feeling of need-
ing to adapt was expressed, as illustrated in the following 
examples:

Most of the things can be done, but it may take the time 
it needs. (Man, age 44, three years after diagnosis)

Well, I do not live like I did before when I was 
healthy, it is really a difference. (Woman, age 53, 
three years after diagnosis)

Nevertheless, in several cases, RA did not have a con-
siderable impact on everyday life. Both men and women 
described how they did not need to adapt or withdraw 
from any activities and experienced no limitations.

I can still do quite a lot anyway. As long as you learn 
to adapt. That is the way it is. (Woman, age 59, 10 years 
after diagnosis).

To summarise the second category, activity limitation 
according to HAQ was consistent with the patients’ expe-
riences from the interviews. In this sense, RA’s influence 
on activities in everyday life displayed confirming results 
from the analyses. However, looking at the VLA scores, 
at 10 years after diagnosis, fewer patients expressed 
issues with activities such as basic needs (only three 
patients expressed problems) and gardening (disclosed as 
problematic by one patient), whereas the VLA scores in 
fact displayed problems to a larger extent (whole group: 
basic needs 39%, gardening 42%), showing disconfirm-
ing results. On the other hand, the VLA scores and the 
interviews exhibited confirming results regarding RA’s 
distinct influence on physical leisure activities and social 
activities.
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Discussion
The integration of quantitative and qualitative results 
showed both agreement and discrepancies between 
quantitative questionnaires and the interviews at both 
three and 10 years after diagnosis. It seems evident that 
the two perspectives complement each other in our 
understanding of RA’s influence on everyday life dur-
ing patients’ first decade with the diagnosis. Differences 
between women and men over the course of the first 
decade after diagnosis were also displayed.

Disease activity as well as pain was overall higher in 
women during the first decade after RA diagnosis, which 
corresponds to previous research displaying differences 
between sexes [30, 31]. Worth noting is that all patients 
in our study had access to the early and improved treat-
ment from the start of their diagnosis. Improvements in 
pain and activity limitation have recently been reported, 
for example, when comparing newer (DMARDs) and 
previous (methotrexate) treatment [32], however, despite 
decreased disease activity, women in our study still 
express issues with related activities. Although, symp-
toms such as pain are still reported by patients with RA, 
despite remission [4], which illustrates the chronic nature 
of the diagnosis and highlights the need for a continu-
ous care and rehabilitation of good quality. Difficulties 
in performing valued life activities have previously been 
connected to higher levels of pain [30], which was seen in 
both men and women in our study. It is therefore impor-
tant to look at the impact of pain in a wider manner, as 
also stated in international recommendations [33], where 
pain assessments should include patients’ needs in terms 
of priorities in everyday life. Questionnaires in combina-
tion with thorough patient interviews can contribute to 
this, as was performed in our study.

RA diagnosis is unquestionably associated with both 
activity limitations and participation restrictions. For 
example, in a study by Gikaro and colleagues [34], 45% 
of patients reported difficulties in one or more activities 
of daily living or participation, and nearly two thirds of 
patients who reported difficulties were women. Further, 
Leino and colleagues [35] found that most of patients 
report disadvantages in performing household activities, 
physically demanding tasks causing the most impair-
ments, and leisure activities were reduced or abandoned. 
In relation to these previous research results, among our 
patients, physically demanding leisure activities stood 
out as being affected among both men and women. To 
some extent, household activities were also perceived as 
being affected, and more so among women than men.

RA’s impact on activities in everyday life was seen in 
our results through both a quantitative and qualitative 
perspective. Previous research report that patients put 
greater importance on symptoms’ impact on everyday 
life, rather than the duration or severity of the symptom; 

e.g., stiffness [17]. Additionally, while patient-reported 
outcome measures (PROMs) assess, e.g., functional 
limitations, they often fail to show their impact on the 
context of the patients’ lives [36]. This emphasises the 
patients’ focus on everyday life rather than on clinical 
outcomes. This goes hand-in-hand with disease remis-
sion, which has been defined by patients as autonomy, 
return to normalcy, being physically able, and having 
control over one’s life [37]. This definition does not coin-
cide with clinical remission, which instead focuses on 
the absence of inflammatory disease activity [38]. This 
further points to a discrepancy between measures and 
the patients’ experience, something that was displayed 
in our study through, for example, the fact that women 
expressed issues with activities in everyday life in rela-
tion to symptoms like stiffness, despite a decreased dis-
ease activity a decade after diagnosis. As suggested by, for 
example, Acebes and colleagues [39], remission should be 
defined not only from the perspective of the professional, 
but also – and more importantly – from the patient’s 
perspective. Therefore, in a rehabilitation process, it is 
important for health care professionals to keep both clin-
ical outcomes and the patients’ own accounts in mind.

Negrón et al. [40] highlight the influence of contex-
tual factors on outcomes, as well as the importance of 
assessing patient-centred outcomes in long-term longi-
tudinal observational studies. Our study’s contribution 
to this discussion are the occasionally disconfirming 
results indicating a need for assessments targeting dif-
ferent aspects. Furthermore, a patient may score ‘well’ 
in a disability assessment but still experience disability 
in more complex activities [27]. Additionally, activities 
such as caring for family members, driving a car, sleep-
ing, and social activities have previously been identified 
as important aspects impacting everyday life, but missing 
from PROMs [36]. However, these activities are all vis-
ible through the VLA scale, indicating a need for a more 
extensive use of this assessment, and we believe it has 
added valuable nuances to our results.

With the aim of exploring the relationship between 
quantitative outcomes and patients’ subjective experi-
ences during their first decade with RA, a mixed meth-
ods approach was considered a good fit to capture the 
essence of different aspects of the patients’ everyday 
lives. However, our sample was quantitively limited, and 
we dealt with missing values. Linear mixed models with 
restricted maximum likelihood estimation were used, as 
they are often preferred over more traditional approaches 
due to their advantages in dealing with missing values. 
Also, from a qualitative methodological perspective, our 
sample of 31 patients is a fair number of participants. 
Moreover, the ten-year follow-up regarding the register-
based data and the second set of interviews were not per-
formed simultaneously, presenting a limitation regarding 
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our timeline. We have chosen to be flexible considering 
the interview time span, something that can, of course, 
affect our results. Nevertheless, after thorough discus-
sions, this flexibility was considered reasonable in order 
to approach the research aim from a longitudinal per-
spective. However, the assessments that were used are 
valid and established in rheumatic diseases. Finally, our 
patients were recruited from a well-managed and con-
trolled cohort, which adds validity to our study.

Conclusion
Our integration of quantitative and qualitative data 
shows that many patients in our study still exhibit dis-
ability a decade after diagnosis, despite access to mod-
ern treatment and decreased disease activity. Our results 
show that there are discrepancies between the different 
sets of data, namely, patients’ own experiences do not 
always coincide with reported outcomes. Furthermore, 
these discrepancies are still visible several years after 
diagnosis. Additionally, patients’ experiences of disabil-
ity add essential input to quantitative data. Our results 
confirm the importance of thorough interviews in clini-
cal settings, alongside valid assessments of disability, to 
design person-centered rehabilitation to optimise the 
patients’ possibilities for participation in everyday life 
over a long period of time.

Abbreviations
ACR87	� American College of Rheumatology classification criteria of RA
DAS28	� Disease Activity Score in 28 joints
DMARD	� Disease-modifying antirheumatic drug
HAQ	� Health Assessment Questionnaire
PROM	� Patient-reported outcome measure
RA	� Rheumatoid arthritis
SRQ	� The Swedish Rheumatology Quality Register
TIRA-2	� Early Interventions in Rheumatoid Arthritis
VAS	� Visual Analogue Scale
VLA-swe	� Valued Life Activity Scale – Swedish version

Supplementary Information
The online version contains supplementary material available at ​h​t​t​p​s​:​​​/​​/​d​o​​i​.​​o​r​​
g​​/​​1​0​​.​1​1​​​8​6​​/​s​4​1​​9​2​7​-​​0​2​5​-​0​​0​4​8​5​-​z.

Supplementary Material 1

Supplementary Material 2

Supplementary Material 3

Acknowledgements
The authors would like to express our deepest gratitude to the patients 
participating in this study, as well as to Henrik Hedevik for his valuable help 
with the statistics.

Author contributions
MBe, ÅLR and AS were involved in the qualitative data collection. IT was in 
charge of the quantitative data collection, which was also partly conducted 
by MBe and ÅLR. MBe carried out the draft of the qualitative analysis and 
integration, which was discussed and scrutinised by co-authors until 
consensus was reached. MBe wrote the draft of the manuscript. All authors 
reviewed and edited the manuscript and approved the final version of the 
manuscript.

Funding
Open access funding provided by Linköping University.
This study was supported by funds from The Swedish Rheumatism Association 
under Stig Thune’s Fund [ST-202203], The Ståhl Foundation [LIO-940254], and 
The Medical Faculty Funds at Linköping University.

Data availability
The datasets generated and analysed during the current study are not publicly 
available due to the nature of ethical approval, but anonymised data are 
available from the corresponding author on reasonable request.

Declarations

Ethics approval and consent to participate
The study was conducted in accordance with the ethical standards of the 
Declaration of Helsinki and was approved by the Regional Ethics Committee 
at Linköping University, Sweden, Dnr M168-05, M168-05 T84-09 and 2018-158-
31 2019 − 00733. The participants gave their written consent to take part in 
the study.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details
1Department of Health, Medicine and Caring Sciences, Linköping 
University, Norrköping, Sweden
2Pain and Rehabilitation Center, Department of Activity and Health, 
Department of Health, Medicine and Caring Sciences, Linköping 
University, Linköping, Sweden
3Department of Rheumatology in Östergötland, Department of 
Biomedical and Clinical Sciences, Linköping University, Linköping, 
Sweden
4Pain and Rehabilitation Centre, Department of Health, Medicine and 
Caring Sciences, Linköping University, Linköping, Sweden

Received: 18 September 2024 / Accepted: 17 March 2025

References
1.	 Smolen JS, Landewé RB, Bijlsma JW, Burmester GR, Dougados M, Kerschbau-

mer A, et al. EULAR recommendations for the management of rheumatoid 
arthritis with synthetic and biological disease-modifying antirheumatic 
drugs: 2019 update. Ann Rheum Dis. 2020;79(6):685–99.

2.	 Ahlstrand I, Thyberg I, Falkmer T, Dahlström Ö, Björk M. Pain and activ-
ity limitations in women and men with contemporary treated early RA 
compared to 10 years ago: the Swedish TIRA project. Scand J Rheumatol. 
2015;44(4):259–64.

3.	 Rydholm M, Book C, Wikström I, Jacobsson L, Turesson C. Course of grip force 
impairment in patients with early rheumatoid arthritis over the first five years 
after diagnosis. Arthritis Care Res (Hoboken). 2018;70(4):491–8.

4.	 Svensson B, Forslind K, Andersson M. Unacceptable pain in the BARFOT 
inception cohort of patients with rheumatoid arthritis: a long-term study. 
Scand J Rheumatol. 2020;49(5):371–8.

5.	 Gwinnutt JM, Symmons DP, MacGregor AJ, Chipping JR, Marshall T, Lunt M, 
et al. Twenty-year outcome and association between early treatment and 
mortality and disability in an inception cohort of patients with rheumatoid 
arthritis: results from the Norfolk Arthritis Register. Arthritis Rheumatol. 
2017;69(8):1566–75.

6.	 Shin S, Park EH, Kang EH, Lee YJ, Song YW, Ha Y-J. Sex differences in clinical 
characteristics and their influence on clinical outcomes in an observa-
tional cohort of patients with rheumatoid arthritis. Joint Bone Spine. 
2021;88(3):105124.

7.	 Iikuni N, Sato E, Hoshi M, Inoue E, Taniguchi A, Hara M, et al. The influence of 
sex on patients with rheumatoid arthritis in a large observational cohort. J 
Rheumatol. 2009;36(3):508–11.

https://doi.org/10.1186/s41927-025-00485-z
https://doi.org/10.1186/s41927-025-00485-z


Page 11 of 11Bergström et al. BMC Rheumatology            (2025) 9:35 

8.	 Sokka T, Toloza S, Cutolo M, Kautiainen H, Makinen H, Gogus F, et al. 
Women, men, and rheumatoid arthritis: analyses of disease activity, disease 
characteristics, and treatments in the QUEST-RA study. Arthritis Res Ther. 
2009;11(1):1–12.

9.	 Andersson ML, Forslind K, Hafström I. Patients with early rheumatoid arthritis 
in the 2000s have equal disability and pain despite less disease activity com-
pared with the 1990s: data from the BARFOT study over 8 years. J Rheumatol. 
2017;44(6):723–31.

10.	 Van Tuyl LH, Hewlett S, Sadlonova M, Davis B, Flurey C, Hoogland W, et al. The 
patient perspective on remission in rheumatoid arthritis:‘You’ve got limits, 
but you’re back to being you again’. Ann Rheum Dis. 2015;74(6):1004–10.

11.	 Ahlstrand I, Björk M, Thyberg I, Falkmer T. Pain and difficulties performing 
valued life activities in women and men with rheumatoid arthritis. Clin Rheu-
matol. 2015;34:1353–62.

12.	 Bergström M, Sverker A, Larsson Ranada Å, Valtersson E, Thyberg I, Östlund 
G, et al. Significant others’ influence on participation in everyday life–the 
perspectives of persons with early diagnosed rheumatoid arthritis. Disabil 
Rehabil. 2020;42(3):385–93.

13.	 Taylor PC, Moore A, Vasilescu R, Alvir J, Tarallo M. A structured literature review 
of the burden of illness and unmet needs in patients with rheumatoid arthri-
tis: a current perspective. Rheumatol Int. 2016;36:685–95.

14.	 Sverker A, Östlund G, Thyberg M, Thyberg I, Valtersson E, Björk M. Dilemmas of 
participation in everyday life in early rheumatoid arthritis: a qualitative inter-
view study (The Swedish TIRA Project). Disabi Rehabil. 2015;37(14):1251–9.

15.	 Parenti G, Tomaino SCM, Cipolletta S. The experience of living 
with rheumatoid arthritis: A qualitative metasynthesis. J Clin Nurs. 
2020;29(21–22):3922–36.

16.	 Hulen E, Ervin A, Schue A, Evans-Young G, Saha S, Yelin EH, et al. Patient goals 
in rheumatoid arthritis care: a systematic review and qualitative synthesis. 
Musculoskelet Care. 2017;15(4):295–303.

17.	 Halls S, Dures E, Kirwan J, Pollock J, Baker G, Edmunds A, et al. Stiffness is 
more than just duration and severity: a qualitative exploration in people with 
rheumatoid arthritis. Rheumatology (Oxford). 2015;54(4):615–22.

18.	 Östlund G, Björk M, Valtersson E, Sverker A. Lived experiences of sex life 
difficulties in men and women with early RA–the Swedish TIRA project. 
Musculoskelet Care. 2015;13(4):248–57.

19.	 Fetters MD, Curry LA, Creswell JW. Achieving integration in mixed methods 
designs—principles and practices. Health Serv Res. 2013;48(6pt2):2134–56.

20.	 Tovin MM, Wormley ME. Systematic Development of Standards for Mixed 
Methods Reporting in Rehabilitation Health Sciences Research. Phys Ther. 
2023;103(11).

21.	 Thyberg I, Dahlström Ö, Björk M, Stenström B, Adams J. Hand pains in women 
and men in early rheumatoid arthritis, a one year follow-up after diagnosis. 
The Swedish TIRA project. Disabil Rehabil. 2017;39(3):291–300.

22.	 Arnett FC, Edworthy SM, Bloch DA, Mcshane DJ, Fries JF, Cooper NS, et al. The 
American Rheumatism Association 1987 revised criteria for the classification 
of rheumatoid arthritis. Arthritis Rheum. 1988;31(3):315–24.

23.	 Porter D, Gadsby K, Thompson P, White J, McClinton C, Oliver S. DAS28 and 
rheumatoid arthritis: the need for standardization. Musculoskelet Care. 
2011;9(4):222–7.

24.	 Björk MA, Thyberg IS, Skogh T, Gerdle BU. Hand function and activity limita-
tion according to health assessment questionnaire in patients with rheuma-
toid arthritis and healthy referents: 5-year followup of predictors of activity 
limitation (The Swedish TIRA Project). J Rheumatol. 2007;34(2):296–302.

25.	 Nordenskiöld U, Grimby G. Grip force in patients with rheumatoid arthritis 
and fibromyalgia and in healthy subjects. A study with the Grippit instru-
ment. S Scand J Rheumatol. 1993;22(1):14–9.

26.	 Ekdahl C, Eberhardt K, Andersson S, Svensson B. Assessing disability in 
patients with rheumatoid arthritis: use of a Swedish version of the Stanford 
Health Assessment Questionnaire. Scand J Rheumatol. 1988;17(4):263–71.

27.	 Björk M, Thyberg M, Valtersson E, Katz P. Validation and internal consistency 
of the Swedish version of the Valued Life Activities scale. Clin Rehabil. 
2016;30(12):1211–9.

28.	 Katz P, Morris A, Gregorich S, Yazdany J, Eisner M, Yelin E, et al. Valued life activ-
ity disability played a significant role in self-rated health among adults with 
chronic health conditions. J Clin Epidemiol. 2009;62(2):158–66.

29.	 Hsieh H-F, Shannon SE. Three approaches to qualitative content analysis. Qual 
Health Res. 2005;15(9):1277–88.

30.	 Ahlstrand I, Vaz S, Falkmer T, Thyberg I, Björk M. Self-efficacy and pain 
acceptance as mediators of the relationship between pain and performance 
of valued life activities in women and men with rheumatoid arthritis. Clin 
Rehabil. 2017;31(6):824–34.

31.	 Nilsson J, Andersson ML, Hafström I, Svensson B, Forslind K, Ajeganova S et 
al. Influence of age and sex on disease course and treatment in rheumatoid 
arthritis. Open Access Rheumatol. 24 May 2021;:13:123–38.

32.	 van den Dikkenberg M, Luurssen-Masurel N, Kuijper TM, Kok MR, Hazes JMW, 
de Jong PHP, et al. Meta‐Analyses on the Effects of Disease‐Modifying Anti-
rheumatic Drugs on the Most Relevant Patient‐Reported Outcome Domains 
in Rheumatoid Arthritis. Arthritis Care Res (Hoboken). 2023;75(8):1659–72.

33.	 Geenen R, Overman CL, Christensen R, Åsenlöf P, Capela S, Huisinga KL, et 
al. EULAR recommendations for the health professional’s approach to pain 
management in inflammatory arthritis and osteoarthritis. Ann Rheum Dis. 
2018;77(6):797–807.

34.	 Gikaro JM, Xiong H, Lin F. Activity limitation and participation restriction 
in Osteoarthritis and Rheumatoid arthritis: findings based on the National 
Health and Nutritional Examination Survey. BMC Musculoskelet Disord. 
2022;23(1):647.

35.	 Leino M, Tuominen S, Pirilä L, Tuominen R. Effects of rheumatoid arthritis on 
household chores and leisure-time activities. Rheumatol Int. 2015;35:1881–8.

36.	 Shaw Y, Zhang C, Bradley M, Simon TA, Schumacher R, McDonald D, et al. 
Acceptability and Content Validity of Patient-Reported Outcome Measures 
Considered From the Perspective of Patients With Rheumatoid Arthritis. 
Arthritis Care Res (Hoboken). 2021;73(4):510–9.

37.	 Khoo T, Jones B, Chin A, Terrett A, Voshaar M, Hoogland W et al. Defining inde-
pendence: A scoping review by the OMERACT patient perspective of remis-
sion in rheumatoid arthritis group. Semin Arthritis Rheum. 2022;58:152152.

38.	 Smolen JS, Breedveld FC, Burmester GR, Bykerk V, Dougados M, Emery P, et al. 
Treating rheumatoid arthritis to target: 2014 update of the recommendations 
of an international task force. Ann Rheum Dis. 2016;75(1):3–15.

39.	 Acebes C, Andreu JL, Balsa A, Batlle E, de Toro-Santos J, Llorente FG, et al. 
There is something you must see: breaking down the remission concept in 
rheumatoid arthritis from a rheumatologist’s perspective. Clin Exp Rheuma-
tol. 2020;38:82–7.

40.	 Negrón JB, Lopez-Olivo MA, Carmona L, Christensen R, Ingegnoli F, Zamora 
NV, et al. Patient perspectives on long-term outcomes in rheumatoid arthritis. 
A qualitative study from the OMERACT patient outcomes in longitudinal 
studies working group. Semin Arthritis Rheum. 2023;58:152028.

Publisher’s note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations.


	﻿“As long as you learn to adapt”–a longitudinal mixed-methods study exploring the first decade with rheumatoid arthritis
	﻿Abstract
	﻿Background
	﻿Methods
	﻿Design
	﻿Participants
	﻿Data collection
	﻿Quantitative data collection
	﻿Qualitative data collection


	﻿Data analysis
	﻿Statistical analysis
	﻿Qualitative analysis
	﻿The integration phase

	﻿Results
	﻿Participant characteristics
	﻿Experienced RA’s influence on my body
	﻿Experienced RA’s influence on my everyday life

	﻿Discussion
	﻿Conclusion
	﻿References


