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ORIGINAL ARTICLE
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The development of a “patient ladder of participation” based on interview data
of people with early rheumatoid arthritis (the Swedish TIRA study)
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ABSTRACT
Purpose: The aim of was to identify and illustrate in what situations and with what qualities people with
early RA experience participation in every day’s life.
Methods: Fifty-nine patients (age 18–63 years) were interviewed; 25 men and 34 women. Content ana-
lysis was used to identify meaning units that were sorted based on the type of situations described and
later on, categories based on quality aspects of participation were developed.
Results: Participation was described as: 1. being part of a group, where a sense of belonging arose. 2. In
doing activities with others for example at work or in leisure. 3. When sharing everyday chores and
responsibilities for example in domestic duties. 4. When experiencing influence on actions such as when
being asked for opinions on how to conduct a specific task. 5. When having the possibility to give direc-
tion of goals in rehabilitation, or elsewhere. 6. When sharing decision making and experiencing a high
degree of influence in the situation.
Conclusions: Participation from an individual’s perspective is about belonging and having influence that
mediates a positive feeling of being included and that you matter as a person. The results are important
when using participation as a goal in clinical care. It is important to expand participation beyond the def-
initions in ICF and guidelines to include the patients’ socio-emotional participation in order to pro-
mote health.

� IMPLICATIONS FOR REHABILITATION
� Facilitation of participation in daily activities is an important part of rehabilitation.
� Participation is expressed as determined by a person’s unique life circumstances often in engagement

with others.
� It is important to expand participation beyond the definitions in ICF and guidelines to include the

patients’ socio-emotional participation in order to promote health.
� Collected information about socioemotional participation can serve as a starting point for interven-

tions aimed at the patient’s social environment and also provide support for health professions how
to involve significant others in the rehabilitation.
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Introduction

Rheumatoid arthritis (RA) is a chronic inflammatory musculoskel-
etal disease affecting 0.66% of the population in Sweden [1]. In
established RA, both disabilities and the need for rehabilitative
interventions are well known [2]. In the 1990s, RA treatment
changed based on studies showing that early instituted Disease
Modifying Medications (DMARDs) effectively reduced disease
activity and disability [3]. The new routines with early diagnosis of
RA and early instituted DMARDs and the introduction of biological

medications have reduced disability even more, but, impairments,
activity limitations, and participation restrictions are still evident
in RA early after disease onset [4]. Nevertheless, as RA patients
often express a desire to participate in more activities [5], there is
a continuing need for rehabilitative interventions directed to
reduce impairments and to reduce the environmental and social
barriers that limit what RA patients can do.

To facilitate participation in daily life is an important part of
rehabilitation [5,6]. The World Health Organization (WHO) defines

CONTACT Annette Sverker annette.sverker@liu.se Department of Activity and Health, Department of Rehabilitation Medicine and Department of Medical and
Health Sciences, Link€oping University, Link€oping, Sweden

Supplemental data for this article can be accessed here.

� 2018 The Author(s). Published by Informa UK Limited, trading as Taylor & Francis Group.
This is an Open Access article distributed under the terms of the Creative Commons Attribution-NonCommercial-NoDerivatives License (http://creativecommons.org/licenses/by-nc-nd/4.0/),
which permits non-commercial re-use, distribution, and reproduction in any medium, provided the original work is properly cited, and is not altered, transformed, or built upon in
any way.

DISABILITY AND REHABILITATION
https://doi.org/10.1080/09638288.2018.1518494

http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2018.1518494&domain=pdf
https://doi.org/10.1080/09638288.2018.1518494
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://www.tandfonline.com


participation in the International Classification of Impairment,
Disability and Health (ICF) as involvement in life situations [7].
According to the ICF, disability reflects the interaction between
features of a person’s body and the environment, including
impairments and activity limitations as well as participation
restrictions [7]. The ICF terminology and classification are often
used as a standardized language in research regarding disability
in chronic diseases [8–10]. There are wide ranges of generic and
disease-specific outcome methods based on ICF used for follow-
up of participation and participation restrictions, especially in
chronic diseases [6,9,10].

The concept of participation is difficult to define as it encom-
passes many aspects of life. Hemmingsson and Jonsson [11]
found that the ICF has limitations in capturing different kinds of
participation in a single life situation, especially societal participa-
tion. In addition, Pi�skur et al. [12] argued that the current ICF def-
inition of participation does not sufficiently capture societal
involvement and suggested that the ICF’s definition of participa-
tion needs to be related to the individual’s social roles.

As defined by ICF, participation restrictions in RA have been
studied with quantitative methods that use self-reported difficul-
ties in performing predefined activities in established and in early
RA [13]. Benka et al. [13] studied the difference in levels of social
participation for RA patients in relation to disease activity and
self-esteem and whether a similar pattern of mastery in life could
be found among early and established RA patients. Their study
showed that the level of social participation is highly related to
variables such as pain, fatigue, functional disability, mental health,
and mastery both early and established RA.

Participation may be seen in a more complex way and include
the aspect of subjective experience of engagement [11]. This kind
of involvement might be present in activities that a person finds
valued or meaningful and that have been linked to wellbeing and
health [14]. Another additional aspect of participation is the inter-
action between the individual and the environment such as social
and a physical context. According to Cogan and Carlson [6], par-
ticipation in different contexts is largely determined by the avail-
able opportunities from which a person can choose. As defined in
this framework, participation is not inherently good or bad, but
its effect is determined by a person’s unique life circumstances
and the impact may not always be apparent. Often, it is assumed
that increasing participation is a desirable outcome, but this view
needs to be challenged as each patient’s life situation is unique
and may result in different values and needs.

When measuring participation for patients within rheumatol-
ogy, most questionnaires do not include the engagement aspect
and only one questionnaire – Valued Life Activities (VLA) – consid-
ers if predefined activities are relevant and/or experienced as
important by the individual [15]. In addition to quantitative stud-
ies, some qualitative studies have interviewed established and
early RA patients regarding the experiences of participation
restrictions in specific situations and the strategies used to handle
them [16,17]. In addition, care givers have it as their goal to
improve participation for their RA patients. According to the
European patient-centred standards of care [5] for RA, professio-
nals should enhance functioning in daily life and participation in
social roles. To our knowledge, patients’ perceptions of what sit-
uations constitute a positive experience of participation have not
yet been studied.

Outcome methods for participation restrictions as defined and
classified by the ICF could preferably be supplemented with
patient evaluations of the quality of the experienced levels of par-
ticipation. The quality of democratic participation has earlier been

described through the symbolic model of ladders related to cit-
izens’ democratic rights [18] and children’s rights [19,20].
However, this picture of participation needs to be completed in
contemporary well-treated RA and hopefully these results can be
used to indicate further development of the rehabilitation strat-
egies and goals as described in standards of care [5].

The aim of was to identify and illustrate in what situations and
with what qualities people with early RA experience participation
in every day’s life

Materials and methods

Design

Critical Incident Technique (CIT) was used for data collection. CIT
is a highly flexible qualitative research method that collects data
on life experiences in defined situations [21]. CIT is closely linked
to phenomenology as this qualitative methodology focuses on
describing subjective experiences [22]. In this study, CIT is used to
capture how participants experience participation and what social
qualities they described as related to these experiences of partici-
pation. In this study, data were collected through semi-structured
individual interviews.

The study was approved by the Research Ethics Committee of
the Faculty of Health Sciences, Linkoping University, Sweden
(Approval No. M168-05 T84-09). Informed consent was given by
the participants.

Patients

This study is associated with the prospective multi-center early
arthritis project (TIRA). The patients in the present study were
recruited from the 522 patients included in the TIRA-2 cohort
between 2006 and 2009 [23]. The inclusion criteria for this study
were persons aged between 20 and 63 years who had recently
reached three-years post-diagnosis. Recruitment began in 2009
and drew from the 128 participants who had been included in
TIRA-2 in 2006. Of these, 53 participants fulfilled the present
study’s inclusion criteria and were invited to take part. Eleven
(three men and eight women) declined to participate due to a
lack of time, but there were no participation refusals as a result of
RA or a lack of interest in the study. This left a total of 42 partici-
pants. To increase the number of men in the study, 15 men from
TIRA-2 who reached three-years postdiagnosis in 2010 were sub-
sequently invited, but four declined to participate due to a lack of
time or of interest. In addition, the first six participants from TIRA-
2 who reached their three-year postdiagnosis in 2010 were
invited. All of these agreed to participate, giving a total of 59 par-
ticipants. The interviews with these 59 participants comprise a
multitude of areas and are extensive, which has resulted in a
number of articles being generated by a set of individuals in one
set of qualitative interviews.

They received written information about the aim of the study,
that their participation would be voluntary, and that they could
withdraw at any time without affecting their medical treatment or
rehabilitation. In the TIRA project, the following data were annu-
ally registered and were used to describe the patients: prescribed
medication; traditional disease modifying drugs (tDMARDs) and
biological DMARDs (bDMARDs), disease activity measured by the
Disease Activity Score 28 (DAS-28) [24], pain intensity (Visual
Analogue Scale, VAS), and activity limitations according to Health
Assessment Questionnaire (HAQ) [25]. The similar data is used
below (Table 1) to describe the sample in present interview study.
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At the three year follow-up, 84% of the interviewees in present
study were prescribed DMARDs.

Data collection

The interviews started with semi-structured questions related to
RA and participation restrictions based on the CIT methodology
[21]. Later on, in the last part of the interviews specific questions
addressed the concept “participation” and the interviewees’ sense
of participation in everyday life: What do you include in the con-
cept participation and when do you experience participation or
when do you experience the opposite? The interviewees were
told ICF’s definition of participation; before they were described
when they experienced participation. (The interview guide is avail-
able as Supplementary Material). Interviews lasted between 45
and 90min, were digitally recorded, and were transcribed verba-
tim. The interviewers (EV, AS, and G€O) were not involved in the
clinical treatment of the patients.

Data analysis

The interviews were analyzed using qualitative conventional con-
tent analysis [26]. All interviews searched for the answers to the
three participation questions by author EV. The questions were
first analyzed separately; how did the patients’ defined participa-
tion, in what situation did they experiencing participation, and
when did they experienced the opposite. All quotations for each
question were extracted and organized in three different tables
where one row in each included condensed meanings of similar
utterances into categories. The first part of the analysis of the
condensed data was done with the help of ICF Chapter 4, Activity
and Participation. However, the categories found had similar soci-
oemotional qualities rather than being related to specific areas as
structured by the ICF language. Therefore, another structural
model was used as inspiration “the ladder” [18–20] that made it
possible to differentiate between how the participants understood
and evaluated what participation where according to them. Next,
author G€O developed categories based on how the participants
viewed the concept and with what particular quality they describe
the situation and their sense of participation. Six different catego-
ries of qualities were interpreted as general patterns described by
the participants, and a ladder of socioemotional qualities of par-
ticipation was developed to illustrate people with early rheuma-
toid arthritis descriptions.

In the results section, each quote is marked with a number.
The number relates to the specific person which social circum-
stances can be found in Table 2.

Results

In the present study, people with early RA were asked about how
they understood participation and if and when they experienced
participation. The interviewees described participation in relation to
engagement with other people in social situations that were more
or less developed based on the complexity of the experienced qual-
ities of these situations (Figure 1). Our ladder is based on the

complexity of the participants’ descriptions of participation in the
interview, and their description includes engagement with
other people.

Being part of a group

When persons with RA were asked to describe their experience of
participation in everyday life, some told that this was comparable
with a feeling of belonging to a group. They expressed a sense of
belonging in the family with children and grandchildren or rela-
tives and a belonging with friends or with colleagues in the
work group:

I never feel excluded because I am sick, I couldn’t say that. Rather [… ]
no, personally I really feel that I want to be part of the group, you
know, and I take it for granted that I should be part of it just like
before because my reasoning is that for me, RA is [… ] a disease that I
live with, I’m learning to live with it [… ]. (Interview no 15)

The interviewees described their experiences of participation
when engaging in culture and sports associations. One inter-
viewee made the following comment when asked to describe
what participation means for her:

Mm, well I’m [… ] part of [… ] a riding association [… ] so you are
participating when horse competitions and things like that are arranged
[… ] I want to, and I’m trying, and I partake, even though I’m [… ] well,
I’m constantly scared that it will be too much, which is why you become
engaged and… sometimes things go well, things go well right then, but
then it’s, the next day the pain returns if I have done too much, so to
speak [… ] Sometimes [… ] I would say I can deal with a half day [… ] I
can’t work as much as I could before, no [… ]. (Interview no 6)

The interviewees described the sense of participation when
doing paid work, and some compared this feeling of participation
with previous times before the diagnosis when they felt they
were completely involved as a fully trusted part of the work team.
When the interviewees did not feel restricted by their RA during
their work, they felt they were actively and effectively participat-
ing in work. For some, this included not revealing their disease
such as when working in a sitting position in meetings and when
taking part as anyone else.

Do activities together with others

The interviewees also described participation when taking part in
activities in their company with others such as when doing char-
ity work or when helping neighbors. Through this engagement
and sense of participation in doing activities together, they indi-
cated that they might even forget about the disease, but at the
same time it might be hard to figure out how this involvement
affects tiredness and pain:

Yeah, well, I helped my neighbour [… ] and drove off a ton of garbage
[… ] to the dump [… ] then I said [… ] that I didn’t want to lift
anything, it’s too heavy for my hands, no, he lifted the heavy stuff and I
sorted the small stuff that was left over [… ] but I said from the
beginning that I would take the small stuff, you can take the heavier
stuff and unload [… ] at the same time, you want to help your
neighbours [… ] so I’m trying to do what I can [… ] you help the
people who help you, of course. (Interview no 43)

Participation is about being asked to join and being included
in different activities together with friends. A sense of participa-
tion is apparent when, despite RA, participants were able to share
the same interests, activities, and fun with others. These activities
included shopping, going to restaurants, and sharing activities
with friends:

But just to function normally and go in to town with, with my friends,
with the kids, and feel like you can do it, I think that’s participation,

Table 1. Descriptive data of the 59 patients included in the study.

N¼ 59

Age, year at inclusion, M (sd) 52 (11)
tDMARDs, % 84
bDMARDs, % 5
DAS28, score, M (sd) 2.6 (1.3)
Pain intensity, VAS mm, M (sd) 25 (19)
HAQ, score, M (sd) 0.4 (0.5)
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that you, yeah, you can be there and do something fun, and you feel
like you’re part of it and [… ] you don’t have to think about the fact
that you have RA or pain [… ] maybe we’ll go have a coffee, maybe
we’ll go to the shops, and I’m really just like them, for that moment,
because maybe it’s a good day. (Interview no 20)

The interviewees also described feelings of participation when
engaging in activities with younger people and sharing their activ-
ities, playing, and helping out with homework, or when babysitting
grandchildren and helping them with different interests:

My interest in cars when the kids and grandkids help out [… ] it is [… ]
fun, because I know a lot, so it’s clear that I can teach them a lot. They

listen so much to what you say [… ] you’re part of it all [… ] it’s great,
because [… ] it’s the most fun thing you have [… ] being with the
grandkids. And then trying to get on their level, which you have to do,
not just sit on the sofa and say you can’t help, you have to try to help
them. (Interview no 45)

Several of the interviewees described that they experienced
participation when taking part in leisure and recreation activ-
ities such as fishing, walking, dancing (although sometimes
watching), watching hockey, helping out in soccer games, jog-
ging, taking part in gym classes, hiking, bowling, playing golf,
or driving.

Table 2. Sample of persons with early rheumatoid arthritis taking part in the data collection 2009–2010.

Participant no. Gender Age Civil status Type of employment Employment (%) Education level

1 Female 63 Single Nurse 100 Higher education
2 Male 58 Single Industrial worker 100 Primary
3 Female 57 Single Kitchen assistant 50 Primary
4 Male 63 Married Technical support 100 Secondary
5 Female 53 Married Pharmacist 100 Higher education
6 Female 53 Cohabitating Social worker 75 Higher education
7 Female 52 Couple living apart Work inspector 50 Higher education
8 Female 55 Single Job seeker 0 Secondary
9 Female 30 Cohabitating Social worker 100 Higher education
10 Male 44 Married Mechanic 100 Secondary
11 Male 47 Single Industrial worker 100 Secondary
12 Female 51 Married On sick leave 0 Secondary
13 Female 50 Cohabitating Nurse 100 Higher education
14 Female 22 Couple living apart Salesperson 100 Secondary
15 Male 24 Cohabitating Unemployed – seeking employment 0 Secondary
16 Female 42 Married Educator 100 Higher education
17 Male 52 Married Technical support 100 Higher education
18 Female 58 Married Pharmacist 88 Higher education
19 Female 52 Married Assistant nurse 75 Secondary
20 Female 28 Cohabitating Assistant nurse 75 Secondary
21 Female 60 Married Office worker 100 Secondary
22 Female 61 Single On sick leave 0 Primary
23 Male 64 Married Administrative work 100 Primary
24 Male 60 Married Construction worker 100 Secondary
25 Female 64 Married Disability pension 0 Primary
26 Female 64 Married Disability pension 0 Primary
27 Male 64 Married Retired 0 Primary
28 Female 45 Single On sick leave 0 Primary
29 Female 44 Married Teacher 100 Higher education
30 Female 58 Single Accountant 75 Primary
31 Female 59 Married Metal worker 100 Primary
32 Male 53 Married Carpenter 50 Primary
33 Female 63 Married Accountant 72 Primary
34 Female 36 Single Medical secretary 100 Higher education
35 Male 60 Single Disability pension 0 Primary
36 Male 58 Married Salesman 100 Secondary
37 Female 60 Married Assistant nurse 50 Primary
38 Male 53 Married Electrician 100 Primary
39 Male 64 Single Administrative work 50 Secondary
40 Male 37 Married Welder 100 Secondary
41 Male 53 Married Manager 100 Primary
42 Male 46 Married Private company 100 Secondary
43 Male 60 Married Electrician 100 Primary
44 Male 57 Cohabitating Engineer 100 Higher education
45 Male 62 Married Engine operator 100 Primary
46 Female 59 Single Job seeker/on sick leave 0 Primary
47 Female 55 Single Work coach 100 Secondary
48 Female 58 Single Educator 100 Secondary
49 Male 59 Married Salesman 96 Primary
50 Female 56 Married Assistant nurse 100 Secondary
51 Female 63 Married Disability pension 0 Secondary
52 Female 39 Married Assistant nurse 75 Secondary
53 Male 58 Cohabitating Industrial worker 100 Secondary
54 Female 63 Married Bank employee 90 Primary
55 Female 57 Married Youth worker 75 Secondary
56 Female 56 Married Union work 100 Secondary
57 Male 54 Couple living apart Politician/farmer 100 Secondary
58 Male 26 Cohabitating Industrial worker 100 Secondary
59 Male 43 Cohabitating Salesman 100 Secondary
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Share everyday chores and responsibilities

The feeling of participation was described when sharing everyday
chores and responsibilities with someone in the family or at work.
Sharing with others is a recurring description of what participa-
tion means such as when taking care of a garden or animals:

[… ] there’s really a lot of [participation] with my one daughter [… ]
we’re usually helped out, with work [with the horses] there, clearing the
dung, fixing and pottering, pulling the fencing and all that [… ] it’s
going well, we help each other, and she does the heavier work and I
do the slightly lighter things, so it works well, so… the division of work
[… ] is fairly obvious for her, so [… ]. (Interview no 19)

One participant noted that he felt as if he was sharing in fam-
ily responsibilities and domestic work when he helped his father-
in-law change car tires:

[… ] when my father-in-law calls and asks if I can help change the tires
on the cars now [… ] when it’s time to change to the winter tires, so
yes, in that way I can feel [… ] that I’m participating in [… ], but they
know you have a disease, so they also know that you want to help, you
know, so I think that you’re participating in that when they like call up
and ask if you, if you can help out and change the tires or help put up
a shelf and yeah [… ]. (Interview no 15)

Participation was also experienced when sharing daily chores
and responsibilities at work. The positive feeling of participation
included having colleagues who they could share work tasks with
and support each other in difficult situations:

[… ] at work, of course, there’s a lot you do together; there are a lot of
us then and…we’re often in pairs of two, so then you’re participating,
at work [. .] you do a lot of jobs in one day, but to be able to help
them on jobs out there, that feels really good too, even if it’s a little
more challenging, these old cable boxes that we have to change, for
example, [… ] then usually the fellow I’m with, he can usually grab it,
or you help each other out, quite simply, sometimes it takes four

hands, so it’s that, it’s gone fairly well so far, in any case. (Interview
no 38)

Have influence on actions

Both women and men described the feeling of participation in
relation to their work group, especially when having the possibil-
ity to adjust and influence work tasks:

Here at work, I probably don’t feel it’s had a huge impact on me
anyway, [… ] uh [… ] and in the group here, I’m like yeah… just as
much a participant as I feel like I would be if I didn’t have RA. [… ] I’ve
changed jobs during this time, too [… ] I’ve worked here for a year
now and [… ] it’s a lot gentler on the body [… ]it’s me and a
colleague, and we have a lot of control over what happens here. We
plan and arrange activities, and stuff like that, so that gives you a lot of
control yourself, if there’s a period where you feel like you don’t feel
very well, then maybe you don’t start up an outdoor activity right then.
Instead, maybe you do calmer activities here at the office. (Interview
no 9)

The interviewees talked about having influence on one’s situ-
ation at work. For example, when communicating opinions and
giving suggestions to the manager and other employees or talk-
ing about RA to the work group and revealing experienced
difficulties:

They would never exclude me from something; no, they always ask,
what do you want to do [… ] I mean, they treat me just like everyone
else [… ] except they ask what I want in the situation, and what I feel
like I can handle, they have greater consideration [for me] which they
have to do, then [… ] I feel like a participant in everything, I really do
[… ]. (Interview no 20)

Some of the interviewees described an experience of participa-
tion in relation to encounters with professionals. One woman felt
she participated when she could influence which physician she
was assigned to at the health care center. Another woman told
about her positive experience of participation when she met a
physician who understood and listened to her wants and needs.
Another interviewee described the experience of participation
when meeting rehabilitation professionals that included the per-
son in every aspect of the rehabilitation process:

[… ] uh, really good occupational therapists and uh, physical therapists,
I have to say. A lot of compassion and very knowledgeable in, in this
and really wanted you to be, to be a participant in this process, to get
this diagnosis and understand that you have to take care of yourself so
that, so that you can last a long time. So that was, that was what saved
me, I think, in all this [… ] yes [… ] that part, I think, I’ve really been
able to participate in that [… ]. (Interview no 47)

Participation includes when the person’s needs and questions
were acknowledged and addressed. For example, one interviewee
felt participation as a customer at a pharmacy due to receiving
optimal information and having influence in the discussion on
possible medication alternatives:

We were at the pharmacy [… ] discussing the medicine, because there
was something with the shots that was different and that, you feel like
a participant then when you sit and discuss and talk [… ] I felt satisfied
because I got good information from her and why things were as they
were and what the change was, what it meant. (Interview no 12)

Give directions of goals

When the interviewees were able to influence goals and give
directions, they experienced a strong sense of participation such
as when meeting a physician concerning a sickness certificate:

Yes, I think of when I was up talking with the doctor up here then,
how she really listened and asked questions and wanted this certificate

Figure 1. Early rheumatoid arthritis patients’ participation ladder based on inter-
views, Sweden 2009–2010.
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for the Social Insurance Agency to be absolutely as good as possible
[… ] and I really got the sense of, uh, that I was part of it and had an
impact and what it would say and, and did she understand this
properly, is this what I should write [… ] being listened to is also a
form of participation. (Interview no 7)

According to the interviewees, participation was also related
to being in a leading position. To be a manager and not
being run over gave a feeling of participation according to
both sexes. To organize work by listening to customers, direct-
ing the company development, and functioning as the spider in
the net were described as aspects of a more complete
participation:

At work, you’re a participant in many decisions, because I sit as I do at
my job, and you sit like a spider in the middle of everything and I
think, it’s positive to get to be part of everything and uh [… ] so to
speak, to push the operation forward and listen to, above all, what the
customer needs and not just look at what we think the customer
wants. That’s when I really feel like I can do quite a lot, when you have
time to listen and participate in developing and offering different
things that the customer requests. (Interview no 17)

Running things at home, at work, and during spare time was a
recipe to experience involvement and a positive participation:

At home I’m very much involved and at work I’m also very involved.
I am a manager, so in some ways that means I’m absolutely
a participant. I am on the board at the school, which allows me to
be involved at the school too. I coach my daughter’s football
team, which means I’m a participant there too and I can influence
… I think I’m always a participant, in everything [laughs].
(Interview no 16)

Share decision making

The interviewees described experiences of participation through
relationships with work colleagues, users, and customers when
contributing in shared decision-making and developments of dif-
ferent kinds personally, professionally, in groups, in associations,
and in organizations. For instance, one interviewee working at a
pharmacy told about her positive sense of participation, which
she experienced in contact with a customer when helping out
with important decisions concerning the choice of medicine. She
described how participation got a further dimension when being
able to use her own experience of RA to help her counsel
a customer.

[B]ecause I work [… ] with other people who have the same disease as
me [… ] at customer meetings, there are [… ] times [… ]customers
who have, uh, some hesitation around their medication, so[… ] I can
ask a little more based on myself and [… ] my experience and share
that with customers, which may make them feel, um, more involved
[… ] and can get some help with their decisions about medication,
there I feel that [… ] that you’re a little more sure and I know a little
more and they can feel that here is someone who, who knows what
they’re talking about [… ] that’s added another dimension to [… ] my
customer encounters. (Interview no 5)

To be part of decision-making and to be counted on in situa-
tions that are important were described as aspects of participa-
tion that could influence the future development of the company
and the work situation:

Interviewer: What do you associate with participation that you’re
involved at work?

Interviewee: Yes, you are, then you discuss both successes and setbacks
with the owners, former partners, and also with other employees. So
that, yes, which is why it’s [… ] we lose an order or the opposite.
(Interview no 39),

Experiencing participation is to share decision-making, to con-
tribute with suggestions and to take part in this social negotiating
process.

Yes [… ] I’ve been active in the local association here in town and then
I was very involved [… ] partly with ideas, and I was on the board then
and [… ] I had a lot of projects [… ] in part, I was involved in what
would be done and in decisions and [… ] yes that [participation] is
really when you are going to do something, and you get to be part of
it and have [… ] views and [… ] be involved and do it together.
(Interview no 43)

Although some interviewees argue that the feeling of partici-
pation varied with disease activity and their daily ability to handle
pain, they also in their narratives express different qualities of par-
ticipation are based on the individual’s experience of the situation
and the social context.

Discussion

When the interviewees with early RA were asked about when
they experienced participation, their definitions included different
socio-emotional qualities [27]. Some of the interviewees under-
stood participation as being part of a group or valued participa-
tion such as conducting activities together with others. Others
described that participation included sharing everyday chores and
responsibilities at home or at work. Participation was also defined
as having influence on actions or giving directions of goals that
others listened to. Some of the interviewees also described with
details how they included situations with shared decision making
where they contributed to developments of different kinds – per-
sonal, professional, group, associations, and organizations. All the
interviewees described participation experiences that included sit-
uations where engagement with others was the focus within new
and temporary relations as well as with close relations.

The different socioemotional qualities of participation found in
the present study can be looked on as “steps in a ladder” as
inspired by previous models used in social participation and
democratic rights for citizens [18] and for children [19,20]. Our
ladder includes socioemotional qualities of participation as
defined by people with chronic disease, in this case early RA.
However, the ladder as a symbolic model has been criticized as it
assumes there is a specific order of how to achieve the different
levels of participation [20,28]. Our purpose is not to state that
there is a certain way of approaching this ladder, rather one can
move up and down within it based on preferences, possible
empowered positions, or daily disease activity and function.

In health research, participation is most often related to ICF,
which defines participation as an active involvement in a life situ-
ation [7]. We found that the ICF’s definition has limitations when
it comes to the individual’s involvement in a specific situation
based on the interviewees’ descriptions of participation. This is in
line with Hemmingsson and Jonsson’s [11] critical analysis of the
concept of participation related to the ICF model. From their
occupational therapy perspective on participation, they found
that the ICF has limitations in capturing different kinds of partici-
pation in a single life situation [11]. Similar limitations of ICF have
also been discussed by Thyberg et al. [29].

In the present study, we found that it was obvious that partici-
pation was experienced mostly with other persons and that par-
ticipation has a strong social aspect. Pi�skur et al. [12] discussed
whether participation as defined by the ICF and social participa-
tion as democratic rights differ. The current ICF definition of par-
ticipation does not sufficiently capture societal involvement
according to Pi�skur et al. [12]. They suggest that ICF’s definition
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of participation be changed so it differentiates between social
roles that might overcome these shortcomings. Societal involve-
ment would then be understood in the light of social roles.
Previous research has also shown that the level of social participa-
tion is highly relevant regarding the disease-related variables such
as pain, fatigue, and functional disability as well as psychological
status and mastery in both early and established RA [13]. In
rehabilitation, the social aspects of participation also involve
encounters with the rehabilitation staff. The relevance of involve-
ment of patients and users is evident in rehabilitation and is
important for general standards such as patient-centered care [30]
and in specific recommendations for RA [5].

Based on the interviews in the present study, the concept of
participation (delaktighet in Swedish) seemed rather hard for
some of the interviewees to define and transfer to everyday life
situations as it seems more connected to a professional discourse.
Participants with more education or employed within health and
welfare areas seemed more used to handling the concept of par-
ticipation. This unfamiliarity of the concept made the interviewers
give some information of what the concept might include, such
as the ICF definitions of participation and engagement in life sit-
uations [7]. Our results clarify that the ICF classification not cover
the individual’s own socioemotional evaluation of participation.

The assumption that increasing participation is a desirable out-
come needs to be challenged and considered in each patient’s
life situation [6]. The present study argues that unveiling the
socio-emotional participation preferences of each patient or user
within health and welfare settings is an important task for the
professionals to explore in their efforts to promote health. Being
given the ICF definition of participation might have inspired the
interviewees to choose situations that included interaction with
others, since this was referred to in all descriptions from the inter-
viewees and considering that all interviews are cocreated [31].
Moreover, the interviewees may form their narratives based on
the verbal and nonverbal reactions of the interviewer. In conclu-
sion, our results show that participation from an individual’s per-
spective is about belonging and having influence that mediates a
positive feeling of being included and that you matter as a per-
son. This points out that it is important in rehabilitation to be
aware of the individual’s own sense of participation in goalsetting
to complete to the goal settings directed to support the perform-
ance of the specific daily activities
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