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Abstract

Objectives: Fibromyalgia syndrome (FMS) is a chronic pain condition that affects involvement in daily activities, including self-care and house-
hold responsibilities. Self-management strategies are a primary focus in treatment recommendations. However, their effectiveness depends on
an individual’s readiness and capacity to adopt health-promoting behaviours. This study aims to explore the experiences of adults in their self-
management journey, focusing on the barriers and facilitators influencing patient activation (PA) and effective self-management.

Methods: A qualitative evidence synthesis was conducted. An electronic search was performed using the following databases: CINAHL,
PsycINFO, PubMed, Medline, ScienceDirect and AMED. The studies were screened against eligibility criteria to ensure their relevance. The
quality of the included studies was assessed against the Critical Appraisal Skills Programme (CASP) questionnaire for qualitative studies and the
Consolidated Criteria for Reporting Qualitative Research (COREQ) checklist. Findings from the papers were synthesized via the three-stage the-
matic synthesis process, and common themes were identified.

Results: Nine studies with a total of 130 participants were included. Four major analytical themes were identified, including legitimizing FMS,
the value of medical support, receiving peer and social support, and learning to self-manage.

Conclusion: Self-management of FMS requires patients to be actively involved in managing their health. These findings highlight that support
from HCPs, family members and peers helps patients learn how to self-manage and engage in health-promoting behaviours. Clinicians treating
people with FMS should prioritize education, empathy and personalized support.

Lay Summary

What does this mean for patients?

Fibromyalgia syndrome (FMS) is a long-term condition that causes chronic widespread pain and fatigue, which commonly affects people’s ability to
perform day-to-day activities. Research shows that self-management strategies can help manage symptoms and improve quality of life. However, fol-
lowing self-management advice often depends on a concept called ‘patient activation” (PA), which refers to the knowledge, skills and confidence a
person has for managing their health. Therefore, we explored the influences on PA and how it may contribute to the successful self-management of
FMS. After reviewing nine studies, we found four main factors. Firstly, people living with FMS feel more confident managing their conditions when
others acknowledge it. Secondly, support from medical professionals through self-management programmes helped individuals gain knowledge and
better understand the condition. People with FMS particularly value empathic clinicians and individualized treatments based on their circumstances.
Thirdly, support from friends and social networks helped people to stay motivated to manage their FMS. Lastly, people living with FMS are on a self-
management journey, finding strategies and interventions that work best for them. Therefore, we recommend that healthcare professionals provide
medical expertise, empathy, education and personalized treatments to support those living with FMS.
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Key messages

* Adequate support from the biomedical field was a prominent factor in facilitating the development of patient activation and thus benefit
self-management.

* Consequences of physical activities, such as pain and fatigue, are often viewed by patients as barriers to further engagement with
exercise programmes and reduce their willingness to exercise.

* Due to the invisibility and invalidation of fiboromyalgia syndrome, there is a need for legitimization and diagnostic clarification for this
population of patients.
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Introduction

Fibromyalgia syndrome (FMS) is a complex chronic condi-
tion characterized by widespread musculoskeletal pain and
fatigue, which commonly affects one’s ability and involve-
ment in functional activities [1]. It is estimated that approxi-
mately 5.4% of the population in the UK is affected by FMS,
with a higher prevalence in women than men [2]. FMS is of-
ten described an ‘invisible illness’, as it lacks visible physical
symptoms, causing those affected to explain and legitimize
their condition to others [3, 4].

According to current guidelines, implementing self-
management strategies has been shown to optimize patients’
functioning and quality of life [5, 6]. However, research has
indicated that patient outcomes and adherence to self-
management are commonly dependent on concepts such as
one’s readiness to change, self-efficacy or PA [7-10]. The
self-efficacy theory developed by Bandura [11] defined self-
efficacy as an individual’s belief in their ability to perform
actions, which may influence adaptive coping behaviours in
rehabilitation. PA, however, draws upon self-efficacy and
readiness to change, capturing elements of each and forming
a more generalized concept that refers to a person’s knowl-
edge, skills and confidence in managing their health [12, 13].
This allows for a more nuanced understanding of individual’s
capacity to manage their own health.

PA facilitates treatment adherence and health-promoting
behaviours in individuals with chronic conditions [14]. Positive
correlations between PA and functional capacity were found in
the field of inflammatory arthritis (IA) [15, 16]. A recent study
by Jones et al. [17] explored the factors influencing PA in indi-
viduals with TA and found that self-efficacy and health literacy
were significantly associated with PA. Additionally, a study by
Yao et al. [18] identified the sociodemographic characteristics
of participants—those with lower activation levels often had
lower educational levels and were employed in manual occupa-
tions. However, due to their broad focus on chronic pain, the
sample was heterogeneous, with patients presenting with can-
cer pain and other co-morbidities.

While studies have focused on understanding the illness expe-
rience and self-management in people with FMS, limited re-
search has systematically explored PA in FMS specifically [19,
20]. The invisibility, diagnostic challenges and invalidation of
FMS distinguishes it from other conditions [21-24]. Therefore,
by systematically reviewing current qualitative literature, this
study explores the barriers and facilitators influencing PA and,
thus, self-management in adults with FMS.

Methods

The qualitative approach

A qualitative evidence synthesis (QES) was conducted. This
review is reported in compliance with the preferred reporting
items for systematic reviews and meta-analyses (PRISMA)
statement [25]. This work formed the basis of an undergradu-
ate dissertation, with protocol submitted for internal aca-
demic review. The processes were conducted with
triangulation to optimize the findings’ credibility [26].

Search strategy

The following databases were searched—AMED, PubMed,
CINAHL, Medline, ScienceDirect and PsycINFO. The search
terms were developed based on the SPIDER framework,
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alongside synonyms, to allow a greater breadth of search
results [27]. However, after initial trials of searching, includ-
ing ‘patient activation’ in the search terms and ‘research type’
related words such as ‘qualitative’ limited search results.
Therefore, meetings were held with a librarian and optimized
the search terms to yield the most results (Table 1).
Moreover, snowballing was performed to review reference
lists of included studies and search for missing seminal
papers [28].

Screening process, inclusion and exclusion criteria

Two pairs of reviewers (K.Y. and S.M.) and (D.J. and C.M.)
independently screened title and abstract followed by a man-
ual assessment based upon of inclusion and exclusion criteria
(Table 2). Eligible studies references were exported to
Mendeley Desktop (version 1.19.8) for duplicate removal.
Decisions were made through group discussions, with a third
reviewer (]J.P.) consulted when a consensus was not reached.

Type of studies

With our research focus, only primary qualitative studies
were included to produce integrated findings to enrich the

Table 1. Search terms

Database SPIDER tool  Search terms
AMED, PubMed, Sample ‘fibromyalgia’ OR ‘chronic
CINAHL, Medline pain’ OR ‘“fibro* OR
and PsycINFO ‘fibromyal*’ OR ‘chronic
MSK pain’
Phenomenon  ‘self-management’ OR ‘self
of interest care’ OR ‘self-manage™
Design ‘interview” OR ‘focus groups’
OR ‘semi-struc-
tured interview’
Evaluation ‘behavi* change’ OR
‘adhere™ OR ‘patient
compliance’ OR
‘patient experience’
ScienceDirect As above (‘fibromyalgia’ OR ‘chronic

msk pain’) AND (‘self-
management’” OR ‘self-
care’) AND (‘interview’
OR “focus groups’) AND
(‘behaviour change’ OR
‘patient experience’

OR ‘adhere’)
Table 2. Inclusion and exclusion criteria
Inclusion Exclusion
Only English papers Papers not in English

Qualitative research studies Quantitative research studies, sys-
tematic literature reviews and
grey literature

Papers including heterogeneous
chronic pain or musculoskele-
tal conditions

Papers published before 2000

Study population includes only
adults with fibromyalgia

Date of studies (2000-present,
i.e.2023)

Interventions used in studies are
self-management techniques (i.e.
physical activity and symp-
tom management)

Outpatient and community setting Inpatient setting

Interventions used in the studies
are not self-manage-
ment techniques
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understanding towards PA and self-management in FMS.
Grey literature was excluded, considering the difficulty in re-
trieving this type of study [29]. Due to the evolution of the
understanding towards FMS in the biomedical field, older
studies may have focused on outdated interventions and con-
cepts [30]. Therefore, studies published before the year 2000
were also excluded. Due to the unique nature of FMS and the
label it carries, studies including other conditions were ex-
cluded to enable a closer inspection on the impacts of PA in
self-managing FMS. Moreover, only studies in English were
included due to the lack of translators.

Self-management techniques and interventions

We excluded studies that did not include any elements of self-
management or conducted in in-patient settings where patients
are managed by healthcare professionals (HCPs). Studies focus-
ing either on self-management interventions led by HCPs or
strategies implemented by patients were all included.

Relevance to PA

Moreover, since the key focus PA was not included in the
search terms, the constructs of PA (knowledge, skills and con-
fidence) were screened during the full-text eligibility assess-
ments, and studies irrelevant to those constructs were
excluded.

Quality assessment

The Critical Appraisal Skills Programme (CASP) tool for quali-
tative studies was applied for quality assessment [31]. As rec-
ommended by Cochrane, CASP assesses the methodological
rigour and limitations of studies [32-35]. To better conceptual-
ize quality and enable comparison, each question was scored 0
to 2 [36], where 0=not answered, 1=somewhat answered
and 2 = well answered. Scoring was conducted independently
by two pairs of researchers (K.Y. and C.M.) and (D.J., S.M.
and E.M.). Limitations were identified by highlighting the
scores below 2. In addition to methodological rigour, reporting
can affect quality [37]. Therefore, reporting transparency was
assessed using the Consolidated Criteria for Reporting
Qualitative Research (COREQ) framework [38].

Data extraction

Characteristics of the included studies were manually
extracted and formed a table (Table 3). The process was con-
ducted by two pairs of reviewers (C.M. and K.Y.) and (D.].,
S.M. and E.M.) independently. Characteristics of participants
were also extracted to inform demographics among included
studies. Qualitative data were extracted from the results sec-
tions and imported into NVivo (version 20.7.1) for synthesis.

Data synthesis

Recommended by Cochrane Training, thematic synthesis was
applied through a three-step process [39]. Starting with line-
by-line coding, thematic synthesis aids the development of
‘descriptive themes’ based on commonalities within codes,
and generating ‘analytical themes’ that address the research
topic [40]. Inductive line-by-line coding was conducted using
NVivo to form a new framework from the findings. The
results sections of each study were coded by two pairs of
reviewers independently (C.M. and D.].) and (K.Y., S.M. and
E.M.). An iterative approach was applied when forming
themes and re-visiting the raw qualitative data to identify
commonalities. The processes of theme development were

performed among the whole team, and all agreed on the final
analytical themes.

Reflexivity

Team governance procedures were conducted to minimize in-
dividual influence on the interpretation of results [41]. All
key stages were conducted by two pairs of reviewers indepen-
dently, and differences in findings were discussed as a group.
To ensure a comprehensive interpretation of the results,
researchers with different backgrounds were paired [42]. As
physiotherapy students, K.Y., D.J., C.M., SSM. and E.M.
consulted J.P., an experienced clinical academic with exper-
tise in FMS, before making key decisions. An audit trail of
major decisions was kept throughout all stages of the re-
search process [41].

Results

Study selection

A total of 748 studies were yielded across all databases. After
title and abstract screening, 70 papers were sought for re-
trieval. After removing duplicates and including nine papers
identified from snowballing, the eligibility of these papers
was assessed via full-text screening, which resulted in nine
papers meeting the full inclusion criteria (Fig. 1).

Study characteristics

Of the nine papers, two included both HCP and patient par-
ticipants [41, 43], while the remaining seven recruited
patients only, with a total of 120 patients and 10 HCPs.
Patients were mostly female (four males), aged 20-73, and
their illness duration ranged from 6 months to 58 years. Four
studies targeted their study towards the experiences of spe-
cific intervention programmes [43-46], while the other five
studies aimed to understand the general experience in self-
managing FMS [47-51] (see Table 3).

Quality assessment

The results of the CASP appraisal tool and COREQ checklist
were included (see Supplementary Tables S1 and S2, available
at Rheumatology Advances in Practice online). In the CASP
appraisal, all papers scored 17/20 or above. However, poor
reporting in several papers was revealed in COREQ despite
achieving a high score on CASP [47, 48, 50, 51]. Items re-
garding the reasons for non-participation, the presence of re-
peat interviews and the description of coding trees were
scarcely reported. Only two papers specified the gender of
the researchers, knowing that in a predominantly female sam-
ple, gender-related bias may be present [44, 50].

Synthesis of results

Four main analytical themes emerged from descriptive
themes—legitimizing FMS’, ‘value of medical support’,
‘receiving peer and social support’ and ‘learning to self-man-
age’ (see Fig. 2). While the themes ‘legitimizing FMS’ and
‘learning to self-managed’ derived solely from patients’ per-
spectives, the other two themes comprised both HCPs and
patients’ narratives. Supporting quotes for each subtheme are
in Supplementary Table S3, available at Rbeumatology
Advances in Practice online, with participant quotes marked
as ‘P> and author interpretations marked as ‘A’. See Table 4
for the contribution of studies to the synthesis.
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Table 3. Data extraction table
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# Author (country) Data collection method Participants Self-management components
1 Arfuch et al., Semi-structured N =10 (M: 0, F: 10), mean age: Pain management, physical activity,
2022 (USA) interview 58.5, mean duration of FMS: emotional management, nutri-
11 years (min 2, max 30) tion, insomnia management
2 Chen, 2016 (USA) Interview N=23 (M: 1, F: 22), age range: Pain management, emotional regu-
21-79 years, illness duration: lation, physical activity, nutri-
1-58 years tion, self-education
3 Lempp et al., 2009 (UK) Semi-structured N=12 (M: 1, F: 11), mean age: Overall experience on FMS impact
interview 49, mean duration of FMS: on daily life, general overview on
3 years (min 5 months, self-management
max 11 years)
4 Mcllroy et al., Semi-structured N =13 (6: HCP, 7: patient Pain management, emotional man-
2022 (UK) telephone interview participants) agement, physical activity
and focus groups Patient participants: M: 0, F: 7,
mean age: 46
5 Rasmussen et al., Semi-structured focus N=17 (M: 0, F: 17), mean age: Physical activity, pain management,
2017 (Denmark) group interviews 42.8, median duration of sleep hygiene
FMS: 11 years (min 6 months,
max 12 years)
6 Russell et al., Focus group N=14 (M:2,F:12) Fatigue and insomnia management,

2018 (Ireland)

7 Sallinen et al.,
2011 (Finland)

Narrative interview

8 Kengen Traska et al., Qualitative descriptive
2011 (USA) study with
group interviews
9 Pearson et al., Non-participatory
2020 (UK) observations followed

by semi-struc-
tured interview

N =20 (M: 0, F: 20), mean age:
54 years, pain duration:
10-30years

N=8 (M: 0, F: 8), mean age:
60 years, illness duration:
> 6 years

Observations: N=21 (M: 2, F:
19), interview: N=13 (4
therapists, 9 patients,
all female)

physical activity, therapeu-
tic exercises

Overall coping with fibromyalgia,
general view on self-management

Opverall view on self-management
including symptom management,
pacing techniques, emo-
tional regulation

Physical activity, therapeutic exer-
cises, pacing techniques, goal set-
ting, emotional regulation,
nutrition, sleep hygiene

FMS: fibromyalgia syndrome; HCP: healthcare professional.

Legitimizing FMS

Due to the invisibility and unpredictability of FMS, many peo-
ple living with FMS were viewed as ‘invalid’ by others and ex-
perienced a low acceptance and legitimacy in their illness
accounts [43, 47-50]. Therefore, external legitimization and
acceptance from others were highly valued and were shown to
improve internal legitimization [43, 48, 49, 51]. External legit-
imization is often achieved through learning peers’ illness
experiences which acted as a ‘living testimony’ that provided
them with a sense of social validation and ‘made FMS visible’
[43, 50, 51]. Moreover, external recognition from the biomed-
ical field legitimized FMS by providing care tailored towards
the needs of patients with FMS [43, 45].

Internal legitimization and self-acceptance were shown to
increase PA. When patients start perceiving their condition as
a legitimate health problem, their willingness and confidence
in making an effort to self-manage increases [43]. This is of-
ten prompted by acknowledging the clinical value of FMS,
which facilitated their motivation to be actively involved in
managing their condition [43, 45]. Furthermore, diagnostic
clarification also facilitated internal legitimization, thus in-
creasing PA by motivating patients to gain knowledge and
maximize capability in self-management [45, 47]. Some
patients also reported that limited information was provided
post-diagnosis [46]. This then provoked them to actively seek
information from other sources or participate in intervention
programmes, which rewarded them with the necessary
knowledge and skills [44, 50].

Value of medical support

Well-provided HCP support benefits the management jour-
ney and enhances PA of people living with FMS. An empa-
thetic approach by HCPs was valued as patients’ confidence
in self-managing increased when HCPs understood and
addressed their needs [44, 49]. On the contrary, frustration
and a lower willingness to self-manage were often caused by
the incompetence of HCPs that lacked knowledge in FMS
which overlooked patient’s specific needs [43, 49].
Moreover, the roles of HCPs in maximizing patient outcomes
and the perceived effectiveness of intervention programmes
were also identified. By addressing individual needs, manag-
ing expectations and providing professional advice, patients
were motivated to engage in self-management interventions
and perceived them as ‘effective’ [43, 45, 49]. Besides, indi-
vidualized support from HCPs in aiding the identification of
barriers in self-management facilitated patients to gain
knowledge in developing coping strategies and overcoming
obstacles [44-46].

Multi-component intervention programmes were positively
regarded as ‘learning opportunities’ that aided the process of
gaining knowledge and skills and facilitated efficient self-
management [43-45]. Self-efficacy and motivation to engage
in self-management techniques were also enhanced when the
programmes gave participants a sense of purpose and motiva-
tion to implement the techniques they learned [43, 45]. These
programmes also acted as a platform for peer support, where
people with FMS were encouraged to interact with each other
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Figure 1. Preferred reporting items for systematic reviews and meta-analyses (PRISMA) flow diagram

and share experiences during group sessions [43-45].
Moreover, adequate continued care is necessary to maintain
PA and effective self-management over the illness course [43,
45, 46]. The time constraint in primary care sectors and the
lack of follow-up sessions after secondary care provision
were both shown to limit patients’ knowledge and ability to
manage FMS [43, 45, 46, 48].

Receiving peer and social support

Many reported that a general lack of understanding from
others and unsupportive family magnified the difficulty in
self-management and formed negative experiences [48, 49].
On the contrary, social support was shown to improve self-
efficacy and confidence in patients when their capability to
engage in self-management was enhanced [44, 49].
Moreover, most patients established ways to efficiently self-
manage by seeking help from others and considered it as a
way to pace [48, 51].

Moreover, patients appreciated communicating with peers
and commented that peer support “filled the gap in social un-
derstanding’ [43]. Peer support benefitted self-management
by increasing internal readiness to exercise and participate in
intervention programmes that legitimized FMS and improved
PA [43-45, 50]. Since many experienced difficulties in social
contexts and often experience isolation, social engagement
was considered an important component of self-management
[45]. Peer support was also found to improve patients’ social

initiative and their confidence in social contexts, which indi-
cated their increased activation in managing social situations
[43, 50].

The effect of social comparison among peers was also
found to improve PA [43, 50]. Downward comparison where
meeting others with more severe symptoms motivated
patients to take better care of themselves [50]. Social compar-
ison also facilitated self-realization by noticing ‘I (the patient)
am not handling it (FMS) as bad as I thought’ which in-
creased patient’s confidence to implement self-management
techniques [43].

Learning to self-manage
Four subthemes were identified—‘symptoms-driven informa-
tion seeking’, ‘pacing techniques’, ‘negative past experiences’
and ‘illness duration’. These aspects of one’s illness experi-
ence illustrated their learning journey—from acquiring and
implementing to accumulating knowledge and skills required
to manage FMS. To begin with, although the nature of FMS
and its interlinked symptoms caused difficulties in self-
management, it also provoked patients to proactively seek in-
formation regarding treatment options and self-management
techniques [47-49]. Therefore, with active information seek-
ing, patients were able to enhance their capability and skills
in self-management.

Implementation of skills thus comes after gaining knowledge.
Among various self-management techniques, pacing-related
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Table 4. Contribution of studies to the qualitative synthesis

Analytical Descriptive theme Arfuch  Chen Lempp Mcllroy Rasmussen Russell Sallinen Kengen Traska Pearson
theme etal. (2016) etal. etal. etal. etal. etal. etal. etal.
(2022) (2009)  (2022) (2017) (2018) (2011) (2011) (2020)
Legitimizing Internal legitimization v V4 v v v
FMS External legitimization &4 v v v &4
Value of diagnosis V4 V4 v
Receiving peer  Peer support v v 4 a4 4
and social Social support V4 v v v
support Comparing with others v 4
Value of Intervention programmes 4 4 4 v
medical HCP support 4 v v 4 4 Ve'4 v v v
support
Process of Illness duration 4 v 4
learningto  Symptoms-driven 4 v v v
self-manage information seeking
Negative past experiences v 4
Pacing techniques 4 v v v

Double ticks ‘v v represent evidence supporting the link between the subtheme and both PA and self-management, while one tick ‘v represents the link

between the subtheme and self-management only.
FMS: fibromyalgia syndrome; HCP: healthcare professional.
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skills such as prioritizing activities and identifying the ‘boom-
bust’ pattern were found to have a more direct effect on PA
[45, 46, 49]. Pacing techniques facilitated the identification of
links between certain activities and fatigue levels, which en-
hanced their motivation and a sense of ‘regaining control’ [46].
Self-identification hence increased their knowledge, skills and
capability to manage symptoms and activities more effi-
ciently [45].

On the contrary, the results of engaging in physical activi-
ties often formed negative experiences in their self-
management journey [48, 49]. The consequences of exercise,
such as immense fatigue and pain, led to decreased PA.
Negative past experiences regarding structured exercise pro-
grammes hindered their perceived capability to perform phys-
ical activities, thus resulting in an avoidant attitude towards
exercises [48, 49].

In the context of PA and self-management, illness duration
indicates the accumulation of knowledge and skills over time,
making patients more proficient at self-management [47, 51].
By experimenting with different self-management skills and
symptom-alleviating remedies, patients, therefore, take con-
trol over their health processes and are able to self-manage
more efficiently and effectively [51].

Discussion
Discussion of findings

The findings of this review revealed four main aspects
influencing PA and its relationship to effective self-
management. Despite the idea of self-management being
patients actively involved in managing their health, the
findings shed light on the effects external impacts have on
self-management and the interrelationships between external
influence and one’s internal activation.

These findings aligned with a recent systematic review
identifying similar internal and external factors influencing
the self-management of chronic musculoskeletal pain [36].
Themes such as the importance of receiving external support
from peers and social networks, as well as internal facilitators
such as self-efficacy, were identified across studies in chronic
pain, suggesting that these factors apply to the wider cohort
of patients with chronic pain [16, 17, 36, 52-54].

This review highlights the role of HCPs facilitating PA. A
study exploring the factors associated with PA in IA identi-
fied two key modifiable factors: self-efficacy and health liter-
acy [17]. Our themes highlighted the need for information
and expectation of individualized treatment. Participants val-
ued psychological support from HCPs, which helped them
develop independence by mastering their illness experiences,
and fostering self-efficacy and PA [17, 54, 55]. Participants
often took initiative and practiced self-management skills in-
dependently despite ongoing symptoms. However, unsuper-
vised trial-and-error processes led to more negative
experiences, highlighting the lack of HCP input and the need
to improve health literacy [56-58]. Other shortcomings of
current practice were also reflected in the findings. As this re-
view focused solely on the illness experience of FMS, the im-
portance of legitimizing the condition was accentuated.
While self-acceptance is a key facilitator of self-management
in chronic pain, the invisibility and invalidation of FMS may
increase the need for external legitimization and diagnostic
clarification [54, 59, 60].

To further conceptualize our findings, the developmental
model of activation by Hibbard et al. [61] and the COM-B
model by Michie ez al. [62] were applied. The developmental
model of activation formed the basis of the main concept of
PA, which illustrated four stages—starting with an individual
believing in the importance of their role in health promotion,
thus having the confidence and knowledge necessary to take
action, which progresses to actually taking health-promoting
actions and ends with a sustained implementation of actions.
Moreover, the COM-B model is a framework used to under-
stand influences on self-management behaviour. The COM-B
model identified three necessary components for any behav-
iour to occur: capability, motivation and opportunity.

According to the activation model, patients’ own beliefs re-
garding the importance of their role act as a starting point
[61]. The significance of the theme ‘legitimizing FMS’ can
therefore be explained. It was shown that via legitimization,
patients are enabled to recognize FMS and its symptoms as
‘real’ [43]. Subsequently, the subtheme ‘diagnosis clarifica-
tion’ further facilitated the identification of patients’ role in
self-management. Patients viewed receiving the diagnosis as a
starting point that guided them to identify the need to take an
active role in managing the condition [63].

However, wider evidence indicated that some patients
struggle to accept the diagnosis and reported a sustained low
legitimacy in their illness experiences, alongside difficulties in
self-management [64, 65]. Therefore, as recognized in the
theme ‘value of medical support’, the role of clinicians in pro-
viding knowledge regarding the diagnosis is paramount in fa-
cilitating patients’ initial self-recognition of their role in the
illness journey [23, 47].

Furthermore, this hierarchical activation process indicated
that the further stages of implementing and maintaining
behaviours require a sustained level of knowledge, skills and
confidence [61]. This may explain the negative impact of in-
adequate continuous medical support on the ability to sustain
health-promoting actions [66]. Studies identified that patients
commonly report difficulties in maintaining newly learnt
knowledge over time when there is a lack of follow-up ses-
sions to support practising the implementation of skills [43,
45, 46).

However, the theme ‘learning to self-manage’ seemed to be
less relevant or influential when applying the activation
model. It may be due to the unidimensional nature of the
model that illustrated the development of activation as a
rather linear process where an individual progresses through
stages [61]. As suggested by Jensen et al. [67], engaging in
self-management and the readiness to adapt to changes may
be multidimensional in nature, and it can be better reflected
as continuous rather than through discrete stages [68]. The
significance of this theme would be manifested when consid-
ering the COM-B model [62].

Capability, motivation and opportunity were identified as
the essential components for behaviour change in the COM-
B model. It also suggested that implementing behaviour
changes can further increase or decrease one’s motivation or
capability, forming a cycle [62]. This may explain how
behaviours such as pacing techniques motivate patients and
enhance their ability to self-manage. For instance, the study
by Pearson et al. [46] indicated that their motivation in-
creased when patients could regain control of their symptoms
and self-management through pacing. On the contrary, nega-
tive experiences in implementing self-management



behaviours were shown to negatively impact capability and
motivation [48]. This is often seen in patients due to the
unpredictability of FMS and its fluctuating symptoms; physi-
cal consequences of activities reduce patients’ capability to
further engage with self-management tasks and thus their
motivation and willingness to engage [49, 69].

The opportunity component can be considered a prerequi-
site for PA and self-management [70]. According to Michie
et al. [62], ‘opportunity’ encompasses social aspects such as
interpersonal influences and social cues. Therefore, external
legitimization can be explained as providing social validation
to patients and improving their social perception [43], thus
improving one’s social initiative by being able to effectively
communicate their needs to others and aid in self-
management [50]. While the activation model mostly fits into
explaining the development of PA, the COM-B model
appears to explain the relationships between the factors, PA
and self-management.

Clinical implication

Our review indicated the importance of empathetic support
from HCPs and the need for professionals to acknowledge
the invisibility of FMS and legitimize the condition. HCPs
working within a multi-disciplinary team should be aware of
the factors that may affect adherence to intervention pro-
grammes and strategies that can be implemented to target
these influencing factors. For example, shared decision-
making and psychologist-led consultations may enhance ac-
ceptance and self-understanding, improving self-efficacy in
functional activities [71-73] Pain and fatigue are often a con-
cern for people with FMS engaging with physical activity
[49]. Therefore, physiotherapy and occupational therapy
interventions should adopt a personalized approach to bal-
ancing daily activities and physical activity. To facilitate fam-
ily support, education to carers and support the development
of health literacy and empathy should also be considered as
an objective in the provision of care. Moreover, NHS-led
interventions could be linked with peer support organizations
to provide ongoing social support when needed [74].

Study limitations

The review’s findings should be interpreted with the ac-
knowledgement of the following limitations. Although the
breadth of findings was aimed to be enhanced by including
both the patient and HCP perspectives, it may be limited by
the characteristics of some included studies. The participants
in five of nine included studies were recruited from previous
rehabilitation programmes, where it is likely that those who
had negative experiences with the programmes generally
opted out of the follow-up interviews or focus groups [45].
Although most studies reasonably interpreted diverse cases,
the proportion of negative views may be different. Moreover,
since the initial search trial including PA in the search terms
did not yield many results, there is a risk of missing seminal
papers by not including PA in the search terms, excluding
mixed methods studies that are not in English and not search-
ing grey literature.

Future research

Sociodemographic differences were shown to correlate with
the levels of PA [18]. Future studies may explore the differen-
ces in barriers and facilitators of PA across a wider range of
socioeconomic communities. Additionally, a quantitative
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study on PA in FMS could use the Patient Activation
Measure (PAM-13) to assess the impact of these identified
factors on PA [13]. Future qualitative studies exploring
patients’ perspectives on PA and using PAM to assess of their
‘activation level’ could further evaluate the suitability of the
term ‘patient activation’.

Conclusion

While self-management involves patients’ engagement, these
findings highlight how external factors influence self-
management and internal activation. Adequate support from
HCPs emerged as key in facilitating the development of PA.
The invisible nature of FMS increased the need for diagnostic
clarification and legitimization from professionals. Clinicians
involved in managing people with FMS should recognize po-
tential barriers in care and prioritize providing effective pa-

tient education, displaying empathy and offering
personalized support to ensure optimal outcomes.
Supplementary material

Supplementary material is available at Rbeumatology

Advances in Practice online.

Data availability

The authors agree to make materials, data and associated
protocols promptly available to readers if requested.

Contribution statement

This work formed the basis of a BSc Physiotherapy under-
graduate dissertation project. All authors contributed to the
study’s design, data collection, analysis and interpretation of
the findings. Manuscript drafts were written by K.Y. and was
subsequently reviewed and edited by J.P. All authors read
and approved the final manuscript.

Funding

No specific funding was received from any funding bodies in
the public, commercial or not-for-profit sectors to carry out
the work described in this manuscript.

Disclosure statement: The authors have declared no conflicts
of interest.

References

1. Lichtenstein A, Tiosano S, Amital H. The complexities of fibromy-
algia and its comorbidities. Curr Opin Rheumatol 2018;
30:94-100.

2. Fayaz A, Croft P, Langford RM, Donaldson LJ, Jones GT.
Prevalence of chronic pain in the UK: a systematic review and
meta-analysis of population studies. BMJ Open 2016;6:¢010364.

3. Paxman CG. “Everyone thinks I am just lazy”: legitimacy narra-
tives of Americans suffering from fibromyalgia. Health 2021;
25:121-37.

4. Armentor JL. Living with a contested, stigmatized illness: experi-
ences of managing relationships among women with fibromyalgia.
Qual Health Res 2017;27:462-73.


https://academic.oup.com/rheumap/article-lookup/doi/10.1093/rap/rkaf025#supplementary-data

Exploring patient activation and self-management experiences in adults with fibromyalgia 9

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

Macfarlane GJ, Kronisch C, Dean LE et al. EULAR revised recom-
mendations for the management of fibromyalgia. Ann Rheum Dis
2017;76:318-28.

Whibley D, Dean LE, Basu N. Management of widespread pain
and fibromyalgia. Curr Treat Opt Rheumatol 2016;2:312-20.
Jensen MP, Nielson WR, Turner JA, Romano JM, Hill ML.
Readiness to self-manage pain is associated with coping and with
psychological and physical functioning among patients with
chronic pain. Pain 2003;104:529-37.

. Hoffman AJ. Enhancing self-efficacy for optimized patient out-

comes through the theory of symptom self-management. Cancer
Nurs 2013;36:E16-26.

Mosen DM, Schmittdiel J, Hibbard J ez al. Is patient activation as-
sociated with outcomes of care for adults with chronic conditions?
J Ambul Care Manag 2007;30:21-9.

Greene ], Hibbard JH. Why does patient activation matter? An ex-
amination of the relationships between patient activation and
health-related outcomes. | Gen Intern Med 2012;27:520-6.
Bandura A. Self-efficacy: toward a unifying theory of behavioral
change. Psychol Rev 1977;84:191-215.

Hibbard J, Gilburt H. Supporting people to manage their health.
An introduction to patient activation. London: The King’s
Fund, 2014.

Hibbard JH, Mahoney ER, Stockard ], Tusler M. Development
and testing of a short form of the patient activation measure.
Health Serv Res 2005;40:1918-30.

Hibbard JH, Mahoney ER, Stock R, Tusler M. Do increases in pa-
tient activation result in improved self-management behaviors?
Health Serv Res 2007;42:1443-63.

Oliveira IV, do Nascimento MMG, Kakehasi AM et al
Association between health literacy, patient activation, and func-
tional capacity in individuals with rheumatoid arthritis. Open
Rheumatol ] 2021;15:1-8.

Al Juffali L, Almalag HM, Alswyan N ez al. The patient activation
measure in patients with rheumatoid arthritis: a systematic review
and cross-sectional interview-based survey. Patient Prefer
Adherence 2022;16:2845-65.

Jones B, Ndosi M, Hunt A, Harcourt D, Dures E. Factors associ-
ated with patient activation in inflammatory arthritis: a multisite
cross-sectional study. Rheumatol Adv Pract 2021;5:ii35-44.

Yao F, Zheng M, Wang X et al. Patient activation level and its as-
sociated factors in adults with chronic pain: a cross-sectional sur-
vey. Medicine 2021;100:25929.

Sim J, Madden S. Illness experience in fibromyalgia syndrome: a
metasynthesis of qualitative studies. Soc Sci Med 2008;67:57-67.
Chen AT, Carpenter H, Flaherty MG. Work experiences, accom-
modations, and information in the context of fibromyalgia. Int J
Inf Divers Incl 2019;3:29-55.

Pearson J, Coggins J, Derham S et al. A feasibility randomised con-
trolled trial of a fibromyalgia self-management programme for
adults in a community setting with a nested qualitative study
(FALCON). BMC Musculoskelet Disord 2022;23:656.
Ghavidel-Parsa B, Bidari A, Tohidi S et al. Implication of invalida-
tion concept in fibromyalgia diagnosis. Clin Rheumatol 2021;
40:2369-76.

Kiilekgioglu S. Diagnostic difficulty, delayed diagnosis, and in-
creased tendencies of surgical treatment in fibromyalgia syndrome.
Clin Rheumatol 2022;41:831-7.

Bidari A, Parsa BG, Ghalehbaghi B. Challenges in fibromyalgia di-
agnosis: from meaning of symptoms to fibromyalgia labeling.
Korean J Pain 2018;31:147-54.

Page MJ, McKenzie JE, Bossuyt PM et al. The PRISMA 2020 state-
ment: an updated guideline for reporting systematic reviews. BM]J
2021;372:n71.

Noble H, Heale R. Triangulation in research, with examples. Evid-
Based Nurs 2019;22:67-8.

Methley AM, Campbell S, Chew-Graham C, McNally R,
Cheraghi-Sohi S. PICO, PICOS and SPIDER: a comparison study

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

of specificity and sensitivity in three search tools for qualitative sys-
tematic reviews. BMC Health Serv Res 2014;14:579-1.

Streeton R, Cooke M, Campbell J. Researching the researchers: us-
ing a snowballing technique. Nurse Res 2004;12:35-46.

Adams J, Hillier-Brown FC, Moore H] et al. Searching and synthe-
sising ‘grey literature’ and ‘grey information’ in public health: criti-
cal reflections on three case studies. Syst Rev 2016;5:164.

Wolfe F, Rasker JJ, Rasker JJ. The evolution of fibromyalgia, its
concepts, and criteria. Cureus 2021;13:e20010.

Critical Appraisal ~Skills Programme. CASP  Qualitative
Checklist. 2018. https://casp-uk.net/images/checklist/documents/
CASP-Qualitative-Studies-Checklist/CASP-Qualitative-Checklist-
2018_fillable_form.pdf (21 March 2023, date last accessed).
Galdas P. Revisiting bias in qualitative research: reflections on its
relationship with funding and impact. Int ] Qual Methods 2017;
16:1609406917748992.

Dalton J, Booth A, Noyes J, Sowden AJ. Potential value of system-
atic reviews of qualitative evidence in informing user-centered
health and social care: findings from a descriptive overview. J Clin
Epidemiol 2017;88:37-46.

Noyes J, Booth A, Flemming K et al. Cochrane Qualitative and
Implementation Methods Group guidance series—paper 3: meth-
ods for assessing methodological limitations, data extraction and
synthesis, and confidence in synthesized qualitative findings. ] Clin
Epidemiol 2018;97:49-58.

Sekhon M, de Thurah A, Fragoulis GE et al. Synthesis of guidance
available for assessing methodological quality and grading of evi-
dence from qualitative research to inform clinical recommenda-
tions: a systematic literature review. RMD Open 2024;
10:004032.

Spink A, Wagner I, Orrock P. Common reported barriers and facil-
itators for self-management in adults with chronic musculoskeletal
pain: a systematic review of qualitative studies. Musculoskel Sci
Pract 2021;56:102433.

Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting
qualitative research (COREQ): a 32-item checklist for interviews
and focus groups. Int ] Qual Health Care 2007;19:349-57.
Chandler J, Cumpston M, Li T, Page MJ, Welch V]. Cochrane
handbook for systematic reviews of interventions. Hoboken:
Wiley, 2019.

Thomas ], Harden A. Methods for the thematic synthesis of quali-
tative research in systematic reviews. BMC Med Res Methodol
2008;8:45.

Flemming K, Noyes J. Qualitative evidence synthesis: where are
we at? Int ] Qual Methods 2021;20:1609406921993276.

Carcary M. The research audit trial—enhancing trustworthiness in
qualitative inquiry. Electron ] Bus Res Methods 2009;7:11-24.
Olmos-Vega FM, Stalmeijer RE, Varpio L, Kahlke R. A practical
guide to reflexivity in qualitative research: AMEE Guide No. 149.
Med Teach 2022;45:1-51.

Arfuch VM, Caballol Angelats R, Aguilar Martin C et al. Patients’
lived experience in a multicomponent intervention for fibromyal-
gia syndrome in primary care: a qualitative interview study. Int J
Environ Res Public Health 2022;19:13322.

Mcllroy S, Vaughan B, Crowe H, Bearne L. The experiences and
acceptability of a novel multimodal programme for the manage-
ment of fibromyalgia: a qualitative service evaluation.
Musculoskeletal Care 2022;20:686-96.

Rasmussen MU, Amris K, Rydahl-Hansen S. How can group-
based multidisciplinary rehabilitation for patients with fibromyal-
gia influence patients’ self-efficacy and ability to cope with their ill-
ness: a grounded theory approach. ] Clin Nurs 2017;26:931-45.
Pearson J, Whale K, Walsh NE et al. Fibromyalgia self-manage-
ment: mapping the behaviour change techniques used in a prac-
tice-based programme. Musculoskeletal Care 2020;18:372-82.
Chen AT. The relationship between health management and infor-
mation behavior over time: a study of the illness journeys of people
living with fibromyalgia. ] Med Internet Res 2016;18:¢269.


https://casp-uk.net/images/checklist/documents/CASP-Qualitative-Studies-Checklist/CASP-Qualitative-Checklist-2018_fillable_form.pdf
https://casp-uk.net/images/checklist/documents/CASP-Qualitative-Studies-Checklist/CASP-Qualitative-Checklist-2018_fillable_form.pdf
https://casp-uk.net/images/checklist/documents/CASP-Qualitative-Studies-Checklist/CASP-Qualitative-Checklist-2018_fillable_form.pdf

10

48.

49.

50.

S1.

52.

53.

54.

55.

S6.

57.

58.

59.

60.

Lempp HK, Hatch SL, Carville SF, Choy EH. Patients’ experiences
of living with and receiving treatment for fibromyalgia syndrome:
a qualitative study. BMC Musculoskelet Disord 2009;10:124-1.
Russell D, Alvarez Gallardo IC, Wilson I et al. ‘Exercise to me is a
scary word’: perceptions of fatigue, sleep dysfunction, and exercise
in people with fibromyalgia syndrome—a focus group study.
Rheumatol Int 2018;38:507-15.

Sallinen M, Kukkurainen ML, Peltokallio L. Finally heard, be-
lieved and accepted—peer support in the narratives of women with
fibromyalgia. Patient Educ Couns 2011;85:126-30.

Kengen Traska T, Rutledge DN, Mouttapa M, Weiss J, Aquino ]J.
Strategies used for managing symptoms by women with fibromyal-
gia. ] Clin Nurs 2012;21:626-35.

Geraghty AW, Maund E, Newell D et al. Self-management for
chronic widespread pain including fibromyalgia: a systematic re-
view and meta-analysis. PLoS One 2021;16:¢0254642.

Wright MA, Wren AA, Somers TJ et al. Pain acceptance, hope,
and optimism: relationships to pain and adjustment in patients
with chronic musculoskeletal pain. J Pain 2011;12:1155-62.
Devan H, Hale L, Hempel D, Saipe B, Perry MA. What works and
does not work in a self-management intervention for people with
chronic pain? Qualitative systematic review and meta-synthesis.
Phys Ther 2018;98:381-97.

Damush TM, Kroenke K, Bair MJ et al. Pain self-management
training increases self-efficacy, self-management behaviours and
pain and depression outcomes. Eur J Pain 2016;20:1070-8.
Batterham RW, Hawkins M, Collins PA, Buchbinder R, Osborne
RH. Health literacy: applying current concepts to improve health
services and reduce health inequalities. Public Health 2016;
132:3-12.

Ko6ppen PJ, Dorner TE, Stein KV, Simon ], Crevenna R. Health lit-
eracy, pain intensity and pain perception in patients with chronic
pain. Wien Klin Wochenschr 2018;130:23-30.

Mackey LM, Blake C, Casey MB et al. The impact of health liter-
acy on health outcomes in individuals with chronic pain: a cross-
sectional study. Physiotherapy 2019;105:346-53.

Kool MB, Van Middendorp H, Boeije HR, Geenen R.
Understanding the lack of understanding: invalidation from the
perspective of the patient with fibromyalgia. Arthritis Care Res
2009;61:1650-6.

Van Ittersum MW, Van Wilgen CP, Hilberdink WK, Groothoff
JW, Van Der Schans CP. Illness perceptions in patients with fibro-
myalgia. Patient Educ Couns 2009;74:53-60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

Kit Yung et al.

Hibbard JH, Stockard J, Mahoney ER, Tusler M. Development of
the Patient Activation Measure (PAM): conceptualizing and mea-
suring activation in patients and consumers. Health Serv Res
2004;39:1005-26.

Michie S, Atkins L, West R. The behaviour change wheel: a
guide to designing interventions. Great Britain: Silverback
Publishing, 2014.

Eik H, Kirkevold M, Solbraekke KN, Mengshoel AM. Rebuilding
a tolerable life: narratives of women recovered from fibromyalgia.
Physiother Theory Pract 2022;38:1188-97.

Boulton T. Nothing and everything: fibromyalgia as a diagnosis of
exclusion and inclusion. Qual Health Res 2019;29:809-19.
Undeland M, Malterud K. The fibromyalgia diagnosis-hardly
helpful for the patients? A qualitative focus group study. Scand ]
Prim Health Care 2007;25:250-5.

Valaas HL, Klokkerud M, Hildeskar J et al. Follow-up care and
adherence to self-management activities in rehabilitation for
patients with rheumatic and musculoskeletal diseases: results from
a multicentre cohort study. Disabil Rehabil 2022;44:8001-10.
Jensen MP, Nielson WR, Kerns RD. Toward the development of a
motivational model of pain self-management. J Pain 2003;
4:477-92.

Littell JH, Girvin H. Stages of change: a critique. Behav Modif
2002;26:223-73.

Vincent A, Benzo RP, Whipple MO et al. Beyond pain in fibromy-
algia: insights into the symptom of fatigue. Arthritis Res Ther
2013;15:221-4.

Soderlund A, von Heideken Wagert P. Adherence to and the main-
tenance of self-management behaviour in older people with mus-
culoskeletal pain—a scoping review and theoretical models. ] Clin
Med 2021;10:303.

Hayes SM, Myhal GC, Thornton JF et al. Fibromyalgia and the
therapeutic relationship: where uncertainty meets attitude. Pain
Res Manag 2010;15:385-91.

Elwyn G, Frosch D, Thomson R et al. Shared decision making: a
model for clinical practice. ] Gen Intern Med 2012;27:1361-7.
Gardner T, Refshauge K, McAuley J et al. Combined education
and patient-led goal setting intervention reduced chronic low back
pain disability and intensity at 12 months: a randomised con-
trolled trial. Br ] Sports Med 2019;53:1424-31.

Foye U, Lyons N, Shah P et al. Understanding the barriers and
facilitators to delivering peer support effectively in England: a
qualitative interview study. medRxiv 2025:2025-01.

© The Author(s) 2025. Published by Oxford University Press on behalf of the British Society for Rheumatology.

This is an Open Access article distributed under the terms of the Creative Commons Attribution License (https://creativecommons.org/licenses/by/4.0/), which permits
unrestricted reuse, distribution, and reproduction in any medium, provided the original work is properly cited.

Rheumatology Advances in Practice, 20235, 9, 1-10
https://doi.org/10.1093/rap/rkaf025

Systematic Review and Meta-Analysis



	Active Content List
	Introduction
	Methods
	Results
	Discussion
	Conclusion
	Supplementary material
	Data availability
	Contribution statement
	Funding
	References


