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ABSTRACT
Background: Fibromyalgia Syndrome (FMS) is characterised by widespread and persistent pain, intrusive fatigue and cognitive
issues, affecting approximately 5.4% of the UK population. Non‐pharmacological therapies and education are current man-
agement recommendations, but these approaches rely on patients having an active role in their healthcare management. It is
therefore important to identify the factors associated with FMS patients being active partners, as this could influence person‐
centred care provision.
Aim: The aim of this study is to explore the factors associated with patients being an active partner in the management of FMS.
Methods: This is a protocol for mixed methods systematic literature review with convergent integrated approach in accordance
with JBI methodology. The databases AMED, MEDLINE, PsychINFO and CINAHL will be searched via EBSCOhost. Screening
and selection will be conducted by two reviewers. Primary qualitative, observational and experimental studies from July 2005 to
July 2024 will be included. Critical appraisal of eligible studies will be conducted using appropriate JBI tools. Data will be
extracted, transformed where necessary and synthesised without meta‐analysis.
Discussion: This mixed methods systematic review will provide a comprehensive understanding of the factors associated with
patients being active partners, offering not only the ‘what’ but also the ‘why’ behind patients taking an active role in their
healthcare. This will help guide future research and practice in supporting patients to be active partners in FMS management.
Trial Registration:: This systematic review has been registered with PROSPERO (registration number: CRD42024575159)

1 | Introduction

Fibromyalgia syndrome (FMS) is a complex, long‐term condition
which affects approximately 5.4% of the UK population and 2.7%
of the global population (Fayaz et al. 2016; Queiroz 2013). The
syndrome is commonly characterised by nociplastic, widespread

and persistent pain alongside other associated symptoms
including sleep disturbances, intrusive fatigue, psychological
distress and impaired physical and cognitive function (Royal
College of Physicians 2022). The risk factors include being fe-
male, aged over 50, having pre‐existing medical conditions,
smoking, a high body mass index, and lower socioeconomic
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status (Creed 2020). The aetiology and pathophysiology remain
unknown, but abnormal pain processing within the central
nervous system is the primary proposal (Clauw et al. 2018).
Yavne et al. (2018) reported a significant association between
prior physical or psychological trauma and the subsequent
development of FMS; however, the condition can also develop in
the absence of trauma.

Current FMS management recommendations include non‐
pharmacological therapies and patient education. Non‐
pharmacological therapies include aerobic and strengthening
exercise, multicomponent therapies, defined physical therapies
(acupuncture or hydrotherapy), meditative movement therapies
and mindfulness‐based stress reduction (Macfarlane et al. 2017).
In rheumatology, patient education interventions include struc-
tured educational programmes about understanding the disease
and treatment options, self‐management skills, and lifestyle
modification (Zangi et al. 2015). Themanagement of FMS should
ensure to include shared decision‐making between healthcare
professionals and patients, as this helps patients to feel better
informed, well supported and more satisfied with care provision
(Doebl, Macfarlane, and Hollick 2020; Macfarlane et al. 2017).

Due to the premise of non‐pharmacological therapies and patient
education, it is important that patients with FMS play an active
role in their healthcare management. Multiple interconnected
concepts are used to describe a patient's active role in their
healthcare, including empowerment, activation, engagement,
enablement, involvement, participation and adherence (Hick-
mann, Richter, and Schlieter 2022). However, these related con-
cepts are often used interchangeably within research and clinical
practice as they are notwell defined in the literature, resulting in a
lack of understanding and poor communication (Hickmann,
Richter, and Schlieter 2022; Jiang, Kong, and Jiang 2017).

For the purposes of this review, the term ‘active partner’ will be
utilised to describe individuals who become co‐managers of their
own health by demonstrating high levels of the stated concepts as
described in the systematic literature review by Hickmann,
Richter, and Schlieter. (2022). A patient as an active partner is an
individualwho is actively involved in their own care anddecision‐
making processes. Behavioural examples could include seeking
information, participating in shared decision making, following
agreed plans and recommendations, engaging in collaborative
relationships with healthcare providers and having open
communication. A collaborative partnership between healthcare
providers and patients is necessary to improve health outcomes,
increase patient and provider satisfaction, create high performing
and cost‐efficient systems, and lead to effective resource alloca-
tion (Dwarswaard et al. 2016; Hickmann, Richter, and Schli-
eter 2022; National Health Service England 2017).

Previous work has been conducted to explore factors associated
with singular concepts, such as patient activation and inflam-
matory arthritis (Jones et al. 2021), patient empowerment and
rheumatoid arthritis (Larsson, Bremander, and Andersson 2021)
and patient engagement and rheumatoid arthritis (Tan
et al. 2019). However, factors associated with individuals being
active partners in their healthcare have not been explored using
multiple concepts and in the context of FMS. Thus, the aim of this
study was to explore what is known about the factors that are

associated with individuals living with FMS being active partners
in their healthcare management. Understanding these factors
could influence the way in which person‐centred care is provided
(Themelis and Tang 2023).

2 | Methods

2.1 | Study Design and Registration

The protocol for this systematic literature review has been regis-
tered with the International Prospective Register of Systematic
Reviews (PROSPERO; registration number: CRD42024575159).
This review will follow the methodology and guidance of JBI
(Lizarondo et al. 2024; Stern et al. 2020). A convergent integrated
approachwill beutilised as the research question canbe answered
using both quantitative and qualitative evidence and synthesis
can occur simultaneously. Qualitisation through data trans-
formation may be used to combine quantitative and qualitative
findings.

2.2 | Review Question

What factors are associated with patients being active partners
in the management of FMS?

2.3 | Eligibility Criteria

Population: This review will consider evidence that includes
adults of all ages or genders with a diagnosis of FMS.

Phenomena of interest: Studies that investigate or explore any
factors associated with patient activation, empowerment,
engagement, enablement, involvement, participation or adher-
ence will be considered.

Context: No limits will be used for geographical location or
setting. Primary care, acute care, secondary care or tertiary care
will all be eligible.

Types of studies: This review will consider qualitative, quanti-
tative (both observational and experimental) and mixed methods
primary studies.Mixedmethods studies will only be considered if
the data from both components (quantitative and qualitative) can
be clearly extracted. Studies published in English peer‐reviewed
journals from July 2005 to July 2024 will be included.

If any of the information detailed in the inclusion criteria is not
clear in the published report, the authors will be contacted for
clarification. The inclusion and exclusion criteria are displayed
in Table 1.

2.4 | Search Strategy

Search terms were initially developed by identifying key con-
cepts and related keywords relevant to the research question
using the Participant‐Exposure‐Outcome (PEO) framework
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(Table 2). An initial scoping search of MEDLINE via EBSCO-
host was conducted to help develop the full search strategy.
Patient and public involvement contributors and clinicians were
also consulted to identify further keywords. Table 3 presents the
full search strategy for MEDLINE. The search will be restricted
to adult population and articles published in English between
July 2005 and July 2024. Searches will be re‐run prior to the
final analysis to identify any further studies. The search strategy
aims to identify published literature relating to factors associ-
ated with being an active partner in FMS.

2.5 | Information Sources

A thorough search of AMED, CINAHL Plus, MEDLINE and
PsychINFO will be conducted via EBSCOhost. The reference list
of all selected for critical appraisal will be utilised for forward
citation searching. Searches will be re‐run prior to the final
analysis to identify any further studies.

2.5.1 | Study Selection

Once the search has been completed, all identified records will
be imported into the online platform Rayyan (https://new.
rayyan.ai/) and duplicates removed automatically if there is a

98% match, or manually by one reviewer. The number of du-
plications will be recorded. Two independent reviewers will
screen the title and abstract of each record, ensuring that the
inclusion criteria are followed. The full text of those deemed
eligible will be reviewed in full and assessed in detail against the
inclusion criteria. All disagreements on eligibility at both stages
will be resolved through discussion. If a solution is not achieved,
a third reviewer will be consulted to support the final decision.
Reasons for exclusion of full texts will be documented and re-
ported in accordance with Preferred Reporting Items for Sys-
tematic Reviews and Meta‐analyses (PRISMA) diagram
(Shamseer et al. 2015).

2.6 | Assessment of Study Quality

Following study selection, all records that are eligible for in-
clusion in the systematic review will be assed for methodolog-
ical quality. However, all eligible studies will be included
regardless of the outcome. Each record will be assessed inde-
pendently by two reviewers using the critical appraisal tools
from JBI SUMARI. These will include checklists for qualitative
research (Lockwood, Munn, and Porritt 2015), analytical cross‐
sectional, cohort and case‐control (Moola et al. 2020), studies
quasi‐experimental studies (Barker et al. 2024) and randomised
controlled trials (Barker et al. 2023). Similar to the screening
stage, any disagreements will be resolved through discussion
between two reviewers, and if no resolution is reached, a third
reviewer will be consulted. The results of the critical appraisal
will be reported narratively in a table.

2.7 | Data Extraction

A pre‐determined data extraction table will be created to sup-
port the extraction of both quantitative and qualitative data. The
extraction table will include specific details about the method-
ology, populations, study methods and variables reported to be
associated with being an active partner in the management
of FMS.

TABLE 1 | Inclusion and exclusion criteria.

Inclusion criteria Exclusion criteria
Primary research Protocols

Adult population Secondary research
(systematic literature reviews,

scoping reviews,
evidence synthesis)

Dates
(from 2005)

Papers not in English

Fibromyalgia diagnosis Book chapters

Studies which
include children

Unconfirmed diagnosis

Studies reviewing research or
policy making participation

TABLE 2 | PEO framework.

Population Adults with fibromyalgia

Exposure Associated (explanatory,
predictors, correlates) factors

Outcomes Patient activation

Patient empowerment

Patient engagement

Patient enablement

Patient involvement

Patient participation

Adherence

TABLE 3 | Pilot search strategy for MEDLINE (via EBSCO).

#1 Population Patient

#2 Concept Empower* OR activat*
OR engage* OR enabl*

OR involv* OR participa*
OR centred* OR orientation
OR self‐manag* OR self‐care

OR shared decision
making OR adherence OR drop out

#3 Context Fibromyalgia

#4 Boolean terms AND, OR

#5 Search string #1 AND #2 AND #3

Filters used Adults only

1st July 2004 to 31st July 2024

English language

3 of 5

 15570681, 2024, 4, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1002/m

sc.70033 by T
est, W

iley O
nline L

ibrary on [02/01/2025]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense

https://new.rayyan.ai/
https://new.rayyan.ai/


In qualitative studies, only themes or subthemes that are rele-
vant to the review will be extracted. Quotations will also be
extracted where available and if they demonstrate relevance to
the research question. A level of credibility will be assigned to
each finding following the JBI guidance: not supported, credible
and unequivocal (Lizarondo et al. 2024). Not supported data will
be documented but not included in the synthesis.

The output of the quantitative analysis (inferential or descrip-
tive statistic) will be extracted into the table, including both
significant and non‐significant results. Data will be inputted
into the extracted table verbatim from the primary study where
possible. In the instance where this is insufficient to answer the
review question, a narrative representation using other data
from the study may also be included, but the reviewer will
ensure that the extracted data is kept as close to the reported
findings as possible. The approach used will be dependent on
the eligible records.

2.8 | Data Transformation

Once all data have been extracted and inputted into the table, all
quantitative data will be transformed and ‘qualitised’ using
textual descriptions and narrative interpretation, responding
directly to the research question.

2.9 | Data Synthesis and Integration

Synthesis without meta‐analysis will be carried out using a
convergent integrated approach. Qualitative data and the
qualitised data will be categorised based on the factors identi-
fied. The extracted and transformed evidence will be pooled
together based on similarity to generate a set of integrated
findings presented as statements. Convergence and divergence
will be explored and described. Due to the qualitisation of the
quantitative data, which will be synthesised narratively, het-
erogeneity will not be considered (Lizarondo et al. 2024).

2.10 | Ethical Considerations

Due to the nature of the study (systematic literature review),
ethical approval will not be required.

3 | Conclusion

FMS is a long‐term condition, causing personal and societal
impacts. Previous research has indicated the importance of non‐
pharmacological therapies and self‐management strategies in
the overall disease management and minimising the impact of
the condition (Geraghty et al. 2021; Macfarlane et al. 2017).
These can only be successful if individuals living with FMS are
active in their healthcare management. As the management of
FMS is reliant upon individuals living with FMS being able to be
‘active partners’, identifying the factors associated with this is
extremely important.

The factors associated with patients being active partners are
under‐explored in FMS. This systematic literature review pre-
sents a summary of available evidence, demonstrating which
factors may be associated with patients being active partners in
relation to FMS. This is likely going to inform the development
of interventions aimed to support person‐centred care. It will
contribute to enabling healthcare providers to provide person‐
centre care in line with the biopsychosocial model (Bol-
ton 2023; Themelis and Tang 2023).

Additionally, the findings may impact the way in which health
care professionals' approach and understand how to support
those living with FMS. Furthermore, interactions, treatments
and self‐management strategies could be altered locally in
response.

This systematic literature review may help identify gaps in the
literature and inform the design of future research, such as
exploring the perspectives of individuals with FMS and how
specific factors facilitate or hinder their ability to be active
partners in their care. Ultimately, this body of evidence will
inform recommendations, including tools and resources, to
empower individuals with FMS to take an active role in their
healthcare management.
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