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Exploring the lived experiences of patients with
fibromyalgia in the United Kingdom: a study
of patient-general practitioner communication

Crystal Maher and Daniel Gaffiero
Department of Health, Psychology and Social Care, University of Derby, Derby, UK

ABSTRACT

Objective: Fibromyalgia is often viewed as a contested illness, with
individuals facing scepticism from healthcare providers, which can
hinder their diagnostic and treatment experiences. This study
aimed to explore the lived experiences of individuals with fibromy-
algia in the United Kingdom, focusing on their interactions with
general practitioners.

Materials and methods: Six participants (one male, five females;
mean age, 44.0+13.7years), all formally diagnosed with fibromyal-
gia, were recruited via social media. Interpretative Phenomenological
Analysis was used to analyse the data, enabling the interpretation
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of participants’ nuanced experiences. Semi-structured interviews
were conducted to gather detailed accounts of their diagnosis,
treatment, and communication experiences.

Results: Two primary themes emerged from the analysis.
‘Challenges in obtaining accurate diagnosis and adequate treat-
ment; reflected participants’ feelings of invalidation and including
sub-themes of ‘medical mystery and misdiagnosis’ and ‘sex bias in
healthcare’ ‘Importance of trust in fibromyalgia management; high-
lighted the crucial role of trust in improving care, with sub-themes
of ‘positive impact of active listening’ and ‘improved trust over
time!

Conclusion: This study highlights the need for a more
patient-centred, compassionate, and collaborative approach to
fibromyalgia management. Addressing trust, diagnostic accuracy,
and sex bias may lead to better overall outcomes for fibromyalgia
patients.

analysis

Introduction

Fibromyalgia is a complex and chronic disorder primarily defined by widespread
musculoskeletal pain that persists for >3 months, without an identifiable underlying
cause. Unlike other musculoskeletal or autoimmune conditions, fibromyalgia is also
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characterised by specific symptoms, such as persistent fatigue, non-restorative
sleep, and cognitive dysfunction, often referred to as ‘fibro fog’" which impairs
concentration and memory (Doebl et al., 2022; Mease, 2008). Fibromyalgia is dis-
tinguished from other pain disorders by its widespread, diffuse pain that is not
localised to a particular joint or region, and by heightened sensitivity to stimuli.
In addition to physical pain, fibromyalgia disrupts patients’ emotional and social
wellbeing, often leading to depression and anxiety (Alvarez et al., 2022;
Fernandez-Feijoo et al.,, 2022). While conditions, such as rheumatoid arthritis or
lupus involve inflammatory markers or organ-specific pathology, this is not the
case for fibromyalgia making diagnosis reliant on clinical criteria rather than lab-
oratory tests (National Institute of Arthritis and Musculoskeletal and Skin Diseases,
2024). In the United Kingdom (UK), ~5.4% of the population is affected by fibro-
myalgia, with a notably higher prevalence among women aged 35-45, highlighting
the need for sex- and age-specific research and interventions (NICE, 2024; Rahman
et al., 2014; Wolfe et al., 2018).

Despite advancements in the medical understanding of fibromyalgia, patients
frequently encounter significant hurdles in the diagnostic process. The absence of
objective diagnostic criteria often results in delays and considerable frustration as
diagnostic tests typically return normal results, leaving patients without clear expla-
nations (Baron et al., 2014; Goldenberg, 2009). Evidence suggests that it takes 5years
on average for a patient to be diagnosed with fibromyalgia (Millea & Holloway, 2000).
While existing studies have explored diagnostic challenges (Al Sharie et al., 2024;
Costa & Ferreira, 2024), there is still a lack of detailed insight into how these diag-
nostic difficulties specifically affect patient experiences during consultations with
general practitioners (GPs).

Fibromyalgia is officially recognised by the World Health Organization as a rheu-
matological disorder (WHO, 2004), necessitating a multidisciplinary team consisted of
primary care physicians, rheumatologists, and pain management specialists (Alciati
et al, 2021). However, the integrated care model often strains the National Health
Service (NHS), particularly when compounded by comorbidities, such as chronic fatigue
syndrome, anxiety, and depression (Hyland et al., 2019; Kleykamp et al., 2021; Soni
et al., 2020). The overlap with these conditions not only prolongs diagnosis but also
exacerbates the healthcare burden, highlighting the need for more effective manage-
ment strategies. Previous research has predominantly examined the medical aspects
of fibromyalgia (Dizner-Golab et al., 2023; Salaffi et al., 2024), with less emphasis on
how these complexities influence patient-practitioner interactions and overall care.
Moreover, patients with fibromyalgia are often subjected to stigma, with fibromyalgia
viewed as a ‘women’s illness; and the reliance on antidepressants rather than targeted
treatments (e.g. pain management therapies) has contributed to inconsistencies in
diagnosis and symptom management (Gyorfi et al., 2022; Lian et al., 2020). These
misconceptions coupled with the poorly understood pathophysiology of fibromyalgia
create biases in care that have yet to be thoroughly examined in the context of
patient experiences with GPs.

It is important to note that certain antidepressants, particularly selective serotonin
reuptake inhibitors (SSRIs) and serotonin-norepinephrine reuptake inhibitors (SNRIs),
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are evidence-based treatments that help modulate central pain sensitisation in fibro-
myalgia (Hauser et al., 2009). However, despite their demonstrated efficacy, the reliance
on antidepressants has contributed to the perception that fibromyalgia is primarily
a psychiatric condition rather than a chronic pain disorder requiring a multidisciplinary
approach. This misconception could lead to inconsistencies in care, with some patients
receiving pharmacological treatment in isolation rather than as part of a comprehen-
sive pain management strategy.

Effective patient-practitioner communication is crucial for building trust, facil-
itating collaborative decision-making, and improving health outcomes (King &
Hoppe, 2013; Stewart, 1995). In the context of chronic pain management, this
communication becomes even more vital. A systematic review by Georgopoulou
et al. (2018) examined various aspects of patient-practitioner communication in
rheumatology and found that higher levels of trust in the practitioner, along with
active patient participation in medical consultations, were associated with lower
disease severity, better global health, less organ damage accrual, greater treatment
satisfaction (with fewer medication side effects), and more positive beliefs about
disease control and future health. However, the dynamics of patient-practitioner
communication in chronic pain care is complex. Matthias et al. (2010) identified
three broad themes regarding providers’ experiences: (1) the importance of the
patient-provider relationship, with providers emphasising that strong, productive
relationships are essential for effective pain care; (2) the challenges providers face,
including pressure to prescribe opioids, scepticism about patients’ pain reports,
concerns about secondary gain or drug diversion, and difficulties managing ‘dif-
ficult’ or ‘abusive’ patients; and (3) the emotional toll of chronic pain care, with
providers describing feelings of frustration, lack of gratification and guilt. Indeed,
Butow and Sharpe (2013) highlight effective patient-practitioner communication
as a key factor in promoting adherence to treatment recommendations within
pain management. Hence, strengthening this communication can help mitigate
both patient and provider challenges, ultimately leading to better health outcomes
and more effective pain management strategies.

Patient-practitioner communication in the context of fibromyalgia is often chal-
lenging. Patients frequently report feeling dismissed or invalidated, with their
emotional and psychological challenges overshadowed by a focus on physical
symptoms (Galvez-Sanchez et al., 2019; Koesling & Bozzaro, 2021). This disconnect
between patients’ lived experiences and the predominantly biomedical model used
by GPs exacerbates feelings of invalidation and impedes effective patient-practitioner
communication (Deslauriers et al., 2021; Nishikawara et al., 2023). Although existing
research has documented these patient-practitioner communication issues broadly
(Byrne et al., 2023), there is a pressing need for a more focused examination
of how these patient-practitioner communication dynamics specifically affect
patient experiences and the management of fibromyalgia during consultations
with GPs.

The aim of the present study was to address this need by exploring how patients
with fibromyalgia experience and interpret their interactions with GPs using
Interpretative Phenomenological Analysis (IPA). IPA is uniquely suited for examining
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the subjective meanings patients attach to their condition. While previous
studies using IPA explored the significant impact of fibromyalgia on patients’ lives
and the barriers they face in accessing care (Ashe et al., 2017; Frumer et al., 2023),
the present study offers a novel perspective by delving into the nuances of
patient-practitioner communication and their effects on trust and management
of fibromyalgia. The current study seeks to provide new insights into the
lived experiences of patients with fibromyalgia, identify specific patient-practitioner
communication challenges, and suggest strategies to enhance patient-centred care
by addressing the research question: ‘In what ways do patients with fibromyalgia
experience and interpret their interactions with GPs, and how do these interac-
tions influence their trust in healthcare and overall management of their
condition?".

Materials and methods
Participants and sampling

The current study recruited six participants with a formal diagnosis of fibromyalgia
to conduct an in-depth, idiographic analysis (Smith & Osborn, 2015). Of the six par-
ticipants, five were female [83% of the cohort; mean age+SD, 44.0+13.7 years old]
and one was male [17% of the cohort; age, 41years old]. The duration range of their
fibromyalgia diagnosis was 2-15years (mean+SD, 5.6 +2.9years). The eligibility criteria
included: (i) =18years old; (ii) formal fibromyalgia diagnosis for >1year; and (iii) born
in the UK. Opportunistic sampling was used to gain comprehensive insights into the
lived experiences of participants with fibromyalgia (Smith & Osborn, 2015). Participants
were recruited via advertisements on social media including Facebook, X, and LinkedIn.
Recruitment efforts aimed to capture a diverse range of experiences, with specific
attempts to include male participants due to the underrepresentation of men in
fibromyalgia research. Despite these efforts, the sample remained predominantly
female, reflecting the higher prevalence of fibromyalgia among women. Ethical
approval was obtained from the Health, Psychology, and Social Care Research Ethics
Committee of the University of Derby, UK (ethics approval no. ETH2324-1954). The
study adhered to the Code of Ethics and Conduct of the British Psychological Society
2021. All participants provided written and oral informed consent for their participa-
tion in the study. The demographic characteristics of the sample can be found in
Table 1.

Table 1. Demographic characteristics of the sample.

Duration of
fibromyalgia
Participant Pseudonym Sex Age, years Ethnicity diagnosis, years
1 Sophie Female 31 White/British 4
2 Emily Female 32 White/British 5
3 Rachel Female 40 White/British 10
4 Margaret Female 59 White/British 4
5 Linda Female 58 White/British 5
6 James Male 41 White/British 2
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Demographic questionnaire

All participants completed a demographic questionnaire to collect essential informa-
tion, including participants’ age, sex, and fibromyalgia diagnosis status. Additionally,
they were asked about their willingness to be contacted via email to arrange an
interview. If they consented, they provided their email addresses for future commu-
nication. The specific questions included in the demographic questionnaire are pro-
vided in Appendix A.

Interview schedule

The interview schedule was designed to explore the lived experiences of participants
with fibromyalgia, focusing on their interactions with GPs. Questions were created by
the authors of the present study to elicit in-depth responses regarding the challenges
and uncertainties in their diagnostic journey, communication with GPs, and the impact
of these interactions on their treatment, trust, and overall well-being. The schedule
was structured to cover a broad range of topics, ensuring a comprehensive under-
standing of the participants’ experiences with the healthcare system. To ensure rigour
and relevance, the interview questions were generated through a comprehensive
review of relevant literature and iterative refinement of questions to ensure they
addressed the core research aims. All interviews were conducted by the first author
(CM). The interview schedule can be found in Appendix B.

Procedure

Upon procurement of ethics approval, six participants with fiboromyalgia were recruited
using opportunistic sampling. Participants completed a demographic form, consented
to be contacted via email to schedule an interview, and a mutually convenient time
for the interview to be conducted via Microsoft Teams was arranged. The interviews,
which lasted between 40 and 60min, involved open-ended questions designed to
elicit detailed responses. After the interview, participants were given the opportunity
to ask questions, were provided with a summary of the study’s aims, and thanked
for their participation.

Transcription

Interviews were audio recorded via Microsoft Teams and transcribed using the tran-
scription feature of the platform. Transcripts were then securely stored in a
password-protected file to ensure data privacy and confidentiality. Identifiable infor-
mation was removed to anonymise the transcripts. Before every interview, participants
verbally consented to audio recording and transcription.

Analytic method

IPA was employed to analyse data from the six semi-structured interviews with the
participants with fibromyalgia. IPA was chosen for its alignment with the focus of the
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study on participants’ subjective experiences and its capacity for detailed and reflective
analysis (Larkin & Thompson, 2011; Smith, 1996). This approach enables flexible ques-
tioning and rapport-building, which are crucial for discussing sensitive topics, such
as patient-practitioner communication in the context of fibromyalgia (Miles & Gilbert,
2005; Eatough et al., 2008).

IPA integrates phenomenology, hermeneutics, and an idiographic perspective
(Pietkiewicz & Smith, 2014). Phenomenology seeks to understand consciousness and
lived experience (Murray & Holmes, 2014), while hermeneutics focuses on interpreting
these experiences. IPA uses a double hermeneutic approach, where participants inter-
pret their reality, and researchers, in turn, interpret those interpretations. The research-
ers’ preconceptions are acknowledged as essential for understanding participants’
perspectives (Eatough et al., 2008). The current study followed an inductive, critical
realist approach informed by interpretative phenomenological epistemology
(Hood, 2016).

The analysis adhered to the six-step idiographic approach outlined by Pietkiewicz
and Smith (2014): (i) Transcripts were thoroughly examined to identify recurring
themes; (ii) themes were then organised into clusters through an iterative abstraction
process; (iii) sub-themes were delineated for each main theme; (iv) a detailed table
was created to map superordinate themes and sub-themes to specific data points
within the transcripts; (v) the entire analytic process was meticulously documented
to ensure transparency and rigor; and (vi) this documentation culminated in the
development of the final manuscript.

Results and interpretation

The analysis of the data revealed two key themes that highlight the experiences of
participants with fibromyalgia: (i) Challenges and dismissal encountered in obtaining
an accurate diagnosis and adequate treatment; and (ii) crucial role of trust and com-
munication in managing fibromyalgia. Given the complexity of these findings, discus-
sion points are integrated within the themes to provide a richer interpretation of the
results. These themes reflect the complex interplay between participants’ experiences
and healthcare practices, highlighting areas of both concern and opportunity within
the medical system. The first theme explores the difficulties faced by participants,
with two sub-themes including ‘medical mystery and misdiagnosis’ and ‘sex bias in
healthcare’ The second theme addresses the importance of effective communication
and trust, with two sub-themes including ‘positive impact of active listening and
communication’ and ‘improved trust over time'

Theme 1. Challenges and dismissal encountered in obtaining an accurate
diagnosis and adequate treatment for fibromyalgia

Participants frequently expressed anxiety about feeling rejected by GPs and not
being heard or believed. It was consistently reported that contrary to their expec-
tations, GPs often dismissed their symptoms, struggled to determine the underlying
cause of their illness, or even questioned the legitimacy of their condition. This
lack of acknowledgment led participants to feel abandoned, as they were often
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left to independently seek information and solutions, highlighting a troubling
absence of collaborative care. These experiences underpin the first sub-theme:
‘Medical mystery and misdiagnosis, where participants’ frustrations with unclear
diagnoses and ineffective medical support are deeply rooted in their interactions
with GPs.

Sub-theme 1.1. Medical mystery and misdiagnosis

Participants often described themselves as ‘medical mysteries’ to GPs, indicating a
shared frustration, lack of answers, and a sense of being referred to a number of
different specialties in the healthcare system without a definitive diagnosis.
Sophie shared:

‘One doctor actually called me a medical mystery because he couldn't find out what was up
with me, but refused to refer me to different consultants... Some accused it of just being anx-
iety as well!

Sophie effectively outlines the challenges that fibromyalgia patients face within
the healthcare system, where inconclusive tests, unresolved diagnoses, and limited
treatment options often contribute to feelings of sadness and despair (Undeland &
Malterud, 2007). Being labelled a ‘medical mystery’ and the refusal to refer Sophie
to specialists reflect a biomedical approach that hinders communication and invali-
dates participants’ experiences. The tendency to dismiss Sophie’s symptoms as ‘just
anxiety’ further illustrates the broader issue of attributing physical ailments to psy-
chological factors, which only increases the emotional distress of patients (Nishikawara
et al., 2023).

The sense of medical uncertainty was also reflected in Linda's experience:

‘I felt the doctor was more confused than me.

Linda’s statement highlights a disruption in the expected patient-practitioner
dynamic, where rather than receiving clarity from a medical professional, she per-
ceives the doctors as equally—if not more—uncertain about her condition. This
reversal of epistemic authority can contribute to frustration and a lack of trust in
the healthcare system. Hence, the ambiguity surrounding ME/CFS often leaves
patients feeling abandoned in their search for validation and care, which may con-
tribute to feelings of frustration, uncertainty, and distrust toward the medical system
(Dennis et al., 2013). Emily echoed the frustration of navigating a laborious diagnostic
process:

‘Going, oh, we think it says, we think it’s that...no blood showing arthritis [referring to blood
tests]. Vitamin deficiency...no this is chronic widespread pain... they simply didn't know
enough about it... | had lots of pain around my joints... swelling... muscular pain... which
they couldn’t understand for somebody so young to have these kinds of issues.’

Emily’s description of tentative an uncertain language—including phrases, such as
‘we think it says, we think it's that’, mirrors Linda’s experience of encountering medical
confusion rather than medical authority. Emily’s frustration is palpable as she describes
how her symptoms including joint pain, swelling, and muscular pain were poorly
understood, particularly given her young age. This reference to her age highlights a



8 C. MAHER AND D. GAFFIERO

potential implicit bias that complicates the recognition and validation of symptoms,
revealing a disconnect between patient experiences and medical expectations. Such
misunderstandings contribute to a prolonged and distressing diagnostic journey for
numerous patients with fibromyalgia (Hasselroth et al., 2021). James’ also noted his
experience of interacting with a GP:

‘The next thing the doctor told me it was all in my head. There was nothing wrong. That dis-
missal from healthcare professionals and still to this day some dismissal from certain health-
care professionals who don't really recognise fibromyalgia for what it is...’

The statement ‘The next thing the doctor told me it was all in my head. There was
nothing wrong. illustrates the invalidation patients with fibromyalgia, experience when
their symptoms are dismissed as solely psychogenic. Such dismissals not only disregard
the physical reality of James’ suffering but also reinforce a damaging cycle of misun-
derstanding within the healthcare system. The assertion that ‘there was nothing wrong’,
can leave patients feeling isolated and helpless, as their lived experiences are dis-
missed. Despite growing awareness of fibromyalgia, persistent scepticism among some
GPs highlights the urgent need for improved education and recognition of the con-
dition. Validating patients’ experiences is essential for fostering trust and enhancing
patient-centred care (Cunningham & lillings, 2006).

Sub-theme 1.2. Sex bias in healthcare

In addition to diagnostic difficulties, several female participants felt that sex bias
significantly impacted the adequacy of their treatment. Research suggests that prac-
titioners may downplay women’s pain, particularly when it involves ‘medically unex-
plained’ symptoms (Samulowitz et al., 2018). This aligns with findings from previous
studies indicating that conditions affecting women are often met with scepticism,
leading to doubts about the legitimacy of their pain (Bernardes & Lima, 2011;
Samulowitz et al., 2018). Female participants frequently reported feeling disbelieved
or dismissed, with a common perception that their sex contributed to more frequent
dismissive attitudes from male doctors. The experience of Rachel reflects this senti-
ment clearly:

‘Male doctors at my practice, they’re more likely to believe a male over a female patient...
makes you feel like you're not believed... so certain doctors | simply don't trust. It has meant
me going through several doctors.

Here, Rachel alludes to a perceived bias in the treatment of male and female patients
by male GPs. The assertion that male GPs are ‘more likely to believe a male over a female
patient’ reflects a troubling sex bias that erodes trust and complicates patient care.
Rachel’s experience of needing to consult multiple doctors illustrates a broader issue
of trust degradation, where patients feel forced to seek multiple consultations to have
their symptoms validated (Cunningham & Jillings, 2006). This lack of trust may not only
intensify feelings of isolation and frustration but also highlights the emotional toll of
navigating a biased healthcare system. The sex bias issue is further exemplified by a
specific response from a GP (sex of GP unknown), as detailed by Rachel:

‘It's just a female problem... it doesn't affect men as well’
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The statement ‘It’s just a female problem... it doesn't affect men as well’ from a GP
effectively encapsulates the sex misconceptions surrounding fibromyalgia. By cate-
gorising fibromyalgia as ‘just a female problem; the GP not only dismisses Rachel’s
condition but also reinforces damaging sex stereotypes that undermine the legitimacy
of both the diagnosis and the patient’s experiences (Samulowitz et al., 2018). This
comment highlights a broader issue within the medical field where women’s health
concerns are often minimised or inadequately addressed compared with those affect-
ing men (Hoffmann & Tarzian, 2001). Such dismissive attitudes reflect a lack of com-
prehensive understanding and awareness about fibromyalgia, which can severely
impede accurate diagnosis and effective treatment. Sophie similarly reported experi-
ences of sex-based dismissal, further demonstrating how these misconceptions can
affect the quality of care and patient trust:

‘No, they didn't [when asked if they felt understood by GPs when explaining symptoms].

They just poo pooed it [i.e. dismiss]. It was ‘fine! It's ‘menopausal’.. ‘I've got an underactive
thyroid gland.’

This quote captures the frustration of encountering dismissive and superficial
responses from GPs. The term ‘poo pooed it’ highlights Sophie’s experience of having
her symptoms trivialised and attributed to menopause or an underactive thyroid
gland, without a thorough examination. This attitude not only fails to address the
complexity of Sophie’s condition but also reflects a troubling pattern of oversim-
plifying or misunderstanding women’s health concerns (Samulowitz et al., 2018).
Similar experiences of denial and invalidation were reported by Margaret, further
highlighting the prevalent issues within patient-practitioner communication regarding
fibromyalgia:

‘For those [GPs] that have told me, ‘We don't believe in the whole thing of fibromyalgia'.. |

simply won't go back to him... because either they’ve not done the research... or they're just
fobbing it off [i.e. dismissing] saying, ‘well, it's not real’

The aforementioned quote highlights the profound impact of GPs' disbelief in
fibromyalgia. When a GP dismisses fibromyalgia as ‘not real’, it reflects a lack of
acceptance and respect for the condition, deeply affecting Margaret’s sense of support
and trust. Margaret’s decision to avoid further consultations with such GPs highlights
that the feeling of abandonment and frustration when their condition is not taken
seriously. The term ‘fobbing it off’ suggests a superficial engagement with the partic-
ipant’s concerns, revealing a broader issue of insufficient knowledge and understanding
about fibromyalgia among some GPs (Byrne et al., 2023).

While sex bias was a recurring concern among female participants, dismissive
attitudes were not exclusive to women'’s experiences. James, a male participant, also
reported feeling invalidated by his GP:

‘The next thing they told me [GP] it was all in my head. There was nothing wrong. My bloods
were all OK’

Although sex bias was not explicitly mentioned in James’ case, his experience
reflects the same pattern of medical dismissal described by female participants. His
account highlights how disbelief and minimisation by GPs can extend beyond sex,
reinforcing the broader issue of inadequate recognition and understanding of condi-
tions like fibromyalgia.
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Theme 2. Crucial role of trust and communication in fibromyalgia
management

Effective management of fibromyalgia extends beyond medical treatments and inter-
ventions, hinging markedly on the quality of the patient-practitioner relationship
(Alamo et al., 2002). Trust and communication emerged as vital components in shaping
these interactions. For patients navigating the complexities of fibromyalgia, consul-
tations often carry the weight of high expectations not just for medical guidance,
but for understanding, empathy, and validation of their lived experiences. When these
expectations are unmet, it can lead to frustration and a sense of abandonment.
However, trust, cultivated through consistent and empathetic engagement, can pro-
foundly transform patient experiences. The participants of the present study high-
lighted that when healthcare providers, albeit not always referring to their GPs, took
the time to listen, demonstrated empathy, and communicated effectively with them,
they were able to build and sustain trust, ultimately leading to more effective fibro-
myalgia management.

Sub-theme 2.1. Positive impact of active listening and communication
Participants who perceived their healthcare provider, albeit not always referring to
their GP specifically, as actively listening, empathetic, and collaborative reported
greater satisfaction and improved health outcomes. Active listening, characterised by
full attention, genuine interest, and avoidance of interruptions, is a fundamental
communication skill (Teutsch, 2003). This skill is especially significant for patients with
fiboromyalgia, as it helps to affirm the patient’s experiences and mitigate the stigma
often associated with fibromyalgia, such as being dismissed or disbelieved (Egeli et al.,
2008; Nishikawara et al., 2023). Such findings are echoed by Sophie, albeit not with
a GP, but with a medical team of rheumatology specialists:

‘Rheumatology was the one that seemed to listen... | felt like they listened, and they were like,
‘It is actually you experiencing this, and it’s not just in my head.

Active listening is crucial in validating the experiences of patients with fibromyalgia
(Teutsch, 2003). Here, the rheumatology medical team’s attentive and affirming
approach significantly impacted Sophie’s perception of her care. Linda similarly reflects
on the more empathic and validating nature of rheumatologists compared to other
healthcare professionals:

‘I have rheumatoid arthritis too. This was diagnosed first and gave some relief. They had more
experience, | would say. A lot more empathetic because of this.

For patients with fiboromyalgia, who often face challenges with invisible symptoms
that are easily dismissed (Byrne et al., 2023; Nishikawara et al., 2023), the act of
actively listening and acknowledging their experiences can transform their care expe-
rience. The rheumatology medical team is described as having listened and validated
Sophie and Linda’s experiences, indicating a shift from feeling disbelieved and isolated
to being understood and supported. This validation not only alleviates the emotional
burden associated with the condition but also builds trust in the healthcare relation-
ship. Indeed, rheumatologists, who specialise in conditions like fibromyalgia, may
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demonstrate a deeper understanding and empathy towards these patients, as they
are more familiar with the complexities of chronic pain conditions and express higher
confidence in diagnosing fibromyalgia (Blotman et al., 2005). This specialised knowl-
edge can lead to more attentive and compassionate care, as reflected in Sophie and
Linda's experiences.

Emily also reported the building of a relationship, this time with her GP specifically
and not a team of specialists, who demonstrated active listening and empathy, given
their own personal experience with a chronic condition.

‘One of them [speaking about their GP], she’s absolutely brilliant... [listens and works collab-
oratively’] ... That we can actually work with it and actually go forward... Because she suffers
with [GP also suffers a chronic condition] ... another chronic health condition as well. So she
does understand a bit about like the complexity of chronic health, chronic health conditions.
She will actually take the time to listen to me...’

The reflection of Emily highlights the profound impact of a GP’s empathetic and
collaborative approach on her experience of care. The emphasis on the GP’s willing-
ness to ‘listen’ and work ‘collaboratively’ highlights the critical importance of these
attributes, particularly for patients with fibromyalgia, where symptoms are often
invisible and misunderstood (Wilson et al., 2022). Emily’s admiration for her GP, who
also lives with a chronic condition, illustrates how shared experiences can enhance
empathy and deepen understanding, reinforcing the value of personal connection in
healthcare. The GP’s ability to truly listen, despite their own health challenges, reflects
a deep commitment to understanding the complexities of fibromyalgia and addressing
Emily’s unique needs. This approach resonates with the biopsychosocial model (Engel,
1981), which advocates for an integrated understanding of chronic illness by consid-
ering biological, psychological, and social dimensions. Emily’s positive experience
demonstrates the importance of extending beyond superficial consultations to fully
engage with the multifaceted nature of fibromyalgia. By taking the time to listen,
GPs can foster a collaborative relationship that builds essential trust and empowers
patients. This holistic approach not only improves patient satisfaction but also sig-
nificantly enhances the management and outcomes of chronic conditions like fibro-
myalgia (Chen & Swaminathan, 2020; Egeli et al., 2008).

Sub-theme 2.2. Improved trust over time

Building trust with patients with fibromyalgia often relies on GPs demonstrating empa-
thy and collaboration (Egeli et al., 2008). Participant accounts indicate that when GPs
show genuine empathy, actively involve patients in decision-making, and make them
feel valued, trust in the therapeutic relationship greatly improves. This finding aligns
with research highlighting the importance of patient-centred communication, which
shows that patients who feel heard and respected are more likely to trust their GPs
(Kwame & Petrucka, 2021). The experience of Rachel effectively captures this dynamic:

‘Once they started taking me seriously... they got me to keep a diary... I've got a lot more
trust in them now... I think that’s made things better.

This quote highlights how trust in a GP can be significantly enhanced through
specific actions and attitudes. The shift in Rachel’s trust began when the GP started
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taking her seriously, marking a crucial turning point where their concerns were val-
idated. The request to ‘keep a diary’ was more than a clinical tool; it was a proactive
step towards involving Rachel in the active management of her condition. This
approach not only signified the GP’s commitment to understanding Rachel’s symptoms
but also transformed Rachel’s experience from feeling dismissed to feeling actively
engaged in her care. The increased ‘trust’ reflects how such personalised and attentive
care can move the relationship from mere clinical interaction to a supportive part-
nership. This shift illustrates how active listening, engagement, and personalised care
strategies can improve the patient-practitioner relationship and lead to better man-
agement and outcomes for patients with fibromyalgia. Similarly, Emily noted:

‘They did various other tests... and the physio... | felt like they listened... Yes. So, it is getting
better.

The reference to ‘various other tests’ and ‘the physio’ highlights the GP’s commitment
to exploring comprehensive diagnostic and treatment options. This proactive strategy
demonstrates a dedication to understanding and addressing Emily’s symptoms from
multiple angles, contrary to a more superficial or dismissive approach. Emily’s feeling
that ‘they listened’ indicates that this thoroughness was coupled with genuine atten-
tiveness and engagement, enhancing the overall care experience. The affirmation that
‘it is getting better, reflects the positive impact of this approach on both Emily’s health
and their trust in the GP. This further elucidates how combining detailed investigation
with empathetic listening can strengthen the patient-practitioner relationship and
lead to improved management of fibromyalgia (Nishikawara et al., 2023). The expe-
rience of Rachel further exemplifies this shift in patient-practitioner dynamics:

‘That we can actually work with it and actually go forward. Rather than taking one step for-
ward, like 10-15 steps back, at least we'll be actually working towards something that we can
actually physically work with.

The comparison of ‘one step forward, like 10-15 steps back’ may initially reveal
Rachel’s disillusionment with earlier interactions that failed to make meaningful prog-
ress. By contrast, the current experience of being able to ‘work with it'" and ‘actually
go forward' represents a significant shift towards a more constructive and optimistic
path. Rachel’s sense of moving forward reflects how effective collaboration with GPs,
combined with a clear and consistent approach, can significantly enhance their sense
of agency and optimism. Emphasising a tangible and cooperative strategy reinforces
the importance of a productive partnership in fibromyalgia management. The expe-
rience of Margaret also highlights how trust and effective communication are essential
for successful outcomes:

‘So, like in my journey of, like, fibromyalgia, it has meant me going through several doctors
[GPs] to be able to get the help that | need. But I'm lucky that | have a couple of doctors [GPs]
that | will go to that | can discuss with.

Margaret reflects on a challenging healthcare journey, noting the need to ‘go
through several doctors' to find adequate support for their fibromyalgia. This search
represents the difficulties several patients with fibromyalgia face in locating GPs who
genuinely understand and address their complex needs (Lempp et al., 2009). However,
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Margaret highlights a positive development, finding ‘a couple of doctors’ with whom
they can have open discussions. This shift from a fragmented experience to forming
meaningful relationships with a couple of trusted GPs marks a significant improvement
in their care. The ability to ‘discuss with' these doctors signify the establishment of a
supportive and communicative partnership, which is essential for effective manage-
ment and emotional support. This transition highlights the importance of building
strong, trusting relationships with GPs to enhance overall care and well-being.

Discussion

The present study explored the lived experiences of six participants with fibromyalgia
in the UK, focusing on their relationships with GPs during consultations. Specifically,
the study answered the following research question: ‘In what ways do participants
with fibromyalgia experience and interpret their interactions with GPs, and how do
these interactions influence their trust in healthcare and overall management of their
condition?’ through the identification of two primary themes, each with two associated
sub-themes: (i) Challenges and dismissal encountered in obtaining an accurate diag-
nosis and adequate treatment, which included the sub-themes of ‘medical mystery
and misdiagnosis’ and ‘sex bias in healthcare’; and (ii) Crucial role of trust and com-
munication in managing fibromyalgia which included the sub-themes of ‘positive
impact of active listening and communication’ and ‘improved trust over time’ These
themes and associated sub-themes highlighted the difficulties fibromyalgia participants
face in the healthcare system and the essential role of trust and communication in
improving the patient-practitioner relationship in fibromyalgia consultations.

The findings of the current study reinforce the profound challenges patients with
fibromyalgia encounter in securing an accurate diagnosis and appropriate treatment,
the significant impact of fibromyalgia on daily life, and the critical importance of trust
and effective communication in managing the condition. These results are consistent
with previous research (Koesling & Bozzaro, 2021), which also identified the difficulties
patients with fibromyalgia face in achieving an accurate diagnosis, accessing suitable
treatment, and establishing trustworthy relationships with their GPs. The study reveals
that conflicts between GPs and patients with fibromyalgia can persist in primary care,
but clear, efficient communication and reciprocal patient-practitioner relationships
have the potential to mitigate these challenges. Addressing key concerns, such as
the uncertainty patients with fibromyalgia experience during GP consultations is an
important first step. The ongoing sense of invalidation and the inability to receive
clear answers from GPs can result in negative outcomes as reflected in the patients’
experiences. By contrast, the findings of the present study indicate that patients
believe GPs do not experience the same uncertainty, raising questions about whether
GPs are best suited to manage fibromyalgia. Addressing this mismatch requires sub-
stantial training and a significant shift towards patient-centred care (Arnold et al.,, 2016).

Participants with fibromyalgia in the present study faced significant challenges
within the healthcare system, as they reported feeling ignored, dismissed, and/or
disbelieved by GPs. These findings align with prior research by Kachaner et al. (2023),
who found that patients with fibromyalgia frequently feel misunderstood by their
doctors, leading to isolation and frustration. The patients included in the present
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study described difficult interactions with their GPs, characterised by a reliance on
the GP and a lack of acknowledgment of their experiences. This care pathway appears
suboptimal, with potential for adverse outcomes. Dismissive attitudes from GPs create
a negative cycle for patients with fibromyalgia. Delayed fibromyalgia diagnosis, often
due to insufficient investigation, not only prolongs patient suffering but also prevents
timely treatment with Moshrif et al. (2023) reporting an average of 5.6 years from the
onset of symptoms to diagnosis, suggesting that GPs should refer to specialists sooner.
Moreover, encountering dismissive attitudes erodes trust in GPs. Patients may feel
ignored, frustrated, and deterred from seeking further help, leading to disengagement
from the healthcare system, which can result in poorer health outcomes (Warda
et al, 2023).

The present study also identified sex bias as a barrier to effective diagnosis and
treatment, with female patients reporting more dismissive attitudes and disbelief,
particularly from male GPs. While GPs often struggle with the complexities of fibro-
myalgia, leading to dismissive attitudes, rheumatologists, due to their specialised
knowledge and experience, may be better equipped to listen attentively and validate
the experiences of patients with fibromyalgia. This disparity in care highlights the
importance of referring patients with fibromyalgia to specialists who can offer more
understanding and targeted support. This is consistent with Bernardes and Lima (2011),
who found an association between ‘medically unexplained’ conditions and a tendency
among GPs to question women'’s pain. Prior research indicates that women are more
likely to be perceived as exaggerating or somatising their pain, especially in chronic
conditions like fibromyalgia, which lack clear biological markers (Favretti et al., 2023).
This bias can lead to underestimating the severity of women’s pain and dismissing
their symptoms as psychological rather than somatic (Briones-Vozmediano et al., 2018).
Such sex biases undermine trust and communication between patients and GPs, making
it harder for women to receive the care they need. Drossman et al. (2021) emphasise
the importance of trust in patient-practitioner interactions for effective treatment
outcomes, such as medication adherence. Patients who feel unheard or disbelieved
due to sex bias may struggle with open communication and adherence to treatment
regimens, potentially leading them to seek alternative care or self-manage their symp-
toms. Integrating implicit bias training into healthcare education could help address
these issues, as research suggests such training can effectively reduce biases against
patients with ‘invisible’ chronic pain conditions like fibromyalgia (Gopal et al., 2021).

The patient experiences reported in the present study further emphasise the impor-
tance of building trust and effective communication through active listening and
validation. Patients with fibromyalgia who felt heard and believed by their healthcare
providers, albeit not always their GP, reported enhanced trust and communication.
While empathy is a desired outcome in UK medical education, its explicit inclusion
in GP training curricula remains inconsistent (Winter & Pearson, 2023). This is con-
cerning given empathy is crucial for encouraging patients to disclose their symptoms
fully and participate actively in treatment discussions. Furthermore, patients prefer a
collaborative approach to treatment planning, where they feel involved in
decision-making). Patient-centred care, which promotes collaborative shared
decision-making and respects patient autonomy, has been shown to build trust,
engagement and ultimately lead to better health outcomes (Grady et al., 2017;
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Sherwood et al., 2018). Such approaches also contribute to job satisfaction and
well-being among GPs, further enhancing the quality of care delivered. Therefore, the
adoption of more collaborative care models would empower patients with fibromyalgia
to become active participants in their care, increasing their sense of control and
well-being (Hickmann et al.,, 2022).

Trust emerged as a critical component of effective fibromyalgia management. The
current study highlighted the importance of GPs who demonstrate empathy, thor-
oughly investigate symptoms, and persist in seeking solutions. However, patients’
narratives also serve as a cautionary tale, highlighting the potential for frustration
during initial consultations. This points to a significant challenge for healthcare sys-
tems, emphasising the need for smoother transitions and greater patient autonomy
in selecting trusted GPs. Several factors can undermine trust in fibromyalgia manage-
ment, including the ambiguous nature of fibromyalgia diagnosis and potential scep-
ticism from GPs (Byrne et al., 2023). Additionally, the frustration of not feeling heard
or believed can lead patients to seek a more validating GP, disrupting continuity of
care and delaying effective treatment. Promoting continuity of care is one approach
to addressing these challenges. Continuity of care allows patients to develop trust in
a single GP over time, which is vital for effective management of chronic conditions
like fibromyalgia. Enhanced communication between GPs and specialists, supported
by GP electronic health records, a key feature of the improved digital services for
enabling the integrated care system proposed by NHS England, can facilitate this
continuity. However, it is crucial that GPs resolve patient concerns adequately to
maintain this trust.

Limitations

The present study has several limitations. The sex composition of the sample - pre-
dominantly female with only one male participant - limits the extent to which the
findings capture the full spectrum of experiences among individuals with fibromyalgia.
Given that fibromyalgia is more commonly diagnosed in women, research often
underrepresents men, yet their experiences may differ in meaningful ways, particularly
in terms of stigma, diagnosis, and treatment. Furthermore, little is known about the
background of the participants, and the lack of diversity in the sample restricts the
depth of the themes and subthemes identified. A broader variety of participants
would provide a more comprehensive perspective and uncover additional nuances
in patient experiences.

While the interview schedule was not specifically focused on GP-patient interactions,
it allowed participants to discuss their experiences with a range of healthcare pro-
viders. This approach revealed important differences between GP and specialist care,
with the latter often perceived more positively. However, the broad scope of the
interview schedule may have diluted the focus on GP interactions. Additionally, the
reliance on retrospective self-reporting introduces potential recall bias, which could
have affected the accuracy of the experiences reported. The study also did not collect
data on variables, such as the duration of illness or time to diagnosis, factors that
could influence patient experiences, and the nature of patient-practitioner
relationships.
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That said, the analysis meets key quality criteria indicators outlined by Nizza et al.
(2021). First, a compelling, unfolding narrative was constructed that progressively
developed key themes from patients’ experiences. Second, the patients’ words were
closely analysed to emphasize the emotional and practical impacts of fibromyalgia
on their healthcare journey. Third, the analysis attended to both convergence and
divergence in these experiences, noting shared frustrations with GPs while also high-
lighting more positive interactions with specialists.

Future research

To improve patient experiences and outcomes in fibromyalgia management, future
research should prioritise several critical areas. Firstly, greater attention should be
given to the role of sex in shaping patient-practitioner interactions. Given that
fibromyalgia is more commonly diagnosed in women, men’s experiences with
diagnosis, treatment, and communication are often underexplored. Future studies
should aim for a more sex-balanced sample to examine whether men face unique
barriers, such as delayed diagnosis or increased scepticism from healthcare provid-
ers. Addressing these disparities could lead to more inclusive and effective care
strategies.

Secondly, building trust and addressing sex bias in the patient-practitioner rela-
tionship is essential. Enhancing GP training to include more comprehensive commu-
nication strategies and a deeper psychological understanding of patients with
fibromyalgia could help mitigate these biases. Mixed-methods research that combines
qualitative and quantitative approaches would provide a more accurate picture of
the prevalence and impact of these under-explored experiences. An important avenue
for future research would also be to explore GPs’ perspectives on patient-practitioner
communication with fibromyalgia patients, which could reveal insights into how to
improve these interactions and the overall patient experience.

Finally, investigating patient-centred care approaches could lead to increased patient
satisfaction and improved health outcomes. Advocacy efforts and policy changes
within healthcare systems could accelerate the shift away from a purely biomedical
model toward a biopsychosocial approach that acknowledges the complex interplay
of biological, psychological, and social factors in chronic conditions like fibromyalgia.
Future research should also explore how different demographic and socioeconomic
factors influence patient experiences, ensuring that fibromyalgia care is equitable and
responsive to diverse needs.

Conclusions

The present study examined the experiences of patients with fibromyalgia with their
GPs, focusing on the difficulties in diagnosis and treatment, as well as the importance
of trust and communication in care. The findings revealed that patients often feel
dismissed and invalidated, particularly due to sex bias and the complexities of diag-
nosing fibromyalgia. However, trust and effective communication, especially through
active listening, enhanced patient-practitioner relationships and improved care out-
comes. The present study highlighted the need for a shift towards patient-centred
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care models that emphasise empathy, collaboration, and reduction of biases. Such an
approach is not merely beneficial but essential for truly supporting patients with
fibromyalgia or other chronic conditions and significantly improving their quality of life.
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Appendix A. Demographic questionnaire

1. What is your age?
2. What is your gender? (Please select one: Male, Female, Transgender, Non-binary, Prefer not
to say)
Have you received a formal diagnosis of fibromyalgia? (Yes/No)
4.  May we contact you via email to arrange a follow-up interview? (Yes/No)
If you consent to being contacted, please provide your email address below.

w

Appendix B. Interview questions

1. Onset and diagnosis
«  Can you describe your experiences leading up to the diagnosis of fibromyalgia? Were
there any particular aspects of the diagnostic process that stood out to you?
« If there was any uncertainty surrounding your diagnosis, how did you navigate it? How
did healthcare practitioners communicate with you about your diagnosis?

2. Healthcare seeking behaviour
« What factors influenced your decision to seek healthcare for your symptoms?
+  How did you feel about your ability to communicate the nature and impact of your
symptoms to healthcare practitioners?


https://doi.org/10.1080/08870449608400256
https://doi.org/10.1080/08870449608400256
https://doi.org/10.1177/2049463714541642
https://doi.org/10.1093/rheumatology/kez499
https://doi.org/10.1093/rheumatology/kez499
https://doi.org/10.1016/s0025-7125(03)00066-x
https://doi.org/10.1080/02813430701706568
http://www.icd10data.com.
https://www.icd10data.com/ICD10CM/Codes/M00-M99/M70-M79/M79-/M79.7
https://www.icd10data.com/ICD10CM/Codes/M00-M99/M70-M79/M79-/M79.7
https://doi.org/10.1186/s12913-022-08324-4
https://doi.org/10.1186/s12913-022-08324-4
https://doi.org/10.14283/jfa.2023.12
https://doi.org/10.1371/journal.pone.0203755
https://doi.org/10.1371/journal.pone.0203755

2 C. MAHER AND D. GAFFIERO

3. Communication with healthcare practitioners
«  Can you share any instances where you felt your symptoms were understood by health-
care practitioners? How did these experiences affect you?
+  How did healthcare practitioners communicate with you during the diagnosis and man-
agement of your fibromyalgia? Were there any challenges in these interactions?

4. Diagnostic uncertainty and trust
- If you experienced uncertainty or ambiguity during the diagnostic process, how did you
cope with it?
«  Reflecting on your experiences, how would you describe the level of trust between you
and your healthcare practitioners?

5. Treatment and management
«  Have there been any moments where you questioned the effectiveness of your treat-
ments? If so, how did you and your healthcare practitioners address these concerns?
+  How has your relationship with healthcare practitioners affected your decisions regard-
ing treatment plans?

6. Impact on daily life
+  How has your experience with the diagnostic process impacted your daily life and
relationships?
- Can you describe situations where you felt your fibromyalgia was understood by those
around you? How did these situations affect your well-being?

7. Coping strategies
+ What coping mechanisms have you found most helpful in managing the emotional
aspects of your fibromyalgia?
+  How has your relationship with healthcare practitioners influenced your approach to
coping with fibromyalgia?

8.  Reflection on healthcare system
+  What recommendations do you have for healthcare practitioners to enhance the diag-
nostic and communication process for individuals with fibromyalgia?
+  Based on your experience, do you have any recommendations for healthcare practi-
tioners to improve the diagnosis and communication process for individuals with
fibromyalgia?
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