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Abstract

Background: The UK's “Getting It Right First Time” programme recommends that management of people with
fioromyalgia should centre on primary care. However, it remains unclear as to how best to organise health systems to
deliver services to optimise patient outcomes.

Aim: To profile UK healthcare services for people with fibromyalgia: provision of National Health Services (NHS) and
use of non-NHS services by people with fioromyalgia.

Methods: Two online open surveys (A and B) incorporating questions about diagnosis, treatment and management
of fibromyalgia and gaps in healthcare services were conducted between 11th September 2019 and 3rd February
2020. These were targeted to NHS healthcare professionals consulting with people with fioromyalgia (Survey A) and
people >16years diagnosed with fioromyalgia using non-NHS services to manage their condition (Survey B). Descrip-
tive statistics were used to report quantitative data. Thematic analysis was undertaken for qualitative data.

Results: Survey A received 1701 responses from NHS healthcare professionals across the UK. Survey B received 549
responses from people with fioromyalgia. The results show that NHS services for people with fibromyalgia are highly
disparate, with few professionals reporting care pathways in their localities. Diagnosing fioromyalgia is variable among
NHS healthcare professionals and education and pharmacotherapy are mainstays of NHS treatment and manage-
ment. The greatest perceived unmet need in healthcare for people with fibromyalgia is a lack of available services.
From the pooled qualitative data, three themes were developed:‘a troublesome label,‘a heavy burden’and ‘a low
priority’ Through the concept of candidacy, these themes provide insight into limited access to healthcare for people
with fibromyalgia in the UK.

Conclusion: This study highlights problems across the NHS in service provision and access for people with fibromy-
algia, including several issues less commonly discussed; potential bias towards people with self-diagnosed fiboromyal-
gia, challenges facing general practitioners seeking involvement of secondary care services for people with fibromy-
algia, and a lack of mental health and multidisciplinary holistic services to support those affected. The need for new
models of primary and community care that offer timely diagnosis, interventions to support self-management with
access to specialist services if needed, is paramount.
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Background

Fibromyalgia is a complex multi-symptom long-term
condition that significantly impacts healthcare systems
around the world, including in the United Kingdom
(UK) [1-4]. Management for people with fibromyalgia,
in line with many other long-term conditions, ought to
centre on primary care [5-7]. Yet, challenges diagnos-
ing fibromyalgia, its heterogenous symptom profile and
frequent coexistence with other diagnoses, and its his-
torical link with rheumatology [8—11] mean that people
with fibromyalgia commonly interact with healthcare
professionals in a range of services and settings.

Treatment guidelines and care recommendations
for people with fibromyalgia incorporate individually
tailored pharmacological and non-pharmacological
interventions to support self-management and address
patient symptoms [5, 12, 13]. However, treatment pat-
terns show inconsistent use of evidence-based inter-
ventions [14—18] and patients with fibromyalgia
express low levels of satisfaction with the healthcare
they receive [19]. In the UK, where 85% of healthcare
is provided free at the point of delivery, people with
fibromyalgia report difficulty accessing services, lim-
ited support from healthcare professionals to manage
their condition and difficult patient-provider relations
[20-22].

Integration between healthcare services is one way
to improve patient satisfaction and increase access
to care [23]. However, the way in which to organise
health systems to deliver services that optimise out-
comes in patients with fibromyalgia is unclear and has
been highlighted as a knowledge gap in recent EULAR
guidelines for the management of fibromyalgia [13]. A
systematic review by Doebl et al. [19] failed to identify
any evidence-based model of care for people with fibro-
myalgia that traversed the entire healthcare system.

In response to uncertainty about how best to organ-
ise health services for people with fibromyalgia, a large
programme of research called PACFiND - PAtient-cen-
tred Care for Fibromyalgia: New pathway Design - has
been launched. PACFiND is a suite of studies that aims
to collect information from patients and healthcare
professionals about UK healthcare services for peo-
ple with fibromyalgia. The programme includes analy-
sis of routinely collected data to enable mapping of
patient healthcare journeys, the identification, through
in-depth case studies across the UK, of better or best
care (informed by evidence and the patient voice)
and cost-benefit analyses of different models to guide

development and co-design of new pathways of care for
people with fibromyalgia. This manuscript is one com-
ponent of PACFiND and seeks to profile healthcare for
people with fibromyalgia in the UK: provision of NHS
services and use of non-NHS services by people with
fibromyalgia. The study objectives were to identify:

— Which healthcare professionals diagnose fibromyal-
gia and the tools used to support diagnosis.

— Which healthcare professionals treat and/or manage
fibromyalgia and the treatments provided.

— Non-NHS treatments and services people with fibro-
myalgia access to manage their condition.

— Gaps in current healthcare services for people with
fibromyalgia.

— Dossible case study sites for further research into ser-
vice provision.

Methods
Two online open surveys (A and B) consisting of web-
based questionnaires were conducted using Research
Electronic Data Capture (REDCap) software (https://red-
cap.abdn.ac.uk). Both surveys were conducted prior to
the start of the COVID-19 pandemic; survey A between
11th September 2019 and 5th January 2020, and survey B
between 13th January and 3rd February 2020. The target
population for survey A was NHS healthcare profession-
als consulting with people with fibromyalgia or with signs
and symptoms suggestive of fibromyalgia, within the last
2 years. Survey A was designed to gather demographic
data about respondents, information about diagnosing
fibromyalgia, its treatment and management, and per-
ceived gaps (if any) in the provision of services for peo-
ple with fibromyalgia. Survey B was targeted at people
aged 16years or older living in the UK with a diagnosis
of fibromyalgia and using non-NHS services to help them
self-manage their condition. Survey B questions were
grouped under three subheadings: demographic informa-
tion; use of non-NHS services (including type of treat-
ment/service, frequency, reasons for and experiences of
access); and other comments. To help identify potential
case study sites, participants were invited to enter the
address / postcode of their NHS service or practice (sur-
vey A) and the non-NHS organisation or provider they
accessed to help manage their condition (survey B).

The questionnaires were developed in close consul-
tation with healthcare professionals, patient research
partners and people with fibromyalgia, and included a
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mix of closed and open-ended questions. Survey A was
registered in Scotland as a service evaluation; survey
B was approved by the University of Aberdeen School
of Medicine, Medical Sciences and Nutrition Ethics
Review Board (CERB/2019/11/1805). Participants pro-
vided informed consent prior to accessing the surveys.

An invitation to participate in survey A, along with
a link to the questionnaire, was distributed in primary
care by contacting Clinical Commissioning Groups in
England and the Scottish Primary Care Research Net-
work in Scotland. Contacts were asked to include the
information in newsletters and mailing lists. In Wales
and Northern Ireland, email invitations with the sur-
vey link were sent directly to general practices. To
distribute the survey in secondary care, NHS Trusts
in England, Health Boards in Scotland, and Health &
Social Care Trusts in Northern Ireland were contacted
and asked to share an invitation to the survey. Addi-
tionally, the survey was circulated through professional
networks and organisations. Survey B was advertised
via the websites and social media channels of Versus
Arthritis and Fibromyalgia Action UK and members of
the PACFIND programme patient and public involve-
ment group. Both surveys were publicised through the
twitter feeds of the PACFIND project and its inves-
tigators, and on the University of Aberdeen-hosted
PACFiND website.

Data analysis

Data were exported from REDCap to Microsoft Excel
and Stata/SE15.1 for cleaning and analysis. Complete
and incomplete questionnaires with an individual date
and timestamp were included in the analysis provided
i) informed consent to participate was recorded and
ii) responses contributed data about the organisa-
tion, delivery and use of care for and by people with
fibromyalgia. Quantitative data were analysed descrip-
tively; summarised by the number of respondents
answering a question in each category and expressed
as a percentage of the total number of people answer-
ing that question. Qualitative data from responses to
open ended questions were imported into NVivo 12
(QRS International), a computer software package, and
coded to capture the essence of the text. Codes were
organised and grouped into categories, and subthemes
and themes were developed using the constant com-
parative method [24, 25]. Analysis of the free text data
was both inductive and deductive. Survey methods
are reported according to the Checklist for Reporting
Results of Internet E-Surveys (CHERRIES) statement
[26].
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Results

Survey A received 1701 responses, and survey B received
549 responses providing data about the organisation,
delivery and use of UK healthcare services for, and by
people with fibromyalgia. Of the 1701 records in survey
A, 1122 (66.0%) respondents’ primary role was in Eng-
land, 329 (19.3%) in Scotland, 190 (11.2%) in Wales, 53
(3.1%) in Northern Ireland, and for 7 (0.4%), no loca-
tion was given. The healthcare setting for 701 (41.2%)
respondents was general practice. Other healthcare set-
tings were acute hospital (559, 32.9%), community hos-
pital (264, 15.5%) and primary healthcare centres (137,
8.1%). Another setting or no setting was stated for 40
(2.4%) respondents. General practitioner was the main
job for 642 (37.7%) respondents, while hospital doctors
(194, 11.4%) included 111 rheumatologists, 53 physicians
in pain medicine and 30 categorised as other, such as
doctors working in emergency medicine and anaesthet-
ics. Allied health professionals, nurses and mental health
professionals (mental health practitioners, psychiatrists
and psychologists) made up 26.1, 13.8 and 6.0% of the
total records respectively. Other respondents (1 =84,
4.9%) included pharmacists, service managers, occupa-
tional health advisors and midwives. One respondent did
not provide information about their primary role. Of the
549 records in Survey B, 335 (61.0%) participants lived
in England, 98 (17.9%) in Scotland, 107 (19.5%) in Wales
and nine (1.6%) in Northern Ireland.

Our findings (both quantitative and qualitative) are
presented under the headings: ‘diagnosis’; ‘treatment
and management of people with fibromyalgia’; and ‘gaps
in healthcare services. Quantitative data are shown in
Tables 1, 2 and 3, while Table 4 contains examples of
qualitative data underpinning key themes.

Diagnosis

Of 1697 respondents who answered the question “Do
you diagnose fibromyalgia?’, 717 (42.3%) reported they
did (Table 1). Of those, the majority diagnose adults only
(86.6%) or both adults and adolescents (12.7%). By speci-
ality, the greatest proportion of professionals diagnosing
fibromyalgia were rheumatologists (100.0%), followed by
physicians in pain medicine (83.0%) and general practi-
tioners (69.7%). Of the non-medical professionals, 20.1%
of nurses, 13.5% of allied health professionals and 4.1%
of mental health practitioners and psychologists stated
they diagnose fibromyalgia. Tools to support fulfilment of
fibromyalgia diagnostic criteria were used inconsistently
by clinicians diagnosing fibromyalgia. Just over a quarter
of NHS healthcare professionals (26.0%) stated they rely
on clinical opinion alone when diagnosing fibromyalgia,
13.0% supplement clinical opinion with the Widespread
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Table 1 Healthcare professionals diagnosing fibromyalgia and use of diagnostic tools
Main job Do you diagnose Tools used for diagnosis
fibromyalgia?
No,n(n/N  Yes,n(n/N Clinical Tender point  WPI, n (n/N %) SS Scale, n Other, n No tool, n
%) %) opinion, n exam, n (n/N (n/N %) (n/N %) (n/N %)
(n/N %) %)
N =979 N=717 N =the number of the professional group who state they make the diagnosis
General Practitioner 194 (30.3) 446 (69.7) 396 (88.8) 234 (52.5) 112 (25.1) 85(19.1) 214.7) 2(0.4)
Hospital doctor
Pain Medicine 9(17.0) 44 (83.0) 37(84.1) 15 (34.1) 25 (56.8) 25 (56.8) 7(159) 0(0.0)
Rheumatology 0(0.0) 111(100.0) 106 (95.5) 88(79.3) 48 (43.2) 25(22.5) 6(54) 0(0.0)
Other 25(83.3) 5(16.7) 4(80) 4(80) 3(60.0) 2 (40.0) 0(0.0) 0(0.0)
Psychiatrist 3(75.0) 1(25.0) 1(100) 0(0.0) 0(0.0) 0(0.0) 0(0.0) 0(0.0)
Nurse
General Practice 41 (82.0) 9(18.0) (77 8) 4 (44.4) 5 (55.6) 3(33.3) 0(0.0) 1(11.1)
Pain Medicine 38(73.1) 14 (26.9) 2(85.7) 8(57.1) 11(78.6) 10 (71.4) 1(7.1) 0(0.0)
Rheumatology 39(72.2) 15(27.8) 2 (80.0) 12 (80.0) 7 (46.7) 3(20.0) 0(0.0) 0(0.0)
Other 77 (98.7) 1(1.3) (100 0) 1(100.0) 1(100.0) 1(100.0) 0(0.0) 0(0.0)
Allied Health Professionals 384 (86.5) 60 (13.5) (85.0) 20(33.3) 40 (66.7) 32(533) 8(13.3) 0(0.0)
Mental Health Professionals 93(95.9) 4(4.1) 3 (75,0) 0(0.0) 0(0.0) 0(0.0) 2(50.0) 0(0.0)
Other 76 (90.5) 7(82) 7 (100) 1(143) 4(57.1) 3(429) 1(143) 0(0.0)
Total 979 (57.7) 717 (42.3) 637/717 (88.8) 387/717 (54.0) 256/717 (35.7) 189/717 (264)  46/717 (64) 3/717(0.4)

Abbreviations: WPl Widespread Pain Index, SS Scale Symptom Severity Scale

Pain Index (WPI) and Symptom Severity (SS) Scale, while
54.0% report using the tender point examination.

Of the 980 respondents who indicated they do not
diagnose fibromyalgia, 561 (57.2%) reported referring to
other providers for diagnosis, most commonly a rheu-
matologist (73.6%), a general practitioner (43.0%) and a
physician in pain medicine (22.8%). Analysis of free text
data about diagnosis of fibromyalgia generated the theme
‘A troublesome label!

Theme: A troublesome label

For many NHS professionals the process of diagnosing
fibromyalgia focussed on recognising a custom symp-
tom profile and excluding organic disease. Some clini-
cians reported using published diagnostic frameworks,
such as the ACTTION-APS Pain Taxonomy (AAPT)
and the 2010 / 2016 American College of Rheumatology
criteria [27-29], while others drew on locally developed
guidance and checklists produced by national charities.
Notwithstanding this, several respondents considered
contemporary diagnostic frameworks for fibromyalgia
unsatisfactory, with one general practitioner highlighting
the challenges associated with diagnosing fibromyalgia in
practice.

As there is no objective confirmatory test for fibro-
myalgia, patients these days tend to self-diagnose
and present with the typical history. The tender

point examination is pretty unhelpful once a patient
has self-diagnosed with fibromyalgia. (A-1148; Gen-
eral Practitioner (GP), Scotland).

Sub-theme: diagnostic uncertainty and delay

Self-diagnosis, misdiagnosis and over-diagnosis, along-
side perceptions of rising numbers of people with fibro-
myalgia concerned NHS healthcare professionals,
although respondents’ understanding of the condition
varied. Fibromyalgia’s fuzzy boundary led several health-
care professionals to query its distinctiveness in the pres-
ence of other syndromes and diagnoses, while others
typified the condition as a mind-body illness, a psycho-
logical disorder, a modern day ‘inflammatory’ condition,
synonymous with chronic pain, and, in the account
below, reflective of individual character traits.

I dispute the actual diagnosis exists. I suspect they
[people with fibromyalgia] have an undiagnosed
mental illness or are just plain lazy and need to get
a job and get on with life. (A-640; GB South East
England).

Low levels of skill and confidence to diagnose fibro-
myalgia among healthcare professionals, in particular
general practitioners, was reported, along with missed
opportunities to instigate early self-management because
of delayed diagnosis. Some healthcare professionals
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Table 2 Provision of treatment/management to people with fibromyalgia by NHS healthcare professionals
Main job Treatment/ Education &/ Medicines Psychological Structured Multicomponent Non-
management? or information prescription  therapies exercise programme pharmacological
leaflet &/or OTC n (n/N %) n (n/N %) n (n/N %) (Other)
No, Yes, n (n/N %) n (n/N %) n (n/N %)
n(n/N%) n(n/N %)
N =309 N=1381 N =the number of the professional group who provide treatment/management
General Practitioner 48 (7.5) 588(92.5)  547(93.0) 533 (90.6) 191 (32.5) 121 (20.6) 93 (15.8) 63 (10.7)
Hospital doctor
Pain Medicine 1(1.9) 52(98.1) 46 (88.5) 47 (90.4) 23 (44.2) 18 (34.6) 33(63.5) 15(28.8)
Rheumatology 15(13.5) 96 (86.5) 94 (97.9) 77 (80.2) 21(21.9) 34(35.4) 22(22.9) 7(7.3)
Other 22(73.3) 8(26.7) 6 (75.0) 3(37.5) 2(25.0) 5(62.5) 2(25.0) 0(0.0)
Psychiatrist 1(25.0) 3(75.0) 3(100.0) 1(33.3) 2(66.7) 0(0.0) 1(33.3) 0(0.0)
Nurse
General Practice 28 (57.1) 21(42.9) 17 (81.0) 17 (81.0) 7(333) 4(19.0) 1(4.8) 0(0.0)
Pain Medicine 2(3.8) 50(96.2) 49 (98.0) 44 (88.0) 32 (64.0) 21(42.0) 39 (78.0) 15 (30.0)
Rheumatology 14 (26.4) 39(73.6) 39 (100.0) 28(71.8) 8(20.5) 8(20.5) 11(282) 5(12.8)
Other 59 (76.6) 19 (24.7) 9 (47.4) 12(63.2) 5(26.3) 1(5.3) 2(10.5) 2(10.5)
Allied Health Professionals
Occupational 8(7.9) 93(92.1) 88 (94.6) 3332 28(30.1) 15 (16.1) 34 (36.6) 35(37.6)
Therapist
Physiotherapist 28(9.2) 276(90.8) 264 (95.7) 53(19.2) 70 (25.4) 233 (84.4) 137 (49.6) 66 (23.9)
Other 13 (33.3) 26 (66.7) 16 (61.5) 3(11.5) 2(7.7) 3(11.5) 2(7.7) 21(80.8)
Mental Health Professionals
Mental health 20 (54.1) 17 (45.9) 11(64.7) 0(0.0) 15(88.2) 0(0.0) 1(5.9) 1(5.9)
practitioner
Psychologist 7(01.7) 53(8823) 45 (84.9) 3(5.7) 51(96.2) 4(7.5) 36 (67.9) 1(1.9)
Other 43(51.8) 40 (47.6) 31(77.5) 22 (55.0) 9(22.5) 11(27.5) 12 (30.0) 12 (30.0)
Total 309 (183)  1381(81.7) 1265/1381(91.7) 846/1381(61.3) 466/1381(33.7) 478/1381(34.6) 425/1381(30.8) 243/1381(17.6)

highlighted a need for greater understanding about fibro-
myalgia to prevent patients from being referred around
in circles. Several general practitioners expressed a lack
of confidence to diagnose fibromyalgia, underpinned by
fear of missing serious pathology or misattribution of
a diagnosis with significant impact. Patients who self-
diagnosed fibromyalgia seemed especially challenging
to healthcare professionals. Comments from some NHS
professionals hinted at associations between self-diagno-
sis and a propensity to ‘opt out’ of society and seek social
benefits. For one hospital doctor the need for an easy and
convenient test to differentiate between people with “real
fibromyalgia and those who twist the system to diagnose
themselves as fibromyalgia” was paramount (A-1462,
Physician in pain medicine, West Midlands).

The power of diagnosis lies in its potential to explain
things previously puzzling and delineate the path ahead
[30]. While a few healthcare professionals reported mak-
ing a ‘positive’ diagnosis in people with fibromyalgia
- seeing it as an opportunity to pause, reset and pursue
appropriate management strategies, others considered a
fibromyalgia diagnosis of limited utility. Similar to findings

from a study by Rasmussen [31], wherein general practi-
tioners in Norway were reluctant to confer a diagnosis
of fibromyalgia because of anticipated unhelpful conse-
quences, a couple of the general practitioners in our study
stated they avoided diagnosing fibromyalgia, based on per-
ceptions about the label’s poor explanatory and prognos-
tic value and its embodiment of long-term disability. One
general practitioner commented that he hated making a
diagnosis of fibromyalgia as it led to “a life of analgesia and
general comorbidity” (A-1226, GP, Scotland), while in rela-
tion to care following diagnosis, an occupational therapist
expressed apprehension about the label’s potential to nega-
tively influence therapeutic opportunities.

[An] other concern is ... [the] negative reaction [of
staff] to the diagnosis and concern that [the] patient
will not make any positive progress. (A-1238; Occu-
pational Therapist, Scotland).

Sub-theme: the indelible nature of fibromyalgia
Perceptions about the indelibility of the fibromyalgia
label additionally caused unease. Once given, a label of
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Table 3 Healthcare professionals’ perceptions of gaps in healthcare services for people with fibromyalgia

Are there gaps in your local healthcare services? Number of people identifying this as being
the most important unmet need, n (n/N %)

Number of people identifying this as an
important unmet need (including those
identifying it as most important), n (n/N %)

N =1601 N=1601
Yes, lack of available services 499 (31.2) 892 (55.7)
Yes, lack of healthcare professionals'knowledge/ 252 (15.7) 652 (40.7)
skills
Yes, long wait times to appointments 113 (7.1) 633 (39.5)
Yes, funding issues 32(2.0) 330 (20.6)
Yes, lack of time during appointments 31(1.9 433(27.71)
Yes, limited communication/coordination between 23(14) 266 (16.6)
providers
Yes, restrictive service delivery policies 23 (1. 255 (15.9)
Yes, continuity of relations between provider and 19(1.2) 229 (14.3)
patient
Yes, limited transport availability 10 (0.6) 192 (12.0)
Yes, lack of access to shared medical records 3(0.2) 156 (9.7)
Yes, other important unmet need 36 (2.3) 105 (6.6)
Yes, no important unmet need given 104 (6.5)
No 182 (11.4)
Don't know 274 (17.1)
Total 1601 (100.0)

fibromyalgia was viewed by some healthcare profession-
als as hard to move past, leaving patients stuck in a cycle
of unhelpful illness behaviours with limited opportunity
for recovery. For a few respondents the continued pre-
ponderance of the fibromyalgia label risked diagnostic
overshadowing, described by lezzoni [32] as the ‘erro-
neous attribution of all new symptoms to an underlying
health condition’ (p.2093). One person living with fibro-
myalgia commented that since being diagnosed with the
illness, any issue they developed was “... almost always ...
blamed on my fibro” (B-246). The potential for diagnostic
overshadowing becomes understandable in the light of a
comment from one general practitioner diagnosing and
treating patients with fibromyalgia, although it is unclear
whether the ‘register’ mentioned in the account below is
real or metaphorical:

[After diagnosis and treatment of patients with
fibromyalgia] add to [the] register of patients to
prevent prescribing and referral. (A-707, GB South
West England).

The diagnostic turbulence ([33], p2) evident in the
accounts above, offers some insight into the number of
healthcare professionals referring to other healthcare
professionals to make or confirm a diagnosis of fibro-
myalgia, notably rheumatologists. In a few localities,
rheumatology services diagnosed fibromyalgia routinely,
in line with local pathways and or individual clinician

referral behaviours: one general practitioner stated that
fibromyalgia should only be diagnosed in secondary care
as it could be “a devastating diagnosis of a severe chronic
condition” (A-1351; GP Wales). While these arrange-
ments were satisfactory for some, the disadvantages of
these referral routes were highlighted by profession-
als and people with fibromyalgia, such as rising anxiety
for patients during the often-long wait for a specialist
appointment and a lack of a clear post-diagnosis man-
agement plan, influenced by a ‘diagnose and discharge
model’ in outpatient secondary care services.

We can usually only offer a diagnostic opinion [for
people with symptoms suggestive of fibromyalgia]
(if possible, with management advice given at that
appointment). (A-120; Rheumatologist, South West
England).

My most recent patient diagnosed [with fibromyal-
gia] by the rheumatology department ... was simply
given the diagnosis and discharged with no follow up
and no management plan. (A-1110; GB Scotland).

Sub-theme: an empty diagnosis

The emptiness of the fibromyalgia diagnosis in the
account above, at the heart of which is a failure to expand
patient understanding about their illness experience and
future management, has been recognised [34, 35]. While
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Theme Sub-theme

Example comments

Diagnosis: A troublesome label  Diagnostic uncertainty and delay

The indelible nature of fibromyalgia

An empty diagnosis

“The patients that | see generally have physical and psychiatric co morbidity.
They usually have a diagnosis of fibromyalgia amongst a number of other soma-
toform disorders and/or mood disorder and/or chronic syndrome[s], and it is
unclear whether fibromyalgia is actually a separate diagnosis.” (A-295; Psychiatrist,
Greater London)

“The difficulty is confidently making the diagnosis in primary care - 1. you may
miss a life-threatening illness eg Cancer ..., Polymyalgia 2. if the diagnosis is
technically correct some [patients] seem to spend the rest of their lives validating
it and forgetting to live! (A-1288; GP, Wales)

“I think all clinicians need a better understanding of FMS [Fibromyalgia
Syndrome] and associated functional somatic disorders to make [a] confident
diagnosis of FMS like we do with IBS [lrritable Bowel Syndrome] and stop refer-
ring them [people with fibromyalgial round in circles from one speciality to the
next - this would be better for patients and save [the] NHS a fortune.” (A-52; GP,
West Midlands)

“[...] There seems to be a lack of diagnostic confidence. The long wait for a rheu-
matology appointment and uncertainty during that time engenders significant
anxiety that does not help patients” (A-142; Rheumatologist, Scotland)

“[A] lack of skill or confidence in making a diagnosis in primary care means
people are not given early advice or information about how to manage their
condition” (A-669; Psychologist, South West England)

“Fibro"has now become a common label for a whole cohort of young people
presenting often with a self-diagnosis and a negative mindset about their future
capabilities and sadly a negative engagement with non-drug options. (A-1669;
GP, South East England)

“Dr Google also causes self-diagnosis which unfortunately makes it challenging
as it only needs one healthcare professional to make an innocent comment of
agreement, and this is then in stone!” (A-1392; Physiotherapist, Wales)

“[A] lack of engagement by patients; some tend to ‘wallow'in diagnosis and [it is]
difficult to change their mindset.” (A-1139; GP, Scotland)

“Once a diagnosis of fibromyalgia is given, other professionals ‘blame’all the
patient’s ills on this diagnosis and stop being open minded and vigilant. | think
fibromyalgia should be used selectively and carefully, so that it enhances a
patient’s experience [...]" (A-986; Physiotherapist, West Midlands)

“The elephant in the room is where a diagnosis is linked to staying on benefits
which means this a psychosocial illness, which | would call a posture rather than
an illness. Developing pathways of care may embed an illness model which does
not really help patients long term! (A-689; GP, South East England)

“Fibromyalgia is a‘diagnostic dustbin’that people are put in, or put themselves in.
Because it is a chronic illness with no treatment ... | avoid it. [...] How can any-
one 'prove’ this diagnosis/label, and why do so? It is often used to ‘dump’ patients
that doctors can't be bothered to try to assess any more. (A-616; GP, South East
England)

“Poor education on [the] condition at the time of diagnosis.” (A-1563; Physi-
otherapist, Greater London)

“On diagnosis of my fiboromyalgia, | received no advice or help. | was just told that
that is what I had!” (B-363, England)

“We have limited capacity to see fibromyalgia patients when we are already
stretched seeing [our] inflammatory cohort. This should be a diagnosis that can
be made in the community [...]. We are unable to offer more than a diagnosis
confirmation [and] pointers to self-management at rheum[atology] outpatients.
We make some management suggestions but do not offer ongoing care as no
staffing”’ (A-142; Rheumatologist, Scotland)
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Page 8 of 18

Theme Sub-theme

Example comments

Treatment and management:  No route map
A heavy burden

An unwelcome condition

Unhelpful pharma and the cost of
keeping going

“A lot of my patients have inflammatory arthritis e.g. Rheumatoid Arthritis. | find
that many GPs refuse to engage with patients who are under our care. There is

a lack of a local pathway that gives all providers responsibility.” (A-1450; Nurse in
rheumatology, Greater London)

“[The] CCG have not streamlined management of persistent pain effectively; two
pain management pathways [are] present within [the] local area; one that is very
effective, one that isn't. Patients are unfortunately the ones who don't benefit
from this.” (A-386; Physiotherapist, South East England)

“No consistent package across Wales - some health boards rheumatologists
refuse to see patients with a primary diagnosis of fibromyalgia, others do see
but little resource in house, outsourcing and no central coordination within the
health care team mean(s] that patient[s] gets lost in a myriad of suggestions as
opposed to empowerment and oversight and then patients seek multiple opin-
jons as [they are] unsure what to expect” (A-107; Rheumatologist, Wales)
“Effective management of fibromyalgia often requires services working collabo-
ratively e.g. rheumatology, pain clinic, physiotherapy, psychology and mental
health services. These services are often not under one roof and often are in
separate trusts which hinders collaborative working” (A-309; Psychologist, West
Midlands)

“The biggest issue for the care given to this patient group, | find, is that their
condition is managed in a disjointed”symptom by symptom’approach, which
increases their waiting times and [reduces] their quality of life in the meantime!
(A- 264, Dietitian, East Midlands)

“No one discipline wants to take the ownership of care for fibromyalgia patients -
they are viewed as a burden! (A-1480; Physiotherapist, North West England)

“We have recently been advised that our community MSK service and rheuma-
tology at [Name] hospital do not accept referrals for patient[s] with fibromyalgia
as their primary diagnosis, even ...to screen them for [the] pain clinic. They are
rejected for [the] GP to manage! (A-293; Physiotherapist, East of England)

“No interest from secondary care specialist so where patients are not improv-

ing or have unusual symptoms, we struggle to obtain support/secondary care
opinion.” (A-1130; GP, Scotland)

“I've been told by doctors [that] physiotherapy would help me. Then told ...they
[the doctors] can't refer me, but they would if | had a different diagnosis.” (B-542,
Scotland)

“I find its always handed over with an‘eye roll” (A-1228; Nurse, Scotland)

“We see patients in rheumatology where the needs of the patients would be
best met in a service with dedicated psychology. The NHS is still separating
mental and physical health where fibromyalgia needs a combined approach. Our
hospital won't pay for a psychologist so we have to refer on to [the] pain team
which produces a disjointed pathway. Pain team only accept referrals for patients
who have psychological issues related to pain, whereas what we see with
fibromyalgia patients, are people who have long standing mental health issues
that often result or contribute to fibro symptoms. So [the] pain team can reject
the referrals, which leaves us with almost no options for specific mental health
support.’ (A-1069; Occupational Therapist, Yorkshire and the Humber)

“Services like specialist care or pain clinic[s] seem to just be giving high dose
combination addictive non-evidence based long term analgesia, which is not
appropriate.’ (A-574; GP, Yorkshire and the Humber)

“| work for a community pain service ..GP[s] tend to overuse medication even if it
is providing limited benefit” (A-1496, Nurse in pain medicine, South East England)
‘[l am] fortunate to have some private healthcare insurance that was taken out
many years before diagnosis [of fibromyalgial. [I] get some help towards [the]
expense of acupuncture but [it is] still very expensive ...to prevent being unable
to function / work some hours!" (B-26, England).
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Theme Sub-theme

Example comments

Service gaps: A low priority A barren landscape

Nothing long term

[Unlknowledgeable professionals

“My consultant asked [my] GP to refer me to [a] 'specialist fibromyalgia clinic. My
GP apologised and [said] there ‘was no such clinic” (B-368, England)

“The numbers of FM (fibromyalgia) pts [patients] have quadrupled over the last
4years. We only have the capacity to run 1 group a week. Also there is very little
in the way of community services - this automatically medicalises the treatment
once the group is in the hospital” (A-279; Occupational Therapist, South East
England)

“Not all patients get access to a holistic pain management programme, and
sometimes just get offered medication in pain clinics - | think ALL patients
should be supported holistically, and repeatedly if they don't engage the first
time round! (sic) (A-813; GP, Yorkshire and the Humber)

“Funding constraints approx. a year ago led to fibromyalgia generally being
dealt with by GPs (no further secondary care nor multi-component programmes
offered).” (A-1698 Yoga Therapy Teacher, South West England)

“We have very limited options for referral - including exercise referral and the EPP
[Expert Patient Programme] which is run through the voluntary sector. There is

a huge need for additional patient education and support in the community, to
enable patients to seek help in self-management” (A-1364; GP, Wales)

“Due to limited resources, there is little scope for long term follow up/check-

ups. Other long-term conditions are more likely to have an annual review.
Patients with FMS attending our service are given appropriate information and
signposted to community resources when they are discharged but may strug-
gle to implement/access due to multifactorial reasons!” (A-226; Physiotherapist,
Scotland)

“Services aren't able to be responsive to acute flare ups and have limited capacity
to provide ongoing support whilst individuals develop their self-management
skills” (A-208; Physiotherapist, South East England)

“NHS care is great for short term conditions, but it has a long way to go with
managing long term conditions, especially pain. Fibro patients often need things
like long term physiotherapy and most clinics only provide 6 sessions which
barely scratches the surface with such a complex disease” (B-17, England)

‘It appears many clinicians have a poor understanding of fioromyalgia. Sadly, it is
not uncommon for patients with fioromyalgia to report to me that there are still
professionals they encounter who believe their symptoms represent some sort
of medically unexplained or ‘functional disorderand that their symptoms are
somehow less valid than other, better understood disorders.” (A-391; Psycholo-
gist, Yorkshire and the Humber)

“[There is] little training provided to Orthoptists who often see patients with
fibromyalgia related eye symptoms.” (A-402; Orthoptist, South West England)
“The unmet need is an educational one of professionals. [...] This includes GPs”
(A-680; GP, North East England)

“This survey has made me reflect, am | doing enough for the people | see in
clinic? I don't know what services are available in my area. | don't talk to them
[people with fibromyalgia] about holistic things such as sleep hygiene, pain
management, pacing!” (A-1672; Podiatrist, Yorkshire and the Humber)

most NHS healthcare professionals providing treatment
and management to people with fibromyalgia stated
they offer information and education (see Table 2), some
respondents commented on a lack of a comprehensive
resource available for those affected. One nurse suggested
fibromyalgia specific education post diagnosis, similar to
DESMOND (Diabetes Education and Self-Management
for Ongoing and Newly Diagnosed) for people with dia-
betes, while a general practitioner, themselves living with
fibromyalgia, emphasised the vital link between patient
education and effective self-management.

[There is a] lack of education provided to patients.

I am so lucky that I have a reasonable understand-
ing of my body [and] what I need to do to manage
this [my fibromyalgia]. ... many patients don’t [and]
so are unmotivated to help themselves. This is essen-
tial in managing fibro[myalgia]. (A-617; GB, Greater
London).

Treatment & management of people with fibromyalgia

Out of the 1690 NHS healthcare professionals who
answered the question “Do you personally provide treat-
ment or management for people with fibromyalgia?’
1381 (81.7%) said they did (see Table 2). Of the 1619 who
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answered the question “Do you refer patients with fibro-
myalgia to other providers for treatment?” 1147 (70.8%)
answered yes. Commonly, referrals were to physiothera-
pists (54.1%), physicians in pain medicine (42.9%) and
rheumatologists (40.5%). Fewer referrals for treatment
were made to a psychologist (28.5%), a mental health
practitioner (26.2%), or an occupational therapist (25.5%).

After education and information, the treatment most
frequently offered to people with fibromyalgia was a pre-
scription medicine or a recommendation for an over-
the-counter medicine (61.3% of respondents). The most
common non-NHS treatments accessed by people with
fibromyalgia were massage therapy (40.1%), mindful-
ness (38.8%) and support groups (38.1%), although many
respondents reported using multiple interventions to
manage their condition. Approximately one third of NHS
healthcare professionals stated they provide non-phar-
macological interventions such as structured exercise
(34.6%), psychological therapies (33.7%), and multicom-
ponent programmes (30.8%), with over half of the profes-
sionals delivering multicomponent programmes working
in NHS pain services. Of those supplying information
about their multicomponent programmes (369/425),
248 (67.2%) offered all three key interventions - educa-
tion and advice, exercise and psychological therapies. The
most popular delivery model for multicomponent pro-
grammes was one session weekly for 6 weeks.

Participant responses highlighted wide disparity in
service provision. A few NHS professionals stated they
offered or had access to specialist fibromyalgia ser-
vices or fibromyalgia-specific programmes and educa-
tion groups, mostly based in secondary care. Others
reported no specialised or specific service provision for
patients with fibromyalgia but made use of mainstream
therapy services or pain management programmes.
However, respondents’ views about the appropriateness
and effectiveness of care delivered in these settings var-
ied. Reports of services embedded in or linked to gen-
eral practice to support people with fibromyalgia were
few and far between, although one clinical pharmacist
in South West England stated they offered a monthly
fibromyalgia support group across their primary care
network. Typically, participants across both surveys
highlighted inadequate timely treatment and manage-
ment opportunities for people with fibromyalgia lead-
ing to the theme ‘A heavy burden’

Theme: A heavy burden

Pathways of care can promote equitable services for
people with specific health conditions [36]. However,
only a few healthcare professionals reported having a
local pathway of care for patients with fibromyalgia. In
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one or two localities, care processes and interventions
were organised and delivered solely in primary care,
while in other areas, care provision spanned primary,
secondary, and tertiary services. Inadequate care ele-
ments, limited communication between professional
teams about the care of people with fibromyalgia, and
a lack of co-ordinated care processes led to symptom-
by-symptom management, an array of different referral
routes (each with inbuilt delays), and “a postcode lot-
tery for the quality of services available” (A-1483; Nurse
in rheumatology, Yorkshire and the Humber). One
rheumatologist explained the impact of this shortfall.

In common with many other locations, we have sig-
nificant discontinuity in primary care and fragmen-
tation of service provision which can result in confu-
sion for the patient and unnecessary duplication of
services. Patients frequently cycle through multiple
services repeatedly and are at risk of medicalisation.
(A-07; Rheumatologist, South East England).

Sub-theme: no route map

Along with the lack of local care pathways, many NHS
professionals recounted experiences of substantial diffi-
culties accessing recommended interventions for patients
with fibromyalgia. Accounts from practitioners working
in primary care highlighted the struggle to have refer-
rals for people with fibromyalgia accepted by physical
and mental health services, although some professionals
working in secondary care also found access to ‘in house’
interventions problematic.

We have a large patient population within our
practice with fibromyalgia and no secondary [care]
based consultant will accept a referral and physio
success is limited. Patients feel unsupported and left
with no secondary care input. (A-176; Nurse in Gen-
eral Practice, Wales).

We have been refused access to the self-management
programme run for FMS [Fibromyalgia Syndrome]
patients by our Trust’s pain clinic... the service was
overwhelmed. (A-1491; Rheumatologist, South West
England).

One general practitioner summed up their experience
of seeking care for patients with fibromyalgia — “not’
rheumatology, ‘not’ pain clinic, ‘not’ psychological thera-
pies, ‘not’ physical therapies” (A-590; GP, North West
England), while another described the frustration accom-
panying referral efforts.

Secondary care seems to fail to understand that
99% of fibromyalgia is managed in primary care.
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On the whole we [general practitioners] can man-
age it well and have a good level of understanding. It
is no longer a diagnosis of exclusion’ but something
we actively engage with. On the rare occasions we
feel out of our depth or have patients with complex
symptoms that we struggle with, we need a service
that will accept a referral, do a proper assessment,
and provide a service to that patient. At present
services simply pass the buck or ...reject referrals.
(A-1302; GB Wales).

Sub-theme: an unwelcome condition

Underpinning difficulties accessing care were a range of
influences: perceptions about the burden associated with
caring for people with fibromyalgia were mentioned fre-
quently in comments from healthcare professionals; pro-
vider experiences of outcomes, which one GP described
as “rarely good” (A-716; GP, South West England); local
and regional service policies; and the separation of mind
from body that impacts responsibility for healthcare
provision.

We [physiotherapy] do not accept referrals for fibro-
myalgia. We signpost to self-help management
strategies in line with [local health board] policy
(A-1424; Physiotherapist, Wales).

Psychology will not see patients with FM [fibromyal-
gia] without an additional mental health diagnosis
(A-1141; GPB Scotland).

These, and other comments, give insight into the con-
tested space occupied by people with fibromyalgia in
the NHS. Some general practitioners and people with
fibromyalgia viewed the rhythm and landscape of gen-
eral practice as incompatible with caring for people
with fibromyalgia, drawing attention to the challenges
associated with managing fibromyalgia’s inherent com-
plexity within traditional 10-minute general practice
appointments.

General practice is not the ideal place for these
patients to be managed. It results in their condition
worsening, in addition to inappropriate polyphar-
macy. (A-1361; GB Wales).

In contrast, other professionals, notably those working
in hospital-based services (but also some from general
practice), purported that care was best when positioned
in less medical settings, albeit in the context of ade-
quate available resource within general practice and the
community.

This should be a diagnosis that can be made in the
community and there should be better community-
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based support - physio, exercise classes, psychology
input available to help GPs and their patients with
fibromyalgia. (A-143; Rheumatologist, Scotland).

Sub-theme: unhelpful pharma and the cost of keeping going
Despite different views about where care for people
with fibromyalgia should be located, professionals did
agree on the problematic over and misuse of medicines
for the treatment of fibromyalgia-related pain. The lim-
ited benefit, side effects and potential harms associated
with a dominant pharmacological approach to managing
pain were emphasised by respondents. Specialist pain
and rheumatology services were singled out by profes-
sionals working in general practice for initiating and per-
petuating inappropriate medicines prescribing, causing
problems downstream in primary care. Similarly, gen-
eral practitioners were charged with escalating patients
through the analgesic ladder, which some in primary care
suggested was due to a lack of accessible alternative treat-
ment options.

One issue is if they [people with fibromyalgia] attend
a pain clinic and get issued Morphine and Prega-
balin, the implication is the GP will continue to
prescribe. [...] These drugs are linked with serious
problems in the long term, and it is very difficult for
the GP to say you should stop them [...]. They [peo-
ple with fibromyalgia] view you as unsympathetic.
(A-615; GB, Greater London).

We often end up prescribing pain medication
because we don’t have access to other treatments.
Occasionally this helps but the pain medications are
not without risk of dependence, sedation [and] poly-
pharmacy. [...] We have some in-house counselling,
but this is a stretched underfunded service. (A-1148;
GP Scotland).

People with fibromyalgia reported frequent use of non-
NHS interventions as an alternative or adjunct to medi-
cines, with many describing benefits such as improved
well-being and function, including work ability. However,
the cost of such interventions was substantial, and for
some this prohibited access to care.

I paid to use a private hydrotherapy pool, but my
PIP (Personal Independence Payment) was cut, so 1
had to cancel all the extras I was paying for. (B-368,
England).

Gaps in healthcare services
1601 NHS healthcare professionals answered the ques-
tion “Are there gaps in your local healthcare service for
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people with fibromyalgia?” Of these, only 182 (11.4%)
said there were not any gaps and 274 (17.1%) said they
did not know. The most frequently cited unmet need
was a lack of available services. Over half of respondents
(55.7%) stated this as an important unmet need, with
31.2% indicating that it was the most important unmet
need.

Other needs frequently mentioned were lack of health-
care professionals’ knowledge or skills in assessment
and treatment of fibromyalgia and long wait times to
appointments. The most common reason for use of non-
NHS services given by people with fibromyalgia was that
services or treatments were not offered, or, if they were
offered, provision was limited. Analysis of free text data
relating to gaps in healthcare services led to generation of
the theme ‘A low priority.

Theme: A low priority

Fibromyalgia is a condition of sizable impact, yet
respondents across both surveys emphasised a mis-
match between the needs of people with fibromyalgia
in the UK and NHS provision. One general practitioner
reflected that fibromyalgia ranked lower in priority than
a Dupuytren’s contracture,’ while other respondents
perceived a general lack of interest in the condition and
those affected among healthcare professionals.

Sub-theme: A barren landscape

Some NHS healthcare professionals referred to an ero-
sion of secondary care fibromyalgia services in their
localities, leaving general practitioners and their patients
with fibromyalgia in a barren landscape when the skills
and resources of primary care are surpassed.

[My health board] has withdrawn their secondary
care service for fibromyalgia. We have nowhere to
refer these patients onto for specialist advice and
support. (A-1327; GB, Wales).

In other areas where provision was present or appeared
piecemeal, NHS healthcare professionals described
oversubscribed services and long waiting times. Sub-
stantial gaps were reported in the availability of holistic
programmes delivered by multidisciplinary teams, and
psychological therapies. One general practitioner called
for psychological therapists to be at the forefront of pain
management approaches, while several allied health
professionals believed enhancing their own psychology-
based skills could go some way to bridging the shortfall in
mental health support for people with fibromyalgia.

! Dupuytren’s contracture is a thickening of the tissues of the palm and can
result in clawing of the fingers.
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Sub-theme: nothing long-term

Also underpinning fibromyalgia’s low priority status were
comments highlighting a lack of appropriate needs-based
care provision for people with fibromyalgia through-
out the life course. A lack of support outside of general
practice post diagnosis for those learning to manage their
fibromyalgia and during times of flare was highlighted,
although one participant with fibromyalgia had worked
with a general practice to address this situation.

I have ...start[ed] a new patient support group. We
have around 30 patient members. We have monthly
meetings at [the] surgery [and] have a WhatsApp
group and can meet locally for walks, coffee chat or
crafts. (B-22, England).

Healthcare professionals described inadequate cover-
age and access to community-based opportunities such
as low intensity exercise classes, wellbeing initiatives and
NHS linked peer support groups. One participant living
with fibromyalgia and a rheumatologist working in Eng-
land outlined the impact of limited community support.

Self-management is fine in theory but really difficult
to do well when in pain and exhausted. [You] need
someone with expertise to coach, support and enable
you to keep going. (B-270, England).

With current NHS service restrictions, once the diag-
nosis is made and initial treatment given, patients
are discharged back to [the] GB which should be
fine but GP services [are] often really stretched and
patients either don’t get the support they want or end
up getting referred back to secondary care every few
years to query’ the diagnosis because the GP doesn’t
know what to do. (A-36; Rheumatologist, South East
England).

Sub-theme: [un]knowledgeable professionals

Professions are commonly distinguished from other
occupational groups by specialist knowledge and skills
[37]. Yet many participants referred to a general lack of
understanding about fibromyalgia among healthcare pro-
fessionals, both specialists and generalists, which was in
turn perceived to link to delayed diagnosis, invalidation
of people with fibromyalgia and, as in the account below,
missed opportunities for interactions to support health
and well-being.

I don’t find many people within the NHS... under-
stand the condition. I feel they have opinions that
are often wrong and... offensive. I go as little as pos-
sible to my doctors as they don’t understand it and
therefore can’t help me. (B-274; Wales).
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Stigma, commonly experienced by people with fibro-
myalgia, was evident in accounts from healthcare profes-
sionals, although the ‘often wrong and offensive’ opinions
(outlined in the comment above) were typically attrib-
uted to other healthcare professionals rather than stated
by those who participated in the survey. Occasionally, a
healthcare professional did explicitly express a negative
evaluation about people with fibromyalgia.

As an anaesthetist, my heart sinks when a preop-
erative patient announces ...that they suffer with
fibromyalgia, as they are often very ‘needy’ in the
recovery area. Having observed and managed pain
in post-operative patients for some 30 years, my
impression is that the problems experienced by post-
operative fibromyalgia patients are more ‘supraten-
torial’ in nature. (A-471; Hospital doctor, West Mid-
lands).

Many respondents indicated a need for improved edu-
cation of healthcare professionals about fibromyalgia.
For example, orthoptists and midwives suggested they
would benefit from increased training to support patients
attending their services. However, even when profes-
sional expertise was available, it was not always used
because of other service pressures.

For the last 16years I have done a weekly fibro-
myalgia clinic seeing 5 new patients every week.
Patients would come from across [the region]. [...]
However, because of a dearth of rheumatologists my
fibro[myalgia] clinic has been shut on me and I now
spend that clinic seeing ordinary patients who may
or may not have inflammatory arthritis. Any old cli-
nician could deal with these patients with a check
list. ... a lot of skill and experience is required to deal
with patients with FMS [fibromyalgia syndrome]
and I am one of the few rheumatologists with exper-
tise in this field. This is an example of the NHS dis-
respecting people unfortunate enough to [have] FMS
[fibromyalgia syndrome]. (A-1437; Rheumatologist,
Wales).

Discussion

This study offers a view of UK national health services for
people with fibromyalgia from the perspective of NHS
healthcare professionals. It also provides insight into
the use of non-NHS services by people with fibromyal-
gia living in the UK. Other studies within the PACFIND
research programme have investigated and reported
experiences of people with fibromyalgia in relation to
NHS services, in primary care specifically [35] and, more
broadly, on the Healthtalk website (https://healthtalk.
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org/Fibromyalgia). Taken as a whole, the results of this
study represent a journey across UK health services trav-
elled by people with fibromyalgia. NHS healthcare pro-
fessionals, in keeping with clinicians in other countries,
report substantial variability diagnosing fibromyalgia.
Of the general practitioners who responded to our sur-
vey, three out of ten reported not diagnosing fibromyal-
gia, influenced by low levels of diagnostic confidence and
perceptions about the nature and utility of the fibromyal-
gia label. Rheumatologists are a key point of referral for
a diagnosis of fibromyalgia, but this can delay initiation
of treatment and management. Education and pharmaco-
therapy are the mainstay of treatment provided to people
with fibromyalgia by NHS healthcare professionals, how-
ever, both patients and professionals recognise room for
improvement in these approaches. Although the effec-
tiveness of pharmacological and non-pharmacological
treatments are rated similarly by people with fibromy-
algia in the UK, non-pharmacological treatments have
higher acceptability to those affected [38].

Referrals between NHS professionals to support people
with fibromyalgia with their recovery are common, yet
few professionals reported a local coordinated care path
along which to direct people. Similar to health profes-
sionals’ experiences in other publicly funded health ser-
vices, provision of non-pharmacological interventions for
people with fibromyalgia, such as psychological thera-
pies, is low. A lack of available NHS services, in particular
multidisciplinary clinics providing holistic care and com-
munity-based opportunities linked to general practice to
support self-management, was reported frequently and
the primary reason people with fibromyalgia accessed
non-NHS care.

While some of our results concerning diagnosis, treat-
ment and management, and gaps in healthcare services
bear out findings from previous research in the field [14,
17, 39-43], we have identified several issues less com-
monplace in the fibromyalgia literature. First, healthcare
professionals’ possible bias about people with self-diag-
nosed fibromyalgia. Second, the substantial challenge
facing general practitioners in the UK when seeking
involvement of secondary care services for people with
fibromyalgia. Third, the lack of available mental health
and multidisciplinary holistic services in some regions to
support people with fibromyalgia.

The findings of this study offer insights into access to
healthcare for people with fibromyalgia in the UK and
can be understood through the concept of candidacy.
Candidacy encapsulates the processes through which
a person’s eligibility for healthcare is jointly negotiated
between individuals and health services [44]. These pro-
cesses focus on recognition of a need for healthcare,
navigation and permeability of services, presentation


https://healthtalk.org/Fibromyalgia
https://healthtalk.org/Fibromyalgia

Wilson et al. BMC Health Services Research (2022) 22:989

at services and the adjudications of healthcare profes-
sionals, offers of and resistance to care, and finally the
local operating conditions through which candidacy is
addressed [44]. Data from this study map to three ele-
ments of the candidacy framework in particular - pres-
entation at services and the adjudications of healthcare
professionals; permeability of services; and local operat-
ing conditions.

Presentation at healthcare services and the adjudications
of professionals

The way in which patients present to healthcare services,
and the judgements made by healthcare professionals
about such presentations, influences the progression of
candidacy [45, 46]. Fibromyalgia is a stigmatising illness
[47], shaped by societal attitudes about chronic pain and
mental illness. Greater perceived stigma in people with
chronic pain can heighten pain-related disability and dis-
tress [48], and affect presentation at services. Like oth-
ers with invisible conditions, people with fibromyalgia
commonly employ legitimacy narratives to communicate
their illness, focused on symptoms and their impact, the
struggle to complete everyday tasks and an inability to
fulfil gender roles [49]. These narratives can be challeng-
ing to healthcare professionals in the absence of outward
signs to substantiate such accounts and may lead to scep-
ticism about symptom severity [50, 51], suspicion that
people with fibromyalgia are seeking secondary gain [51,
52] or are ‘complaining women’ [52] or malingerers [53].
Such stereotypes can negatively impact patients through
increased psychosocial stress [48] and healthcare profes-
sionals’ decisions about patient care [54] with potential
for suboptimal management [55]. Data from interviews
with healthcare professionals providing care for peo-
ple with fibromyalgia suggest they may be reluctant to
grant women with fibromyalgia sick leave, undertake
avoidant-like behaviours to reduce contact with patients
with fibromyalgia and request unnecessary investigations
and treatments during interactions [50, 52]. The finding
of possible bias among healthcare professionals about
people with self-diagnosed fibromyalgia is salient. While
the effect of self-diagnosis on professional reactions and
judgements is an under researched area [56], this preju-
dice is a potential concern given the lack of an objective
test to diagnose fibromyalgia and the prevalence of self-
diagnosis among the general population [57, 58].

Permeability of services

The substantial challenge facing general practitioners in
the UK when seeking access to support from secondary
care services for people with fibromyalgia is a key find-
ing of this research. Permeability of services reflects
ease of access to care by those seeking it. Services such
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as hospital emergency departments are highly porous,
while access to specialist services necessitates a referral
and at least some agreement between referrer and pro-
vider about expectations of care [59]. Our data suggests
that some NHS services in the UK are impervious to peo-
ple with fibromyalgia, constituted by pressure to address
core individual speciality work, local access polices, and a
long-standing focus in NHS services on either physical or
mental health. Fibromyalgia’s low prestige ranking is also
likely to play a part [60].

Rheumatologists have traditionally ‘owned’ fibromyal-
gia [61]. Yet, some are reluctant to accept patients with
fibromyalgia for care [17, 62] and the argument for diag-
nosis and treatment of people with fibromyalgia outwith
rheumatology services is growing [61, 63]. UK national
audits show rheumatology services face challenges meet-
ing quality standards for people with early inflammatory
arthritis [64, 65] and recent guidance published by the
national Getting It Right First Time (GIRFT) programme
[66] recommends that care for people with fibromyalgia
should be provided in primary and community settings.
Going forward, it is likely that UK rheumatology services
will become less permeable to people with fibromyalgia,
with implications for patients and healthcare profession-
als, notably in general practice. Alongside this are reports
that some physiotherapy services may be impenetrable
to people with fibromyalgia. This is surprising given that
physiotherapists are a professional group to which people
with fibromyalgia are commonly referred [14, 67]. Spec-
ulatively, reduced permeability of these services could
align with a discourse of self-management [68] and phys-
iotherapists’ concern about perpetuating dependence
on care [51]. Understanding more about non-physician’s
views and perceptions about access to care for people
with fibromyalgia may be beneficial.

Neal [42] argues that psychiatrists might take respon-
sibility for the care of people with fibromyalgia. Around
50-70% of people with persistent physical symptoms
have comorbid mental health problems [69, 70] yet some
of the NHS professionals in our study reported a diagno-
sis of fibromyalgia is a barrier to accessing mental health
services. Rohricht and Elanjithara [71] suggest that a
focus on severe mental illness in secondary care men-
tal health services means that provision for people with
persistent physical symptoms in these settings is rare.
A study exploring entry criteria to UK NHS adult men-
tal health services, showed that diagnoses are inefficient
proxies for risk, severity and need [72].

Local context

Local availability of suitable NHS healthcare services
is fundamental in addressing candidacy [44, 73]. Yet
the lack of available multidisciplinary holistic services,
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psychological services, community-based services to
support people in self-management and appropriately
skilled staff to meet patient need, are substantial barri-
ers to better outcomes for people with fibromyalgia and
opportunities to reduce health service costs. The pre-
dominant symptom in people with fibromyalgia is persis-
tent multisite pain [9], however, the most recent Health
Survey for England undertaken in 2017 showed that only
half of respondents with persistent pain and high inter-
ference in usual daily activities had seen a pain special-
ist [74]. Specialist pain clinics in England and Wales see
around 0.4% of the total national population, but not all
are multidisciplinary, and fewer than two thirds offer a
pain management programme [75]. Provision of pain
management programmes in Ireland is patchy with long
waits for access [76], while in Scotland, programmes run
in 10 of the 14 health boards [77]. Alongside specialist
pain services are services for people with persistent phys-
ical symptoms (also referred to as medically unexplained
symptoms (MUS)), under which people with fibromyal-
gia fall. However, multidisciplinary teams providing MUS
services, particularly in primary care, are uncommon and
provision across all sectors of the health service is inad-
equate for need [78].

New initiatives to fill gaps in the provision of psycho-
logical services (such as England’s improving access to
psychological therapies-long term condition (IAPT-LTC)
programme [70]), and policy mandates to build col-
laborations between health services and the voluntary,
community and social enterprise (VCSE) sector [79] to
ensure service coverage, may go some way to address the
needs of people with fibromyalgia. However, the com-
plexity of mental health needs, inadequate confidence
and expertise in general practice to manage such com-
plexity, limited access to secondary care mental health
services because of inclusion thresholds, and demand
and fiscal challenges facing the VCSE sector as a result of
the COVID-19 pandemic [80, 81], means that these will
only be one part of the solution.

Study limitations

The findings of this study should be considered in the
light of its strengths and weaknesses. A key strength
is that survey A was widely distributed to NHS organi-
sations and professional bodies across the UK and
responses were received from a broad range of NHS
professionals involved in care for people with fibro-
myalgia. The main weaknesses of our study include the
unknown representativeness of our survey populations
and self-selection bias. Convenience samples may have
led to under and over coverage; people with access to the
internet could respond to Survey B and the questionnaire
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was in English. Additionally, healthcare professionals suf-
ficiently interested in care organisation and delivery for
people with fibromyalgia may have participated. Further-
more, no IP addresses were collected, so it is possible
that the survey was accessed more than once by the same
user. Despite these limitations, this study provides insight
into accessing fibromyalgia services in the UK from the
perspective of NHS professionals and people with fibro-
myalgia and builds on current knowledge.

Conclusion

Our study has highlighted problems widely across the
NHS in service provision and access for people with
fibromyalgia in the UK, including several issues less
commonly discussed: potential bias among healthcare
professionals about people with self-diagnosed fibro-
myalgia; challenges facing general practitioners seeking
involvement of secondary care services for people with
fibromyalgia; and the lack of available mental health
and multidisciplinary holistic services to support those
affected. Changes in services occurring as a result of
the COVID-19 pandemic is likely only to have exac-
erbated the issues found through this research. There
is a need to co-design and implement integrated ser-
vices that offer people with fibromyalgia timely access
to healthcare professionals with expert knowledge of
fibromyalgia and a holistic management plan focussed
towards long-term self-management. It will be impor-
tant to consider patient choice in the mode of service
delivery along with cost and scalability to ensure access
for those in need of support. Developing new models of
care for people with fibromyalgia in primary and com-
munity care could offer opportunities to address many
of the issues presented in this study.
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