Dismissed, anxious, and feeling abandoned: the experiences and perspectives of people with Functional Neurological Disorder accessing UK healthcare services
Functional neurological disorder (FND) is a condition which causes sensory or motor symptom deficits that cannot be explained by another neurological or medical disorder [1]. There are a wide range of symptoms associated with FND including drop-attacks, functional seizures, fatigue, and pain; that range from mild to severe [1]. In the UK the estimated prevalence of FND is 12 per 100,000 people [2] with approximately 8,000 new FND diagnoses made annually [2-3]. FND tends to have a chronic course, with patients typically experiencing a high level of emotional distress and disability [2]. 
There needs to be more research on the experiences of the clinical management of FND in UK-based healthcare services. Previous studies often recruited a small sample size or focused on one healthcare setting [4], conducted service evaluations [5] or asked clinicians to describe patients’ complaints [6]. To address this knowledge gap, we aimed to explore the experiences of patients with FND in relation to the clinical management of FND; document current FND diagnostic tools and interventions used in the UK; and identify patient needs. An online survey was employed to do this. Questions were designed using the findings from a recent review [7] and focused on diagnostic tools, treatment options and experiences of accessing healthcare services (Suppl1). Patients with an FND diagnosis were recruited between November 2021 to April 2022 via social media and online newsletters. Ethical approval was obtained from the University of York (HSRGC/2020/391/B).
In total, 257 respondents completed the survey (Suppl2). Respondents were asked to detail the duration from when they first reported their symptoms to diagnosis. Almost half of patients were diagnosed within one year (n=127; 49.4%), 10.5% within 1-2 years (n=27) and 15.2% within 2-5 years (n=39). Worryingly, 1 in 6 respondents stated their diagnosis took over five years (n=42; 16.3%). In addition, respondents reported treatment duration and whether they felt the treatment(s) improved their symptoms (Table 1). 
The survey findings revealed a prominent disparity in service provision (Suppl3) across the UK, impacting FND patients’ experiences of accessing healthcare. Patients located in Northern England were less likely to have access to EEG tests and positive clinical sign assessments. In contrast, patients located in South Wales, London, Central Scotland and Lothian regions were more likely to have access to the main tests used to diagnose FND. Regarding treatments, patients in the South East, Lothian and the West Midlands were more likely to be offered physiotherapy and CBT than those in Yorkshire and the Humber. These findings demonstrate that in areas where specialist FND centres are based (i.e. Edinburgh - Royal Infirmary of Edinburgh; London - National Hospital of Neurology and Neurosurgery and Bristol - Rosa Burden Centre), patients have a greater likelihood of accessing FND-specific tools and assessments compared to other locations.
Respondents reported a wide range of experiences in accessing clinical services. Many respondents perceived that clinicians thought they were malingering. Some reported feeling ‘anxious’, ‘frightened’ or ‘scared’, whereas others reported feeling embarrassed or dismissed when accessing services. Respondents also reported not being well informed when receiving their FND diagnosis, contrasting previous research [8]. Others felt abandoned after receiving their FND diagnosis due to limited communication or continuation of care from clinicians and services.
These findings are comparable to those reported by patients diagnosed with other functional disorders as well as long-term conditions. A recent study exploring the experiences of patients with fibromyalgia accessing services [10] reported a lack of continuity of care and the need for more effective communication from clinicians. Similarly, patients diagnosed with Parkinson’s disease [11] or long COVID [12] reported long waiting lists, lack of continuity of care and helpfulness of information provided by clinicians when attempting to access healthcare services.  Therefore, the experiences outlined in this research suggest that urgent changes need to be made to improve both service disparity and patient experiences. 
The findings from this study call for developing and implementing a UK-specific clinical guideline for FND to align with other conditions. Clinical guidelines have been deemed as essential for the planning and delivery of high-quality healthcare [9]. The lack of UK-specific guidelines may be hindering diagnosis, and patients may be receiving inappropriate treatments as clinicians are unsure or unaware of appropriate FND clinical management. A UK clinical guideline developed from the recent FND evidence base, promoting the integration of healthcare services (e.g., more involvement of psychiatrists when patients are ready to engage with psychiatry support) is vital to ensure services and clinicians are providing appropriate care for patients with FND.
This survey is one of a few studies that report the experiences of patients with FND accessing UK healthcare services. A strength of this work is that it provides a valuable description of the prevalence and scope of treatments received among nearly 300 people with FND, providing useful background information for the field. The findings highlight that people with FND experience stigma and negative attitudes from clinicians and reflect the disparity of FND-related service provision across the UK. Therefore, a greater awareness and understanding of FND and implementation of UK-focused clinical guidance are needed to improve the diagnostic experience and care of patients with FND. 
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Table 1: Treatments/interventions reported by respondents
	
	Number of patients receiving treatment
[bookmark: _cec0lhksrcl4] (n = 257)
	Average duration (weeks/ range)
	Do you feel that the treatment helped with your FND symptom(s)?
 

	Medication
	80 (31.1%)
	117.2
(4-572)
	Yes (n = 17)
No (n = 18)
Missing or prefer not to say (n = 45)

	Physiotherapy (including neurophysiotherapy)
	85 (33.1%)
	18.4
(1-104)
	Yes (n = 29)
No (n = 25)
Missing or prefer not to say (n = 31)

	Psychotherapy (including CBT and psychodynamic therapy)
	59 (23%)
	19.8
(2-58)
	Yes (n = 23)
No (n = 12)
Missing or prefer not to say (n = 24)

	Occupational therapy
	41 (16%)
	7.6
(1-26)
	Yes (n = 10)
No (n = 5)
Missing or prefer no to say (n = 26)

	Educational website
	31 (12.1%)
	N/A
	[bookmark: _9wj97t09x1m]Yes (n = 0)
No (n = 2)
Missing (n = 29)

	Mindfulness-based therapy (MBT)
	27 (10.5%)
	42
(6-106)
	Yes (n = 4)
No (n = 6)
Missing or prefer not to say (n = 17)

	Hypnotherapy/hypnosis
	9 (3.5%)
	7
(6-8)
	Yes (n = 3)
No (n = 2)
Missing or prefer not to say (n = 4)

	Chronic pain rehabilitation programme
	8 (3.1%)
	N/A
	Yes (n = 0)
No (n = 0)
Missing or prefer not to say (n = 8)

	Eye Movement Desensitisation and Reprocessing (EMDR)
	7 (2.7%)
	15
(2-28)
	Yes (n = 2)
No (n = 0)
Missing or prefer not to say (n = 5)

	Neuropsychology
	6 (2.3%)
	6 
(4-9)
	Yes (n = 3)
[bookmark: _aih453qeby9y]No (n = 0)
Missing or prefer not to say (n = 3)

	Speech and Language Therapy
	6 (2.3%)
	6.3
(3-8)
	Yes (n = 1)
No (n = 5)

	No treatment to date
	21 (8.2%)
	N/A
	[bookmark: _qd0opmequwjo]N/A


*Treatment options reported by fewer than five participants are reported in Supplement 4.
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Supplement 1: Patient survey questions
Questions with an * were included in the content analysis

Section 1: Demographic questions
Do you identify as:
· Female
· Male
· Non-binary
· Other (please describe)
· Prefer not to answer 

What is your age?
· Under 18
· 18-24
· 25-34
· 35-44
· 45-54
· 55-64
· 65-74
· 75-84
· 85+
· Prefer not to answer

Please choose the option that best describes your ethnic group or background:
· White:
· Scottish/English/Welsh/Northern Irish/British
· Irish
· Gypsy or Irish Traveller
· Any other White background
· Asian/Asian British
· Indian
· Pakistani
· Bangladeshi
· Chinese
· Any other Asian background
· Black/African/Caribbean/Black British
· African
· Caribbean
· Any other Black/African/Caribbean
· Mixed/Multiple ethnic groups
· White and Black Caribbean
· White and Black African
· White and Asian
· Any other Mixed/Multiple ethnic background
· Other ethnic groups
· Arab
· Any other ethnic group
· Prefer not to answer

Which region do you live in?
· England
· East Midlands
· East of England
· London
· North East
· North West
· South East 
· South West
· West Midlands
· Yorkshire and the Humber
· Northern Ireland
· Antrim
· Armagh
· Down
· Fermanagh
· Londonderry
· Tyrone
· Scotland
· Borders
· Central
· Dumfries and Galloway
· Grampian
· Highlands and Islands
· Lothian
· Strathclyde
· Wales
· Mid-Wales
· North Wales
· South Wales
· Prefer not to answer

The following set of questions is about your qualifications. Please record any qualifications you have ever achieved in the UK or worldwide, including equivalents, even if you are not using them now.
· Have you achieved a qualification at degree level or above? (e.g. degree, foundation degree, HND or HNC, NVQ level 4 and above, teaching or nursing)?
· Yes
· No
· Have you completed an apprenticeship (e,g, trade, advanced, foundation, modern)?
· Yes
· No
· Have you achieved any other qualifications – please tick all that apply:
· 5 or more GCSEs (A*-C, 9-4), O levels (passes) or CSEs (grade 1)
· Any other GCSEs, O levels or CSEs (any grades) or Basic Skills course
· 2 or more A levels, 4 or more AS levels
· 1 A level, 2-3 AS levels
· 1 AS level
· NVQ level 3, BTEC National, OND or ONC, City and Guilds Advanced Craft
· NVQ level 2, BTEC General, City and Guilds Craft
· NVQ level 1
· Any other qualifications, equivalent unknown
· No qualifications



What is your work status?
· Working as an employee (including casual or temporary work, part and full time work)
· Self-employed or freelance with employees
· Self-employed or freelance without employees
· Student
· Retired
· Looking after home or family (e.g. stay at home parent, carer)
· Temporarily away from work ill
· Other (please specify)
· Prefer not to answer

What is/was your job title?

[free text box]

What is/was the main activity of your organisation, business or freelance work? E.g.  general hospital, primary education, retail

[free text box]

In your main job, how many hours a week do you usually work?
· 0-15
· 16-30
· 31-48
· 49 or more

Which kinds of income do you personally receive? Please select all that apply
· Earnings from employment (including income from government training scheme)
· Earnings from self-employment
· Pension from former employer
· Personal Pension
· State Pension
· Child benefit
· Universal Credit
· Income Support
· Tax Credits
· Other state benefits (any state benefit or allowance excluding housing benefit, local housing allowance, council tax benefit/support or the Universal credit amount allowed for rent)
· Interest from savings
· Interest from investments
· Other kinds of regular allowance from outside the household
· Income from rent  
· Other sources (e.g. other private income sources; student loan, second job)

Do you own or rent your current residence? For the purpose of the survey, you own your home even if you have an outstanding mortgage loan:
· Own 
· Privately rent
· Council rent
· Living at home/with family members
· Other (please specify)

Who do you live with?
· I live alone
· With spouse/partner
· With family
· In residential accommodation
· Other (please specify)
· Prefer not to answer

Do you live in a…?
· Rural area
· Suburban area
· Urban area

Section 2: Diagnostic processes and experiences questions
Have you received a diagnosis of any of the following conditions:
· Conversion disorder (CD)
· Functional neurological symptom disorder
· Functional neurological disorder (FND)
· Functional movement disorder
· Dissociative neurological disorder
· Functional seizures (such as psychogenic seizures, non-epileptic seizures and non-epileptic attacks [also known as NEAD or PNES])
· No 
· I am currently accessing services to receive an FND or similar diagnosis
· I have been unable to access services to receive an FND or similar diagnosis
· Don’t know
· Prefer not to answer

If the patient selects “I have been unable to access services to receive an FND or similar diagnosis”, the following question will appear:
Why were you unable to access services to receive an FND diagnosis?
[free text box]

Have you been diagnosed with any other medical condition? [check box response]
· Yes – please specify [Free text box]
· No
· Prefer not to answer

What symptoms do you experience? Please select all that apply
· Deafness or hearing difficulties
· Difficult swallowing
· Difficulty concentrating
· Dizziness or loss of balance
· Fatigue
· Heart palpitations and/or fainting
· Loss of the senses (e.g. smell)
· Memory problems
· Numbness
· Pain
· Paralysis
· Seizures or sudden loss of awareness
· Speech problems
· Stomach or bowel problems
· Symptoms causing problems with movement (such as tremors or twitches, shakes and weakness)
· Tingling sensations in the skin
· Unexplained blackouts
· Vision problems
· Other (please specify)

When were you diagnosed with functional neurological disorder/conversion disorder)? (if you do not know the exact date, please put the year of diagnosis)
[free text box]

Do you agree with your FND/CD diagnosis?
· Yes
· No – why is this? [free text box]
· Prefer not to answer

Do you think any of the following are related to your FND/CD symptoms and diagnosis? Please tick all that apply
· Adverse Childhood Experiences (childhood trauma)
· Being involved in an accident
· Being physically unwell
· Bereavement
· Chronic fatigue syndrome (CFS/ME)
· Inflammation/Chronic inflammation
· Headaches/migraines
· Head trauma/ brain injury
· Mental health condition(s) (such as anxiety, depression, obsessive-compulsive disorder)
· Pain/chronic pain
· Post-traumatic stress disorder (PTSD)
· Stress (including chronic stress)
· Stroke
· Suffering from an infection/infectious disease
· Surgical operation(s)
· Other - please specify [Free text box]
· Don’t know
· No
· Prefer not to answer

Which health professionals were involved when you were undergoing diagnostic tests? Please select from the list below
· A&E doctor
· Neurologist
· Nurse
· GP
· Paediatrician
· Psychiatrist
· Psychologist
· Other - please specify [Free text box]
· I don’t know
· Prefer not to answer


Which services did you visit when you were undergoing the FND/CD diagnostic tests? Please select from the list below
· Accident and Emergency (A&E)/Emergency Room (ER)
· Epilepsy unit/ward
· General Practitioners (GP) office
· Neurology centre/ward
· Paediatrics/children’s ward
· Psychology/Psychiatric services
· Phlebotomy/blood taking unit
· Stroke unit/ward
· Other - please specify [Free text box]
· I didn’t attend any services
· Don’t know
· Prefer not to answer

*How did you feel accessing these services?
[free text box]

*Did you feel that you needed to access these service(s)?
· Yes
· No – why is this? [free text box]

Please describe below your experiences when accessing these service(s)?
[free text box]

Which medical professional(s) gave you your FND/CD diagnosis? Please select from the list below
· A&E doctor
· Neurologist
· Nurse
· GP
· Paediatrician
· Psychiatrist
· Psychologist
· Other - please specify [Free text box]
· Don’t know
· Prefer not to answer

*Do you feel that the medical professional(s) you gave you your FND/CD diagnosis gave you enough information about the condition (e.g. what could cause the condition, treatments etc)?
· Yes
· No – why is this? [free text box]

How long did it take for you to receive your diagnosis from when you first reported symptoms to a health professional (e.g. a GP or an A&E doctor)?  
· 0-6 months
· 6-12 months
· 1-2 years
· 2-5 years
· Over 5 years
· Don’t know
· Prefer not to answer

What test(s) were used to help diagnose you with FND/CD?  Please select all that apply
· Blood test
· Computed Tomography (CT) scan
· EKG monitoring
· Electroencephalogram (EEG)
· Electromyography (EMG) / Nerve Conduction Tests
· Functional Magnetic Resonance Imaging (fMRI) Scan
· Home video recording of seizures/eye-witness reports of seizures
· Magnetic Resonance Imaging (MRI) Scan
· Neurological exam(s)
· Neurophysiological assays
· Positive signs (e.g. Hoover’s sign, drift without pronation)
· Positron emission tomography (PET)
· Provocative testing (e.g. verbal suggestion, body part compression)
· Psychiatric Assessment/Evaluation
· Saliva [spit] test
· Serum level test
· v-EEG scan
· Video-electroencephalographic monitoring (VEM)
· Other - please specify [Free text box]
· Don’t know
· Prefer not to answer

*Thinking back to when you were undergoing tests to receive your FND/CD diagnosis, is there anything the services who saw you should have done differently? 
· Yes – please specify [Free text box]
· No
· Prefer not to answer

Did you access any support during your FND/CD diagnosis assessment(s)? Please select all that apply
· Attending a patient support group(s)/online forums
· Support from family or friends
· Social services support
· Support from charities
· No I did not access any support
· Other - please specify [free text box]
· Prefer not to answer

*What support would you have liked to receive when you were undergoing tests to receive your FND/CD diagnosis?
[free text box]

*Thinking back to when you were undergoing diagnostic tests (such as a blood test, or an EEG test), and when you received your FND/CD diagnosis, do you feel that the medical professionals involved were supportive of you and your condition?
· Yes – please specify [free text box]
· No – please specify [free text box]
· Prefer not to answer


Section 3: Treatment/support experiences questions

What treatments have you received since your FND/CD diagnosis to help you with your symptoms? Please select all that apply
· Adjunctive physical activity (APA)
· Biofeedback
· Chronic pain rehabilitation program
· Cognitive behavioural therapy (CBT)
· Complementary/Alternative medicine - please specify [free text box]
· Dialectical behavioural therapy (DBT)
· Educational website
· EMDR
· Exposure therapy
· Family therapy
· Hypnosis/Hypnotherapy
· Medication (including antidepressants)
· Mindfulness based therapy
· Motivational interviewing
· Non-invasive brain stimulation
· Occupational Therapy
· Physiotherapy/Physical rehabilitation
· Psychodynamic therapy
· Psychoeducation
· Psychotherapy
· Repetitive transcranial magnetic stimulation (rTMS/TMS)
· Scripted diagnosis/Diagnostic explanation
· Virtual reality delivered mirror visual feedback (VR-MVF) 
· Other (Please specify)
· I have not undergone any treatments for my FND/CD symptoms since receiving my diagnosis
· Don’t know
· Prefer not to answer

*Have the treatments you received been easy to follow?  
· Yes
· No – please specify [free text box]
· Prefer not to answer

How long have you been undergoing these treatment(s)? Please list the duration for all treatments below
[Free text box]

*If you are no longer accessing these treatment(s), how long did they last? Please answer using months
[Free text box]

*Do you feel that these treatments worked or helped reduce your FND/CD symptoms?
· Yes – why? [free text box]
· No – why? [free text box]
· Prefer not to answer

*Do you feel that the healthcare worker(s) (such as your doctor) involved you and your family/caregiver (if applicable) when deciding the type of support or treatment(s) you receive(d)?
· Yes – how did they involve you and your family/caregiver? [free text box]
· No – please specify [free text box]
· Prefer not to answer

*Is there anything else you would like to share with us about your experience of being diagnosed and/or treated for FND/CD?
	[free text box]


Supplement 2: Patient information
Demographic information
	Demographic characteristics
	n(%)

	Gender 

	Female
	220 (85.6%)

	Male
	33 (12.8%)

	Non-binary
	4 (1.6%)

	Age

	18-24
	23 (8.9%)

	25-34 
	50 (19.5%)

	35-44 
	53 (20.6%)

	45-54 
	71 (27.6%)

	55-64
	50 (19.5%)

	65-74
	9 (3.5%)

	85+ 
	1 (0.4%)

	Ethnicity

	White British
	213 (82.9%)

	White - any other white background 
	16 (6.2%)

	Irish
	3 (1.2%)

	African
	2 (0.8%)

	Caribbean 
	1 (0.4%)

	White and Asian
	1 (0.4%)

	Prefer not to say
	1 (0.4%)

	Not reported
	20 (7.8%)

	Geographical area

	England
	162 (63.3%)

	Scotland
	66 (25.7%)

	Wales
	13 (5%)

	Northern Ireland
	5 (2%)

	Not reported
	8 (3.1%)


Respondent clinical information
	Clinical characteristics
	n(%)

	Diagnosis type

	Functional neurological disorder (FND)
	213 (82.9%)

	Multiple diagnoses of the above disorders
	89 (34.6%)

	Psychogenic non-epileptic seizures/ Functional seizures (PNES/FS)
	82 (32%)

	Functional movement disorder (FMD)
	33 (12.9%)

	Functional neurological symptom disorder (FNSD)
	22 (8.6%)

	Dissociative neurological disorder
	14 (5.4%)

	Conversion disorder (CD)
	11 (4.3%)

	Currently accessing services to receive a diagnosis
	5 (1.9%)

	I have been unable to access services to receive an FND or similar diagnosis
	5 (1.9%)

	Don’t know
	1 (0.39%)

	Prefer not to say
	2 (0.78%)

	Main functional symptoms experienced

	Fatigue
	224 (87.2%)

	Movement problems
	209 (81.3%)

	Pain
	185 (72%)

	Difficulty concentrating
	184 (71.6%)

	Dizziness/loss of balance
	183 (71.2%)

	Memory problems
	179 (69.6%)

	Tingling sensations
	172 (66.9%)

	Numbness
	153 (59.5%)

	Speech problems
	148 (57.6%)

	Stomach and/or bowel problems
	135 (52.5%)

	Seizures/loss of awareness
	116 (45.1%)

	Vision problems
	101 (39.3%)

	Paralysis
	95 (37%)

	Heart palpitations/fainting
	90 (35%)

	Difficulty swallowing
	87 (33.9%)

	Deafness/hearing difficulties
	62 (24.1%)

	Unexplained blackouts
	40 (15.6%)

	Loss of the senses
	38 (14.8%)

	Other
	60 (23.3%)

	Beliefs on specific events or issues related to FND diagnosis

	Pain/chronic pain
	103 (40.08%)

	Stress
	100 (38.91%)

	Mental health condition
	92 (35.8%)

	Headaches/migraines
	76 (29.57%)

	Physical illness
	75 (29.18%)

	Adverse childhood event (ACE)
	73 (28.4%)

	PTSD
	69 (26.85%)

	CFS/ME
	52 (20.23%)

	Other
	38 (14.79%)

	Surgical operation
	34 (13.23%)

	Inflammation
	33 (12.84%)

	Infection
	31 (12.06%)

	Accident(s)
	30 (11.67%)

	Bereavement
	30 (11.67%)

	Head trauma/brain injury
	22 (8.56%)

	Stroke
	4 (1.56%)

	I do not think any of these issues or events are related to my FND diagnosis
	 10 (3.89%)

	Don’t know
	29 (11.28%)

	Missing
	4 (1.56%)

	Prefer not to answer
	1 (0.39%)




Supplement 3: Full report
Introduction
Functional neurological disorder (FND) is a condition which causes sensory or motor symptom deficits that cannot be explained by another neurological or medical disorder [1]. There are a wide range of symptoms associated with FND including but limited to drop-attacks, non-epileptic seizures, fatigue, and pain; that range from mild to severe [1].
In the UK it is estimated that the prevalence of FND is 12 per 100,000 people [2]. Approximately 8,000 new FND diagnoses are made annually [2-3], however this is subject to debate as FND is the second most common reason for neurology service attendance [4] and tends to have a chronic course in many cases, with patients typically experiencing a high level of emotional distress and disability [2]. Awareness of FND by healthcare professionals limited [5]. This lack of awareness may impact on how people with FND experience accessing services, as healthcare workers (HCWs) may be unaware of specific diagnostic tools, available treatments or may not have the proper resources to clinically manage FND.  Furthermore, this may contribute to why FND is perceived as a stigmatised condition with many patients being subjected to negative attitudes when accessing healthcare services [6]. 
There is very limited evidence on the experiences of the clinical management of FND in UK services. Existing studies often recruited a small sample size or focused on one healthcare setting [7]. Other studies conducted service evaluations [8] or asked HCWs to describe FND patients’ complaints [9]. Therefore, this knowledge gap needs addressing.
This research study aimed to explore the experiences and perspectives of people with FND in relation to the clinical management of FND; document current FND diagnostic tools and interventions used in the UK; and identify patient needs during the diagnostic and treatment process for FND.
Methods
The current study was a descriptive, non-experimental online survey. Ethical approval was obtained from [anonymised for review] (HSRGC/2020/391/B).
Participants
Respondents were eligible to take part in the survey if they met the following inclusion criteria:
· Be a patient who has received a diagnosis or undergoing diagnosis of FND, suspect they have FND, or have been turned away from accessing FND related services
· Be aged 18 years or older
· Be able to speak and understand written English
Non-probabilistic sampling was utilised. Recruitment took place between 24.11.21-28.4.2022 and was online due to time constraints and COVID-19 restrictions. The study was advertised via social media sites and FND charitable organisations (e.g., FND Action). 
As a thank you for participating in the research, respondents were given the option to be entered into a prize draw (£25 Love2shop voucher). An online random number generator (www.random.org) was used to determine the winner. The prize draw took place in September 2022, with the winner notified via email. 
Data collection
The survey was informed by the findings of a recent scoping review [10]. The survey was piloted with three patient and public involvement (PPI) members who provided feedback (i.e. altering the language used to improve understanding). The survey comprised three sections: demographics, diagnostics, and treatment processes (see Supplement 1).The survey was self-administered [11] and completed online via the Qualtrics survey platform, Version XM.
 Data Analysis
Quantitative Analysis
The survey collected nominal data and was analysed using SPSS v26. Descriptive statistics were used to analyse the data.  Categorical data were presented with frequencies and percentages. Continuous variables were presented with mean and standard deviation (SD) scores.
Qualitative Analysis
A content analysis [12] was conducted on the free-text data provided. The questions from which the data were analysed are presented in Supplement 1.  Although content analysis may not include a frequency count, it has been suggested that quantitative and qualitative content analysis can be combined, with the researcher(s) quantifying the frequency of words/concepts in the included documents and also interpreting the documents’ content [13]. This combination of quantitative and qualitative content analysis was utilised. The analysis was conducted in three stages; Word categorisation, Meaning unit and theme development, Word frequency count.
Word categorisations were established using a priori coding; informed by the findings of a recent scoping review [10]. Once established, the qualitative data collected in the survey were read by two researchers, then sorted into manageable ‘meaning units’. Data were coded in relation to the identified word categories. A list detailing each code is reported in Appendix 1. To ensure no data were missed, unsorted text was re-read to check if they should be included in the analysis, which found one additional meaning unit. The meaning units were then grouped into themes and subthemes relating to the original word categorisations. 

Results
In total, 257 respondents completed the survey. 85.6% (n=220) identified as female,12.8% (n=33) as male and 1.6% of respondents identified as non-binary (n=4). Respondents were aged between 18 years and over 85 years old. As age brackets were used, an average age range cannot be reported. Respondents were most likely to be aged between 45-54 years (27.6%; n=71), white British (82.9%; n=213) and located in England (63.3%; n=162).
Respondents were asked which FND symptoms they experience and whether they thought there were any specific events or issues related to their diagnosis. The most reported symptom was fatigue (n=224), followed by movement problems (n=209), dizziness and loss of balance (n=183). The main events and issues related to FND onset were pain/chronic pain (n=95), stress (n=95), and a mental health condition (n=88). 
Supplement 2 provides a detailed breakdown of demographic and FND onset/symptom information.
Accessing diagnostic healthcare services
Respondents were asked 20 questions about FND diagnostic processes. Respondents were asked to list the services they attended (Supplement 3). Neurology was the most reported service (n=167), followed by Accident and Emergency (A&E) departments (n=116) and General Practitioner (GP) surgeries (n=116). Forty-six patients reported visiting ‘other services’, including occupational therapy (n=8), general hospital wards (n=7), and radiology (n=4).
Respondents were asked to detail the duration from when they first reported their symptoms to diagnosis (Table 2). Overall, the most common duration was 0-6 months (n=91; 35.4%). Worryingly, 1 in 6 respondents stated it took over five years to receive a diagnosis (n=42; 16.3%).
Table 2: Duration of time from onset of FND symptoms to diagnosis
	
	Patients 
(n = 257)

	0-6 months
	91 (35.4%)

	6-12 months
	36 (14%)

	1-2 years
	27 (10.5%)

	2-5 years
	39 (15.2%)

	5+ years
	42 (16.3%)

	Don’t know
	5 (1.9%)

	Missing/Not applicable
	17 (6.6%)


Geographical area impacted the duration from onset to diagnosis. Patients living in Yorkshire and the Humber (n=11), Central Scotland (n=8) and South Wales (n=5) were more likely to receive their diagnosis within six months, whereas patients in other regions waited between 2-5 years (North Wales; n=2) or over five years (Lothian; n=3).
Disparity between regions was also prevalent when respondents were asked to list the tools used during their FND diagnosis (Table 2). The most common tools reported included neurological exams (n=187), MRI tests (n=160), blood tests (n=145), positive clinical signs (n=103), EEG tests (n=90), and CT scans (n=82). 
The disparity in diagnostic service provision across the UK was further explored (Figure 1). Patients located in Northern England were less likely to have access to EEG tests and positive clinical sign assessments, whereas patients located in South Wales, London, Central Scotland and Lothian regions were more likely to have access to the main tests used to diagnose study respondents. 

 Figure 1: Diagnostic service provision
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Respondents were invited to report how they felt when accessing healthcare services during their diagnostic journey. 151 respondents answered, with the majority (n=106) describing a negative experience. Many reported feeling ‘anxious’, ‘frightened’ and ‘scared’, whereas others reported feeling embarrassed or dismissed by healthcare workers due to healthcare workers not believing them or accusing them of malingering: 
“A&E had very outdated views and have always been dismissive of what I’m going	 through” [PT1150]
In contrast, a minority of respondents reported positive experiences, with some stating that healthcare workers treated them with ‘great care and tact’, and others feeling ‘relieved’ attending diagnostic services as it would help them understand why they were experiencing FND symptoms:
“…relieved that I found what was happening to me” [PT1232]
Respondents were asked to recall the support they received while undergoing diagnostic tests. Sixty-four respondents attended support groups or accessed support pages on social media, 24 accessed charities or organisations, 16 received support from social services, and 12 received support from family or friends. 
Fifty-two respondents stated they did not access any support during their FND diagnostic journey and ten stated that they were not aware that support was available or that there is no relevant support. Following this question, respondents described the type(s) of support they would have liked to have received. From the 120 respondents who provided an answer, many focused on healthcare worker support. Common suggestions included having an experienced professional or specialist involved in the diagnostic process (n=21):
“I would have liked consistency with the same Dr and been reviewed at regular intervals” [PT1241]
and seeing the same healthcare worker during diagnosis and follow-up appointments (n=11):
“Specialised nurse attached to clinic who had experience of FND” [PT1179]
The healthcare worker(s) who provided the FND diagnosis was reported. The most common healthcare professions were neurologists (n=233), GPs (n=113), and A&E doctors (n=79). Thirteen respondents reported ‘other’. ‘Other’  included paramedics (n=2), stroke consultants (n=3), neurophysiologists (n=2) and orthopaedic specialists (n=2). 
Respondents were asked to detail the amount of communication received from healthcare worker(s) when receiving their diagnosis. Over 60% stated they did not receive enough information (n=163, 63.4%); When asked to explain their reasoning, 57% reported that they were only given information of a website to read, whereas others stated that they were given no FND-specific information:
“They just gave me a website link and told me to look it up” [PT1092]
“No information just casually told you can get better just don't think about it!” [PT1101]
Respondents were also asked whether they felt that the healthcare worker(s) involved throughout the diagnostic process were supportive of them and their condition. Of the 211 patients who answered, only 93 (41.5%) stated ‘yes’ whereas 118 (52.7%) stated ‘no'. When asked why, those who selected ‘yes’ focused on how healthcare workers were reassuring, and listened and believed their symptoms and concerns, whereas the patients who stated ‘no’ commented on how healthcare workers were dismissive or lacked compassion:
“Yes they were all very reassuring. My neurologist talked me through FND in a way I could understand and gave me links to FND resources to digest in my own time.’    	[PT1155]
“90% of medical professionals have very little knowledge of FND and most think it’s made up…attention seeking or malingering” [PT1024]
Respondents were asked if they agree and accept their FND diagnosis. Most agreed (n=188; 73.2%), whereas 42 (16.3%) did not (response not recorded n=27). Those who stated they did not agree were asked to explain their reasoning. A wide variety of answers were given, with some believing that it was medication withdrawal causing their symptoms:
“A more accurate diagnosis would be neuropsychiatric damage resulting from withdrawal from psychiatric drugs” [PT1220]
Others explained that their Magnetic Resonance Imaging (MRI) scan showed structural changes, indicating that their symptoms may be medically explained:
‘‘One MRI showed demyelination & lesions on both left & right side of brain. 2nd follow up MRI apparently completely clear. No clear explanation given” [PT1138]
Some respondents did not agree with their diagnosis due to healthcare services not performing enough tests to confirm the condition:
“Don't think I had enough tests. So many people have been diagnosed with FND then later been diagnosed with something else and it was never FND”  [PT1109]
“I had no tests to rule out other conditions” [PT1094]
The survey asked respondents for their views about what diagnostic services could have done differently. Many respondents expressed that healthcare workers should show compassion or empathy. Other respondents explained how healthcare workers need to be more knowledgeable on the condition:
‘EMPATHY. Better understanding...I was told to get on with life and live how I am. It’s impossible being in pain, unable to function, when you can’t get the medical help needed.’ [PT1122]
‘The nurses and doctors in the hospital weren’t aware of my symptoms as there was a lot of “bank” staff...’ [PT1119]
‘A&E need to learn what FND is and what the symptoms are’ [PT1058]
Perspectives and experiences of treatments and interventions
Respondents were asked to record the treatments they have received following their FND diagnosis. The most common treatments included medication (n=80), physiotherapy (n=78) and cognitive behavioural therapy (CBT; n=47). Patient respondents reported treatment duration and whether they felt the treatment(s) improved their symptoms. These findings are provided in Table 1. 
FND treatment service provision across the UK was explored (Figure 2). Patients located in Scotland and South Wales were more likely to be prescribed medication. 
Figure 2: Treatment service provision across the UK 
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Respondents were asked about shared decision-making. 154 responded, with 65 (42.2%) stating that they were involved in deciding suitable treatment(s), whereas 73 (47.4%) reported no shared decision-making between themselves and healthcare workers. Sixteen respondents (10.3%) preferred not to say. Respondents who agreed described how healthcare workers communicated with them and how they were involved in the decision-making process. In contrast, respondents who did not agree that shared decision-making took place focused on a lack of involvement and communication:
“They discussed available treatments with me and referred me quickly once I was diagnosed” [PT1064]
“…didn't ask me what I thought I needed. Everything was their decision and nothing I said was taken into consideration” PT1005]
“No communication with me at all, professionals decided themselves” [PT1113]
Lastly, respondents were asked if they had any other experiences that they would like to share regarding FND-based treatments.  Twelve respondents provided positive feedback which focused on the support provided by healthcare workers or how treatments improved their quality of life:
“Some professionals were exceptionally good, and I felt very respected and taken seriously” [PT1064]
“[They] run an FND rehabilitation course with a multidisciplinary team. This course literally changed my life and made my quality of life so much better” [PT1171]
However, many respondents (n=205) provided negative experiences, stating they felt abandoned after receiving their FND diagnosis. Other patients commented on resource availability:
“I’ve never had one follow up call from the GP, I just feel abandoned with symptoms that if they had a label such as ‘MS’ or ‘stroke’, would be treated with deference and respect. Instead, they treat me like some sort of mad hypochondriac” [PT1195]
“I just feel we are abandoned after diagnosis and I felt really scared” [PT1146]
 “I feel frustrated at the lack of NHS support, most help has been given by support organisations such as FND Hope and FND Action…I wonder how people with less availability of resources, or understanding the condition are managing” [PT1089]
Lastly, respondents detailed the stigma and negative attitudes they experienced from healthcare workers:
“There is no widespread knowledge of the condition, so doctors and nurses make you feel like you’re making it up. I overheard one nurse call me crazy” [PT1040]
 “I still feel ashamed to talk about it as my GP says it’s not a real illness” [PT1081]
[bookmark: _4d34og8]
[bookmark: _hcwha8b5x5wa]Survey content analysis
To supplement and further support the survey findings reported above, a content analysis was conducted on the free text data collected as part of this study. The content analysis aimed to establish the presence of potential concepts and themes, as well as allow for inferences to be made. In total, 1,449 free-text data were included in the content analysis. To examine the most reported categories, the frequency of each word categorisation was counted. A context search followed the frequency count to check the consistency of the included word categorisations [16]. Table 3 details the word categorisations and themes, word categorisation frequency and the number of respondents reporting each categorisation.
[bookmark: _2s8eyo1]Table 3: Content analysis - concept categorisations and themes
	Word categorisations
	Themes
	Frequency
	Number of Respondents

	Communication
	Patient-professional relationship; Healthcare worker behaviour and attitude; Shared-decision making
	551
	191

	Impact of FND
	Impact on emotions and feelings; Impact on the patient; Impact on others; Isolation; Impact on mental health
	194
	133

	Treatments
	Ability to provide treatments; Ongoing support
	193
	130

	Knowledge and training
	Lack of knowledge; Education and training
	104
	82

	Resources
	Benefits and unemployment; Inability to access services; Need for new services; Lack of support; Resource waste; Waiting times
	99
	76

	Diagnosis
	Acceptance; Communicating the FND diagnosis; Misdiagnosis; Diagnostic tests; Diagnostic waiting times
	86
	64


*A summary of the word categorisations can be found in Supplement 5.
Discussion
This survey explored patient experiences of accessing FND healthcare services. 
In line with previous research [8], respondents’ experiences of the diagnostic process were predominantly negative, with many reporting dismissive attitudes and stigmatised behaviour from healthcare workers. Indeed, respondents perceived that healthcare workers did not believe them and felt they were malingering. Respondents also reported not being well informed when receiving their FND diagnosis, contrasting findings reported in previous research [17].
From the survey findings, there is a prominent disparity in service provision across the UK which in turn is impacting on the experiences of patients with FND accessing healthcare. This is perhaps not surprising as there are specialist FND centres based in Edinburgh (Royal Infirmary of Edinburgh), London (National Hospital of Neurology and Neurosurgery) and Bristol (Rosa Burden centre) and are more likely to have access to FND-specific tools and assessments than other locations. Depending on location, respondents faced lengthy waits to access healthcare services, with some having to wait over two years to receive their FND diagnosis. Diagnostic assessments and treatments availability varied widely across the UK, with one Northern Irish respondent stating they needed to travel to England to undergo diagnostic tests due to the lack of availability in their home country.  While the gold standard for diagnosing functional seizures is video-Electroencephalogram [10], this technique was not well utilised, perhaps due to costs or lack of clinical guidance.Patients located in Scotland and South Wales were more likely to be prescribed medication, which is not recommended for patients with FND [14]. CBT and physiotherapy were not offered to patients across a large range of regions, which is surprising as both treatments are recommended in clinical guidance [14-15]. 
Although service provision disparity can be linked to other chronic conditions, it is still worthwhile to discuss in an FND context as it has been reported that a delayed FND diagnosis leads to higher healthcare costs due to further investigations needing to be conducted and symptom severity increasing [18]. This disparity may be due to limited resources and budget cuts to services. Whilst this disparity may be due to limited resources and budget cuts across the NHS as a whole, it still poses a stark clinical challenge as patients with FND who face delays to diagnosis and treatment are more likely to experience negative clinical outcomes [19]. 
Respondents provided suggestions about how to improve the clinical management of FND.  These suggestions focused on improving healthcare workers’ knowledge of FND, potentially with the aim of increasing compassion towards patients. Respondents stated that they felt that healthcare workers did not communicate with compassion or empathy, were dismissive and unsupportive. Other respondents focused on ensuring continuity of care during the diagnostic process and subsequent follow-up appointments. However, the ability of these suggestions to be implemented in the future may be hampered, without efforts to educate and/or train healthcare workers to improve their knowledge, confidence and awareness of FND. While education and training may facilitate better support for patients with FND, the cost to do so may be a potential barrier to its implementation. 
The survey found that healthcare workers did not spend time communicating with patients and providing them with knowledge and information about FND, leading to patients feeling that they need to access alternative sources of information about FND (e.g. online), which may be inaccurate or misinterpreted. This lack of information and communication may have also led to some patients not being aware of the support available to them. Implementing informative and accurate FND training informed by the introduction of a UK-specific clinical guideline will increase healthcare worker knowledge and build their confidence when working with FND patients, and in turn help to ensure that patients receive a well-informed diagnosis and subsequent support package. In addition, continuity of care may help ensure information is being relayed to patients pre- and post-diagnosis. . Fulfilling these needs may also improve patient-professional relationships, leading to patients being more likely to accept their FND diagnosis.  Indeed, close to a fifth of survey respondents did not accept their diagnosis and some believed they were misdiagnosed. This is of great importance as it has been reported that patients who experienced stigma from healthcare workers were less likely to accept the FND diagnosis and engage with treatments, leading to the likelihood of having poorer outcomes [19].
Respondents commented on the communication breakdown and lack of data and information sharing between healthcare workers who were based in different services, leading to some patients ‘falling in between the gaps’ and causing delays in diagnosis and treatment. One way to address this issue is the development of an FND-specific clinical guideline recommending a multidisciplinary team approach. This would require extensive consultation with healthcare specialists, FND organisations, patients and other relevant stakeholders to develop an effective multidisciplinary team (MDT) for the clinical management of FND. Utilising an integrated MDT approach would support better communication practices between healthcare workers. This could lead to fewer patients being ‘lost in the system’, improve service utilisation and quicker access to diagnosis and appropriate treatments. 
The issues presented in this article indicate that a solution needs to be implemented promptly to improve both service disparity and patient experiences of the clinical management of FND. One solution is the development and implementation of a UK-specific clinical guideline for FND. The lack of official FND clinical guidance may be one reason for services across the UK diagnosing and supporting patients with FND differently, therefore creating a ‘postcode lottery’ for patients where only a handful of patients are able to access diagnostic and treatment services in a timely fashion. Clinical guidelines have been deemed as essential for the planning and delivery of high-quality healthcare [20]. In addition, clinical guidelines aim to optimise care, improve patient safety and lower the likelihood of practice variation across services [21], while promoting economic and social wellbeing in communities [22]. Therefore, the lack of UK-specific guidelines may be leading to patients being diagnosed and receiving inappropriate treatments as healthcare workers are unsure or unaware of appropriate clinical management for FND. For example, the survey found that many patients are being prescribed medication to alleviate their symptoms. This is surprising as clinical guidelines used in other European countries encourage psychotherapy and physiotherapy to manage FND symptoms, while discouraging the use of medication [14-15]. There are numerous reasons why medication is prescribed so readily for patients with FND in the UK; as there is currently no cure for FND, healthcare workers may prescribe medication to alleviate symptoms of pain, patients may feel more comfortable taking medication, or healthcare workers may prescribe medication while the patient is on the waiting list to access psychological or physiotherapy services. Therefore, having a UK clinical guideline developed from the recent FND evidence-base is vital to ensure services and healthcare workers are providing the most suitable and appropriate care for patients with FND.
Strengths and Limitations
To date, this survey is one of a few studies to report the experiences and perspectives of patients with FND accessing healthcare services. In addition, this study has given patients a rare opportunity to be heard, and vocalise their experiences and perspectives of the clinical management of FND in the UK.
A mixed-methodology approach was utilised to gather evidence to answer the research aims and objectives. The questions were derived from the up-to-date evidence [10] and the survey was piloted by PPI representatives. Although recruitment occurred online due to limitations imposed by COVID-19, the recruitment strategy was as inclusive as possible to reach many potential respondents. A range of patient support groups and organisations were contacted to share the study with their members. However, as the study was predominantly shared on social media platforms, not all relevant population groups would have been reached. The majority of participants were female (n=220) and located in England (n=162). Therefore, there may still be knowledge gaps on the experiences of clinical management of FND from other genders and from those living outside of England.
Conclusion
This study reports the experiences of patients with FND accessing UK-based healthcare services. Remarkably, a large number of respondents from across the UK completed the study, allowing the opportunity to map and highlight the disparity in FND service provision.
A wide range of experiences were reported from respondents. Overwhelmingly, patients reported instances of negative attitudes, stigma, and dismissive behaviour from healthcare workers. This is concerning as these negative behaviours can have a detrimental impact on patients. This study reflects the need and calls for a UK-specific FND clinical guideline to be developed and implemented to improve the clinical management of FND by providing up-to-date evidence for healthcare workers and services.
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Supplement 4: Treatments/interventions reported by fewer than five respondents

	 
	Which treatment(s) have you received?
 (n = 257)
	Average duration (weeks/ range)
	Do you feel that the treatment helped with your FND symptom(s)?
 

	Dialectical behaviour therapy (DBT)
	3 (1.2%)
	8
(N/A)
	No (n = 1):
“All symptoms continued to arise and be prevalent” [PT1113]
No comments provided (n = 2)

	Family therapy
	3 (1.2%)
	2
(N/A)
	Yes (n = 1)
No comment provided
No (n = 2)
“Not helped the FND symptoms” [PT1232]

	Psycho-education
	3 (1.2%)
	8
(N/A)
	Yes (n = 3):
“Helped me regulate my nervous system & feels good knowing why your body is doing x,y & z” [PT1264]

	Psychiatry
(no further information provided)
	3 (1.2%)
	No response provided
	No comments provided (n = 3)

	Psychology (no further information provided)
	3 (1.2%)
	No response provided
	Yes (n = 1):
“Psychology was beneficial, felt able to discuss issues from childhood to now” [PT1281]
No response (n = 2)

	Acupuncture
	2 (0.78%)
	12
(N/A)
	Yes (n = 1):
“Desensitised my nervous system, supported me to make lifestyle changes and unlocked emotions” [PT1009]
No (n = 1):
“I’d have 1 bad day after having it then 2 good days but then revert back” [PT1048]

	Botox
	2 (0.78%)
	4
(1-7)
	Yes (n = 2):
“It stops spasms” [PT1055]

	Chiropractor
	2 (0.78%)
	78
(N/A)
	Yes (n = 2):
“Chiropractor has helped pain and stopped drop attacks” [PT1190]

	Cranial Osteopathy
	2 (0.78%)
	312
(208-416)
	Yes (n = 2):
“Cranial osteopathy calms down and reduces nervous system damage from the SSRI” [PT1231]

	Exposure therapy
	2 (0.78%)
	28
(N/A)
	No (n = 2):
“Absolutely no change in my symptoms” [PT1142]

	Repetitive Transcranial Magnetic Stimulation (rTMS)
	2 (0.78%)
	No response provided
	No comments provided (n = 2)

	Scripted diagnosis
	2 (0.78%)
	No response provided
	No comments provided (n = 2)

	Vitamin supplements
	2 (0.78%)
	20.3
(6-34.5)
	Yes (n = 2):
“This might blow your mind, but when you're B12 deficient and you get B12 jabs, your symptoms improve” [PT1270]

	Acceptance and Commitment Therapy
	1 (0.39%)
	40
(N/A)
	Yes (n = 1):
“It was very helpful” [PT1018]

	CBD oil
	1 (0.39%)
	22
(N/A)
	Yes (n = 1):
“CBD oil I feel helps to take the edge off” [PT1308]

	Counselling
	1 (0.39%)
	52
(N/A)
	Yes (n = 1):
No comment provided

	Graded exercise therapy (GET)
	1 (0.39%)
	2
(N/A)
	No (n = 1):
“Ineffective” [PT1240]

	Holocene method
	1 (0.39%)
	26
(N/A)
	Yes (n = 1):
“I’m working with Dr [redacted]…I can’t believe other professionals didn’t use the techniques she does” [PT1050]

	Homeopathy
	1 (0.39%)
	26
(N/A)
	Yes (n = 1):
“Homeopathy I think helped and got me back to being able to function enough to get a job” [PT1048]

	Internal family systems therapy
	1 (0.39%)
	52
(N/A)
	Yes (n = 1):
“Understood my stress better” [PT1062]

	Light therapy
	1 (0.39%)
	No response provided
	Yes (n = 1):
“Shining [a] light in my eye has made me not as sensitive to light but hasn't taken it totally away as stress also brings it on” [PT1112]

	Reflexology
	1 (0.39%)
	34.5
(N/A)
	Yes (n = 1):
“Reflexology helped pain and improved sleep” [PT1190]

	Adjunctive physical activity (APA)
	0
	N/A
	N/A

	Motivational interviewing
	0
	N/A
	N/A

	Non-invasive brain stimulation
	0
	N/A
	N/A

	Virtual Reality based Mirror Visual Feedback (VR-MVF)
	0
	N/A
	N/A
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