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Before Immediate and 1 month

session | post education session Example participant quotes

People with FND report limited understanding of their . , . . . . What » Wanting a deeper
P¢ - Tep ding € All patients referred to St George’s Hospital Neuropsychiatry Out of 166 people attending sessions between January 2022 causes FND o e Ll SO "Why do people experience FND even though there is no
dit Lud tal.,, 2015 lity of life (And and why did 55 ion 73y PSS 73 ) pistori - j "
condition (Ludwig et al., ), poor quality of life (Anderson : : : : : . - - : 1 why and formulation (73) historic or current emotional or physical stress?" - P46
. . service with established FND diagnosis were eligible for and July 2023 61 patients with FND completed baseline this happen « No further questions after the
et al., 2007) and high levels of stigma (Foley et al., 2022). . .. . o to me? sessions (19)
iInclusion if over 18 years old, able to consent and fluent in assessments, 33 (54%) completed 1 month follow up.
"I feel | would benefit from being introduced to peer

English. Interested participants completed online consent How can | groups possibly as it sometimes feels quite isolating to

1 ' ' I I T ' I _ _ _ _ 1C] — _ Tals] | « Feeling isolated and wanting Ossil t
A critical first step in managing FND is a positive diagnosis forms and baseline surveys before the session, immediately Participants were aged 18 — 72 (mean 47.8), and majority leamio 553 " Ciiceonsell mansgementand %) be expériencing FND.'- P17
after and 1 month later.

and clear explanation using an understandable illness model women (72.1%), White-British (68.9%) and not in full time symptoms? peer suppor What can | do to help myself?" - P45

(NNAG, 2023; Stone, 2016). Multidisciplinary group education work (78.3%), with 24.6% on long-term sick leave. Fatigue 'Are my existing FND symptoms likely to change, get
sessions are one way to contribute to this, and there is some The study was developed with input from FND Hope scientific was the most common comorbid symptom (72.1%), followed Howlong N« Stllunsureof prognosieand |\ Wworse or affect offer parts of my body?= P54
evidence they improve understanding, confidence in committee who helped design sensitive questions about by memory or thinking problems (70.5%) and anxiety (68.9%). last? or new symptoms ;%:gtgggffgggmean for me? Will | die earlier than
diagnosis (Cope et al., 2020) and outcomes with further “beliefs” and “iliness perceptions” in the context of many

treatment (Stenberg et al., 2016). In many conditions, iIndividuals having their experiences dismissed or disbelieved. Primary FND symptom
including FND, illness perceptions and stigma affect distress, NHS ethical approval awarded from the HRA and HCRW Movement disorder
functioning, quality of life and treatment engagement (IRAS ID:26833).
(Williams et al., 2023). Exploring relationships between these

factors could generate deeper understanding of the impacts of _
educational interventions on outcomes. Weakness or paralysis
Self-reported symptoms: primary FND and other Muscle dystonia

A multidisciplinary (MDT), cognitive behavioural therapy (CBT) symptoms Seizures or fits
informed FND group education session has been run by the Revised lliness Perceptions Questionnaire (IPQ-R): An
neuropsychiatry service at St. George’s Hospital, London 84 item measure based on Leventhal’'s ‘common sense
since 2016. FND group education sessions could be a cost- model of self-regulation’

effective addition to FND pathways but their impact on Scale for Stigma in Chronic lliness (SSCI-8): Measures Other (dissociation, fatigue, speech)

outcomes and illness perceptions has not been studied. both enacted and internalised stigma -

" " Chronic lliness Anticipated Stigma Scale (CIASS): Duration of symptoms
Measures anticipated stigma; a person’s expectations of 3-6 months
prejudice, stereotyping and discrimination 6-12 months
Patient Health Engagement scale (PHE): Assesses 1-5 years
engagement and is validated in fiboromyalgia and More than 5 years
rheumatoid arthritis
We sought to examine iliness perceptions in education Short Form 36 (SF_36) Assesses d|Sab|||ty via e|ght health Figure 1: Baseline symptom types and duration

session attendees and relationships with comorbidities, concepts exploring limitations in functioning, role, sense of | | | o | S - -
quality of life and experiences of stigma. A secondary aim was vitality and pain Patients reported poor quality of life, functioning and high discrimination towards people with FND in health systems ana

to consider how education might influence illness perceptions Hospital Anxiety & Depression Scale (HADS): levels of stigma. lliness perception scores indicated FND as work environments should be a focus of future research.

~nd engagement . . threatening, mysterious and unpredictable, with low personal Multidisciplinary group FND education sessions potentially
gag Depression and anxiety screen or treatment control over symptoms. improve patient understanding and engagement. Clinicians

| ; should consider the possible benefits of personalised
All measures were collected at baseline but only IPQ-R, PHE, lliness coherence/understanding (20.9% mean change, mean formulations and linking to practical and peer support.

SSCI-8 and CIASS repeated immediately and one month. A difference 2.27 p<0.01, 95% Cl: 1.22-4.23) and engagement |
free text box asked participants what questions they had (14% mean change, mean difference 2.42 p<0.01, 95% ClI. Cate Bailey

about their FND at the three time points and what help or 0.46-4.36) scores increased after the session. cate.bailey@nhs.net
@_parapraxis

% What | « Practical and financial help for "I would like an occupational health assessment of my
UGS living with a disability and 54 ) home to look at adaptions that would help me remain

13.1 232?|;Sb|ep comorbidities independent when having symptoms.” - P39

Gait disturbance
Tremor

1 3 . 1 What is e Frustration with navigating

th e "Access to the kind of in person therapy shown to
e

4.9 * Requests for MDT treatment; assist. This has been extremely difficult to acquire.” - P4
. tarr?(?tf?gs\ll']t 1 psychological therapy, 112
physiotherapy, neurology, "Pretty much anything. I'm awaiting treatment but have

dOES It neuro i i . .
4 psychiatry, pain "_
1 . 8 work? management, speech therapy been left on my own in the meantime.” - P2

8 . 2 How can | "How to explain in very simple terms to others, i.e boss,

: e Communicating FND to others : e
communicate including HCPs, employers and __ friends, family." - P28

24 _ 6 about my 7 family

FND '[0? « Education and research "Take part in research to help increase knowledge and in
8 2 others? opportunities training other professionals who know so little." - P61

oo |w|o| oz
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Memory or thinking problems
Numbness or tingling

Figure 2: Analysis of participants questions and self-reported needs (image created
4.9 e
with BioRender)
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44.3 lliness perceptions in FND should be conceptualised as being

27.8 in dynamic relation with experiences of stigma, social and
occupational functioning and challenges in accessing
services. Interventions which address stigma and
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The 1 hour: 45 minute session includes presentations from 4
MDT members (neurologist, neuropsychiatrist, psychologist,
neurophysiotherapist) and expert by experience. Sessions support they needed. Higher stigma scores on SSCI-8 (0.52 CI: 0.31 — 0.67

attract approximately 50 attendees with FND (plus p<0.001) and CIASS (0.450 CI: 0.217 — 0.635 p<0.001) were
carer/family members) every 3 months. Topics covered associated with lower social functioning (measured with SF-

36) in 59 participants at baseline. Higher stigma on SSCI-8
(0.55 CI: 0.33-0.71 p<0.001) and anticipated stigma from

Include assessment, diagnosis, common symptoms, aetiology
and treatments. Two fictional FND subtype scenarios illustrate
biopsychosocial CBT formulations. There are opportunities to
ask questions and summary handouts are given containing
links to online educational, self-help and peer support
resources. Additional information can be found in previous
papers (Cope et al., 2020; Stanton et al., 2023).

SPSS was used to analyse quantitative data. Missing data

was handled using Little's MCAR and independent sample t- colleagues was associated with higher scores on HADS

tests for those who did and didn’t complete follow up. .
| . [ant compiet . depression scales (0.54 Cl: 0.32-0.70 p<0.001).
S pe a rm a n S CO rre | atl O n CO effl CI e n tS I n Ve Stl g ated re | atl O n S h I pS 1. Ludwig L, Whitehead K, Sharpe M, Reuber M, Stone J. Differences in illness perceptions between patients with non-epileptic seizures and functional limb weakness. Journal of Psychosomatic

Research. 2015;79(3): 246-249. https://doi.org/10.1016/j.jpsychores.2015.05.010.
. . . . - . . . 2. And KE, Gruber-Baldini AL, Vaughan CG, Reich SG, Fish PS, Weiner WJ, et al. | t of h i t disord Parki ’ disability, lity of life, and
between iliness perceptions and mood, quality of life, and Self-reported needs (figure 2) highlighted the importance of gl et Dorkrs. 007219 2204 08 i s ooamae dar. 0
] ) 3. Foley C, Kirkby A, Eccles FJR. A meta-ethnographic synthesis of the experiences of stigma amongst people with functional neurological disorder. Disability and Rehabilitation. 2022;
https://doi.org/10.1080/09638288.2022.2155714.

Sti g m a . Re pe ate d - m e a S u re AN OVAS With B O nfe rro n i p e rSO n a I i Sed fo rm u I ati O n ; p ra Cti Ca I a d Vi Ce O n I iVi n g W ith 4. NNAG. Optimum clinical pathway for adults: Functional Neurological Disorder National Neurosciences Advisory Group (NNAG). 2023. www.nnag.org.uk/optimum-clinical-pathways

5. Stone J. Functional neurological disorders: The neurological assessment as treatment. Practical Neurology. 2016. p. 7-17. https://doi.org/10.1136/practneurol-2015-001241.
6. Cope SR, Smith JG, Edwards MJ, Holt K, Agrawal N. Enhancing the communication of functional neurological disorder diagnosis: a multidisciplinary education session. European Journal of

CO rre Cti O n S a S S e S S e d d iffe re n Ce S b etwe e n ti m e p O i n tS . C O n te n t d i S a b i I ity, h e I p W i t h eX p I a i n i n g th e CO n d iti O n to Ot h e rS (e . g . Neg{gL%%{gzgzgaZ;aﬁg—éz;t};piﬂ//g?égggkgeon 1}2,1\)\522;:;253-KF, Kvisvik T. A scoping review of the literature on benefits and challenges of participating in patient education programs aimed at

7
promoting self-management for people living with chronic illness. Patient Education and Counseling. 2016. p. 1759-1771. https://doi.org/10.1016/j.pec.2016.07.027.
8

] [ ] [ ] . . . . . s . . . . . . : ) . . . .
analysis using NVIVO was employed for qualitative data. employers), and accessing peer support and treatment. S B Seam T, B ekt e M e e e s e e e R e g o o 2023

003713.




	Slide Number 1

