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TO OUR SUPPORTERS - THANK YOU!

This is the third time we have prepared a report from our FND research group at the
University of Edinburgh. research group, mainly to thank our financial supporters, explain how

we are using donations and also celebrate the hard work of our team.
Our last report was at the end of 2022, so we have three years to catch up on!

Many individuals have been generous to us through the University of Edinburgh and

especially through the Donate link of the nheurosymptoms.org website, which is one of the

main projects that benefits from everyone’s generosity

We remain especially grateful to Joanne Wright who has been a loyal supporter of ours for

many years, including donating to us on behalf of her late father, George Wright, in the past

Money raised by supporters of FRG is always carefully kept for anything that we think has
direct patient benefit. Things we have spent the money on - and plan to in the future include:

e Maintenance and development of the free neurosymptoms.org website and app

e Work to develop a global research database and personalized ‘pre-treatment’ for people
with FND on the app.

e Paying for website fees

e Software licenses to allow data analysis.

e Video and animations to help educate patients and health professionals about FND

e Testing virtual reality equipment with people who have FND

e Helping to train our team on new techniques and therapies, for example hypnotherapy


file:///C:/Users/User/Dropbox/FRG/neurosymptoms.org
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We have an amazing multidisciplinary team, group of alumni and ongoing collaborators
internationally with whom we share research ideas, all towards improving knowledge and

care for people with FND.

Over the last three years our four principals, Jon Stone, Laura McWhirter, Alan Carson and
Ingrid Hoeritzauer have been busy with many different projects with help from new and old
members of the group.



2023-2025 HIGHLIGHTS

Functional Cognitive Disorder — better diagnosis and treatment

Veronica Cabreira, under the primary supervision of Alan, with help from Jon and Lisbeth
Frostholm a psychologist in Aarhus, Denmark, produced an impressive body of PhD research
looking at the diagnosis and treatment of functional cognitive disorder. Work by Laura
McWhirter in her PhD and others had laid the foundation for this work to show that functional
cognitive symptoms, like functional motor symptoms also have their own set of typical
features, which in turn can be used to explain and treat people who have them.

Veronica carried out a systematic review of existing clinical features, gathered consensus
opinion from over 50 international experts and then tested a new diagnostic checklist against
real world data. This showed that in an initial sample of 239 patients with mixed functional

and neurodegenerative disorders a7 point scale could tell them apart with 91% accuracy
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(consider if the patient was self-referred and/or attended alone)?

Are the memory symptoms stable or improved over time? Brief checklist

Score of 4 or more had 97%
specificity and positive
predictive value of 91% in a
sample of 239 patients (143
FCD)

Is the patient able to date the symptom onset with precision?

Is there an obvious psychological stressor?

Score 1 for each item
Diagnostic checklist to diagnose functional cognitive symptoms
As if that wasn’t enough Veronica went on to make her own app ‘Mementum’ and did a pilot

treatment study on 30 individuals with functional cognitive symptoms, publishing the

encouraging feasibility results in Brain Communications in 2025.



You can download the Mementum app (funded by ETUDE and more recently NHS Lothian

Charities) from the Apple or Google store, or go to https://www.treat-fcd-study.com/ or the

Alzheimer’s UK page on FCD

Mementum

Functional cognitive disorder
Free

- CNENY | NNy | © J‘L J‘

Veronica’'s Mementum app for Functional Cognitive Symptoms

Stigma and FND - finding root causes

Caoimhe McLoughlin under the primary supervision of Jon with help from Alan and Lineke
Tak, a psychiatrist in Netherlands, tackled the issue of stigma in FND in her PhD. We all know
it's there, but where does it come from and how can we overcome it? Caoimhe’s authoritative
work helped dissect out various forms of stigma and how they change (or don’t) over time. A
lot of focus has rightly been on stigma from health professionals, but a lot of stigma also
comes from unexpected places, for example, the person with the condition themself or their
workplace.

Her papers ‘FND is a feminist issue’ and ‘latrogenic harm in FND’ gained huge attention (see
below), and a more recent study explored the challenging issue of stigma on social media (X)

arising from people with other medical conditions such as long covid.


https://etude-itn.eu/
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https://www.alzheimers.org.uk/blog/functional-cognitive-disorder-fcd
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Roots and branches of stigma in FND and the short film ‘Inside FND’ - from Caoimhe’s work

FND and Pain - two sides of the same coin?

Ingrid led important work on the relationship between FND and pain over this period. A
systematic review in 2024 with superb work from medical student Moritz Steinruecke laid out
for the first time in the literature what most clinicians and patients already know. Persistent
pain is really common in FND - 55% of over 4000 people on average with conditions like

fibromyalgia, irritable bowel syndrome and complex regional pain.
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Further work in Edinburgh with work by medical student Isabel Mason showed that 17% (and

maybe as much as 23%) of ALL people attending new patient chronic pain clinic
appointments have a diagnosis of FND. This was a much higher number than we had

expected and shows that FND can be found commonly in non-neurology settings.

FND and Chronic Idiopathic Urinary Retention / Fowler's Syndrome
Ingrid has continued her work exploring the issue of chronic urinary retention, a condition that
almost exclusively affects women, up to a quarter of whom also have more familiar forms of

FND.
Over this period, Ingrid worked with Fowlers Syndrome UK, the only charity worldwide for this

condition to analyse data from their members, as well as carry out a systematic study of 102
patients locally in Edinburgh confirming high comorbidities with pain, FND and opioid use.
Ingrid also organized, with Sarah McRae a consensus meeting to bring together practical
management advice for this condition. Sarah did her own work exploring non-surgical

treatments for this condition with physios across the UK.

The consensus document is work that is being taken forward to an international consensus

meeting and community conference in March 2026 run by Fowlers Syndrome UK with

leadership from Ingrid and Jalesh Panicker, neuro-urologist at Queen Square with support

from Jon and many others.

L

'S
FOWLER About Fowler's  Our Mission GetInvolved OurTeam Resources Patient Council Conference
SYNDROME UK

FOWLER'S SYNDROME CONFERENCE
CONSENSUS-BULDING

Join Fowler's Syndrome UK for the first international consensus-building conference dedicated to
Fowler's Syndrome and Chronic Idiopathic Urinary Retention (CIUR)

The meeting will unite specialists from urology, neurology, gynaecology, physiotherapy, psychology, pain medicine, general
practice, research and policy to develop a shared framework for Fowler's Syndrome and CIUR. Through evidence review and
structured consensus-building, attendees will help establish clearer pathways and raise the standard of care.

19-20 February 2026

UCL Queen Square Institute of Neurology, London


https://fowlerssyndrome.co.uk/
https://fowlerssyndrome.co.uk/conference/
https://fowlerssyndrome.co.uk/conference/
https://fowlerssyndrome.co.uk/conference/

FND Specialist Practitioners

NHS Highland FND training day

In October 2024 we fulfilled a longstanding ambition to add an FND specialist practitioner
role to the clinical NHS team in Edinburgh, courtesy of Scottish Government one year pilot

funding. This has been extended by another year through NHS Lothian Charitable funding,

We are fortunate to have three highly experienced clinicians Michael McLean (Neuro-
nursing), Laura Daniell and Sarah McRae (Neurophysio) sharing the single 36-hour post.
Their current focus is on supporting inpatients across Edinburgh with FND, including helping
some people avoid admission or deal with relapses. There is also a strong focus on education
of other health professionals and building better clinical networks. They have taught over
2000 health professionals in over 30 sessions including a successful Highland FND training
day in Inverness. The quality of the team’s innovative work has been recognised by being
shortlisted in the local NHS Lothian Celebrating Success awards and the Scottish Health
Awards . We are hoping to get permanent funding soon. Leaving aside the improved level of
care our patients with FND report, the post has also demonstrated hundreds of thousands of
pounds of saving by helping inpatient stays be more effective and shorter, a win-win for

everyone.

Physio4FMD trial completion

Funded by NIHR, UK, and led by Glenn Nielsen at St Georges Hospital University, London,
Physio4FMD was the largest physiotherapy treatment trial for FND. Edinburgh was the
second highest recruiting centre to the study with thanks to our trial team including Sarah
McRae physio, and Paula Gardiner before her




The trial was published in Lancet Neurology in 2023 and has generated several other papers.
You can read all the results including an explanatory video at www.physio4fmd.org

(.Y -PhysiodrMD: A Randomised Trial of Specialist Physic L
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FND Society Update - Verona meeting

The FND society went from strength to strength under the
presidency of our own Alan Carson between 2022 and
2024. As of Dec 2025, there are 1396 members of the
FND. The society is especially proud of its four online

4 ' _ training programs which now include FND basics,
Psychological Treatment, Rehabilitation and Advanced treatment.

In June 2024 we held a very successful 5" international FND meeting at the Palazzo della
Gran Guardia. The meeting, unusually for an academic meeting sold out 6 weeks in advance
with a capacity 650 delegates in person and another few hundred online

After a first day teaching programme there were three days of talks and sessions about a
variety of FND topics including a presentations from our team. New friends and research
connections were forged. I've never seen such a vibrant poster session


https://youtu.be/pRgVoL9nFgo?si=L8yD29Gr5Vfy8Par
http://www.physio4fmd.org/

The beautiful city of Verona, as well as a stunning performance of 7urandotin the Roman

Arena just across the piazza made for a truly memorable event.

See you for FNDS in Baltimore - June 13t-16t 2026! - fndsociety.org
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Pictures from FNDS Verona 2024. Alan was the outgoing President, and Jon became President-Elect

Top Photo: Veronica Cabreira, Alan Carson, Neil Ramsay, Jeannette Gelauff (and Jr), Ingrid
Hoeritzauer, Laura McWhirter, Sarah McRae, Caocoimhe McLoughlin, Jon Stone


http://www.fndsociety.org/

FRG HALL OF FAME 2023-25

These are some of the achievements and honours the team received over this period.

Alan Carson

Ingrid Hoeritzauer

Laura McWhirter

Alan became the 2" President of
the END Society after the 2022
meeting in Boston and in 2025
received the BNPA Medal.

Ingrid has continued her research
on FND and its overlap with bladder
symptoms and pain.

Laura continues as a consultant
neuropsychiatrist in Edinburgh
job-sharing with Alan.

EELLREN 1]

i

Jon Stone

Caoimhe McLoughlin

Veronica Cabreira

In 2024 Jon became President
Elect of the FND society and will
serve 2026-28 in the role. He was
elected a Guarantor of Brain in
2024.

Caoimhe, a consultant liaison
psychiatrist, was with us from 2021-
2025, doing a 3-year PhD studying
stigma in FND. She is now a
consultant in Sligo and will have her
PhD viva in 2026

Veronica did her PhD from 2021-
4 on Functional Cognitive
Disorder Veronica passed her
PhD (Dec 25) and won the BNPA
Lishman prize (2023) and BNPA
Datablitz prize in (2024)

P

Neil Ramsay

Michael McLean, Sarah
McRae & Laura Daniell

Takamichi Kanbayashi

Neil joined our group in 2021 as a
specialist registrar in Neurology
working in Glasgow. Neil has
worked especially in functional
visual loss. In 2026 he will start a
new consultant post in Fife
including a new FND clinic.

Michael, Laura, and Sarah are our
three specialist FND practitioners.
They were shortlisted for NHS
Lothian and the Scottish Health
Awards (innovation award) in 2025

Takamichi, a neurologist from
Japan, was with us for a year until
March 25. He has been working
hard on a variety of projects,
including improved FND networks
in Japan.



file:///C:/Users/User/Dropbox/FRG/fndsociety.org

OTHER NEWS

Working with FND Patient organisations and advocates. FND patient-led
organisations, including FND Action, FND Hope, FND Dimensions, FND Friends, FND

Matters NI and FND Aus are central to the renaissance in interest and awareness in FND.
FND

Highly Shared Research Publications. FRG have been involved in over 80
publications in 2023-5. Our publications are listed at the end. Much of our work is
collaborative with other groups. Some of our most highly cited and shared publications are
below

“Why FND is not Feigning or Malingering”- Mark Edwards, Mahinda
Yogarajah and Jon Stone. Nature Reviews Neurology. 2024.

This review article brought together for the first time, clinical and scientific evidence for why
FND is not feigning or malingering, and has the 14" highest altmetric score for this journal

“What is Brain Fog” - Laura McWhirter et al. JINNP 2023

This article by Laura, student Heather Smyth and our team explored what people mean by
the term brain fog and was widely shared

“FND is a feminist issue” - Caoimhe McLoughlin, Ingrid Hoeritzauer,
Veronica Cabreira,. 42 others and Laura McWhirter JNNP 2023. FND 358

has a stigmatised and difficult history. This article, with an explicitly female authorship of 46
FND researchers, explored this history and how it still affects stigma and research now.
latrogenic harm in functional neurological disorder -Caoimhe

McLoughlin et al. Brain 2024. Caocimhe again helped by student Wei Hao Lee
exploring various forms of iatrogenic harm in FND including misdiagnosis (in both
directions), diagnostic overshadowing, overdiagnosis and direct /indirect harm from stigma

“Incidence and prevalence of functional neurological disorder: a
systematic review” - Sara Finkelstein et al . JNNP 2025

How many people have FND? This paper including Jon and Alan, estimated, on the basis
of published studies, that around 50-100,000 people in the UK have FND, although that is
likely an underestimate.

244

‘Media appearances. Jon appeared on Radio 2 with Jeremy Vine in 2024 talking
about FND and on Radio 4 talking about Havana Syndrome as part of the ‘Havana Helmet
Club’ podcast series. Jon also published an article in Scientific American on Havana
Syndrome.



Short Films. As well as the “Inside FND” film mentioned earlier, the team collaborated
with Dr Lisa Sarsam, a trainee anaesthetist, and Angela Douglass to make a short film
“Recognising Functional Seizures”. helping emergency and acute medical staff recognise
functional seizures with the aim of improving care and reducing harm in those settings.

s . 9

Recognising Functional Seizures

Scottish FND pathway. In May 2024 NHS Scotland announced a FND national
pathway - one of the few worldwide. Chaired by Jon and Ingrid the pathway group
included a multidisciplinary group from across all parts of Scotland. It advocated for
making ‘rule in’ diagnoses and having a multidisciplinary core FND network team.

Recommendations for Pathway

1. FND diagnosed and explained using positive criteria by specialists with neurological
expertise. We recommend care is taken to share the rationale for the diagnosis with the person
and usually at least one follow up from the diagnosing clinician.

Centre for NHS
v é . 2. Amultidisciplinary core FND network team, which is responsible for assessing and
management. This team will typically consist of health professionals already working in health
services with neurological expertise centred on a clinically active co-ordinator.

3. A wider network of other health professionals involved in FND supported and educated by
the core FND network. We recommend other health professionals, for example, in pain services
and mental health can be enabled to help manage FND.

Recommendations for Implementation
1. Access to FND specialist practitioner with a clinical patient-facing role, who can also create
local pathways and networks for people with FND, educate other health professionals, co-
Modenising Patient Pathways Programme: ordinate care and respond to relapses.

Functional Neurological Disorder National Pathway 2. A to FND Specialist nent clinics (typically neurology or neuropsychiatry)
which can carry out required detailed assessments and make therapeutic recommendations for
people with FND with a recommended duration of at least 1 hour.

FND and other neurological conditions including MS and Migraine. Jon
collaborated with international experts exploring the overlap of FND and Multiple Sclerosis
(misdiagnosis and comorbidity) for a review in Journal of Neurology. He also collaborated
with David Dodick and experts from Kings College London on an article on FND and
Migraine for an article in Brain Communications, two of the commonest conditions in
neurology but whose interrelationship had only rarely been discussed.

FND Classification. Jon has been co-chairing an FND society committee on diagnosis
and classification which will be taking input from all stakeholders in 2026.


https://neurosymptoms.org/en/media/fnd-videos/recognising-functional-seizures/
https://t.co/Fe6Nov3TYT
https://t.co/Fe6Nov3TYT

FND Guidelines. Alan and Jon are part of a new European Academy of Neurology

FND guideline initiative. Jon helped to set up the FND panel and now the EAN are keen to
have evidence based guidelines. Work got underway during a meeting in Vienna in April.

Jon was also involved in a new American Academy of Neurology Guideline on the
Management of Functional Seizures

Functional Visual Loss. Neil Ramsay has built on previous grant application work to
publish a paper in Eye on the management of functional visual loss. This is a symptom
that has received remarkably little attention with few ophthalmologists worldwide
interested. A forthcoming systematic review and other initiatives in this area including
better clinical networks should improve the subject's profile in 2026.
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Podcasts. Ingrid became a co-host of the monthly FND Society Journal Club and
content curator for the FNDS Podcast, covering a wide range of topics. Jon recorded
many podcasts for the American Academy of Neurology on FND, including an updated
series of ‘Neurology Minute’ and a ‘FND roundtable’. Veronica took part in European

Academy of Neurology podcasts on functional cognitive impairment and treatment of
functional disorders (for ETUDE)



ttps://open.spotify.com/episode/4vp0AWjwCmAReb3SO5Fl9H
https://open.spotify.com/episode/3ACqdYbtWBkbMuphdeB6sG?si=18d2bde69ae34b4a
https://open.spotify.com/episode/3ACqdYbtWBkbMuphdeB6sG?si=18d2bde69ae34b4a

OUR INSTITUTIONAL FUNDERS

As well as those individuals and groups that have generously donated to our University of
Edinburgh fund we want to thank all those institutions and other organisations that have

provided funding and support for us over the last few years.

NHS Lothian
Charity

European
Commission
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e The Chief Scientist Office for Scotland funded our Long Covid Research as well as
NRS sessions for Jon and Ingrid.

e The Scottish Government funded upgrade and development of the neurosymptoms
digital platform through the Scottish National Neurological Framework, as well as the
pilot year of our FND Specialist Practitioners.

¢ NHS Lothian Charity funded a second year of the FND Specialist Practitioners, the use
of the Mementum app for 5000 users, as well as studies on quantifying diagnostic
signs for FND led by Takamichi Kanbayashi.

e The NIHR funded the Physio4FMD trial led by Glenn Nielsen and funded the CODES
trial led by Laura Goldstein.

e The European Union funded the ETUDE PhD network - 15 PhDs across Europe
studying functional disorders of which Caoimhe and Veronica are two.

¢ The Anne Rowling clinic, part of the University of Edinburgh, hosted FND and Long
covid research clinics.

e The University of Edinburgh, through the Wellcome Trust iTPA Impact fund are
funding Jon in 2023 to be able to spend more time developing the Neurosymptoms
FND Guide as a digital platform and also quantitative measures of FND signs.

e The Japanese Society of Neurology funded Dr Takamichi Kanbayashi for his
fellowship with us.

e The Scottish Trauma Network are integral to the new brain injury service at the Royal
Infirmary which Alan, Ingrid and Laura are all part of.



https://www.ed.ac.uk/clinical-brain-sciences/research/diagnoses-disease-targets/ccbs-covid-19-research/edinburgh-long-covid-study
https://www.gov.scot/publications/neurological-care-support-scotland-framework-action-2020-2025/
https://www.physio4fmd.org/
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