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ERN-RND is a European Reference Network established and approved by the European Union. ERN-RND 

is a healthcare infrastructure which focuses on rare neurological diseases (RND). The three main pillars of 

ERN-RND are (i) network of experts and expertise centres, (ii) generation, pooling and dissemination of 

RND knowledge, and (iii) implementation of e-health to allow the expertise to travel instead of patients 

and families. 

ERN-RND unites 64 of Europe’s leading expert centers as well as 4 affiliated partners in 24 member states 
and includes highly active patient organizations. Centers are located in Austria, Belgium, Bulgaria, Croatia, 

Cyprus, Czech Republic, Denmark, Estonia, Finland, France, Germany, Greece, Hungary, Ireland, Italy, 

Latvia, Lithuania, Luxembourg, Malta, Netherlands, Poland, Slovenia, Spain and Sweden. 

 

The following disease groups are covered by ERN-RND:  

• Ataxias and Hereditary Spastic Paraplegias 

• Atypical Parkinsonism and Genetic Parkinson’s Disease 

• Dystonia, Paroxysmal Disorder and Neurodegeneration with Brain Iron Accumulation 

• Frontotemporal Dementia 

• Huntington’s Disease and other Chorea 

• Leukoencephalopathies 

 

Specific information about the network, the expert centers and the covered diseases can be found on the 

network’s website www.ern-rnd.eu. 

 

Recommendation for clinical use:  

The European Reference Network for Rare Neurological Diseases strongly recommends 

the use of the following NEUROGED guidelines as best clinical practice for the assessment 

and treatment of neurogenic urinary and sexual symptoms dystonias, paroxysmal 

disorders and NBIA. 

 

Clinical practice guidelines, practice advisories, systematic reviews and other guidance published, 

endorsed or affirmed by ERN-RND are assessments of current scientific and clinical information provided 

as an educational service.  

The information (1) should not be considered inclusive of all proper treatments, methods of care, or as a 

statement of the standard of care; (2) is not continually updated and may not reflect the most recent 

evidence (new information may emerge between the time information is developed and when it is 

published or read); (3) addresses only the question(s) specifically identified; (4) does not mandate any 

particular course of medical care; and (5) is not intended to substitute for the independent professional 

judgement of the treating provider, as the information does not account for individual variation among 

patients. In all cases, the selected course of action should be considered by the treating provider in the 

context of treating the individual patient. Use of the information is voluntary. ERN-RND provided this 

information on an “as is” basis, and makes no warranty, expressed or implied, regarding the information. 
ERN-RND specifically disclaims any warranties of merchantability or fitness for a particular use or purpose. 

ERN-RND assumes no responsibility for any injury or damage to persons or property arising out of or 

related to any use of this information or for any errors or omissions.  
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NEUROLOGICAL DISEASES (ERN-RND)  
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The NEUROGED guidelines were endorsed as recommendation for clinical use by the Disease Group 

Dystonia, Paroxysmal Disorders and Neurodegeneration with Brain Iron Accumulation (NBIA) of ERN-RND 

upon unanimous consent.  

 

Disease group for Dystonia, Paroxysmal Disorders and NBIA:  

Disease group coordinators:  

Javier Perez Sanchez15; Sylvia Boesch26 

 

Disease group members: 

Health care professionals: 

Mette Møller1; Erik Johnsen1; Erik Hvid Danielsen1; Laura van de Pol2; Anna De Rosa3; Myriam Carecchio4; 

Roberto Ceravolo5; Elisa Unti5; Giovanni Palermo5; Andrea Mignarri6; Antonio Federico6; Marie Vidailhet7; 

Aurelie Meneret7; Marta Blázquez Estrada8; Pierre Kolber9; Giorgos Pitsas10; Christos Koros11; Evangelos 

Anagnostou11; Leonidas Stefanis11; Heli Helander13; Jiri Klempir14; Sára Davisonová14; Francisco Grandas15; 

Dirk Dressler16; Alejandra Darling17; Juan Dario Ortigoza Escobar17; Eugenia Amato17; Maria Jose Marti17; 

Yaroslau Compta17; Marta Skowronska18; Michal Sobstyl18; Antonio Elia19; Giovanna Zorzi19; Roberto 

Cilia19; Roberto Eleopra19; Alberto Albanese20; Giulia Giannini21; Luca Solina21; Duccio Maria Cordelli21; 

Caterina Garone21; Veronica Di Pisa21; Anna Fetta21; Richard Walsh22; Kathleen Gorman22; Aoife Mahony22; 

Ana Rodríguez23; Soledad Serrano23; Franziska Höpfner24; Thomas Klopstock24; Jeroen Vermeulen25; 

Philipp Mahlknecht26; Daniel Boesch26; Wolfgang Nachbauer26; Krista Ladzdovska27; Ramona Valante27; 

Elina Pucite27; Enrico Bertini28; Francesco Nicita28; Giacomo Garone28; Bart Post29; Michèl Willemsen29; 

Anke Snijders29; Manuel Dafotakis30; Rocío García-Ramos31; Maria Judit Molnar32; Marek Baláž33; Martina 

Bočková33; Ognyana Burgazlieva34; Andras Salamon35; Aive Liigant36; Pawel Tacik37; Fran Borovecki38; Ivana 

Jurjevic38; Malgorazate Dec-Cwiek39; Katarzyna Sawczynska39; Alexander Münchau40; Katja Lohmann40; 

Norbert Brüggemann40; Sebastian Löns40; Tobias Bäumer40; Ebba Lohmann41; Kathrin Grundmann41; 

Thomas Gasser41; Hendrik Rosewich41; Bernhard Landwehrmeier42; Thomas Musacchio43; Martin Reich43; 

Marina de Koning-Tijssen44; Tom de Koning44; Damjan Osredkar45; Maja Kojovic45; Kinga Hadzsiev46; 

Norbert Kovacs46; Belén Pérez Dueñas47; Maria Victoria Gonzalez Martinez47; Silvia Jesús Maestre48; Astrid 

Daniela Adarmes48; Pablo Mir48; Elena Ojeda Lepe48; Marta Correa48 

 

Patient representative: 

Monika Benson12 

 

1Aarhus University Hospital, Denmark; 2Amsterdam UMC - Amsterdam University Medical Center, Netherlands; 3AOU - Federico II University 

Hospital, Naples, Italy; 4AOU - University Hospital Padua, Italy; 5AOU - University Hospital Pisa, Italy; 6AOU - University Hospital Siena, Italy; 

7APHP - Reference Centre for Rare Diseases 'Neurogenetics', Pitié-Salpêtrière Hospital, Paris, France; 8Asturias Central University Hospital, 

Oviedo, Spain; 9CHL - Luxembourg Hospital Center, Luxembourg; 10Cyprus Institute of Neurology and Genetics, Egkomi, Cyprus; 11Eginitio 

Hospital, National and Kapodistrian University of Athens, Greece; 12ePAG representative; 13Finland Consortium: University Hospitals in Oulu, 

Tampere and Helsinki, Finland; 14General University Hospital Prague, Czech Republic; 15Gregorio Marañón General University Hospital, 
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Madrid, Spain; 16Hannover Medical School, Germany; 17Hospital Clinic Barcelona and Sant Joan de Déu Hospital, Barcelona, Spain; 18Institute 

of Psychiatry and Neurology, Warsaw, Poland; 19IRCCS - Foundation of the Carlo Besta Neurological Institute, Milan, Italy; 20IRCCS - Humanitas 

Clinical Institute of Rozzano, Milan, Italy; 21IRCCS - Institute of Neurological Sciences of Bologna, Italy; 22Irish Consortium: Tallaght University 

Hospital and Children's Health Ireland; 23La Paz University Hospital, Madrid, Spain; 24Ludwig Maximilian University Hospital, Munich, 

Germany; 25Maastricht University Medical Center, Netherlands; 26Medical University Innsbruck, Austria; 27Pauls Stradins Clinical University 

Hospital, Riga, Latvia; 28Pediatric Hospital Bambino Gesù, Rome, Italy; 29Radboud University Medical Centre, Nijmegen, Netherlands; 30RWTH 

- University Hospital Aachen, Germany; 31San Carlos Clinical Hospital, Madrid, Spain; 32Semmelweis University, Budapest, Hungary; 33St. 

Anne´s University Hospital Brno, Czech Republic; 34St. Naum University Neurological Hospital, Sofia, Bulgaria; 35Szent-Györgyi Albert Medical 

Center, Szeged, Hungary; 36Tartu University Hospital, Estonia; 37University Hospital Bonn, Germany; 38University Hospital Center Zagreb, 

Croatia; 39University Hospital in Krakow, Poland; 40University Hospital Schleswig-Holstein, Lübeck, Germany; 41University Hospital Tübingen, 

Germany; 42University Hospital Ulm, Germany; 43University Hospital Würzburg, Germany; 44University Medical Center Groningen, 

Netherlands; 45University Medical Centre Ljubljana, Slovenia; 46University of Pécs, Hungary; 47Vall d'Hebron University Hospital, Barcelona, 

Spain; 48Virgen del Rocio University Hospital, Sevilla, Spain 

 

 

Endorsement process: 

• Proposal and voting on guideline endorsement in Disease Group meeting – 27 October 2025 

• Final consent to endorse document by whole disease group in terms of annual meeting group 

discussion: 04 February 2026 

• Publication of endorsed guidelines: 06 March 2026 
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Panicker, J. N., Fanciulli, A., Skoric, M. K., Kaplan, T., Aleksovska, K., Adamec, I., Averbeck, M. A., Campese, 

N., Guaraldi, P., Leys, F., Moreno-Palacios, J., Simeoni, S., Stankovic, I., Wright, S., Batla, A., Blok, B., 

Hentzen, C., Hilz, M. J., Kessler, T. M., Madersbacher, H., Nair K. R., Nair K. P. S., Pakzad M., Pavy-Le Traon 

A., Peryer G., Przydacz M., Sakakibara R., Saraf U., Smith M., Struhal W., Thijs R. D., Tudor K. I., Tutaj M., 

Vodušek M.B., Wenning G., Habek, M. (2025). European Academy of Neurology (EAN)/European 

Federation of Autonomic Societies (EFAS)/International Neuro-Urology Society (INUS) Guidelines for 

Practising Neurologists on the Assessment and Treatment of Neurogenic Urinary and Sexual Symptoms 

(NEUROGED Guidelines). European journal of neurology, 32(4), e70119.  

https://doi.org/10.1111/ene.70119 

 

 

A conclusive and introductory infographic highlighting key recommendations can be found on  

https://onlinelibrary.wiley.com/pb-

assets/assets/14681331/infographic/EAN_NEUROGED_Infographic_V4-1746519176387.pdf  

 

 

Source: https://onlinelibrary.wiley.com/doi/10.1111/ene.70119 

Direct access to infographic: https://onlinelibrary.wiley.com/pb-

assets/assets/14681331/infographic/EAN_NEUROGED_Infographic_V4-1746519176387.pdf 

The following content was reused in terms of CreativeCommons CC BY-NC 4.0 license.  
More information about Creative Commons licenses can be found on: https://creativecommons.org/licenses/list.en 
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N E U R O G E D  G U I D E L I N E S  O N  A S S E S S I N G  
A N D  T R E AT I N G  N E U R O G E N I C  U R I N A R Y  
A N D  S E X U A L  S Y M P T O M S 

Collaborative recommendations by European Academy of  
Neurology (EAN), European Federation of Autonomic Societies  
(EFAS) and International Neuro-Urology Society (INUS)

Key recommendations for assessing urinary symptoms: 

Assessment Recommendations

History-taking 
and physical 
examination

Regularly ask about urinary symptoms and perform a targeted  
physical examination

Urinalysis 
Perform at the initial evaluation and with clinical changes,  
such as worsening urinary symptoms or suspected UTIs

Bladder diary Complete a three-day bladder diary as part of the initial evaluation

Post void residual 
volume (PVR)

Measure at initial evaluation and at follow-up if new or  
worsening symptoms 

Renal function tests
Assess blood urea and serum creatinine as part of the  
initial evaluation

Urodynamic testing
Only recommended for atypical symptoms, high risk for upper  
urinary tract damage, or failure of conservative treatments

Red flag referrals 
Refer to urologists if there is a risk of developing upper urinary  
tract damage, suspected urological pathology, or inadequate  
response to treatment

Neurological disorders often cause urinary and 
sexual symptoms, impacting quality of life and 
may contribute to unplanned hospital admissions. 
These evidence-based guidelines provide a 
comprehensive framework for neurologists to 
assess and treat these symptoms.

Good practice statement



Tibial nerve 
stimulation

May be offered when not responding well to, or cannot tolerate,  
other treatments

Appliances (i.e. 
urine flasks, pads, 
diapers, condom 
catheters)

Offer appliances to alleviate the social impact of urinary incontinence

Pharmacological management

Oral medications 
Offer antimuscarinic agents or beta-3 adrenoceptor agonists when 
reporting urinary storage (overactive bladder) symptoms

Desmopressin 
Desmopressin may be offered selectively for nocturia or  
nocturnal polyuria 

α1-adrenoceptor 
blockers

Could be offered for voiding symptoms

Antibiotic use

Antibiotic 
prophylaxis

Do not use routinely in individuals who catheterise

Asymptomatic 
bacteriuria

Do not routinely offer antibiotics to treat asymptomatic bacteriuria 

Treating UTIs 
In individuals who use catheters, antibiotic treatment should be  
guided by the results of urine culture and antibiotic sensitivity

Good practice statement Strong evidence Weak evidenceConsensus-based recommendation

Key recommendations for treating urinary symptoms:

Treatment Recommendations

Non-pharmacological management

Fluid intake
Provide individualised advice on optimal intake and avoidance of  
certain beverages

Bladder retraining Offer advice when experiencing urinary urgency 

Pelvic floor 
exercises 

Offer when experiencing urinary urgency and/or stress incontinence

Intermittent 
catheterisation

Offer as first-line therapy for urinary retention when PVR  
consistently > 150 mL 

Indwelling 
catheterisation 

Suprapubic catheter preferred over urethral catheterisation when  
long-term indwelling urinary bladder drainage is unavoidable



ED: erectile dysfunction; PDE5: phosphodiesterase-5.
UTI: urinary tract infection
PVR: post void residual 

The NEUROGED guidelines were developed by a task force of 38 experts in collaboration with EAN, EFAS, and INUS. The process followed the ADAPTE methodology, 
endorsed by the Guidelines International Network, to adapt existing high-quality guidelines while addressing areas with limited evidence. Guidelines were assessed using the 
AGREE II instrument and recommendations developed by adapting or adopting content from top-ranked guidelines. When evidence was lacking, de novo recommendations 
were created through expert consensus. Recommendations underwent patient review and were refined at a steering committee meeting. A modified Delphi process was 
used to achieve ≥80% consensus on wording and strength, applying an Evidence to Decision (EtD) framework adapted from GRADE. The NEUROGED guidelines include 
evidence-based recommendations, good practice statements and consensus-based recommendations.

Critical success 
factor: 

Collaboration 
between 
neurologists, urologists, 
and allied specialists.

Why these guidelines matter: 

•	 �Comprehensive urogenital care 
minimizes complications such as urinary 
incontinence, UTIs, and renal damage. 

•	 �Optimal care enhances quality of life by addressing 
physical, psychological, and relational impacts for 
patients with neurological diseases.

For the full NEUROGED guidelines, visit:  
onlinelibrary.wiley.com/doi/full/10.1111/ene.70119  
or scan this QR code.

Assessment Recommendations

History-taking
Regularly ask about sexual problems and explore multidimensional 
contributing factors

Physical 
examination

Perform a targeted physical examination when necessary to identify 
physical contributors to sexual dysfunction 

Laboratory 
examinations 

In the appropriate clinical context, assess vascular risk factors and 
testosterone level

Red flag referrals Refer individuals with complex sexual dysfunction for specialist care

Lubricants Consider for dyspareunia or vaginal dryness

Vibrators Discuss with individuals experiencing sexual problems

PDE5 inhibitors Offer as a first-line treatment to males experiencing ED

Vacuum devices
May be offered as a second-line treatment to males experiencing ED

May be discussed with females experiencing sexual arousal problems

Intracavernous 
prostaglandin 
injections

Offer as a second-line treatment to males experiencing ED

Multidimensional 
factors

Regularly address factors affecting sexual activity and intimacy:

Primary: Direct neurological damage (e.g., genital numbness)
Secondary: Associated physical symptoms (e.g., spasticity, incontinence)
Tertiary: Social and emotional aspects (e.g., body image, relationships)

Good practice statement Strong evidence Weak evidenceConsensus-based recommendation

Key recommendations for assessing and treating sexual symptoms:
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