European
Reference

4
L Networks

THE EUROPEAN REFERENCE
NETWORK FOR RARE NEUROLOGICAL
DISEASES — ERN-RND

) &
O g

O

S

Carola Reinhard
Programme manager ERN-RND

@23, Europ
®%in Referes

Co-funded by the EU *

@ Network
nnnnnnnnnnnnnnnnn




Jl \WHY EUROPEAN REFERENCE NETWORKS FOR RARE AND COMPLEX DISEASES?

Rareness of patients, but ~30 million patients
iIn Europe

 Rareness of experts and care structures
 Rareness of knowledge
« Rareness of therapies

= Collaboration on EU-level

=»National expertise centres form European
networks
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. 24 ERNS HAVE BEEN ESTABLISHED IN 2017

« ERN Bond « ERN EURACAN

« ERN Cranio  ERN EuroBloodNet
- Endo-ERN « ERN eUROGEN

« ERN EpiCARE « ERN Euro-NMD

« ERKNet « ERN Eye

« ERN-RND « ERN Genturis

« ERNICA « ERN Guard-Heart
* ERN Lung « ERN ITHACA

« ERN Skin « MetabERN
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RITA

* ERN Transplant-Child
» VASCERN
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One aim:

Change the way how healthcare is
delivered for patients with rare
diseases

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected.
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. Change the way how healthcare is delivered
for patients with rare diseases

Knowledge
European and

partnership standards

Training
and
education
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. Change the way how healthcare is delivered
for patients with rare diseases

Knowledge
European and

partnership standards

Training
and
education
Monitor quality of
care
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. Change the way how healthcare is delivered
for patients with rare diseases

nnnnnnnnnnnnnnnn
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Adapt
measures

Knowledge
European and

partnership standards

Training
and
education

Monitor quality of
care
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[l ERN-RND —
EUROPEAN REFERENCE NETWORK FOR RARE NEUROLOGICAL DISEASES

* 68 expert centres in 24 EU Diseases covered
countries - Ataxia and HSP
« > 50.000 patients per year « HD and Choreas

(adults and paediatric)

 Dystonia, paroxysmal
disorders and NBIA

 Leukoencephalopathies

» Atypical parkinsonian
syndromes

* Frontotemporal dementia

ontain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 10
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Journal of Neurology
https://doi.org/10.1007/s00415-022-11412-4

ORIGINAL COMMUNICATION f")

Ghack for
updales

Dystonia management across Europe within ERN-RND: current state
and future challenges

Liesanne M. Centen'2( . David Pinter® - Martje E. van Egmond’? . Holm Graessner* . Norbert Kovacs® - Anne Koy® -

Belen Perez-Duenias® - Carola Reinhard® - Marina A. J. Tijssen'? - Sylvia Boesch’

Reported issues:

* Lack of a multidisciplinary approach to patients with dystonia

* Not enough awareness about dystonia as a disease in primary care
e Difficulty in access to genetic testing or specialized care

Suggested measures to be taken:

* National registries of dystonia patients

* A rehabilitation program tailored to fit the needs of dystonia patients
* More educational programmes for general neurologists

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected.
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. PATIENT PARTICIPATION IS KEY IN ERN-RND

What is a patient journey?

- Innovative info-graphical overview of patient needs in
the different stages of the disease

- Connects professional expert recommendation and
guidelines with patient needs

Why patient journeys?

- Working documents jointly developed and used by
patients and clinicians = identify gaps in care and
respective adaptation of care pathways to better meet
the needs of patients = First step toward systematic
patient engagement in the design of care pathways

Ot oumatof e Disses (2022} 17130 Orphanet journal of - Useful resource for patients, families, non-specialist
o clinicians, and the general public to understand the
care needs of people living with a rare neurological
L ® )
Development of a patient journey map g disease

for people living with cervical dystonia

Monika Benson'?, Alberto Albanese®, Kailash P Bhatia®, Pascale Cavillon®, Lorraine Cuffe®, Kathrin Kénig’,
Carola Reinhard®® and Holm Graessner*®"

s

23w European
Reference
Network
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PHASE
MAPPING

PATIENT'S AGE

#0 #1
PERSOMA
MEDICAL JOURNEY BECINS
3542
L2 15 OMETHING 15 HAPPENING WITH
MY BODY. | DOMT KHOW WHAT.'
vary paod :
® |
i
wary bad !
m — P i

Mt Lty 32 yeurs old, befors the onset of
the dissmcs
Demographic datz 38 pesrs okd, teacher,
middle income. Marmed o Ban, 48,
amphoyed elsctrcan 2 chidren, Sand 7
wears ool Thesy frve in & detsched howss in
the suburks of & lerger Eurcpesn city:
Psychography: francelly responsble as
shes marme mors than her husband Lilyis
shamys thens for smsnmne. Her mother is
shll elrem_her father recendly died of cancer.
She fesls responsioks for both har maother,
wiho & [rsing alone, snd hesr micther-res,
wihi suffers from the oreset of dementia
Hobibies: jogaging, resding, travelling,
sperrding tirres wiith the famiky.
Hab&s- busy socel ard working bfe, sleeps
oo [Ethe, eats mosthy heslthy food.

Personal goals: tirre for family end trese],
gt cart i neviurs mons often, go horss
nding.

‘Soclal ervirorement: pood relstianshio
with waork collesgues and n=ghbours, she
= liked by all.

Wishes & nesds: bo five 5 seif-determinsd
e waithi heer famnily for as long =5 possible.
DigRal hab®s: dne:hutwiﬂ'.fr‘iﬂ'nd:m]
Waksiop, mosthy sends phobos of femily
and herself. She usesthe irtemet mainkys for
herveork as & heacher, to resd the s and
for online chapping.

I don't know what ks happening with
iy beoddy, @nd miy husband and | are
both sinsdous. | el as ¥ | zm losirg my
Idenitity and my sportanetty, and I'm
afraid that my husband will stop kevirs
et

e

#2

A did it feel understood, 1=t was 2l
oo fast, | did not feel supported by my
meurdogst ard | did not f=e] resssured.
I remecied more timie, maons words to
Encourage me The neurokeglst taliked
o me aboart the BoNT treatment but
didin't mention anything about othesr

i )

Shex oftan usas her hand to kesp e head  Lilly's symptomes heve worsensd snd she

still When her strecs leved cabme dovwn
sk, the: symipfoms unfortunabely do not
disappear but ink=nsify so thet she can
e longer go jogging and nding and is on
sick leave fior o fow wesis.

riuttiple visits bo hear G0 whao presorbes
=trong pain kilers snd muscls relaoents,
mred refmrs b by different specsksts

izt Freguently suspected dsgnicess:
stress, nowchiokogical causes, hermimbed
diiz, tendonitis.

BATIENT

Exhiustion, erooety and uncertaindy
mn= corTibinesd over time with grest
Frustration with her doctors and
therapists who cannot find & cause for
hezr syrnptoms.

FAMILY/EMVIEDMMENT

Hier partner is very supportye and

nig mred tmkoss cwmsr sl thes rofes
che famls she can't do. Hier friends and
colesgues cannot urdersiand whist she
& suffering from and wonder ifLilly s
Parkinson's domace She feels as if nobody
s able to help her.

cannot k=ep her head still snd strasght
Her sheep quality is very poar, she s
depressad snd suffers from fatigue. Her
8 finally refers her o8 neurclogst
soecisbzed in dystonis who disgnoses
herwith “CO". She doss not recsfee Clsar
information abowt the disease or support
from the degriosng reurclogist. Inen
online article, she l=sms mone sbowt the
dismses and s trestment.

che s veny relieved to finelly have s
disgnioss At lask, she knows that she =
nntamnhnmm:luth-m
the di mnd the o ion with
her niswrcliogist, she can't really grasp
whist D m=ans for her life, because che
domen’t ke mmything about it Lilyis
disaproirted and sad thet there i ‘no nesl
cures” mnd that the s isblie options srs
dnugs and neurotoein, which only serve to
treat the symiptoms.
FAMILY/ENVIRDHMENT

Lithy's: Sty sind friends sre slso refesed
that the cavss of her symptoms has been
idenitified They fesl that Lily doasa't ke
ti0 spealk sbout i and sooept her ssshe
When her collesgues leann that che suffars
fromn C0, they empathise. But they don't
sl by urdErstard.

‘HOPIMG THE TREATHENT
WILL BRING MY LIFE BACK TO
HORMAL"Y

‘Befiore starting the tregtmient, it would
hawe heiped me Just to be fodd the truth
Iy My neuralogist, that the BoMT may
Theip 3 lot, 3 Itte or rok st 3ll. And what
furthes treatment might hedp?

DISCUSSED TREATMENT CRTIONS
WAITH PHYSECIAN

Lilly'"s rurclogist refers her tos

rmarvermesni disonder dinie whene

it is recormmsnded she get BoNT

ingections. The neurclopst elso sugpests
phiysothenagsy n sddition to the

irjections but diossni't d'ru:t hu"bn-a

TR

“Wh=n the followireg BoMNT Injections
[jafter the st Ingescition] did not work well, |
Iost all hops becsuss | was told | was the

only treatmient option'

by nEurolog st may rot by BoMT

Irjector and nok knoe mes a5 vwell

a5 my neurologist. There ks a lack of
eormmunieztion on how |Em fesling and

L Is eftectiely

START OF TREATMENT: BoNT
Injections

Ini the beginrinig, the EoiT trestm=nt
prowides Lilywith relief, but che
mpenerces ups and dosrs. Lily recefes
[har BoMT injections =wery 3 months, but

phyzotherapist wha is {ed

ebout dystonia. I-Endu'ml'mhnml:h
fior m physictherapist i her arss, o thst
id=aly spaciafizes in 0.

She often strupgles with fatigue which
is caused both by the painkillers and by
poor sleep quabty. She hopes that the
pain will get bether with time

IBATIENT
Lilly hopes that the trestment will

limitations n svensdey e She seoids
socmlising becmuse che can't stand the
glances of others.

Sormebmesshe cnes, feels angry, and has
oo fluctustions, asking harself sy m=?"
FAMILY/EMVIROHMENT

Lily is sumounded By her farnily, har friends,
nn:llnr-u:ﬂmulzulndmu ot of
support and understanding. A good frend
ercoursges her to contact & dysioris
satfh=p proun where che lesms sbout
the mportanoe of pychothempeutic
support ard l:_u:mu'ﬂ'l: contsct deteis of
pevchotherspicis.

pheses and bad pheses with anxisty srd
deprassion.

FAMILY/EMVIROMMENT

#5

LIVIMEC WITH €D AMD
THE TREATHEMNT[S)

= &k

THOW | MUST LEARM TO LIVE
WITH IT. | HAVEN'T GOT A
CHOCEY

:

"I's 3 dally Joumney, 3 dally fight.
Diystonila s a part of me, but I'm not
ol a patient Ilving with CO and e

b=arnad to Iook at myssif and the warkd
around me dfErenty

TREATMENT STRATEDY

Lilly has often taken sick keave during
oad phsses. Lily's trestmsnt strategy s
rrudtidisc plnary: BodT injected by an
sxperenced newrologist, chysotherspy,
moupunciure, pamkiler pel applicaton
mhmlnmm‘thﬂmmlm
qdl'lu] Femaitiry dist,

lazami nes and howeyer,
there is no cznitral care coodinator and
Lily = often heft to find alli=d heslthcans

ionals (=9, physiotherepist] on

her owmn

BATIENT
Today, Liky doss not Iuveﬂt ml'ne_pub

nﬂlfﬂi‘muﬂl‘mhﬂuﬂhnﬂ:ﬂ:‘tt
&plx::p.d‘nemdni:i‘ul:riﬁm
and resfises do

lomger
Sormetirnes Fe forgets that chs = not ths
sarne permn as before.
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. DISEASE KNOWLEDGE PEFINITION AND PAROXYSMAL DISORDERS |
» Full definition of Dystonia

« Full definition of NBIA » Centres and contact details for Dystonias and NBIA

 Diagnostic flowcharts

® Disea Se Sca Ies EDUCATIONAL WEBINARS CARE STANDARDS - DIAGNOSIS

» Paroxysmal dyskinesias by Giovanna Zorzi Diagnostic flowchart for Dystonia
- - » Genetic dystonia and treatment by Sylvia Boesch ET= English
o G u I d e I I n eS » Treatable dystonias & dystonia in inborn errors of metabolism by
Tom de Koning Diagnostic flowcharts for Paroxysmal Disorders

« Clinical evaluation of dystonia by Kailash Bhatia B English
» Ultrasound diagnostics for cervical dystonia by Tobias Bafimer
» RCT on intrathecal baclofen in dystonia by Laura Bonouvrié

CARE STANDARDS - CLINICAL RATING CARE STANDARDS - THERAPEUTIC
SCALES ALGORITHMS
Clinical Rating Scales for Dystonia Therapeutic algorithms for dystonia
EFE English . ER8 English :
Clinical Rating Scales for NBLA Therapeutic algorithm for paroxysmal disorders
B English EF2 English
CARE STANDARDS - GUIDELINES PATIENT JOURNEY
» Guidelines for Dystonia Patient Journey - Cervical dystonia
« Guidelines for NEIA BE English

A patient journey map for people living with cervical dystonia
EF2 English

Patient Journey about dystonia here as a flyer
EE8 English

European

Reference
ae' Network
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REVIEW

Dystonia in children and adolescents: a systematic
review and a new diagnostic algorithm
Martje E van Egmond,’ Anouk Kuiper,' Hendriekje Eqgink," Richard J Sinke,?

Oebele F Brouwer," Corien C Verschuuren-Bemelmans,” Deborah A Sival,?
Marina A J Tijssen,’ Tom J de Koning®>

European

PRI Reference
Diagnostic algorithm of dystonia in children and adolescents .; 0' Network

for rare or low prevalence
complex diseases
. : no Diagnostic work-up aimed at & Network
Step 1. Is it dystonia? > dystonia mimic (Table 1) or at Meurological Diseases
other movement disorder (ERN-RND)
yes
\
Step 2. Could the dystonia be yes 2 Stop drug,
medication-induced or be caused “| if possible start detoxification
by toxic agents? (Table 2)
Diagnostic flowcharts for
no
\ 4 .
Perform brain MRI ‘ DYS'EOH 1a:
& (1) In adults
Step 3. Obvious clues —)‘yes Specific diagnostic work-u | i
for other forms of acquired P 9 P (2) In Chlldren & ad0|escent5
: End t
dystonia? (Table 3) naorsemen
- h 4
’ Cause identified? |
no yes
v \ 4 \ 4 Published by ERMN-RND: 11" February 2019
Step 4. Perform recommended biochemical investigations If possible:
(Table 4) aimed at treatable IEMs (Supplement 3), start treatment
and start levodopa trial

and

Step 5. Next-generation sequencing (Supplement 1)

www.ern-rnd.eu

European

Reference

Network

for rave or low prevalence
5

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 18




. IMPROVED DIAGNOSIS THROUGH BETTER QUALITY OF NGS-BASED
DIAGNOSTICS

 Evidence-based process
- EMQN: iterative check for quality of NGS diagnosis
- Identify instruments that are used for NGS diagnosis
* Collect expert opinion
 Guideline development

Instruments

Experts

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 19
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. VIRTUAL CASE DISCUSSIONS — THE CLINICAL PATIENT MANAGEMENT SYSTEM - CPMS

 Multidisciplinary online case discussions in a secure online environment
 Unsolved cases
« Case management of complex cases

- Care pathway via expert centres

Visit to primary Referral to Referral to : Referral to EU-wide
care physician specialist ERN expert centre : virtual CPMS case
discussion

=i
%h.in Re

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 20
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. GUIDELINE DEVELOPMENT

Systematic Review and Expert Recommendations
,DBS as a therapeutic option in monogenic dystonia“

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 21
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Jll ERN-RND REGISTRY

« RND registry Minimal data set
- In near future: All patients seen in ERN-RND 5:::‘3:2"’:"1
e, data set
Availability of patients Patient status
Disease group specific Date of death
Diagnosed vs. undiagnosed First contact with specialized centre
*According to the "Set of common data elements for Rare Diseases
Registration" aiming at increasing interoperability of RD registries.
https://eu-rd-platform.jrc.ec.europa.eu/set-of-common-data-elements_en b
OMIM code
HPO code
Consent for reuse of data
« Collaboration with registry for DBS in paediatric Biological sample
Dystonia patients, hosted in Cologne, Germany Classification of disabili

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 22
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. WORKING GROUP PAEDIATRIC ISSUES

 Paediatric expertise for rare neurological
diseases

* Transition %

» Paediatric scales: Which? When?
Where? What?

Your contribution is highly
appreciated, please getin
contact with us!

Supporting partner status
for individual experts.

:m - This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 23
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. WORKING GROUP NEUROREHABILITATION

« Neurorehab expertise for rare neurological
diseases

 ICF... core-set development
« Endorsement of neurorehab guidelines
» Telerehabilitation

 Auditory walking signals as early signs for rare
neurological diseases

Your contribution is highly
appreciated, please getin
contact with us!

Supporting partner status
for individual experts.

w:, . This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 25
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DISEASE MANAGEMENT/
TREATMENT
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\ European
A Reference
es0’ Network

for rare or low prevalence
complex diseases

... AGAIN...

- Disease knowledge — therapeutic algorithms
* Transition
. . Therapeutic Algorithm for
¢ CPMS case d|SCUSS|OnS focal and generalized
dystonias

Guideline development

Published by ERN-RND: 18™ September 2019

Received: 8 April 2021 | Accepted: 27 Januacy 2022

DOE 10.1111/ene 15267

CONSENSUS STATEMENT ——— e

European Academy of Neurology guidance for developing
and reporting clinical practice guidelines on rare neurological
diseases

Katina Aleksovskal*3 @ | Teia Kobulashvili* | Joao Costa®® | Georg Zimmermann®®7 |
Karen Ritchie® | Carola Reinhard®!® | Luca Vignatelli''® | Alessandra Fanciulli?® |
Maxwel Damian’*® | Lucia Pavlakova' | Jean-Marc Burgunder'*o |

Svetlana Kopishinskaya'® | Martin Rakusa'’ @ | Norbert Kovacs®!® |

Fusun Ferda Erdogan' | Lori Renna Linton?® | Massimiliano Copetti?! |

Costanza Lamperti?? | Serenella Servidei”® | Theresina Evangelista®*? |

Segolene Ayme? | Davide Pareyson?’ @ | Johann Sellner®®® | Christian Krarup?3® |

Marianne de Visser’» @ | Peter van den Bergh®@ | Antonio Toscano® |
Holm Graessner’'® | Thomas Berger®® | Claudio Bassetti*® | Marie Vidailhet®* |
Eugene Trinka*?’3® | Guenther Deusch®® @ | Antonio Federico®*® | Maurizio A. Leone?®

*uropean Academy of Neurology, Vienna, Austria
25C Neurology, Department of Emergency and Critical Care. Fondazione IRCCS ‘Casa Sollievo defla Sofferenzs’, San Giovanni Rotondo. ftaly
Sclinic ot Neurology, Medical Faculty, 2. Cyril and Methodius University, Skopie, N. Macedonia

“Department of Newrology. Y spital. 3 ERN EpICARE. Salzburg. Austria
European
W Reference
Network
for rave or low pravalence
R This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 27
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. DBS IN DYSTONIA AS HIGHLY SPECIALISED SERVICE

Deep Brain Stimulation in Dystonia
Activities in ERN-RND

Assessing
care

Journal of Neurology (2023) 270:797-809
hitps://doi.org/10.1007/500415-022-114124

ORIGINAL COMMUNICATION

anunn® s
Dystonia management across Europe within ERN-RND: current st& eurnt” 2

and future challenges

Liesanne M. Centen'® . David Pinter® - Martje E. van Egmond"2- Holm Graessner?- Norbert Kovacs® - Anne Koy® -

Belen Perez-Duefias® - Carola Reinhard* - Marina A. J. Tijssen'2 . Sylvia Boesch” We bl nars
Received: 19 July 2022 / Revised: 28 September 2022 / Accepted: 29 September 2022 / Published online: 6 October 2022 >

©The uthrt 2022 Open internal,

Abstract ) ) ) ) multidisciplinary

Background Since the first Europ d of dystonia in 2016, several efforts have been made to

improve dystonia-care. One of these was the development of the Dystonia Discase Group s a part of the European Reference H H

Network for Rare Neurological Diseases (ERN-RND) that implemented several initiatives based on the recommendations d Iscussions fro m

made in 2016.

DBS expert centres

Clinical
exchanges

Monitoring

This pi

Registry
]




. DBS IN DYSTONIA AS HIGHLY SPECIALISED SERVICE

-

.-
L

L]

Open internal,
multidisciplinary
discussions from

DBS expert centres

Assessing
care

Journal of Neurology (2023) 270:797-809
hitps://doi.org/10.1007/500415-022-114124

ORIGINAL COMMUNICATION

Dystonia management across Europe within ERN-RND: current st&
and future challenges

Liesanne M. Centen'® . David Pinter® - Martje E. van Egmond"2- Holm Graessner?- Norbert Kovacs® - Anne Koy® -
Belen Perez-Duefias® - Carola Reinhard* . Marina A. J. Tijssen'~ . Sylvia Boesch”

Received: 19 July 2022 / Revised: 28 September 2022 / Accepted: 29 September 2022 / Published online: 6 October 2022
‘©The Author(s) 2022

Abstract

Background Since the first Europ ids ion of dystonia in 2016, several efforts have been made to
improve dystonia-care. One of these was the development of the Dystonia Disease Group as a part of the European Reference
Network for Rare Neurological Diseases (ERN-RND) that implemented several initiatives based on the recommendations
made in 2016.

Disease
management via
CPMS

Virtual online case
discussions in CPMS

Monitoring

,he knowledge
travels, not the
patient”

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 32
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. DBS IN DYSTONIA AS HIGHLY SPECIALISED SERVICE

Webinars

Journal of Neurology (2023) 270:797-809

Assessing
Lt care

Dystonia management across Europe within ERN-RND: current st&
and future challenges

Clinical

Liesanne M. Centen'® . David Pinter® - Martje E. van Egmond"2- Holm Graessner?- Norbert Kovacs® - Anne Koy® -
Belen Perez-Duefias® - Carola Reinhard* . Marina A. J. Tijssen'~ . Sylvia Boesch”

Received: 19 July 2022 / Revised: 28 September 2022 / Accepted: 29 September 2022 / Published online: 6 October 2022

©The Author(s) 2022

Abstract

Background Since the first European-wide evaluation of dystonia management in 2016, several efforts have been made to

improve dystonia-care. One of these was the development of the Dystonia Disease Group as a part of the European Reference

Network for Rare Neurological Diseases (ERN-RND) that implemented several initiatives based on the recommendations

made in 2016.

Monitoring ) t_ L

exchanges

This presentation is owned by the ERN and may contain information that is confidential, proprietary or otherwise legally protected. 13 December, 2024 33

Registry
]




. ERN-RND WHAT IS IN THERE FOR YOU?

EEl - v s e

23 May 2023, 3 Fr.on[otempor.?:l déu‘.e.r.l 1avs Tim van Langenhove University Hospital Ghent, Belgium | ERN-RND
- 4pm CET primary psychiatric disorders
[} [] N y —
. 13. June 2023, 3 Dissecting Fahr's disease Amit Batla and e Institute of Neurology, University ERN-RND
- 4pm CET Francesca Magrinelli | College London, UK
° 20.June 2023, Haematnpr{leuc Stemn Cell Jérn-Sven Kiihl University Hospital Leipzig, ERN-RND
n e u rO O g I C a a n n e u rO m u S C u a r i [e— - 1
2 203 Huntington disease: new insights veL 5 Institute of
. 7-June 2023, | o molecular pathogenesis and Sarah Tabrizi Queen Square Institute o ERN-RND
d 3 -4 pmCET N Neurology, London, UK
I S e a S e S therapeutic opportunities
6. July 2023, Cardiac Involvement in
July 3k N Karim Wahbi APHP Hospital Cochin, Paris, France | EURO-NMD
-5pm CET Neuromuscular Diseases
12, September P .
g g 2023,3- 4pm | Friedreich Ataxia Kathrin Reetz ~University Hospital Aachen, ERN-RND
. Germany
-— CET
Neuropsychological assessment in
26. September ) N ~ .
primary progressive aphasia — . Erasmus Medical Center Rotterdam,
2023,3-4pm ) ) . Lize Jiskoot ERN-RND
. recommendations and pitfalls in Netherlands
u ro pea l | Ca e I I ly O eu ro Ogy cimialpractice
Reference Centre for ?
Leukodystrophies, Universi
10. October N . N : " ¥ N s ¥
L[] 202 L Advanced therapies and clinical Caroline Sevin & Hospital Bicetre, Paris, France & ERN-RND
. L] CE‘[‘3’ 3-4pm trials in Leukodystrophies Nicole Wolf Amsterdam Leukodystrophy Center,
. VUMC- Amsterdam University
Medical Centers, Netherlands
i7.Ocgber | Neuo-oplithelnologica S [ —— .
3,3 - 4pm | presentations .o 1__1_e ‘atiana Brémova: Hospital Bern, Switzerland
CET neurometabolic diseases
24. October Newborn screening in N 5 University Hospital Tibingen,
2023,3- 4pm Lucia Laugwitz ERN-RND
lenkodystrophies Germany
CET
o b
L 9- November University Hospital RWTH Aach
X 2023, 4-5pm | Pathology of Peripheral Nerves Joachim Weis miversity Hospi I | EURO-NMD
F CET Germany
VAl /
November Diagnostic workup and prognostic University of Bologna, IRCCS
e o P and prog Giovanna Calandra versity &na :
2023,3-4pm | implication for sleep disorders in Buonaura Institute of Neurological Sciences, | ERN-RND
CET atypical parkinsonisms Bologna, Ttaly
Focus: _ . N
. i 2 2 2 . 5 2 s ; 05.December | Diagnostic workup for genito- Azienda USL di Bologna, IRCCS
Neurorehabilitation Advanced Therapies Paediatric Clinical Studies Deep Brain Stimulation 2023,3 - 4pm | urinary dysfunctions in atypical Pietro Guaraldi Institute of Neurological Sciences, ERN-END
CET parkinsonism Bologna, Italy
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ll STAY INFORMED ABOUT OUR ACTIVITIES

Newsletter
« Twitter

» Facebook
 Linked In
* YouTube

Welcome to ERN-RND

YOUR NETWORK FOR RARE NEUROLOGICAL DISEASES IN EUROPE

The ERN-RND is a European Network established by the EU to support patients and families
affected by rare neurological diseases (RND) which requires much specialised knowledge, treatment and
resources.

Some diseases ate so rare that the necessary knowledge might not be available in the patient’s nearest
health centre or country. The patient doesn’t travel but knowledge does. Specific information about the
diseases ERN-RND covers can be found in the Disease Knowledge section.

European Reference Networks (ERNs) are virtual networks connecting healthcare professionals around
Europe with expertise in rare diseases which allows them to discuss a patient's diagnosis and care, with
their consent, via an online IT platform called the Clinical Patient Management System (CPMS).

ERN-RND unites 64 of Europe’s leading expert centres and 4 affiliated partners in 24 European countries
and includes highly active patient organisations. Centres 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.

\ ERN-RND supports Rare Disease Day

Rare Disease Day is the official intemational
awareness-raising campaign for rare diseases

which takes place on the Last day of .read more »
Disease Knowledge Online case discussion Expert Centres

www.ern-rnd.eu/news/newsletters/
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