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Based on Pre-pandemic International Data, in Germany, the Independent IQWIG
Estimated up to 90,000 (of 9 Million) School-aged Young People with ME/CFS’

1 Institute for Quality and Efficiency in Health Care (IQWIG), 2023:
4ZD:p3ri7|02023 https://www.iqwig.de/download/n21-01_me-cfs-aktueller-kenntnisstand_abschlussbericht_v1-0.pdf

UK (age 11-16 years; NICE 2007): 0.98 % (95 %-KI: [0.65; 1.41] (Crawley 2011)
USA (age 5-17 years; Fukuda 1994, Jason 2006, IOM 2015): 0.75 % (95 %-KI: [0,54; 0.96]) (Jason 2020)
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The German Federal Ministry of Health (BMG) Announced Public Funding for
Projects Addressing Long COVID and Long-COVID-like Diseases in Young People
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Richtlinie

des Gemeinsamen Bundesausschusses

liber eine berufsgruppeniibergreifende,
koordinierte und strukturierte Versorgung fiir
Versicherte mit Verdacht auf Long COVID und w | fi Gomunahett
Erkrankungen, die auf eine chnliche Ursache
oder Krankheitsauspragung aufweisen
(Long-COVID-Richtlinie/LongCOV-RL)

Offentliche Férderrichtlinie des
7 \ 5 A Bundesministeriums fiir Gesund-
LONGCOVID =) [ o Boce AT 08052024 B heit (BMG) zum Thema

in Kraft getreten am 9. Mai 2024

»Modellmafinahmen zur Versorgung von Kindern und Jugend-
lichen mit Long COVID und Erkrankungen, die eine dhnliche
Ursache oder Krankheitsausprdgung aufweisen“

 Significant number of children and adolescents affected
» High risk due to age-specific vulnerabilities and psychosocial needs verbffentlicht am 25.07.2024
- Significant impact of young people's health on well-being of the society R

» Lack of spezialized healthcare and research structures
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Four ,Model Measures for the Care of Children and Adolescents with Long COVID
and Diseases with a Similar Cause or Manifestation” Have Been Granted, 45 Mio €

NGK4Family

Innovative project to support
and develop resilience
through self-help/self-
regulation for families of

severely and very severely
affected children and
adolescents with LC and
ME/CFS

Soleil Volkl
and NichtGenesenKids e.V.

PedMYCVAC - Follow-up

Prospective detection of
vaccine-associated
myocarditis
of children and adolescents
after vaccination with
mRNA COVID-19 vaccines

Franziska Seidl, Chaité

COVYOUTHdata

Recognizing, understanding
and managing the long-term
consequences of COVID-19 in
children and adolescents
at an early stage

Nina Timmesfeld, Bochum
Ingo Mayer, KdIn

PEDNET-LC

Pediatric network
for medical care and research of
post-acute sequelae of
COVID-19 (PASC), similar post-
acute infection and vaccination
syndromes (PAIVS) and ME/CFS
(41 Mio €)

PEDNET=LC

Berlin, May 12 2025
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Project Aims and Partner Institutions @

PEDNET-LC ——

PEDNET-LC will use, evaluate and further develop
knowledge, experience, and infrastructure
to establish sustainable, state-of-the-art care & research
for Long COVID-like diseases (LC)
in adolescents and children

» 20 Interdisciplinary ,Comprehensive Care Center for LC* (CCC-LC)

» 2 Pediatric Pain Clinics

» 3 Pediatric Rehabilitation Clinics

» 8 Research Institutes (Medical Informatics, Health Services Research)

» Health Insurances (Barmer, AOK BY, AOK NO)
Professional Associations, Patient Organizations,
ME/CFS Foundations
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Focus on Complex LC with Participation Deficit, PEM and/or ME/CFS

Post-acute sequelae of SARS-CoV-2
Post-COVID-19 conditions
Post-COVID-19 syndrome
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Post-hospitalization
syndromes
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Post-ICU syndrome
Deconditioning
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Exacerbation of pre-existing
medical condition

Incident medical
diagnoses

Examples Examples
Worsened diabetes Pulmonary embolism
Worsened lung disease Stroke
Worsened headache disorder Myocardial infarction
Worsened ME/CFS Autoimmune disorder

]

New or worsened symptoms
not explained by known
medical condition

X

Example
Long COVID symptoms
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Work packages .
PEDNET-LC
1  Multi-disciplinary/professional Project Steering: Coordination, Networking, Public Relations, Map of Services et al.
2 Participation: Patient, Parent, and Public Involvement (PPPI)
3 National CCC-LC: Evidence Research, Knowledge Translation (e.g.SOPs, Guidelines, Education Programs), Expert Board
4 Federal CCC-LCs: Tertiary Centers, SPZ, Telemedicine, SAPV-KJ, SMN, Education Programs, Federal Expert Boards
5 School: Education of School Staff, Screening for LC, Evaluation
6 Telemedical Infrastructures: Cross- and Intra-sectoral medical communication (PadExpert®, telemessenger)
7 Research Infrastructures: Clinical Trial Office, REDCap Screening CRF, Registry, Biobank
8 Registry-based Studies: Analyses of Routine Data, Patient Perspectives, Lung Function, Sleep, cMRI, Genetics
9 Perspectives of Healthcare Providers: Surveys, Interviews, Workshops
10 Health Economic Analyses: Linkage of Registry Data & Health Insurance Data
SPZ- Socal Pediatic Conters, SAPV-KJ: Speciaised Outpatient Palatve Care for Chicren and voung People, SMN: Social-Medical Follow-up Care (Bunte Kreise
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Patient Recruitment, Screening, and Admission to CCC-LC
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Patients get
E-Mail contact
from the responsible

Federal CCC-LC
depending
on their ZIP Code

The CCC-LC will send digital CRF in REDCap
to patients and use CRF data for a) screening
to decide about admission, and b) preparing
needs-based diagnostics prior to admission

REDCap data will be imported into the
PAIVS-MECFS registry to be used for
medical care and research
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Mother Registries, PAIVS-MECFS Registry and PAIVS-MECFS Biobank .'@

PEDNET-LC ——

PAIVS-MECFS-Registry

[N I Ny Ny I

Supports collection of standardized, harmonized routine data
Integrates patient-reported data from REDCap CRF
Collects multiple data from medical visits

Provides a large dataset for registry-based studies

Includes data from patients with a) all types of LC or
b) with similar symptoms, but differential diagnosis

PAIVS-MECFS-Biobank
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Biﬂbank ...
st BioBankDresden
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The German Multicenter Registry for ME/CFS (MECFS-R)

Hannah Hieber 1'*, Rafael Pricoco 12+(), Katrin Gerrer !, Cornelia Heindrich 209, Katharina Wiehler ,
Lorenz L. Mihatsch (9, Matthias Haegele !, Daniela Schindler , Quirin Donath !, Catharina Christa 105,
Annika Grabbe !, Alissa Kircher !, Ariane Leone !, Yvonne Mueller !, Hannah Zietemann !, Helma Freitag 200,
Franziska Sotzny 200, Cordula Warlitz I, Silvia Stojanov 3, Daniel B. R. Hattesohl , Anna Hausruckinger I,
Kirstin Mi 1, Carmen i gen 241 ® and Uta Behrends 145+t

MECFS Registry ey

MRI Chronic Fatigue Center for Young People (MCEC), Pediatrics, Children’s Hospital, TUM School of
Medicine and Health, Technical University of Munich, 80333 Munich, Germany;

‘hannah.hieber@tum.de (H.H.); rafael. i.tum.de (RP); I i tum.de (LLM)
Institute of Medical Immunology, Charité-Universititsmedizin Berlin, Corporate Member of Freie Universitit
Berlin and Humboldt-Universitit zu Berlin, Augustenburger Platz 1, 13353 Berlin, Germany

MRI Chronic Fatigue Center for Young People (MCFC), Child and Adolescent Psychosomatics, Children’s
Hospital, TUM School of Medicine and Health, Technical University of Munich, 80333 Munich, Germany

Rundecminictori Germ: iation for ME/CFS, 20146 Hamburg, Germany
* Ahei ® German Center for Infection Research (DZIF), 81675 Munich, Germany
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‘These authors contributed equally to this work.

RESEARCH

memsrommmomaname - MuUlticenter Long Covid Registry (MLCR)

Pediatric and adult patients with ME/CFS following COVID-19:
A structured approach to diagnosis using the Munich Berlin Symptom
Questionnaire (MBSQ)

Laura-Carlotta Peo' - Katharina Wiehler' - Johannes Paulick’ - Katrin Gerrer' - Ariane Leone' - Anja Viereck' -
Matthias Haegele' - Silvia Stojanov? - Cordula Warlitz' - Silvia Augustin' - Martin Alberer’ - Daniel B. R. Hattesohl* -
Laura Froehlich® - Carmen Scheibenbogen® - Leonard A. Jason® - Lorenz L. Mihatsch' - Rafael Pricoco'* -

Uta Behrends'”
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Kick-Off May 06 2025 in Berlin giis

PEDNET-LC ——
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Thanks to the Steering Committee, Partners, and Scientific Advisory Board .@

PEDNET-LC ——

Pl Pediatrics

U. Behrends (Munich, TUM), F. Brinkmann (Libeck, UK), H.S. Dafsari (KoIn, UK), C. Dohna-Schwake (Essen, UK), R. Elling (Freiburg, UK), E. Hamelmann (Bielefeld, UK), J.P.
Haas (GAP, Schmerz), F. Heinen F (Munich, LMU), M. Kabesch (Regensburg, BB), A. Kaindl (Berlin, Charité), T. Langer (Freiburg, UK), S. Lau (Hannover, MHH), M. Lauten
(Bremen), M. Nathrath (Kassel), M. Knuf (Worms), T. Langer (Freiburg, UK), A. Meyer-Bahlburg (Greifswald, UK), A. Muntau (Hamburg, UKE), K. Poplawska (\Wangen, Reha), H.
Proquitté (Jena, UK), A. Redlich, Magdeburg, UK), M. Schebek (Bruchweiler, Reha), J. Spiegler (Wurzburg, UK), N. Tépfner (Dresden, UK), D. Vilser (Neuburg, Ameos), M. Wetzke
(Hannover, MHH), B. Zernikow B (Datteln, Schmerz), M. Zemlin (Homburg, UK)

Pl Child and Youth Psychiatry and Psychosomatics

0. Albayrak (Hannover, MHH), S. Bender (K&In, UK), C. Beste (Dresden, UK), M. Dupont (Bremen), H.H. Flechtner (Magdeburg, UK), C. Fleischhacker (Freiburg, UK), S.
Horndasch (Bielefeld, UK), M. Huss (Mainz, UK), S. Kandsperger (Regensburg kbo), M. Kéich (Rostock, UK), T. Kowala (Kassel), S. Mayer ( Neuburg), E. Méhler (Homburg/Saar,
UK), M. Romanos (Wurzburg, UK), G. Schulte-Kérne (Munich, LMU), J. Seitz (Essen, UK), S. Wiegand-Grefe (Hamburg, UKE), S. Winter (Berlin, Charité), F. Zepf (Jena, UK)

Pl Research

S. Brandstetter (Regensburg, Uni), M. Boeker (Munich, TUM UK), S. Burock (Berlin, Charité), F. De Bock (Berlin, Charité), G. Ernst (Hannover, MHH), M. Glattacker (Freiburg, UK),
C. Jung-Sievers (Munich, LMU), M. Keller (Passau, PAD), F. Kohlmayer (Bitcare GmbH), S. Kuhn (Marburg, UK), C. Lortz (BVKJ GmbH), A. Nieters (Freiburg, UK), A. Podeswik
(BVBK e.V.), E. Rehfuess (Munich, LMU), G. Sarganas Margolis (Berlin, RKIl), T. Sauer (Passau, Uni), S. Schmidt-Schuchert (Greifswald, Uni), M. Sedlmayr (Dresden, UKD),

L. Sundmacher (Munich, TUM)

Cooperations Partners

G. Berg (BKJPP e.V.), C. Bronner (AKM: SAPV-KJ, SN), S. Englbrecht (El ME/CFS e.V.), G. Ernst (KomPAS e.V.), U. Felderhoff-Miiser U (DGKJ e.V.), U. Gitmans (DGAAP e.V.),
D. Heinicke (Kreischa, Reha), J. Heydecke J (MERF), M. Hubmann M (BVKJ e.V.), M. Klein (BAG KJPP e.V.), D. Kéder-Yanguoru (LCD), N. Kriiger (LVS), P. Lang (Tlbingen, UK),
L. Lange-Riechmann L (Fatigatio e.V.), T. Liicke (Bochum, UK), V. Mall (DGSPJ e.V.), U. Marschall (BARMER), S. Musch (DG ME/CFS), W. Ritter (BHAV e.V.), M. Romanos
(DGKJP e.V.), B. Sawitzki (Berlin, BIH), T. Tenenbaum (DGPI e.V.), D. Vilser (ALC e.V.), S. Vélkl (NGK e.V.), C. Wagner C (AOK BY), R. Weidenhammer (WZS)

Scientific Advisary Board

D. Buonsenso (IP4C, Rom, ltalien), J. Hauer (Miinchen), K. Hoffman (Wien, Osterreich), L.A. Jason (Chicago, USA), D. Nadal (Ziirich, Schweiz), U. Ravens-Sieberer
(Hamburg, NUM CoverChild), R. Rowe (Baltimore, USA), S. Scheibenbogen (Berlin Charité, NKSG), A. Scherrer (Zirich, Schweiz), G. Schmidt (Miinchen, AKEK)
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Thank you for Your Attention !
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