Early Diagnosis and Treatment of Familial Hypercholesterolemia

The VRONI study



Familial Hypercholesterolemia (FH) Vroni é?f
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FH Is a common disease!
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Early diagnosis by measuring LDL-Cholesterol Vr0n| tﬂf

> Who?

» Every child in Bavaria, voluntary and free of charge

> When?

» Aged 5-14 years, in the context of regular preventive checkups (U9-
J1)

> How?

» 200ul of capillary or venous blood
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VRONI database

Screening: Bavarian children aged 5-14 years

Paediatrician

Laboratory Negative result:

S Informed
LDL-Cholesterol
consent Blood measurement LDL-C < 130 mg/dl

sample

Children with FH mutation(s)

Follow-up visits Further diagnostics

Paediatric cardiologist

Specialized training
center

VRONI study center: Data Management, organisation and

administration



FH, so what!
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Medical care by pediatricians Specialized Training center
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VRONI ... .the cool kid" Vron: L?f

Information booklet:

g VrONI Homepage: myvroni.de

VRONI - my I|fe W|th FH!

Die Vroni-Studie

»SCREENING FUR UNS KINDER
IM ALTER VON 5-14 JAHREN!*

Herzlich willkommen auf myvroni.de

Die Vroni-Studie
Herzinfarkt mit 35? Ohne mich!

Bayernweites Screening auf Familidre
Hypercholesterindmie

Hier findest Du alle Informationen und Tipps zum Thema
Familigre Hypercholesterindmie (FH) sowie zum VRONI-
CHECK, dem bayernweiten kostenlosen FH-Screening bei
Deinem Kinder- und Jugendarzt.

FAMILIARE ... WAAAAAS? MEIN LEBEN MIT FH!
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VRONI Milestones VrOni ‘Eg,f

Database
Studydocuments first Iteration .
Data Protection
V1.0
i : First samples
| BVK J PR-campaign
Ethical cooperation Vroni-Kick off

approval Webinar

2018

Training _ _ Starter Pakages
GEKO concept Vroni-Information goes to doctors
booklet
Legal CaRe High Press releases
Examinations Cascade Screening
Studydocuments Sample Monitoring

Revison
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VRONI Infrastructure Vroni

Contributing centers
(O Lifestyle center
@ Pediatric cardiologist
. Pediatrician
Sequencing center

‘ VRONI main office

VroniPlus
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VRONI Network

DigiMed Bayern - BioM
Projektmanagement
Dr. Jens Wiehler

Dr. Ruoyu Sun

DHM Labor
Laborleitung:

Prof. Dr. med. Stefan
Holdenrieder
Leitung Biobank:

Dr. Michaela Sander
MTLA:

Ines Gall

Humangenetik
Helmholitz Zentrum
AG Leiter:

Dr. Holger Prokisch
Mitarbeiter:

Dr. Peter Lichtner
Dr Eckstein

Lea Dewi Schlieben
DNA Labor:

Gertrud Eckstein
Elisabeth Graf

DNA Interpretation:
Tim Strom

Mathias Wagner
Riccardo Berutti

DHM Projektmanagement Drittmittel
Manuela Decker
Michaela Frint

DHM Vroni-Team - Vroni-Studienbiiro
Studienleitung:

Prof. Dr. med. Heribert Schunkert

Dr. med. Veronika Sanin

Stellv. Studienleitung:

Dr. med. Sara Ates

Dr. med. Raphael Schmieder
Studienassistentin:

Tina O’'Hehir

Vroni-Datenbank - Bitcare GmbH
Dr. Florian Kohlmayer
Andreas Lehmann

Interessenvertretung KJA - BVKJ-Service
GmbH

Vertreter KJA:

Dr. med. Georg Leipold

Verwaltung:

Elisabeth Reineck

Abrechnungsdienstleister KJA -
Helmsauer-Curamed
Markus Gotz

Werbeagentur - Fantastic
Designement GmbH
Michael Rasch

Pressearbeit - MC Services AG
Eva Bauer
Julia von Hummel

Druckerei - MXM Digital Service
Yashi Heran
Belina Biegel

Kaskadenscreening Eltern -
CaRe High Register
Vorstand:

Prof. Dr. Winfried Marz
Projekileitung:

Dr. Ira an Haack

Klinischer Monitor:

Christine Stumpp

Sozialwissenschaftliche
Begleitstudie

Projektleitung:

Prof. Dr. Oliver Dimbath
Studiendurchfuhrung:
DiplL.-Sozialwirt. Arne Dreliler

Vroni 3

i

Ethik
Forschungsdekan:
Prof. Dr. Reiner Anselm
Mitarbeiterin:

Dr. Therese Feiler

Patientenorganisation
CholCo e. V.
Vorstandsvorsitzende
Michaela Wolf

Vroni-Plus Schulungszentrum
kbo-Kinderzentrum Miinchen
gemeinniitzige GmbH
Arztlicher Direktor - Lehrstuhl-
inhaber fur Sozialpadiatrie:
Prof. Dr. Volker Mall
Mitarbeiterinnen:

Dr. rer. hum. biol. Ina Nehring
Dr. phil. Anna Friedmann

PD Dr. Cornelia von Hagen

M. Sc. Katharina Appel
Catherine Dahlem
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VRONI present status Vroni L%

295 participating pediatricians

1150 children enrolled

112 with LDL >130 mg/d|I

295 particpating pediatricians __
~

| sisochidrenenvolled
N

| 112 vith DL>130 me/dl
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Sample number over time
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VRONI Aims Vron: 2’;”

= Early diagnosis and treatment reduce risk for early

atherosclerotic manifestations
= Establish Cascade Screening to detect other relatives

= Evaluate the feasibility of population-based-screening for

FH in children

= |dentification of new FH-Mutations

» Improve managment and treatment of FH in patients
to prevent manifestation of atherosclerotic disease!
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Outlook Vroeni

ECONOMIC
ASPECT

Decrease of heart attacks and
hospitalization

Integration of FH-Screening in
standard care
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EDUCATION

Healthy lifestyle with FH

FH-Booklet

RESEARCH

Detection of new FH mutations
VUS: Functional examinations

PREVENTION

Early diagnosis and
treatment reduce
cardiovascular risk
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Vronl

Deutsches Herzzentrum Miinchen

g5 Freistaates Bavem
KIinik an der Technischen Universitat Mdncher Tu."

LV, (?,\r’_) DigiMed

Berufsverband der

Kinder- und Jugendarzte e.V. :}. BHVE r“

gefordert durch

m Lehretu i Soamdiatic Bayerisches Staatsmu:usterlum far
Technische Universitit Miinchen Gesundheit und F’flege




Together against Hypercholesterolemia !!!




