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REGISTRY jest to obserwacyjny, prospektywny, wieloosrodkowy,
populacyjny projekt badawczy Europejskiej Sieci Choroby
Huntingtona (EHDN) dotyczacy choroby Huntingtona (HD). Celem
badanie REGISTRY jest precyzyjne scharakteryzowanie europejskiej
populacji HD, aby przyspieszy¢ badania naukowe wysokiej jakosci
wzbogacajace nasza wiedze na temat tej choroby oraz prace nad
wykryciem i rozwojem podejs¢ terapeutycznych opdzniajacych lub
spowalniajacych postep HD. Jest to obecnie najszerzej zakrojony
projekt badawczy nad HD, w ktérym gromadzone sa dane kliniczne
oraz materiaty biologiczne od 0séb z grupy ryzyka zachorowania na
HD, oséb przedobjawowychi pacjentow z HD, gromadzone sg rowniez
dane od oséb dopasowanych wiekiem i ptcig z grupy kontrolnej.
Protokét badania okresla prospektywny charakter badania z coroczng
oceng uczestnikow. Zabezpieczone pseudonimami dane kliniczne
gromadzone centralnie na przystosowanym portalu internetowym
(www.euro-hd.net/registry). Materiat biologiczny (mocz oraz krew
na: DNA, linie limfoblastow, osocze, limfocyty) jest pozyskiwany
od uczestnikéw badania. Wszystkie dane sg kontrolowane pod
wzgledem jakosci, wiarygodnosci i prawidtowosci.

Stowa kluczowe: choroba Huntingtona, Europejska Sie¢ Choroby
Huntingtona, Registry 2.0

The European Huntington’s disease Network’s (EHDN) REGISTRY
is an observational, prospective, multi-centre cohort study of
Huntington’s disease (HD). REGISTRY aims to establish a well-
characterised European-based HD population to expedite high-
quality research to improve our knowledge of this disease and to
work towards discovering and developing therapies to delay or
slow HD progression. Itis the largest scale study of HD to date, and
collects phenotypical data and biospecimens on individuals who are at
risk of, premanifest or manifest for HD, and includes age and gender-
matched control participants. The assessment protocol follows
a prospective study design with participants attending annual visits.
Pseudonymised clinical data are stored centrally on a customised
webportal (www.euro-hd.net/registry). Biospecimens (urine and
blood for: DNA, lymphoblastoid cell lines, plasma, lymphocytes)
are obtained from study participants. All data are subject to regular
quality control checks for plausibility and accuracy.

Key words: Huntington disease, European Huntington’s Disease
Network, Registry 2.0
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Language Area Coordination (LAC)

Function

Main Contact

Location

Country

Address

Tel

Fax

Email

Central Coordination

Prof. Dr. Georg
Bernhard
Landwehrmeyer

Ulm

Germany

University of Ulm
Neurology

Oberer Eselsberg 45/1
89081 Ulm

0049 731 500 50951

0049 731 500
50966

bernhard.landwehrmeyer@
medizin.uni-ulm.de

Central Coordination

Hilde Brosch

Ulm

Germany

University of Ulm
Neurology

Oberer Eselsberg 45/1
89081 Ulm

0049 731 500 50951

0049 731 500
50966

hilde.brosch@medizin.uni-
ulm.de

Central Coordination and
German LAC

Daniel Ecker

Ulm

Germany

University of Ulm
Neurology

Oberer Eselsberg 45/1
89081 Ulm

0049 731 500 50954

0049 731 500
50966

daniel.ecker@medizin.uni-
ulm.de

German LAC

Christine Sorg

Ulm

Germany

University of Ulm
Neurology

Oberer Eselsberg 45/1
89081 Ulm

0049 731 500 50967

0049 731 500
50966

christine.sorg@medizin.uni
-ulm.de

Netherland, Belgium and
Danmark LAC

Dr. Marie-Noelle
Witjes-Ané

Leiden

Netherlands

Leiden University Medical Centre
(LUMC)

Neurology - Section of
Neuropsychology J3-R

PO Box 9600

2300 RC Leiden

0031 71 5266094

003171
5248205

m.n.w.witjes-ane@lumc.nl

English LAC

Dr. Jenny Naji
Dr. Olivia
Handley

Cardiff

United
Kingdom

University of Wales

College of Medicine

Dep of Neurology

Heath Park

Cardiff CF14 4XN

or:

Biomedical Sciences Building
Museum Avenue

PO Box 911

Cardiff CF10 3US

0044 2920 874112
0044 2920 743454

0044 2920
876749
0044 2920
743798

najijj@cf.ac.uk
handleyo@cf.ac.uk

Italian LAC

Matilde Laura

Milan

Italy

Istituto Neurologico Nazionale C.
Besta

Via Celoria 11

20133 Milan

0039 02 2394257

0039 02
2664236

mlaura@istituto-besta.it

REGISTRY Protocol 2.0
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Scandinavian

Marleen van
Walsem

Oslo

Norway

Senter for Sjeldne Sykdomer og
Syndromer, Rikshospitalet
Forskningsveien 2B

0027 Oslo

marleenvanwalsem@yahoo.

[sied

Spanish-Portuguese LAC

Asuncion
Martinez

Madrid

Spain

Fundacion para Investigaciones
Neurologicas

Sétano. Pabelléon 111,

Facultad de Medicina,
Universidad Complutense de
Madrid

Avda. Complutense s/n

28040 Madrid

0034 91 3941887

003491
3941329

huntington@wanadoo.es
asun@e-huntington.org

French LAC

Amandine
Rialland

Créteil

France

Hoépital Henri Mondor

Service Unité de Recherche
Clinique 51 av du Maréchal de
Tassigny

94010 Créteil Cedex

0033 149 813798

0033 149
813799

amdine.rialland@hmn.ap-
hop-paris.fr
arialland@hotmail.com

REGISTRY Protocol 2.0
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EURO-HD REGISTRY
MEDICATION LOG
Study Site: Subject: ‘
Examiner: Date Info Obtained:

bbb MM Y Y Y Y

All items must be completed. Use U if Information is Unavailable. Use N if Information is Not Applicable

Medication Log
Route: 1=p.0.,2=pr,3=sc,4=im,5=iv.

Drug name Indication1 Indication2 Dose/Unit  Frequency Route Start date Stop date
| | | L L) O LTI CI I I T]
| | | L L ) O LI I ML T]
| | | L L ) O LI I ML T T]
| | | L L ) O LI I ML T T]
| | | L L ) O LI I M IIIIC I T L]
| | | L L ) O LI I MIIIIC I T T]
| | | L L ) O LI M IIIICI LTI T]
| | | L L O LTI I CIILTIL T T]
| | | L L O LTI I CIILT LTI T]
| | | L L O LTI I CIIL T T]
| | | L L O LTI I CIILT LTI T]
| | | L L O LTI I CIILT LTI L]
| | | L L O LTI IICIILTILTI L]
2004 Euro-HD Network. All Rights Reserved. 11

EURO-HD REGISTRY
MEDICAL HISTORY
Subject: ‘

Date data obtained:

All items must be completed. Use U if Information is Unavailable. Use N if Information is Not Applicable

male or female

Is the subject naturally or surgically sterile?

Study Site:
Examiner
Hints
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EURO-HD REGISTRY
MEDICATION LOG

Subject: ‘
Date Info Obtained:

Y Y Y Y

M

M

Study Site:

Examiner:

All items must be completed. Use U if Information is Unavailable. Use N if Information is Not Applicable

Medication Log

s.c.,4=im., 5=iv, 6 =nasal

p.r,3=

Route: 1 =p.o., 2

Stop date

Start date

Frequency Route

Dose/Unit

Indication2

Indication1

Drug name

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

Y Y Y Y

M M

Y Y Y Y

M

M
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