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BbBEJAEHWE B EBPONENCKATA PEOEPEHTHA MPEXA 3A

PEAKN HEBPOJIOTMYHUN 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeiicka pedepeHTHa mperka, cb3gaaeHa n ogqobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPaA, KOATO ce POoKycMpa BbPXY PeAKMTE HEBPONOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: (i) mperka OT eKcnepTM M eKCnepTHWU LeHTpoBe, (ii) reHepupaHe,
obeanHsaBaHe U pasnpocTpaHeHne Ha 3HaHusA 3a PHP u (iii) npunaraHe Ha enekTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTM3aTta 4a NbTyBa BMECTO NauMeHTUTe U cemelcTBaTa.

ERN-RND obeauHsBa 32 oT BOAELLNTE eKCNePTHU LLeHTpoBe B EBpona, Kakto 1 10 acoumnmnpaHm napTHbopu
B 20 AbpXKABM-YNEHKN U BKAKOYBA U3KAOUYUTENHO aKTUBHM MaUMEHTCKM opraHmsaumnun. LleHTposeTe ce
Hamupart B ABcTpua, benrna, bvarapua, Nepmanua, danua, EctoHna, Ucnanma, Utanma, Natena, Jlntea,
Niokcembypr, Manta, ObeauHeHoTo Kpancteo, lNonwa, CnoseHus, YHrapus, ®uHnaHgma, PpaHuums,
XonaHgua n Yexms.

CnepHute rpynu 3abonnasaHus ca obxsaHaTn oT ERN-RND:
e ATaKCMM N HacneaCTBEHM CNACTUYHM Napaniermm
e ATUNNYEH NAPKMHCOHM3BM U reHeTUYHa 6onecT Ha MapKMHCOH
e [INCTOHMA, NAPOKCM3MANHU ANCTOHUN M CUHAPOM Ha HEBPOAEreHPaLUMA C HATPYNBAHE HA XKenA30
MO3bKa
e (dpoHTOTEMMOPANHA AEMEHLNA
e bonect Ha XbHTUMHITBH U ApyrvM BUAOBE Xopes
e JleBkoauctpodumn

KoHKpemHa uHgpopmayus 3a Mpexcama, ekcriepmHume yeHmpose u obxeaHamume 3a60198aHUSA MOXE
0a 6v0e HamepeHa Ha yebcalima Ha mpexcama www.ern-rnd.eu.

MpenopvKa 3a KnuHU4YHA ynompeba:

Eeponelickama peghepeHmHa mpexca 3a pedKuU Heeposn02u4HU 3a60a96aHUSA CUAHO NPEnopvYed
u3rnosa38aHemMo Ha cs1e0HaMaA CKanAa Kamo Haili-006pa KAUHUYHA NPAKMUKA 30 OUeHKd U
Kaacugukayua Ha gppoHmMomemnopanHama 0emeHyus.

OTKA3A OT OTTOBOPHOCT

MpW KAMHUYHUTE NPENOPBKU, NPENOPDHKUTE 33 IEKAPCKM MPAKTUKM, CUCTEMATUYHUTE 0630pU U APYrUTE NPENOPBKU, KOUTO ce
nyb6aMKyBaT, NOAKPENAT UAN YMATO CTOMHOCT ce noTBbpX¥aaBa oT ERN-RND, ce Kacae 3a oueHKa Ha aKTyasiHa HayyHa U
KAWHUYHA MHpOpMaUMA, KOATO Ce NpeaocTaBs KaTo npeanoxeHue 3a obydyeHune. MHbopmaumata (1) He Tpsabea Oa ce
Bb3NprMemMa KaTo 06XBaLLalla BCUYKM NOAXOAALM JIeYEHUSA U METOAM 3a FpUKa U He TpAbBa Aa ce NpMema KaTo geknapaums
3a CTaHAapPTa 32 IeYEeHUE U TPUKa; (2) He ce aKTyamM3npa HenpPeKbCHATO M € Bb3MOXKHO a He 0Tpa3snBa Hali-HOBWUTE NO3HAHMA
(oT n3roTBAHETO Ha Tasn MHGOPMALMA U HEMHOTO NYB6AMKYBaHE pecn. NPoYMTaHe MOXKe [a Ce e NosABWAA HOBa TakaBa); (3) ce
OTHAacA camo 3a cneunodUYHO NocoYeHUTe BbNPOCK; (4) He NpeacTaBAABa NPeNnopbKa 3a onpeaeseHa MeguLuMHCKa rpuxKa; (5)
He 3amecTBa HE3aBUMCMMOTO NPOGdECMOHANHO MHEHME Ha JNIEeKyBaWMA JNieKap, TbM KaTo He B3emMa Mo BHUMaHWe
UHAMBUAYANHUTE PAa3NuUA MeXAOY OTAeNHWUTE NauueHTU. BbB BCEKM cnyval NeKyBaWMAT Nnekap Tpsabsa Aa npoueampa
WMHAMBUAYANHO CbC CbOTBETHUSA NALMEHT. M3n0a3BaHETO Ha MHbopmaLmATa e LobpoBonHo. MHPopmaLmaTa ce npenocTassa ot
ERN-RND Kkakto e u ERN-RND He aaBa M3pWYHa MM Mb/iYa/IMBA rapaHLUmMa No OTHOLEeHMe Ha Tasn nHoopmauyma. ERN-RND
M3PUYHO OTXBBP/ISA AAaBAHETO HA BCAKAKBA rapaHLMaA 3a BaIMAHOCT 3a NPU/IOXKEHWE U BaAIUAHOCT 33 onpeaeneHa ynotpeba nam
onpegeneHa uen. ERN-RND He noema OTroBOPHOCT 33 Te/eCHW MOBPeauM MAN MATEPUANHU LLETU, KOUTO MPOM3TMYaT OT
M3MOA3BaHETO Ha Ta3n MHPOPMALMA UK Ca BbB BPb3KA C HEA, KAKTO M 3@ FPeLKM UAKN NPOMNYCKU.
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METOAMU

Pa3paboTBaHETO HA AMArHOCTUYHWUTE ONIOK-CXEMM 3a AUCTOHMA € W3BbPLIEHO OT rpynaTta no
3abonaBaHMATa 3a PpOHTOTEMNOPaANHA gemeHumaA. CKanuTe, U3N0A3BaHU B KAMHMYHATA NPaKTUKa Ha
yfeHoBeTe Ha rpynata no 3abonsBaHMATA, 6AXa CbMNOCTAaBEHM W pPELIEHMETO KoAa CKajfa fda bbae
npeasioXeHa belle B3€TO C rnacyBaHe C MHO3MHCTBO.

pyna 6onectn 3a FTD:

KoopauHatopu Ha rpynarta no 3abonasaHuATa:
Isabelle Leber?!; Markus Otto!?; Rik Vandenberghe3

UneHoBe Ha rpynaTta no 3abonsasaHeto: npod:

Cneumannctm no 34paBHUN TPUKK:

Alberto Albanese*; Adrian Danek® Maria Teresa Dotti®; Barbara Garavaglia’; Zoltan Grosz®; Norbert
Kovacs®; Milica Kramberger'® Bernhard Landwehrmeier!l; Johannes Levin®; Janne Papma'?; Jonathan
Rohrer?; Robert Rusina®?; Harro Seelaar!?; Matthis Synofzik!*; Marc Teichmann?, Pietro Tiraboschi’; John
van Swieten!?; lone Wollacott?

MNpeacraButenn Ha NaumMeHTUTE:

Mary Kearney

1 Assistance Publique-Hopitaux de Paris, HOpital Pitié-Salepétriere, France: Reference centre for rare dementias; 2 University College London
Hospitals NHS Foundation Trust, United Kingdom; 3 University Hospitals Leuven, Belgium; 4 IRCCS Clinical Institute Humanitas — Rozzano,
Italy; 5 Klinikum der Universitat Minchen, Germany; & AOU Siena, Italy; 7 Foundation IRCCS neurological institute Carlo Besta — Milan, Italy; 8
Semmelweis University, Hungary; ° University of Pécs, Hungary; 10 University Medical Centre Ljubljana, Slovenia; 1* Universitatsklinikum Ulm,
Germany; 12 Erasmus MC: University Medical Center Rotterdam, Netherlands; 13 Charles University, Prague, 1 Universitatsklinikum Tiibingen,
Germany
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NACC UNIFORM DATA SET (UDS)
Form B4: CDR® Dementia Staging Instrument
pLus NACC FTLD Behavior & Language Domains (CDR® Plus NACC FTLD)

ADC name:

Subject 1D:

NACC

ettt Formdater. /o /o Viit#: .. . Examiner'sinitials: « . .

clinician or other frained hoalth

INSTRUCTIONS: For information on rhe raquired onl'me CDR training, sea UDS Coding Guidabook for Jnd'rai Visit Packet, Form B4. This form is to be completed by the
report and and exam of the subject. In the extremely rare instances when no
co-participant is available, the clinician or ofher flamed health professional must complefe this form using all other available information and hisfer best clinical judgment.
Score only as decline from previous level due fo cognitive loss, not impairment due to other factors, such as physical disability. For further information, see UDS Coding
Guidebook for Initial Visit Packet, Form B4.

SECTION 1: CDR® DEMENTIA STAGING INSTRUMENT!

Flease enter
score below:

1. Memory

IMPAIRMENT

Questionable — 0.5 Mild — 1 Moderate — 2 Severe — 3

Mo memory koss, or slight

Cnnslsl!nl sllgnt fugellnlnas
of events;

Fully arianted

Solves s,
handles business and financial
affairs well; judgment good in
relation to past performance
Independent function at

usual level in jab, shopping,
wolunteer and social groups

Life at home, hobbies, and
intellectual interests well
maintained

"l:eu,gn forpetfulness
Fully oriented except for slight
difficulty with time relation-
ships

Slight impairment in salving
problems, similarities, and
differences

Slight impairment in these
activities

Life at home, hobbies, and
intellectual interasts slightly
impaired

Fully capable of self-care {=0).

CDR SUM OF BOXES
GLOBAL CDR

Moderate . mare
marked for recent evenls defect
interferes with everyday activities
Moderate difficulty with time re-
lationships; oriented for place at
examination; may have gecgraph-
ic disorientation elsewhara
Moderate difficulty in handling
problems, similarities, and
differences; social judgment
usually maintained
Unable to function i

Severe memary loss; only high-
Iy learned material retained;
new material rapidiy lost
Severe difficully with time re-
lationships; usually disoriented
o time, often o place

Severely impaired in handling
problems, similarities, and
differences; social judgment
usually impaired

2t these activities, although may
still be engaged in some; appears
normal fo casual inspection

Mild but definite impairment of
function at home; more difficult
chares abandoned; more com-
plicated hobbies and interests
abandoned

Needs prompting

Mo pretense of i
function outside the home;
appears well anough io be
taken to functions culside the
family home

Only simple chores preserved;
very restricted interests, poorly
maintained

Requires assistance in
dressing, hygiene, keeping of
personal effects.

‘Severe memary loss; only
ragments remain

Orianted o persan only

Unable to make judgments ar
soive problems

No pretense of independent
function outside the home;
appears toa ill to be taken to
functions oulside the family
home

No significant function in the
home

Requires much help with
personal care: frequent
incontinence

Mo JC. The Clinical Dementia Rating (COR): Cument version and scoring rules. Neurology 43(11):2412-4, 1993, Copyrighte> Lippincolt, Willlams & Wilkins. Reproduced by permission.

UDS Version 3.0, March 2015 riar

mal Alzheimer’s Coordinating €

Buw.edu

Iz washingtc
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SubjectID: e Formdabe: « o fe o fi o o Visit #: o

INSTRUCTIONS: For information on Hm reguired online COR rra:mng see UDS Coding Guidebook for Inifial Visit Packet, Form B4. This farm is to be completed by the
clinician or offier frained health based on co- and and gical exam of the subject. In the extremely rare instances when no
co-participant is available, the clinician or other trained health prm‘astmd\l must complefe this form using all other available information and histher best climical judgment.
Score only as decline from previous level due fo cognitive lpss, not impairment due to other factors, such as physical disability. For further information, see UDS Coding
Guidebook for Initial Visit Packet, Form B4.

SECTION 2: NACC FTLD BEHAVIOR & LANGUAGE DOMAINS

P it IMPAIRMENT
score below: Maone — 0 Questionable — 0.5 Mild — 1 Moderate — 2 Severe — 3
9. Behavior, Socially appropriate behavior | Questionable changes in Mild but definite changes in Moderate behavioral changes, — Severs behavioral changes,
comportment, comportment, empathy, behavior affecting interpersonal rela- making inferpersanal
and personality® ‘appropriateness of actions tionships and interactions ina  interactions all unidirectional
significant manner
i
10. Language® INo language difficulty, or Consistent mild word-finding  Moderate word-finding difficulty | Moderate to severs impair- Severe comprehension deficits;

occasional mil
tongue

tip-of-the-

difficulti

simplification of

word chaice; circumiocution;

decreased phrase length;
andior mild comprehension
difficulties

in speech; cannot name objacts
in environment; reduced phrase
length andfor agrammatical
speech and/or reduced com-
prefiension in comversation and
reading

ments in either speech or
comprehension; has difficully
communicating thoughts;
writing may be slightly mare
effective

no intelligible speech

*Excerpted from the Frontotermporal Demential Multicenter Instrument & MR Study (Mayo Clinic, UCSF, UCLA, UW).
*Excerpled from the PPA-CDR: A modification of the COR far assessing dementia saverity in patients with primary progressive aphasia (Johnson N, Weintraub S, Mesulam MM), 2002.

UDS (VERSION 3.0, MARCH 2015) Initial Visit COR® Plus MACC FTLD Page 2 of 2

Reproduced with permission. Copyright 2006, 2008, 2015, 2017 University of Washington. Created and published by the ADC Clinical Task Force (John. C. Morris,
MD, Chair) and the National Alzheimer's Coordinating Center (U01 AG016976 - Walter A. Kukull, PhD, Director)
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