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According to a survey by the Lewy Body Dementia Association
of 962 caregivers, a typical LBD diagnosis can involve three or
more doctors and approximately 6 office visits over the course of
12 to 18 months. These caregivers reported that only 6 percent of
LBD diagnoses were made by primary care physicians. Specialists
make the vast majority of LBD diagnoses, with 62 percent made
by neurologists, but the majority of LBD patients were referred
back to primary care. This underscores the importance of more
education for primary care physicians about diagnosing and
treating non-Alzheimer’s dementias.

DSM-5 includes DLB for the first time,
referring to it as "Major or Mild
Neurogocognitive Disorder with Lewy
Bodies" and incorporating all of the
features and diagnostic criteria by which
clinicians across the world diagnose DLB.
Separate criteria are also given for "Major
or Mild Neurocognitive Disorder due to
Parkinson's Disease ".

Dementia with Lewy Bodies





Beyond the aforementioned aspects, misdiagnosis may lead to wrong randomization 

and allocation of DLB patients to experimental pharmacological trials focused on AD. 

This is an issue especially perceived by the Italian Ministry of Health

(IMH), which recently underlined the need of a Nation-wide standardized strategy to 

diagnose, treat and manage patients with dementia. 

A National Plan for dementia has been recently released by the IMH in collaboration 

with Italian Regions and associations of patients. It highlights the need for 

interventions and measures of socio-sanitary politics, creation of integrated networks 

for dementia and implementation of strategies toward a satisfactory treatment 

appropriateness.



Attention of the international scientific and social community has raised on DLB and 

now it is recognized as a specific clinical entity in Diagnostic and Statistical Manual of 

Mental Disorders (DSM-5). 

New Consensus based international diagnostic criteria for DLB have been released in 

2017. The European scientific community established a consortium (E-DLB) of 

experienced researchers from 15 European Countries, to design best practice 

guidelines for conducting multicenter cohort and longitudinal studies on DLB, focusing 

on recruitment sources, diagnostic procedures, and longitudinal outcome measures,

including both clinical and biomarker features. 

A European database has been built to receive data from the different

Countries. E-DLB Consortium is now structured with a Steering Committee of the 9 

most representative European researchers in the field. 
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Obiettivi

 a) sensibilizzare i Centri di Diagnosi e Cura delle Demenze 
alla diagnosi di DLB.

 b) identificare le coorti di DLB disponibili in Italia e 
sviluppare un metodo efficace di raccolta dati. 

 b) fornire linee guida generali e raccomandazioni 
dettagliate per studi di coorte prospettici, che comprendano 
l’utilizzo di biomarker e scale cliniche sensibili e specifiche e 
con valide proprietà psicometriche.

 c) sviluppare strategie per definire e identificare la DLB 
nelle fasi prodromiche. 



Obiettivi specifici 

 Identificare potenziali sorgenti di reclutamento e 
criticità nel reclutamento di pazienti con DLB.

 Identificare le scale di valutazione cliniche migliori per 
misurare modificazioni clinicamente rilevanti. 

 Fornire linee guida per la scelta di biomarcatori 
diagnostici e prognostici nella DLB.

 Svolgere uno studio genetico per valutare eventuali 
cluster di mutazioni geniche nella popolazione DLB 
afferente ai vari centri coinvolti.



Work packages


 WP2- Valutazioni cliniche e neuropsicologiche (Annachiara Cagnin, Laura Serra, Roberto Monastero)
Il sottogruppo di lavoro dovrà descrivere i sintomi clinici e la progressione dei sintomi stessi, e valuterà outcome
chiave come la qualità della vita dei pazienti e dei familiari dei pazienti, il caregiver burden, i costi legati 
all’accesso a strutture dedicate e all’istituzionalizzazione. 

 WP3- Neuroimaging (Marco Bozzali, Massimo Filippi, Federica Agosta)
Il sottogruppo di Lavoro dovrà disegnare protocolli armonizzati per :Livello I: modificazioni strutturali T1, 
alterazioni della sostanza bianca T2 FLAIR, micro sanguinamenti SWI. 
Livello II (solo in centri selezionati): diffusion tensor imaging, DTI (per sostanza bianca), resting state fMRI
(modificazioni funzionali). Analisi avanzate per valutazioni strutturali e funzionali (FreeSurfer, Graph theory, FSL 
and SPM).

 WP4- Imaging molecolare (Daniela Perani, Barbara Borroni, Fabrizio Tagliavini/Pietro Tiraboschi)
Protocolli armonizzati per (I livello):SPECT (DAT scan) FDG-PET; Livello II: amyloid-PET, SPECT- MIBG.

 WP5- EEG e altri marker neurofisiologici Claudio Babiloni e Laura Bonanni
I livello: EEG standard per analisi quantitative.
II livello: VEP, MEG

 WP6- Fattori Genetici (Vincenzo Silani e Amalia Bruni) 
Raccolta e spedizione di sangue intero per analisi DNA a laboratorio centralizzato secondo protocollo predefinito.

 -WP 7- analisi CSF (Lucilla Parnetti e Daniela Galimberti)
Raccolta e spedizione di liquor a laboratorio centralizzato secondo protocollo predefinito.



A multiple-choice query investigated the comprehensive workup adopted for 

diagnosing DLB in clinical practice, according to consensus criteria for the diagnosis

of DLB, as follows: 

(1) clinical assessment adopted to diagnose DLB, 

(2) diagnostic tools considered relevant to both DLB and prodromal DLB diagnosis, 

(3) application of the ‘‘one-year rule’’ to differentiate DLB from PD with dementia, 

(4) the availability of diagnostic tools in the center,

(5) drugs adopted to treat cognitive decline, extrapyramidal signs and behavioural

disturbances in DLB and in prodromal DLB, 

(6) the most frequent cause of hospitalization for patients with DLB, 

(7) the percentage of DLB patients who developed delirium, and

(8) drugs adopted to treat delirium in DLB.
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136 su 572 Centri Demenze presenti 
sul terrritorio nazionale hanno 
risposto alla survey (response rate: 
23.3 %), e tutti hanno dato il 
consenso a partecipare al gruppo di 
studio. 

Dei 136 Centri, 102 erano Centri 
primari, 34 Centri Universitari.

La distribuzione geografica è 
risultata proporzionale al numero di 
Centri presenti per Regione.

La maggioranza dei clinici lavora in 
centri neurologici (89.5 %), mentre 
gli altri sono distribuiti 
omogeneamente tra centri geriatrici 
e psichiatrici (10.5%). 

Risultati della survey



Overall, a total number of 2,042 newly diagnosed DLB patients per year were collected, 
summing the number indicated by each Center.  The number of patients with DLB 
currently followed in Italy by the participating Centers was 5,624. 
A total number of 1,136 prodromal DLB per year were collected by the participating Centers 
and the number of patients with prodromal DLB currently followed in Italy by the 
participating Centers was 1,796.



•Quale pensi possa essere la prevalenza della Demenza a corpi di Lewy rispetto alla Malattia 
di Alzheimer ?
• Quale pensi possa essere la prevalenza della Demenza a corpi di Lewy rispetto alla 
Demenza Frontotemporale?

26.8%



DLB accounted for 4.2% of all diagnosed dementias in the community. 

In secondary care this increased to 7.5%. The incidence of DLB was 

3.8% of new dementia cases. There was a significant increase in DLB 

diagnoses when using the revised (2005) International Consensus 

Criteria (ICC) for DLB compared to the original (1996) criteria.

(Van Jones and O’ Brien 2014)

Kane J 2018

4.6%



Questa discrepanza è stata causa 
della inapplicabilità degli obiettivi 
specifici




















