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Networking: Importance and results of cooperation

. During last years AISLA has done am
intensive activity of development for
Italian PALS, both about research ané

care and during last meetings we have
shared our experience with all other
Associations members of the AII'i,anEe
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Networking: Importance and results of cooperation

We have realized that concrete cooperation
with other realities operating in our country/ ISia
great and really powerful instrument
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Networking: Importance and results of cooperation

NEuroMuscular Omnicentre (NENI®)
FONDAZIONE SERENA ONLUS

FAMIGLIE SMA

REGIONE

TELETHON NIGUARDA L OMBARDIA
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Networking: Importance and results of cooperation

We have realized that concrete cooperation
with other realities operating in our countryASia
great and really powerful instrument:

NEMO

'l EI— :J

ARISLA
These are concrete results but represe aEG
an Important starting point.
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Networking: Importance and results of cooperation

This attitude towards networking has brought USHG!
push Italilan Government, in particular Minister: 6f;
Health, to establish a technical very operative
group (so called “Consulta per le Malattie
Neuromuscolari”), sharing experiences and needs

L ——
e —

of all actors (patient associations, physicians, -
Institutional representatives, etc) involved in i
neuromuscular diseases with similardifficult PG}
diagnosis and care.
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Networking: Importance and results of cooperation

The “Consulta per le Malattie Neuromuscolari” was established
by ministerial decree on 27th February 20009.

The principal objectives of the “Consulta” were:

O to promote the guality of care and the research for patients
with severe neurological disorders, such as ALS, Muscular
Dystrophy, Spinal Muscle Atrophy, Multiple SclerosisSswitREIgh
level of disability, and Locked-in Syndrome. Be
® to produce a final document with a sort of guidelines to
applied by everybody and to guarantee all legislative SUPRBAS
equally in all Regions in Italy without any: Kind GiReISpall/Aoi
treatment.
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Networking: Importance and results of cooperation

Consulta Ministeriale sulle Malattie NeureMuscolari
President: Mario MELAZZINI - Associazione Italiana Sclerosi Laterale Amiotrofica AISLA ONLUS

- | 2

Patient associations Physicians Representatives of Ministry
Roberto BALDINI of Health

- Associazione per lo Studio delle Atrofie
Muscolari Spinali Infantili - ASAMSI Onlus Adriano CHIO’ - Dipartimento

Pietro Vittorio BARBIER] neuroscienze Azienda Sanitaria
- Presidente Nazionale FISH - Federazione Ospedaliera Molinette - Torino Filippo PALUMBO - Direttore Generale della Direzione

Iliets e ) SUFSEmSe [FEeicep Massimo CORBO della programmazione sanitaria, dei livelli essenziali di

Mario Alberto BATTAGLIA - AISM-FISM - Centro Clinico NEMO, Fondazione assistenza e dei principi etici di sistema (DGPROG)

Onlus Associazione Italiana Sclerosi Multipla i . .
e Fondazione Italiana Sclerosi Multipla > SEEE OIS, (e Massimo CASCIELLO - Direzione Generale della

Aot EONTTARA Gian Luigi LENZI Ricerca Scientifica e Tecnologica (DGRST)

- Unione Italiana lotta alla Distrofia Muscolare I'\lzlrj%ﬁgs?gg P&%’igzrrgtg'g'g'gai enza - || Guido DITTA - Direttore dell'ufficio 7 Promozione salute

UILDM Onlus Roma 9 P e integrazione socio-sanitaria - Direzione della
Prevenzione Sanitaria (DGPREV)

Luca GENOVESE -
- PARENT PROJECT Onlus Genitori contro
la Distrofia Muscolare Duchenne e Becker

Raffaele GORETTI - Presidente Federazione
Associazioni Italiane Paratetraplegici

Renato POCATERRA - FAMIGLIE SMA

Genitori per la Ricerca sulle Atrofie Muscolari
Spinali

Representatives of Regions
aisla_
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Networking: Importance and results of cooperation

a

- DIAGNOSIS

- RESEARCH

- DISEASE REGISTRY

- REHABILITATION

. INTEGRATED CARE RPAYINAVE
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Networking:

Importance and results of cooperation

Working group: DIAGNOSIS
Objectives

.t0 determin
delay for th

{0 determir

e an operating procedures to reduce the
e afttribution of the invalidity insurance

e the guidelines for medico-legal

evaluation of the disability for the neurological
disorder with higher level of complexity
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Networking: importance and results of cooperatiofnigs

o~

Working group: RESEARCH

Topics:

O Network and model of care
O Clinical Trials

O Funding

O Scientific divulgation
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Networking: Importance and results of cooperation

4

Working group: Disease Registry

Topic: Analisys of the epidemiological daie

concerning the neurological disorder Wlth
higher level of complexity -
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Networking: Importance and results of cooperation

Questionnaire for quality of care

Study population: patients including ALS, MD, SMARZRGE
MS.

ltems analyzed.:

O Demographic data -

O Clinical data (type, disability degree, co-morbidity, e ).
O Degree of Satisfaction of the following service (Healih
services, education, social services, etc.). |

O Hopes and suggestions
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Networking: Importance and results of cooperation

Working group: Disease Registry

Questionnaire for quality of care

Results:
°in the majority of patients the care is dependent on the family with"peG!;

support from the social and health services.
* In the majority of the cases palliative care and psychological support

are fee-pay services. ; |
» the 50% of patients conflicted with bureaucratic difficulties; experiencec

poor attention towards problems related to disability.and me
architectural barriers.

» Patients and caregivers reported a negative eXpPelienCENIRIENINIdNIE
psychological support services
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Networking: Importance and results of cooperation

Working group: REHABILITATION

Multidisciplinary approach

Early and global care of patients for an adeguate rehabilitative
approach

Definition of the “Integrated and Personalized Rehabilitation Project”
that includes programs, objectives, and timing of the rehabilitative
treatment, considering the different areas of intervention

.

Identification in all Regions of first and second level Referral Centres
devoted to Neuromuscular Disorders

18" Annual Meeting - JW Marriott, Grand Lakes, Orlando - 8 & 9 December 2010



Networking: Importance and results of cooperation

Working Group: INTEGRATED CARE PATHINAYS

SORLRNEUSNEANE
NIEYRRAUCHIGINRERNENNERSICECICAIEC NONIAUENLS

COOUINAUGRNGIRIIENS

GENUTCAURNIIREINREFIONSIOINISHANUISECONUNEVEINREIENAINCENIES
O EVOIECNONN EUNOIIIUSEH AMMBISORUES

=EStcdlISHIERNREIRENEILOHAUNHUIUEISCIRIRANAEAR
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Strumenti - Documenti

Documenti

Opuscoll e poster
Document! in evidenza:
Bandi di gara

e Fiano Lanitano Nazionale

e Piani Temaric

e Relazione sullo stato sanitario del paese
.

"

Concarsi

Banche dat

Refazioni al Partameanto
Audzioni al Parlamento

Normativa

Avvisl di eicurezza

Ultime E possibile ricercare altri documenti di interesse: studi, rapporti, bollettini, relazioni, ecc. attraverso il motore di ricerca.

09/06/2010 Ricerca semplice

Rapporto della Consulta sulle - Consentsa di cercare le pubblicazioni, attraversa la semplice impaostazione di parole chiave.
Malattie Neuromuscolar
09/06/2010

Sintesi documento conclusivo del
Gruppo di lavoro sullo stato
vegetativo e di minima coscienza Parola chiave: parcla chiave
09/06/2010 . : e

Libro oianco sugli stati vegetativi @ (digitare Una o pit: jettere)
@l minima cosclenza - Sintes! per
la stampa

_ Cerca ) ( Cancelfa )

Ricerca Avanzata

PORTALE DELLA

Vi ricoediamn. inaltre. che 2 nnsgsibile ennsultare an ling i cataloohi nella Bibliote: Ty p del Minictern de - =

http://www.salute.gov.it/imqgs/C 17 pubblicazioni 1278 allegato.pdf



http://www.salute.gov.it/imgs/C_17_pubblicazioni_1278_allegato.pdf










