Definizione di un modello di presa in carico del paziente portatore di
malattie emorragiche congenite finalizzato alla prevenzione e riduzione
dell’impatto socio-sanitario della malattia e delle sue complicanze

Istituto Superiore di Sanita, Roma, 11 luglio 2013
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FEDEMO DISCLOSURE

33 Associazioni locali

8800 PWH

Direttivo: 5 componenti volontari
2,5 staff

Budget 2011: € 425.000

5 Pharma Sponsor principali (75%
entrate)

Progetti pluriennali:

1.

o0k Wb

DNA (bambini ed adolescenti)
Safe Factor (Pronto Soccorso)
Fisiocare (Ortopedia)

Finestra Rosa (Le Donne)
Progetti di ricerca/assistenza
Progetti internazionali
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Premessa

Il paziente affetto da MEC e
protagonista attivo del
percorso diagnostico
terapeutico e

protagonista imprescindibile
dell’equipe assistenziale
nelllambito dei modelli di
gestione delle malattie
croniche
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Premessa

| farmaci utilizzati nel
trattamento sostitutivo
dell’emofilia e delle MEC
rientrano nella lista del
farmaci ritenuti quali
essenziall
dall’Organizzazione
Mondiale della Sanita in
guanto costituiscono
“farmaci salvavita”
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Aspettativa di vita

Table 1. Life expectancy among severe haemophilia patients.

Life expectancy (years)

Severe Overall male
Reference Population n Calendar Eeri(')d HIV status haemophilia population
Darby et al. |4] UK 2706 ( 1977-1998 ) HIV- (63) 78
Chorba et al. 5] USA 2254* Fomr All 55+ -
8 e All 417 -
HIV+ *
HIV- -
Plug et al. |6] The Netherlands 386 1972-1985 All 63 71
Jase—L0 All 61 74
All s 76
HIV- @ 76
Triemstra et al. [7] The Netherlands 381 1986-1992 All 61 74
Rosendaal et al. 8] The Netherlands 717 1973-1986 All 66 74
Larsson et al. [1] Sweden 948 1961-1980 All 57 76

*Figure includes all disease severities.

(-) No data provided.

Dolan G et al. Haemophilia 2009, 15: 20-27
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Terapia Disponibilita prodotti

sostitutiva plasmaderivati/ricombinanti
Terapia profilassi/on demand

Flow chart
Modello assistenziale

TRATTAMENTO
DOMICILIARE

Migliore Riduzione delle
prevenzione/trattamento complicanze

delle emorragie ortopediche

Miglioramento della Qualita della Vita
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Trattamento domiciliare

| pazienti

SI auto-somministrano |
il farmaco nell"ambito e
della terapia domiciliare ===
(laddove sia autorizzata)
ma

NON si auto-prescrivono |
farmaci!
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Premessa

Legge Regionale Trattamento Domiciliare: status regionale (60%)

Regione (ordine alfabetico) Legge Regionale

Calabria 30 maggio 1986, n. 22
Campania 04 marzo 2006, n. 288
Emilia — Romagna 20 aprile 1977, n. 17
Lazio 28 settembre 1979, n. 80
Liguria 07 gennaio 1980, n. 5
Lombardia 12 giugno 1975, n. 88
Piemonte 16 maggio 1979

Puglia 22 marzo 2012, n. 6
Sardegna 08 maggio 1984, n. 19
Toscana 24 maggio 1980, n. 62
Trentino-Alto Adige 24 giugno 2011, n. 1390
Veneto 31 luglio 1984, n. 37
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Haemophilia

Haemophilia (2010), 16, 437446 DOI: 10.1111/4.1365-2516.2009.02188.x

ORIGINAL ARTICLE Clinical haemophilia

Mortality and causes of death in Italian persons with
haemophilia, 1990-2007

A. TAGLIAFERRL* G. F. RIVOLTA,* A. IORIO,{ E. OLIOVECCHIO,t M. E. MANCUSO,}
M. MORFINL§ A. ROCINO,Y M. G. MAZZUCCONI,** M. FRANCHINI{t, ON BEHALF OF THE
ITALIAN ASSOCIATION OF HEMOPHILIA CENTERS!
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Known cause

of death 1980-1989 (9%) 1990-1999 (9%) 2000=-2007 (%) Total (%)
Haemorrhages 11 (18.6) 38 (16.9) 35 (26.7) 84 (20.2)
HIV/AIDS* 33 (55.9) 135 (60.0) 23 (17.6) 191 (46.0)
HCV infection' 1(1.7) 21 (9.3) 31 (23.7) 53 (12.8)
Cancer’ 6 (10.2) 11 (4.9) 15 (11.4) 32(7.7)
Cardiovascular 1(1.7) 7 (3.1) 12 (9.2) 20 (4.8)
disease
Others® 7(11.9) 13 (5.8) 15 (11.4) 35 (8.5)
Total 59 (14.2) 225 (54.2) 131 (31.6) 415 (100.0)
Patient Death Rate
VEeaArs rate 95% C1 ratic 95% CI1
Haemophilia A
Mild 18 438 - B et e e -+ \ —
Moderate 6282 5.09 3.30-7.27 2.31% 1.49-3.54
Severe 24 251 8.50 T.58-10.20 3.85% 2.79—-5.05
Total 48 972 =5 S 5 o
Haemophilia B
Mild 3678 = ST —=2rE=t + —
Moderate 2250 6.84 3.683-10.49 4.96% 2.13—-11.86
Severe 3774 12.85 9.06—15.77 9.32% 5.95—-18.43
T(}tﬂ] 9?03 Ca e o e e . e | T.Z0Y # 0-99—1-61
O wverall 58 675 5.93 4. 82-"7.10
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Deaths wonEUHASS 2, |
(Years 1 and 2 only)

Liver related 25
Intracranial haemorrhage 17 —
Malignancy (excluding liver) 24

- -
Cardiac 9
Bleeding (excluding intracranial) 9
Other 29

TOTAL 113

Fonte: Makris, Budapest 2011



Mortalita per malattie cardiovascolari

Table 3. Cardiac mortality in haemophilia patients. Adapted with permission (28],

Observed Standard

Calendar Observed ~ deaths Expected  mortality
Reterence period ] deaths per 1000 patients ~~ deaths ratio (MR
Rosendaal et al. [§] 1973-19% 717 1 §
Koumbarelisetal. [29)  1972-1993  §3 'l 19 - 0.2§
Triemstra e . [7] 1986-1992 519 'l L1 j.l (.
Plug et a. [6] 1992-2001 967 b b 12 N
Darby et al, 4 1977-2000 6018 104 ad 166.5

Dolan G et al. Haemophilia 2009, 15: 20-27
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| rischi per I'accesso alle cure

 E’ presente una variabilita regionale ai bisogni dei pazienti portatori
di Malattie Emorragiche Congenite, come in genere per Malattie
Rare: con l'eccezione di pochi esempi di best practice, si stanno
verificando diversita nell’accesso alle cure (“global care”) e nuovi
casi di pendolarismo della salute.

| Totale | NordOvest| NordEst | Centro | Sudelsole

Fino a 100 79% 76% 100% 87% 63%
Km

Da 101 a 14% 24% - 13% 15%
500 Km

Oltre 500 7% - - - 22%
Km

Media Km 124,7 Km 69,4 Km 31,2 Km 70,9 Km 273,7 Km
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Nel corso dell’ultimo anno sono state svolte attivita di
formazione specifica degli operatori dei Pronto Soccorso
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Federazione SAF):
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| farmaci per il trattamento dell’emofilia sono accessibili
dal PS in situazione di emergenza?

28%
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Nel corso dell’'ultimo anno si e verificato almeno un
episodio di disservizio o ritardo nella gestione di un
paziente emofilico nel PS ove collocato il Centro

A emofilia?
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Nel corso dell’ultimo anno si e verificato almeno un
episodio di disservizio o ritardo nella gestione di un
paziente emofilico negli altri PS della provincia o

regione?
3 7
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ws|
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In caso di urgenza e presente unaconsulenzatelefonica
24 ore su 24 presso il Centro Emofilia da parte di uno
staff medico espertoin problemidelle MEC?

11%
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Consumo dei farmaci

* Fonte : Luso dei farmaci in Italia. Rapporto nazionale anno 2011.

Spesa DDD/1000 Diff % Diff % Diff %
procapite ab die 2011-2010 2011-2010 2011-2010

spesa DDD Costo medio
DDD

Fattori della 0,3 <0,05 -49,5 -51,0 3,1
coagulazione
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EVIDENZE SCIENTIFICHE
DOMANDE APERTE

Rapporti ISTISAN 10/31

Tabella A9. Pazienti che hanno sviluppato inibitore, distinti per coagulopatia (2008)

Patologia Totale Ye positivi/ High Low
positivi totale pz responder responder
Emaofilia A grave 284 171 189 28
Emofilia A moderata 16 35 7 7
Emofilia A lieve a8 Q.7 2 5
Emofilia B grave S 1.9 3 1
Malattia di von Willebrand tipo 3 5] a3 o -
Diifetti di altri fattori della coagulazione 1 0,09 - -
Emofilia A acquisita =24 7089 8 16
Malattia di von Willebrand acquisita 2 14 2 1 -
Totale 366 7,9 215 a7
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EVIDENZE SCIENTIFICHE
DOMANDE APERTE

THE SIPPET STUDY
THE STUDY RATIONALE
CONTACTS
PARTICIPANTS

r\Sintesi

\“/Research

SIPPET TRIAL: Inhibitor Development in Previously Untreated Patients (PUPs) or Minimally ~

Blood Component-Treated Patients (MBCTPs) when exposed to von Willebrand factor-
containing factor VIl concentrates and to Recombinant factor VIl concentrates: Indipendent,
Intemational, Multicenter, Prospective, Controlled, Randomized, Open-label

STUDY BACKGROUND:

Inhibitor development is the most challenging complication of hemophilia treatment and the
highest economic burden for a chronic disease.

It is essential to know whether plasma-derived and recombinant products are associated with a
different risk of inhibitor development in previously untreated patients or not.

A number of risk factors have been identified for the development of FVIIl inhibitors in children
with hemophilia A, including: disease severity, defects in the FVIIl gene causing hemophilia in
child, ethnicity and number of exposure days (EDs) to FVIII.

No randomized clinical trials are available to provide the evidence needed: it was not possible to
reach definitive conclusions on the incidence of inhibitors with each of the FVIII products,
because of differences in study design of safety trials.

Since it is not known whether recombinant FVIIl products are more immunogenic than plasma
derived, there is a need of randomized clinical trials to provide a definitive answer on the different
immunogenicity of FVIil products.

\/
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RISCHI PER | PROFESSIONISTI

Jourmal of Thrombosis and Haemosrasiz, 3 423

Uncertain times for research on hemophilia and allied disorders

P. M. MANNUCC] and H. R. ROBERTS®
Editor-in-Chief and *Senior Associate Editor

"Are we witnessing a dramatic decline in the number of young physicians
interested in a clinical and research career in bleeding disorders?”
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Nella Giornata mondiale che si cefebra 0gyi si
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livello globale

Nelnostro Paesebene Ia Lombardia, I'Emilia-Romagna e il Veneto, ritardiin Sicilia,
Calabria, Sardegna e Lazio. Le associazioni: “Servono delle linee quida”

Emofilia

Hella Glomata mondiale che si celebia 004l sisegnalano disuguaglianze alivello globale
Nelnostro Paesehene la Lombardia, PEmilia-Romaana e it Veneto, ritardiin Sicilia,
Calabria, Sardegna e Lazio. Le associazioni: “Servone delle linee guida”
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PRINCIPI GUIDA PER
100% CURE

LETTER 10 THE EDITOR

Clinical and organisational aspects of haemophilia care: the patients' view

Gabriele Calizzani, Romano Arcieri

Federation of Haemophilia Associations (FedEmo), Milan, Italy

Dear Sir,

Over the last years, the life expectancy of patients
with haemophilia has become ever closer to that of
the general population and the patients' quality of life
has improved dramatically!. These advances have
been achieved thanks to a continuous improvement
in factor VIII product availability in most countries,
which has allowed the use of coagulation factor
replacement therapy on a larger scale, particularly
in western countries.

In the early 1980s, viral infections had a
dramatic impact on the haemophilia community.
The improvement of methods for inactivating or
removing viruses from plasma products, together with
a concomitant application of stringent donor selection
criteria and nucleid acid amplification testing of
donations have increased the safety profile of plasma-
derived products. As a result, no cases of blood-borne
transmission of known viruses from these products
have been observed in the last two decades.

In the late 1980s, on the other hand, the advent
of recombinant technoloev offered the possibility of

issues is lively??. As far as concerns inhibitors, unless
undisputed evidence from prospective clinical trials
shows a real difference in clinical practice, it cannot
be claimed that plasma-derived factor VIII products
are superior to recombinant factor VIII products®.
Even their equivalence should be scientifically
demonstrated by controlled clinical trials.

Continuity of care, intended as maintenance
of treatment with the product that offers the best
clinical benefit to each patient, is essentially the
only indisputable therapeutic approach for the
community of haemophiliacs. However, in times
of global recession, when financial constrictions
are jeopardising the current levels of health care,
governments and health-care decision-makers may
be tempted to turn the clock back and, in the name of
cost-saving, to adopt policies that might compromise
access to the best available therapies and put the
continuity of care in haemophilia management at
serious risk.

In such a context, small changes in clinical
onidelines. for example. those concerning the choice
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EUROQPEAN PRINCIPLES OF HAEMOPHILIA CARE

We call upon European and national healthcare policy makers to join us in taking
strong and decisive action to ensure that people with haemaphilia have access to
safie treatments and optimum care throwghout Eurcpe. We endorse the following
Principles, as elements of haemophilia care proviskien that should be available in
each European Country:

In each country there should be a central organisation for haemoghilia care
supported by centres operating at the local level. These organisations should be
responsible for accurate record keeping and the effectve administration of
haemaphilia care. Such an approach also facilitates the axchange of bast practice
and the coordination of research.

2. Mational Haemophilia Patient Registries

Each country should have a national haemoghilia patient registry administerad
by the central haemophilia erganisation. Patient registry data can be used to
facilitate resource planning and allocation, as well as provide accurate data on
patient numbers, prescribing patterns, geographical spread and adverse events.

All registars should be held with suitable attention to confidentiality, national
regulations and local best ethical practice.

Comprehensive Care Centres and Haemophilla Treabment Centres should be
established to ensure that people with haemophilia have access to the full range
of clinical specalties and appropriate laboratory services.

4. Partnership in the Delivery of Haemophilia Care

Clinicians and patient representatives should be part of national andfor regional
haemaphilia care decision making in partnership with ministries of health and
social affairs, as well as those organisations that deliver haemaphilia care via a
formal mechantsm such as a Mational Haemophilia Co-ordinating Group.

People with haemophilia need to hawve access to safe and effective treatment at
optimum lavels. This improves physical health, life expactancy and qualicy of life

APSOL registered in Brussels, Beighom: Mo, BO7. 100,368
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THE T Reprosentation Offices

Eurogean =acmoghila Consotum

Fue du Lunemboyrg, 22-24

B LG00 Drussals

Tel, =32-3-761 60 27, Fae, +33-2-F77 OF 10
e-Mal infp@eh oy

o

e Page 2 af §
L)

and raduces the psycho-soclal and economic impact of this bleeding disorder on
the patient and hisf her family. It also reduces the amount of long-term support
neadad from healthcare provider resources.

Home treatment and home delivery should be avallable in each country to
facilitate Immediate and effective treatment. This results in a reduction in
hospital visits, prevents short and long-term disability and allows children and
adults with haemophilia to have the freedom to lead lives that are as normal as
possible,

7. Prophylaxis {Preventative) Treatment

Prophylaxis treatment should be avallable to people with haemophilia as it has
been shown to prevent and improve chronic joint disease. Prophylaxis also
promotes health and social well-baing and reduces the burden of the condition.

8. Speclalist Services and Emergency Care

Haemaphilia care requires the co-crdination of 8 number of services to make
sure that the particular needs of those with haemophilia are met.

In critical situations, people with haemophila need immediate access to
treatment as wall a5 to skilled care through Accident B Emergency departments
and to the range of spedalists required to ensure thelr safaty.

9. Management of Inhibitors

Some people with haemophilia develep “inhibitors®, when their bodies inactivate
the replacement clotting factor treatment. Those affected need bo have
immediate access to optimum  treatments.  \Where appropriate, Immune
tolerance induction therapy (ITT) and the management of bleeding should be
administered by cliniclans with the necessary expertiss, In hospitals with
appropriate clinical and laboratory resources.

10. Education and Research

Recruitment and education of physiclans in the area of thrombosis and
haemastasts Is an Important task for the future to secure high quality care.
Further research Int2 haemophiliz is also reguired, with priority areas for
Investigation being modified factor WII1 and DX agents with longer half-life, less
immunogenicity, new administration technigues, better understanding and
prevention of the development of inhibltors and gene therapy. Other areas of
research are required to further the develapment of care for patients and families,
including examination of different service delivery madels, outcomes and gquality
of lifa measures.

AISEL regimtered in Brusseds, Belghom: Mo, BE7.106.955
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Manifesto dei “Haemophilia Principles of Care”
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a
&IORNATA
MONDIALE
del’EMOFILIA
ROMA, 17 APRILE 2012

L'accesso alla diagnosi e terapia
e fortemente a rischio in alcune
aree del territorio nazionale

L'appropriatezza prescrittiva puo
essere raggiunta solo
nel’ambito di un'appropriatezza
organizzativa

Urgente e improrogabile
I'adozione e implementazione
delle raccomandazioni sulla
programmazione regionale e
accreditamento dei Centri MEC
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PIANIFICAZIONE E ORGANIZZAZIONE DEI SERVIZI
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Haemophilia (2013), 1-8

ORIGINAL ARTICLE

The Official Journal of the World Federation of Hemophilia,

European Association for Haemophilia and Allied Disorders and
the Hemostasis & Thrombosis Research Society

DOI: 10.111 Vhae. 12141

Models for institutional and professional accreditation of

haemophilia centres in Italy

G. CALIZZANI,* S. VAGLIO,* R. ARCIERIL, I. MENICHINIL+ A. TAGLIAFERRI,
S.ANTONCECCHL§ M. T. CARLONI,YA. BREDA,** E. SANTAGOSTINO,tt A. GHIRARDINI, it
M.R. TAMBURRINI,{{ M. MORFINIL,§§ P. M. MANNUCCI|Y and G. GRAZZINTI*

*Italian National Blood Centre (INBC), Rome; tItalian Federation of Haemophilia Societies (FedEmuo), Rome; }Emilia-
Romagna Region, Parma; §Apulia Region, Bari; IMarche Region, Macerata; ** Veneto Region, Treviso; TTLombardy Region,
Milan; {1Ministry of Health, Rome; §§Italian Association of Haemophilia Centre Directors (AICE) and Tuscany Region,
Florence; and MItalian Association of Haemophilia Centre Directors (AICE) and Scientific Direction, IRCCS Maggiore

Policlinico Hospital, Milan, Italy

Summary. The Health Commission of the Conference
between the Italian State and Regions recognized the
need to establish an institutional accreditation model
for Haemophilia Centres (HCs) to be implemented by
21 Regions in order to provide patients with
haemophilia and allied inherited coagulations disorders
with high and uniform standards of care. The Italian
National Blood Centre, on behalf of the Commission,
convened a panel of clinicians, patients, experts,
representatives from Regions and Ministry of Health.
The agreed methodology included: systematic literature
review and best practice collection, analysis of
provisions and regulations of currently avalable

regional policy planning, in which the following aspects
of comprehensive haemophilia care should be considered
for implementation: monitoring and auditing,
multidisciplinary approach to clinical care, protocols for
emergency management, home treatment and its
monitoring, patient registries, drug availability and
procurement, recruitment and training of health care
professionals. The second set concerns the accreditation
process and lists 23 organizational requirements for level
1 HCs and 4 additional requirements for level 2 HCs.
These recommendations help to provide Italian Regional
Health Authorities with an organizational framework
for the provision of comprehensive care to patients with
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PIANIFICAZIONE E ORGANIZZAZIONE DEI SERVIZI
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LA CONFERENZA PERMANENTE FER I EAFPOETI
TEA LO STATO, LE REGIONI E LE PROVINCE
AUTCHOME DI TREWNTO E BOLZAMN

Mella odiarna sednta del 13 maryn 101 3:

"i.ﬁ.-|.1:|. B articoli 1, comesa 2, lett Bl e 4, compa 1 del

ixlativ 26 zEosho ]5‘9? o 181, che affidanc

aqu.n:l:. Jl:-u.:q:lﬂ-:-d:mmq-:mn

accord tra Croverno ¢ Regiond, I atmarions del primcipio

di lsale collaborazicns, al fine di coordinare 1 eeercirio

dalls mspetive convpetenze o mrolgere aftivita di ixderasse
COmTmg;

Vista la nota dal 7 dicamsbrs 2012 con Ia quale il Bi-
pistero della salute ha viate la proposta di accorde in-
dicata im cgeetto che, in data 1] dicembes 2012, & stats
mﬁ Bagioni ¢ Province mntonome di Trento @

Wista La lottara in data I3 fobbraio 2013, portata a cone-
scemza dol Ministero della salute in pari data, con L quals
la Kegione Vansto, Coordinatrice interregionale in sandth,
ha svanraio oo richosats ssendaiies delle schema di
sccordn palls versione di cod all aneidatts mots dal 21 fob-
braio 200 %,

Vistz 12 Jectura 3ol 26 febbrato 2013 con la quale il Mi-
nisters della salum ha tresmesss mma defmithva verdong
dolls schoma & accords ndicats = cha Han
comte delle messicnate proposte ve arazTate
dalls Regions Venato:

VWists la mota dal 27 falbbmaio 20013 com la quals tale da-
fimithm versons & st diramats alle Bagioni & alls Pro-
vimce snomome 43 Trento & di Bolramn;

Rilewato che 1" argomento & stado oritho all ordine dal
?.ﬂm:h.ﬂliﬁinﬂ-ﬁq‘mhﬂﬂnﬁu‘mnﬂnlﬁhbhﬂin
01Z, la quale nom ha avete lnogo;

Wista la pods in dats 4 mares 2003 con 1a :[nllq-llEn-
giome Vemeto, Coordinatrice della Comperissione s,
ha comm=nicaio il incmico favererole snlla veruoone
dalls schema di sccords di cnd taitasi dizasats com 1a
otz nods del 27T fobbraie 3013,

Considerate cha. mel corso dall’ odisrms seduta, § Pread-
dunti delle Regioni o dells Provincs antonomss di Trenio
% di Bolrane hanno espmsso parere favererole al parfe-
sonamanio dall's nally versboms diramats con 1a
predetta nota dal 27 febbmdo 201 3;

Acqnizite, mal corse dell’odisna weduta, 1" msense dal
(Fowurmo, d.-:JJ-nEnp:-mn:h]l-:-Pnrmma‘ub:-mmﬂ..

Sancisce accordo

tra il Govemo, le megioni & le province antonomys & Trun-
1 @ di Bolrams, nei segeanti tarmini:

Considerafi:

ﬂ-hnﬂu:hlﬁmj.:hnh-d.qﬂjlnrnhb]mal-qgﬂnn
i 1997 mecante: wApproverions dell atto di ndinsso o
coordinansato alls regical o provincs autonoms di Trao-
1o & Bolrano in maderis & sinatterali, tecaologici
wd orgamireytivi minimi per 'esercizio dells atthdita sa-
nitania da parie delle strutmre pobbliches & privates, cho
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ACCORTO 7 feblermo 2013.

Accordo, ai sens dell’ sroicole 4 del decrece legizlao
Illguu]i!"i" l.EE]_tliGﬂ-:lqhnF.lhm

:tMit-‘-.IE!I— lemﬂu-

LA CONFERENZIA PERMANENTE PER I RAPPORTI
TRA LO STATO, LE REGIONI E LE PROVINCE
AUTOMNOME DITRENTO E BOLZANO

Halla odioma weduta del 7 feblbraio 2013:

Vinti gl articoli 2, comma 2, lect. b e 4, comma 1 del
decrute legislatve 18 agosto 1997, m. 261, che affidamo
2 stz il compito 4i propraovers ¢ sanciro
accordi ta Goveno o Kogioni, in armarione del princpio
di keals collsbormsions, al ine di coordinare I'ssercizio

delle rispettive competenza & svolgars artivita 4 intarusse
TOTIILEG:

Vista la nota dal 10 dicesnbre 2012, com la quale 1l
Mimistere della sabwie ka rasmseaso la proposta di accordo
indicats in .

Vizta la nota del 12 dicembre 2012, com 1a gumle la
predetta proposta di accorde & stat diramsata alle Rogioni
& Provinoe antomonse:;

Witz la oot dell™11 'Il}li-mllqnlln
su mickieta :h-ﬂlﬂngic-mw

Commedssione u}utn,ilh.h.mnm:lh -.lm:l:uun.unh:-
nica par il 31 gemnaic 2013;
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conclusioni

Soprattutto in un periodo di crisi
economica, e auspicabile

« la condivisione e la
partecipazione alle scelte di
programmazione sanitaria di tutti
gli attori del sistema

e |stituire un Gruppo di esperti
nazionale che coinvolga anche le
associazioni del pazienti per il
monitoraggio e la valutazione dei
processi




EMO-ATTIVI per ottenere un risultato
a portata di mano: eliminare la dizparita
nel trattamento tra persone emofiliche
s tutto i territorio nazionale,

EMO-ATTIVE per raccogliere una sfida
ancora pit grande. Portare con il

: é contributo italiano dal 25% al 100%
IORN ATA la percentuale di emofilici che hanno
MONDIALE accesio a cure e trattamenti nel mondo.
det’EMOFILIA EMO-ATTIV per la vita.

ROMA. 17 APRILE 2012 g '
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