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e Aggiornamenti Attivita Internazionali, Salute Pubblica
e Scenario Terapeutico

* Aggiornamento studi in corso
* Pubblicazioni varie



Giornate AIEQ

Gruppo di Lavoro Patologie del Globulo Rosso

9 Marz 2026- ofe 8.00-13.00 IINI 13-14 APRILE 2026

Viale NMonte Sanfo 5,
Milano

PROGRAMMA

Drepanocitosi: 10 anni di screening a Modena e novita legislative per lo screening antenatale

(G:Palazz)

Drepanocitosi: Standardizzazione a livello Europeo delle valutazioni della Qualita di Vita

attualmente in corso (G,Palazzi)

Aggiornamento Progetto EU_DGSante Critical Appraizal of SCD Guidelines; presentazione
apportunita per EHA Guidelines. (GBusso)
Aggiornamento e Discussione Studi propostifin corso:

o Sferocitosi: studio retrospettive (M. Marinoni-C.Piccolg)

o SCD, studio prospettico talassg-drepanocitosi “mild” (S;hetatal) (E.Bertoni)

o Proposta di studio nazionale sui Disturbi Respiratori del Sonno e Asma nei pazienti
pediatrici con Drepanocitosi (Prof.ssa Nosetti/Dott.ssa Marinoni)
o Studio DHTR (P.Corti)

Studio Parvovirus B19 nelle anemie emolitiche: presentazione risultati finali (MP Boaro, G
Del Borrello)

RADesp-Rare Anemia Disorders Egidemiological Platform: aggiornamento, analisi dati e
prospettive (R,Calombalti, G.8usse)

Progetti di Intelligenza Artificiale nelle anemie rare: TCD e machine learning (V. Vi), Infarti

Cerebrali Silenti e Deep Learning (B.Colombatti)

Studio Asplenia nelle Anemie: Aggiornamento pubblicazioni, analisi e prospettive diricerche

future (), Casale)

Talassemie: Analisi dei dati raccolti in RADEEP sull'accumulo di ferro — standardizzazione
dellinserimento e del follow-up (M.Casale)

Aggiornamenti raccolta dati e analisi preliminare studio “diagnostica” (\.Casale)

Trial Clinici in Corso (discussione vari)

Varie ed eventuali (HU e vaccini; [
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AIEOP SCD GUIDELINES del 2023 - Tradotte in Inglese

ASS0CIAZIONE
ITALIANA
EMATOLOGIA

ATEOP s
FEDIATRICA

Associazione Italiana Ematologia Oncologia Pediatrica

Pubblicazione sul sito

Gruppo di Lavoro “Patologia del globulo rosso” eurobloodnet.eu
Coordinatori: Silverio Perrotta - Giovanna Russo .. . . .
Critical appraisal of EU guidelines

LINEE-GUIDA PER LA GESTIONE DELLA
MALATTIA DREPANOCITICA IN ETA’
PEDIATRICA IN ITALIA

® --3\ European

/ ® %500 Reference
L)
G. Russo e D.Cuzzubbo (CT) _—s-—'/% § 0..' fNetwolrk |
— Nk or rare or low prevalence
M.Casale (NA) — I % European complex diseases
— =— Commission # Network

Hematological
Diseases (ERN EuroBloodNet)

R.Colombatti (PD)




ASSOCIAZIONE
TALIANA

EMATOLOGIA
INCOLOGIA
EDIATRICA

2023

Associazione Italiana Ematologia Oncologia Pediatrica

AIEOP

Gruppo di Lavoro “Patologia del globulo rosso”
Coordinatori: Silverio Perrotta - Giovanna Russo

LINEE-GUIDA PER LA GESTIONE DELLA
MALATTIA DREPANOCITICA IN ETA’
PEDIATRICA IN ITALIA
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2026 Sicurezza
vaccini vivi in
lattanti con SCD
che assumono

JORUM
£RSTY uDIO LOGNA
\\\\:\M\\\\\\\“

20/01/202° .
Idrossiurea
consiiv " (app9¢o
nt‘,o'\nd\c nort aﬁe\.\'.\
en!

Raccomandazioni del Gruppo tecnico “Talassemie ed Emoglobinopatie” della Regione Emilia Romagna
sull’uso di vaccini vivi attenuati per MPRV in bambini affetti da drepanocitosi

Patrizia Albertini’,
Monica Caruso®,

Monica Benni®, Patrizia Bernuzzi®, Rino Biguzziz, Costanza Bosi", Simona Bulgarelliz,
Erminia Di Bartolomeo®, Elena Facchini’, Francesca Ferrara®, Beatrice Fi]ippim: , Elena
Follini', Annalisa Gabriele?, Liliya Kodzhebash®, Nesrine Gamal Mohamed Abdelall®, Filomena Lnngt)?, Cinzia Moretti®, Giovanni
Palazzi®, Micol Quarcstmai, Caterina Radiccz, Francesco Romeo®, Maria Beatrice Rondinel]i", Daniele Vallisa*, Donatella
Venturelli®.

Gruppo tecnico “Talassemie ed Emoglobinopatie™ della Regione Emilia Romagna.

'Parma, 1Rumagna, JBulogna, *Piacenza, SReggio nell’Emilia, “Modena, 'Ferrara

Angelica Barone',
Benedetta Cambd’,
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NUOVE TERAPIE, SCD
<12 years 212 years

* HU precoce in genotipi severi con e Ottimizzazione HU, Trasfusioni RBC,

ottimizzazione dose HSCT
e Trasfusioni RBC
e HSCT * Gene therapy

e Etavopivat, Trial Hibiscus 2

* Upcoming clinical trials in 1 year * Crovalimab, Crosswalk 2

(etavopivat, mitapivat, other?) * Rizalbrutinib (>10 aa)

* Upcoming clinical Trials (Pociredir,
Tebapivat, Osivelotor...)
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NUOVE TERAPIE, Talassemia

 Trasfusioni RBC, chelanti
* Luspatarcept

e Gene Therapy
e Etavopivat (Trial) >12
* Upcoming Mitapivat 1-18 anni
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“A retrospective/prospective, multicenter European Epidemiological Platform for
patients diagnosed with Rare Anemia Disorders (RADs) with clinical significance, in
concrete Sickle cell disease and Thalassaemia disorders, and other rare defects of

the red blood cell and erythropoiesis”

RADeep, 1° National Meeting
11 marzo 2026, Milano

P

o2\ European

. '.:-..;':0 Reference
[ ]

0o0' Network

for rare or low prevalence
complex diseases
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.; 0 .0' Network
RADeep Network R
& Network

Hematological
Diseases (ERN EuroBloodNet)

Last data update: 27/02/2026 12:42:08
RADeep Epidemiological Data 3% RADeep 10 stati europei con

& Explore the global distribution and demographics of RAD patients registered in the platform by country, disease, and age group. ° . HR

« 6456 inserimento dati:
Country Distribution - Total Patients i i .

@ . @ RAD Patients by Disease and Age Group ° Ita I |a . 1808

® Adult @ Paediatric ® Unknown
* Belgio: 1161

patients

sco ..
“ - I * Spagna: 1155
=2 veo [ .
® et — . Frand
p o, [ F + 917
( @Z ZEQSM @ZOZGKIDM Feedback ™ ra n C I a .
_— .
countries —— e Olanda: 518
@ Age Group Distribution
can y . .
50 (0.77%) acronym disease . C I ro . 40 6
6456 2815 (43,6%) o IS Alpha-thalassemia |} p .
bTHAL Beta-thalassemia
Sum of patients ®Adult Undiagnosed case R caa Rare constitutional ° G P 248
3 — recia:
@ Paediatric SA cDA Constitutional

dyserythropoietic

i T — * Danimarca: 128
* Norvegia: 85
* Portogallo: 32

016

diseases 3591 (55,62%) anemia

Constitutional defi... deficiency deficiency anemia

+ undiagnosed cases
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RADeep Network - Italy

Pisa - Azienda Ospedaliera
Universitaria Pisana

Italy — HCP in RADeep

Milano - Ospedale San Raffaele

Ancona - Azienda Ospedaliero-
Universitaria-Ospedali Riuniti Ancona

Bari - A.O.U. Policlinico Dipartimento di Modena - AOU Policlinico di Modena S.C. di Medicina Rimini - Azienda USL Romagna

Pediatria Interna
Bari - Universita di Bari Modena - Azienda Ospedaliero Universitaria Policlinico Roma - Fondazione Policlinico
di Modena Universitario Agostino Gemelli- IRCCS
Monza - IRCCS San Gerardo dei Tintori SSD Malattie . . s
. . Roma - Policlinico Umberto | Universita
Bergamo - A.O. Papa Giovanni XXIII Rare kK . » . .. . . .
La Sapienza Centri attivi pediatrici: 34
Bologna - Azienda Ospdaliero- San Giovanni Rotondo - IRCCS
Universitaria di Bologna - IRCCS PoliclinicoMonza - IRCCS San Gerardo dei Tintori, Pediatria Ospedale "Casa Sollievo della
SRS AR Centri attivi adulti: 5
Torino - Centro Regionale Unico
Bolzano - Ospedale Centrale di Bolzano  Napoli - Universita della Campania "L. Vanvitelli" Piemonte e Valle d'Aosta Presidio

Infantile Regina Margherita

Centri di prossima attivazione: 2

Padova - Azienda Ospedale - Universita di Padova

Brescia - ASST Spedali Civili di Brescia ~ Clinica Medica 1 leptoslaceudipierieiclean

Servizi Sanitari

?atar)zaro -.AZ|.erJda.| Ospedaliera Padova - Azienda Ospedale Universita Padova Trieste - IRCCS materno infantile
Pugliese-Ciaccio" di Catanzaro Burlo Garofolo

Ferrara (Cona) - Azienda Ospedaliero . . . o Udine - Azienda Sanitaria Universitaria
. e , Parma - Azienda Ospedaliero-Universitaria di Parma e
Universitaria Sant’Anna Friuli Centrale

Firenze - Azienda Ospedaliero- Varese - Azienda Ospedale - ® N European
) L P Pavia - Fondazione IRCCS Policlinico San Matteo Universita Insubria ASST b 'y Reference
Universitaria Anna Meyer ETTELAGHI ® X
S G - 0o0° Network
i - Bl Grsedklions Oueeikel Verona - Azienda Ospedaliera .‘ .. i%;r;l‘reexodrislz\(jssgevalence
Galliera Perugia - Azienda ospedaliera di Perugia Universitaria Integrata di Verona - "' R

Ospedale della Donna e del Bambino "
RADEEP Hematological

Pescara - Presidio Ospedaliero Spirito Santo- Diseases (ERN EuroBloodNet)

Genova - IRCCS “Istituto Giannina Gaslini” . o
Ematologia Clinica




Giornate AIEQP

Italy - Diagnosis

Total Patients

Alpha-thalassemia 18
Beta-thalassemia 412
Constitutional anemia due to iron metabolism disorder

Constitutional deficiency anemia 1
Constitutional dyserythropoietic anemia (CDA) 27
Hemoglobin C disease 6
Hemoglobin E disease 2
Hereditary methemoglobinemia 3
Rare constitutional aplastic anemia 11
Rare constitutional hemolytic anemia due to a red cell membrane anomaly 464
Rare constitutional hemolytic anemia due to an enzyme disorder 1
Sickle cell disease and related diseases 841
Sideroblastic anemia

Undiagnosed case 1
Unstable hemoglobin disease 6
N/A 1
Totale 1808

RIMINI 13-14 APRILE 2026

1808
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[ visualizations
1) RADeep Epidemiological Data (Power Bl )«
R R R A
3) RADeep Coverage Report (Shiny)
4) RADeep Completeness Report (Shiny)

(= visualizations credentials
1 RADeep Dashboards

redentials

Last data update: 27/02/2026 12:42:08

RADeep Epidemiological Data D) RADeep

Explore the global distribution and demographics of RAD patients registered in the platform by country, disease, and age group,

% 6456

patients

6456

@ country Distribution - Total Patients @ RAD patients by Disease and Age Group

patients
®Adult @ Paediatric ® Unknown
£ P ——
% oo [
e voo [
($) 1 e o, [ — (8]
P I mron cnrpmron ressvits
- erymo [ e
countries Hemogiobinopatr.. countries
@ Age Group Distribution
o R | i
50 (0.77%)

6456 2815 (43,6%) cor I Alpha-thalassemia

bHAL Seta-thalassemia

sum of patints @idiit undignosed ase Y fare consitutonal

- splastic anemia
o ®Paediatric s coa Consttutional 0

dyserythropoietic

e = 16
colinbondic Consttuionsl Constitutionsl
; 3501 (55.62%) s ¥ deficiency  deficiency anemia .

diseases (5562%) anemia diseases

+ undiagnosed cases + undiagnosed cases

RIMINI 13

RADeep Epidemiological Data

Explore the global distribution and demographics of RAD patients registered in the platform by country, disease, and a

(@ country Distribution - Total Patients

Total Fatients 406

@ Age Group Distribution

0%)

2623

®adult
@Paediatric

0%)

®Unknown

2623 [4063%)

Censtitutional def

European
Vv Reference
Network

for rare or low prevalence
complex diseases

#: Network
Hematological
Diseases (ERN EuroBloodNet)

Visualizzazione Reportistica
Tool 1: RADeep Epidemiological data

Last data update: 27/02/2026 12:42:08

ﬁ RADeep

@ RAD Patients by Disease and Age Group

@ Adult @Paediatric ® Unknown

bTHAL AgeGroup Pasdiatric

{ |
" :

patient C:

w2623

Hemoglobinogath

MbD

EngymDd

IRIDA S0 ‘Sichde colldisease
and relsted

ditasses
can

sa

Undiagnosed case

*Dati
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Reference
Network

Visualizzazione ReportiStica o

Network

Tool 2: RADeep Descriptive Tables e e

RADeep Descriptive Tables

Interactive Patient Registry Analytics Dashboard

Patient Episode Information
Navigation This section provides detailed information about patient visits across the RADeep registry, allowing you to track patient retention and follow-up completion rates.
* Baseline: Initial patient assessment with complete medical history and examination.
@  Public Dashboard o Follow-up 1-5 : Scheduled fallow-up visits occurring at regular intervals to monitor disease progression and treatment response.
* Follow-up 6+ : Long-term monitoring visits for patients with extended registry participation.

@ These tables help identify areas where patient follow-up might need improvement or where successful retention strategies could be shared.

BB Tables per Patient

© About
Patient Episodes Patient Follow-up Visualization
Search:
Patient Counts by Episode Type
Data Filters Episode Type Number of Patients
Country Baseline 1759 2 1500
=
]
At least 1 Follow-u 705 5
P % 1000
Healthcare Provider At least 2 Follow-ups 320 g
E 500
At least 3 Follow-ups 43 z
N: 43
At least 4 Follow-ups 0 4, 4 4 4 Ay,
%@_W? %g% f/@e% fres% s,
At least 5 Follow-ups 0 ‘o, ‘o, ‘o, “on, Fon o
U g "oy U, U O, 5
More than 5 Follow-ups 0 Episode Type :
*Dati
*Tabella con possibile copia/incolla su *Grafico a barre scaricabile in png

Excel italiani




Giornate AIEQP

Reference
Network

Visualizzazione Reportistica ~ Y&

Network

Tool 2: RADeep Descriptive Tables SR

Patient Episodes by HCP

. .
Follow-up Follow-up Follow-up Follow-up Follow-up Follow-up Total ﬁ I n Se rl m e n tl

Country Healthcare Provider Baseline 1 2 3 4 5 6 Patients

totali per

R HCP . .
. e T , . . C Inserimenti

— Bergamo - A.O. Papa - - 26 ) i
Giovanni XXIII : - - N - Patient Episodes by Diagnosis tota I p e r
Bologna - Azienda
iy Ospdaliero-Universitaria ) _ i i _ i Show| 15 | entries Search: |y
g RN tologia
Policlinico di 5.0rsola Country Diagnosis Baseline Follow-up 1 Follow-up 2 Follow-up 3 Follow-up 4 Fulpa il al Patients
aly Bolzano - Ospedale . i
Centrale di Bolzano - N - o 0 (
sty Brescia - ASST Spedali . . h h - — Sickde cell disease and related = o m B 3 3 a o
Civili di Brescia - e - : N : diseases
Catania - A Rare constitutional hemolytic
~ PR P Italy anemia due to a red cell membrane 462 121 41 1 0 0 0 462
anomaly
* ] . . Italy Beta-thalassemia 386 113 79 23 0 0 0 386
Tabelle con possibile copia/incolla su
Constitutional dyserythropoietic
Excel raly anemia (CDA) 7 ¢ ¢ ° ° ° 0 7
Italy 27 0 0 0 0 0 0 27
Italy Alpha-thalassemia 17 3 1 0 0 0 0 17
taly Rare r:onshkullonal hemolytic 1 7 6 o o o o 1
anemia due to an enzyme disorder
* . Italy Rare constitutional aplastic anemia 9 4 4 0 0 0 0 [
D at I Italy Hemoglobin C disease 6 1 1 0 0 0 0 6
Italy Unstable hemoglobin disease 6 3 3 0 0 0 0 6
I ta | I a I l I Italy Hereditary methemoglobinemia 3 1 1 0 0 0 0 3
Italv Hemaalobin E diseaze 2 n 0 0 0 0 0 2 hd
Showing 1 to 15 of 16 entries Previous 1 2 Next [
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Rethinking Sickle f+Thalassemia severity through an integrated genetic,

*™» rheological, morphological and clinical lens
RADeep
A) ik
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Padova, Monza, Brescia, Catania, Parma, Pavia Varese Under review
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Monitoraggio del sovraccarico di ferro
nei pazienti pediatrici affetti da
emoglobinopatia
ed altre anemie rare
(M.Casale, NA) s

es% RADeep

Rare Anaemia Disorders European Epidemiological Platform

ﬂ‘ RADeep

= @rome 2eRegsterPitient (£ EditPatent @Help

RADeep, the Rare Anaemia Disorders European Epidemiological Platform is an initative for pooling data from patients affected by a rare anasmia disorder, built i line with ENROL and the
EU-RD-Platform recommendations for patients'registries on rare disarders.

ders (RADS) is 3 group of rare diseases characterized for presenting anaemia s the main RADS by ORPHA
dassification are most of them chronic life threating disorders with many their proper diagnosis and dinical
centers of expertie, creating an impact an European health systems.

teams on

Scatored knomledss
¢ e expertes

e
P

Lickofyrestments

Underagnossa
Nisdisgrased

RADs challenges ()
vicious cycle

The RADeep
it @ effect  fomod

- s o

(. O
o

Reaching s

Although there are some examples of wel-established national registries on RADs in EU, the lack of recommendations for Rare disease registries implementation and the lack of standards
or has led to
P o

y of data on prevalence, survival, main chnical manifestations or treatmentsn mest of the European countres, required for both
shapping policies and promation of research.

RADeep
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PARVOVIRUS B19 infection in Congenital Anemias,
referenti MP.Boaro (PD), G.Del Borrello (TO)

EHA2025 Epidemiology And Severity Of Parvovirus B19 Infection In
Congress ehaRed Blood Cell Disorders During The Epidemic Season
i A 2023-2024: A NatlonWlde Report from Italian AIEOP C

INTRODUCTION

Parvovirus B19
challenge for

* Abstract su dati preliminari EHA  Jezesssss

'and rEpans nfunwfcsdenred
335 patients with symplomatic Parvovirus 19 infection were hospitalized in the 25 pa

i
. Gentres (mean length of stay’4,4 to 6,4 days). 46,6% had SCD , 44,3% HS, 4,9%
anlasl enzymopaties and 3,2% other rare anemias (Figure 1, 4
) Dnlermally life threatening complications.

Wiean age at admission was 8 yo for SCD, 8.9 yo for thalassemia, 7,5 yo for HS
Wean hemoglobin a reficulocytes at steady siate were sian) , higher for HS than SCD
and thalassemia Amona SCD patients, 68,5% was on hydrossiurea. ai mean dosags of

° Tl H M H AIM mafigidie. Clinical manfestaions included fever (67% of thalassemia and 91% of
n a I S I a I I n a I CO n C u S a HS), aligue (51% of SCD, 73% of thalassemia and 83% of HS), folloved by abdominal pain and
} } arihral
The otieciive of fis shidy was to assess fhe patients e  severs complicafions: acute Kidny injury (0,7% of SCD and HS),

: . :(0.7% of SCD and 1,4% of HS) and hemophagocitic lymphohystiocylosis (2,9% of
. . . 1 T 0% had VOC, 10,9% ACS and 0, 7% stroke. Severe Anemia and
° anuscript in preparazione ey 1
globin compared fo SCD, Thalassemia, or off o other ons tmtalue <0.0001) (Figure 1, B). - % -
mm e P R amic W&iés”‘" luded Iv immunaglobulin (7, 7% of SCD, 6, alassemia and 6 6% of B T

Disorders European Epidepiological Platiorm
(RADEEP]. the ERH EurgHioodliet  was administered fo 3.5% of SCD and 3.7% o”m‘s"“ﬁﬁé%mms received red blogd.

promoted registry for Rare Anemias. : of patiort inched i o sk (A}, % of H reducon fom basal
Complete biood count was restored at steady state values for allthe patients; 14 patients needed
1CU ag one of them died from multiorgan failure during persistent severe anemia

Tre i siralk
HS), steroid therapy, administered to 3 5% MSCD 6,7% cﬂthalassamla and 2 9% of HS ::/:?’é(

METHODS

Data of patients affecled by Parvovies 519 |l CONCLUSIONS

infection betwesn 1st 2023 and After the: COVID-19 pandemic, many countries saw a rise in

31st Oclober 2024 were relneved | infectious diseases Currenl dm suagest that meg@w
0! duced palhogen exposure, e 2a ity Gan: DAce

s
s B19 was detected by serological W iified this gap may e contouten to larger oulbreaks and

o
tests or molecular biclogy more severe infections The onaoing Parvovirus B19 outbreak

Descrintive statisiics were performed. in Europe, 2pDears 1o be causing more Severe cases and our

including the calculation of frequencies and data support this in patients affected by red blood cell

percentages for categoncal s and disorders. The current data on Parvovirus B19 infection from

measures of central lendency and AIEOP Centers, show an important number of hospitalizations

dispersion for continuous vanables. in this coner of rare diseases, with imgertan! clinical
impiications.
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SCD
Thalassemia
HS

Enzimopatia

Casistica e
30 Centri AIEOP
2023-2024

333 infezioni in
SCD-HS-Thal/3129
pazienti (10,6%)

TOTALE:

Anemia Sideropenica
Anemia microcitica
Blackfan-Diamond
Stomatocitosi
Ovalocitosi
Sensibilizzazione anti-B
Aplasia (Sospetto DBA)
Sospetto membranopatia
Non specificato

Totale "Altro"

NO
161

348

48,4%
6%
45,6%
0,9%

3,6%
100,0%
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Nord Centro Sud

61,9% 18,3% 19,8%

Figurel: Geographical distribution of participating centres across Italy and
Parvovirus B19 infection rates. Pin sizes and colour intensities are proportional to the
empirical Bayes-adjusted infection rates, expressed as percentage of patients with
HDs infected with B19V followed at each centre and weighted by total number of HD
patients followed through centres to reduce instability due to small sample sizes (map
created with Datawrapper).
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Infection rates

SCD 11,7% (161 out of 1380)
Sferocitosi 17,5% (152 out of 869)
Talassemia 2,3% (20 out of 880)

SCD 7.9 yrs

Thalassemia 10 yrs

HS 7.6 yrs

(p-value: 0.842)
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Diagnosi nota prima dell’infezione?

No differences across categories (p-value: 0.868)

45/333 non note (13,5%)

Di cui:

*20 Sferocitosi

©22 SCD (circa meta HbSC ed HbSS e meta «SCD» con genotipo non specificato)
*3 Talassemie

SCD genotype analysis:
HbSC genotype higher rate of previously undiagnosed cases compared to others
(HbSC 31.8% vs HbSS 10.0% and HbS/[-thal 5.3%; p-value: 0.0196)




Glﬂrnate AIEOP RIMINI 13-14 APRILE 2026

Trattamenti
Hematological Diseases
Therapy Sickle Cell Disease Spherocytosis Thalassemia p-value
IVIg (n/N, %) 11/161, 6.8% 10/152, 6.6% 1/20, 5.0% 0.927
IVIg Dosage (mean, mg/Kg) 1660.0 864.6 2000.0 0.024*
EPO (n/N, %) 4/161, 2.5% 6/152, 3.9% 0/20, 0.0% 0.854
EPO Dosage (mean, U/week) 21400 16000 NA 0.524

Antibiotics (n/N, %)

120/161, 74.5%

63/152, 41.4%

8/20, 40.0%

<0.0001****

Corticosteroids (n/N, %) 7/161, 4.3% 4/152, 2.6% 2/20, 10.0% 0.037*

Transfusions (n/N, %) 134/161, 83.2% 145/152, 95.4% 17/20, 85.0% 0.0024*
N°Transfusions/patient (mean) 1.6 14 1.9 0.0085**
Transfused RBCs (mean, mL/Kg) 14.3 19.9 16.3 <0.0001****
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Outcomes clinici e di laboratorio

Ricovero in TIPED? Esito (vivo)?
= SCD:6,2% (9/154) = SCD: 99,4% (1 deceduto)
= Talassemia: 0% = Talassemia: 100%
= HS:2,1% (3/145) = HS:100%
= Enzimopatia: 33,3% (1/3) = Enzimopatia: 100%

= Altro: 8,3% (1/12) = Altro: 100%



Glﬂrnate AIEOP RIMINI 13-14 APRILE 2026 .

Qualta di vita nella SCD,
referenti G.Palazzi, R.Colombatti

Sferocitosi nel neonato,
referenti C.Piccolo, M.Marinoni (VA)

Raccolta casistica di DHTR in SCD,
referenti P.Corti, G.Ferrari (MZ)

Studio sull’asma e disturbi del sonno nella SCD,
Referente M.Marinoni (VA)
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Gruppo di Lavoro Patologie del

A E 0 P Globulo Rosso

ASSOCIAZIONE ITALIANA EMATOLOGIA
ONCOLOGIA PEDIATRICA

Sezione 1di 22

Survey: nuove diagnosi di emoglobinopatia <
2024/2025

Gentile Collega,

il GdL Patologia del Globulo Rosso ha tra i suoi obiettivi prioritari anche quello di evidenziare eventuali criticita
nella gestione dei bambini affetti da emoglobinopatia in ltalia e trovare soluzioni compatibili con il nostro
sistema organizzativo nazionale.

Pertanto, ti chiediamo di rispondere a questa breve survey, focalizzata sui bambini PRESI IN CARICO PER LA
PRIMA VOLTA PRESSO | CENTRI DI CURA NEGLI ANNI 2024 e 2025.

Considera solo pazienti di nuova diagnosi e non pazienti gia diagnosticati e trasferiti al tuo centro nel periodo
indicato.

In questo modo sara possibile valutare eta media e modalita di riferimento dei bambini con emoglobinopatia,
al fine di pianificare azioni di miglioramento.

Il contributo di ognuno & fondamentale.

Grazie
ssssssssssssSsSsSsSsSsSsSsSsSsSSSS————————




GlOrnate AIEOP RIMINI 13-14 APRILE 2026 .

% eha AYAs with chronic Position paper

Hematological Disorders European Sgrvey
on AYA services
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