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3. HAEARRHECH (A Europe fit for the digital age) : &8 A T 2955 (Al
TR iy BEGAeS » Jo N BRI SE AR S - [BIHRH77 172 i 2050 4F S fige o ATIHY H A -

4. (BEFRMAVEBMNATE T (Promoting our European way of life) : DISEE »
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Kyriakides) E4£ - HAAK 5 FEBEBERLW N -

1. fLET E3EaY2E 5 (Supply of affordable medicines) -

2. BTV AR ZERE (Effective implementation of the new regulatory
framework on medical devices) -

3. [EAHBUI {HFEATE Ot E S B N (R R HEEE e [ (AN P (Use e-health to
provide high-quality healthcare and reduce inequalities)

4. RSB (B B DL i #E At s bt 5t (Create a European Health
Data Space to promote exchanges and research) °

5.  HTEUMNEETTENE S L2 EHiZEM: (Implementation of the European

One Health Action Plan against Antimicrobial Resistance) -

6. FEPEHPEAEZ (Prioritise communication on vaccination) o

7. SUTECHBTEESTE (Put forward Europe’s Beating Cancer Plan) -

(70) &4 K& 224828 (Directorate-General for Health and Food Safety, DG
SANTE)

#A kB L EREAREREARHEEN L 2T B fIEEERE
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A - FUELHE(D £ C)EFEBmEE  BEYEmNL S - SEYIREEER -
Hp =~ =#F(B ~ C)sEBraian |
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Health and Food Safety (SANTE)

01 Strategy and
‘coordination

N. CHAZE
(M. Matthews)

02 ~ Communication
R. DOMENECH
uuuuuuu
D eputy Director General for Depuly Director General for
Health responsible Plhdp al Adviser for Health’ Food Safety responsible
for Directorates B and C Crisis management for Directorates D, E, F and G
e | DE LA MATA

1 - Health and Food safety

health syster B mposmon et

S. GIRAUD A NIKOLAKOPOULOIJ D.MERONI *

A1 Betler regulation
(c Gom)

A2~ Legal affairs 82 - Croas border healicare
R.DELFINO TEREL
nnnnn 83

Networks and Digha Hoath
1-M. GLIGOR
. Lettens) (M. Dorazi)
C4 — Health determinants
iy ey o and international relations.
H. GEVAERT
(G Georgiannakis) (A- Mathieu) ot b
85 - Medicines: policy,
jon and i

chronic diseases
s SCHRECK

D1 - Food F1- Food G- Plant health
stakeholder refations
F. ANDR\ESSEN D. ANDRE
1AAI Imu) (H. Aijs)
‘G2~ County knowedge
P. ROUX
(G. Gallo)

D2 - Multilateral F2 - Animals G2-. Anlmll helllh nd
eehno{ugles Lo O
D. LANGE B. GAUTRAIS A. RAMIREZ VELA E ZAMORA ESCRIBANQ
(S. Goux) (F. Verstraete) (J. Juntila)
F3 - Plants GS Official controls and
' lnlml
C. BRUETSCHY A OWEN-GRIFFIYHS A GAVINEI.IJ
(8:Hehimes) (Geiboriee), (T. Gumbel)
F4 controls, G4 - Food hygiene
mmd and lead safety
K. BEREND J.MC EVOY E. THEVENARD
(A. Bitterhof) (J. Warnel) (P. Caricato)
ES — Animal nutrition, - G5~ Mem bmlb«lty and
veterinarymedicnes | | [ || | commitees
C. SIEBERT 5
(E. Marin) in)

(M. Pongheliini)

feaotmes menagemment

€3-Cris
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W. PHILIPP
(A Molnar)

K. VAN DYCK
(C. Laso Sanz)

emergency funding
A i G|uuo

‘f‘ Food safety programme,

B6 - Medical devices

A E. AMPELAS
(E. Hansson)
$ F'nndpal in the interest of the service occupying the post of Director of Chafea
12020 ‘m woul and * Agency in Luxemburg
* Directorate 1 Grange - Ireland
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—~ BN E484% BB i fE R (European Reference Networks and Digital Health)

(—) BB R RERIER LSRR

BB B 2015 FEHEH T B8z i | (Digital Single Market, DSM) $RHg »
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¥5254# (eHealth Digital Service Infrastructure, eHDSI) 5z B 2675 48 4% (European
Reference Networks, ERNS) - (£ #EELEE T B F IS EE IR TS » Er 4 RERR
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fir B2 A T 225 (ARl (Shaping Europe’s Digital Future)f22 - SIEREUHIEEL
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WErHKEL - MHEZEAE 2030 FIEAT - R RIS —(EEREIRE 1Y » BEE
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() BETFEEBAEBZERE (eHealth Digital Service Infrastructure, eHDSI)

EREAHA 2011 4R iE B E IS i IR 55 2 (Directive 2011/24/EU)° > i [ 2017
R B A DU R EE TIPS SR (B IR A AR 7S - DAVECRBIOM 2 RTEER RIS

[l i A S SIS RAE ME R R IR AURE ST > AL THET 28 2022 FEREHY 22 (R EHEY
HPHEN

1. iR (Patient Summary) : $2{H & FAYEFHIRRE R 2 S B0E - Bl
B~ HRTHEE  BERS - Fin% - EEBERE S —EE IR Z L B A58
TPAERE S sy - PLR B n] DRy B AR FR AL R AR - B2 2019
IR BAREE - SUERIATEE 55T~ EEAML - #E S TR DR LR
ACEE T AHARIAR S -

2. BB Ji(ePrescription, eDispensation) : & H1 % iz J7 H1JE (L EE IR 2 ik
1T » (EERER A B AT DATE 55— (B BK R [ 2 /1 Y & oy R B e 7 4 -
£ 2019 FJE - ZrpE ~ B0 ~ weEiRpn A DR B R T T
AR -

ATABUR A B RET 88 7 1B 5 e AR » hh R 5 Jd b T % B
B4k f53RG(National Contact Point, NCP) » {1 Ry [ B EL At 5 5 W) (R R i
BRI FEER EH S E A FERIER R G - R T IR
TE A R 28 - MG EAANRRE R A2 B R (0 & S e A B AR R
i~ B5E ~ ERZERIEFER)GIE - WEREEHE R AR R EE, -
BREEEFNATATERER « S HEEE -
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(=) BiNZ2Z484%8 (European Reference Networks, ERNS)

BN S5 $R8 5 R R R B R Y B s SR SRR P & - R RIE
5 S B IS < (Directive 2011/24/EV) M ILAVECR 2 — > A H 2017 4 3
HBHAENE - FHHME S (BB R 5 R A HE AR H SR Rt ) B iR &
B ARER - NILEEIT B IR 25 445 - A B iR R A s i e - 5 4t
2 EEEERFEEEEIE - 2B E - AR EE B THEE
ERER - BONZ St THEE MG ZHIINIL - B D ZRIE A~ P I
(et B E 2B E > DI RBBERRY . Bh & F - 250  EE BB\ AV 1E
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AL HEER AL T 24 (E ERERY 2 S M - pEZKE 26 B B B B B3P
B MGALE T 300 2B Y 900 (1 SRR E K o S {EEsS R R iR E
2 PHER ER R S B - FFEEEE 2K E 8 (E L A F R S EIPIHY 10 {if DA_E5
AR I HAR/ 0 (Health providers)&H k. - (IR S B & B DAL EIRIT T FAtt
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Fr &%tk B Bl Z: 5 & (Board of Member States)i £ ERES 448 HIAH

[ o BRHBZE G Y 2016 FERAMEE— I A48 PR FHEE - MY 2017 A2 2 HfZAE T
24 (A% 48%% - BE2FHEEEH 1 (HERIGERRE/ P OB SRR - B
HZ U0 EE — A TE Rz 275 4948 1738 & (Coordinator) - £y 1 34 /il & EX BE
SHUE IR R IREE R T O B R B BRIV SR - BUEMZE G 2019 4
11 ARSI A48 SR E G - AN - BREEE G748 HAask it 212
I B BN T 7 4% R & Sl > IECEE A4 518(EVU Health Programme) K2 B
W24 545 2020(Horizon 2020) -

24 (B2 54848 Iy B ERELR B (A B S R M ~ Sl B e B
TEMARESE) ATAH RIS &% RR(E 25 A48 AR NI R B0 K i i Y
HOE A HE - B2l ROa B RUAT BRI 2 R SR R ATV
IR REAE A E R 254868 R BE P L Z BETAE BEEEREBE S
FHES o e R EENEFRIGERIMERIIE R ENEER  HEERER
ARG HATER RS2 SHEBN A - HFET S HESE AR ARAI RN -

-

os. ERN EuroBloodNet Onco-Hematological Diseases

3 European

24 ERNS . ....' Reference ERN EUROGEN  Urogenital Diseases
®s¢" Networks ERN EURO-NMD Neuromuscular Diseases
ERN GUARD- Diseases of the Heart
ERN BOND Bone Discases HEART
ERN CRANIO  Craniofacial anomalies and ENT|  ERN ITHACA Congenital Malformations and
disorders Intellectual Disability
Endo-ERN Endocrine Conditions MetabERN Hereditary metabolic discases
ERN EpiCARE Rare and Complex Epilepsies ERN PaedCan Paediatric Cancer
ERKNet Kidney Discases ERN RARE-LIVER Hepatological Diseases
ERN Genetic Tumour Risk ERN ReCONNET Connective Tissue and
GENTURIS Syndromes Musculoskeletal Diseases
ERN-EYE Eye Discases ERN RITA Immunodeficiency,
ERNICA inherited and congenital AutoInflammatory and Auto
anomalies Immune Diseases
ERN-LUNG Respiratory Diseases ERN Transplantation in Children
ERN-RND Neurological Diseases TRANSPLANT-
ERN-Skin Skin Disorders CHILD _ _ _
ERN EURACAN Solid Adult Cancers VASCERN Multisystemic Vascular Discases

[ 6 24 {F T~ S54g45°

6 https://ec.europa.eu/health/ern/networks_en
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(IH)

S E R 4% & iR (Information Technology, IT) V-5 57 4% 5 IHERE
AR EFEREEIE - I 1T P e it E2 B HEE T EEERE R ER L
S U RIS iR s am 4 B R0 Bz Ve il i i R E
ERPRESE - AL R R AR RE PR R I SR > DUR IR P B5E - JERT P
S (1) FREEE AR B B S & (the ERN Clinical Patient Management System,
CPMS) : FHHYHEENEH L4 - ETERENE - W Sk S EBiznI=
i B b S o N AT A &t SR AR IR &gt R oM It 3w
AR LER R IR 2l s et © (27l iE i {E 1 5 (the ERN Collaborative
Platform for Communication and Collaboration ) : 5 - B K HFEEE LA
ACPE MO REEEE - iRt &R SOR « X EHE G R B AR S - (2
AMEIRS EHVR IR R (3)Z I A Br4d L (europa.eu 4isi+4 K AHER lE A AE1E) -
Fem R R REE - BRI A B IEE B N B =I5 - T
FATERIRTE R R N FErE S

BN ERUE (European Health Data Space)

BOM R BBV > E5 HAY R BRI R B R R Y I 5 R

P - ENEFERENESEON A RERIGE 'S A EAVET] 2RI
BB HIUERAE B S B 230 S 0 A0 B G o R B R s s A v B i
FEFAOA LA BT SRR U+ (5 S Bl o EAGE A B2 2 iy
R ER Bt - 28I - RS ERER R 2 B R ER Rt ~ GoamMEPRER » TAERHIEE
7=~ B AR AR FCoR RN RS (EA R I (R I hE ORI = (R BRI Y
L R AT FRkEL - Ml - BB HITTE) SRR 1L —(Eaea T oo EHY
BOME EBIR 2= AEBE R B 5 B 85l e 3 B AR THEAR - AR IR
OB~ B RARE > BEBORAHEATT

1. EZETFEHRABERE &R REHRH #i(General Data Protection
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Regulation, GDPR) K ARRH & EH 2 = BUEEET T -

2. 3 WMIRABMRESBEAFEMEIE  HETESHEN LR
i i

3. {EANPRA BIRHIIZERIRE -

BOM (R E R R R B R Z B g R — 7 2019 4 11 H 29 15
16 fE S i (i FE A LS et TS o - SR BB ERZ ek P i R I > B
Ao TR 1 FE AR PR T

(1) 1 BEESETE(1+Million Genomes Initiative)

Fole B AL K B Te s e - TN YRR - SRy
B T B —E (i, B 2018 4F 21 (g AR ERE T 1 DEEeRTE
BIFES - EEE 2022 FE e 2/ — eI NEERGE - H
HERATT -

1. #& 2022 FECRZSA — H #4H ANEER4H (genomes accessible)
2. EFE A E RN M (linking access) K R NAH BRI -
3. IRLESHUEAVEEE - DUE A 2B TRVEEPRIFZE (new clinically

impactful) -

125 0 REREK - S HE S NS IHATE > BRI L/ NEE T E
Ao RS e R TR A

12



COUNTRIES AGREED TO COOPERATE IN
LINKING GENOMIC DATA ACROSS BORDERS:

—/ GEI"IOITIICS has the potential for determining future risk of
disabllitating diseases such as cancer, chronic disorders of aging and
neuropsychiatric pathology. Through genome sequencing, clinicians can

Improve personalised treatment, predict the susceptibility to disease and “""!a
even prevent life threatening adverse reactions to medication. Currently e
30-40 million Europeans are affected by rare diseases of which over 80% 2‘:::‘:
have genetic origin. Genome sequencing and complementary molecular Czach Republic
analysls will In the future help tallor treatments and preventive health Estonia
X measures. When scientific expertise and data are pooled across borders, Finland
7V walting 5-6 years for a diagnosis has the potential to become history. Germany
Greece

Hungary

Italy

SECURE AND AUTHORISED CROSS-BORDER Latvia
ACCESS TO GENOMIC AND OTHER HEALTH DATA u-;:::::::
IN THE EUROPEAN UNION IS NECESSARY TO: Malta
Netherlands

» advance the understanding of genetic associations that cause or predispose Norway
complex diseases Portugal

« leam to identify cancer in a much earlier stage, improving preventive options Slovenia
« identify new target genes for the development of new target drugs in less time \ ¥ ” Spain
» strengthen the effectiveness of prevention by improving the screening accuracy — Sweden
and reducing its costs @ Observer countries UK

« improve patient outcomes and ensure sustainability of health and care provision in the EU The initiative is open to Member States of the European Uinion, the European Ecanomic Area (EEA) and
= contribute to investments, economic growth and jobs. the European Free Trade Association (EFTA) and it s faciltated by the European Commission.

=it - == — _F—h ] b <y

=~ BEAE

ARG B LB RNZ G L B 2 E (DG SANTE)HBUMN S5 494 ]
B > ZER THEEE RS EMELEE 2017 FRIIES > EHEE - BUTIEE > &
DA B S I SE RGPPSR - HEIRIE 0 A SEB A A2 Z M iR A
(Coordinator) &% K7 5% & [#Zz & (Board of Member States) & ~ 5 & T /E/NH(5 Bl By -
BHFSE ~ Bl ~ RIGREERS AR AR RIS - BEHE ) HIEKBHE - & (Information
Technology, IT)FE & ~ 4945 E S22 55 R HAt TR (TR SR Y1) % 85 B
TEMECEORE (5B > SEVIERNTOT

-

(—) BEEONSE ERBGEHSRAVGERERES (Common Strategy)

BN S 4448 T IR EERS T /E/NH(WG on Knowledge Generation and Clinical
Guidelines) & F I EFTA 25 4848% < S TG — A8 R KIEREE IV » Hrh B IEL
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PR — I8 VEL 7T > EAIEETE HSU R RARERS 2 0] R PR ~ BRI S
JEENER S ~ SNBAREST - EEIRE S RGN G - OERE o SUEE s X
HTBRER MR E V& - (it 24 [HSHHEEER - 5 S HRE ZHEREE T TEEE Y -
AR TE RSB TR > KEBHEE A5 - B0 AL TIFHE H AT DU A e sl 2 —(E Bz
& > RS R AR E B ERTE -

:,”»‘_'('*.?}?C}’gm‘;ﬁ'{fl i : ERN AGREED INTERNAL PROCESS CENTRAL REPOSITORY OF ERN PUBLICATIONS
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documents stored?
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Edit and control of Edit template and create Rename template so it

- Who has access?
template repository anew version if needed reflects the version
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Fff% 1 ~ Draft Paper

Strategy for ERNs Training and Education

1. Background

European Reference Networks (ERNSs) are patient centered networks involving healthcare
providers across Europe to facilitate discussion on complex or rare diseases and
conditions that require highly specialised treatment, and concentrated knowledge and
resources. Knowledge generation and dissemination is a key objective established by Art
12 of Directive 2011/24/EU and secondary legislation (Delegated Decision 2014/286/EU
on the criteria and conditions that Networks and healthcare providers wishing to join a
Network shall fulfil).

ERNs’ mandate is to design a common strategy on training and education in order to
establish an effective and appropriate logical framework including common goals,
elements, concepts, technical support and to build an e-training system as well for
building capacity among all stakeholders involved in the ERNS.

2. Previous Educational Programmes among ERNs

In order to understand gaps in education strategies, we reviewed:

e the data of the ERN core indicators’ which were agreed by the ERN-CG and
approved by the ERN Board of MS in September 2018,

e deliverables and reports on education and training activities/programs covered by
the grants under the 3rd EU Health Programme’ (18 ERNs provided deliverables)
and

e the content of the 24 ERNs websites.

After reviewing these materials, we selected and retrieved indicators and deliverables
regarding education and training and summarized them into a table (see appendix 1).

This initial assessment, shows that there are already multiple training tools and
educational activities and programmes promoted by the ERNs and their members. All
ERN members organized several courses, developed e-training and learning materials for
different target groups, transfered information and knowledge by newsletter or email to
empowerment HCPs, patients and related stakeholders from 2017.

Some ERNs (such as ERN BOND, Endo-ERN, ERKNet, ERN LUNG, ERN
EURO-NMD, ERN EYE, ERN GENTURIS, ERN ITHACA, MetabERN, ERN
RARE-LIVER, ERN ReCONNET, ERN TRANSPLANT-CHILD) also made surveys to
identify needs and gaps in the training and education. However, common believe is that

" - https://webgate.ec.europa.eu/ern/document/directoryview/2107
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the current actions/programs don’t meet all potential training needs among all audiences.
E-Training and e-Learning actions were developed by a reduced number of networks.

The establishment of environmentally friendly training and education activities,
addressing each of the target groups would need a standardised e-Training and e-Learning
platform.

3. Objectives

3.1 Objectives of Needs Assessment:

¢To identify unmet needs of all groups, set their priorities, and develop strategies in order
to fulfil the ERNs objectives in the field of knowledge generation and training and
education.

eTo determine the scale and scientific quality action plans of Education and Training
programs/activities. They will increase knowledge, awareness and skills among all
stakeholders in the care of rare, low-prevalence and complex diseases, including
patients and patient organisations in order to reduce unacceptable diagnostic delays,
and to ensure the uniform use of best standards of care across Europe. Clear indicators
of effective monitoring and evaluation system should be developed in these
programs/activities.

3.2 Objectives of Strategies for ERNs Training and Education

eTo support the ERNs in the production of high quality training materials by providing
them with the appropriated technical services and products.

eTo create, adapt, develop and maintain a standardised e-Training and e-Learning
environment to collect, use and disseminate the training and learning materials. The
solution should be preferably an open source virtual environment (Moodle or similar).

eTo develop a virtual environment that should be built taking in account the current
developments and experiences already developed by the Commission in other fields
of expertise (by instance, development and cooperation or research).

4. Methodology

4.1 Implementation:

e The project will be developed in two phases in a stepwise approach:
(1) 1 General system approach: common elements and priority.
(2) 24 ERNs approach: specific elements.

e In order to make sure that each ERN approach is aligned to the general system
apprach, fulfills the education and training objective of the strategy, and meet
beneficiaries’ needs, the networks should check each item using a ckecklist (see
appendix 2, which based on the document of indicators written by Penelope Hawe
etal8).

8 Penelope H, Lesley K, Michelle N. Indicators to help with capacity building in health promotion. Australian:
NSW Health Department; 1999.
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4.2 Beneficiaries:

(1) The European Reference Networks system (24 ERNs and 956 healthcare
providers)

(2) EU Patients and their families suffering of rare or low prevalence and complex
diseases.

(3) EU Healthcare providers and professionals dealing with patients suffering of rare
or low prevalence and complex diseases, including primary and specialised
healthcare providers, nursing personnel, psychologists, physical therapists, social
workers, laboratory technical personnel etc.

(4) Researchers of rare or low prevalence and complex diseases.

(5) The member states and authorities.

(6) University students and fellows (under- and post-graduate) and other relevant
healthcare professionals to provide the principles of the clinical and
multidisciplinary approach in rare or low and prevalence diseases.

4.3 Deliverables targeting different groups:

(1) The survey guestionnaire (needs, monitor)

(2) Educational courses (symposium, workshop, course, summer/winter school,
post-graduate school, CME courses, summer camp etc.)

(3) Health communication and e-consulting network (Social media ex. twitter or
similar, website, newsletter etc.)

(4) e-Training and e-Learning management platform (Moodle or similar, Webex,
APP)

(5) e-Training and e-Learning materials (online course, webinar, video, brochure etc.)
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. Timeline

The strategies will be developed following target dates, as show in the table below. All
tasks are divided into two parts: (1) New development; (2) Complete development.

Target date Tasks Description
Q4/2019- Conceptualization Negotiation and set up structure of strategies
for ERNSs training and education
Q1/2020
Q1-Q2/2020 Need Assessment ¢ Identify needs for different groups
o Identify targets, themes and tasks
Q2-Q3/2020 Strategies e Identify issues

Development

e Set the priorities
strategies

e Migration Plan for Courses
training methods/platform

¢ Initial Moodle Setup and Test

e Identify evaluation strategies

and pedagogical

in the

Q4/2020-Q4/2021

Implementation

e Action plans for setting up, launching,
and management of programs/activities

e Selected e-learning and training material
migrated in the training
methods/platform

Q1-Q2/2022

Evaluation

e Process evaluation
e Impact evaluation
e QOutcome evaluation
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Appendix 1 Previous Educational Programmes among ERNSs

eThe summary form in the appendix 1 doesn’t collect complete data, but it shows some valid information. Moreover, since the data show broad variability
and lack of information for some indicators and events, it may be bias.
e The definition of 2 ERN core indicators are as follows:
1. Activities (represent number of formal educational activities (i.e. those accruing higher educational credits) aimed at healthcare professionals

organised by the ERN): The total number of formal educational activities (i.e. those accruing higher educational credits) aimed at healthcare
professionals organised by the ERN within the specified time period.

2. Webinars (represent number of educational webinars aimed at healthcare professionals delivered by the ERN): The total number of

educational webinars aimed at healthcare professionals created and delivered on an appropriate platform by the ERN within the specified time period.

2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
1. Survey
2. Leiden E-learning laboratory
3. Leiden University Boerhaave To increase knowledge and awareness on
Post-graduate School (e.g., post-graduate | RBDs among all stakeholders in the care of
1 | ERN BOND 31 4 42 12 | specialist courses, summer school, etc...) | these diseases
1. Exchange visits
2. Educational sessions at ERN CRANIO
2 | ERN CRANIO 2 0 2 0 | Annual Network Meetings Knowledge improvement for HCP
1. 2 Survey: to Endo-ERN HCP
representatives, and patients (translated
from english into Spanish, Frans, Italiaans, | 1. Needs assessment
Duits en NLs tor each more patients 2. Focused education provided to
2. symposium, course session, trainees/GPs/students and concerning
Summer/Winter School (including ESE, specific age groups
ESPE), Postgraduate Education Course 3. Focus on life-span issues & transition
(EASD/ISPAD/ESPE), 3 rd Preceptorships | skills/programs
& Clinical Update on Rare Adult Solid 4. Focus on patients involvement (PROMs,
Cancers (ESO-ESMO-RCE) ethical and sensitive issues)
3 | Endo-ERN 94 132 | 3. Online platform Face
Courses, such as 18th San Servolo
4 | ERN EpiCARE 158 0 | Advanced Epilepsy Course Knowledge improvement for HCP
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2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
1. 17 Webinar Curriculum in 2018
2. Journal Watch (115 subscribers)
3. Case-based e-Learning Curriculum
(40-50cases per year)
4. survey: attendee, satisfication Knowledge improvement for patients,
5. ad hoc newsletter ERKNet subscribers, ESPN and
ERKNet 4 17 0 24 | 6. 2 international CME courses ERA-EDTA membership mailing list.
Raise capacity at sites which have a strong
ERN-RND 6 0 162 0 | Winter schools of ERN-RND interest in RND
1. Sponsoring of training conferences
2. Sponsoring of training conferences
3. e-learning/training
ERNICA 4 0 2 0 | 4. Site Visits Knowledge improvement for HCP
1.For more transparency, the tasks and
deliverables have been reorganized into a
more coherent structure
2.To decrease miscommunication between
1. Educational programme survey the team members, each point can be
2. The educational programmes list has discussed easily and transparently (i.e. via
been published online on Basecamp message board and campfire) and in a
(ERN-LUNG Project Management Tool), | manageable way so that all members who are
ERN-LUNG Webpage and the social interested in this specific topic have
media Facebook and Twitter to share the unrestricted access to all relevant information
ERN LUNG 0 2 0 4 | information with all members and can learn about what is happening.
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2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
1. Knowledge improvement for HCP
2. ldentification and assessment of available
practical training activities and tools —
2018-2019
3. ldentification of diseases where practical
training is needed — Identification of targets —
1. HCP: face-to-face training courses per | Definition of ERN-Skin modules - 2019
year 4. Identification of teams ready to deliver on
2. above-metioned courses recorded, and | site practical training — elaboration of
developing an e-learning of each topic eligibility criteria and a questionnaire on
3. need assessment expertise and experience - 2019
4. Practical training: will be organized in | 5. Identification of funding - 2020
the expert centers for teams willing to 6. Organisation of on-site practical training —
develop their expertise in the management | 2021
of a specific disease or to develop their 7. ERN-SKin has funded educational videos
skills for a specific procedure in order to help to train both patients and
5. e-training courses in website families, but also health professionals
9 | ERN Skin - - | 6. educational videos involved in rare dermatological diseases.
Knowledge improvement for HCP, patients:
1. To develop tools dedicated to nurses, all
population for whom precise information is
often difficult to obtain
2. To develop training courses for specialists
and for the organisation of multidisciplinary
1. 4th ESO-ESMO-RCE clinical update on | tumour boards will be organized, both within
rare adult solid cancers (29/11-1/12) countries already equipped with reference
2. Training Courses*3 centres, with the aim to organize rare cancer
3. 2-yr training path for clinical oncologists | management in all EU countries.
website: rare cancers 3. To organize exchange programs for
4. Marie Sktodowska-Curie Action fellows, specialists, and post docs within and
5.Report on EURACAN training activities | across the different domains to disseminate
10 | ERN EURACAN 2 54 | 6. E-learning sessions specific expertise and research programs
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2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
within the ERN.
4. To focus on training needs at cross-border
level, through the establishment of a
cross-border education programme
addressing the very specific issues arising at
this scale.
1. Assessment of the educational needs by
questionnaire 1.Needs assessment
2. Repository of Sickle Cell Disease 2.K ledae i t patients and
Therapeutic Patient Educational material -RNowledge improvement. patients an
3. Webinars for health professionals prOfe:j;igztailable material that may not be
4. P_receptorshlps for health profeSSI_onaIS known to other professionals )c/)r patients.
carried out on HCPs sites and coordinated - Identify which are the educational needs
by ERN-EuroBloodNet experts within the network in order to be
5. EHA and ERN-EuroBloodNet ePAG addressed in the coming annual work
Patient Advocacy Capacity Building plan with the cooperation of EHA and
11 | ERN EuroBloodNet 0 1 0 0 | Meeting ESH.
1, e-training outside the ERN: Eupati, Ctti,
Pcori, Stanford Medicine, British Medical
Journal, FasterCures Milken Institute,
Patient focused medicine development,
EUROPE
2. e-training inside the ERN:
1) patients: EURORDIS Patient
Leadership Training, online bite-size
videos, after care following surgery
2) Clinicians: ERN ITHACA Clinical
Fellowship Network, involving patient
representatives in training, complex case Knowledge improvement: HCP, patients
12 | ERN eUROGEN 0 0 0 4 | review, live video surgery
1.Survey 1.Needs assessment
13 | ERN EURO-NMD 2 3 0 6 | 2.physical course (short courses, 2.Knowledge improvement: HCP, patients
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2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
conference, summer schools)
1. General e-Learning videos
2. Complete ERN-EYE e-Learning
program for specialists and establish 1.Needs assessment
e-health platform 2.Knowledge improvement: patients and
14 | ERN EYE 0 2 | 3. Survey professionals
1. The section For patients contains seven
short (1-2 minutes) informative cartoon
videos for patients
2. The section For health professionals
contains an online referral test, pocket
cards and a checklist for clinicians. 1.Needs assessment
3. Online referral test 2.Knowledge improvement: patients and
15 | ERN GENTURIS 2 0 6 0 | 4. Survey professionals
1.Tools for healthcare professionals, such
as APP Knowledge improvement: patients and
2.Written educational materials for professionals:
patients, such as disease-specific education | 1.To facilitate access to highly specialised
leaflets diagnosis and treatment of rare and complex
3.Educational meetings for patients heart diseases in both adult and paediatric
4. Education materials for healthcare patients across the European Union (EU)
professionals, such as educational meeting | 2.Act as a source of information for rare or
5. Specialized training programme for low prevalence and complex diseases of the
16 | ERN GUARD-HEART 24 10 24 18 | healthcare professionals (fellowship) heart for patients and their families.
1. Needs assessment (enhancing eLearning
1. Survey modules)
2. Tom’s Diagnostic Journey 2. Standarized steps for diagnosis and
3. Monthly member newsletter treatment
17 | ERN ITHACA 102 6 | 4. Webinar 3. Knowledge improvement: patients, HCP
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2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
1.Survey
2.presatation with problems and methods
3.subwebsite on Education and Training
“clinical case of the month”, webinar 1. Needs assessment
18 | MetabERN 0 4 | access etc. 2. Knowledge improvement: HCP
1.The !—lepatoblastoma educational video Knowledge improvement: professionals
2.\Webinar . . . - Improve knowledge in the field
3.The Survivorship Educational / - Improve skills in dealing with cancer
Awareness movie problems as a whole
4. fellowship programmes - Improve knowledge of current clinical
19 | ERN PaedCan 1 1 4 2 | 5.face to face meeting practice and state-of-the-art treatment
20 | ERN RARE-LIVER 0 2 0 2 | Survey Needs assessment
1. Periodic webinars for HCPs and patients
2. Short videos on ERN ReCONNET
diseases
3. Patients’ Education
4. Fellowships for short stays in ERN
centres 1.Implove a community to enhance
5. Leaflets, brochures and other material on | transnational cooperation between different
ERN ReCONNET disease groups to develop a comprehensive and
6. Formal educational activities for HCPs | harmonized approach to rare and complex
7. Training on HTA and health economics | autoimmune and hereditary connective and
8. Webinars and on-site training for the musculoskeletal diseases
implementation of the CPMS 2.Knowledge improvement: HCPs and
21 | ERN ReCONNET 0 8 2 0 | 9. Surveying of knowledge needs patients
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2018 2019
ERNs Activities | Webinars | Activities | Webinars | Deliverables Objectives
1. The pediatric rheumatology curriculum,
syllabus and final exam
2. 5 educational courses in collaboration
with parent societies
3. Fellowship programmes
4. Initiated acitivities for European
knowledge based examination and
certification in pediatric rheumatology
5. Face to face meeting: 2nd F2F meeting | 1.Knowledge improvement: professionals
of the ERN-RITA Education WG was and patients
organized in Lisbon, 7 Sept 2018 jointly 2.Initiation of the development of European
with the PReS Education and Training subspecialty certification and knowledge
22 | ERN RITA 0 5 8 4 | Committee based examination
1. Survey 1.Need Assessment
2. Online Courses and the e-learning 2.Knowledge improvement: medical doctors,
material other healthcare professionals and patients
3. Face to face meeting and workshop 3.Training on development of CPGs and
4. Short-term Secondment Programme other guidance documents to generate
23 | ERN TRANSPLANT-CHILD 7 15 14 46 | 5. Summer camp documents helping best clinical practice
1. OpenApp webinars (at least 11
webinars), VASCERN Days 2018 (2 days
annual seminar)
2. RDWG face to face meetings
3. Pills of Knowledge (PoK) videos:
Find them all here:
https://vascern.eu/what-we-do/pills-of-kno
wledge/ 1.Knowledge improvement: professionals,
3. CPMS Workshop for ERN helpdesk patients to improve care.2.Assist new users
experts in gaining accounts and initiating in CPMS
4. ERN IT Helpdesk Network and 3. educate healthcare professionals, patients
Meetings or the general public on the rare diseases
24 | VASCERN 0 4 0 34 | 5. communication tools (news and covered by our network (raising awareness).
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2018 2019

ERNSs Activities | Webinars | Activities | Webinars | Deliverables Objectives

updateds)

6. VEDS study day* —for clinicians on
various topics related to vascular
Ehlers-Danlos syndrome (VEDS),
presentations were filmed and made into
16 Pills of Knowledge (PoK) videos!

7. Dos and Don’ts factsheets

8. “Patient pathways

Patient materials translated by VASCERN
(ex: Bakoumba: children’s Marfan book
translated from French into 6 EU
languages.

Note: - represent missing data from 2018-2019 data collection exercise; * represent missing data from 2018-2019 data collection exercise and input data
which are collected from 2017-2018 data collection exercise; deliverable and objective are mainly retrieved from reports using grants, however, if the
reports are missing, the information of deliverable and objective will be retrieved from websites of ERNs.

*Additional comments (from VASCERN): We have asked our members if they are interested in formal educational activities (that acquire credits) but this
has not been something requested to date. We held a study day for clinicians on VEDS but no credits were given for this event. In 2019 we should have

produced 34 PoK videos that are short single video lessons (of approximately 3-5 minutes long) in which an expert talks about a specific topic that has been selected
and validated by the Rare Disease Working Groups (RDWGSs). Our PoKs are directed at either clinicians, patients or a more general audience and we make sure that this
is clearly stated.
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Appendix 2 ERNs training and education checklist (Self-evaluation)

e The checklist helps you to ensure current development in carrying out training and education activities at your ERN from 2017 to 2019, and check
new development in alignment with general system approach at your ERN from 2020 to 2021. Each section of the items contains strategies in
training and education. Read each question and answer with YES, PARTLY or NO by circling the number under the appropriate column.

e At beginning, calculate your total score by adding together the subtotals of three columns of before the strategies launch (Current development at
your ERN from 2017 to 2019) when completed the checklist.

e Then, in the evaluation stage in 2022, calculate your total score by adding together the subtotals of three columns of after the strategies launch (New
development at your ERN from 2020 to 2021) when completed the checklist.

e Finally, we can illustrate before and after difference among your ERN training and education activities after the strategies launch.

Before launching the strategy After launching the strategy
Current development from 2017 to New development from 2020 to
2019 2021

ltem YES | Partly | No YES | Partly | No
Session 1: Needs Assessment in Empirical basis

1 Does the training and education program contain empirical data with regard 1 05 0 1 05 0
to the health problem and problem determinants? ' '

5 Does the training and education program contain empirical data with regard 1 05 0 1 05 0
to the expected outcomes?
Does the training and education program contain specification of the target

3 AR : 1 0.5 0 1 0.5 0
group characteristics, size and the channel or way of reaching these people?
Does the training and education program contain evidence that the target

4 . L 1 0.5 0 1 0.5 0
groups have been involved in this program?
Session 2: Strategies Development
Does the training and education program contain concreteness of objectives,

5 e ) o 1 0.5 0 1 0.5 0
specification of strategies, and strategy objectives?
Does the training and education program contain clearness of the strategies

6 | or methods (including evaluation strategies) in accordance with different 1 0.5 0 1 0.5 0
target groups?
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Before launching the strategy
Current development from 2017 to

After launching the strategy
New development from 2020 to

2019 2021
Item YES Partly No YES Partly No
7 Does the training and education program contain the design of adequate 1 05 0 1 05 0
e-learning infrastructure?
Session 3: Implemetation
Does the training and education program contain clearness of the planning,
8 : S : 1 0.5 0 1 0.5 0
accuracy and detail of face-to-face training in documentation?
Does the training and education program contain clearness of the planning,
9 | accuracy and detail of virtual training (e-learning and e-training) in 1 0.5 0 1 0.5 0
documentation?
10 Are_ the environment of e-training and e-learning developed and e-materials 1 05 0 1 05 0
easily accessible?
1 Doe§ th_e training an_d education program contain realism of the planning, 1 05 0 1 05 0
that is, is what is being proposed feasible?
Does the training and education program contain evidence that the program
12 | . . : . 1 0.5 0 1 0.5 0
IS not overlapping with existing programs?
Session 4: Evaluation
13 Does the training and education program contain specification of the 1 05 0 1 05 0
procedures of the process evaluation?
Does the training and education program contain possibility to adjust the
14 : : 1 0.5 0 1 0.5 0
program on the basis of feedback from the process evaluation?
Does the training and education program contain provision for baseline,
15 . . ? 1 0.5 0 1 0.5 0
effect and follow up measurement using data sources with accepted validity
Does the training and education program contain a design component that
16 | will evaluate performance or contribution in each of target groups and in 1 0.5 0 1 0.5 0

respect of the dimensions of impact, influence and sustainability?
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No. Date Name of Meeting
1 | 10/3/2019 Meeting with EURORDIS Yann le Cam (stakeholder of rare diseases)
2 |10/9/2019 6th Meeting of the Representatives of the Signatories of the 1+Million
Genomes Initiative
3 | 10/10/2019 A Look beyond 2020- Policy and Research Prospects for Healthcare
Biotechnology
4 | 10/11/2019 European Health Data Space — Internal discussion
5 | 10/15/2019 6th Meeting of the ERN IT Advisory Group (ITAD Meeting)
6 | 10/15/2019 Meeting WG Knowledge Generation
7 | 10/17/2019 CROSS-BORDER HEALTHCARE EXPERT GROUP MEETING
8 | 10/17/2019 PaedCan assembly
9 |10/23/2019 Presentation by the European Observatory "Everything you always wanted
to know about the EU..."
10 | 10/25/2019 Preparatory WebEX on patients' pathway - Sara - ReCoONNET
11 | 10/28/2019 Conference on the Evaluation of The EU Legislation on Blood, Tissues
and Cells
12 | 11/5/2019 Webex with Chafea on AMEQUIS
13 | 11/11/2019 catch up on cancer action with Matthias
14 | 11/13/2019 Workshop of the ERN Research Working Group
15 | 11/14/2019 ERN Coordinators Group
16 | 11/15/2019 ERN Board meeting
17 | 11/19/2019 Digital Day 2019: What does innovation cost?
18 | 11/21/2019 TOR AWP 2019 Health Programme
19 | 11/22/2019 Migration, Health, and Medicine Conference
20 | 11/26/2019 WG on ERN monitoring: results of the data collection exercise 2018 and
2019 and the next steps.
21 | 11/27/2019 Webinar on the Taxonomy and internal repository of ERNs documents
22 | 11/27/2019 Value of Treatment — Researchers Joint meeting on Rare Neurological

Disorders case studies (RNDs) and Mental Disorders case studies
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No. Date Name of Meeting

23 | 28,29-11-2019 16th eHealth Network

24 | 12/4/2019 Aviesan conference "Artificial intelligence and health_Antimicrobial
resistance_New vaccines

25 | 12/5/2019 Artificial Intelligence 2019

26 | 12/5/2019 Rare diseases aren’t rare. How can European solidarity improve the daily
life of 30 million citizens?”. EMRaDi is an Interreg-funded cross-border
collaboration in the Euregio Meuse-Rhine

27 | 12/10/2019 Meeting of the Knowledge Generation WG

28 | 12/11/2019 Registration for ecta Regulatory Conference 2019

29 | 12/17/2019 Academy of Technology, Digitalisation, Al and Humanism

30 | 12/17/2019 CO-OPETITION IN 5G MARKETS: Innovation, Standards and IPRs
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