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Agenda

9.30 - 10.00
10.00 - 10.25
10.25-11.10

11.10-11.40

11.40 - 12.05
12.05 - 12.50
12.50 - 13.50

SYMPOSIUM ON

CROSS-BORDER
HEALTHCARE
IN THE DE-NL

BORDER REGION

Walk in + coffee
Opening

Current EU legal framework and cross
border patient mobility between Germany
and the Netherlands

&YUPSD>0O 5DEDUDOAD
Germany and the Netherlands

Coffee break
Panel discussion

Lunch

13.50 - 14.05

14.05 - 14.50
14.50 - 14.55
14.55 - 15.15

- 15.15 -16.00

16.05- 16.50
16.50 - 17.05
17.05 - 18.00

* Federal Ministry
Y of Health

Tools to support cross border cooperation
in border regions

Kick-off Health4DE -NL Project
Logistics about the breakout sessions
Coffee break

BREAKOUT SESSIONréund 1)
BREAKOUT SESSIONréund 2)
Closing remarks

Drinks
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Current EU legal framework and cross-
border patient mobility between
Germany and the Netherlands

Natalia Zampieri, DG SANTE
Jochen Mierau, University Medical Center Groningen

Lars Schwettmann, Crossborder Institute of Healthcare Systemsand Prevention, University of Oldenburg
Matthias Wismar, EuropeanObservatory of Health Systems and Policies
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crossborder healthcare in the EU

Natalia Zampieri

SANTE B:3Health monitoring and cooperation, Health networks
DG Health & Food Safety
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European

Commission

Healthcare at EU levah opportunityfor citizens and health care
systems

Increased Access to Specialized Treatments
Reduced Waiting Times in Member States (cross -border regions)
Sharing expertise across borders e.g. ERNs

Enhancing Quality of Care in MS - raising healthcare standards

across countries
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European
Commission

TheEU legal framework for cros®rder healthcare

U Coordination of social security systems
(Regulation No 883/2004 and 987/2009)
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U Directive on the
(Directive 2011/24/EU)
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Main aims of Directive 2011/24/EU

Helpingpatients to exercisetheir rights to reimbursementfor health treatment in any EU

country
1. Information to patients
2.  Rulesof reimbursement
3. Proceduralguarantees
4.  Cooperation between health systems
oS LY
ot European

'.'.;:...;’:0 Reference
o0’ Networks

\f

European I
i = Commission




:.-Q\ European

European
Commission

Directive 2011/24/EU: Key Points

Planned and unplanned treatment Pros:

abroad - More choice, faster access
- Encourages innovation

Reimbursement up to domestic cost - Clear patient rights

Patient pays upfront, reimbursed later cons:

- Upfront costs
- Administrative burden
- Unequal awareness

Prior authorization sometimes required
(not required in Czech Republic)
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Mutual recognition of prescription

w Prescriptions for medication or medical devices issued in any EU/EEA country are also valid in
other EU/EEA countries.

w Ensure your prescription meets the minimum information requirements for ebosder
prescriptions:

w Yyour name and date of birth,

W prescription issue date,

w LINE OARSNIRQ& FdzZfEf RSGIFIAT AT AYyOftdzRAY3I LINPFSEAaAA2VI |
address including country,

w LINE GARSNQR& aAayl ddz2NB =

w medicine details: its active ingredient or common name, formulation (e.g. liquid,
capsule, etc.), quantity, strength, and dosage.

w Keep in mind that product availability can differ among countries

European |
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Social Security Coordinatidétegulations: Key Points

Coverage:
9 Pros:

- Immediate access (EHIC)
- Planned care possible (S2)
- No upfront payments

- Unplanned necessary care
(European Health Insurance
Card - EHIC)

Cons:

- Only public/contracted providers
- S2 might be more restrictive

- Limited flexibility

- Planned treatment with prior
authorization (S2 form)

- Costs settled between national
authorities
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OPTION 1

Regulations (EC) Nos 883/2004
and 987/2009 that coordinate
social security systems

Public or contracted private
healthcare providers

Planned treatment:
Prior authorisation (form S2)

Unplanned necessary treatment:

(EHIC)

Mostly covered directly by national
health insurance providers.

Payment might be requested if this
is the normal practice for patients
in the treatment country.

According to the treatment
country’s coverage plan
(tariffs, procedures, etc.)

Any EU/EEA Member State and
Switzerland

Different rules in place for the UK

European
Commission

TREATMENT ABROAD
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TREATMENT
COUNTRIES

OPTION 2

Directive 2011/24/EU on patients’
rights in cross-border healthcare

Any public or private healthcare
providers

Applies only to treatments covered
by the national insurance plan of the
home country.

Planned treatment:
May need prior authorisation with a
country-specific form (not the S2).

Unplanned necessary treatment:
No EHIC requirement

Patient pays, full payment upfront

According to the home country’s
coverage plan (tariffs, procedures, etc.)

Potential partial or full reimbursement
after filing for reimbursement in home
country.

Estimated expenses (prior notification)
provided prior to treatment in some
countries

Any EU/EEA Member State (excluding
Switzerland)

== S\ European
i = Commission



European
Commission

aa 2F tlFGASY(1aQ N3

AssessingMedical Treatment Abroad ¢ Know your
rights

Assessindyledical TreatmentAbroad¢ Yourchecklist

Plannedand Unplanned Treatment Abroad ¢ Two
legalframeworksandtheir application

Options for Treatment Abroad ¢ Tariffs and
reimbursement

2 EuropeanReferenceNetworks¢ Patients/ Health
Professionals
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https://health.ec.europa.eu/crosdorder-healthcare en

SANTErossBorderHealthcare@ec.europa.eu
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The Dutch Health System

Crossborder healthcare in the DEL border region

Prof. dr. Jochen O. Mierau

|.o.mierau@umcg.nl
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The Dutch Health System

Payers Regulation
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The Dutch Health System

Organization of the Health System in the Netherlands

Ministry of Health

Advisory bodies ] " (Regulation and supervision)

ACM -[ Insurers ]. [ National health care institute ]

/ ™
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Health care NZa Health care
insurance market purchasing market
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/ \ [ ACM ] [ IGZ ]
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[ Insured/patients ] Health care [

\  provision market J Providers

Source: ). Wammes, P. Jeurissen, and G. Westert, Radboud University Medical Center, 2014,
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The Dutch Health System

Fig. 2.1 Structure of regulated compstition in Dutch health care
e ™
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The G

erman Health System

Organization of the Health System in Germany

[ Federal state (Ministry of Health) ] [

Lander (states)

)

Supervision and
tax subsidies

Supervision
and (partial)
financing

long-term

Statutory [
care

SHl-insured

insurance

[ Social Courts ] &

Statutory
long-term
care
funds

Physicians and dentists
their associations)

in ambulatory care (and

Inpatient and
outpatient care

use

Long-term
care

insurance

(and their
associations)

Federal
Joint
Committee

Federal
Chamber of
Physicians

Private health
insurance

Premium
payment

l Contributions

Sickness funds

(SUONE|20SSe JI3L] pue)
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sa1ouaBe yyeay a1igngd

Private health
insurance

)

Source: Adapted from R. Busse and M. BIimel, "Germany: Health System Review,” Health Systems in Transition, vol. 16, no. 2, 2014, p. 20.
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Bringing the Systems Together

Organizati

of the Health System in Germany

[ Federal state (Ministry of Health) ] [ Lander (states) ]
9 a 9 Supervision and Supervision
Organization of the Health System in the Netherlands ¢ tax subsidies ¢ and (partial) *
financing
Statutory
long-term SHI-insured
Advi bodi Ministry of Health care
visory bodies > . - i —
v (Regulation and supervision) fnsurance *m""'"“"““
[ Social Courts ] E %
Sickness funds
Statutory (and their
long-term associations)
care
funds
Insurers “ National health care institute
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payment
Private health
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Source: Adapted from R. Busse and M. Blimel, “Germany: Health System Review,” Health Systems in Transition, vol. 16, no. 2, 2014, p. 20.
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Health System Dynamics

Fig. 1.1 scope and pace of policy change: four strategic ypes
Scope
i
large
BLUEFRIMNT BIG-BANG
Pace >
racus Lirmultanaous
INCREMEMNTAL MOSAIC
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Sowerce: Tuohy (2018: 14).
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Health System Dynamics

A Health systems need to constantly adjust to a changing societal
environment:

A Berttens & Vonk (2020) describe the development of the Dutch Health
system.

A They differentiate between types of change
A Critical junctures : moments of large change;
A Incrementally : successive gradual changes.

A In general, the Dutch system has changed incrementally with very
few critical Junct urzeenfqndshesluth@ ail W hl1 9 4hd
being the most prominent).

UMcCG:
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Health System Dynamics

A Health systems need to constantly adjust to a changing societal
environment:

A Bertens & Vonk (2020) provide four types of incremental change:
A Layering : New rules on top of old ones;

A Conv?rsion . Rules are interpreted differently than originally
meant;

A Policy Drift:  Existing institutions get a new role;
A Displacement: Actual new rules are implemented.

A The system is constantly in motion, with an accumulation of
Incremental changes bringing together a substantial change. Often _
Apolicy reformso are more of an establi
has arisen through incremental change that a critical juncture.

rijksuniversiteit
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Prof. dr. Jochen O. Mierau
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The German
Healthcare System

Structures and Organization
(in a Nutshell)

Lars Schwettmann

Department of Health Services Research
Carl von Ossietzky Universitat Oldenburg

Symposium on crossborder healthcare in the DE-NL border region
October 30, 2025

¢! Aletta Jacobs H iversitd
(" ™\ SCHOOL OF PUBLIC HEALTH ° Oldenburg
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Historical roots

THE GERMAN REICH

Bismarck’s Health Insurance Act of 1883 N
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A Entitlements to standard benefits
(mainly cash, some iRkind services)

nnnnnnnnnnnn

A Self-governance structures
(initially: appeasement of workers)

Source:kgberger Deutsches Reichl.png
derivative work: Wiggy! (talk) CC BY¥-SA 3.0,
https://commons.wikimedia.org/w/index.php?curid=7223281

(Source:Busseet al., 2017a)
29
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Statutory Health Insurance (SHI)

Five basic SHI principles

A Compulsory Population health coverage (except: Private health insurance)
A Contribution -financed Based on ability-to-pay, employers take part in financing
A In-kind services Insured are entitled to (same level of) free services
Healthcare providers charge costs directly to sickness funds
A Solidarity |
The healthy the sick.
The rich pay for the poor.
The young the old.
Singles families.
A Self-governance Competencies delegated to sickness funds & healthcare providers

(Sources: BMG, 2022;Busseet al., 2017a) l-f—
30
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Statutory and Private Health Insurance

Private Health Insurance*
(2023: 10.4%)

Statutory Health Insurance*

(2023: 89.0%)

poor high premium lo

_— Premium
Contribution according to risk
according to and benefits
level of income agreed upon

Solidarity Principle Equivalence Principle
Benefits Benefits
according to / l\ according to
medical need
neatthy

contract

sick

cost transfer reimbursement

* SHI mandatory if annual income is below 73,800 Euro (2025). Above this threshold: choice
between SHI and PHI. Exceptions from mandatory SHI e.g. for civil servants or seHemployed.

(Source:https:/blog.mygermanexpert.com /2016/05/Health -Insurance-Germany)
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Organizational relationships

Federal government (Bund)

Supervision and
tax subsidy

Long-term care insurance

Long-term care

insurance funds

l Supervision and

(partial) financing

SHI insured
Healthcare
use

Healthcare
use

Contribution

Contracts

Social courts SHI Sickness funds

i=j
CUE:
— O O
Cw'a
S ES
T oD
g8 a
=3-1
O c

Long-term care

insurance companies

Federal Medical
Association

dentists in
outpatient sector
s[elndsoH

Physicians &

PHI companies

Premiums

Healthcare
use

Healthcare
use

PHI insured
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States (Lander)

l

Public Health
Service

(Source:
Busseet al.,
2017b)
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SHI: central actors (excerpt)

Parliament: Federal Ministry of
Legislation Health: Supervision
A 2 s 2

Obligation Obligation
to treat to treat

Patient or insured person

In-patient care
Freedom Choice (31.12.2024: 1841 hospitals with
of choice 472,851 beds)

Out-patient services
(31.12.2024: 189,551 registered Choice Obligation
doctors/ psychotherapists)

to contract

17 Associations of 94 Sickness Funds 16 Hospital associations

(date: 01.01.2025) on the federal state level

Fedleie] Sesot Rl ol Federal Association of German Hospital

Sickness Funds (GKV SV) Contracts Federation (DKG)

Federal Joint Committee (G-BA) (I;igutred
adapte

from: Busse
et al., 2017b)

Statutory Health Insurance
Physicians (KBV Contracts

Institute for Quality and Efficiency in Institute for Quality Assurance and

Health Care (QWIiG) Transparency in Health Care [QTiG) rf—
33
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1977 | Health Insurance CostContainment Act Krankenversicherungs Kostendampfungsgesetz
1981 | Cost Containment Supplementary Law Kostendampfungs-Ergdnzungsgesetz

1982 | Budget Accompanying Act Haushaltsbegleitgesetz

1989 | Health Care Reform Act Gesundheits-Reformgesetz

1993 | Health Care Structure Act Gesundheits-Struktur -Gesetz

1997 | Health Insurance Contribution Relief Act Krankenversicherungs Beitrags-Entlastungs-Gesetz
1998 | Act to Strengthen Solidarity in SHI Gesetz zur Starkung der Solidaritat in der GKV
2000 | Statutory Health Insurance Reform Act Gesundheitsreform

2001 écé';]t;mF;eform b (i Sl Conpenseion Gesetz zur Reform des Risikostrukturausgleichs
2004 | SHI Modernisation Act GKV-Modernisierungsgesetz

2007 | Act to Strengthen Competition in SHI GKV-Wettbhewerbsstarkungsgesetz

2011 |Pharmaceutical Market Reform Act Arzneimittelmarktneuordnungsgesetz (AMNOG)
2014 Qgg%ggﬁ;‘er DEVELDD 2 FINENSE] SieilE Qualitats-Weiterentwicklungsgesetz

2016 | Hospital Structure Reform Act Krankenhausstrukturgesetz

2018 | SHI Contribution Relief Law GKV-Versichertenentlastungsgesetz

2019 | Digital Healthcare Act Digitale-Versorgung-Gesetz

2020 | Patient Data Protection Act Patientendaten-Schutz-Gesetz

2022 | SHI FinancialStabilization Act GKV-Finanzstabilisierungsgesetz

2024 | Hospital Care Improvement Act | Krankenhausversorgungsverbesserungsgesetz
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(Some) German actors in the region
s Hé § Késsenﬁmlmhe vereinigung Niedersachsisches Ministerium
sl Miedersachsen l& fiir Bundes- und Europaangelegenheiten
“e )Y und Regionale Entwicklung

Spitzenverband Niedersachsische
P Krankenhausgesellschaft

2245 Niedersachsisches

ﬁl.GA Landesgesundheitsamt KZVN
Bt satuss m

s


https://deutschland-nederland.eu/de/projects/health4de-nl/
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in Germany and the Netherlands
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Greta Ginski, Universitats Klinikum Schleswig-Holstein

Emily White, Amsterdam University Medical Center

Evert Jan van Lente, International Consultant Health Financing

SYMPOSIUM ON
CROSS-BORDER

HEALTHCARE o
IN THE DE-NL nerreg R EEEC 0% CRgSS—
BORDER REGION nnnnnn - Nederland INSTITUTE




European Reference Networks (ERNS)

Stefano Vettorazzi
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European Commission, DirectoraBeneral for Health & Food Safety

Crossborder healthcare in the DRIL
Groningen, 30 October 2025
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THE 24 EUROPEAN REFERENCE NETWORKS

“ndo-ERN: European Reference Network on endocrine conditions. ERNICA: European Reference Network on inherited and congenital anomalies.

ERKNet: European Reference Network on kidney diseases. cRN [THACA: European Reference Network on congenital malformations and rare intellectual disability.
-RIN BOND: European Reference Network on bone disorders. ERN LUNG: European Reference Network on respiratory diseases.

=R CRANIO: European Reference Network on craniofacial anomalies and ENT disorders, ERIN PaedCan: European Reference Network on paediatric cancer (haemato-oncology).

“RN EpiCARE: European Reference Network on epilepsies, cRN RARE-LIVER: European Reference Network on hepatological diseases.

“RIN EURACAN: European Reference Network on adult cancers (solid tumours). =RN ReCONNET: European Reference Network on connective tissue and musculoskeletal diseases,

“RN EuroBloodNet: Eurapean Reference Network on haematological diseases. ERN RITA: European Reference Network onimmunadeficiency, autoinflammatory and autoimmune diseases.
“RN elJROGEN: European Reference Network on urogenital diseases and conditions. ERN-RND: European Reference Network on neurological diseases.

RN EURO-NMD: European Reference Network on neuromuscular diseases. ERN Skin: European Reference Network on sidn disorders,

"R EYE: European Reference Network on eye diseases. ERN TRANSPLANT-CHILD: European Reference Network on transplantation in children,

1

"R GENTUR!S: European Reference Netwark on enetic tumour risk syndromes, Vietab=RN: European Reference Network on hereditary metabolic disorders.

FRN GUARD-HEART: European Reference Network on diseases of the heart, VASCERN: European Reference Network on multisystemic vascular diseases.

40



WHAT ERNS DO?

Virtual discussions . . s

The ERNSs bring together rare disease experts in Clinical practlce gU|de|meS

virtual consultationgmore than 4,000 to dafe ERNs develop clinical practice guidelines and othe
through the Clinical Patient Management System clinical decision support tools for a specific rare
(CPMS) IT tool funded and supervised by the disease to guide cliniciansiore than 400 to
European Commission. These experts discuss clinical date).

cases to agree on diagnoses and treatments

Network coordination and

monitoring

Activities also include coordinating the network,
rangingfrom 40 to 105 memberamonitoring the
performance of the network.

Rare disease registries

ERNs maintain rare disease registries and feed the
with data fromrare disease patienteferred to
them (more than 90,000 to dabe

Tralning courses S iing th . ]
ERNs generate knowledge about rare diseases an upporting the creation ot longerm
disseminate it to a wider audience through different

channels, including training courses

links between the Ukrainian health
system and the ERNSs.




DS

EEEE

O w!

-

EECNEGENEEOEDE

Owb a Q

coverad

TOTAL] MBRs E
a5

1415

191

0 2| 010 5

44 48| 13| 45|13 5

1

45| 48| 15| 45|23| 10

6

0

6| 0O[121] 14

1

0]14| 23| 18| 24

0]16] B D

0

0

0

46| 511032 146[ 18 7| 27(18[323|17

1

3

2

45] 197

4

=

B| 11| 45(197| 50( 24| 110| 32| 146| 18| 23| 33| 18|323| 31| 24| 24| 24|121| 20

1

CEEEEEREE

2|6

2

194 7

ERN Centres

CRANIO

Endo-ERN
EpICARE
ERKNet

ERN-EYE
EENICA

ERN-LUNG
EEN-RND
ERN-SKIN

EURACAN

EuroBloodNet
el UROGEN

EURCO-NMD

GENTURIS

GUARD-HEART
ITHACA

MetabERN
PaedCAN

RARE-LIVER
ReCOMNET
RITA

TRANSPLANTCHILDY 1

WVASCERN

MEBRs

APsf 35 O

TOTALJ 44| 24

Areas not covered




Owb { Q

ERN (GERMANY)
Endo-ERN
ERKNet

ERN BOND

ERN CRANIO

ERN EpiCARE
ERN EURACAN
ERN Eurogen

ERN GENTURIS
ERN GUARD-Heart
ERN PaedCan
ERN ReCONNET
ERN RITA

ERN TRANSPLANT-CHILD
ERN-EuroBloodNet
ERN-EYE

ERNICA
ERN-ITHACA
ERN-LUNG
ERN-RND
ERN-SKIN
EURO-NMD
MetabERN
RARE-LIVER
VASCERN

TOTAL

/[ hz

# Centres

197

Ow! D9

ERN (Netherlands)
Endo-ERN
ERKNet
ERN BOND
ERN CRANIO
ERN EpiCARE
ERN EURACAN
ERN Eurogen
ERN GENTURIS
ERN GUARD-Heart
ERN PaedCan
ERN ReCONNET
ERN RITA
ERN TRANSPLANT-CHILD
ERN-EuroBloodNet
ERN-EYE
ERNICA
ERN-ITHACA
ERN-LUNG
ERN-RND
ERN-SKIN
EURO-NMD
MetabERN
RARE-LIVER
VASCERN

TOTAL

L b

# Centres
a8

6
4
4
1
8
6
5
4
2
6
5
3
5
4
o
6
T
6
o
6
6
3
6
1

115
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A Germanycoordinates4 ERNS
A ERKNET:
A ERNRND:
A ERNLUNG
A RARH.IVER

A Netherlandscoordinates?7 ERNs
ERN CRANIO:;

ENDCGCERN:;

ERNICA;

ERN eUROGEN;

ERN GENTURIS;

ERN GUARBEART:;

ERN RITA
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ERN AND RARE DISEASES: EUROPA WEBSITE
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Home > Rare diseases and European Reference Networks

Rare diseases and European Reference Networks

Rare diseases European Reference Networks EU4Health funding

Between 27 and 36 million people in the EU live The European Reference Networks (ERNs) are Since its inception, the ERNs have received
with a rare disease. There are between 6 000 cross-border networks that bring together continuous funding from the Commission.
and 8 000 distinct rare diseases in the EU. European hospital centres of expertise and

reference to tackle rare, low prevalence and
complex diseases and conditions requiring highly
specialised healthcare.

Latest updates

News announcement | 10 October 2025 News announcement | 28 August 2025

Updated overview table - ERNs Working Groups Decision of 25 June 2025 - Evaluation of the European

® 1min read Reference Networks for Rare Diseases
min rea

® 1minread




Additional information available at:
https://health.ec.europa.eu/europeaneferencenetworks/networks it

(CMOM

© European Union 2025

Unless otherwise stated, reuse of this presentation is authorized under the CC BY 4.0 license. Any use or reproduntienisofreleare not
the property of the European Union may require the direct permission of the respective rights holders.
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https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_en
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What is an ERN?

A European Reference Network = A network connecting exgatteswith the
mission to reduce and ultimately abolish inequalities in care for patients with rare
(endocrine)conditions in Europe

Network Name
ERN BOND

ERN CRANIO

Endo-ERN

ERN EpiCARE
ERKNet

ERN-END

ERNICA

ERN LUNG

ERN Skin

ERN EURACAN
ERN EuroBloodNet
ERN eUROGEN
ERN EURCQ-NMD
ERN EYE

ERN GENTURIS
ERN GUARD-HEART

ERN ITHACA

MetabERN

ERN PaedCan
ERN RARE-LIVER
ERN ReCONNET

ERN RITA

ERN TRANSPLANT-
CHILD
VASCERN

Description

European Reference Network on bone disorders

European Reference Network on craniofacial anomalies and ear, nose and throat (ENT)
disorders

European Reference Network on endocrine conditions

European Reference Network on epilepsies

European Reference Network on kidney diseases

European Reference Network on neurological diseases

European Reference Network on inherited and congenital anomalies
European Reference Network on respiratory diseases

European Reference Network on skin disorders

European Reference Network on adult cancers (solid tumours) .
European Reference Network on haematological diseases

European Reference Network on urogenital diseases and conditions

European Reference Network on neuromuscular diseases

European Reference Network on eye diseases

European Reference Network on genetic tumour risk syndromes

European Reference Network on diseases of the heart

European Reference Network on congenital malformations and rare intellectual

disability

European Reference Network on hereditary metabolic disorders

European Reference Network on paediatric cancer (haemato-oncology)

European Reference Network on hepatological diseases

European Reference Network on connective tissue and musculoskeletal diseases

European Reference Network on immunodeficiency, autoinflammatory and

autoimmune diseases

2017

wDfficial start
EndeERNdrant)

European Reference Network on Transplantation in Children

European Reference Network on Rare Multisystemic Vascular Diseases

2022

uEnlargement
EndoERN

2024-2027

wContinuation
EndeERNdrant)



EndeERN Key Deliverables

To demonstrate added value of
virtual multidisciplinary expert

boards (CPMS) What do we do in care?

A Connect care teams in differenéntres

?jta“dardizag%_“ of (E?re for rare A Connect endocrinologists with different expertise
endocrine conairuons (transparency, . . . . . .
guidelines, patient involvement) A Facilitate case discussions virtually with differentcare teams

A Enable safe sharing of patient case details withexperts in
other countries

To demonstrate structural pathway
into science

92}

[Mission: to reduce present health inequalities in Europe |




Who is this network for?

o}  Rare endocrine disease 2 fAR Rare patients & family
O M experts e 'ﬁ N members
Alana
O@Q Rare patient representativep PA N |
Eh_J’ A General practitioners/ family
Expert centres/ institutions doctors / Specialist nurses
2
m Specialists/ professionals . National / international
caring for rare patients Gi. policy makers




Structure & Governance

Management & Coordination i
Dissemination M|

Evaluation BUVCER

Healthcare and CPMS

Registries, data management and analysis

Education and Training

Clinical Practice Guidelines and
Clinical Decision Support Tools

Capacity building and best practice
sharing for Ukraine

Other activities for Ukraine



Where are ourcentres?

8 in Netherlands
13 in Germany

105 in Europe




How can EndéeRN help me?

For members For everyone

&b




Why cross border care?

Medical needs: Practical needs:

wPatient needs treatment/ clinical trial unavailable in = wHospital along the border is physically closer/ easier to
own country get to

wClinician/ specialist needs consult with experts in wPatient works/ lives in one country:
another country wPrefers intense care/ treatments in own language/

wEXxperts in condition are fewer/ not available from known care team

wSurgery/treatment expertise more established in other wRequires health insurance to work, but lives over the
centre border

wWar/ natural disaster requires urgent care transfer
wUrgent care needed in crisis medical situation



Information points for crosb®order
healthcare- Your Europe

The National Contact Point can give you

information about:

A the healthcare providers covered bye
European Health Insuranseheme

A the healthcare systenof that country and how
they ensure quality, safety, and compliance with
national standards

A whether a particular provider is registerednd
authorisedto provide specific medical
treatments, and which quality and safety system
covers that provider

A accessibility of hospital$or persons with
disabilities

A patients' rightsin that country, including
information about your options if something
goes wrong or you are not happy with the
medical treatment you receive

Events Public Health European Commission

National workshops

Finland
22/10/2024

|
Helsinkk N

¢ ] p Estonia-Latvia
17/06/2024 | ; 26/09/2024
{ Dublin ‘J Belgium- Germany- Valga/Valka J

Netherland
Netherlands ERUOYWMICS

19/11/2024 30/10/2025 Poland
Brussels Groningen 09/10/2024J
Warsaw

Czechia

26/09/2025 ' l
27/02/2025 Prague J Romania-Hungary
Strasbourz Wil Wa 05/02/2025 g

{ Oradea

| %I/Fi):r/vxze024 ‘/ i
' ; ‘ Cyprus-Greece

R ”ﬁ?ﬁiﬁ‘f“\/’
Sk W >

European
Commission



https://health.ec.europa.eu/cross-border-healthcare/events_en?f%5B0%5D=topic_topic%3A230
https://europa.eu/youreurope/citizens/health/planned-healthcare/get-more-info/index_en.htm
https://europa.eu/youreurope/citizens/health/unplanned-healthcare/ehic/index_en.htm

CPMS 2.@ what it is

Web-based, GDRBompliant platform for secure virtual expert consultation of rare

diseases
Live since 2017; upgraded to version 2.0 in 2025
Enables secure sharing of patient data and medical images across borders

Allows clinicians to discuss with experts from other EU countries on diagnosis or

.. oSy
treatment decisions :,-.:,,‘\
o'..._::o.
GOELISNIAZS (NF@Sta (2 GKS LI GASHEEE v
CPMS 0
Care2.




The Value of End&RN/CPMS for the Border Region

Technical Infrastructure

Freely available, GDRIRmpliant, secure platform

Approved for use in majority of Dutch & German hospitals

Full capability to share patient data, lab results and medical images

Shared expertise

Access expertise instantly across borders
Validate referral need before patient travel
Facilitate longterm monitoring and followup care

Streamlined crossorder referrals
Direct patients to the closest and most suitable expert center (DE/NL)
Reduce unnecessary patient travel through virtual consultation




Exampleusecase- Meet Dr. Anna M.

Profession:Endocrinologist

Health Care Provider/HospitalJniversity Hospitabf Essen, Membeof EndGERN
Working Country:Germany

Rolein CPMS 2.CERNClinician

Clinical FocusPediatric

oDr. Anna M. is a pediatric endocrinologist at a German University Hospital. She has a
patient with a rare endocrine disorde®he is seeking treatment advice from other

SELISNI a dé




CPMS 2.0

Process
Wantto discuss a patient in CPMS 2.0?

Confirm with your locaDPCOthat your One t _ | .
hospital hagermissionto use the system ne time action only

Gatherpatient consentaccording to local : : : vl
Integrate recommendations into patient car

requirements
L )
H ..°.'. {\

[ (3
( . .":. e
o
p
ﬂ Planadhocmeeting J CPI\C/ISZ O
:> L dare )
Invite experts and start =) | : : =) Close
: : Take a recurring meeting slot discussion
discussion =) |




Patient referral process

@ [} ) 5Q
2 M 2
Patients Endo-ERN

Reference Center

A}
[ L X XY
.. ’00..‘

[ Virtual expert consultation J (YY) [ Follow-up & Continuity of Care}

P20

Decision on physical referral

[ RegulatoryAdministrative Process }

=

[ Planned Cros8order Care]




Routes for planned medical treatment abroad

Option 1: S2 Route (Directive 2011/24/EV)
(Regulation EC 883/2004) Patient pays upfront and gets reimbursed
Prior authorization required via S2 form Reimbursement limited to home country rates

Direct cost coverage between institutions  Both public and private providers available
Public healthcare providers only Patient responsible for any cost difference
Full treatment costs based on host country rates

Applicable when waiting times are shorter
abroad or specialized treatment is available

Option 2: Reimbursement Model

Further resources
Checklists for treatment in GermanEUPATIENTEN.DE
Treatment in the NetherlandsCBHC Netherlands



https://www.eu-patienten.de/en/behandlung_deutschland/geplante_behandlung/checkliste/checklisten_deutschland.jsp
https://cbhc.hetcak.nl/en/treatment-netherlands/

Case example 1

Girls with Turner syndrome and detectable Y genetic material should be operated
|mrFed|ater when’'diagnosed or at the latest before pubertal start, in order to prevent
malignancy

Problem:A 13 Kear old Bulgarian girl with Turner syndrome with 45,X/46,XY karyotype
needs 1o start hormonal therapy immediately but no surgeon in the country wants fo
remove hterdstreak gonads$he surgeons who did those type of operations, éither retired
or emigrate

Solution: CPMS consultation confirming the need of urgent streak gonads remo&al
adolescent gynecologist and her team were quickly convinced after the CPMS written
outcome was provided to thenThe impact for the particular patiemtas very important
smcI:_e she was able to start estrogen therapy after the operation without the risk of
malignancy.

Impact: Theteam established itself as the referral surgiaanterfor patients with Turner
syndrome. This reinforced the ?rotocol of Y genetic material detection that is now
followed in a timely manner at the 3 referral centres in the country.




Case example 2

Urgent case request was received December 2Q2#gent consult took place
190 of December with collection of experts.

Problem:Need for diagnosis confirmation and question if certain genetic
testing was not available to the family without having to pay huge costs in
Bulgaria.

Solution: CPMS consultation confirming the need for testing and identified
alternative centrefor testing genetic material Testing was completed promptly
in early 2023 thoughvithout anyfinding, for patient or family members.

Impact: Possible misdiagnosis without genetic confirmation was avoided.




Case example 3

A Greek boy 12 yr old with Pediatric Cushing’s disease, presenting with growth retardation and progressive obesity
Considered to be ACTH dependent but there was no tumor on the pituitary MRI scan.
After referral, a venous sampling confirmed the pituitary source, and he is now in remission after transsphenoidal surgery.

A

5. Admission to LUMC: Virtual

No EU counlry

[l No MIG center workup (telehealth), Diagnostic
3. International specialist for l 5 pegeeeire s(:izse)riouowed by
ciihnsly Bt K = Conclusion: cure (-)f disease
advise because diagnosis not W ¢ ithout complicatons
certain, no culprit lesion. Covid W
restriction did not allow travel |
to US. Conclusion: need EU m’ 6. Followup at national
center with expert MDT M center with detailed feed

back from LUMC

2. National specialist
Diagnostics, additional
diagnostics, followup
Conclusion: too complex need
international advise for
diagnosis and intervention

4. Endo ERN:

advise to refer the child to .

RC with experience in
pediatric Cushing

1. Local specialist:
—— Suspicion of Pediatric
Cushing’s disease




Takehome messages our questionsto you

1) Crossborder care is essential for rare diseases
2) CPMS 2.0 is a secure resource ready to use

3) Simplifypathwaysto enablecrossborder care

A Which pathways already exist for noare patients?
A What practical arrangements exist between hospitals?

A Who are the key contacts?




Get more information on CPMS 2.0

Contactthe EndeERN CPMS helpdeskopmshelpdesk@endo.eqmet.eu

UpcomingtrainingsCPMS 2.0 WebCARE Interfacecliniciang
October28 at 10H:0Gm CET
November 18 at 10H:0&@m CET

December 9 at 3H:00m CET



mailto:cpmshelpdesk@endo.ern-net.eu
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Rare Endocrine Conditions About Us

Endo-ERN is a network connecting patients and healthg
providers across Europe, aiming to provide knowled
resources for diagnosis and treatment of rare endocring

conditions.

Endo-ERN News

=
EuropeanSociety 0
OOF Endocrnology Endo-ERN

PARTICIPATE: NEW ESE
POSITION STATEMENT Adrenal
Insufficiency (Al)

Attention Endo-ERN representatives!
You are invited to participate in this
important two-year project to
develop a new ESE position
statement:

READ MORE

APPOINTED: Johan de Graaf
appointed to EURORDIS Board

Great news! Endo-ERN ePAG Johan
de Graaf has been elected to
EURORDIS Board of Directors during
the organisation’s annual General

For Professionals

WELCOME: NEW ePAG Esther

For Members

For Patients

Q

@ Feedback
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for rare or low prevalence
complex diseases

European Reference Networks

Is it fulfilling its potential? Challenges for a sustainable setting

Groningen, 30 October 2025

Evert Jan van Lente

Health Economist, International Consultant Health Financing



ERNSs provide a unique framework

1) ERNgan have an enormous impact

A Improve diagnosis and treatment of rare diseases

A Improve quality of care through training and guidelines

A Promote research for the diseases represented in the networks
2) Room for Improvement

A Are health professionals and patients well informed?

A Why are there no publications on achievements available?

A Are ERNs an asset or a burden for participating hospitals and highly skilled
professionals

3) What is needed?

A What actions need to be taken?



Bundle of objectives mentioned in Article 12

A helprealisethe potential of European cooperation regarding highly
specialisedhealthcare

A contribute to the pooling of knowledge regarding sickness prevention

A facilitate improvements in diagnosis and the delivery of kighlity,
accessible and costffective healthcare

A maximisethe costeffective use of resources by concentrating them

A reinforce research, epidemiological surveillance like registries and provide
training for health professionals

A facilitate mobility of expertise, virtually or physically

A encourage the development of quality and safety benchmarks and to help
develop and spread best practice

A help Member States with an insufficient number of patients with a particular
medical condition



Voluntary cooperation supported by the EU

GCKS /2YYA&aarzy akKlkff &adzJJ2NI aSyYcd
development of European reference networks between healthcare

providers anccentresof expertise in the Member States, Iin

particular in the area of rare diseases. The networks shall be based

on voluntary participation by its members, which shall participate )
IyR OZ)fuNJ\odzuS 012 0KS )/SUQIZNJ[é | C

Pl

f SIAATTTGAZ2Y 2F GKS aSYOSNI {aF OS¢
(Art. 12)



Financial funding by the EU (EC 2014)

ERN IMPLEMENTATION: the way forward

Cross-sectorial cooperation and funding sources

v" Public health program 2014-2020: studies & project grants to approved ERN

v RTD horizon 2020 : 2016 research on networks organizational models

v Connecting European Facilities (CEF): the eHealth dimension

v" Structural funds (cross border cooperation)

v' Social funds (training and better skills)

[ Not included: payment for services provided
' What Funding is available now?



Room for improvement

Governance and regulatory framework are insufficient;

- Directive article 12 and 13 are not sufficient

- Who will pay for the services for patients from another country?
Insufficient funding

- To be sustainable ERNs cannot rely on motivated experts working in the interest of
patients and on motivated hospitadswithout sufficient payment

- The EU cannot pay for diagnostics and treatment of patients as this is a competency of
the member states.

- Member states should find a solution to finance patient care
Integration in the national systems
- Part of the payment structure

- In Germany this involves integrating E€d¥tresof excellence into the payment system



What is needed?

VIn Germany integration in the paymeritscentresof excellence (set by
the Gemeinsamem®Bundesausschus&BA)

V' Health Insurers of member states should pay the rate that they would
pay if services were provided in the own country

V Integrate in national an@uropeanresearch programmes
V Integration of ERN data in tiHeuropean data space

\/ Cooperation with EMA in the development and monitoring of
performance of new orphan medicines (including registries for orphan
drugs)

VV Development of guidelines with national competent organisations
(GermanyArztekammerAWMF)

\/ Publish results in relevant journals



Vielen Dank fur
lhre
Aufmerksamkeit !

A E.J.van Lente
A ej.vanlente@gmx.de
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* Federal Ministry
Y of Health

Panel discussion

Natalia Zampieri, DG SANTE
Matthias Wismar, European Observatory of Health Systems and Policies
Lars Schwettmann, Crossborder Institute of Healthcare Systems and Prevention, University of Oldenburg

Evert Jan van Lente, International Consultant Health Financing

SYMPOSIUM ON

CROSS-BORDER

HEALTHCARE o

IN THE DE-NL nerreg R EEEC 0% CRgSS—
BORDER REGION mmmmmm - Nederland INSTITUTE

ALTHCARE SYSTEMS

PREvENTION
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Enjoy your lunch
12.50 - 13.50
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Tools to support cross border
cooperation in border regions

| Valeria Cenacchi DG REGIO
| Beate Grajnert, DG REGIO

YMPOSIUM ON
CROSS-BORDER
HEALTHCARE — cagss
IN THE DE-NL witerreg e
nnnnnn i ~BORDER
BORDER REGION & [BORDER
- fk —A‘ a akhaPENI 0000 SreesncvEsmEs




nierrey

Cross border healthcare
support under Interreg 202P0271n border regions

Symposium orCrossBorder Healthcare in the DENL border regioni 30 October 2025

Valeria Cenacchi and Beate Grajnert
European Commission i DG REGIO
Territorial cooperation



WHAT Is INTERREG

Alnterreq is a key EU instrument for territorial cooperation between regions and countries. Part

of Cohesion Policy and funded by ERDF, Interreg supports a large set of possible interventions
https://interreg.eu/about-interreg/ including ESF+ type of activities. Based on a placed-based approach

A Interreg started in 1990 as a pilot initiative (to support creation of EU Single Market and while expanding
over the years, it preserved its experimental character as Iaboratory of new policy delivery
mechanisms and of EU citizenship.

A Cooperation 2021-2027 => 86 programmes EUR 10 billion => 4 distinct strands:

64 13 ) & o
cross-border, including 15 trans- Inter- A
external (10 IPA & 5 NEXT) and NEfaiEl, el regional regions

PEACE+ 2 external 10, 5 €0,33 bn
ue6, 7 bn \_ U2 b - \_ y

A Cooperation beyond funding: besides programmes, Interreg addresses systemic conditions and
Ar ef o tomgprove the governance of cooperation, reducen b o redfefre c t 0 o European |

Commission


https://interreg.eu/about-interreg/

WHY borders matter

A'1/3 of EU population live in border regions (40% of EU
territory, 30% of EU GDP) but navigating different legal and
administrative systems is still complex, long and costly

A Need to address persistent obstacles to EU single market

A 360° territorial approach shows untapped potential for
growth: the price tag of existing internal border is some
EUR 458 bn, or 3% of EU GDP and 9% of GDP in land
border (High level group report)

A COVID showed how interdependent and fragile border
areas can be

A Cooperation in
enlargements

A Territorial cooperation supports cohesion and is a

laboratory for EU new policy priorities, practices and EU
citizenship

external borders

help preparing

Interreg VI A Cross-border cooperation programmes _:&;
2021-2027 o
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Interreg VI A programme Germany-Netherlands 2021-2027

A Financial allocation total 465.798.619,86 EUR
A EU 240.775.132,00 EUR
A National 225.023.487,86 EUR
PRORITIES

A 1. Amore innovative programme area
A 2. A greener programme area
A 3. Working together on a connected border area

A 4. A Europe closer to its citizens in the border area

45%
20%
17%

17%

Program budget

232.899.309,50 euro
available

465,798,619.00 euro
total budget

European
Commission




Interreg investments for HEALTH

Placed based approach with 360° vision of functional areas centered on people (patients)
beyond national borders. Shared diagnostic of needs and strengths to design integrated
strategies. Soft and hard investments are possible. The purpose is to improve c | t | dagynige$®
where they live, facilitating local access to quality services through synergies and complementarities
offered by cooperation with neighbours

EUR 510 million allocated to PO 4.5:

- 148 m for infrastructure

- 64 m for equipment

- EUR 31 million for digitalisation

- 23 million family/community care services
- 7 million for active and healthy ageing

Relevant policy and specific objectives
A PO1: RDI, 3S, e-gov, digital health

A POA4.5: access to healthcare and provision of services,

equipment, skills, social economy, inclusion, prevention
but also

A POS5: integrated territorial strategies, participatory 17 million under PO1 for eHealth

approaches . . .
EUR 113 million for the accessibility, effectiveness and

A 1SO1: cooperation governance (resolution of legal obstacles,  resilience of health systems (PO4 + POS + 1SO1)
collection of common data, development of expertise, pilot - _
projects, etc.) Over EUR 1 billion for cooperation governance (ISO1)

European |
Commission

https.//cohesiondata.ec.europa.eu/funds/interreq/21-27



https://cohesiondata.ec.europa.eu/funds/interreg/21-27

Interreg DE-NL investments for health

ACa. 42 mio. EUR (priorities 1 and 4)
AProjects allocations ranging from about 400.000 EUR to over 5.5 mio. EUR

AMeasures to improve the accesibility, effectiveness and resilience of
healthcare systems (e.g. Health4DE-NL project)

AReserach and Innovation activities in S ME ¢esy. MedCam-Al)
Alnnovation procesess in S M E ¢esg. LifeHelper)

AAccess to employment (e.g. B-BOLD Minds)




Examples of projects

Selected in 21-27

A DE-DK: Daily SDM will test and develop a comprehensive single SDM concept (Shared Decision Making, aiming to find the most
medically effective treatment strategy, aligned with wideaetworkafi e
partners covering the whole Interreg region. The main results include a cross-border SDM concept, an innovative digital SDM training
tool, digital bilingual decision-making aids, 100 doctors and 200 nurses trained in SDM and decision-making support.

A Central Europe (transnational): Digitalising patient-oriented health care (interreg-central.eu). Digital solutions often exist but their
transfer from one ecosystem to another challenge. The Health Labs4Value project supports the transfer of digital solutions through living
labs. These bring together health care organisations and companies as well as policy makers and patients to jointly improve the
introduction of patient-oriented digital solutions.

A FR-IT (Alcotra): strict CBHC projects selected with differing aims (accessibility of health and social services, cooperation between
hospitals on specific diseases, digitalisation) but also a governance projectt o addr ess cross border Pati e
comprehensive approach (sharing of health data, pati e mrdntexdinviewg h
of Setting-up a common legal framework. https//interreg-alcotra.eu/fr/les-livrables-des-projets

Some known best practices

A ZOASTFRBE) https.//www .ofbs.org/cooperationfranco-belge/zoast/
A CerdanyaHospital(ESFR) http//www .hcerdanyaeu/en Mobile hospitd (ESFR) https.//egalurg.fr/le -projet/
A Healthacros$AT-CZSK) https.//www .healthacrossat/en/

European |
Commission

Interreg projects database: https.//keep.eu/



https://www.interreg-central.eu/projects/health-labs4value/
https://interreg-alcotra.eu/fr/les-livrables-des-projets
https://www.ofbs.org/cooperation-franco-belge/zoast/
https://egalurg.fr/le-projet/
https://www.healthacross.at/en/
https://keep.eu/

Policy building

V Support cooperation beyond funding: in 2017 the Commission adopted the Communication "Boosting
Growth and Cohesion in EU Border Regions". It highlights ways in which the EU and its Member States
can reduce the complexity, length and costs of cross border interaction and promote the pooling of services
along internal borders.

V Border Focal Point network: to develop horizontal activities to monitor and integrate the territorial cross
border dimension into all EU policies, provide thematic support to programmes, building knowledge,
promote networks and pilot initatives - to improve the systemic conditions of cooperation

V Concrete guidances and results

https.//futurium.ec.europa.eu/en/border-focal-point-network

V Close cooperation REGIO-SANTE:

x https://health.ec.europa.eu/publications/cross-border-patient-mobility-selected-eu-regions en

European

x https://op.europa.eu/en/publication-detail/-/publication/52088b97-3234-11e8-b5fe-0laa75ed71lal/language-en o o



https://ec.europa.eu/regional_policy/en/information/publications/communications/2017/boosting-growth-and-cohesion-in-eu-border-regions
https://futurium.ec.europa.eu/en/border-focal-point-network
https://health.ec.europa.eu/publications/cross-border-patient-mobility-selected-eu-regions_en

B-solutions Initiative

Expertise is provided to address obstacles (legal and/or administrative) due to the presence of a national
border (around 150 cases developed so far). https.//www.b-solutionsproject.com/

Typical examples of barriers in the health sector:

A Access to care services (including emergency), the reimbursement of medical expenses, and the lack
of coordination between the bodies responsible

A the existence of a high bureaucratic burden in the procedures governing the recognition of staff
gualifications and the recruitment of foreign medical staff

A overall complexity of health governance systems

V Sustainable solutions generally require:

A multi-levels and multi-sectors governance approaches

A measures to improve capacities and to empower bodies responsible for cross-border
cooperation

A development of population-based strategies to facilitate access to services
A bilateral agreements to address administrative practices
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https://www.b-solutionsproject.com/

The BRIDGEforEU Regulation

A establishes a framework to facilitate REGULATION (EU) 2025/925 OF

identifying and resolving cross-border obstacles THE EUROPEAN PARLIAMENT
_ AND OF THE COUNCIL
A applies to cross-border obstacles

In land or maritime border regions of 7 May 2025
A defines procedures for CBCPs onaBorder Region
to assess obstacles instrument for development

and growth (BRIDGEforEU)

A outlines the coordination activities of the EC
https://eur-
lex.europa.eu/eli/req/2025/925/oj/enq

A cross-border obstacles are legislative or
administrative provisions or practices
that affect a cross-border interaction

A MS may establish one or more cross-border
coordination points (CBCPSs)

European
Commission



https://eur-lex.europa.eu/eli/reg/2025/925/oj/eng
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Kick-off Health4DE-NL Project

| Adriana Pérez Fortis, Crossborder Institute of Healthcare Systems and Prevention,
Aletta Jacobs School of Public Health
| Melanie Walter, Minister for Europe and Regional Development in Lower Saxony
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