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General Assembly 

16:00 BST / 17:00 MEZ
 Welcome
 Overview of EMENA’s activity in 2024/25
 2024/2025 Funding and Budget Report
 2026 Year Plan and Budget (and allocation of tasks)
 Date of 2026 General Assembly and call for hosts
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Annual Members’ Meeting 

 EMENA Members’ activities 2024/25 presentations
 MEN1 Clinical Practice Recommendations 

        (Gerlof Valk and team in Rotterdam, Marialuisa Brandi (via Zoom))

 WorldMEN 25 in Brazil (Ronald Damen)

  

 

3



European MEN Alliance e.V.  
Meeting  12.September 2025

General Assembly 2025General Assembly 2025

Important aspects from Survey Unmet needs in Germany

 Faster diagnosis 

 Awareness for our rare disease:  faster referral to a Center of 
Expertise through the outpatient health care

 Better communication among the different care teams : 
hospital / outpatient partners

 Research : ways for a prediction and prevention of a possible 
aggressive outcome (for example pNETS). Therefore the 
inclusion of patients in a database – EuRRECa – is neccessary 
und needs improvement. 
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An European database and MEN Patients´ 
expectations:
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Review  Review  

For more details see:
www.emena.eu
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Review Review 
Survey  
Unmet needs – A survey for EuropeanEuropean MEN patients 

https://ec.europa.eu/eusurvey/runner/Unmet_needs_MEN_patients_in_Europe_2024

A PhD student is currently 
analyzing the available data set.
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UpdateUpdate

EMENA Survey EMENA Survey 
„unmet needs“„unmet needs“
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145 answers from different countries145 answers from different countries 

18       United Kingdom
52       Germany
34       Italy
15       The Netherlands
  5       Belgium
  6       Sweden
  3       Spain
  2       Ireland
  2       Greece

One answer each from
Denmark, Estonia, Hungary and Romania,
three answers from outside EU and UK, 
one answer is without country information.
.  
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.  

Nearly 80 % 
are MEN 1 
patients

61 % 
female
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.  

About 70 % 
are at the age 
of 40 to 65

And patients 
(67 %)
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Nearly 40 % know 
no Center of 
Excellence in their 
country. 

Only 53 % are 
treated form a 
multidiciplinary 
team (MDT)

Nearly 53 % can‘t 
say for sure they are 
treated at a Center 
of Excellence
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Only 38% are 
aware that they 
are registered

However, over 91% 
are interested in 
sharing and 
accessing their 
medical data in a 
MEN research 
database

84% are 
interested in how 
their data is used
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7.32    Biomarkers 7.32    Biomarkers in the blood to predict new or recurring tumoursin the blood to predict new or recurring tumours

6.91    More clinical trails6.91    More clinical trails
6.88    Quicker test / scan results6.88    Quicker test / scan results
6.65    Digital device to receive screening results
6.75      Access to more advanced and less harmful scanning /imaging
5.55      Self measurement of hormones in the blood
4.28      Self measurement of medication levels in the blood
4.2        Simpler injection devices
3.63      Artificial replacement glands
2.75      Easier way to take blood
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Our task:Our task:
  

We need to get in touch with the patients in We need to get in touch with the patients in 
Spain, France, in the Nordic region and in Eastern Europe !Spain, France, in the Nordic region and in Eastern Europe !

                                  We need to raise awareness for the MEN-disease !We need to raise awareness for the MEN-disease !
                                  We need to promote registries ! We need to promote registries ! 

                                  We need to foster Research programmes and funding !We need to foster Research programmes and funding !

Spain
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Review Review 

      We are involved in the creation and distribution of a patient questionnaire on 
the subject of "Drug and medicines shortages", which is also distributed to 
the national professional associations of the ESE and ESPE. 

        

https://ec.europa.eu/eusurvey/runner/MedicineShortagesPatientenVersion07_24

Here is still the link: 
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  funded by the European Union’s Health Program
launched in 2018
aimed at maximising the opportunity for patients, health care 

professionals and researchers to participate and use high-quality 
registries. 

includes an e-reporting programme (e-REC) and a core registry, 
that collects a common dataset and clinician and patient 
reported outcome.
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   The MEN module -  
similiar to the 
parathyroid module - 
will be added. 
The test draft is under 
construction.
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Review Review 

 We are an eligible member of the EUROPEAN MEDICINES 
AGENCY (EMA) 

www.ema.europa.eu
Eligible patients and consumers 
organisations
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Review Review 
As a member of EURODIS and the COUNCIL of 
EUROPEAN FEDERATIONS we are in good contact to 
different patient groups and collect their experiences 
and expertise. 

They suffer from the same problems: the financial 
issue and the language problem to get in touch with 
Eastern European Countries.
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Review Review 

Osteoporosis is a condition that we usually get for 
free, especially in MEN 1 patients, when the diagnosis 
has been many years in coming. In order to help make 
these connections even clearer, we are grateful to 
Prof. Brandi for bringing us into contact with the IOF. 
We have became a member (for free).
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Membership UpdateMembership Update

We didn´t manage to involve some more European 
groups. We are still in contact with families in Spain 
and Greek.  
But they still didn´t manage to set up legalized 
patient groups.  
How can we manage to involve them?How can we manage to involve them?
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                      Financial  and Budget 2024/25Financial  and Budget 2024/25

There are no income positions besides the membership fees. The 
expenses related to notary fees and registration in the register of 
associations, as well as the ongoing costs of two euros per month 
for the bank account. 
It can be assumed that this amount will increase in 2026.

13.901,94€13.901,94€
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Financial Report 2024/2025Financial Report 2024/2025

1. Auditor´s Report and Advice

The cash auditors propose to the Annual 
General Meeting that the Management 
Board be fully relieved.

(see written Report by Prof. Dr. Ludwig Schaaf and 
Helga Schmelzer)
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Auditor´s report
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                      Financial Plan and Budget 2026Financial Plan and Budget 2026

Up to now we paid 24 € / year bank fees, but due to 
changes there will be an increase next year. 

13.901,94 Euro
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Bank account  01.08.25 13.901,94 €

Income Expenditure

Membership fees    1.000,00 €

Grants,  Donations 0,00 €

Travel costs / Eurordis GA 
Meeting Grant

0 €

Fees (bank, notary fees, registry ) 1.000,00 €

MEN Recommendations: 
Translation/Publishing

8.000,00 €

Reserve 4.901.94 €

Total 13.901,94 €

It is to be 
expected that 
there will be 
again no 
financial 
support from 
Eurordis next 
year.

Besides the 
membership fees 
there are no 
incoming 
payments.
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Tasks 2025/2026Tasks 2025/2026

What can EMENA do for your Organisation in 2025/2026 ?What can EMENA do for your Organisation in 2025/2026 ?
What are your barriers to involvement ?What are your barriers to involvement ?
Strategic Planning meeting arrangements Strategic Planning meeting arrangements 

Dissimilating the survey Dissimilating the survey 
New membersNew members
Translation of MEN 1 RecommendationsTranslation of MEN 1 Recommendations
Push the European MEN registry within EuRECCaPush the European MEN registry within EuRECCa
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Invitation General Assembly 2026Invitation General Assembly 2026

Friday, 16.October 2026Friday, 16.October 2026

  

Online
Germany ?
United Kingdom ?
Italy ?
The Netherlands ?
Belgium ?
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Annual Members’ Meeting 

 EMENA Members’ activities 2023/24 presentations
 MEN1 Clinical Practice Recommendations 

        (Gerlof Valk and team in Rotterdam, Marialuisa Brandi (via Zoom))

          Discussion / translation / working group

 WorldMEN 25 in Brazil (Ronald Damen)

  

 

30



European MEN Alliance e.V.  Meeting  
12.September 2025

General Assembly 2025General Assembly 2025
Network pituitary and adrenal disordersNetwork pituitary and adrenal disorders
           
            
2024/25   2024/25   
Several online meetings
Annual meeting f2f in october in Berlin 
    including a special MEN session 
Leaflets updated and new leaflets published
Representation of the network at the German regulatory 
   authority for medicines ( benefit assessment, pricing) 
Collaboration in the framework of the German Association for Rare 

Diseases to establish the structures for German reference 
   networks analogous to the European ones. 
   Unfortunately still difficult, not only with regard to endocrinology due  

to missing legislation and funding.
Poster presentation „National Conference on Rare Disorders“
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German MEN 
Meeting, 
11.October 2025 
in Berlin, Charité
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Poster 
National 
Conference
For Rare 
Disorders,
September 2025 
in Berlin 

Poster fehlt noch
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Members´ infos    

Achievements 2023/24 and goals 2025
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Ronald Damen ´s report .

Sao Paulo 16./17.june 2025
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Recommendations 
MEN 1 are 
published
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Especially THANKS to the belangengroep MEN for hosting 
us in Rotterdam !!!!!!!!!!!!
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