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General Assemoly 2029

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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12.September 2025
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Annual Members’ Meeting i

-

EMENA Members’ activities 2024/25 presentations F\ nH
MEN1 Clinical Practice Recommendations _
(Gerlof Valk and team in Rotterdam, Marialuisa Brandi (via Zoom)) i

WorldMEN 25 in Brazil (Ronald Damen) :4'_;
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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.

European MEN Alliance e.V. 4
Meeting 12.September 2025
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An European database and MEN Patients’
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General Assembly 2025 L

Review
Survey
Unmet needs — A survey for European MEN patient

https://ec.europa.eu/eusurvey/runner/Unmet_needs MEN_patients_in_Europe 2024

Unmet needs - an EMENA survey for MEN patients

‘ Fields marked with * are mandatory. x ‘

A PhD student is currently
analyzing the available data set.

European MEN Alliance e.V. Meeting 7
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General Assembly 2025

Craft ID: af1 3E2M-086e-406d-D0at-DeSs4doei e
Date- DEMDM20ES 111657

U pd ate Unmet needs - an EMENA survey for

European MEN patients

Flaics markad wiini * ane mandatony.

EMENA Survey et s 20 My g M
Junmet needs”

With this quesionnaire we would Bk bo give you the apportunity b tall Us how o feal akbout the curent
situation witn MEN, which Tings you are happy with and winich things you ane not. Read he guasons
carstully.

Thiana ara: no rght o wreng arssans. A rodfel and complats anaser b al questions as wall as e
demograginic ImMommation ans: imgorant for e sy,

It takes about 10 %0 12 minuiss 1o complate IS suney.

Thia guidaiinas for pood athical research Feguing that participarts In emgine sudias aploty and
comprehansibly agres 1o ke part.

Wolumtaringss: Participadion s voluntany and you can ba witndrawn at any tme.

Anceymity: Your data are ot eourse confidential, wil only be avaluaiad In an anonymous torm and will not
be passed on to third pardes. Demographic data Such a5 age or gender 4o not aliow any clear condusion
o b drawen about your person.

It you ane Imarested In the rasults, you can voluntarly entar your emall acdness at the end of tha suny.
o will then receive 2 summary of e rasuls Dy emal aber e sunvey Nas bean analysed.

e cmall addrezs wil not b Siored In connaotion Wit PO ansvars.

Thank you In advanos for your participatan!
I you have any quastons, phease feal fred o contat us by emal {Paira Erosgman niamena sl

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

145 answers from different countries

18
52
34
15

NN WO O

United Kingdom
Germany

Italy

The Netherlands
Belgium

Sweden

Spain

Ireland

Greece

One answer each from

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

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

3. Which MEN syndrome do you have 2

MEM 1
MEM 2a
MEM 2b 7 MEN 3
MEM 4

Mo &nswer

4. What is your gender ?

mals

femalea

ather

| don't liks to answer.

Mo Answer

Answers  Ratio

B v ot

[ ] 24 16.44 %

| 8 411 %
0 0.00 %
0 0.00 %

Answers  Ratio

[ 55 3767 %

I ® soesn

| 1 0.68 %

| 1 0.88 %
o 0.00 %

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

Nearly 80 %
are MEN 1
patients

61 %
female
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General Assembly 2025

3. What is your age?

Answers
0-4 | 1
5-12 | 2
13-13 | 3
19-39 [ 23
2065 ] 103
66 - 80 [ | 9
over & 0
Mo Answer 0
2. Are you a patient or parent'carer?
ANEWErs
Patent I o7
Patient and parent of a child with MEN [ ag
Parent or caregiver answering for a minor child I 5
Partner or family mamber | ]
Mo Answer L]

Ratio

063 %

1.37 %

205 %

19.18 %

70.55 %

616 %

000 %

000 %

Ratio

86,44 %

2603 %

3.42 %

411 %

0.0 3%

European MEN Alliance e.V. Meeting

12.September 2025

About 70 %
are at the age
of 40 to 65

And patients
(67 %)
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General Assembly 2025

21. Do you know any Centers of Excellence in your country #

Answers  Ratio

Yes — #  az%
No [ ] 58 39.73 %
Mo Answer 0 0.00 %4

22. Are you treated at a Center of Excellence 7

Answers  Ratio

Yes o 69 4726 %
No [ 47 32.19 %
I don’t know [ 30 20.55 %
Mo Answer 0 0.00 %

20. |z a multidizciplinary team (MDT) involved in your care?

Answers  Ratio

Yes o 77 52.74 %
No [ 46 31.51 %
I don’t know [ 23 15.75 %
Mo Answer 0 0.00 %

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

Nearly 40 % know
no Center of
Excellence in their
country.

Nearly 53 % can‘t
say for sure they are
treated at a Center
of Excellence

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

12 b




General Assembly 2025

16. Are you already registered in a MEN research database?

Answers  Ratio

Yes [ 55 3767 %
No [ 30 20.55 %
I don’t know e 61 4178 %
Mo Answer 0 0.00 %

17. Are you interested in sharing and accessing your medical data on a MEN research database 7

Answers  Rafio

Yes O s
No [ | 13 5.90 %
Mo Answer 0 0.00 %

17a. Are you interested in what your medical data is being used for?

Answers | Rafio

Yes ] 123 8425%
No [ 7 479%
No Answer [ | 16 10.96 %

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

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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General Assembly 2025 -

Ranking of unmet needs

i §7J 1
1 7 A

I
i)
||

BIOMARKERSIN THE BLOOD TO PREDICTNEWOR.. 7,32

MORE CLINICAL TRAILS 6,91 ﬁ_ - _;
QUICKERTEST/ SCAN RESULTS 6,88 || il
y

ACCESS TO MORE ADVANCED AND LESSHARMFUL SCANNING.. 6,75
DIGITALDEVICE TORECEIVE SCREENINGRESULTS 6,65
SELF MEASUREMENT OF HORMONES IN THE BLOOD 5,95
SELF MEASUREMENT OF MEDICATION LEVELSIN THE BLOOD 4,28
SIMPLER INJECTION DEVICES 4,20
ARTIFICIALREPLACEMENT GLANDS 3,63
EASIERWAY TO TAKEBLOOD : : 2,75 | ‘ ‘

0,00 1,00 2,00 3,00 4,00 5,00 6,00 7,00 8,00 |/

7.32 Biomarkers in the blood to predict new or recurring tumours U
6.91 More clinical trails i
6.88 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 14
2.75  Easier way to take blood
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33. Iz there a patient advocacy group in your country you know of 7 ':‘ |
Answers  Ratio I
Yes ] 93 63.70 % B
-
Mo [ 20 13.70 % ‘
g Y
LIl -l
| don't know [ 33 22,60 % T
i
Mo Answer 0 0.00 % o
!
Our task: - /
=
\

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

We need to raise awareness for the MEN-disease !
We need to promote registries !
We need to foster Research programmes and funding !

European MEN Alliance e.V. Meeting 15

12.September 2025




General Assembly 2025 .
Review (Dimsisa)  F-
A’ _

of Endocrinology 'REIE
N
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 i
the national professional associations of the ESE and ESPE. A
9!
Here is still the link: b P
e L |

European MEN Alliance e.V. Meeting 16
12.September 2025



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

General Assembly 2025

" YEuRRECa

European Registries For

®funded by the European Union’s Health Program

®|aunched in 2018

®aimed at maximising the opportunity for patients, health care
professionals and researchers to participate and use high-qualit
registries.

®includes an e-reporting programme (e-REC) and a core registry,
that collects a common dataset and clinician and patient
reported outcome.

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

EuRRECa

European Registries For
Rare Endocrine Conditions

The MEN module -
similiar to the
parathyroid module -
will be added.

The test draft is under
construction.

0
R )

-

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

Review

°* We are an eligible member of the EUROPEAN MEDICINES

EUROPEAN MEDICINES AGENCY [ re— o |

AGENCY (EMA) —— =

ImgzemaDemal i
......
with of rwmr miigiitim thet
the nesds end concern of & wede reage of pets = e wie dirmst soobect moth the
o

RS e e

ME smeemiaDees 2ed szeacilsdess 2ed frmzoneTy sEwalios e Zoetfeztes of

elastzd 2ed czefiemed nn SUA) s hipEdiny srites foe weelieg widh BT R
mmgagien Wit EWME remesameleg 2 maleei me szesoesey segasiasies, sos

=g 2= shgisls srgamimstes Sosa melautemateslly granl momEosates te e Faloni 2ol Comae—sral

Eligible patients and consumers =5 A N e, T
organisations G it Er O

'BEUC

i EHCH @» it (ace
European MEN Alhance e.V. Meeting 19
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http://www.ema.europa.eu/

General Assembly 2025

Review ‘=ny
As a member of EURODIS and the COUNCIL of NEl |
EUROPEAN FEDERATIONS we are in good contact to F\ N
different patient groups and collect their experiences =MD
and expertise.
They suffer from the same problems: the financial Ji-'l;
issue and the language problem to get in touch with 1T
Eastern European Countries. 1 1
‘-v& |
I".ﬂv.-:rrll::nergb
EURORDIS

Rare Diseases Europe

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

D4 |OF s

International |
Osteoporosis ] |

Foundation

Osteoporosis is a condition that we usually get for L )
free, especially in MEN 1 patients, when the diagnosis 1 —
has been many years in coming. In order to help make =y

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).

European MEN Alliance e.V. Meeting 21
12.September 2025




General Assembly 2025

Membership 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?

European MEN Alliance e.V. Meeting
12.September 2025
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Fi ial and Budget 2024/25
inancial and Budge = C
- — — — —_ — _ - —_— — —_— — — — — T L —\_\.\Ih
“ Geschaftsgirokonto 41110875 BLZ 250 501 80 toauszug 5 il
Sparkasse Hannover UST-ID DE115648383 Blatt 2 | | [
Datum Erlduterungen Betrag iy
Ubertrag in 13.903,94+ l I
01.08 Abrechnung 31.07.2025 Wert: 01.08.2025 2,00- . P -
s siehe Anlage Nr. e T
;‘CE,% Kontostand in EUR am 05.08.2025, 09:27 Uhr 13.901,94+ |
‘5_?; Kontostand kann Betrdge mit spdterer Wertstellung enthalten, s. Rickseite -+
< LT
"gz.i Anzahl Anlagen 1 [ 13'901 ’94€ ~y
E Aktuelle Wertstellung +13.901,94 EUR ay
a 1w
-y
[ A
Europdische Allianz fir Multiple Endokrine Neoplasien _'.-‘ =
. o o S S - = i - L
-
J
-
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.

European MEN Alliance e.V. Meeting 23
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Financial Report 2024/2025 =al

SRR -
1. Auditor’s Report and Advice F\ hI

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) =

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




General Assembly 202

Auditor’s report

emena

EUROPEAN MULTIPLE ENDOCRINE
NEOPLASIA ALLIANCE

Auditor’s Report / Kassenpriifung

Report on the examination of the association's treasury
EURDPEAN MEN ALLIAMCE e V. Munich,
For the period from 01.07.2024 to 31.07.2025.

1

According to Article 15 of the Articles of Association, a cash audit for
each year of two examiners. The signatories ta this minutes were
appointed as cash auditors at the Annual General Assembly on
September 30, 2016.

2.
0On 31.07.2025, the auditors carried out the cash check for the period
from 01.07.2024 to 31.07.2025

3

The following documents were available for the examination:

a.

Account statements to the Account at the Stadtsparkasse Wunstorf,
Kontonummer DE 82 2515 2490 0014 110875 ( changing with
01.06.25 to Stadtsparkasse Hannover DES4 2505 0180 0041 1108 75
without gaps

Presented from extract no. 3/2024 to extract no. 05/2025

b.
The booking journal
The computerized bookkeeping with totals and balance lists

c
Minutes of the Annual General Assembly and Board meetings.

4.
The test was carried out partly by random sampling.

5.
This is the 09th cash check.

B.
The cash balances and contests of the annual report are in
accordance with the balances of these account statements.

7

All income and expenses were recorded correctly. Proper documents
were available.

B.
There were no complaints within the audit.

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

31.07.2025

Prof. Dr. Ludwig Schaaf Helga Schmelzer

European MEN Alliance e.V. Meeting

12.September 2025
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General Assembly 2025
Financial Plan and Budget 2026

~ Geschéaftsgirokonto 41110875 BLZ 250 501 80 Kontoauszug 5
Sparkasse Hannover UST-ID DE115648383 Blatt 2
Datum Erlauterungen Betrag

Ubertrag in EUR 13.903,94+
01.08 Abrechnung 31.07.2025 Wert: 01.08.2025 2,00-
siehe Anlage Nr. 1

%Kontostand in EUR am 05.08.2025, 09:27 Uhr 13.901,94+

gKontostand kann Betridge mit spdterer Wertstellung enthalten, s. Rickseite 13901 ,94 EUI’

£

E Anzahl Anlagen 1
Aktuelle Wertstellung +13.901,94 EUR

Europdische Allianz flUr Multiple Endokrine Neoplasien

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

European MEN Alliance e.V. Meeting
12.September 2025
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General Assembly 2025
Financial Plan and Budget 2026

Besides the

membership fecs | | .

there are no
incoming
payments.

Income Expenditure

It is to be
expected that

LR Grants, Donations 0,00 €

again no
support from

Eurordis next Fees (bank, notary fees, registry ) 1.000,00 €
year.

Reserve 4.901.94 €

i
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®\What can EMENA do for your Organisation in 2025/2026 ?

®\What are your barriers to involvement ?

®Strategic Planning meeting arrangements

Tasks 2025/2026 I |
.‘ If

®Dissimilating the survey
®New members

i

®Translation of MEN 1 Recommendations
®Push the European MEN registry within EURECCa N

NG

&

European MEN Alliance e.V. Meeting 28
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General Assembly 2025
Invitation General Assembly 2026

7 Friday, 16.0ctober 2026 C)\

i £
o’
G

Online
Germany ?
United Kingdom ?
ltaly ?
The Netherlands ?
Belgium ?

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

Annual Members’ Meeting

EMENA Members’ activities 2023/24 presentations
MENZ1 Clinical Practice Recommendations

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

Discussion / translation / working group

WorldMEN 25 in Brazil (Ronald Damen)

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

Network pituitary and adrenal disorders

2024/25

Several online meetings

Annual meeting f2f in october in Berlin —
including a special MEN session Q) European Socety

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”

European MEN Alliance e.V. Meeting
12.September 2025
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German MEN
Meeting,
11.0ctober 2025
in Berlin, Charité

14.3015.30

14.3015.30

14.30-15.00

15.00-15.30

15.30-16.00

16.00-17.00

16.00-17.00

16.00-17.00

Workshops (paralieworkshops)
{nur mit Anmeldung, Teilnahme ist begrenzt, die Anmeldung erfolgt nach Engangsdatum)

Workshop 1 (Horsaal 3)

Nebennieren-Insuffizienz — wie Hydrocortison anpassen?
Dr. med. Tina Kierviz

Workshop 2 (Seminarraum 523)

AGS - von der Kindheit bis zur Transition
Dr. mad. Uta. Neumann

Workshop 3-1 (MEN) (Seminarraum 520)

Multiple Endokrine Neoplasie 1 - Chirurgische Aspekte:

Wann und wie den priméren Hyperparathyreoidismus und wann und wie
gastrointestinale NETs operieren?

PD Dr. med. Martina Mogl

Workshop 3-2 (MEN) (Seminarraum 520)

Multiple Endokrine Neoplasie 2 — Diagnostik, Therapie und
Familienbetreuung
Prof. Dr. med. Holgar Willanbarg

Workshop 3-3 (MEN) (Seminarraum 520)

Multiple Endokrine Neoplasie 1 - Internistische Aspekte:
Neue Empfehlungen beziglich MEN 1
Prof. Dr. med. Ludwig Schaaf

Workshop 4 (Horsaal 3)

Endokrinologische Hormondiagnostik und Teste
Dr. med. Katharina Lang

Workshop 5 (Seminarraum 523)

Therapiekonzepte der Adipositas
Dr. med. Nina Meyer

European MEN Alliance e.V. Meeting 32
12.September 2025
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Unerfiillte Bediirfnisse und Lebenszufriedenheit von MEN-Patienten im T "y 1
deutschsprachigen Raum o )

Schubert, R.'2;

riigmann, P.'2;Grey, J.%; de Graaf, JP; Fleischer, J.%;Schmelzer, H."; Drewitz, P.1? ;Schaaf, L.'2¢

N
i \

= ETLWERY AT

oster
ational ,

g 1 n
== e
Zugang 2u Endokrinologie- i

Assistentinnen

Das Netzwerk fiir Hypophysen- und Nebennierenerkrankungen . hat eine bundesweite

| Umfrage 2u den ungedeckten Bediirfnissen von Patienten mit multiplen endokrinen Neoplasien . 'Bm" 27% :ev demscdhenz I..r
{MEN) in Deutschand durchgefu, il der Studie war e ungedeckte Beciriise i Betug aut ciiagtan vewerten cen Cugng o - L !
Versorgung un . Endokrinologie-Assistentinnen als
Die Umfrage baslene auf einem Fragebogen, der von der European MEN Alllan:e e v (EMENA) . gut oder sehr gut. 35 % kennen

einem und Arzten, die keine Endokrinologie-Assistentin.
Familien betreuen, die von MEN Die Umfrage von der i .
deutschen Uber die EU- ai Kommission e e aseanat

unter Arzten und in sozialen Insgesamt wurden 73 o 'I - =) - -
Antworten ausgewertet.
Wie bei vielen Tumorerkrankungen ist - )

die psychologische Betreuung von MEN-
Patienten im deutschen

.
Gesundheitssystem nicht ausreichend
Erkrankungen verfgbar. Die Mehrheit der Befragten

y bewertete die psychologische Betreuung,

s 54 Falle von MENL, als schlecht (40 %). Nur wenige waren o
- 10 Feile von MEN 2 mit den angebotenen Leistungen \
- & Falle von MEN 28 und 2ufrieden und bewerteten die Betreuung
e p e ' ' ‘ e r : 4 Fallevon VEN 4 vurden ausgewertt. s gut oder ausgezeichnet (9,4 %).
. .
Biomarker zur Erkennung und Vorhersage méglicher Tumorrezidive haben hochsle Prioritit, | B |
wenn es um unerfilite der geh |
= Dariber hinaus wanschen sich Patenten und ihre Familen schnellere Screemn‘ Ergebnisse und
H Geschlechtervertellung weitere Forschung zu dieser Erkrankung,
H = derne bei der n Hormon- und b
H = Medikamentenkonzentrationen stehen ebenfalls auf ihrer Wunschiste.
E L7
64% der Befragten waren weiblich. X
Ranking der gewiinschten Verbesserungen .
Blomarker
Kinizche St 1
Mehr sl de Hafe alle Beragten war zwischen 40 und 60 ahe it (62 %) und ast alle
wrden nach dem Auftreten von MEN-assoziierten Tumoren mit einem h
Mutationsnachwes diagnostiziert (90,8 %). IMediamente !
B Einsatavon kinstlichen Drisen | —
: In welchem Lebensalter wurde die v 5 ~ A
» D6 Ghass BEstEllL T o 0 P a0 S 0 0 -Jl
M Die meisten Diagnosen wurden — __,n'
N im Lebensalter zwischen 19 und Sind Sie in einer MEN-Forschungsdatenbank regi p—— m '-.
39 Jahren gestellt
. 29(39,1.%) der Befragten sind in einer MEN-Forschungsdatenbank registriert. =)
GG e e e Nur funf der Befragten sind nicht daran interessiert, in eine Datenbank aufgenommen zu N
. werden.
i iert, ihre Daten fir ein Regi i 3
Teams (MOT) sind fedoch noch nicht resistrirt.

u : JAS .

.  Registriert

- o : . = Interessiert -
o B :
ReRnEnSIEEn. Ist ein multidisziplinres Team in Ihre B Nein  Ichweiss I -\‘H
Kompetenzzentrum ? Versorgung einbezogen ? nicht
Etwa 20 % der Befragten waren sich nicht sicher, ob ein MDT an ihrer Behandlung beteiligt
a Weitere Bereich notwsndg um

hrors ingedeckte Bedirisse An rster Solle standen Bnomarker A Vorhersage never Tomoren

oder Rezidive, an Die: kbnnen nur erreicht
. werden, wenh sustechend Doten (und in Zukunft Biobanken) verfugoar .
Etwa 40 % bewerten die Die Mehrheit der MEN-Patienten ist bereit, ihre Daten fur die Forschung zur Verfiigung zu stellen,
o e s :::;;’::ﬂ:"dﬁﬂiz;;"a\s aber n diese dest in Deutschland, wie die Umfrage
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53 r Wissen und ber die digitalen
nationalen und internationalen Vernetzungsstrukturen und die Bedeutung von Registern
|\ fur die Versorgung und Forschung unter den Arzten, Mitgliedern, betroffenen Patienten |
Y und Familien zu verbreiten und sich als Patientenvertreter zu engagieren.
-
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