In this documentation examples are shown how to use the website of ‘Sarcoidosis Europe*
(www.Sarcoidosis.biz) to search for

Expert Centers

Expert Advice

Clinical Studies

Patient self register in the ERN-LUNG BREATHeREGISTRY

Searching for European Expert Centers for Sarcoidosis and/or
interstitial lung diseases

By choosing the link ‘Sarcoidosis Reference Network‘ you will see a map of Europe or below
the list of European countries where centers of expertise belonging to the European Reference
Network for Rare Lung Diseases (ERN-LUNG) are located. Only centers are shown which
are especially working in the medical interdisciplinary field of Sarcoidosis or the larger
disease group of interstitial diseases where among other also Sarcoidosis belongs to.

Sarcoidosis Europe

£ros

Eurspean Pati of Sareaidosis and other Disorders (EPOS)

Sarcoidosis Reference Network
in the European Reference Netwarks for Rare Diseases (ERN)

If you are locking for sarcoidosis experts or second opinion in critical case, please read!

By

The following links show also the Sarcoidosis and Jor ILD centers (actually 51) in ERN-LUNG in alphabetical order by country and city name here.

Austria e Belgium » Czeche Denmark e francee
Germany # Great Britain Hungary e Ireland v Tl e
Netherlands o Spain e Sweden »

NG is a non-profit, international, professional, patient-centric and scientific network and it is committed Eurape-wide and globally to the prevention, diagnosis and treatment of rare respiratory diseases through patient care and advecacy, ed.
LUNG will interact with both national and international organisations which have similar goals.

ERN-LUNG's wision is to be & European knowledge hub for rare respiratory diseases and to decrease morbidity and mortality from them in peaple of all ages
Please read more about the European reference networks and watch the Video on the website of the Eurepean Commission (EC)

Goto tops of page
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If your country is not listed, you may lookup listed ones nearby. When choosing a country the
contact list of centers pops up.

! - Sarcoidosis Europe - ERN-LUNG reference centers in Poland - Persénlich — Microsoft Edge = (m]

3 https://www.sarkoidose.de/epos/pl.html A

ERN-LUNG Reference centers for Sarcoidosis and/or rare interstitial lung diseases (ILD) in Poland

Institute of Tuberculosis and Lung Diseases (Instytut Gruzlicy i Choréb Pluc)
Plocka 26

PL - 01-138 Warszawa

Poland

Phone: +48 22 431 21 00

| ERN-LUNG reference center for Sarcoidosis and ILD at Institute of Lung Diseases in Warszawa |
ttps://www.1gichp.edu.pl/

‘@ European Association of Patients Organizations of Sarcoidosis and other Granulomatous Disorders (EPOS) (2000-2026)
This website was last changed on 12.01.2026 14:30

If the link provided by the center works, you will directed to it’s related subpage.
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Searching for Expert Advice for Sarcoidosis and/or interstitial
lung diseases

By choosing the link ‘Sarcoidosis Expert Advice*

N | B - Soreoidosis Europe - European %

C @ B wwwSarcoidosis biz

Sarcoidosis Europe
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Sarcoidosis Expert Advice

The Suropaan Reference Network for Rate Lung D sests (ERN-LUNG) s the orfy ene uptotete Lo prov de (s genera oxpert servics o palonts snd (el care given dorars, Plegse sk your quzstion s i ERp-Lur

It is important ke hno, tat we will not be able to make a personal diagnesis e give you a personal treatment recommendation onlive. Far such pleass refer te the [N-Lung raference cantars <2 achisve persenal diagnotiss and treatment 25wl 25 ko redieve cross-border ~sferal to experts for vour local

health care provide ridostors

ot s of page

By opening the archive

v @ bxabo x 4
& G M O hipsyexabo-lungmig-frankiurtde

== EXABO;,, Home Askquestion  Amchiva

Welcome to the Expert Advisory Board EXABO

Get advice from experts to guestions concerning rare respiratory diseases

b\
N\ ___——— T | 4

About EXABO / Our Expert Team Target Audience

mission With the Online Expert Advice System, Many patients experience difficulties in

and choosing your language
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v | @ Eabo x [+
&« C @ O hupsyexabo-lung mig-frankiurt de/archive

—= EXABO;,,, Home Askqusson Archive

Archive

Chooss language

English Archiva

European
Raferenca oo gt brogramma
Network of the Furapsan Unian

for rave or low prevalence
complex diseaes

@ Netwerl
Respiratory Diseases
{ERN-LUNG)

and related disease group

v rho x 4+

& O @ | O hiips/iexabo-lung mig-frankfurt.de/archive

== EXABO,,; Homa Askgueslion  Archive

Archive

Pleass chaose & seclor of rars respiratory diseases

Other Rare Lung Diseases or rare fung disease not known)
we

Pulmanary Hyp
e

Interstitial Lung Disease

at-Antitrypsin Deficiency

Cystic Fibrosis

you see the list of formerly asked questions and the corresponding answers.

~ @ Bxbe x S
< C @ @ hopsiiexabo-lung mig-frankfurt de/archive

== EXABOjy,; Home Askqueston  Archive

Question and Answer Catalog for Interstitial Lung Disease

Collapsa  Unfold

1 Interstitial Lung Disease

i Subject: Pulmanary fibrosis patient got advised to lung transplant

Dear SirfMadam

My Aim to write this emall to you is that my real sister is a patient of Pulmonary Fibrosis for
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In order to search the list, please open the search field by pressing the key combination
<CTRL> - <F> and enter the item you’re looking for, e.g. Sarcoidosis, and click through the
Q&A probably found in the list.

v | B

& G G B hseabs g ramn darhye

During antitub Ureatment na progressian of fibrasis. Withoul Big3 fbrosis progressed, and B
new 7 em cavily develaped. What is ireaiment suggestion? Sputum is clear.

ek e S e Sccrdon )

Helo,
this s & complicated skustion where we would like 1o have more info about the details of
your situation, i e. other con how

(pulmanary function test results, bedy weight, &t and would ks fo see the images (o cet
an impression of wall thickness of the cavilies a5 well 85 inflammatory markers sle. Is there.
any information conc, drug resistance? It would be best o have all the information &t hand in
case one of the specialists wants o know some delalls. This is generally best possible if the
treating physician is available for & case presenation and discussion. Have you thought of
discussing with your dociors, whather they would ba interasied in such a bord’ discussion
with same colleagues in Europe?

Bos! regards

‘Thomas Wagner, MO, Goordinator ERN-LUNG.

Interstitial Lung Disease

ioct: Pumanery and medasingl Wil axta-pul

1 was diagnosed with sarcoldosis in 2020 afler suffering for about 10 years with sympioms.
was raated with staroids and metholrexate for a year and a halt, but svery tims | reduced my
et d. | was traated with Inflximab and that

‘complataly got ik of My SyMpIOMS and ipaved iy x-ray (esuls. | fmaved 1o France in
AUQUS! 202 a1 the Goctars h that while | s not severe
@nough to reat. | st have skin lesions, extreme fative, brain fog, tnnitus, and some

piratory symptor
most recent semester, and | can barely make a living because of my current state, The
dloctars here fold me to do some yoga, | would ke to know if there are any treatment options

that | lore that are & atall and inflodmab,
Hello,
Prof. F. Bonella, Essen, Gemany. wrote,
“Aezording to the recent guideline and treatment, published in
2022, indications for treatment ffecting quality of life, impa

and risk of permanen: disabiity or cesth, Rehabilitztion for farigue is. & very helpful treatment
aptien. Hydroxychloraquing, an ant-malarial drug, ean Improve skin lesions. | suggest to be
followsd at & reference center for saroaidosis, whers al these aspects and alemative
reatment options should be considered.”

Best regerds

Dr TOF Wagner, Coardinator ERN-LUNG

You may also find Q&A related to Sarcoidosis in disease groups like e.g.

v | o Babo s IS

& O @ O hipsyiexabo-lungmig-frankiurt de/archive

== EXABQy,;, Home questi Archive

Archive
Pissse choose a sector of rare respiratory disessss

Other Rare Lung Diseases (o rare lung disease not known)

Interstitisl Lung Dissasa
S

Primary Cillary Dysl
e

Bronchiectasis

at-Antirypsin Daficiancy
e
Cystic Fibrosis
L
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If your type of question was not yet listed, you can ask a new question to the EXABO tool by

choosing

~ | & Eabe x B

& > G ([ | A hitpsifiexabo-lungmig-frankfurtde

= EXABOj,,, Home Askqueston Archve

About EXABO / Our
mission

The Onling Expert Advice system is
designed and implemantad in accordanca
with the EU-funded Expert Advics System
an Cystic Fibrosis. Paaple living with rare
diseases have to face many common
challenges, such as delayed or inacourate

Expert Team

With the Online Expert Advice System.
patients and physicians can address their
specific questions conceming rare
respiratory diseases to experts who are.
specialized and experienced in this
fieid Providing cnlina second apinions on
complex: health canditions, makes it

and follow the instructions.
v @ Babo x B
& C @ O nhitps//exabo-lung mig-frankfurt de/information
e Q -

- Welcome to the Expert Advisory Board EXABO

\‘ Get advice from experts ta questions concerning rare respiratory diseases

Target Audience

Many palients expariance difficulties in
teceiving health care services in their
ragion or country dus fo scarce.
fragmented and uncardinated services,
which means that they don't all have
aquitabla access to haalthcars sarvices,
especially for patients who are suffering

Mora s

Interalarea  Change language ~

Welcome!

We are happy rare diseases

How does it work?.
+ Firststep: ploaso chooso th.
 Second step: plase saect
+ Third step: pioaso gvo us tho
+ Fourt step lsase ty in your ussion,

£0wa gt an dea what s sbout.

 Laststep:you

Thomas OF Wagner, Coordnator ERN-LUNG

10 your queston,

European
Reference
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Searching for clinical studies in Sarcoidosis or other diseases

By choosing the link ‘EMA Clinical Trial Finder showing also Sarcoidosis trials*

v | 8 Surcoicoss Europe - Eropeon % o

T () & wwwSarcoidosis bir

Sarcoidosis Europe
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you can follow the provided link to the European Medical Agency (EMA) clinical trial finder

v A st tucpr Erspuee % R -
€ O @ B sk eprsEMACTFINOR. =

EMA Clinical Trial Finder showing also Sarcoidosis trials

The European Medicines Agency (EMA) has just lsunched i's dinical trial map. This new dinical trinl map
area, ingreasing acoess to clinical ressarch in the European Union (EU).

now secessible from the puslic and was designed to provida patients and heal with masy access t campn ., real-time infarmation about ci

I trinls corducted in their

Users can 150k for engaing trials by geegraphic area and megical candition. The search SUBROTES queries in [ay language and inGIUJES 2n JUTOCSTECE SYStem that provides sUGGestions in case of misspelings. Search results offer investigator's contact details, enaliing members of the public to directly
enquire about potential enrolment into a given trial. The first version of the map is provided in English. Additional Ul languages will be added in future releases

Searching for Sarcoidosis studiss finding actually 15 trials with 11 sites throughout Europe, among them dinical research trisls either in phase 1 or 11 as well as in phase III and including the contact details of the principal investigator of the trial site

Plaasa follow this link to tf

d enter your medical condition ‘Sarcoidosis’ 25 Sarch tam to gat the Intsractiva map with tha ssarch rasult. Clicking on a gsographical indicatsd tnal sits leads you to a list of trials an Sarcoidosis performed at the chasen trial site including contact
datails in cass a trial coul

with it you see whethar a trial was alrsady authorized or not {yst) and whathar it is actually recruiting o not

In ordar to chack for the m

I indusion and exclusion criteria relevant for your personal situation, plaase use the link on the Eurapean Clinical Trial Number (EUCT) 1o ses tha trial datails.

Please keep In mind that dinical tmal sites may also reside in the United Kingdem, but due to the Brexit the United Kingdem 15 eu of the legal reponsibilty of the EMA as EU ageney. Please refer for trials and sites in the United Kingdom o NHS Health Researeh furhority and to the KHS website B Port of
Besearch using the search item *sarcoidasis'.

o of page
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and enter the disease of interest in the search field.

~ @ Search for dinical tials - EMA X

& C @ & hupsyeudinicaltials.e/search-for-clinic

ials/trial-map;

Clinical Trials

About v Search for tri Support v

# Search clinical trials and reparts > Search for clinic:

On this page you can search for trials and show the results on a map. If you would like to search for trials using text with advanced search criteria you can do it here

How to use the map (click to show)

Total trials Total sites
4 44
Search trials +

Medical condition

° Soint Petesburg
.
o]
B only show recruiting

f—
Country 4 g Moscow
. e Minsk
View sites by " &
London "
Country o
Click on a trial site for details o
wanien e
o 5
© Currently recruiting & ot
@ Not recruiting ' b Nitan
5 Sucharest
5
o E Istanbul
o

Antatya adan

Disclaimer and support (click to show)

When the result appear, you can click on the study site on the map e.g. the center in Warzawa

~ € search for dlinical trials - EMA X =+

< C @ O hupsi/euclinicaltrials.eu/search

or-clinical-trials/trial-map/?lang=en

- Clinical Trials

About v Search for trials v CTIS fo

onsors CTIS for authorities Support v
# Search clinical trials and reports > Search for clinical trials

On this page you can search for trials and show the results on a map. If you would like to search for trials using text with advanced search criteria you can do it here

How to use the map (click to show)

Total trials Total sites
4 44
Search trials +

Medical condition &

v Saint Pet
o
Sarcoidosis n

Only show recruiting

Country .8
£
Minsk
Hamburg
View sites by ot o
zpital Kliniczny Nr 1 Im Norberta Barlickiego Uniwersytetu Medycznego W Lodzi SPZOZE]
Covpltry Click for site details ]
Click on a trial site for details Part
yunicn
© Currently recruiting % E
@ Not recruiting S0 o
o Bucharest
° °®
o
Fome
o stanbul
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to get the related information of the clinical trials which are running in this site including

contact details.

v O S i e X

& C (O hipseuchinicaltrials.ewsearch-for-chnical 7lang - en

# Search clinical trials and reports > Search for clinical trigls

©n this page you can search far trials and show the results on a map. If you would like ta szarch for trials using text with advanced search criteria you can do It here.

Uniwersytecki Szpital Kliniczny Nr 1 Im Norberta Barlickiego Uniwersytetu Medycznego W Lodzi

SPZOZ
Q Address:

Ul. Dr Stefana Kopcinskiego 22, Lodz, Poland

A total of 1 matching trial(s) at this site:

EUCT: 2022 502877 41 01 (4

Start Date
2025-02-10

Age range

18-64 years; 65+ years

Gender
Female, Male

Phase:

Phase I and Phase 1T
(Integrated) - Gther

Sponsor
Xentria Inc.

Ongoing, recruiting

A seamless, phase 1b/2 multiple ascending dose/proof of concept study
of XTMAB-16 in i with pul y sarcoidosis with or with

axtr v if ions

‘condition:
Pulmanary with or without

Main objective
Part A Safety To evaluate the safety and tolerability of multiple ascanding doses of XTMAB-16 in
participants with pulmenary sarceidosis with or without extrapulmonary manifestations Detarmine
recommenced phase 2 dese To cetermine the recommended Phase 2 dose level and frequency for XTMAB-
16 in participants with pulmonary sarcaidosis with or without extrapulmonary manifestations for Part B of
the study Fart B Efficacy To esteblish efficacy of XTMAB-16 as measured by the ability to recuce
background oral corticosterid use in participants with pulmonary sarcoidosis with or without
extrapulmonary manifestations

Investigator contact details:

Name: Prof. Wojcizeh Piotrowski

Email: wojciech. pictrowski@umed.lodz.pl

Phone: ~4B426776659
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Patient self register in the ERN-LUNG BREATHeREGISTRY

In order to make yourself findable as Sarcoidosis patient for medical researchers you can
enter yourself in the patient registry of the European ERN-LUNG registry.

N @ s Sacoldushs buiope - uropear X

“ O () O httpsyrwwsarkoidose defepos!

Sarcoidosis Europe

* A 4

‘fhs

E iation of Patients izati idosis and other Di: )

< C ( O hitpsy/em-lung-population-registry mig-frankfurt defloginxhtml

European
v Reference
? Network

Login

Usemame

Password

Login

Create Account

Welcome to the ERN-LUNG BREATHeREGISTRY for
respiratory diseases

The BREATHeREGISTRY is a European registry that records as many people as possible wha
are affected by rare respiratory diseases. Patients can register in the system and enter their
data. Experts for specific rare di an contact pati via e-mail, if they ar i
for other disease specific registries, studies or clinical trials.

First you have to create your own account, so that you can login also later to possibly provide
additional and/or updated information in the course of time.

Please follow the instructions to create the account.
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After successfull creation of your own account you can register as Sarcoidosis patient by
choosing in the field disease ‘Sarcoidosis (SARC)*

Patient Form

General guestions 3
9 General questions

Who entered the data
Sex
Patient's status

Disease (https:/fern-lung.eu/disease-
groups/)

Additional Information

Specific diagnosis of the rare dieast

Used classification

specific code

Date of death

Sarcoidosis (SARC)

Ve

Patient
male
alive

Sarcoidosis (SARC)

Alpha 1-antitrypsin deficiency (AATD)
Bronchiectasis

Chronic lung allograft dysfunction (CLAD)
Cystic Fibrosis (CF)

Interstitial lung diseases (ILD)
Mesothelioma (MSTO)

Other Rare Lung Diseases

Primary Ciliary Dyskinesia (PCD)

Pulmonary Hypertension (PAH)

Sarcoidosis (SARC)

History of symptoms at onset (Please indicate which symptoms appeared first regarding your (or patients) rare disease)

Month

Year Symptom Action

and after entering the requested information as you want, please press the save button and log

out.

You may remember your login username and password for later access to your registry entry.

Thank you very much in advance for your support and self register to foster more research for

Sarcoidosis in Europe!
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