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Summary of Activities in 2023

A. WG meetings (date and any main points/activities)

Meeting
Location
Date

Main Points /
Activities

29" PreventCD Progress Meeting . Close Meeting
Leiden, The Netherlands
20 January, 2023 9:00 - 17:30 hr.

AGENDA

CHAIR: Luisa Mearin

8:30-8:45 Welcome and program overview

Luisa Mearin, LUMC, Leiden, The Netherlands

8:45-10:15 Follow up PreventCD cohort continuing and improving.
Presentation of the actual situation in the collaborative centres ( 10 centers)
10:15-10:45PreventCD Infographic to encourage participation Proposal
Peter van De Inhoud, AOECS, The Netherlands

10:45-11:15 Coffee break

CHAIR: Riccardo Troncone

11:15-11:45

Update Analysis PreventCD cohort

Caroline Meijer, LUMC, Leiden, The Netherlands

11:45-12:15 Determination of puberty through hormonal analysis
Christian de Bruin, LUMC, Leiden, The Netherlands

12:15-12:45 Update Thermo Fisher Scientific partnership. Systematic
Comparison of Diagnostic Test accuracy of four common Tissue
Transglutaminase Antibody assays in Children

Redha Aksouh, Thermo Fisher Scientific, Freiburg, Germany
12:45-13:15 Viral infection in the development of coeliac disease: the results
of the VirSCan in the PreventCD cohort

Valentina Discepolo, University of Chicago Medicine, United States and
University of Naples Federico II, Naples, Italy

13:15-14:00 Lunch

CHAIR: Carmen Ribes

14:00-14:30 CeD-on-Chip system

Sebo Whitoff, UMCG, Groningen, The Netherlands

14:30-15:00 Transglutaminase 2 inhibitors for the treatment of CD

Paul Lochhead, GlaxoSmithKLine, London, United Kindom ONLINE
15:00-15:30 Can Transglutaminase inhibitors be used in the prevention of
Coeliac Disease? Ludvig Solid, , University of Oslo, Norway 15:30-15:45 Tea
Break

CHAIR: Sybille Koletzko

15:45-16:15 Update Human milk oligosaccharides in the breast feeding of the
mothers of the PreventCD birth cohort

Kelly Dingess, Danone Nutricia Research, The Netherlands

16:15-16:45 A Human Autoimmune Organoid Model of Celiac Disease
Vincent van Unen, LUMC, Leiden, The Netherlands

16:45-17:00 Are Epigenetic Modifications involved in the Coeliac Disease
Development?: A Systematic Review

Virginia Rodriguez Lépez, LUMC, Leiden, The Netherlands
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17:00-17:30
Discussion and agreements
Luisa Mearin, LUMC, Leiden, The Netherlands

Meeting 13th Meeting of the CD Special Interest group - Close Meeting
Location Leiden, The Netherlands
Date 21 January, 2023 9:00 — 17:30 hr.
Main Points / Chair: Carmen Ribes
Activities 9:00-9:15 Opening
9:15-9:45 Summary of Valencia’s meeting Carmen Ribes,

9:45-11:00 Management Update
eUpdate Terms of Reference (15 min) Carmen Ribes,
eNew Steering Committee members (15 min)Carmen Ribes,
eApplication form for New members (15 min)Luisa Mearin,
eFinancial Issues (15 min)Ketil Stgrdal,
*Q&A (15 min)
11:00-11:30 COFFEE break
Chair: Ketil Stgrdal
11:30-12:00 IgA deficiency and CD project
Esther Donat, La Fe Hospital, Valencia, Spain
12:00-12:30 ESPGHAN recommendations for a gluten free diet
Elin Malmberg Hard af Segerstad, Skane University Hospital, Malmoe/Lund
University, Sweden
12:30-13:15 CD in Focus project
Jernej Dolinsek, University Medical Centre Maribor, Slovenia
13:15-13:45 Danube Transnational Programme (DTP) project CD SKILLS
IlIma Korponay-Szabd, Heim P4l Children's Hospital, Budapest, Hungary

13:45-14:45 LUNCH

Chair: Luisa Mearin

14:45-16:45 New Working groups & Activities
eEndpoints Clinical Trials Task Force (15 min)
Riccardo Troncone, University of Naples Federico Il, Naples, Italy & Sybille
Koletzko, LMU Klinikum Munich, Munich, Germany

*New Proposal: Restaurant staff awareness and knowledge of celiac disease: is
it always a safe gluten-free experience? (15 min)
Chiara Monachesi, Universita Politecnica delle Marche, Ancona, Marche, Italy
eDiscussion ESPGHAN position paper on gluten introduction and the risk of
coeliac disease: Systematic Review (15 min)
Hania Szajewska, The Medical University of Warsaw, Poland
Raanan Shamir, Schneider Children's Medical Center, Petach-Tikva, Israel
sGuideline for diagnosis in T1D (15 min)
Magreet Wessels, Rijnstate Hospital Arnhem,The Netherlands
eNew Proposal: Clinical utility of TTG Staining (15 min)
Raanan Shamir, Schneider Children's Medical Center, Petach-Tikva, Israel

17:00-17:15 General Conclusion and Farewell
Carmen Ribes, La Fe Hospital, Valencia, Spain
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17:15-18:30 Parallel WG Meetings
e Working Close Group A: Endpoints Clinical Trials (Room J1-119)
e Working Close Group B: IgA deficiency (Room J1-77)
e Working Close Group C (Room J1-78)

Meeting 30 PreventCD Progress Meeting . Close Meeting
Location Vienna ( Annual ESPGHAN meeting )
Date 17 May, 2023 (10-12h)
Main Points / AGENDA
Activities CHAIR: Riccardo Troncone
10:00-10:15

Welcome and program overview

Luisa Mearin, LUMC, Leiden, The Netherlands

10:15-10:45

Update of the PreventCD cohort

Caroline Meijer, LUMC, Leiden, The Netherlands

10:45-11:15

Viral infection in the development of coeliac disease: the results of the VirSCan
in the PreventCD cohort

Valentina Discepolo, University of Naples Federico I, Naples, Italy
11:15-11:45

PreventCD Infographic: English version

Luisa Mearin, LUMC, Leiden, The Netherlands

11:45-12:00

Discussion and Conclusions

Meeting OPEN Meeting of the CD Special Interest group
Location Vienna ( Annual ESPGHAN meeting )
Date May 17,2023 (13 h-15.30h)
Main Points / Chair: Carmen Ribes
Activities 13:00-13:10 Opening
Carmen Ribes, chair CD-SIG, La Fe Hospital, Valencia, Spain
13:10-13:30

Management Update Carmen Ribes,

¢ New Steering Committee members

13:30-13:50

Coeliac Disease Research Year in Review

Luisa Mearin, Leiden University Medical Center, The Netherlands
13:50-14:00

CD in Focus project

Jernej Dolinsek, University Medical Centre Maribor, Slovenia

14:00-14:10

Restaurant staff awareness and knowledge of coeliac disease: is it always a safe
gluten-free experience? “The Pizza Project”

Chiara Monachesi, Universita Politecnica delle Marche, Ancona, Marche, ltaly
14:10-14:30

Childhood Coeliac Disease in the Punjab region, India

Sadhna Lal, Post Graduate Institute of Medical Education and Research,
Chandigarh, India

| | e s R i e e |
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14:30-14:40

Systemic immune signatures during pregnancy common for immune mediated
diseases in offspring: HEDIMED Study

Daniel Agardh, Lund University, Sweden

14:40-14:50

CD-SIG Project IgA deficiency and CD

Esther Donat, La Fe Hospital, Valencia, Spain

14:50-15:00

ESPGHAN position paper on gluten introduction and the risk of coeliac disease:
Systematic Review

Hania Szajewska, The Medical University of Warsaw, Poland

15:00-15:10

Real-life clinical utility of intestinal anti-tissue transglutaminase IgA deposits: a
multicenter CD-SIG Project retrospective study

Anat Guz, Schneider Children's Medical Center, Petach-Tikva, Israel
15:10-15:20

CD-SIG Project Guideline for diagnosis of CD in children with T1D

Magreet Wessels, Rijnstate Hospital Arnhem,The Netherlands

15:20-15:30: Conclusion
Carmen Ribes

Meeting Meeting of the CD Special Interest group — Invited Only
Location Vienna ( Annual ESPGHAN meeting )

Date May 17,2023 ( 15.30 h-16.30h)

Main Points /

Activities CD-SIG Project IgA deficiency and CD (Room -2.36)

Chair: Esther Donat, La Fe Hospital, Valencia, Spain

B. Educational activities

(i) Educational Events
(one table per event — please just copy and paste the tables as often as needed)
Full Event Name 2ND MASTERCLASS ON COELIAC DISEASE
Location NYBORG, DENMARK
Date August 31 - September 02, 2023
ST Steffen Husby
Email Organizer steffen.husby@rsyd.dk
EPP B ves ] nNo
UEG Training Support D Yes - No
more information if
available
L] e = = = = = == = = = ==
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Full Event Name

Location
Date
Organizer

Email Organizer

EPP

UEG Training Support

more information if
available

Full Event Name

Location
Date

Organizer

Email Organizer

EPP

UEG Training Support

more information if
available

(ii)

Webinar

Coeliac Disease : Talking to your Immunologist.

Online

7t of September (17:00-18:00h)

Ribes-Koninckx, Carmen and Mearin, Luisa
carmen_ribes@islafe.es, m.l.mearin_manrique@Ilumc.nl

- Yes

7] Yes . No

This webinar will focus on the value of specific CD antibodies: problematic such as
methods standardization and pitfalls for CD diagnosis will be specifically addressed
Speakers : IlIma Korponay/ Renata Auricchio

Webinar
Coeliac Disease : Talking to your Pathologist.
Online

Ribes-Koninckx, Carmen and Ketil Stordal

carmen_ribes@islafe.es, ketil.stordal@medisin.uio.no

D Yes . No

This webinar will focus on the pitfalls of histology in CD diagnosis: problematic of
adequate samples and interpretation will be specifically addressed

Speakers : Alina Popp/Horia Georgescu

E-Learning

(one table per project — please just copy and paste the tables as often as needed)

Full Project Name
Project Timeline
Project Leader

more information if
available (applied for
UEG support? Etc)

(iif)

Full Event Name

Others

PARALLEL SYMPOSIUM: COELIAC DISEASE 01 — CLINICAL CHALLENGES IN COELIAC
DISEASE
Chairs: M Luisa Mearin (Netherlands)

Ketil Stgrdal (Norway)
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Location Annual Meeting 2023, Vienna
Date Fri, 19.05.2023, Session Time 16:00 - 18:00H
GLUTEN-FREE DIET: ESPGHAN POSITION PAPER 2023.
Ll Presenter Veronica Luque (Spain)
G-0002 - ASSOCIATIONS OF ADHERENCE TO DIETARY PATTERNS THE FIRST 2 YEARS OF
LIFE WITH RISK OF CELIAC DISEASE AUTOIMMUNITY AND CELIAC DISEASE AMONG HIGH-
RISK CHILDREN.
=  Presenter Elin M. Hard Af Segerstad (Sweden)
PERSISTENT SYMPTOMS INSPITE OF GLUTEN-FREE DIET. (ID 1592)
=  Presenter Laura Kivela (Finland)
G-0004 - EVALUATION OF GLUTEN-FREE DIET COMPLIANCE OF CHILDREN WITH COELIAC
DISEASE BY URINE AND FECAL GLUTEN IMMUNOGENIC PEPTIDES
=  Presenter Hayriye Hizarcioglu-Gulsen (Turkey)
DOES SERONEGATIVE COELIAC DISEASE EXIST?
=  Presenter Alina Popp (Romania)
G-0003 - LONG-TERM COST-EFFECTIVENESS OF ACTIVE CASE-FINDING FOR COELIAC
DISEASE IN CHILDREN IN THE NETHERLANDS (ID 532)
=  Presenter Jan M. Heijdra Suasnabar (Netherlands)
IMPACT OF ESPGHAN GUIDELINES ON CELIAC DISEASE MANAGEMENT PRACTICES
=  Presenter Jernej Dolinsek (Slovenia)

more information if
available

PARALLEL SYMPOSIUM: COELIAC DISEASE Il -NEWS IN RESEARCH IN COELIAC DISEASE
Full Event Name Chairs :Margreet Wessels (Netherlands)
Valentina Discepolo (Italy)

Location Annual Meeting 2023, Vienna
Date Sat, 20.05.2023, Session Time 13:15 - 14:45
PRODUCTION OF ANTIBODIES IN THE EARLY STAGES OF COELIAC DISEASE

=  Presenter lima Rita Korponay-Szabo (Hungary)
G-0007 - HOME CAPILLARY SAMPLING AND SCREENING IN THE TRIAD STUDY FOR
COELIAC DISEASE, TYPE 1 DIABETES AND AUTOIMMUNE THYROIDITIS IN A GENERAL
PAEDIATRIC POPULATION

=  Presenter Maria Scherman (Sweden)
IMMUNE RESPONSE TO OATS IN COELIAC DISEASE

=  Presenter Jason Tye-Din (Australia)
G-0006 - HARMONISATION OF COMMERCIAL TRANSGLUTAMINASE ANTIBODY
NUMERICAL RESULTS BY MEANS OF COMMON MONOCLONAL CALIBRATOR ANTIBODIES

=  Presenter lIma Rita Korponay-Szabo (Hungary)
GLUTEN-INDUCED GENE PATHWAYS IN CELIAC DISEASE

=  Presenter Keijo Viiri (Finland)
G-0001 - UNDERSTANDING CELIAC DISEASE AT SINGLE CELL RESOLUTION

=  Presenter Luigina De Leo (ltaly)

more information if
available

C. WG Publications / Guidelines / Position Papers

(i) Completed
(one table per publication — please just copy and paste the tables as often as needed)
Publication ID
— = —— —————— . —— ]
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(to be filled in by Office)
Full Publication Title

Authors

Publication Type
Journal, Year, Volume,
Page Numbers

More information if
available

Publication ID
(to be filled in by Office)
Full Publication Title

Authors

Publication Type

Journal, Year, Volume,
Page Numbers

More information if
available

Publication ID

(to be filled in by Office)
Full Publication Title
Authors

Publication Type
Journal, Year, Volume,
Page Numbers

More information if
available

(i)

Gluten-free diet for paediatric patients with coeliac disease: A Position Paper from the ESPGHAN
Gastroenterology Committee, Special Interest Group in Celiac Disease.

. Position Paper D Update of existing paper

D Guideline El Other

Journal of Pediatric Gastroenterlogy & Nutrition 2023 ( accepted August 2023)

Systematic review: early feeding practices and the risk of coeliac disease. A 2022
update and revision.

Szajewska H, Shamir R, Strézyk A, Chmielewska A, Zalewski BM, Auricchio R,
Koletzko S, Korponay-Szabo IR, Mearin ML, Meijer C, Ribes-Koninckx C, Troncone
R; PreventCD project group

D Guideline E Position Paper D Update of existing paper

Aliment Pharmacol Ther. 2023 Jan;57(1):8-22. doi: 10.1111/apt.17290

. Other

E Position Paper D Update of existing paper

D Other

in progress

(one table per publication — please just copy and paste the tables as often as needed)

Publication ID

(to be filled in by
Office)

Full Publication Title

Publication Timeline
and Status of Paper
Publication Leader

Publication Type

More information if
available

CD-SIG Project IgA deficiency and CD

End 2024- Early 2025

Esther Donat, La Fe Hospital, Valencia, Spain

D Guideline .

Position Paper D Update of existing

paper

D Other

Retrospective and Prospective study in Progress to produce a Position Paper / Guidelines
for CD diagnosis and Management of CD in IgA deficient patients
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Publication ID

(to be filled in by
Office)

Full Publication Title

Publication Timeline
and Status of Paper
Publication Leader

Publication Type

More information if
available

Publication ID

(to be filled in by
Office)

Full Publication Title

Publication Timeline
and Status of Paper
Publication Leader

Publication Type

More information if
available

Publication ID

(to be filled in by
Office)

Full Publication Title

Publication Timeline

and Status of Paper

Publication Leader

Publication Type

More information if
available

Guideline for diagnosis of CD in children with T1D

End 2024- Early 2025

Magreet Wessels, Rijnstate Hospital Arnhem, The Netherlands

D Guideline -

Position Paper D Update of existing

paper

D Other

The aim is to produce a Position Paper / Guidelines for CD diagnosis and management in
children with Diabetes Mellitus T |

CD in Focus project

End 2023

Jernej Dolinsek, University Medical Centre Maribor, Slovenia
[7] Guideline ] Position Paper [T] Update of existing
paper

- Other

Designing clinical drug trials in Pediatric Celiac Disease

A task force started to work in the Project in December 2022
EPublication forseen end 2023
Sybille Koletzko, LMU Klinikum Munich, Munich, Germany

Jocelyn Silvester,

Position Paper

D Guideline -

D Update of existing
paper

D Other

The aim is to produce a joint ESPGHAN NASPGHAN Position Paper establishing the rationale
for conducting therapeutic clinical trials with drugs in children as well as the target
populations and trial designs specially focusing on outcomes. (ESPGHAN and NASPGHAN
writing group includes pediatric gastroenterologists from different European countries
(Germany, ltaly, Spain, Norway, Finland and Rumania), Canada and the United States with
expertise in celiac disease as well as in clinical trials in adults with celiac disease. To
incorporate the patients” perspective 2 members representing the patients associations
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(AOECS and Celiac Disease Foundation) have also been integrated in the task force and
writing group .

(iii) future topics considered in 2023-2024
(one table per publication — please just copy and paste the tables as often as needed)

Full Publication Title

Publication Timeline
and Status of
Application for Paper
Publication Leader

Publication Type

More information if
available

Full Publication Title

Publication Timeline
and Status of
Application for Paper

Publication Leader

Publication Type

More information if
available

Full Publication Title
Publication Timeline
and Status of
Application for Paper
Publication Leader
Publication Type

More information if
available

Clinical utility of TTG Staining in SBB in CD diagnosis

Started June 2023

Raanan Shamir, Schneider Children's Medical Center, Petach-Tikva, Israel

D Guideline D Position Paper D Update of existing - Other
paper

Restaurant staff awareness and knowledge of celiac disease: is it always a safe gluten-free
experience? (15 min)

Carlo Catassi, Chiara Monachesi, Universita Politecnica delle Marche, Ancona, Marche, Italy

| Guideline [T] Position Paper [7] Update of existing B Other
paper

| Guideline [T] Position Paper  [7] Update of existing B Other
paper

D. Financial Report / Budget for 2023: Will be added by EPGHAN Office

All in Euros
Expenses
Activity 1
Activity 2
Activity 3
Activity 4

Allocated Used so far
Will be added by Will be added by
EPGHAN Office EPGHAN Office
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Activity 5
Activity 6
Activity 7
Activity 8

TOTAL Expenses 20XX

Income

Please also add funding from other sources
if applicable

Activity 1

Activity 2

Activity 3

Activity 4

Activity 5

TOTAL Income 201XX

Additional comments on financial report:

Outlook on Planned Activity for 2024

A. Working Group meetings (date and any main points/activities)
(one table per meeting — please just copy and paste the tables as often as needed)

Meeting
Location
Date

Main Points /
Activities

Meeting
Location
Date

Main Points /
Activities

Meeting
Location
Date

Main Points /
Activities

Meeting
Location
Date

29" PreventCD Progress Meeting . Close Meeting
Leiden, The Netherlands
January, 2023 9:00 — 17:30 hr.

AGENDA : In progress

13th Meeting of the CD Special Interest group - Closed Meeting
Leiden, The Netherlands

January 22,2023 9:00—-17:30 hr.

AGENDA

In Progress .

30" PreventCD Progress Meeting . Closed Meeting
Vienna ( Annual ESPGHAN meeting )
TBF

AGENDA : In progress

14th Meeting of the CD Special Interest group — Close meeting
Vienna ( Annual ESPGHAN meeting )
TBF
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Main Points / AGENDA

Activities In Progress .

Meeting Open Meeting of the CD Special Interest group -
Location Vienna ( Annual ESPGHAN meeting )

Date TBF

Main Points / AGENDA

Activities In Progress .

B. Proposed Educational activities

(i) Educational Events
(one table per event — please just copy and paste the tables as often as needed)

Full Event Name Masterclass on Coeliac Disease
Location Denmark
Date Steffen.Husby@rsyd.dk
Organizer Steffen Husby
Email Organizer
Applied for EPP W Ve 7] No
Applied for UEG
Training Support D Yes D No
more information if
available

(ii) E-Learning

(one table per project — please just copy and paste the tables as often as needed)
Full Project Name
Project Timeline
Project Leader
more information if
available (applied for
UEG support? Etc)

C. Proposed Publications / Guidelines / Position Papers

(one table per publication — please just copy and paste the tables as often as needed)
Full Publication Title

Publication Timeline

and Status of

Application of Paper

Publication Leader

Publication Type D Guideline D Position Paper D Update of existing D Other

paper
More information if
available

D. Financial Report / Budget for 2024:
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The requested budget is aimed at covering the costs of the activities specified below
A comprehensive justification of the need for a Face to face meeting and thus of the requested
budget is included in the attached Annex

14th Closed Meeting of the CD SIG :

Face to Face meeting in Leiden ( The Netherlands)

Date: 27t of January, 2024. 1 full day meeting

Attendants : Approximately 37 CD SIG members actively involved in any of the ongoing activities /
position papers.

Travel costs will NOT be covered by the SIG, and the attendants will have to contribute from other
financial sources.

Program:
e Management issues
e Report on the 2023 activities and published Position papers

e Updating and discussion of the ongoing activities of the different Working groups and
projects

The budget includes:

Specification Number of persons | Costs per person Sum (€)
Accommodation ~30 165 € 5000
Venue including coffee 1000
Dinner (26" of January) | ~37 80 € 3000
Lunch (27t of January) ~37 25 € 1000
Total budget: 9000

Total Budget Requested for the CD special interest group Leiden meeting: 9.000 €

Additional comments on financial report:
The Face to face meeting is intended for the specific working groups to meet and facilitate progress of the
specific activities of each group as well as to promote interaction between the groups and updated

information . We will dedicate also some time to present the Results of the Brainstorming day, held in
Valencia Set 17, for discussion

E. Any other issues that may be of interest
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