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Working Group Title: Polyposis Working group

(date of completion 24t Aug.2022 Hyer and Cohen)

Working Group Members and Mandates

Positions held within WG

Name 2" Term Dates held of these positions
(e.g. Secretary treasurer etc.)
Warren Hyer 2015 2015 Co chair and convenor
2015 - current
Shlomi Cohen 2015 2015 Co- chair 2015-current
Andrew Latchford 2016 2016 i i
InS|ght. rep.resenta.xtlve 2016-current
and guideline advisor
Carol Durno 2017 2017 NASPGHAN
representative and 2017
guideline advisor
Thomas Attard 2017 2017 NASPGHAN
representative and 2017
core group
Marcus Auth 2016 2016
Core group member 2016
Mike Thomson 2015 2015 Endoscopy Working
group lead and WG 2015
advisor
Jerome Viala 2015 2015
Member, contributor 2015
Johannes Spalinger 2015 2015
Member, contributor 2018
Merit Tabber 2018 2018
Member, contributor 2018
Emmanual Mas 2017 2018
Member, contributor 2018
Panayiota Protopapa 2022 2022 .
Member, contributor 2022
Doug Fishman 2019 2022 Endoscopy
. 2022
advisor/lead
Summary of Activities in 2022
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A. WG 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

www.espghan.org

ESPGHAN

Copenhagen 2022

2022

Joint meeting with NASPGHAN contributors.

Launch ESPGHAN database, including advise on data transfer permissions

Educational symposia — joint with NAPSGHAN and NASPGHAN polyposis special interest

group (Phen and Attard et al, PiPSIG)
Preferences for elearning course /module
3 studies current (see below via ESPGHAN group red cap)

On line PiPSIG (polyposis special interest group with NASPGHAN 2022
Online 2 X a year

2022

Joint meeting with NASPGHAN contributors.

Discussing ideas, projects, joint working.

Submitted 2 papers this year related to polyposis

Planning for WCPGHAN application

InSIght meeting New Yok Sept 2022

On site meeting with InSight meeting -

2022

ESPGHAN representation (Latchford, Attard, Erdman, Hyer, Cohen, Durno)
Raising profile of the contribution of our work to date.

Seeking advice on new plan (intervention study on chemoprevention in PJS _Hyer,

latchford)



Outlook on Planned Activity for 2022/23

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

B. Educational activities

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

Full Event Name
Location

Date

Organizer

Email Organizer

EPP

UEG Training Support

more information if
available

Application for WCPGHAN
Buenos Aires

2023

WCPGHAN

D Yes D No
] Yes 7] No

Planning with NASPGHAN a WCPGHAN programme to apply for a session for current
research and consensus management speakers.

(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)

Polyposis thematic one day event (ESPGHAN — and co promoted by NASPGHAN)
Mid 2023
Hyer /Cohen/ Attard

One day, covering guidelines, endoscopic techniques and acting as a vehicle for trial
recruitment. Endoscopy videos. Expert panel
Suggest on line for widest attendance.
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C. WG Publications / Guidelines / Position Papers

(i) future topics considered in 2022/23
(one table per publication — please just copy and paste the tables as often as needed)
Full Publication Title Phenotypic manifestations of combined PTEN and BMPR1A mutation polyposis
Publication Timeline

and Status of Data collection Redcap — 2022/3
Application for Paper

Publication Leader

Publication Type D D New research

More information if

available

Full Publication Title Polyp progression in patients with juvenile polyposis syndrome with or without gene

mutations identifed
Publication Timeline
and Status of Data collection Redcap; 2022/3
Application for Paper
Publication Leader

Publication Type D D D New research D

More information if

available

Full Publication Title Desmoid disease presentation in children and adolescents
Publication Timeline

and Status of Data collection Redcap; 2022/3

Application for Paper
Publication Leader

Publication Type D D D New research D

More information if

available

Full Publication Title Paediatric implications of gene mutation 1309 in FAP in children
Publication Timeline

and Status of Process of being written up, 2022

Application for Paper
Publication Leader

Publication Type D D D New research D

More information if
available
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D. Financial Report / Budget for 2022: will be added by EPGHAN Office

All in Euros Allocated Used so far

Will be added by Will be added by
EPGHAN Office EPGHAN Office

Expenses
Activity 1
Activity 2
Activity 3
Activity 4
Activity 5
Activity 6
Activity 7
Activity 8

TOTAL Expenses 20XX

Please also add funding from other sources

Income if applicable

Activity 1
Activity 2
Activity 3

Activity 4

Activity 5

TOTAL Income 201XX

Additional comments on financial report:

B. Financial Report / Budget for 2023:

- Kindly attach or copy paste your submitted budget request for 2023

Costs related to ESPGHAN directed elearning monothematic day — on line platform and
advertising.
ESPGHAN to advise on that cost

REDCAP costs presumed to be covered to date for database collection

- Additional comments on financial report:

C. Any other issues that may be of interest

Current structure of WG.
Hyer and Cohen to remain as chair — replace or keep?
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