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ACTIVITY: WORLD IBD DAY

L7 W, 20 Video translated into 5 = Support from 20 key espan =

languages stakeholders, including UEG, e, .

= MANIFESTO FOR EFAD and ESPID across social
CHANGE = 1200+ views of the World BD ~ media =
INFOGRAPHIC Day Video on YouTube o e
DEVELOPMENT = Shared on 3+ Member Society B pacton
SOCIAL MEDIA = Manifesto translated into 4 and Patient Organisation B S
CONTENT languages websites -
MEP ENGAGEMENT
PATIENT ORGANISATION 55+ manifesto engagements = 3000+ uses of #WorldIBDDay
ENGAGEMENT and #MakeThelnvisibleVisible,

NATIONAL SOCIETY = Infographic translated into 4 including by MEP Daniel Dalton
ENGAGEMENT languages

Jan Kral @Krallan - May 12 ~
MEDIA ACTIVITY O et e ot ot 5D Day an 150 of My ant e about
Hidden Costs of IBD. Well Done! #UEGambassador #IBD #/BDadvocacy
. IBDDay2019 @my_ueg @ESPGHANSocies D_ECCO_IBD
120+ Infographic engagements

e
ot bl

u”
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Visible

TWEETS POSTED 33 3156 #WORLDIBDDAY MENTIONS

oppoRTUNITES TO SEE § 467 000+

858 TOTAL ENGAGEMENTS



ACTIVITY:

MANAGEMENT
OF ESPGHAN
TWITTER ACOUNT

ASSET AND
CONTENT
CREATION

STAKEHOLDER
ENGAGMENT

EVENT AND NEWS
PROMOTION

ONGOING SOCIAL MEDIA

Twitter Impressions
Comparison
2017/2018/2019
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ESPGHAN v
BESPGHANSociety
. o .. ESPGHAN
Back in June we held our 52nd Annual Meeting in @ESPGHANSociety
Glasgow which proved a huge success. You can
experience the highlights of the conference and get a
flavour of what next year will involve here:

We are delighted to announce the launch of our 3
clinical advice guides on #Hepatology. These are short
& visual versions of our published clinical guidelines
aimed at offering clinicians easier access to our advice.

Bl 1 3 View the first guide on AlH here:
- ° ESPGHAN Congress 2013 clip web v6 espghan.org/fileadmin/user...
$ youtube.com
¥ e ESPGHAN
om - 16 Aug 2019 - Twitter Web ApB - This year the ESPGHAN Young Investigators Forum is

taking place between Sep 18-21 in #Bergen, The
Netherlands. This event seeks to progress academic
development and foster collaborations amongst

7 13 Likes
emerging academics and clinicians. Learn more and
Q i apply here: espghan.org/index.php?id=5...
.. ESPGHAN .'_E_S.Z.G__Hﬁ

ESPGHAN

YOUNG INVESTIGATOR FORUM
A major study from the @
‘Breastfeeding can cut thg
obese by up to 25%'. Real

gai
made friends from all over Europe and

1 0

r-! 1l View Tweet activity
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ACTIVITY: ONGOING PRESS OFFICE

PROACTIVE AND Features & Independent.iey  NETTOCLOr

REACTIVE PRESS News Coverage Trish childrer consuming 250pcof The telltale signs you might be gluten intolerant
O FF C = recommended daily maximum of I

sugar

Features secured in:

* European Medical I ': M]
MAKING THE INVISIBLE VISIBLE: THE HIDDEN COST OF

Journal (EMJ)

- Northern Irish, Welsh mocen o v oo
and Scottish : ' : ‘
Healthcare Review

« Netdoctor

®wE

half times more sugar

brs are eating or drinking
rs.

News Coverage :
secured in: -
« lIrish Independent .
+  News Medical o

biscuits, chocolate,

diatric Gastroenterology,

e terms of tne Creative Commons Attripution-Non Commercial
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ACTIVITY: ESPGHAN LOBBY DAY

ORGANISATION MEP MEET'NGS fES_PGHAN
OF 4 MEP e
MEETINGS
MEPs MET:
DIEVAZHOIAEN *  Manuel Pizzaro (Por)
OF ESPGHAN
LOBBY * Klara Dobrev (Hun)
MANIFESTO « Sara Weiner (Aus)
» Petra De Sutter (Bel)
SECURED
SUPPORT OF 4
PATIENT FORWARD ACTIONS:
ORGANISATIONS +  ESPGHAN to provided
suggestions for new
CALLS TO ACTION Parliament Childhood
INCLUDING: Guarantee

Sub-specialty
recognition
Earlier diagnosis
Effective
transitional care
Paediatric care
in a paediatric
setting

 Parliament’s Internal
Market committee to
consider sub-speciality
recognition




ACTIVITY: HCP ADVICE GUIDES - HEPATOLOGY

Diagnosis and Diagnosis and Liver Transplantation
(E%TI\EISE’?\I'\S'?D Management of Management of Paediatric (LT) for Paediatric
PUBLISHED GUIDELINES Paediatric Autoimmune Autoimmune Sclerosing Autoimmune Liver
INTO NEW USER Hepatitis (AlH) Cholangitis (ASC) Disease

FRIENDLY, VISUAL
FORMAT

L D

LIAISON WITH EXPERTS e
[ domgem

DEVELOPMENT OF s s
DESIGN AND - e
GRAPHICS N — -

Liver Transplantation (LT) for
Paediatric Autoimmune Liver
Disease

y
linical Advice Guides on.
une Sclerosing Cholas

for e disgnasis of vl

Juvenile ASC vs PSC

DISTRIBUTION TO ——
NATIONAL, R
HEPATOLOGY AND .

R

SISTER SOCIETIES, AND — i
PATIENT o
ORGANISATIONS

7 ESPGHAN
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TRANSLATIONS AND
DISCLAIMER BADGE




ACTIVITY: SOCIAL MEDIA

ESPGHAN Launch tweets

T You Retweeted

= POSTED TWEETS TO received: g ™ ‘
LALNE i AND i 3'1 31 Impressions Our Mkerr:bjr Society @ESPGHANSociety launched 3
PROMOTE ADVICE = 372 EﬂgOgemeﬂTS clinical advice guides on hepatology. View these short,
GUIDES = 90 Link clicks visual and easy-to-use guides online!
H o ESPGHAN @ESPGHANSociety - 23 Aug
LNIKED GU'DES TO Recognlsed dnd Shqred bY' We are delighted to announce theylaunjh of our 3 clinical advice guides on
. #Hepatology. These are short & visual versions of our published clinical guidelines
ENCOU RAGE u Uaned EUI’O peO n GOSTFOGHTGFOlogy - WhO pOSTed iimepd at osf);ring ;gTicijns e/asier access to our advice.pView the first guige on AlH
. . ere: espghan.org/fileadmin/user...
ENGAGEMENT WITH in support of the guides = -
KEY STAKEHOLDERS = UEG Journal UEE ;ooinn s &
" N GO S LAP (SOVG L!Ver ASSOCIOTIOH for pOTlenTS) 3 clinical advice guides on hepatology launched by our Member Society
n Haemochromatosis UK Espghan e-learning! View these short, visual and easy-to-use guides:
.. . .. (1 o] is and M t of Paediatric Autoi Hepatitis (AIH)
= Ukrainian Gastroenterological association NpUDRNPMZAC)
) : B Diagnosis and Management of Paediatric Autoimmune Sclerosing
" PengSTrO /’p’- Cholangitis (ASC) hitp://bit Iy/2PRA9IK0
UNITED EUROPEAN 7 Liver Transplantation (LT) for Paediatric Autoimmune Liver Disease
GASTROENTEROLOGY ;"' ‘ http:#bit.ly/2PMZASP http:/iwww espghan.org/guidelines/hepatology/
.f ‘JJ;,,, ON GUIDANCE FROM '
OClATIo = ESPGHA ; il European Society for Paediatric
Vfos 4/ v ¢ E E S PG H A N Gastroenterology, Hepatology and
\e‘ ' Nutrition
~.‘\. [ — O 21 12 shares
oy Like () Comment £> Share o v

Press Enter to post

Haemochromatosis-UK@ 5onk) (“Wiite a comment . © ®

Helping people live with iron overload




ACTIVITY:

GUIDES DISTRIBUTED
TO 114 BODIES
ACROSS NATIONAL &
SISTER SOCIETIES,
PATIENT
ORGANISATIONS AND
HEPATOLOGY
SOCIETIES

SYNOPSIS
BREAKDOWNS OF
EACH GUIDE
PROVIDED ALONG
WITH LINKS TO THE
GUIDES

KEY STAKEHOLDER ENGAGEMENT

Recognised and shared by:

= United European Gastroenterology POSCUHEKOR OELECTROIETOI.

FTACTPO3HTEPOJIOIOB rEMATOJ1IOIOB

= European Society for the Study of HYTPULIMONOrOB
the Liver
» The European Society for Primary e I ok B

Care Gastroenterology

» The European Foundation for the RUSPGHAN
Care of Newborn Infants > =
= + 13 National Societies & 6 Patient
Organisations
SEGHNP News

-SPGH-SPGH

r——
ESPGHAN guides

SEGHNP

Publication date: 09/09/2019

~ ESPGHAN




KEY STAKEHOLDER FEEDBACK

“First of all | would like to congratulate
ESPGHAN for your excellent work in the “I' really appreciate this

development of such important information. These three guides

. gu1de_llnes. From.ESPCG we will be. are very easy to read and | am
informing accordingly about them in :
sure they may improve our

order to have as much impact as

possible. | would like to congratulate routine Clinico{ prqcfice. We will
you for such a good initiative in sharing share these guidelines across our
information among UEG societies” society website and newsletter”
Juan Mendive Enriqueta Roman
President of ESPCG President of SEGHNP

es c The European Society for ‘ _._ |i£‘| ;
Primary Care Gastroenterology ny ‘_,;!




ACTIVITY:

HCP ADVICE GUIDES - Gl

Recommendations for
Nutritional Management of
Children with Neurological

Common Gastrointestinal
Problems in Children with
Neurological Impairments

Dietetic Management of
Children with Neurological

EDITED AND
CONDENSED

PUBLISHED GUIDELINES
INTO NEW USER
FRIENDLY, VISUAL
FORMAT

LIAISON WITH EXPERTS

(NI)

Common Gastrointestinal Problems in
Children with Neurological Impairments
(NI): Evaluation, Treatment and Monitoring

Nirelates to disorders of the central nervous system, affecting

#ESPGHAN

This quide, produced

Impairments (NI)

Dietetic Management of
Children with Neurological
Impairments (NI)

# ESPGHAN

Impairment (NI)

Recommendations for Nutritional
Management of Children with
Neurological Impairment (NI)

# ESPGHAN

w:l«ln R wl-lh,]wum‘ Qo) n-ujurl*;owr' lM;m"s ?;’:.5:{3:237,,,.[ Nirelates to disorders of the central nervaus system, s e, e
abilities, Cerebral palsy is also considered within this guide as a major s guide, producer . This guide, produced
o s g Guroenterclogy, affecting: speech, motor skils, vision, memory, i pack Niretesto disoders of the centralnervous system afecting [epioip
e e, mcst nictably those with ol motse b repscil muscle actions, learning abilities. Cerebral palsy is also Society of Pasdiatric speech, motor skill, vision, memory, muscle actions, learrin ety of Pandiatic
o ot sl Sosu it ol e cansidered within this quide as a major subgroup of NI. billties. Cerebral palsy s also considered within this guide as a major il
' Hepatalogy Hepatol
recommendations logy
P M frequently causas 61 prablemsin chidren, most notably these and Nutriton andNutttion
o il whi carabrlpley, 5y s W s foeseios andasystematic v 3 ] v
D EV E I_O M ENT O F o ek sl pay 2y A e ST o e ot e with ocal motor funetion and metility coaditions and can be [ESPGHAN), provides (ESPGHAN], provides
of paedatric patients extremely compler tomana recommendations racommandatiors

DESIGN AND

with Ni and shouid be
read in conpunction

In childran with cersbral palsy, as many a5 g2 suffer
From serious Gl symptoms.

and asystemate
appreach for the care

and asystematic
approach for the care

Y
H
E
B
H
H

o with the ESPGHAN of paediatric patients
e an Clinical Advice Guides with NI and should be. with Nl and should be
ibuti > on. read in eonjunction read In conjunction
Common Problems Contributing to Feeding s can e W with ESPGHA
R A P H | Dinal e Gl and national complcaa Cinicl Advice P o Clrcal Adce Gudes
-~ Guideon: = Optimise oral intake but whers this iz nt possible pramgt nutritianal .
Methods and ~ intervecticn with noncral methods —
Recommendations « Mutiscpinsry sgpraach and fllow-up =
for Nutritional Oral feeding is preferred in children with NI The duration of * Paren I
Orthopaedic Management and atrial of oral feeding theugh depends oa the child’s age and Mathods and canceming gastrastamy Feeding Dictetic Management
‘ Requirements severity of malnutrition. Rucommandations . quality o Ifa " I of Children with,
D I T R | B Tl N T for Children with o) « Professional ethicist o assist Gecision making cancesming arasive Neurological
Nevrological i e procacures hich pasa el dilammas Impsirments
nagement an
b Requirements
for Children with =
NATIONAL, GI AND - et =
- Impairments: UNDERNUITRITION WARNING SIGNS. =
! e i . ' ( - " it s of e Ay e, CSPGHAN commen
‘acclusion abnormaity, Dietetic Man: + b - recommend 1 ar mare. wing warming signs to aid identifcation Gastrointestinal
of Children with @ » ". il = P Issves for Children
. yicalsigns o uncernutrsion, . cecub s vicers,skin problems with Hauralogica
’ Nevrological andl paor perigheral crculation
Impairments \mpllmjznts:
Cammon Evaluation,
PATIENT SR . Ee
. il Menitari
TipeofDiet S - prr——— ™
o The optimal energy content of oral feeds differs \mpairments:
O ( ; A N ISAT' O N S according to impairment, mobility and other factors Evaluation, () oo er sl e ot
Treatment and
ESPGHAN Ta increase total energy content of meals without excessively Manitaring . Faltering weight ancine falure t thehve
RECOMMENDATION iner ol icnal fat or oils, dry milk pewders, crean
Caretul stantion nesds 1o . - mented
e paie o enta problas .
orthopaedic issues in patients older than 2 years
e N bacausa thase . R
msy contriute to feeding Campasition of the dict should be diseussed with specialist <
difculties dietitians ta modify textures and ensure safe and efficient o n®
food intake.




ACTIVITY:

POSTED TWEETS TO
LAUNCH AND
PROMOTE ADVICE
GUIDES

LINKED GUIDES TO
ENCOURAGE
ENGAGEMENT WITH
KEY STAKEHOLDERS

SOCIAL MEDIA

ESPGHAN launch tweets
received:

/f T You Retweeted
4; \\
S s my_UEG v

;i BASED ON GUIDANCE FROM ueg @my_ueg
= 6400+ Impressions ?ES PG HAN; 3 new advice guides from our Member Society
k g @ESPGHANSOociety relating to the treatment &
= 430+ Engogemen’rs \‘\ ' management of children with neurological impairment
= 100+ Link clicks ., i (NI) are online available!
N ESPGHAN @ESPGHANSociety - 20 Nov 2019
Recognlsed dnd Shqred by: To mark #UniversalChildrensDay we are delighted to launch the first of our Gl
advice guides on Neurclogical Impairment, covering commoen gastrointestinal
. roblems. Read the short, visual and easy-to-use version of our clinical guidelines
= United European Gastroenterology (UEG) nonr a ’
espghan.org/fileadmin/user...
=  Who supported & shared the guides across ) show this thread Ak

Twitter & Facebook

= The Latin American Society for Paediatric

zz=e. UEG - United European Gastroenterology b
ueg 10 December 2019 at 11:15 - §

Three new advice guides from our Member Society Espghan e-learming

GOSTrOGﬂTerObgy, HepOTO|Ogy Ond N UTI’iﬂOﬂ relating to the treatment and management of children with neurological

(LASPGHAN)

UNITED EUROPEAN
GASTROENTEROLOGY

ueg

impairment (NI) are available online:

Gastrointestinal problems in children with NI: hittp/bit.ly/20XmTok
B Dietetic management of children with NI: hitp://bit ly/33SnX0z
Recommendations for nutritional management of children with NI:
http:/fbit.Iy/33YabKm

Find out more: http:/#/bit.ly/20Vmghb

LASPGHAN | #FESPGHAN  Eurorean Socety for Puedintric

't
LATINAMERICAN SOCIETY Nutrition
For Pediatric Gastroenterology
Hepatology and Nutrition oo 27 2 comments & shares

iy Like () Comment &> Share S



IXSUA I Ml KEY STAKEHOLDER ENGAGEMENT

Recognised Gnd Shdred by: Pracovni skupina détské gastroenterologie a vyzivy
- H Ceské pediatrické spole¢nosti JEP
= GUIDES DISTRIBUTED United European Gastroenterology (UEG) S .5
10 NATIONAL & SISTER Commonwealth Association of Paediatric o R
Gastroenterology & Nutrition (CAPGAN)

SOCIETIES, PATIENT

e TN AN - + 10 Natfional Sociefies: Working Group
GASTROENTEROLOGY > BSPGHAN for PGHAN ofthe
SOCIETIES > SPGP Czech Pgedia’rric
> BeSPGHAN Socley . I &
SYNOPSIS > Working Group for Paediatric o o e
BREAKDOWNS OF Gastroenterology, Hepatology and e
EACH GUIDE Nuftrition of the Czech Paediatric Society
N > RUSPGHAN e
WITH LINKS TO THE > ROSPGHAN ST .
GUIDES > DASPGHAN ——
» Finnish PedGastros S RUSPGHAN
» Groupe Francophone d'Hepatologie et <
Gastroenterologie et Nutrition Pediatrique e
> Lithuanian Society for Paediatric S S e

Gastroenterology and Nutrition

FTATATATATARTATATA 14T




KEY STAKEHOLDER FEEDBACK

“These look really excellent and

helpful for neurodisability and “Thanks for these guides

general paediatricians, dieticians within a very clinically

etc as well as gastroenterology relevant area. They appear

tfeams. Yes we can alert and share fo be very helpful. | have
with our BSPGHAN members. Thank already shared them with

you very much.” relevant colleagues. ”

Sue Protheroe, Anders Paerregaard
President of BSPGHAN President of DASPGHAN

BSPGHAN Danish Society for Paediatric
working for children with D (1 S P G H u N Gastroenterology, Hepatology
digestive and liver disorders . and Nutrition




KEY STAKEHOLDER FEEDBACK CONT.

“Thank You very much for Your kind lefter and those important
guides and recommendations. We will forward Your letter to the
pediatrics, pediafric gastroenterologists, pediatric neurologists and
diefitians in Finland. | am sure this will enhance our understanding on
and the management of these conditions.”

Taina Arvolaq,
President of the Finnish PedGastros

SUOMEN

LASTENLAAKARIYHDISTYS RY
BARNLAKARFORENINGEN | FINLAND
FINNISH PAEDIATRIC SOCIETY
1930-2020




