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OVERVIEW

1. EPTRI Communication Activities
o Internal
« Communicaction and dissemination plan
« Communication toolkit

o External
« Social media
 Website
 Newsletters
* Brochure
 Webinars
« Events

2. Communication and dissemination plan to be included in the Conceptual
Design Report (CDR)

3. Patient involvement
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INTERNAL COMMUNICATION

Whatis EPTRI?
1 . E PTRI co M M U N ICATI O N AN D D I SS E M I NATI O N EPTRI stands for Europe::;\r:;e::(i:z::rri: Translational Research

PLAN —

i
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2. COMMUNICATION TOOLKIT — group of resources European e
i i B 30% drugshave  [QINLS Nl
including: abpenomn
*  Presentation template (ppt)
) Abst ra Ct te m p I ate Including the !Y'I()5[{)!:8(-‘(.1.‘/:[!:‘[(:[(:;3]::!;}:I(,d innovations in

* Roll-up + Conceptual Design Report descring scentfctechrica

« Infography :;‘y‘g&a’;gzz%;ﬁi‘LTS&Z‘ZL!‘Z"SSTZZZEILS o

e Other similar resources aimed at aligning EPTRI ? 28 prnrs o s ron 0 s
communication strategy

www.eptri.eu B P TG o B Dooicns

3. MAILING LIST — all@eptri.eu
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EXTERNAL COMMUNICATION

FACEBOOK PROFILE

Lay audience (non-professional)
13/15 posts published each month
Total page likes: 178
Audience:
* Mostly women
e 25-34 years old
* Followers
v’ Italian (CVBF, PENTA)
v" Albanian (UHCT)
v Spanish (FSID, SERMAS)
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EXTERNAL COMMUNICATION

FACEBOOK PROFILE

o Content: EPTRI presentations in events, activities with YPAGs, documents,
webinars, scientific thematic campaigns (banners, infographics or
explainer videos)

EPTRI

EuroPEAN PAEDIATRIC TRANSLATIONAL RESEARCH INFRASTRUCTURE

Biobanking

Paediatric Pharmacology
Paediatric Formulation
Women in science

Science in films

Science books

Research models (pre-clinical)
Genetics

Rare Diseases

Sample donation

SJD

Sant Joan de Déu
Fundacié de Recerca

- ID-EPTRI
Published by [2]- 30 January - §

#SampleDonation ¢ =

Once you donate a given tissue for research, this will be only used in ways
you have previously agreed during the consent process. Some additional
information may also be required from you during the process.

Frequently, patients
donating samples are
also asked to provide

additional information:
gender, race, age,
medical history...

€PTRI
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EXTERNAL COMMUNICATION

FACEBOOK KPIs: Page Reach and Impressions

2018 2019
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EXTERNAL COMMUNICATION

FACEBOOK KPIs (April 2018-March 2020)

Engagement rate (mean): 32%
Total likes: 734

Total loves: 21

Total comments: 6

Total shares: 105

Post clicks: 1,802

Post reach: 29,371

Posts published: 341

O O O O O O O O
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EXTERNAL COMMUNICATION

LINKEDIN PROFILE

Specialized audience: researchers, clinicians, institutions, policy-makers...
Around 12 posts per month
Total page followers: 118
Audience mainly Italian and Spanish. They work on research, health-care,
pharma, education and biotechnology
General contents:
* Scientific papers
 Biomedical and Rl events, meetings, workshops
 Webinars
* Newsletter subscription
e Articles on biobanks, pharmacology, etc.
 EPTRI presentations and activities

O O O O
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EXTERNAL COMMUNICATION

LINKEDIN KPIs (April 2018-March 2020)

EPTRI
€PTRI 119 followers
2mo « Edited « @

. 0,
O E nga ge m e nt rate ( m ea n ) . 96 A) We are pleased to announce this Call for Abstracts for the EPTRI Open
. Meeting, which will be held on April 2-3rd 2020. The deadline for abstract
O Pa ge views: 1’077 submission is February 29th.
O Visito rs You can check the topics and guidelines for participation in the following

link: https://Inkd.in/dGhYwbH

o Mobile: 121 #EPTRI #Pacditrics #Europe
o Desktop: 292
Total reactions: 493
Total post comments: 21
Total shares: 73
Post clicks: 583
Posts published: 296
Viewing impressions: 21,835
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EXTERNAL COMMUNICATION

YOUTUBE CHANNEL

Buscar Q oA

€ PTRI

EUROPEAN PAEDIATRIC TRANSLATIONAL RESEARCH INFRASTRUCTURE

€ePTRI EPTRI SUSCRITO ()
e 7 suscriptores :
INICIO VIDEOS LISTAS DE REPRODUCCION CANALES COMENTARIOS MAS INFORMACION Q

Subidas P REPRODUCIR TODO

P ¢
= ¥6:30:40 o' Tmm mm em
ID-EPTRI Project (European Webinar on Social Media to ID-EPTRI Project - KOM - full ID-EPTRI Project - KOM - full ID-EPTRI Project - Kick-off
Paediatric Translational... communicate Science and... video - part 2 video - part 1 Meeting
110 visualizaciones * 35 visualizaciones * Hace 1 afio 12 visualizaciones * Hace 1 afio 15 visualizaciones * Hace 1 afio 25 visualizaciones * Hace 1 afio

Hace 9 meses
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EXTERNAL COMMUNICATION

EPTRI WEBSITE

ePTRI ——

EuropEAN PAEDIATRIC TRANSLATIONAL RESEARCH INFRASTRUCTURE

&  TheProject v

[~
Tl

o Periodically updated with
news and newsletters
KPls monitored

Box for newsletter subscription

Work Packages - Partners v Surveys v Feasibility Studies Media News & Events v Reserved Area Contact Us

g European landscape: #3
i == 5 ghed

<L/ B
» collaboration across borders and disciplines -
<% ) {?_\_&:‘:

S
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EXTERNAL COMMUNICATION

EPTRI WEBSITE KPIs (Jan 2010 — March 2020)

o Total visitors: 6,273
o Returning visitors: 2,624 (41.8%)
o Age: 25-44
o Country: mostly from Italy, USA, Spain, France, Albania and UK
o Page views: 25,212
Devices Traffic source
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EXTERNAL COMMUNICATION

EPTRI WEBSITE KPIs

Top 10 most visited pages (Jan 2018 — March 2020)

Page Page Views Bounce Rate
Homepage 7574 (30,0%) 40,8%
About the project 1605 (6,4%) 68,3%
News 1553 (6,2%) 33,1%
Partners and collaborators map 1220 (4,8%) 54,1%
WP1 815 (3,2%) 29,4%
CVBF 545 (2,2%) 44,9%
EPTRI Open Meeting 500 (2,0%) 71,0%
Governance 494 (1,9%) 53,3%
Supporters 437 (1,7%) 53,8%
Newsletters 330 (1,3%) 40,0%

Total views 25212
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EXTERNAL COMMUNICATION

NEWSLETTERS ﬁ%‘

o 7 newsletters since the launch of the project
o Published on the EPTRI website and disseminated through I
the mailing list and social media e P T R |
o Newsletters include: S P T, R b
e Short editorial from a partner of the consortium +
picture and signature
e Latest news related to the state of art of the project
* Presentations at relevant events
* Scientific publications related to the project
* Events section

Save the date - EPFTRI Open Meeting, April 2-3 In Brussels
(The President Brussels Hotel)

8 5 T M 4t b 3 4553 531 P
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EXTERNAL COMMUNICATION

NEWSLETTERS

Title Total Recipients  Successful Deliveries Total Bounces Open Rate Total Opens Click Rate
1sr EPTRI Newsletter 1063 1045 18 27.94% 670 3.73%
2nd EPTRI Newsletter 1060 1042 18 19.10% 403 2.88%
3rd EPTRI Newsletter 1148 1127 21 19.52% 448 3.90%
4th EPTRI Newsletter 1144 1124 20 16.81% 392 2.14%
5th EPTRI Newsletter 1143 1121 22 20.87% 514 1.16%
6th EPTRI Newsletter 1159 1121 38 18.82% 469 0.62%
March 2020 - Special Issue 1140 1116 24 27.06% 633 1.97%
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EXTERNAL COMMUNICATION

BROCHURE

Detailed description of the Rl services

Audience: academia, institutions and pharma

Format: print and digital

Disseminated through social media, website and newsletter
It can also be adapted into a poster or a roll-up

Launched in English but can be translated to any language

O O 0O 0 O O

E I I I z I Sant Joan de Déu EPTRI OPEN MEETING — April 24-3rd 2020

EuroPEAN PAEDIATRIC TRANSLATIONAL RESEARCH INFRASTRUCTURE Fundacié de Recerca




EXTERNAL COMMUNICATION

EPTRI SINGLE ACCESS POINT AND
CENTRALISED SERVICES

ePTRI

Eocren Penyie Tewsanew S et

EPTRI

Buvomean Paroamme TRansancnal Reszantn Insastaucrust

TRI
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SJD
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EXTERNAL COMMUNICATION

WEBINAR

= @ Youlube™ Buscar Q

o Overview of main social media
channels. Different features/different
targets

o How to choose the correct channel
and create key messages

o Tips to reach a broader audience

o Science communication and

e e e . outreach on social media

Webinar: SOCIAL MEDIA TO

COMMUNICATE SCIENCE AND R&D
PROJECTS

P bl ) 0:03430:26

Webinar on Social Media to communicate Science and R&D projects
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EXTERNAL COMMUNICATION

R Y |
CREATE KEY MESSAGES ON SOCIAL MEDIA SREATE KELNES S0 NSO AL MEDIA

GENERAL TIPS SPECIFIC FEATURES

Chosss appropisse wae of veice

Sechede hey wonds, toga, husldags b ‘\ 'i , @

Always i vissal content, cogn, friondly links

Be wmartphone frendly 1, Creste communities wring ®  Lists of profiles of interest Use & more formal 10ne

rospe ®  Create short twects Inclisde tags and hashtags on
Be appellative; qoestions, pells, ask 1o share, et L) . ctode Mge sl v

Domation buttn for & Croste threads and polls

Publiah @ spocfic tmes (study sudionce

onprdits. patients ® Go for retweets and
Interact with the sudionce

Share infugraphics and mentacen

Be concine and direc i w e

Create thematic campaigna Tesional groups with
Crvate interesting contont weing o Jefined strategy

wrmilar etervats

COMMUNICATE SCIENCE AND RESEARCH ON SOCIAL MEDIA

SCIENTIFIC POST EXAMPLES

IF YOU ARE A SCIENTIST OR AN ACADEMIC...

Remersber: these are social media, not scientific congresses. Avoid
technical jargon and too much data. Humour

Tell a story: people engage if they are moved or thrilled by an
exciting story

Use analogies and metaphors (i. ¢. “mitochondria are the
powethouses of the cell”)

Koep it very simple. Avoid giving too many details when
explaining a paper: three key points arc encugh

Tey 1o bond your scientific work with popular culture. This will
increase impact et orepiost -pocked fons of the sun
Images are your frieswds: use visuals in every post you publish, as St oueste

advertising the lab
well a emojin

e P T R I gm‘JJBn de Déu
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Animation, humour
Video, hot health topic

lhustration
cutting edge technology

| ) 2543730126
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EXTERNAL COMMUNICATION

EVENTS

o EPTRI partners attended numerous events to present the project. Some of
them were:

* 2018:
v Europe Biobank Week 2018 (Antwerp)

 20109:
v' 4t Health RI Conference (Utrecht)
v’ 3" European Conference of Pharmaceutics (Bolognia)
v' 67t Meeting of Spanish Paediatric Association (Burgos)
v' 11% EuPFI Conference (Malma)
v" 10" APS International PharmSci Conference (London)
v’ Europe Biobank Week 2019 (Lubeck)
v" MIBio 2019 (Cambridge)

* 2020:
v Health RI Conference 2020 (Utrecht)
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EXTERNAL COMMUNICATION

EVENTS

EPTRI in Cyprus: participation of the
Cyprus Institute of Neurology in two
events to present the Project

Members of the Cyprus Institute of Neurology and

Genetics, CING, participated in two scientific congresses where
they are presenting the EPTRI project to an international
audience.

Keep Reading

EPTRI attended the 4th Health-RI

Conference "Opening Doors to P4 Health", which
took place in Utrecht (The Netherlands) last
17th of January.

Keep Reading

ePTRI 220..
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EPTRI at the 3rd European Conference of Pharmaceutics in
Bologna

SN This year EPTRI was invited to participate in

Poediatic Translotianal Research Infrauruciure:
,:'-l‘.~lm lu-«mviw-o‘thuhld“-

the 3rd European Conference on
leemsiation

Pharmaceutics, which was held in the city of
Bologna (ltaly) last March 26th. Nunzio Denora,
from University of Bari and co-leader of

the WP8 on paediatric medicines formulations
and medical devices, presented a poster
entitled “EPTRI: facilitating formulation science
towards better medicines for children” during the
poster session of the conference.

Keep Reading
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COMMUNICATIONS PLAN FOR THE CDR

OBJECTIVES @

o Define the dissemination strategy of the future Rl for the internal
and external communication

o Develop tools to give visibility to EPTRI in the European and global
scenarios

o Organize networking activities and sharing opportunities

Promote EPTRI services

o Promote processes allowing knowledge translation in the
paediatric research field

O
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COMMUNICATION PLAN FOR THE CDR

EPTRI COMMUNICATION AND DISSEMINATION PLAN

o Audience
o Channels
*  Website
* Social Media
o Tools
* Newsletters
* Brochure
* Patients’ toolkit
*  Webinars
* Press releases
* Participation in events
* Others
o Resources
o Monitoring
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COMMUNICATION PLAN FOR THE CDR

DISSEMINATION CHANNELS

EPTRI Website: promotional campaigns

o Choose key words to design the ads
(Keyword Research): paediatric
research, research network, medicines,
biobanking...

o Decide budget

Segmentation of the audience

o Design banners or artwork according to
the ads

o Monitoring of the campaigns

O
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COMMUNICATION PLAN FOR THE CDR

DISSEMINATION CHANNELS

Social Media Channels

3 YouTube

o Awareness o Corporate channel, o Videos about the RI:
o Outcomes, activities, more focused on services, coverages,
streaming of events, professional profiles educational videos,
webinars... o Services, congresses, etc
o Thematic campaigns public calls, educational o YouTube advertising
o Twitter advertising activities, job offers... campaigns
campaigns o LinkedIn advertising
campaigns
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COMMUNICATION PLAN FOR THE CDR

COMMUNICATION TOOLS

Press department and press releases

o First press release: when the Rl begins to
function

o Centralized point to standardize
communication with the press and other
media

o Person expert in science communication to
address issues related with biomedical
research and general science topics
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COMMUNICATION PLAN FOR THE CDR

OTHER COMMUNICATION AND DISSEMINATION STRATEGIES

o Annual report: digital format, disseminated through
mailing lists and published on the website

o Merchandising: to distribute during events, congresses,
etc. i.e. pens, notebooks, tote bags, USB sticks,
calendars

o Publication policy: an annual plan must be defined
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COMMUNICATION PLAN FOR THE CDR

RESOURCES

1. Human resources:

o Graphic designer: reformulation of the brand, corporate image, etc

o Communications manager: press, internal and external
communication, social media

o Science communicator: lay summaries, patient participation
activities, science dissemination contents, etc.

2. Financial resources:

o A specific budget must be defined to hire the personnel mentioned
above
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PATIENT INVOLVEMENT

FOCUS GROUP (March 2019)

o Goal: definition of guidelines to increase the interaction
between researchers and patients

o Partners involved: WP5, WP6, WP7, WP8 and WP9
o Methodology:
- Standard introduction
- Analysis of the 10 areas of PPl in basic research
- Analisys of the obstacles and solutions
o Output:
Guidance to incorporate the voice of the patients in basic research
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PATIENT INVOLVEMENT

ORAL FORMULATIONS SURVEY

o Developed by WP8 and WP11

o Content: country and age-adapted questions to quantify children’s
experience with taking pharmaceutical oral formulations

o Reviewed and translated by YPAGs of Albania, Barcelona and Bari to
make the language and layout more child-friendly

o Audience: boys and girls up to 18 years of age (patients or healthy)

o Still open and available in 9 languages

Preliminary results of the survey about oral formulations

The EPTRI project developed a survey utilising
country and age-adapted questions to quantify
children’s experience with taking various
pharmaceutical formulations.

Keep Reading
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PATIENT INVOLVEMENT

FORMULATIONS SURVEY: Preliminary results

o Important similarities/differences in preference for formulations
across different countries

o Health status of a child influences the preference of certain
formulations with variations across the different populations

o Results also highlight the importance of children’s involvement as
active stakeholders, as well as the importance to study preferences
for kinds of oral formulations in developing tools to facilitate
paediatric medicines formulation
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PATIENT INVOLVEMENT

EPTRI PATIENTS’ TOOLKIT: Objectives

o Educate patients and families about paediatric research, with a special
focus in EPTRI’s thematic platforms

o Inform the general population about basic research and paediatric
medicines development

o Create a general and interactive collection of reliable resources, with lay
content and flexible navigation to the users accordingly with their needs

o Design a general video to explain in lay language the basic research
process in drug development and the opportunities for patient
involvement

o Offer a guidance to incorporate the voice of the patients in basic research
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PATIENT INVOLVEMENT

EPTRI PATIENTS’ TOOLKIT: Features

o Video in English subtitled in the main European languages, with
interactive navigation
o Curated resources about different topics related to basic and
translational research (reviewed by YPAGs):
 Sample donation for research
e Science for non-scientists
* Patient and public involvement
* Fundraising
e Ethics
o Integration the EPTRI website and linkable from other sites
o Option of sharing in social media channels
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PATIENT INVOLVEMENT

EPTRI PATIENTS’ TOOLKIT: Look & Feel
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PATIENT INVOLVEMENT

EPTRI PATIENTS’ TOOLKIT: Look & Feel
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PATIENT INVOLVEMENT

EPTRI PATIENTS’ TOOLKIT: Interface
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PATIENT INVOLVEMENT

EPTRI PATIENTS’ TOOLKIT: Clips with resources and storyboard

€ PTRI
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Healthcare professionals in -..based on scientific But doing research in 1his ...children are not small Por corte vemos una brillante
paediatrics work... evidence. field'is different than in the adults and the complexity of somilia
Vemos un grupo de Un sello remarca “Evidencia adult setting: their bodies is constantly
Investigadores cientifica” Por corte, vemos a 4 nifios y e i
un adulto frowno ey
Vemos como el adulto se
hace pequefio, pero no es un
nifio
Virus - transtational research
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Basic research “'sows the But, how does basic Let's follow a case together: ...a treatment for the most which involves the use of a
seeds (0 grow new solutons research build the Por corte, vemos un nifio. common eye cancer in genetically modified virus.
in clinical research. foundations for these 2Zoom in children, retinoblastoma, Zoom out
La ‘semilia brota y crecsa. discoveries? Al hacer zoom in, una Vemos que le nifio esta en la
diferent b £ 4 A la semilia le salen raices linterna pasa por la cara del consulta de un oftaimélogo.
USTRNtas MRHas nifio, ensefiando el El oftalmélogo baja una
retinoblastoma pantalia.
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EPTRI IN THE FUTURE

INFRAIA

o Next step: implementation of the framework developed during the ID-
EPTRI project

o Work Package - Communication, Dissemination and Patients

Involvement
 Development of a communications and dissemination plan for
the RI

e Development of the communication channels

* Development of the communications tools and targeted actions
* Patients Public Involvement (PPI)

* Publication Policy
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