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ECPO History, and the ‘Why

the patient perspective and

engagement is important’




FEONZEENE ECPO HISTORY

Council

Patient council developed in 2013 as a EASO working Group ‘EASO Patient Counc
Patient Council consisted of 16 council members from 13 countries

Many achievements over the years but recognised the need to become an indepen
Patient umbrela organisation.

Launched as ‘ECPO’ in 2019 at ECO2019 with 22 countries and 30 advocates
Incorporated in Ireland

Currently 51 council members across 31 countries
8 board members, 7 executive committee members

10 committees led by Patient Council members voluntarily
Launch &

Incorporation as
ECPO




EASO

ECPO Organisational Structure

EASO

Sheree Bryant-EASO Communications
Director and Project Liaison to ECPO

ECPO Executive Council

Executive Director — Vicki Mooney(Spain)
Secretary — Susie Burnie(Ilreland)
Treasurer — Judit Pettko(Hungary)
Dir. of Communications — Andrew Healing(Scotland)
Dir. of Training & Education — Steffi Wirtz(Germany)
Director of Fundraising — TBA

ECPO Board of Directors

Ken Clare (Chair)-UK
President — Solveig Sigurdardottir(lceland)
Vice President — Audrey Roberts(Scotland)

Euan Woodward - UK

Christina Fleetwood - Sweden
Jason Halford - UK
Carlos Oliveira — Portugal
Teena Gates (Ireland)

ECPO Patient Council 30 countries
Up to 2 Patient Representatives per country
& 2 members at large (51 presently)

EASO ECPO General Members

People, Patients, Carers, HCP’s, Organisations

European Coalition
People
Obesity
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Building a vibrant community to educate and

SR empower those individuals who are living with

ECPO Mission and those who are affected by the chronic
Statement disease of obesity within Europe.




ECPO Vision Statement

The ECPO 1s a patient led, managed and run organisation
working collectively to be the authoritative patient voice 1n
Furope with respect to evidence-based approaches for
obesity prevention, treatment and policy, by facilitating
knowledge exchange, research and educating people who
live with and are aftected by the chronic disease of obesity.



5 Year Strategic Goals for ECPO as an

organization

Capacity
A professional secretariat,

coordinating well-funded but
independent activities

A leading, respected, trusted
European organizations that gives
people living with obesity a voice

grown the organisation,
strengthened the national
organizations

Brand recognition

Skills development for ECPO
members

P

Education

A trusted resource for patients,
the media, HCPs, and the public

Website, tools, resources in all
languages

Strong media connections and
presence, and visible annual
activities

R

Advocacy

Regarded as the relevant
advocacy organisation in Europe

PwOs influencing health,
education, social policies across
Europe




Measures of Success

Obesity recognized
and treated as a
chronic disease in
European countries

Increased media
impressions of ECPO

Increased
stakeholder
awareness of ECPO,
its purpose, and
activities

Expansion of patient
representatives and
national
organizations in
Europe

Ongoing
development and
expansion of ECPO
tools, resources,
programs and
education activities

Increased
satisfaction from
ECPO advocates
speaking
engagements




How does ECPO provide value to individual

associations/members?

Offer support and
collaboration to
strengthen
European activities
and messaging

Share resources to
raise awareness
about obesity as a
chronic disease

Trusted knowledge,
resource,
information hub

Provide training and
education sessions
to patient
advocates, HPCs
and policy makers

Unite and empower
the voices of
patients living with
obesity




How does ECPO provide value to par

Opportunity to Provide support
coordinate Alignment of shared (common
consistent media goals and objectives knowledge, sending
responses speakers, etc.)

ECPO can support
national advocacy
efforts

ECPO can provide
Celebrate best materials such as Create strong
practices at the digital platforms, community of people
national level lecture materials, living with obesity
booklets



HOW DO WE AS PATIENTS DO ALL
OF THIS?




European Congress
on Obesity
Where it all started!




At RIS Total involvement o

. : patients across 27
vic Session: Drugs and  coyntries in 2020 virt

irgeries for Obesity

Belgium

. Sweden Ireland
Germany Italy
Slovakia UAE
Czech rep Africa
Iceland Spain
Switzerland France
Kenya Portugal
Northern Denmark
Ireland Poland
Norway Finland
Scotland Canada
Malta USA

Caribbean




Patient advocates opening and closing the congress
alongside EASO

Patient Advocates co-chairing sessions

Patient advocates speaking at sessions
European Image bank gallery at the congress

High social media presence from ECPO



TRAINING
ENS2022

38 Patient Advocates
15 countries represented
Simultaneous translation in 9 languages

iPad and headset for each advocate

vV v vV VY

Platform for all trainings, presentations and sharing of
information.

WOD planning & filming in 10 languages

Mapping of Patient landscape across Europe
Negotiating, Media & presenting training

Science of Obesity presented

EASO & ECPO relationship

Patient voice identifying what patients need across Euro

vV v v vV Y




Education




CAMPAIGNING TOGETHER

People-First
Language
for Obesity o]
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Labelling people as ‘obese’ has a very negative impact... /__,\?J
f ‘v.-
@ Itcreates negative feelings towards & Itaffects how likely they l\\;,,'

that individual are to seek medic re

"

It perpetuates weight bias and stigma @& It causes discrimination

It influences h hat person feels .
about their condition and themselves ...it needs to end.

n
- c;)'\\'\
-

PICK UP YOUR RIBBON AND
SHOW YOUR SUPPORT

#PeopleFirst Campaign

European Cealition
People

Obesity



Live ECPO broadcast events on
the ECPO website.

Launch of the ECPO videos on
‘Living with Obesity’ in various
European languages.

Launch of first European Image
bank -

Sharing of educational )
infographics on Obesity in various
European languages.

Launch of ECPO & URHealth4Life
Magazine.

Grants to support national
activities

Call to action for People-First
Language and Images globally.



https://eurobesity.org/peoplefirst/people-first-2/

Infographics







LIFE STORY

Dealing with Covid-19
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https://eurobesity.org/newsletter/

World Obesity Day

(.
® LIVE ISO Ecp@ :EUROPEAN OBESITY POLICY CONFER_ENCE 2021

World
Obesity
Day s

Recognition by health
systems that obesity is a
chronic disease can shift
thinking around access to
care. Learn, educate and
advocate.

#0ObesityDayEurope

wh kog
o ”'r,‘

cP&

Prevencia a manazment obezity su
ddlezité po cely zivot.

#0ObesityDayEurope
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Home / Healthcare Hashtags ' #WorldObesityDay / Analytics

The #WorldObesityDay Influencers The Numbers

226.540M gz
15,119 o

) » ECPObesity 100 —) o ECPObesity 357 @ WHQO 53.7m
@ GEcRbest @ oEcRomest o 7074

Top 10 Influential Prolific Tweeters Highest Impressions

EASO  @EASOobesity 100 — b (@ptmariosilva 215 : 79
m @ObesityDayEU 02 =) O (@solveigsig 203 jtak 16. 2

& 1
@ @WorldObesityDay 23 —q @JMBernK 200 BBE @TimesNow 10.2v

o @WorldObesity 73 & @T2DMBot 123 @ @UNICEF 9.1m Twitter data from the #WorldObesityDay
hashtag from Fri, February 25th 2022, 11.55PM

) ) 3 ) to  Sun, March 6th 2022 1206AM

OAC  @ObesityAction 69 |‘2'° ({@globalhealthbot 118 @IndianExpress 4.1M (Eurape/Dublin) - Symplur

esityCan 69 susiel 112 [ agranNews 3.9M
ObesityC ieh16 . @JagranN
esifySociety 67 N cSDeV1 102 indiatvnews 3.9M
N o B SYMPLUR
PART OF REAL CHEMISTRY

@ @WHO 55 @ (@DianeCharleton 97 0 @UNICEFIndia 3.1m

l 7.} @ICPObesity 53 l 1.} @CPObesity % @ @UNarabic 29

Top 10 Influencers is determined by the SymplurRank algorithm.




ADVOCACY

How to use your
Real-life Experience to
Influence Change

A simple step by step guide
Edition 1: 2021

European Coalition
for People living
with Obesity

ECPG




Advocac

Interactive Patient Advocacy
Programme (IPAP)

Using the EASO ECPO Patient
Advocacy Handbook 2021 edition.

Translation of Handbook to various
languages

IPAP April - June

8 sessions using the advocacy
handbook

Moderated by Sophie Millar & Vicki
Mooney with guest facilitators from
EASO & OPEN

Offered to all patient council
members

Hosted on ECPO Training HUB

EXAMPLE ADVOCACY
SUCCESS STORIES

Case Study 3

ITALY: CHARTER OF HUMAN RIGHTS FOR PEOPLE WITH
OBESITY AND OFFICIAL PARLIAMENTARY RECOGNITION OF
OBESITY AS A REAL DISEASE

Background

The rights of paople with obesity should be the same as the human and social rights of
people without obaesity.

The multi-stakeholder collaborative efforts in Italy include a Charter of Human Rights to increase awareness and dialogue with government institutions
to ensure the protection of health and treatment of people living with obesity.

Aims of the campaign

» To guarantee people with obesity have consistent and full access to information, assistance and innovative treatments throughout the country

* To support people with obesity and their families to overcome obstacles, prejudices, low confidence and discrimination

* Increase awareness in government institutions of the urgency for recognising obesity as a debilitating disease, which needs specific legislative and
regulatory support

Key Activities

* Meetings were organised with scientific societies, politicians and associations for patients and active citizenship

* A network involving scientific societies and political associations for patients and citizens (OPEM ltaly) was created to establish strategies for recognising
obesity as a social and economic disease and problem

* A motion was submitted in parliament to commit the govemment to 1) recognise obesity as a real disease, which requires dedicated attention and
resources, and 2) guarantee a strategy for effective action for pravention and cara

QOutcomes

* Publication of the ltalian Obesity Barometer report containing official data on cbesity at the economic, political, social and epidemiological level

* The motion, presented at the Chamber of Deputies, was voted unanimously 458/458 by all parliamentary groups as a demonstration of a common
commitment of all political forces in the fight against obesity

As a result of the motion, Government is committed to implement a dedicated and appropriately financed national plan for the prevention and fight
against obesity and to include the disease in the LEAs (Essential levels of assistance)

An open letter was presented to the Minister of Health and to the various government decision makers calling for the protection of pecple with
obesity and explaining how they are more vulnerable in the phases of the COVID-19 emergency

For further information:
https/www.amiciobesi.it/
https/fwww.facebook.com/amiciobesi

amiciobesi@gmail.com
Iris Zani. President of the Amici Obesi Onlus association: armonial967@gmail.com
Diana Castillo. Patient Advocate: castilloserrano.dianamaria@gmail.com or diana@eurobesity.org




Toolkits & Grants

Supporting National
organisations

World Obesity Day financial support of

€25,000 across 11 national organisations to
create, and translate ECPO WOD materials,
and support their agreed national activities

New organisation start up support
Luxembourg, Netherlands

Upcoming New Patient Orgs 2022 Iceland,
Turkey, Israel

Further Development of Organisation
Hungary & UK

Mentorship Programme for patient
organisations

Infrastructure development for new patient
organisations

Advocacy handbook education and training
for policy & campaigning

A
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