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EPF Campaign on Access to Healthcare 2
EPF ==
With input from%0 &8 O 71 OEET C ,'w®impdmenitetacdmpaigA: © O

A Driven by memberswith related advocacy tools, including toolkit for EPF
members and a petition which was signed by 571 signatories.

A With a strong political resonancetwo high-evel meetings on
Access to Healthcare (Commissioner Andriukaitis and the MEPs
champions attended the final event).

A Development of awarenessraising materials:two factsheets

Universal Health Coverage

For All.
#Access2030

For All
#Aceess2030
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Policy Dosslers & Projects o o
EPF =

Crossborder CH RODIS'l'

Healthcare : :
Implementing Good Practices

for Chronic Diseases

DAPISMART

Accelerated Development of Appropriate
Patient Therapies a Sustainable,
Multi -stakeholder Approach from
Research to Treatmentutcomes

Patient Safety and
Quality of Care

Medical Devices and In Vitro
Diagnostics Regulations
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Patient Access PartnershipPACT JI0
EPF is a founding member of the Patient Access Partnership (PACT),
a patientled multistakeholder network:

A contributed to setting up the European Parliament
Interest Group on Patient Access to Healthcare;

A launched initiative with 80+ MEPs supporting statement g
for continued EU action in health; =

B et ] !
2 country
stakeholder

A supported EPF campaign on Access to Healthcare.

Events at the
European
Parliament
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Patient Empowe



Empowerment Working Group

uropean
atients
| ru

EPFandthe Working Groupon Patient Empowerment

A Developed dloolkit to support patient organisatioris
their advocacy on patient empowerment

A Builton the Charter and Roadmap;

A Continued outreach and advocacy activities on patient
empowerment to explore possibilities for action in areas
such as patiententred skills
development.
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Policy Dosslers

Health Literacy
and Information to
Patients

Information to
patients on Food

and Nutrition

Digital Health, Big
Data and
Personalised
Medicine

Clinical Trials @

European
Patients
Forum

Pisceand PRO STEP

On selfmanagement

prefer.

PATIENT PREFERENCES

On patient-preferences in
decision making during
the drug life cycle
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Project: EUPATI e
EPF
AEA O1T Axd %50!4) DOT COAI T A AACAT O1 AAC

continuing as a publigrivate partnership, with a focus on COl
activities including thePatient Expert Training Course

EUPATI IN NUMBERS
The course:

A 3dcycle launched in September, 60 trainees;

A Topics: drug discovery, nainical and clinical
development, regulation, and HTA.

A Train the Trainer capaciyuilding event for 44 EUPAT GGl CIERTEIEE
alumni on how to transform the tools provided by 96 EUPATI Fellows
EU_PATI into training tools on a disease specific or 408,000 users on the EUPAT
national level. website

The outreach: 3,300mailing list members

A EUPATI continued to attract global attention with neyZabEtiuieis
partnerships with patient organisations and academiaEsuiiEREENES
in Brazilto adapt the programme for their own needs

60 traineestrom 28

countries for 2017/2018
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Project: EUPATI e
EPF EEEE%?”

The future:

A TheEUPATI Futures Teawill be working diligently to deliver a
sustainability proposal for the future of EUPATI for the coming years.

A EUPATI will continue to maintain its mission to increase the capacity
and capability of patients to understand and contribute to medicines
research and development also
Improve the availability of objective,
reliable, and patienfriendly
iInformation for the general public.
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A Vibran
Network




Leadership meeting R
EPF ==

Mid-term review of our Strategic Plan

A Our new Vision
All patients with chronic conditions in Europe have equal access
to high quality, patientcentred health and related care

A Our new Mission:
Our mission is to be the collective, influential patient voice in
European health and related policies and a driving force to
advance patient empowerment and patient access in Europe.

o)
o¥l” o oo‘—“ a 15 ¢ o es
W2 et o PAVCAGIR Y 17 O S BPIR \CAN PPN
P‘Qe(s\\.\‘) ‘Z,(\ec’ﬁ‘o ef"o\1 0 s e > so\‘a“ ?e‘o‘“-\o“ O&t\ e
\,636 c\:\qe‘ )\\(\(\“e(\ c Sevx_ef:‘e o O “‘e ga’t\o“ 05‘
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Europe needs more, not less health

#EU4AHEALTH campaign

What do we want?

A EU action on health that fostecsosscountry
collaboration, complements the action of Member
States and supports them in addressing the
unprecedented challenges the EU is facing;

A Strong leadership for healthand a dedicated
Directorate in the European Commission;

A Healthincludedin the future budgetof the EU.

European
Patients
Forum

#EU4HEALTH
AT A GLANCE

234civi| society and

health-related
organisations support
the campaign

4zthe number of

letters we sent to EU
Officials (President
Juncker, VicePresident
Timmermans).

700/00f EU citizens

want the EU to do more
for health, according to a
recent Eurobarometer
survey.
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Added Value of Patient Organisations 08
EPF =

Patient organisations: the untapped potential of healthcare system:

Report on the Added Value of Patient epp 5

Organisations ) A

| THE ADDED VALUE OF

Objective: to highlight the value of patient BRCANISATIONS
organisations as legitimate stakeholders in Q/

health-related policies.

The report identifies 4 main areas where

patient organisations provide added value: ¢hallenges: _
A Lack of resources & funding
_ A Credibility & alleged lack of independenc
Policy and Ad CapaBtylc_llng A Professionalisation vs. representativenes
Education A Overcoming the culture of tokenism;
A Lack of performance measuremeqbr

rather lack of knowledge on how to
measure the impact of patient
organisations?

Research, Tec
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EPF Breakfast Briefings K
EPF ==

An innovative way of communicating with members

Video podcasts intended to help members to get the latest updates on
European health policy and to receive practical advice to advance your
organisatiof2lénowledge andskills.

Breakfast Briefings in 2017:
EPF campaign on Access;
Transparency & Ethics for POs;
Relationship with the European
Parliament;

European Solidarity Corps;
HTA;

Antimicrobic resistance;
EU4Health Campaign;
The added value of patient
organisations

To o o Po To o To To OO
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National Coalitions Meeting I
EPF i

30 representatives from 28 countries!

The meeting focused on 3 objectives:

ARSOSt2LIAY3I GKS LI NI AOA

A learning how to get involved in a European
advocacy campaign;

A finding a common approach for advocacy for EP
and the national coalitions.

Participants sharetlest practices in setting
up and managing national coalitiorsnd
took the floor proposing examples of the
5hada YR 5hbQ¢a Ay |
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EPF Capacity Building in 2017 e
EPF ==

At national level: thematic trainings

Poland
18 organisations involved

Slovakia
16 organisations involved

Hungary
8 organisations involved

Romania
19 organisations involved

Bulgaria
16 organisations involved
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EPF Capacity Building in 2017 e
EPF ==

EPF 8mmer Training Course for Young Patient
Advocates

The summer training:

A focused orovercoming
discrimination

A offered atailored high-quality
training to young patient
advocates; -

A aboutadvocacyand maximising =z
their leadershippotential. “
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EPF Youth Group JI0
EPF ‘EEEE%?“

2017: Focus on Discrimination

DISFIEIM!NATIUN&STIGMA éﬁ- llI\S[:\RIMINATII]N&STIGMA A They produced ﬁiCtSheet and a VldeO
SN to raise awareness of the discrimination
- faced by young patients with chronic
conditions.
A They selected aew Board Andreas
MIND THE INVISIBLE ILLNESS Christodoulou is the new President.

Tecriminah

A They werespeakers and panellistat
conferences, raising awareness about =8
the special needs of young patients.
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Membership e
EPF ==

The EPF membership counts
/4 membersstrengthening the
patient movement and Its
representativeness at the EU leve

(i
@
A o4

%
Va'
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Communicatiotl



3.500readers of our newsletter

8.052likes on Facebook
7.206followers on Twitter
720followers on LinkedIn

1.900.000mpressions on social media

45.900unique visitors to EPF website. -~

- TRz
3 Policy Factsheets
2 Video —
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5. EPF ROADMAP TO ACHIEVING
UNIVERSAL HEALTH COVERAGE FOR
ALL BY 2030

Katie Gallagher
Policy Adviser
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EPF & Access o o
EPF EEEE%‘??”

O(1T x x _ _
( : 2017z Roadmap to achieve Universal
achieve Health Cover for All by 202"

universal health Sl AvEEk)e 19 y 20.

coverage for O4EAOQA
Al 1 o our claims: we
need to take

O4EEO
situation

O4EEO
Access
means to
006
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v v v

# Al PAECI 600 300AO0OAC

The aim of the campaign was to contribute to
makinguniversal access a reality for EU patients by
2030, throughdefining and promoting concrete
actions, in concert with the health communityto
which decision makers need to commit, to ensure
we achieve théHealth SDG by 2030 ]\\
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Taking Actionz A Roadmap to Achieving o,
Universal Health Coverage for All by 2030EPF "'&

Forum

What IS It about?
L/ Leading the way to Universal Health Coverag
C a reality wherezveryone everywherecan
access essential quality health care and
~ services without facing financial hardship.

A ROADMAP TO ACHIEVING °
UNIVERSAL HEALTH COVERAGE _

A Identifying outstandinghallengesLJ: G A Sy
andunmet needs. e e

T — - — — - — S

A Providingrecommendationson how to achieve UH === e

o - - -

and whatactionsthat need to be taken. PP —— e

A Encouraging mor&U cooperatiorandinclusive '-g-z' -
approachto SDG implementatiorio improve access ; =

to health. ===

—- g S
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UN SDGs VI
EPF EEEE%?”

A Goal 3 Ensure healthy lives and

~N
promote wellbeing for all at all ages. ©

| f we donodot g
DG on health, then there is a
|

(.
q!
S
ri sk t hat t he ot

A Key target achieveuniversal health R/ Nicola Bedlington
coverage by 2030ncluding financial

risk protection, access to quality GO00D HEALTH
AND WELL-BEING

essential healtkcare services and

access to safe, effective, quality and M / :
. o | 4
affordable essential medicines and

vaccines for all.

@ STAMEE GOIALS
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Why does the Roadmap matteré?PF

While universal health coverage a welrecognised goal for all

healthcare systems in the EU, this basic righbisyet a realityfor all
patients in the EU.
For All.

For this reason, such a Roadmap is neededﬁ
t“ #Access2030

U This Roadmap opens the way to achieving Universal Health Coverage for
All, to ensure the rights of all patients are respected, to fight the
iInequalities that persist in health across the EU, and to make health a
priority in all policies at national and EU levels.

Universal Health Coverage

(41 OO0Saa (2 beskhimarkiGhamiBholdinever be withheld in

our society. Without equality in healthcare, we cannot obtain longan

adzadlrAylroftS RSOSt2LIYSyié a! OO0OSaah

f F NBES aS3aYSyid 2F GKS LRLMzZFGAZ2Y

\_ Katherine Wheeler, Vieehair Lupus Eurcye
~—~—— —

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



What is EPF advocating for? 2,

V Atransparent, inclusiveandcollaborative

Implementation of the UN SDGs; (&)
V Intersectoral action for health | | SUSTAINABLE
V Key elements and actiongescribed in the DEVELOPMENT

recommendations which reflect in their entirety the G:‘“’%ALS
needs that are considered by patients to be '
essential in attaining UHC.

#Access2030 What do we want to achieve?

P A Inspireand motivate decision makers and
AND WELL-BEING

stakeholders to commit to UHC.

—/\/\/\v A GuideEU and MS when developing SDG
Implementation strategies and related policies
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Developed in dialogue with the EPF o,
membership and wider health community EPE &

7

%OAOUAT AUGO AC~-r % * epfr)

EUROPE :: =
(%

dera  VHIFKE - pol
FEANTSA

Forum

Oremes P At MALTA HEALTH NETWORK

Diseases Patients' Associations

INTERNATIONAL FEDERATION “wﬁ;m;:;"‘\
FOR SPINA BIFIDA H eam "é\'
AND HYDROCEPHALUS \?‘*, :"' UR @ a
N s DISORDE!
& HauwvoHanHa R
n r : MALMEHTCHA OPTAHM3AUMA European Commission

norne EuropaColon  Fynktionsratt ,

nAIXONTON KA oleN united against digestive cancers Sv eri g e
_ EFN
fFrance S\
AsSsOs ' : @\
Santeé ; > ' “ ‘ o .
/ s RAISFundacion M et
RS - "
® ==
j X El!sjﬂegsﬁgnluﬁ S European Parliament b
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High-level Meetings

V February 2017:

Campaign Kickff meeting
W2 KFd FNB 0KS d
Ol NNASNA TIF OSR

V December 2017:
Roadmap Launch and
Campaign Closing Meeting N

LIJZKI'A[;I C)l;){vf)é

dzy YSiG ySSRa e
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Recommendations-5 Areas for Action Y.
EPF =&

Encouraging affordability
of healthcare products
and services

Providing access to Committing to sustainable
guality of care investmentin health

Implementingaccess to
an holistic range of
health and social

Ending discrimination
and stigma patients are

. facing in healthcare
services
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The illustration below depicts 5 goals as well as complementary and interconnected key actions to accomplish
in order to achieve UHC. These recommendations are described in further detail in the Roadmap.

Right to equal Promote and implement
treatment in Appropriate Adequate quality of care standards
Right to respect and to healthcare @ @ @
dignity in healthcare @ @ _ )
facilities The right to Leaving no
health one behind

Ending discrimination
and stigma

Quality care

@ Universal @ Person-centred

health coverage
Right to information Accessible Health Available

Coverage

Inter-sectoral

. action for health
Integrated care Housing support

: ®
Access to a holistic range of _ Sustainable e
(O} health and related services investement in health _Sil-iuiuiet®

involvement

Affordability of healthcare YRRCOAR skAsistourwsront

Enhanced SDG  Social and
monitoring and psychological @
accountability accompaniment '@

Avoid products and services
@ @ unwarranted @ Adequate and sustainable
cuts in the investment in the health workforce
Policy Alignment of national ~ healthcare @
coherence development, social budget

Affordable Transparency on the cost of healthcare

@ @ Efficient health spending

Sufficient means for SDG implementation

across SDGs  and health policies



Who is this Roadmap intended for? &g,

European
Patients
Forum

EPF will use this roadmap as a reference document
for all our activities on access to health.

EPF invites EU and Member State decision makers to

O consider this roadmap and its recommendations
when developing related policies and UN SDG
implementation strategies.

EPF urges patient organisations and civil society to
O  use this roadmap to engage with their governments,
holding them to account for the implementation of
UHC.

C EU and National SDG Implementation Strategies

C European Semester Count8pecific Recommendations
C Delivering on the EU Pillar of Social Rights
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How to use this Roadmap? EPE

\\N

\How ﬁ this R%‘map? O U R

The roadmap serves as a guide ' B "
to outstanding challenges,

patients’ concerns, unmet needs

and recommended actions to - . . :
achieve UHC for all patients. x  When advocating for improved patient

access to high quality health and related

care to national and European pokcy
makers

x  When engaging and holding national
C UHC Roadmap governmentsaccountableto their
C Factsheet: English, Bulgarian, commitments, as national ownership is ke

Estonlan German, Hunganan to achieving sustainable development

[Faontyz [ AGKdz A KRB A Kinge on

G Video Accesg Cascade effect
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Political Opportunities JI0
EPF EEEE%?“
s g

Advocacy In practice

A Bait(content) =UHC Roadmap
A Hook=UN SDG framework
A Advocacy Opportunities:

-\@’— EU and NationdbDG implementation strategies, policies

V4 A Y

< and plans.
2017 2019
“0)- 9 dZNB LIS Y | 2 Y-TUAGistakegyigrahe YA oo K cplea
"€ implementation of the 2030 Agenda for sustainable =~ =
developmentc June 2017 Council Conclusions on the | "
response to the 2030 Agenda for Sustainable Develop &
EU Multistakeholder Platform. o [
-

\ | 7 - =
-0)- UN HighLevel Political ForungJuly): Reviewing SDG
progress /SDG Anniversarg{September).
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Political Opportunities continued ﬂ*ﬁ
EPF

|Advocacy In practice

’,@: EU Pillar of Social Rights20 principles and rights
Proclaimed by EP, EC and Council, November 2017

Improving enforcement + updating and complementing EU law where
2N

necessary + supporting social dialogue in the EU.
Principle 16Health care

Everyone has the right to timely access to affordable, preventive and
curative health care of good quality.

—
European Social Fundupport MS implementation of the Social PiIIat

\'/

',QC European Semester Process e . — :
Countryspecific recommendationsMay .. EA & == »
Semester analysis and recs will put ’
emphasis on social considerations and folagvon the Pillar
X
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A
A
A
A
A
A

To T

O
Next Steps - %e
Subsequent to our 2017 campaigguity of -
accesgontinues to be digh priority for EPF:

New internalworking group on Universal Access
to Healthcare;

Focus on themplementation of the political
steps and actionsighlighted in our Roadmap; HEALTH FOR

Continue to raise awareness mimet needs and
barrierspatients face in accessing healthcare;

Support the2030 AgenddSDG Watch Europe);
While advocating for g#ansparent, inclusive and fcz)%o 256 21 AAI AD 4 .Iu

collaborative implementationof the UN SDGs Universal Health Coverage for All by
and TPYPh xEi 1l EAAA ET|

: AOI AAAO OAmI AAOEIT I
Intersectoral action for health OOO0OAET AAI A %AOT BA
Milestones:three events between now and 203

EU Commissioner for Health Vyteni
Andriukaitig
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6. FINANCES
Budget 2017

RaduGanescu
EPF Treasurer
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Balance Sheet Assets

1,800,000
1,700,000
1,600,000
1,500,000
1,400,000
1,300,000
1,200,000
1,100,000
1,000,000
900,000
800,000
700,000
600,000
500,000
400,000
300,000
200,000
100,000

Accounts Cashin Prepaid Total Leasehold Furniture, = Guarantee
receivable  bank and @ expenses current ICT (rent and
deposit assets equipment social
and security)
software
m 2016 811,277.00 852,994.00 38,614.00 1,702,885. 40,402.00 18,730.00 50.00
m 2017 822,369.00 718,788.00 16,416.00 1,557,573. 18,112.00 53,493.00 50.00

European
Patients
Forum

m 2016
m 2017

Total fixed
assets

59,182.00
71,655.00
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Balance Sheet Liabilities

E P F Patients
T Forum

1,150,000 ~
1,100,000 -
1,050,000 -
1,000,000
950,000 A
900,000 A
850,000 H
800,000 A
750,000 A
700,000 A
650,000 A
600,000 -
550,000 A
500,000 A
450,000 - m 2016
400,000 -
350,000 - = 2017
300,000 A
250,000 A
200,000 A
150,000 A
100,000 A
50,000 A - .
Accounts  Deferred = Income to Total Funds Surplus or Total Provisions
payable income be current brought deficit for reserves
allocated to liabilities forward the year
projects'
partners

m 2016 141,057.00 452,165.00 553,405.00 1,146,627. 505,507.00 80,000.00 585,507.00 29,933.00
m 2017 174,985.00 750,041.00 10,116.00 935,142.00 585,507.00 98,831.00 684,338.00 9,748.00
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Income as at 31 December 2017 ;’J*K

E

E P F Patients
T Forum

Interest and othel
Membership fees income 2017

1% 1%

Funding from the
private sector

44% Funding from the
public sector

54%
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Detailed income as at 31 December 2017

European
Patients
Forum

income

EUPAT

Operational work
programme (EAH(
operating grant ce
funding)

Project developmen
and other costs

Contribution to E(

projects \ ‘

Capacity building
programme
Operational work
programme (ce

funding of CHAFEA
0G)

EC projectt
Eupati (through IMI JU
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Income z Operating Grant 2017

European
Patients
Forum

5 TPhPPPB8PPIIHhTYY8YX H
TXhPPPBPP sKkrhpPR8PP H
>ThoX

YPRAPPP m European Commission
ZXhPP = AbbVie

SPhPP
>ShPPPY

= Baxter
m Eli Lilly
m GSK

= Janssen
= Novartis
m Pfizer

s op  H = Sandoz
m Teva

= Membership
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Expenditure as at 31 December 2017

1,129.52

98,830.84

12,331@ |

|
L/

21,431.5

31,502.7
26,682.19

49,726.3

52,676.7

J

15,814.46

E P F European
Patients
Forum
Expenditures 2017
m Staff costs
m Office and admin costs
= Depreciation
= Travel and subsistence (EPF staff)
= Annual General Meeting
= Autumn Advocacy Seminar
m Youth meetings
m Working Groups meetings (access,
empowerment, patient safety)
m Capacity-Building Programme modules
m Cross-border healthcare Conference
m Other costs linked to operations, projec
development

m Campaigns

= Bank and financial charges
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European

Expenditure comparison 2016/2017
e EPF Forum-

1200000
1000000
800000
600000
400000
200000
o",’@ o‘;@ \o° ‘é\\\ ‘,&\Qa \Qq,ﬁ \&? é;,‘ &ng Q(' -o ‘ \oé‘% ) ng—) Q\\;—,
«© RS @ 3 & & X & 'S @ O o G N
%S @\Q & N Q g & 2 & & L @Q &
U S R SN & @ & R ¢ F
> Q NS g & o & & & < &
QO ) %@ o S X @e o @ eb &
Q¥ & > NS ) RS & N Q
O‘\ N (\\’ & N ] ° c)\\ ?
Q> VQ O © . \(\(’o k\\ & (&
* N © RS o & P
AN % N o) <
@ & D 0 ¢
<2 @0& (,\‘\7\ & O
4 o) . :
K m Expenditure 2016 m Expenditures 2017
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/.VOTE ON THE REPORTS AND
DISCHARGE OF THE BOARD AND
AUDITORS

14/04/18

EPF Annual General Meeting @eupatientsforum
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NETWORKING
LUNCH

14/04/18

EPF Annual General Meeting @eupatientsforum
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8. EPF MEMBERSHIP

Elena Balestra
EPF Membership & Capacity Building Officer

14/04/18

EPF Annual General Meeting @eupatientsforum
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8.1. PRESENTATION OF CANDIDATES
TO EPF MEMBERSHIP

Elena Balestra
EPF Membership & Capacity Building Officer

14/04/18

EPF Annual General Meeting @eupatientsforum
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Candidate Organisations e
EPF ‘EE;E{E@“

Applications

U For FullMembership

A Plataformade Organizacionesle Pacientes; Platform of Patient

OrganisationgSpain) me=

U For AssociatdMembership

A SAFE, Stroke Alliance for Europeliig
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Plataforma de Organizacionesde Pacientes 94%
EPF ==

A Applied for: Full membership
A Recommendation from the Board: Full membership

http://www.plataformadepacientes.orqg/
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http://www.plataformadepacientes.org/

SAFE; Stroke Alliance for Europe e
EPF ==

A Applied for: Associate membership
A Recommendation from the Board: Associate membership

SAFE 7 Y\

Stroke Alliance For Europe

THE STROKE PATIENT ‘ (
VOICE IN EUROPE L 7
-

http://www.safestroke.eu/
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Membership Discontinuation JI0
EPF 'EEEE{’F“

Organisations

U Membershipresignation

A ECPR European Coalition of Positive People

A HOPAC Hungarian Osteoporosis Patient Association

U Membershipdiscontinuation

A PE.Pso.POE European Forum for Psoriasis Patient's Associations
iIn Europe

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Membership Discontinuation

e C i European Coalition of
european coalition P OSItive People ECPP

positive people

A Asked for: Membership Resignation

A Recommendation from the Board: Accept their
resignation

http://www.ecpp.co.uk/
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http://www.ecpp.co.uk/

Membership Discontinuation

European
Patients
Forum

HOPAz Hungarian Osteoporosis Patient Association

> OSTEOPOROSIS BETEGEK
MAGYARORSZAGI
EGYESULETE

A Asked for: Membership Resignation

A Recommendation from the Board: Accept their
resignation

http://www.obme.hu/
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Membership Discontinuation
e EPF E:Ee"ein

European Forum for Psoriasis Patient's
Associations in Europe PE.Pso.POF

A Current Status: Full Member

A Current Situation: Not active

A Recommendation from the Board: DiscontinRE.Pso.POF
Membership
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8.2. APPROVAL OF NEW MEMBERSHIP
REQUESTS

14/04/18

EPF Annual General Meeting @eupatientsforum

E£E A STRONG PATIENTS’ VOICE TO
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8.3. TRANSPARENCY GUIDELINES

Camille Bullot
EPF Director of Operations &Engagement

14/04/18

EPF Annual General Meeting @ ontsf
eupatlents orum
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Scope and Objectives JI0
EPF EEEE%?”

Ab2dG I aoftrkYS yR &Kl vysSe: Wy
supporting and guiding patient
2NHI yAAlFO0A2YQa STTF2NI A

A Developing a common understanding of '
what constitutes an ethically sound
patient organisation

To reflect on the accountability of patient
organisations, and how to demonstrate it

To ensure the highest possible standards
for our own network

To increase the level of trust from other
stakeholders

A learning process for us too!

Do Po Do Do
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Transparencyz beyond funding I
EPF =

Membership

Finances and

Cooperation
Transparenc
Advocacy P y with Funding

Partners

Governance

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Membership z the key to your legitimacy ® o
EPF

A Who can join you? Membership criteria

A Application process C
I Who reviews the applications?
I Objectivity, publicity, transparency,
communications around the process \
A Monitoring compliance over time
I Dealing with inactive members?

A Membership consultations and
Involvement

I How much involvement is enough
Involvement

I The importance of providing feedback?

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Governance ;‘4%

e EPF Forum
Positive, transparent, effective, accountable
A Your Governing bodies: a lively assembly, more than a
structure on paper!
A Board (your ambassadorssetting the example

- — _ — . .
% z % b # § f
Y TR T A ,,
\ e “ A 1 ¥ y
R v ; ;
D T e ey oA /

Knowledge of the
patient community +
- Vision

Expertise

e

M \
.*'M i il

j
aﬂu Hl aba dadhid
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Governance UIC
EPF *EEEE{’:@“

Positive, transparent, effective, accountable

Describe processes and leave no room to ambiguity
A Elections processes
A Board rotation policy

Ask yourself questions

A What happens in case of cessation of
appointment?

A Board members should be different from paid staff
A Do you have a conflict of interest policy?
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Finances and fundraising

AKA the burning issue

A There is very little guidance
Aalyeé adzyalLl2z{iSyé¢ N
A A question of public perception

A Transparency of your purpose:
what are you fundraising for?

e B e
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Finances and fundraising R
EPF &

A Take a minute to think of what the benefits for Unrestricted funding
the funding partners are (no strings attached)

ALGQa y2i0 It tcArGoRadzi olRKdS

relationship, common goals, and assumed

good intent S ) Independence
AcCKAY]l ONBIOGAGStE o0AlQ:z I 0
A Trust your worth:you are bringing something

to the table No single company
A Set up a framework for cooperatiofcode of funding

conduct)
A Make your finances public and intelligible!

Transparency
(publicity)
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Finances and fundraising

you are not
comfortable

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Advocacy K
EPF EEEE%?”

Your reputation is your currency

A We all do advocacyRepresenting the interests
of a patient community is advocacy

ALGQE Fo2dzi Y2NB (0Kl Yy
makers!

Tips:

A Develop a conflict of interest policy

A Register on the EU Transparency Register

A Say what you do (publish your position papers)
A Say whom you meet: publish your meetings
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Communications VL0
EPF *EEEE%?”

A
A
A
A
A
A

Gal {Ay3 @ArarotsS Fff 2F GKS
aL¥ AUQa y20 2y e2d2NJ S04
KARAY3I az2YSuKAyYy3eE
Determine what level of publicity you need

for which action;

Communicate on figures, but also on

Impact!

Choose the right tool (websi}e,Aa,nnual

report, iIrfLISNR 2Y YSSUAYy3IaovX
Transparency is a lot about communicating
what you do anyway.
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Key messages and main learnings e
EPF ==

A Transparency is not only about funding
A Working on transparency is good for you!

I Increased visibility, Increased credibility

I Better governancelRReputation
management

LT &2dz R2y Qi KI @S i

Aa tA1Ste G2 0S aO02yadAd d 6AGK & 2dz
YSYOSNAKALJE

A The values of your organisation are at

least as important as the policies

themselves
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9. BOARD ELECTIONS

Elena Balestra
EPF Membership & Capacity Building Officer

14/04/18

EPF Annual General Meeting @eupatientsforum
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Candidates to the Board

Applications

A Elisabeth KasilingamEuropean Multiple Sclerosis
Platform (EMSP)

A MercedesMaderueloLabradorc Spanish Patient Forum
A MarzenaNelkenc Federation of Polish Patients (FPP)
A CorOosterwijkc Eurordis

A Michal Ratag; European Alliance of Muscular Disease
Associations (EAMDA)

A Gabriela TanasarEuropean Network of E¥sers and
Survivors of Psychiatry (ENUSP)
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COFFEE
BREAK

14/04/18

EPF Annual General Meeting @eupatientsforum
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10. PRESENTATION AND APPROVAL
OF EPF WORK PLAN 2018

Kaisa Immonen
EPF Director of Policy

Valentina Strammiello
EPF Programme Manager

14/04/18

EPF Annual General Meeting @eupatientsforum
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Three thematic objectives, three pillars of work &

European
Patients
Forum

Projects: Capacity
Collecting Building
evidence Programme

Policy &
Advocacy

Patient
involvement &
Empowerment

Sustainable
Healthcare

Systems for all

Effective
Research &
Regulatory
Framework

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



#1 Patient Involve
Empowermer



Strengthening the patient community IC
EPF 2\
Capacitybuilding module on empowering leadership and
positive governance

A 24 participants

Aho2SOUADSY G2 aUdNBY3IUKSY LI GASYI
leadership skills and consequently enabling positive governance in their
organisation

First faceto-face module

Brastislava 2627 May '
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Preparing the next generation of Advocates

Ptt
Forum

A Youth Groupjoint awareness campaign
on nondiscrimination in access to
healthcare, the work place and
education

A Second edition of the Summer Training
Course for Young Patient Advocates
I Vienna, 14 July 2018 l
I 40 partmpants \f! \f! < ﬂ. )T
I 23 countries
I Focus on inclusion & nedliscrimination " " "
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PARADIGM ”
EPF &

A 34 partners

A IMI project (‘O PARADIGM

A 9 mIIIIOn over 2,5 years , Patients Active in Research and Dialogues
. . for an Improved Generation of Medicines
A Obijectives:

I Sustainability of patient engagement
i Delivering tools and practices ;g;
I Delivering metrics for impact K

Research and l Design of

[ 3=, priority setting clinical trials
Focus areas

|

/5« Early dialogues with
@ regulators and HTA bodies
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Making patient involvement a reality ¥
EPF =&

PARADIGM & EUPAZ ITwo complementary projects

IR g  ocus: Medicines R&D
patient engagement

) T AOAAOET ¢ DA

to play their legitimate role

EUPATI
4s) PARADIGM on herspastic movaton”
EUPAT! education and training to
PARADIGM providing a increase the capacity and capability
unique framework that patients to understand and contribu
enables structured, effective, to medicines R&D and also improve
meaningful, ethical, the availability of objective, reliable,
innovative, and sustainable patient-friendly information for the
patient engagemen(PE) public.
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EPF Elections Campaign 2019
e EPF E:Ee"ein

A Complementarity with #EU4HEALTH Campaign

I #EU4AHEALTH Campaign: Making sure health is a priority |
the EU posk020

I 2019 Elections campaign: making sure patients play a role
within healthrelated policies pos2020

Step 1z defining Step 2- Collecting stories Step 3z Targeted
our priorities advocacy

PRIOR!TIES
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European

Patient involvement

| E P F Forum

3AO0O0ET ¢ OEA 0OOAe¢lkramEewak féb M&adirgfulf
Patient Involvement

A Mappingthe state of the artc collecting
Initiatives of patient involvement in
different parts of healthcare

A PatientrightscRNJ Fd LI LISNJ F2NJ YSYO S
feedback

In our project portfolio:
A COMPAFEU:ranking effective self
management interventiong & LJF G A S I

LINA2NAGASaE G aj

it
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Health Literacy as an enabler of PE JI0
EPF ==

Building Vaccines confidence in the patient community

Obijective,
Testimonials evidencebased
research

+ A pilot workshop

A Pilot Project

A Obijective: Understanding and countering vaccine hesitancy
A First step: EPF surveTILL OPEN UNTIL 16 APRIL!

A Evidencebased, needsriented information tools
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H#H2 Sustalnable F
for all



Universal Access to Healthcare

The Roadmap as a compass!

Promotion of the Roadmap and
awareness raising of the UN SDGs

NewEPF Working Group on Universal :8
Access to Care (2 meetings) ¢ q '

A
A
A Cooperation with the Patient Access
A

3
L |
5

o

Partnership (PACT)

Focus on Access to medicines and

their affordability¢ update of9 t C Qa

LI LISNJ dt NA Q20463 I v R
A Information on generic and biosimilar

medicines
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European

Social Inclusion and Nosliscrimination

e EPF Forum
Advocacy to end discrimination and stigma & promote

PAOEAT OO6 OECEOO AT A EIT Al OOE]

diseases in healthcare, employment, education and society

Activities

At NPY2UGA2Y 2F 9t CQa NBOZ2ZYYSYRLE
materials on equal treatment and inclusion in
the workplace(also throughout CHRODIS+)

A Cooperation with the EU Fundamental F
Agency

A Strengtheningllianceawith NGOs
representing groups vulnerable to social

exclusion 1 y & ‘*’ K
A Implementation of the European Pillar OQ é;k.'. " B

Social Rights and relevant initiatives
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Health System Performance

uropean
atients
S oru

Patient Safety, Quality and Patieatenteredness

A Contribution to theOECPaR|$hitiative on
Indicators¢ PROMs and PREMs (PRIMSs)

A Ensuring patiententredness Y R G ¢ K |
YFOOGSNEE (2 LI GASY(ad
healthcare quality;

A Dialogue with our members on what
O2yauAddzi S aKAIKkf 2 _ &=
G policy brief L e o | g

A Engaging with WHO Europe on health syst = _%
strengthening N
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European

Digital Health & Health data

S E P F Forum

For patientcentred digital healthcare solutions & services

A Definingd t CQa & ind\datier$ 3 &
O2YYdzyAlléeQa OGAraAirzy F2NJ RAIAG

A Informing youabout digital health and
health data: development of info resources

A ldentifying principlesfor patientcentred
digital health

A New!Working group on digital health
and health data
A EPF patient survey
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#3 Contributin:
effective resear
regulatory frams



Health Technology Assessment

E P F Patients
T Forum

Feeding the patient perspective to EU legislative proposal

Advocacy:
A Consultation with EPF membersigjpintil

27 April+ liaison with EU policymakers —
A Cooperation with the HTA Network —

Stakeholder pool
A Cooperation withHTAI

In our project portfolio:

EUNetHTAoint Action 3: focus on early eun ethta
dialogues, governance,#gse and national e
uptake of assessments
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European

Other EU regulation

S E P F Forum

Focus on information, monitoring, patient perspective

Crossborder healthcare
A Next COM report on implementation due October 2018

A Engage with patient organisations in Member States to get
their perceptions

Medical devices

A Layfriendly information

aSRAOAYSA al FSiézxr LKI
A via engagement with EMA

Paediatric Regulation

A Watching brief on developments EUROPEAN MEDICINES AGENCY

A3 A
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And

a



Other challenges

A Sustainability of EPF 202921

A Preparing the Constitutional
reform 2019

A Cooperation with our key allies:

WHO, OECD, EMA, ECDC, HCP

2 N,

FyYAAFGARZYAS

A Improving our internal and
external communications further
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FINANCES
Budget 2018

RaduGanescu
EPF Treasurer

14/04/18

EPF Annual General Meeting @ ontsf
eupatlents orum

E£E A STRONG PATIENTS’ VOICE TO

DRIVE BETTER HEALTH IN EUROPE §§



EPF Budget 20180verview

E P F Patients
e Forum

|EXPENDITURES I
Cost category TOTAL as % (::;::om“:n? = I;::Igt:asmurlll:mg Prtfv:r::l“rrre P:rr(g:::lcito De:erlooj:r:ent
Personnel costs € 1,099,527 55% € 436,991 | € 179,870 | € 129,979 | € 274,412 | £ 78,274
lAdministrative Costs 3 205,231 10%) £ 52,479 | € 35,974 | € 18,255 | € 82,867 | € 15,655
Operations € 598,121 30% € 176,961 | € 189,041 | € 101,512 | € 119,600 | € 11,007
Subcontracting € 45,400 2% 3 - (3 26,400 | £ 19,000 | € - £ -
Other costs € 9,968 0% € 9,968 | € - 3 - € - € -
Losses € = 0%) | € = € = £ - £ - 3 -
Provision for potential losses and cashflow £ 44,468 2% £ 44 468 | £ - £ - £ - £ -
Reimbursement to donors £ - 0% | € = € - 3 - £ - £ -

TOTAL 2018 € 2,002,714 € 720,868 € 431,285 € 268746 € 476879 € 104,936

I INCOME I
Cost category TOTAL as % Operations & Capacity Building EUPATI Projec_t Project
Engagement Programme Programme Portfolio Development

Public funds (European Commission) € 474,792 24% £ - € - £ - £ 474792 | £ -

Membership fees € 15,000 1%) € 10,000 | € 5,000

Private funds € 1,454,363 73% £ 652,309 | £ 426,285 | £ 268,746 | £ 2,087 | € 104,936
Unrestricted Sponsorship € 1,201,501 £ 652,309 | € 426,285 | £ 15,883 | £ 2,087 | € 104,936
Cash contribution EUPAT] € 252,863 £ - 3 - £ 252,863 | £ - 3 -

Foundations £ = 0%|

Reimbursement from third parties € - 0%

Contributions from ather organisations £ = 0%

Redistribution from other lines £ - 0%

|carry over from 2017 [l s8559] 3% | € 58,559 | | | | |

TOTAL 2018 € 2,002,714 € 720,868 € 431,285 € 268,746 € 476879 € 104,936

[s % of total budget | | 100%] | 36.0% 21.5% 13.4% 23.8% 5.2%]
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EPF Income 2018
T E P F EEEE%?
Income 2018
EUPAT] Public funds
13% (European

Commission)
24%

Membership fees
1%

Private funds
62%
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Expenditures 2018

European
Patients
Forum

104,936.0Q

m Operations & Engagement = Capacity-Building Programme
= EUPATI m Projects

m Project development

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Expenditures 201& Core operations

European
E F Patients
Forum
Elections campaign 201

104,936.00 :/r\}ceEtirYes 12%
orkshop

2%

—

Operation
s (AGM,
Policy
work,
Youth
meetings
X0
86%

m Operations & Engagement = Capacity-Building Programme
= EUPATI m Projects

m Project development
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Expenditures 201& Capacitybuilding

European
Patients
Forum

104,936.0Q Summer European
Training fpr H?a'th Coordination
Young Patien Parliament
12%
S Advocates
20%
European
Nutrition errT]nO(z)l\J/\I/eer?:
initiative powering
— 50 leadership
24%
Vaccines
literacy Paii
16% atient Digital health

Advocacy
Seminar
16%

6%

m Operations & Engagement = Capacity-Building Programme
= EUPATI m Projects

m Project development
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Expenditures 201& Project portfolio JI0
EPF EEEE%?”

EFO EUPA| | EUNetHT/
104,936.00 2% JA3 Chrodis 4 | PROSTE
EHDEN 1% 6% 3%

1%

— , PREFE
3%
ComparEL
21%

PARADIGN
63%

m Operations & Engagement = Capacity-Building Programme
= EUPATI m Projects
m Project development
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2018 Expenditures by type
e E P F EEEE%?

Subcontracting

Costs relating to 2

operations (running :

of events, meetings,

impelmentation of
the CBP, etc)

31%

Personnel costs
56%

Administrative costs
11%
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11. POLITICAL AND FUNDING
STRATEGY TO ENSURE
EPFSUSTAINABILITY

Nicola Bedlington
EPF Secretary General

Marco Greco
EPF President

14/04/18

EPF Annual General Meeting @eupatientsforum
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EPF Income 2017 vs 2018

European
Patients
Forum

Membership Interest and
fees other income '
ce o CUPA Plébllc funds
13% ( uropean
Commission

24%

Funding from

the private Membership
sector Funding from e fees
44% the public 1%
sector
54%
Funding
from the
private
2017 sector62% 2018
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Evolution of iIncome 2012018

E P F Patients
T Forum

2,500,000.00

2,000,000.00

1,500,000.00

1,000,000.00

500,000.00

European

~ e —— g

2011 2012 2013 2014 2015 2016 2017 2018
(projection)

—e—Public funding =—e=Private funding =e—Foundations

—e—Membership fees-e=Other (interest) —e—Total Income
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No operating Grant- Repercussions JI0

European
Patients
Forum

Extremely difficult few months , but
AQtC gAftt WONARISQ HAamMy TFAYL

Cost savings internally
Streamlining our work plagdelivering quality with fewer resources
New ventures

A Workshop on incentives, Vaccines Project, Nutrition Initiative, etc.
Intense work with current and new sponser35+ companies, TA
Overheads from major projects such as PARADIGM

Ongoing political work with the Commission, European Parliament to
find a solution for 2019 and beyond , but NO reliance on this

A Balance between public and corporate funding no longer
there

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Political context z EPF yet stronger e
EPF EEE"’%?

A Uncertainty re. future of health collaboration post
2020¢ our positioning in (celeading the campaigr
convening the players;

A Despite no core fundingtill seen as THE

Interlocutor with the Commission on crossutting
patient/ health issues;

A Increased profile as @sponsible public health
NGOl a ¢Sff Ia GKS LI GAFC

A EPF as a paBuropean organisatiort new
relationships with WHO Europe, sister organisati

A New opportunitiesc leading the discoursand
providing the solutions on patient involvement in
health systemg creating a framework.
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Sustainability Strategy
———— EPF E:Ee"ein
Discussed and agreed by EPF Board December 2017

A Industry Roundtable in June 2018;

A Additional fundraising expertise building on our existing
knowledge base;

A Several prospective EU funded projects in the pipeditiek
with our Strategic Plan and values;

A Own Congress 20X9platform for visibility and income
generating;

A Ongoing advocacy work with the EU Institutieasso in the
context of the next EU Programming Period.
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12. PREPARATION FOR UPCOMING
CONSTITUTIONAL CHANGE:

EPF AND WIDER EUROPE

Nicola Bedlington
EPF Secretary General

Marco Greco
EPF President

14/04/18

EPF Annual General Meeting @eupatientsforum
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EPF and wider Europe

uropean
atients
| oru

A Mandate to examine this (AGM 2017)

A Document circulated with AGM 2018 preads

I Productive discussions with IAPO in August and
FINBSYSYld F2NJ 9t C G2 62N]
O2dzy I NA SaQ

I Confirmed interest from WH®&urope to support process
(Memorandum of Understanding, Mapping of
neighbourhood countries through national WHO offices )
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European
Patients
Forum

EFTA (Iceland, Liechtenstein, Norway and Switzerland)

Geographic area

UK EU East Neighbourhood
(post Brexit) Countries: Belarus,Ukraine,
Georgia, Moldova,
Azerbaijan, Armenia

Western Balkans: Montenegro,
Serbia, Albania, Bosnia and
Herzegovina, Kosovo
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