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Mission and Vision of EPF

European Patients’ Forum:

* umbrella organisation

e active since 2003

65 member organisations

9 Our Mission!

* “To ensure that the patient community
drives health policies and programmes
that are adapted for their final users,
patients.”
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A Definition of Patient Empowerment

bt A multi-dimensional process that helps people gain control over
their own lives and increases the capacity of people to act on issues
that they themselves define as important . 1]

Luttrell et al. (2009), Understanding and operationalising empowerment. Overseas Development Institute working
paper.

Three levels:

- Micro (individual patient) ]_ -

* Meso (organisational level) }
* Macro (policy level)

WWW.CHRODIS.EU

HRODIS




Individual and Community Empowerment

Community
empowerment

Degree in sucess
> in gaining control o Health

overresourses

gmﬁpowerment
eficit .
Collective
political +
acy social action

Model of the critical components of community emgoment and the process by which it
may be achieved (Rissel, 1994, s 43)

WWW.CHRODIS.EU @HRQ DIS




(Dis)empowerment is a major issue

Burden of chronic disease

Impacts of illness: physical,
psychological, emaotional, social,

financial ...

Health system difficult to navigate:

patients often feel disempowered in

their interactions with “the system”

— having to fight to get what they

need |
@CHRODIS

ADORESSING CHRONIC DISEASES & HEALTHY AGEING ACROSS THE UIFE CYCLE



(Dis)empowerment: contributing factors

* Micro level :

— Lack of communication between patient and healthcare professional
 Meso level :

— Care delivery processes and design of the environment
* Macro level :

— (Lack of) Information to patient

— Implementation of patients rights laws

— Opportunity for patients to participate in health policy

— (Lack of) Transparency of the system

WWW.CHRODIS.EU @ H RQ DIS




EU Policy challenge: Health systems

Do not meet
patients’ need

Financial
constraints

HEALTHCARE

t;f‘

""""

European
health
systems:

Sustainability
challenge

wsth LEss 4

______

Too 5|mpI|st|c
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EU Policy Context

EU Reflection
Process on
Chronic disease
management

WWW.CHRODIS.EU

Eurobarometer
study on “Patient
Involvement”

Mapping Study
(EMPATHiE)

Chronic disease

patients are more C
knowledgeable and

motivated to be

involved in their care
— also more critical of _/ \__

health system @HRQDIS




EU Policy Context

“Pockets” of empowerment in
existing EU regulations and soft
laws

Cross-border healthcare

Expert panel opinion on EU’s
future quality of care agenda
incl. EPF

Quality and Safety of
medicines

Medical devices

@CHRODIS

Case for further work at EU level to define

and measure it
WWW.CHRODIS.EU




Self-management: a networking approach

ENOPE — European
Network for Patient
Empowerment

An informal network of like-
minded organisations promoting
patient empowerment through

&—’ training for CDSMP trainers

evidence-based programmes = " ¢ . am .-@ .ll;
and innovative action
Good practice .
" S




Designing care around patient needs

pehe S "-Ac“aqii\*m
‘J‘AN“'S&‘—A%%
%ﬁe&}f%”i%m
Patient Experience # Involve patients
patient satisfaction throughout the

Expert surveys policy cycle

Patfernt =

Patient
involvement is
key to
developing

Involve POs at EPF: Value + model servlllces SO thhey
provider AND policy to facilitate patient really meet the

_ needs of (all)
level involvement patients




Patient-centred innovation

Co-design research/patient-centred clinical
trials, pricing and reimbursement

decisions... ‘
* Priority-setting for research
Better alignment of * Better quality research results
Innovation with real needs e Strengthened trust and acceptance of

WWW.CHRODIS.EU research H R_Q DIS




Patient involvement in regulation

Patients & Consumers’
DI S AT since 2005 Working Party (PCWP)
34 POs

Full members of MB, COMP,
PDCO, CAT and PRAC

O

"patient groups ... have
helped to provide valuable

insights”
Pilot phase: Observers at
CHMP
“Engaging with these Assesgment of_EPAR_s, PIL
stakeholders gives the safgty information, S(_:lentlflc
Agency and the public more advice, protocol assistance...
confidence and reassurance => Patients at all capacity levels
in its outcomes.™ => “Level the ground” support

- . PR system
* European medicines agency: Fifth report on theraction with patients' and O
WWW.CHRODIS.EU consumers' organisations (2011) published in 1%Baper 2012. I:I,R__, DIS
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Patient Involvement in HTA

WHY?
Because patients are concerned with the impact new health technologies have on

their lives
— 22
N Payers

* |nvolvement, Transparency, Accountability to trust

HTA

Wh.at do e More informed decision: Patients can tell how the
patients technology better fits into their daily lives

CELQERY . consideration of quality of life and extra-clinical

WWW.CHRODIS.E benefits @HRWO DIS
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WP Diabetes: a case study on strengthening health care  for people with chronic diseases.

An example of policy
action at European
level

the EPF Campaign on Patient Empowerment

WWW.CHRODIS.EU @WH RO DIS
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Campaign on Patient Empowerment 2

European
Patients
Forum

One-year patient-led campaign \.’
e Why? To promote a common understanding and
call for an EU strategy on Patient Empowerment
e Who? EU health Stakeholders & decision-makers

e When?
— May 2015: major launch conference

— November 2015: development of a Roadmap &
Charter to advocate at the EP

— June 2016: Exhibition at the European Parliament

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE



Campaign on Patient Empowerment

Forum

Campaign messages

e
L]

 EDUCATION ? —
 EXPERTISE l

EQUALITY f - '

EXPERIENCE l

ENGAGEMENT
— Patients prescribe E> for Better Health Systems!

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE




Campaign on Patient Empowerment 2

European
Patients
Forum

PATIENTS WITH CHRONIC CONDITIONS ARE OFTEN
REFERRED TO AS THE MOST UNDER-USED RESOURCE IN "
THE HEALTH SYSTEM WHILE PATIENT-CENTRED CARE

. S h OW yO u r Su p p O rt to th e Ca m pa ig n MODELS HAVE DEMONSTRATED BETTER QUALITY OF

CARE AS WELL AS POTENTIAL LONG-TERM

Want to get involved?

COST-EFFICIENCIES. TOO MANY PATIENTS ARE STILL
STRUGGLING TO GET THE SUPPORT THEY NEED TO
o S p re a d t h e W O rd I BECOME EQUAL PARTNERS IN CARE. TO MAKE REAL
. PROGRESS, WE NEED TO MAKE PATIENT EMPOWERMENT
A PRIORITY, STARTING WITH THE DEVELOPMENT OF AN

EU-WIDE STRATEGY AND ACTION PLAN ”

* S h a re go O d p ra Ct i Ce S EPF PRESIDENT, ANDERS OLAUSON

* Share your testimonial
o lEuropeanPatlentsForum

/eupatientsforum

WWWw.eu-patient.eu/campaign/PatientsprescribE/

A STRONG PATIENTS’ VOICE TO DRIVE BETTER HEALTH IN EUROPE




The Joint Action on Chronic Diseases and Promoting

Healthy Ageing across the Life Cycle (JA-CHRODIS)*

Co-funded by
the Health Programme
of the European Union

* This presentation arises from the Joint Action
addressing chronic diseases and healthy ageing across
the life cycle (JA-CHRODIS), which has received funding
from the European Union, under the framework of the
Health Programme (2008-2013).
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