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A Cochair of the Patients and Consumers Working Party at the European Medicines
Agency

A Member of The BMJ Patient Panel (personal capacity)

A Member of ICHOM working group on general adult health, patient representative
(personal capacity)

A No personal interests to declare @KaisaBxI

A EPF receives funding from a variety of sources, including the pharmaceutical industry.
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website: http://www.eu -patient.eu/AboutEPF/Transparency/
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What is EPF?

I Est. 2003

I Independent NGO EPF ishe collective, influential patient voice in European health and

i CrossRA &SIl asS dzy o NIelated polici#s énd 8 grivirng force to advance patient empowermen
organisation and patient access in Europe

I 74 member organisations

I Focus: Elevel policy, projects,
processes

Patients
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Reportof a 2016 survey conducted by EI
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http://www.eu-patient.eu/globalassets/policy/quality-of-care/quality-survey-report.pdf
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Other aspects identified by patients not covered by WHO or EXPH

The human face Communication and dialogue Improvement and learning culture

 Being cared for as a whole, as a person with * Medical professionals communicate their reasoning and ) .
* Learns from the past to see if anything could be done

context, not being treated as a diagnosis or a make patients understand; shared decision-making as i ) - .
; . . . . _— ) better for other patients; involves patients in feedback
number, attention paid to psycho-social, mental and standard practice; checking patient’s understanding of )
. . . . . . and improvement loop
family aspects of illness together with physical what has been discussed and agreed, and a meaningful
aspects. informed decision by patient; enough time to talk and
» Empathy - professionals are able to put themselves reflect
in the patient’s shoes + |nformation to complement person-to-person

encounter, provided in patient/lay-friendly language,
format, presentation and easily accessible when you

need it.

Enabling and preventative Integrated and co-ordinated Trust and respect

# (Guides the patient and minimises hassle with * Understanding patient’s situation, impact of the disease | » Feeling that if one is in competent hands; relationship
bureaucracy; being helped in a way that you and social circumstances of trust with the professionals involved in your care
yourself are actively involved; being accepted and * Having the same doctorf/other HCP who knows your | * Being listened to and taken seriously; respect for the
welcomed as equal partner; family involvement history; knowing who is responsible for you patient’s choices; belief in patient’s observations; taking
especially if patient is in a vulnerable position s Multi-disciplinary teams organised around patient's patient seriously.

# Having enough and the right support for effective [family’s needs, taking a halistic approach, i.e. also non-
self-care medical needs

*  Aiming to prevent further suffering and
exacerbations

http://www.eu -patient.eu/globalassets/policy/qualitef-
care/eptpositionpaperon-quality-201 7-final-version.pdf
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Human aspects are at the core of what is important to patients

A Being cared for as a person, not a diagnosis or
number

A Being treated with empathy, kindness and
respect
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emotional social, mental and family aspects of
lliness as well as physical ones
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www.eu-patient.eu/globalassets/policy/qualityf-care/quality:surveyreport.pdf
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