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* Naturalized Swiss citizen from U.S. living in Geneva for 19 years.

* Master of Business Administration from Tuck @Dartmouth
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* Technical Collaboration Coordinator and in-house content Editor
for the Council for International Organizations of Medical
Sciences (CIOMS).

* Diverse positions & consultancies with WHO and non-
governmental organizations in the field of global health public-
private partnerships to meet LMIC needs.
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DNA-based test can spot cancer recurrence a
year before conventional scans
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‘Liquid biopsy’ diagnosed cancer recurrence up to a year before CT scans are able
to in major lung cancer trial, and could buy crucial time for doctors
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Santé personnalisée: espoirs et
enjeux

Les techniques de séquencage du patrimoine
génétique de chacun, de moins en moins colteuses,




Nouveaux traitements chers vs

THE FIRST

la préevention ?

Note: le Centre de Recherche sur le Cancer de TOMS
a Lyon: “IARC works amid a maelstrom of lobbying,
advocacy, and vested interests, often indirect and
difficult to uncover.” IARC the first 50 years, p.245

“...primary prevention of cancer has stumbled from
the very beginning because of the interference of
powerful economic interests...” IARC, op. cit, p.143.
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“You have to learn about thousands of diseases, but
I only have to focus on fixing what’s wrong with ME!
Now which one of us do you think is the expert?”
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Pays avec e-Health
en 2017 Pays sans

Partout:
» Estonie
» Suéde

Larges nombres:
» Pays-Bas

* Angleterre
 Danemark

« Canada

» Etats-Unis

» Australie
e...autres




ﬂ“ t EUPATI
European Patients‘ Academy
on Therapeutic Innovation

www.eupati.eu

« La plateforme de patients EUPATI Suisse

 EUPATI est une academie européenne de patients pour
I'innovation thérapeutique, qui gere des plateformes
regionales dans difféerents pays.

* Informer les patients sur les nouveaux traitements et
options therapeutiques et de les impliquer activement
dans la recherche et le développement de nouveaux
medicaments.



Select your language: English

European Patients Academy
on Therapeutic Innovation

The Ato Z of how
medicines
are developed

For patients and citizens by patients and citizens

Search our library of patient focused educational material

For example: How are drugs made?

www.eupati.eu



Practical “Roadmap” on patient involvement in R&D

Protocol Informed Consent I l Study reporting
Trial steering committee

Setting

research ‘ Health Technology

priorities: Patient Info Assessment

| Leaflet Investigators Meeting

Research Research design

priorities and Planning

]
| Design of Protocol I Practical Data Monitoring Committee
considerations

Post-study
communication

Fundraising
for research Information to
4 trial participants
| Ethics Review

Level of ’ th d:
L LR Source: Geissler, Ryll, Leto, Uhlenhopp

L_hgh__J|_medum J EPALCO/EUPATI (2015, unpublished)




ﬂ www.careum.ch/coss-study

Self-management program for breast cancer survivors
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Funding: Swiss Cancer Research

You are here: Research > Patient education > Projekte > COSS-Study

Co-creating and testing the effectiveness of
an integrated peer-to-peer Self-

Contact

management program for breast cancer Centre of Competence for

. . Patient Education
Survivors: A pilot study (COSS) Coreum Research

Pestalozzistrasse 3

Current European and Swiss health policy emphasizes the relevance of supporting self- CH-8032 Zurich
management as a means to improve health literacy, delivery of care and quality of life for people T +41 43 222 64 00
living with chronic illness. The Swiss national strategy against cancer 2014-2017 also defined the F +41 432225005
necessity to foster patient expertise and defined the development of self-management programs E-Mail

of cancer patients as one of their strategic priorities. Kalaidos University
‘ of Applied Sciences
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Prof. Manuela Eicher' (PI) Institute of Higher Education and Research in Healthcare, University of
Dr. Jorg Haslbeck? (Co-Pl) Lausanne and University Hospital of Lausanne.

Dr. phil. Karin Ribi? 2Careum Stiftung, Kompetenzzentrum Patientenbildung, Ziirich.

Dr. phil. _Corinne Urech* 3International Breast Cancer Study Group (IBCSG), Bern.

Ms. Karin Holm® 4Frauenklinik, Universitatsspital Basel.

SPatient Advocates for Cancer Research and Treatment (Association
PACRT), Genéve.




Christine Bienvenu
epatientesuisse.wordpress.com

| ePatiente spécialiste en médias sociaux, communautés de
patients et santé digitale

« Création de la plateforme Seinplement Romand(e)s

« Speaker a Doctors 2.0 & You, Paris et divers autres
conférences sante digitale

« Formation au personnel de la Policlinique Médicale
Universitaire PMU de Lausanne

* Enseignement de la culture ePatient et sante digitale aux
etudiants Bachelor en pharmacie, le personnel medical et
les patients aux HUG, Geneve.



Impliquons les Patients! (Christine I'a traduit en frang¢ais) un manuel
clair et concis proposant des actions concretes pour un partenariat
éclaire, proactif et empowered entre le patient et les professionnels de
la sante écrit par le plus connu ePatient Dave de Bronkart.

Version originale anglaise imprimé et version francophone ebook from
Amazon.com or amazon.fr
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how doctors, nurses,
can partner
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INTRODUCTION BY ERIC J. TOPOL, M.D. .
INTRODUCTION ECRITE PAR ERIC J. TOPOL, MD



Mitchell et al Research involvement and Engagement (2015) 1:4 RESEARCH INVOLVEMENT
AND ENGAGEMENT

REVIEW ARTICLE Open Access

Biobanking from the patient perspective @
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Derick Mitchell'”, Jan Geissler™, Alison Parry-Jones®, Hans Keulen®, Doris C. Schmitt®, Rosaria Vavassori’ =~
. n

and Balwir Matharoo-Ball'®
* Correspondence: e
dmitcheligipnd eu Plain English summary
EU Joint . . . i , . .
Programme—Neurodegenerative Biobanks are collections of donations of biological material .(DNA, cells, tissue
Disease Research (JPND), 1st floor, etc.) and related data which are very valuable for research into human
Liffey T;'S‘ Bt‘?“"?-d:;-uﬂ Upper diseases. A variety of biobanks exist for example within hospitals, research
Sheriff Sz, Dublin, Ir . B, . . . . .
Full list of author information is institutes, phgrmacgutucgl companies and patient organisations. The role of
available at the end of the article patients in biobanking is changing from being seen simply as donors, to

actual collaborators in the design, development and the running of biobanks.
In this article, we provide a number of examples of patients acting as partners
at the heart of biobanking, where their voice and perspective is being seen
and used as a valuable resource for the biobank. Our aim is that these
examples can be used by those who work with patients in biobank-based
research, to design future strategies for patient and public involvement in all
biobanks.

Abstract
Biobanks and biobanking research plays an increasingly important role in
healthcare research and delivery as health systems become more patient-
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Les Points a Retenir

. Savoir c’est pouvaoir.

. La santé personnalisée peuvent nous aider.

. Il faut que nous nous informons et demandons.

. On a besoin d’'un dossier électronique du
patient comme on a besoin d'un compte
bancaire.

5. Il serait logique en Suisse! Impliquons-nous!
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Merci pour votre attention!

Karin Holm
www.pacrt.org




