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The Foundation’s programme of events for 2012 began with the fifth edition of the Josep Egozcue
Lectures, delivered by Thomas Murray who gave a lecture on the controversial subject of synthetic
biology, a field of research that encompasses such disparate activities as therapeutic applications,
electronic engineering and the creation of cells and protocells. This issue was the focus of public debate
two years ago, when media across the world reported the creation of “artificial life” in a research centre
inthe United States, which had created the first “synthetic cell”. Although the tone of this reporting was |
somewhat overstated, it set alarm bells ringing, and awakened bioethics institutes to the challenges of
the new biology. Psychologist and director of The Hastings Center, Thomas Murray, who was among
the contributors to a major report drawn up by the Presidential Commission in the United States,
visited the Foundation both to explain the content of the report and to set out his personal vision of the
best approach to the potential applications of synthetic biology. Murray’s lecture was followed by an
interesting debate that analysed the issues from the perspectives of science, law and the media. All of
these have something to say about the basic research and its possible applications, the need to apply
a cautionary principle to prevent inappropriate applications, and the requirement for an approach to
the reporting of scientific advances that is both rigorous and cautious.
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At the applied level, the Foundation sponsored a meeting of the European Forum for Good Clinical
Practice, a group that meets to discuss ongoing issues in clinical research, such as informed consent
in the light of new legislation on clinical trials. It is worth recalling that bioethics began to develop in
part as a response to poor practice in clinical trials, where there is a clear need for ethical principles
that respect the autonomy and integrity of patients. Although considerable progress has been made,
it is also important to monitor the misapplication of rules that are ineffective or which fail to meet the
objectives for which they were established.

Ethics and public health have been a focus of the Foundation’s attention for some years, reflected
in a series of publications with a practical focus, designed to support those who are eager to ensure
that the ethical aspects of public health are not ignored. It was as part of this area of activity that the
Foundation organized a course addressing three specific challenges: a) how to respond to pandemics
such as swine flu; b) how to deal with conflicts of interest, and; ¢) what ethical questions are raised by
so-called “functional” foods. The presentation of these issues was followed by a lively debate, and this |
is the focus of a publication due to be published shortly.

The Foundation’s final activity in 2012 was its regular course, organized jointly with the Menéndez
Pelayo International University Consortium in Barcelona, dedicated to the topic of “Ethical problems
and dementia”. The partnership between the University and the Foundation has addressed a range of
problems relating to the end of life. This year, the papers presented and the discussion that followed
focused on the situation of dementia patients, and how to approach death in light of the key role of
families, health professionals and residential centres in accompanying the patient.
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Summary One of the objectives of the Foundation since its creation has been to promote research in bioethics,
T;e' l;:zgsz:g: ' particularly among young members of the health professions. For this reason, each year the Foundation

Awarde a:gté\:::s: has awarded prizes and grants designed to help those who wish to explore in greater depth the
Publications | application of ethics in the fields of medicine and biomedical research. In 2012 the awards were
The F°“2?naa”n"0’;a‘:’:j';';z . expanded with the creation of a prize for senior high school students, to be awarded to the three best
Press review entries in this category.
Diary of Events 2013

We are confident thatthe activities of the Foundation will inspire anyone who understands that, whatever
their immediate cause, what makes our problems really significant is the fact that they have an ethical
dimension, related to fundamental principles and values that everyone endorses but which are not
always reflected in practice. It is our job to reflect upon and discuss this dimension, one which no
genuinely human approach can afford to ignore.

Victoria Camps
President

FUNDACIO VICTOR GRIFOLS I LUCAS
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Summary The aim of the Victor Grifols i Lucas Foundation is to promote the study and development of bioethics

Introduction P . .
The Foundation . Within the world of human health and the life sciences.

Activities
Awardi alr;ld G:?nts . Established in 1998, under the auspices of Grifols, a holding company dedicated to the hospital
The Founda‘iio:,cz,:ﬁ,r:z + pharmaceutical sector, the Foundation is an independent body which dedicates resources to inves-
F'IJ";';Z'?;;‘;S‘V‘ " tigating the ethical problems that arise among the diverse range of people working in the health sector.
Diary of Events 2013
The Foundation's goals are as follows:

«To promote research in specific areas of bioethics by awarding grants and prizes.

«Toorganize lectures and seminars which raise awareness of and explore the ethical issues constantly
raised by the life and medical sciences.

«To produce publications which disseminate the work of the Foundation.

«To be open to any activities which aim to explore the ethics of life.

The Fondation

FUNDACIO ViCTOR GRIFOLS I LUCAS


http://www.grifols.com/portal/en/grifols/home
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Board of Trustees

In 2012 the Board of Trustees of the Foundation welcomed Rafael Dal-Ré as a new member. The Board
currently has fourteen members, drawn from awide range of disciplines including philosophy, medicine,
teaching, research and the law, all of whom are recognized for their achievements in different areas of
bioethics research and investigation, providing a multidisciplinary basis for the Foundation’s activities. |

President: Victoria Camps
Professor of Moral Philosophy at the Autonomous University of Barcelona

Vice-president: Marc Antoni Broggi
Surgeon and President of the Bioethics Committee of Catalonia

Treasurer: Manuel Canivell
Doctor and former scientific director of Grifols, S.A.

Members:

Neal Ball
Founder and Honorary President of the American Refugee Committee and Member of the American
Committee of UNICEF

Ramon Bayés
Professor of Basic Psychology and Emeritus Professor at the Autonomous University of Barcelona
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Montserrat Busquets
Lecturer at the School of Nursing at the University of Barcelona

Ignacio Calero
Lawyer with Osborne Clarke S.L.P.

Xavier Carné
Head of the Clinical Pharmacology Service of the Hospital Clinic of Barcelona

Tomas Daga
Lawyer with Osborne Clarke S.L.P.

Rafael Dal-Ré
Scientific advisor of the Programme for Clinical Research at the Pasqual Maragall Foundation

Viadimir de Semir
Lecturer and Director of the Scientific Communication Research Centre of the Pompeu Fabra
University of Barcelona

Guillem Lépez i Casasnovas
Professor of Economics at the Pompeu Fabra University of Barcelona

Josep Maria Lozano
Lecturer at the ESADE Department of Social Sciences

Francesca Puigpelat
Professor of Legal Philosophy at the Autonomous University of Barcelona

Members of the Board of Trustees
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Summary Throughout 2012 the Foundation promoted a range of events and activities with the aim of generating

Introduction ; ; ; ; .
The Foundation | d€bate and discussion of issues related to bioethics.

— Activities
Awardisgﬁc(;?;nt: . bth Josep Egozcue Lectures
The Foundation online |
F:,";';Z'f;;ﬁ .~ The Foundation’s year opened with the 5th Josep Egozcue Lectures, which took place on 13 March. |
Diary of Events 2013 This year’s lectures were held independently of the Foundation’s awards ceremony, with the aim of
. creating a free-standing event at which experts could consider a current ethical issue in depth. This

year’s guest speaker was Thomas Murray, president of The Hastings Center of New York.

Murray gave a lecture entitled “Synthetic biology: ethics and public policy, interests and identities,”
followed by a panel discussion on the subject “Synthetic biology: science, ethics and communication.”

The participants were:

« Milagros Pérez Oliva, journalist specializing in health issues.

« Carlos Romeo Casabona, professor of Criminal Law at the University of the Basque Country and
director of the Chair in Law and the Human Genome.

« Luis Serrano, researcher at the Centre for Genome Regulation.

«Ricard V. Solé, lecturer and ICREA researcher at Pompeu Fabra University

Thomas Murray, president of The Hastings Center

FUNDACIO VICTOR GRIFOLS I LUCAS
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smmary | Tribute to Francesc Abel
Introduction

fhe E":c"t?;:gz On 8 June the Borja Institute for Bioethics organized an event in memory of Francesc Abel i Fabre, the

Awardi alr;ld G:{mts " founder of this organization and also a trustee of the Victor Grifols i Lucas Foundation. Francesc Abel
The Found;;io:,cz,:ﬁ,r:z . died on 31 December 2011, having dedicated over 35 years to the promotion of ethics in health. At the

F'P"rae';Z'f;a?v"V‘ ' tribute, sponsored by the Foundation, a book containing a selection of Abel's articles, Francesc Abeli |
Diary of Events 2013 1 la bioética, un llegat per a la vida, [Francesc Abel and bioethics: a legacy for life] co-published by the

Borja Institute and Proteus, was presented.

: Tributeito Francesc Abel

FUNDACIO ViCTOR GRIFOLS I LUCAS



03

ANNUAL REPORT 2012

Summary

Introduction

The Foundation

— Activities

Awards and Grants
Publications

The Foundation online

Financial data

Press review
Diary of Events 2013

FUNDACIO VICTOR GRIFOLS I LUCAS

Seminar: Ethics and public health

For the second year in a row, the Lazareto island in Mahon hosted the event “Ethics and Public Health”,
organized by the Foundation and the Spanish Society for Public Health and Health Administration. On
17 and 18 September, a number of experts met to discuss the handling of the swine flu pandemic,
conflicts of interest in public health, and functional foods.

Speakers:
» Macario Alemany, Lecturer in Legal Philosophy at the University of Alicante.

« Jordi Delclos, Lecturer at the Pompeu Fabra University and director of the Occupational and
Environmental Health Division at the University of Texas School of Public Health.

« David Larios, Vice-President of the Association of Experts in Health Law.

Coordinators:

« Andreu Segura, Director of the Office for the Interdepartmental Public Health Plan. Department of

Health of the Government of Catalonia.
« Andrea Buron, doctor with Parc de Salut Mar, Epidemiology and Evaluation Service.

« José Miguel Carrasco, Sociologist, specializing in Public Health.

Lazareto island in Mahon
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smmay | EFGCP Regional Conference
Introduction

The f°:c"t‘|’;tt'|22 " The European Forum for Good Clinical Practice (EFGCP), together with the Borja Institute for Bioethics

Awards and Grants | and the Victor Grifols i Lucas Foundation, organized the Regional Conference of the EFGCP 20120015 !
Publicati ‘ ‘
The Foundaliiolncﬁ,:ﬁ,r:: - and 16 October, with the title “Hot topics in clinical research”. The event focused on informed consent !

Financial data —and new clinical trial legislation.
Press review |

Diary of Events 2013 :
The speakers were:
« Joan-Albert Arndiz, Hospital Clinic de Barcelona.
« Cristina Avendafio-Sola, Hospital Puerta de Hierro, Madrid.
« Xavier Carné, Hospital Clinic de Barcelona and Victor Grifols i Lucas Foundation.
«Victoria Cusi, Hospital Sant Joan de Déu, Barcelona.
- Rafael Dal-Ré, Pasqual Maragall Foundation and Victor Grifols i Lucas Foundation.
« Hugh Davies, National Research Ethics Service, EFGCP, United Kingdom.
« Fernando de Andrés, Complutense University, Madrid.
« Nicky Dodsworth, Premier Research, EFGCP, United Kingdom.
« Pablo Ferrer, Borja Institute of Bioethics.
« Gerhard Fortwengel, University for Applied Sciences and Arts, Hanover, Germany.

« Stanimir Hasurdjiev, European Liver Patients Association (ELPA) & Bulgarian Patient Association,
Bulgaria.

FUNDACIO VICTOR GRIFOLS I LUCAS
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« Pilar Hereu, Clinical Pharmacology, Hospital Universitari de Bellvitge, Barcelona.

« César Hernandez, Spanish Medicines Agency.

« Esteban Herrero-Martinez, Association of the British Pharmaceutical Industry, United Kingdom.
«Ingrid Klingmann, Pharmaplex, EFGCP, Belgium.

« Deborah Mascalzoni, Institute of Genetic Medicine, Italy.

« Heike Mehrer, Freiburg, Germany.

« Coloma Moreno, Clinical Research Ethics Committee, Hospital Parc Tauli.

« Cari Pontes, Clinical Pharmacology, Hospital Parc Tauli.

» Haleema Shakur, Faculty of Epidemiology and Population Health, London School of Hygiene &

Tropical Medicine, United Kingdom.
« Ernst Singer, Ethics Committee, Medical University of Vienna, Austria.
« Nuria Terribas, Borja Institute of Biogthics.
« Rauha Tulkki-Wilke, CRF Health, Finland.

= -._IL:
EFGCP Regional Conference
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simmary | Course: Ethical problems and dementia
Introduction

The f°::t?\ztt'|22 The final event of the year was the course “Ethical problems and dementia”, organized by the Menéndez

Awards and Grants Pelayo International University Consortium (CUIMPB), Ernest Lluch Centre, and sponsored by the
Publicati : !
The Foundaliiolncﬁ,:ﬁ,r:: - Foundation. The course, which took place on 3 and 4 December, considered the role of carers and how !

F:‘rae';z'f;“,’;t‘; " 1o cope with the gradual loss of capacity that results from progressive dementias, taking the example

Diary of Events 2013+ Of Alzheimer’s disease.

The speakers were:
« Estrella Barceld, clinical pharmacologist, Poblenou Primary Care Centre.
» Mercé Boada, neurologist and medical director of the ACE Foundation.

« Francesc Borrell, general practitioner and lecturer at the Department of Clinical Sciences, School
of Medicine, University of Barcelona.

« Josep M. Bosch, general practitioner.
» Marc Antoni Broggi, President of the Bioethics Committee of Catalonia.
» Montserrat Busquets, lecturer at the School of Nursing, University of Barcelona.

«Pura Diaz-Vega, coordinator of “Etxean Ondo Residencias”, of the Planning and Care Models
Department, Fundacion Instituto Gerontoldgico Matia, Donostia

- German Diestre, doctor with the Psychogeriatric Unit, Albada Public Health Centre. Member of
professional ethics committee of Hospital Parc Tauli, Sabadell.

» Emmanuel Hirsch, director of Espace Ethique Assistance Publique-Hdpitaux, Paris.

FUNDACIO VICTOR GRIFOLS I LUCAS
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summary | *Astrid Lindstrom, consultant in social policy and social services.
Introduction
The Foundation | e Pilar Loncan, medical director of the Fundacion Santa Susanna, president of the Clinical Ethics
— Activities . . ,
Awards and Grants Committee at Valles Oriental Centre.

Publications
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« Francesc José Marfa, lawyer.
« Conxita Miralles, doctor, PADES Nord Pere Virgil.

«Marius Morlans, president of the professional ethics committee of the College of Doctors of
Barcelona.

» Margarida Pla, Dean of the School of Health Sciences at the University of Vic.

« Bernabé Robles, head of the Neurology Service, president of the Clinical Ethics Committee, Parc
Sanitari Sant Joan de Déu.

«Pilar Rodriguez, director of the Unitat Operativa Sociosanitaria de ['Associacio Benestar i
Desenvolupament.

« Begofia Roman, lecturer in Philosophy at the University of Barcelona.

Marc Antoni Broggi and Emmanuel Hirsch

FUNDACIO VICTOR GRIFOLS I LUCAS
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summary | Bioethics Award Ceremony
Introduction !
The F"::t?;tt'lzz Fach year the Foundation awards a research prize, a journalism prize, and four grants to support

— Awards and Grants research in bioethics, with the aim of promoting the study and dissemination of this discipline.
Publications

The Foundation online ! L . 1
Financial data | N€ bioethics award ceremony was held on 29 October at Pompeu Fabra University. The guest speaker

Diary UfPEr::rft;e;’;"; was Maria Blasco, doctor in Molecular Biology and Biochemistry and director of the National Centre
. for Cancer Research (CNIO), who gave a lecture titled “Telomeres as key modulators of ageing and
longevity”.

The Jury

There were 10 submissions for the research prize, 40 for the research grants, and 15 for the journalism
prize. The winning entrants were chosen by a jury consisting of;

« Salvador Alsius, Dean of Journalism Studies at Pompeu Fabra University.

» Margarita Boladeras, Professor of Moral Philosophy and Politics at the University of Barcelona and
chair of the jury.

« Jordi Cais, Professor of Sociology and Organization Analysis at the University of Barcelona.
« Marius Morlans, Member of the Ethics Committee of the Vall d’Hebron University Hospital.

« Francesca Puigpelat, Professor of Legal Philosophy at the Autonomous University of Barcelona.

Award Geremony

FUNDACIO VICTOR GRIFOLS I LUCAS
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Introduction

The F°:c"t‘|’;tt'|22 The Prize for Research in Bioethics, worth 6,000 euros, was won by Esther Farnés Amords, Lecturer

—Awards and Grants 1 in Givil Law at Pompeu Fabra University, for her study: Consentimiento a la reproduccion asistida.
Publications .. . . . . . . . P
The Foundation online | CIiSiS de pareja y disposicion de embriones. [Consent to assisted reproduction: Relationship

Financial data {  preakdown and the rights to embryos]
Press review |

Diary of Events 2013

sinmary | 14th Bioethics Research Prize

In it, the author analyses the contrasting criteria which have been used by the courts when resolving ==
conflicts over embryos in the context of relationship breakdown, and also considers whether there is
the option of an appeal to provide a legal response.

12th Journalism Prize

Journalist Monica Lopez Ferrado won the Journalism Prize, worth 3,000 euros, for her article La veritat
ajuda a morir [Truth helps the dying] published in the newspaper Araon 10 February 2011,

=]
In her article, Monica Lépez considered how to communicate with the terminally ill and how to share | Esther Farnds, winner of the research prize

information about their iliness at the end of life.

Monica Lopez Ferrado, winner of the journalism prize

FUNDACIO VICTOR GRIFOLS I LUCAS


http://www.fundaciongrifols.org/portal/en/2/8676/ctnt/dD14/_/_/7h9w/Esther-Farn%C3%B3s-Amor%C3%B3s-2012.html
http://www.fundaciongrifols.org/portal/en/2/8676/ctnt/dD14/_/_/7h9w/Esther-Farn%C3%B3s-Amor%C3%B3s-2012.html
http://www.fundaciongrifols.org/portal/en/2/8676/ctnt/dD14/_/_/7h9w/Esther-Farn%C3%B3s-Amor%C3%B3s-2012.html
http://www.fundaciongrifols.org/portal/en/2/9901/ctnt/dD14/_/_/7h9h/M%C3%B2nica-L%C3%B3pez-Ferrado-Ara-2012.html
http://www.fundaciongrifols.org/portal/en/2/9901/ctnt/dD14/_/_/7h9h/M%C3%B2nica-L%C3%B3pez-Ferrado-Ara-2012.html
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summary | 14th Research Grants
Introduction

The Foundation

Activities

— Awards and Grants :

Publications ; Rosa Maria Medina and Sandra Fernandez, of the Faculty of Medicine at the University of Granada,

The Foundation online | . " . . . . 1
Financial data :  WHo were awarded a grant for their work: “The relationship between medical teams, family and .

_ Pressreview . hatients in states if intersexuality. The Spanish situation.”
Diary of Events 2013

The grants to support research projects, worth 5,000 euros each, were awarded to:

Michelle Piperberg, of the Faculty of Philosophy at the University of Barcelona, who received a grant
for the study: “About the person. Approaching discussions about the end of life.”

The team led by German Diestre of the Centre Sociosanitari Albada, which was awarded a grant to |
support its study: “Implementation of advance planning of decisions at the Centre Sociosanitari
Albada: Qualitative study.”

Ivan Ortega and David Rodriguez Arias, of the Institute of Philosophy of Spain’s Higher Council for
Scientific Research (CSIC), who were awarded a grant for their study: “Organ Donation in Spanish
Emergency Ambulance Services (ODISEAS)”.

Prizewinners, grants and members of the Foundation

FUNDACIO ViCTOR GRIFOLS I LUCAS


http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7ewt/2012.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7ewt/2012.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7es9/2012.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7eui/2012.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7eui/2012.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7eu4/2012.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/7eu4/2012.html
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simmary | Completed research projects
Introduction
fhe F°::t‘|‘;tt'l‘;2 The authors of the projects which received grants last year presented their reports and conclusions in

—Awards and Grants  Qctober. Detalils of projects can be consulted on the website:
Publications

The Foundation online | , . . A . .
Financial data © Anna Rodriguez y Morera, of the Catalan Institute for Oncology in Girona, and Joaquin T. Limonero,

I f"Er::st;e;’;ﬁ"; of the Faculty of Psychology of the UAB, for the study: /nforming children and adolescents about
. advanced cancer in their parents.

Magi Farré Albaladejo and Astrid Hernandez of the IMIM Foundation for the study: Placebo information
in clinical trials and its influence on the decisions of participants. |

Marta Roca Escoda of the Institute of Law and Technology of the Autonomous University of Barcelona
for the study: Surrogate pregnancy.

Roser Marquet Palomer of the ICS EAP Canet de Marfor the study: The perception of confidentiality
among elderly people in rural areas.

FUNDACIO ViCTOR GRIFOLS I LUCAS


http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67rz/2011.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67rz/2011.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67uv/2011.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67uv/2011.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67uf/2011.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67u1/2011.html
http://www.fundaciongrifols.org/portal/en/2/9128/ctnt/dD14/_/_/67u1/2011.html
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simmay | New bioethics prizes for senior high school students
Introduction

fhe F°::t?;tt'lgz " In addition to the two bioethics prizes and four research grants, the Foundation will also be awarding

-Awardsand Grants . prizes for research in bioethics conducted by senior high school students. It is hoped that these
Publications , \ \ . \ ) L . . .
The Foundation online | Prizes will promote the inclusion of the ethical dimension in research in professional education from

F'P"rZ';Z'f;;‘;‘v"; - the outset. Prizes will be awarded to the three best research projects in biogthics completed during the

Diary of Events 2013+ academic year 2012—2013 in public and private secondary schools in Catalonia.

2012/2013

uuuuuuuu
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CGRIFOLS
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Titles published

The Foundation produces three collections of publications — Monographs, Reports and Ethical

Questions — in which it publishes documents and papers from the activities it organizes. All the
publications are offered free of charge to users, with the aim of helping disseminate an understanding
of bioethics. These can be downloaded as PDF files via the website, or ordered in printed form.

During 2012 the Foundation expanded its collection with the following titles:

Ethics in health institutions: the logic of care and the logic of management
This monograph reflects on the interaction between ethics and the main values of health institutions.

With the participation of Diego Gracia, Professor of the History of Medicine, and Manel Peird, director

of the Integrated Health Services Management programme at the ESADE, together with managers

and professionals from both medicine and nursing, the monograph analyses the logic of management

and the logic of care, with a particular focus on tensions, priorities and points of contact. Published in
Spanish and English.

Ethics in health
institutions:
the logic of care
and the logic

of management



http://www.fundaciongrifols.org/portal/en/2/7353/ctnt/dD10/_/_/6vqs/28-Ethics-in-health-institutions-the-logic-of-care-and-the-logic-of-management.html
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Summary Ethics and synthetic biology: four streams, three reports
Th;gﬂgg;ﬂg; * Thomas Murray, emeritus president of The Hastings Center in New York, was the guest speaker at the

pward Athivitif:S fifth edition of the Josep Egozcue Lectures, dedicated to synthetic biology. This report provides the full
War_ iﬁ{,‘.icai?;‘ni contents of Murray’s paper. It provides an overview of the discipline of synthetic biology and the main

The F°”'|;‘I’:;:1°c’:a‘:’;';':: . currents within it, before going on to consider the issues it raises, and analysing reports on the current |
~ Pressreview situation in the United States, Spain and Portugal. The report concludes with a consideration of the
Diary of Events 2013 1incinal concerns raised by the study and development of synthetic biology. Published in electronic

format in Catalan, Spanish and English.

FUNDACIO ViCTOR GRIFOLS I LUCAS
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Summary ‘ Translations
Introduction

e FO:;?\Z:ZZ Ethics and public health

Awards and Grants The Foundation has translated Etica y salud piblicainto English, and published it under the title Ethics
— Publicati : ‘
The Found;;io:,cz,:ﬁ,r:z . and public health. It considers specific issues from an ethical perspective, and seeks to develop

Fg‘rzgz'f;ai‘;v‘ " a general approach to the application of bioethics in public health. It concludes by putting forward

Diary of Events 2013+ proposals for the design of a programme of training activities.

Ethics and
public health

FUNDACIO ViCTOR GRIFOLS I LUCAS


http://www.fundaciongrifols.org/portal/en/2/7353/ctnt/dD10/_/_/6o03/27-Ethics-and-public-health.html
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Website

The Foundation’s website is the main channel of communication with users. Throughout 2012 the
website continued to offer up-to-date information about all of the Foundation’s activities and initiatives.
This year it recorded an average of 1200 visits per month. The most frequently viewed sections were
activities, grants and prizes.

Following the pattern of previous years, the volume of traffic correlates with the programme of activities
and publication of newsletters. Visits increase in months during which activities are scheduled, in
particular if online registration is required, and traffic also rises when newsletters are sent out to users.
During summer and holiday periods, the level of activity recorded falls, rising again to coincide with the
autumn programme activities, and continuing through until the New Year.

User ion
Ser Sess1ons 2012 —e— 201 —eo— 2010

3500 —
3000 —
2500 —
2000 —
1500 —
1000 —

500 —

I I I I I
January March May July September November

The Foundation online
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In addition to being a source of information, the website can also be used to register for activities, and
to download or request publications. The most frequently downloaded publications this year were: La
gtica en las instituciones sanitarias. entre la Iogica asistencial y la 0gica gerencial (Ethics in health
institutions: the logic of care and the logic of management), Los fines de la medicina (The goals of
medicine) and Etica y salud publica (Ethics and public health).

Newsletters

During 2012, the Foundation used two channels to keep its users informed about the latest develop-
ments: the twice-yearly online Bulletin and brief monthly newsletters. These communication channels
have enabled the Foundation to make more effective use of the website, providing users with access
to the latest publications and offering the option of registering for activities.
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YouTube

The Foundation has published videos in Spanish and English on YouTube of the Bioethics Awards
ceremony, and the lecture, given by Marfa Blasco, Doctor in Molecular Biology and Biochemistry and
Director of Spain’s National Centre for Cancer Research (CNIO), that preceded the ceremony itself.

Bionethics

The Foundation offers a specialist biogthics search engine, Bionethics, which indexes the websites
of institutions, researchers, publications and other relevant resources. Bionethics can be included as
a 3rd-party search tool on other websites, or set as a home page. Because it is updated regularly and
offers a range of functions, it generates higher traffic levels when activities or new publications are
released on the website.

You [T

L ]



http://www.youtube.com/user/fundaciogrifols
http://www.bionethics.com/index_eng.htm
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Balance sheet
31 December 2012 and 2011 (In euros)

Assets 2012 2011
Working Capital
— Other Debtors

— Sundry debtors 0 0
— Treasury

— Cash 201 201

— Banks and credit institutions, current accounts and sight deposits 71.741 89.148
Total Working Capital 71.942 89.349
Total Assets 71.942 89.349
Liabilities 2012 20m
Equity

— Endowment fund 12.020 12.020

— Surplus from previous periods 14.441 9.530

— Surplus for the period 3.578 4.911
Total Equity 30.039 26.461
Short-term Creditors

— Creditor beneficiaries 10.396 28.253

10.396 28.253

Suppliers and Other Creditors 26.739 32.267

— Debts for the purchase or provision of services 4.767 2.368

— Public bodies 31.507 34.635
Total Short-term Creditors 41.903 62.888
Total Liabilities 71.942 89.349

Financial data
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Profit and Loss Account
31 December 2012 and 2011 (In euros)

Expenses 2012 2011
Staff Expenses 0 0
Cash grants and other expenses 32.002 29.000
Other expenses

—External services 124172 145.851

—Taxes 248 238
Total expenses 156.422 175.089
Operating profit 3.578 4.911
Profit from ordinary activities 3.578 4.911
Positive surplus for period (profit) 3.578 4.911
Income 2012 2011
Foundation’s income from activities

—Income from promotions, sponsors and joint projects 160.000 180.000
Total operating income 160.000 180.000

Operating losses — ——-
Losses from ordinary activities — —
Negative surplus for period (loss) oo oo

Financial data
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Els

ingredients
per crear

vida sintetica
Els experts en biologia artificial busquen formules

per crear vida al laboratori. Han obert un nou debat
bioctic: poden curar, pero també destruir

% MONICA L. FERRADO

rear vida artificial al la-

boratori a partir d’ele-

ments inerts sempre ha

fet volar la imaginacié

de la humanitat. La fic-
ci6 s’hi ha recreat, pero el que de
moment s’ha aconseguit no té res a
veure amb Frankenstein ni amb al-
tres criatures. Els que investiguen
per fer realitat aquest somni treba-
llen amb fragments d’ADN i amb
microbis. Comsies tractés d’un cot-
xe, acoblen gens, proteines i cél-lu-
les per crear sistemes vius. Fins i tot
es poden arribar a barrejar ele-
ments de diverses espécies. Bus-
quen la millor férmula per disse-
nyar microbis perqué treballin per
anosaltres. I la seva tasca sera ser-
vir-nos per millorar processos i
dustrials, per curar-nos de malal
es, per produir energia o per netejar
entorns contaminats. Perd també
es té por que se’n puguin dissenyar
d’altres al servei del bioterrorisme.
La biottica que hi ha darrere
d’aquesta disciplina va ser el tema
del cinqué cicle de conferéncies Jo-
sep Egozcue, organitzat per la Fun-
daci6 Victor Grifols i Lucas, que di-
‘marts va reunir un grup d’experts
per reflexionar sobre els usos i pos-
sibles abusos.

Molta teoria, pocarealitat
De moment, els éssers sintét
han fet el salt de la teoria a la prac
ticasén molt pocs. Als Estats Units,
un equip d’investigadors de la Uni-
versitat de California ha dissenyat
un bacteri que pot treballar com a
factoria per produir una versié sin-
tética del farmac que es faservir per
tractar la malaria, I'artemisina, ac-
tualment escas i car, ja que prové
d’unaplantaamb dificultats de con-
reu. En marxa també hi haaltres in-
vestigacions per crear microbis que
dueixin bi les, 0 al-

fet, jaque John Craig Venter, cone-
gut perserun delsartifexs del mapa
del genoma huma, va anunciar-se
ell mateix com el primer creador de
vida artificial després d’aconseguir
crearapartir d’elements quimics el
genoma artificial complet d’un és-
ser viu, un bacteri, el Mycoplasma
genitalium, amb 582.000 parells de
bases i 485 gens en un sol cromoso-
ma. Es el bacteri amb vidaindepen-
dentamb un cromosomamés petit.
Perd els experts no només miren de
reiill les ganes de protagonisme de
Venter, sind que asseguren que el
que haaconseguitno és realmentvi-
da artificial, ja que es tracta d'un
procediment per imitar allo que ja
existeix a la natura i no la creacio
dunanova criatura.

Enginyeria genética
El que va fer Venter en la seva pri-
mera creacio va ser inventar-se un
procediment, perd per reproduirun
ésser que jaexisteix. Va fragmentar
T'ADN del bacteri, el va assemblar a
dins d’un altre bacteri, un E. Coli, i
el va acabar a dins d’un llevat. En
una altra creacié més recent va fer
servirun procediment similar:en el
Mycoplasma mycoides JCVI-syn1.0
(les inicials s6n les del seu nom),
amb un genoma minim de 350 gens.
“Hi hamolt de sensacionalisme en
la biologia sintética”, afirma Tho-
mas Murray, director de The Has-
tings Center i conferenciant de les
sessions de la Fundacié Grifols.
Venter ja ha anunciat

que vol crear un bacteri
artificial que podria [EEZTITIATY
convertir en hidrogen [T

Penergia solar. Aquest [EEVT O]
hidrogen podria servir [T et T
com a combustible per [T ]

al transport public. ‘biototxanes’, peces

ABarcelona, aquesta TR LIS TN
arti

feina d’enginyeria amb

tres que degradin pesticides.

'Amés, no hi ha unarecepta tinica
per aconseguir crear organismes a
la carta. Sesta treballant en dife-
rents técniques d’enginyeria en les
quals hi ha implicats no només bi-
olegs, sin6 també fisics i matema-
tics. Una de les estratégies ésla cre-
aci6 d’una cél-lula amb el material
genétic minim per funcionar. De
fet, és la recerca que més soroll ha

bacteri élaportaa
terme Pequip de Lluis
Serrano, del Centre de Regulacio Ge-
nomica (CRG) de Barcelona. Treba-
llen amb un altre bacteri, el Myco-
plasmapneumonaie, que estan redis-
senyant perqué serveixi comavector
peraterapia humana, per tractarla fi-
brosi quistica i altres malalties pul-
‘monars. “Estem fent proves amb ra-
tolins”, va explicar durant la confe-
rénciaSerrano. Than aconseguit cap-

DLIOUS, 15 DE MARG DEL 2012 ara

tar l'interés de laindustria, ja que és
un dels projectes que formen part de
Pacord que han signat per treballar
amb Sanofi, que ha invertit un milio
d’euros en el centre. Els laboratoris
també estan interessats enla creacié
decéllulessintétiques perqué poden
servir per recrear a escala cel-lular
‘malaltiesiper funcionar comapetits
laboratoris per fer assajos in vitro
amb medicaments, estalviant-se ai-
xi altres fases experimentals si ja
d’entrada no funciona.

Les ‘biototxanes’

Unaaltramanerad’aconseguir vida
sintética és assemblant biototxanes
(biobricks, en anglés). A internet hi
haun registre de la Biobrick Foun-
dation que recull peces creades per
cientifics de totelmén. Son trossos

Ara, 15 March 2012
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T NORMATIVA

Lunes, 19 de marzo de 2012

BIOETICA THOMAS MURRAY, INVESTIGADOR

Antes de producir un
organismo, el cientifico debe
responder preguntas éticas

JavierGranda  Barcelona
El concepto de biologia ~ Thomas Murray ha
sintética engloba diversos asesorado a la

campos de la investigacion
en los que se aplica la in-
genieria a los sistemas bio-
légicos. En el V ciclo de  Estados Unidos en un
conferencis{s JZseP EgOIZ‘ informe sobre éticay
cue, organizadas por la PP
Fundacug)n Victor GI:ifols i biologia sintética
Lucas, Thomas Murray,
presidente y director gene-  Uno de sus dltimos tra-
ral de The Hastings Center  bajos ha consistido en ase-
ha descrito que, "esta ma-  sorar a la Comisién Presi-
nera de pensar supone un  dencial de Bioética de Es-
cambio radical porque se  tados Unidos, que en 2010
buscan equivalentes de  publicé un informe con 18
o daci sobre
interruptores. Un ejemplo  ética y biologfa sintética,
es el movimiento de bio-  estableciendo las precau-
partes y sus repositorios, ~ ciones necesarias y las ex-
que funcionan como fuen-  cepciones que se contem-
tes abiertas en las que con-  plaban.
tribuye todo el mundo”
Pese a que la biologia ~ Desde 1969
sintética abarca muchas  En su labor como presi-
4reas, Murray ha destaca-  dente y director general de
do la de la malaria, en la  The Hastings Center, Mu-
que ingenierfa genética de  rray ha destacado su posi-
alto nivel permite realizar  cién de liderazgo de esta
diversos cambios en un or-  institucion, que se cre en
ganismo para que produz- 1969 siendo la primera del
ca écido artemisinico, "que  mundo centrada en asun-
estd a tres pasos quimicos  tos éticos, medicina y
de la artemisina. De este  ciencias de la vida.
modo se dispondride toda  "Trabajamos 30 perso-
la artemisina necesaria pa-  nas en el centro y no de-
rael iento mundial  p de
de la malaria, y de manera  nes para no dafiar su repu-
mucho mds barata’. Tam-  tacién. Publicamos dos re-
bién en este sentido se tra-  vistas y acabamos de co-
baja en la elaboracién de  producir con la television

biocombustibles. piiblica estadounidense un
programa llamado Nova
Posicién preeminente centrado en la medicina

Pese a que pueda parecer  personalizada y la relacién
que la investigacién va  de la genémica y las prue-
muy por delante de la éti-  bas genéticas con la medi-
caen el ambito de la biolo-  cina, ha destacado.

gia sintética, para Murray A final de afio publica-
Ia ética ocupa una posi-  rén las recomendaciones
cién preeminente "en el revisadas de toma de deci-
sentido de que estamos  siones al final de la vida.
ayudando a plantear las  "Publicamos las primeras
preguntas que es obligato-  recomendaciones integra-
Tio hacerse y que el cienti- les hace 25 afios y mucho
fico debe responder antes  ha pasado en este cuarto
de producir cualquier or- de siglo, por lo que hemos
ganismo que pueda afectar  realizado una  revision
al medio. completa’, ha afiadido.

Diario Médico, 19 March 2012 ;
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LA DIRECTORA, MARISA REBAGLIATO, UNA

La Escola de Salut anima al
debate en las redes sociales

La mesa redonda que se celebra mafana a las 18 horas en el Lazareto
podra comentarse antes, durante y después a través de la comunidad virtual

wRCEroNs ab

1a Escola de Salut Piblica de Me-
norca impulsada por el departa-
‘menicde Benestar Social y hover-

ro de matriculades, respecto ala
eratrioulasidn inicial, que ayer ya
roznbalos 430 inscrites. No obstarr
e, estirna un pesible sumento de

aunque Rebagiiato resalta
que "2011 fue I excepeidn, logm-
wncs un récord histérico con mis
de 600 personas”. La directora del
programa recuerda que “no se
anuld ninguin cursa, zlgo que no
&5 nada habitual en este tipo de
actividades” Forello, indica qu::

esperablmasm hajada mucho

nnguaomwmua
die participacién a que Una gran
raryeria de participantes son pro-
fesiorales subvencionadis porlas
instituciones o empresas en las
e trabajan. “Todos conocermos la

sitvacddnque logsectares,
e3por elloque estirdbarnes una
pérdida mayo:”, apunta.

actual y. parla tamx:.]a apuem

junto 3 Vidal y Torrent

m]ammmmﬁsm {

asegum

Pirar a una mm

dos "tanamos un fin comin que es
mankener la escucla y este afio se
i conseguida™

Ademis d ‘mantener

Y
imvesdelaueﬂ.esmm!'
5 gue, tal y como

salud espafilrva nabiirsea
eslas Mp& A U, tanto anfes
como durante y despuésde la me-
aredonda. la

aungue la !mn de Salut ya P
difundiaa disti

presenciar la actividad participea
mvisde

las actividades, la calidad y la
i

munidades virluales, este afio
I

este
internacional de iwestigadares y
expertes de fa salud pablica, con

discusisn y debate seri mayer. L
mesa redonda, ablerta al puiblica,
Job miéroles

alas 18h

suvezla

estar

presentacitn de la Videcteca de
Mediana

Humanitaria.

Diari de Menorca, 18 September 2012
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February
14 February
Meeting of the Board of Trustees

April
17 and 18 April
6th Josep Egozcue Lectures

May

31 May

Closing date for submission of entries
for prizes and grants 2013

June

Global Health Leadership Forum
1st dialogue on reforming

the public health system

September

Meeting of the Board of Trustees
Course: Ethics and public health
Meeting of prizes and grants jury

October

Foundation Award Ceremony
2nd dialogue on reforming
the public health system

November

Course organized jointly with the Menéndez
Pelayo Intemnational University Consortium
Barcelona (CUIMPB) - Emest Lluch Centre

Provisional diary of events. Confirmed dates will be published on the acfivities calendaron the Foundation’s website.


http://www.fundaciongrifols.org/portal/en/2/agenda

VICTOR
GRIFOLS
i LUCAS

¢/ Jesus i Maria, 6
08022 BARCELONA
SPAIN

Tel +34935710410
Fax +34 935710 535
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fundacio.qgrifols@grifols.com






