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EDITORIAL 

 

The publication of the revised Declaration of Geneva 
on 20

th
 November 2017 shows that ethics ostensibly 

remain central to the practice of medicine. Notable 
changes included the inclusion, for the first time, of a 
reference to respecting patient autonomy. Respect for 
autonomy remains a central principle of medical ethics. 
As befits such an important keystone, autonomy is a 
topic that is never far from the investigations of the 
philosophers or social scientists working in medical 
ethics, nor far from the concerns of those working with 
patients themselves. What is this principle to mean? 
We worry that gathering data to improve health may 
impinge on autonomy. We worry about squaring the 
circle of a commitment to care for our patients and an 
ethical imperative to let our patients do as they please, 
even if this causes them harm. We worry patients 
consume more than their fair share of resources, 
denying opportunities to others. 
 
Luckily, we have a number of articles in the December 
issue of the newsletter that help us consider these, and 
other, issues: Prof Luciana Caenazzo considers the 
topic of big data, Dr Inge van Nistelrooij writes about a 
new project to look at the place of care ethics in 
decision-making, while Tineke Kleinhout-Vliek 
discusses her reflections on a project looking at how 
decisions about scarce resources were framed. Not all 
of these articles make us confident that respecting 
autonomy is always what happens in practice. Yet they 
do showcase the great variety of work that is being 

mailto:A.Heijnen@maastrichtuniversity.nl
http://www.eacmeweb.com/


EACME Newsletter 
 

2 

done on the issue across our network. I am glad to say 
this network is still growing. Inside you will also find a 
report from the Bulgarian Association of Bioethics and 
Clinical Ethics, conference reports and an insightful 
article into the philosophy of decision-making amongst 
other contributions. As 2017 draws to an end, with all 
its failures, upsets and – I am sad to say – horrors, we 
have also had some successes. I am heartened we 
can say that our EACME network is going strong. 
 
Giles Birchley 
 
Giles.birchley@bristol.ac.uk 
 

NEWS FROM THE EACME BUREAU 

 
Dear colleagues and friends, 
 
I would like to join Giles’ editorial – the year 2017 has 
really sometimes scared us. Hearing the news about 
another terrorist attack, Brexit, and so on and so forth 
the globalized world is not facing easy challenges. All 
the better – here, too, I agree with Giles – that the 
EACME does not only show strong stability, but even 
growth in professional terms. 
 
And this is exactly what fits in with this new section 
here: "News from the EACME Bureau." We thought we 
should report more regularly to you about the structure 
and organization of the EACME. Of course, you all know 
that we are basically a center-based association and 
that we have a Board and an Executive Committee of 
the Board (the so called 'bureau'). But it is precisely in 
this internal organization of our EACME that since 
September 2017 (the conference in Barcelona this year) 
there have been minor changes. Ruud ter Meulen 
resigned as President and we would like to sincerely 
thank him for the competent role he has had in the 
EACME so far. And I am in the very proud and happy 
situation that I may call myself the new President of 
EACME. The 'bureau' also includes Treasurer Bert 
Molewijk, newly elected from the board members, and 
newly elected Secretary General Ruth Horn. Thus, the 
current composition of the Board and Bureau is as 
follows: 

 
The Executive Committee (‘bureau’) of the Board of 
EACME: 
 
President: Rouven Porz, Swiss Academy of Medical 
Sciences, Bern, CH 
General-Secretary: Ruth Horn, Ethox Centre Oxford, 
UK 
Executive Board Secretary: Angelique Heijnen, 
Maastricht University, NL 
Treasurer: Bert Molewijk, VU University Medical 
Center, Medical Humanities, Amsterdam, NL 

Strategic advisor to the Bureau, and Past-President: 
Ruud ter Meulen, Centre for Ethics in Medicine, Bristol, 
UK 
 
Further members of the Board of EACME: 
Luciana Caenazzo, Fondazione Lanza Padua, IT  
Federico Nicoli, University of Insubria, Centre for 
Clinical Ethics, Varese, IT 
Maria Aluas, Iuliu Hatieganu University of Medicine and 
Pharmacy, Cluj-Napoca, RU 
Margarita Bofarull Buñuel, Institut Borja de Bioètica, 
Ramon Llull University, Barcelona, SP 
Chris Gastmans, Centrum voor Biomedische Ethiek en 
Recht, Catholic University Leuven, BE 
 
We will be happy to keep you up to date, also about 
new tasks and goals we are planning for our 
association. We are very happy to receive any feedback 
and queries (rouven.porz@insel.ch). 
 
I wish a peaceful end of the year and a happy new year 
2018, yours 
 
Rouven Porz, President EACME 
 
Rouven.Porz@insel.ch 
 

SOLIDARITY AND ITS MEANING FOR BIOETHICS,  

A REPORT OF A JOURNEY 

 
I have worked on the concept of solidarity, and its 
possible contribution to bioethics, since the early 
nineties. I had just started as a senior researcher at the 
Institute for Bioethics in Maastricht, a privately funded 
institute for research and training in bioethics in 
Maastricht, the Netherlands. One of the focus points in 
my research was the ethics of the allocation of 
resources and the just distribution of health care. I 
noticed that in many, particularly continental, countries 
one often referred to the concept of solidarity as the 
normative basis for policy-making in this area. The 
idea of solidarity means that the strong individuals or 
groups in society would set some of their direct 
interests aside to help the weaker groups in getting 
access to important societal services. This idea was 
rooted (amongst others) in local initiatives in the late 
nineteenth century when groups of people with a social 
conscience like community leaders, employers and 
physicians worked together to provide financial support 
and access to medical care for those in need. As the 
local and spontaneous support became increasingly 
difficult to maintain, these types of solidarity were 
gradually taken over by the state which set up a 
system of financing and provision of social and medical 
support. In many continental countries (including 
Germany, Belgium, France, the Netherlands, 
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Switzerland), solidarity became enforced by the state 
with compulsory payment of an insurance premium in 
exchange for access to medical care or financial 
support in case of medical need or social distress. 

While solidarity became a major distributive 
principle in many European welfares states, it hardly 
played a role in bioethics. In bioethics, the main 
concept to analyse benefits and burdens in health care 
is the concept of distributive justice as developed in the 
philosophy of justice and particularly the works of John 
Rawls. This philosophy predominantly analyses social 
justice from the viewpoint of a rational decision-maker 
and his or her interest to support the existing systems of 
health care and social protection. This support is to a 
large extent dependent on the benefits individuals are 
expecting from the system in case they become needy 
themselves. 

Though many philosophers in the field of justice, 
and certainly John Rawls, have tried to develop 
arguments to improve the situation of the worst-off in 
society, I felt that its approach was lacking the element 
of communality and responsibility for the other which is 
a basic element of the idea of solidarity. I felt that this 
was particularly true for the care for people in our 
society who are frail and have become dependent on 
our support. I became attracted to the idea of 
humanitarian solidarity: this is not a solidarity based on 
personal interest but a solidarity based on identification 
with the values of humanity and responsibility for the 
other. Humanitarian solidarity is based on the 
personhood of the other whose existence is threatened 
by circumstances beyond their control. As the 
philosopher Van der Wal argued, humanitarian 
solidarity leads to the decision to take part in the 
existence of the other and to protect and take over the 
care of the other when he or she is not able to take 
care of him or herself anymore. 

I further developed this idea within the Project Care 
for the Elderly: Goals and Priorities, a joint project of 
the Institute for Bioethics and the Hastings Center 
between 1991 and 1994. This project, which I 
coordinated together with Daniel Callahan of the 
Hastings Center, resulted in a special issue of the 
Hastings Center Report and an edited volume with 
papers presented at various workshops in Maastricht

1
. 

In my contributions to the project I tried to apply the 
idea of solidarity and humanitarian solidarity to the 
care for the elderly and to the obligations of our society 
to promote and maintain the access to and quality of 
care for these vulnerable groups. I was particularly 
concerned about the impact on solidarity of various 
developments like the scarcity of resources and the 
increasing inequalities in access to (health and social) 
                                                           
1 

Meulen, RHJ ter, Callahan, D, Topinkova, E. (eds.), A 
World Growing Old. The Coming Health Care Challen-
ges. Washington, D.C.: Georgetown University Press, 
1995. 

care due to health care reforms, the privatization of 
care and the introduction of market forces in health 
care. 

My thinking on these issues got an important 
stimulus during my work as co-ordinator of the project 
Solidarity and Care in the European Union funded by 
the European Commission in the BIOMED 2 program. 
This project, which lasted from 1998-2000 and which 
included seven European universities, combined 
sociological research into solidarity in health and social 
care with a philosophical project reflecting on the 
ethical and philosophical significance of solidarity. The 
project resulted in special issue of Health Care 
Analysis and a Volume published by Kluwer in the 
Series Philosophy & Medicine. The project helped me 
to better understand solidarity as a sociological 
concept, particularly by the work of my colleagues 
Ruud Muffels and Wil Arts of the University of Tilburg 
who led the sociological research in the project. Rob 
Houtepen of the University of Maastricht coordinated 
the philosophical research on solidarity in the above 
mentioned European project. Rob inspired me in many 
ways to further develop my understanding of solidarity 
as a philosophical concept. He alerted me to the work 
of Axel Honneth on solidarity and to the work of 
Avishai Margalith on the decent society. Both authors 
have since then deeply influenced my thinking on 
solidarity as a philosophical concept. My thinking on 
solidarity in health and social care arrangements was 
enriched by the collaboration with Hans Maarse, also 
of the University of Maastricht. Hans’ thorough 
knowledge of health policy and market reform in health 
care has helped me to get a deeper understanding of 
solidarity as a principle in the organisation and reform 
of health care systems in the Netherlands and 
elsewhere in Europe. 

In 2005, I moved away from the continent to take 
the position of Professor and Director of the Centre for 
Ethics in Medicine at the University of Bristol. I noticed 
that the concept of solidarity was hardly familiar in the 
United Kingdom. A small anecdote may illustrate this. I 
was member of the Working Party of the Nuffield 
Council on Bioethics in London on the ethical issues in 
care and research of people with dementia. The 
Working Party, which included care professionals, 
scientists, social scientists, ethicists and policy-
makers, was chaired by Tony Hope Professor of Ethics 
at the University of Oxford and founder of the Ethox 
Centre. One of the meetings (which due to 
construction work at the Nuffield Council was moved to 
the library room of the Jury Hotel nearby) was 
dedicated to the issue of justice in the care for people 
with dementia. In this session, I introduced the idea of 
solidarity as a way to better understand the 
responsibilities of society towards people with 
dementia as well as the family members or informal 
cares who took care of their needs while they stayed at 
home. Some of the members of the Working Party 
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started to laugh and said what could a slogan of a 
Polish trade union mean for the care for people with 
dementia……However, Tony Hope as chair intervened 
and said that the concept of solidarity was very 
important and should be included in the ethical 
framework we were working on. After the publication of 
the report (which was well received), there were many 
comments (even from Members of Parliament) that 
one of the concepts they liked very much was the 
concept of solidarity! 

As I argued in my recently published book, the fact 
that the concept of solidarity was not very familiar in 
the United Kingdom did not mean that an attitude of 
concern and commitment with vulnerable people, and 
with fellow human beings in general, did not exist in 
the United Kingdom. The founding of the National 
Health Service (NHS) in the 1940s which provides 
universal access to health care services, can certainly 
be interpreted as an act of solidarity. However, in the 
United Kingdom one prefers to speak of ‘community 
responsibility’ or ‘communitarianism’ to describe the 
concerns and support for the poor and vulnerable 
individuals in society. A similar situation can be noted 
in the Scandinavian countries who generally offer 
universal access to health care free of charge, but do 
not call this ‘solidarity’. I remember that at one of the 
meetings of the above mentioned BIOMED project in 
Maastricht, Mats Thorslund, who was the lead of the 
research group from Stockholm, said that in Sweden, 
one did not speak of solidarity, but of ‘trust’. In 
Scandinavian countries, people trust the system and 
are happy to pay their taxes to provide access to 
health care and social for every member of society. In 
short, in many countries one does not use the word 
solidarity, even though one offers universal access to a 
broad range of health and social care services (that in 
some cases is even superior to the ‘solidarity’ based 
countries). 

As a follow-up to the dementia report, the Nuffield 
Council started a small study into the possible 
contribution of the idea of solidarity to bioethics. The 
researchers, Barbara Prainsack and Alena Buyx, 
presented their report in 2011: Solidarity. Reflections 
on the rise of an emerging concept in bioethics

2
. The 

publication of this report was soon followed by the 
publication of a special issue the journal Bioethics on 
the role of solidarity in bioethics with contributions on 
the theoretical status of the concept as well as on the 
role solidarity might play in ethical debates on organ 
donation, research with children, dementia care, and 
global health

3
 (2012). Other signs of the emerging 

interest were applications of the concept of solidarity to 
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Prainsack, B., Buyx, A. Solidarity: Reflections on an 
emerging concept in bioethics. London: Nuffield 
Council on Bioethics, 2011. 
3 

Bioethics. Special issue: The role of solidarity in 
bioethics. Bioethics, 26(7), 2012, pp. ii-iv, 343-394. 

the field of genetic databases and biobanks, 
particularly by Ruth Chadwick and Prainsack & Buyx

4
 

Perhaps the emerging interest in solidarity was the 
outcome of increased dissatisfaction of many 
bioethicists with mainstream bioethics, particularly the 
emphasis on the principle of respect for autonomy as 
the main principle of the Four Principles of Bioethics. 
The importance of relationships and responsibility in 
health and social care as suggested in the term 
‘solidarity’ seems to fit well with the call for social and 
relational approaches in bioethics and particularly to 
the principle of respect for autonomy. Against the 
predominantly liberal and libertarian views in bioethics, 
feminist writers and other authors emphasize that 
human beings are situated in networks of cooperation 
and dependency, and that liberal views of autonomy 
are disconnected with how individuals in the ‘real 
world’ perceive their relations with one another. 
‘Solidarity’ expresses this idea of mutual dependency 
and is thought to function as a counterweight to the 
idea of the individual as an independent and abstract 
bearer of rights seeking his or her own individual 
interests. 

However, there is an important question why we 
should refer to solidarity if, as is usual in bioethics, 
there is the concept of justice which tries to find a fair 
balance between benefits and burdens. If we do not 
agree with libertarian or liberal-egalitarian accounts of 
justice, because of their obsession with the 
enlightened self-interest of individuals, is solidarity the 
right concept to look at? As Illingworth and Parmet 
argue in the Editorial to the Special Issue of Bioethics: 
‘what does solidarity offer that other ethical concepts, 
such as justice, communitarianism, egalitarianism, or 
even altruism, do not?’ 

In my book Solidarity and Justice in Health and 
Social Care

5
 I have tried to answer this pertinent 

question: what is the specific contribution of solidarity 
as a moral principle to policy-making in health care? 
What can solidarity offer to the moral analysis of 
societal obligations as compared to rival accounts like 
liberal justice or communitarianism? Should solidarity 
replace justice or should it be a complimentary 
approach? At the same time, the book tries to answer 
important questions about the relation of solidarity and 
autonomy. If we think that solidarity is a valuable 
concept, can it be combined with the moral agenda of 
autonomy, individual choice and responsibility?  

I have tried to answer these questions by 
presenting a multi-disciplinary approach, combining 
historical, sociological, philosophical, ethical and 
                                                           
4 

Prainsack, B., Buyx, A. Solidarity in biomedicine and 
beyond., Cambridge: Cambridge University Press, 
2016. 
5
 Meulen, R. ter (2017) Solidarity and Justice in Health 

and Social Care. Cambridge: Cambridge University 
Press, 2017. 
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political perspectives on solidarity. Solidarity is a 
concept with many layers and meanings, due to its 
various ideological backgrounds, moral traditions and 
disciplinary understandings. These various make it 
difficult to establish its theoretical meaning and its 
practical implications. Nonetheless, I hope that this 
multi-disciplinary approach has contributed to a better 
understanding of the concept and of its relevance for 
theoretical debates in bioethics. Moreover, I hope that 
my analysis will help policy-making in countries where 
governments and policy-makers are increasingly 
struggling with the role of solidarity and particularly the 
limits of solidarity as a moral principle in regard with 
the access to welfare state arrangements. While 
solidarity had a massive influence in the build-up of 
welfare states in Europe, what is the contribution of 
this concept when welfare states are in decline or 
retrenched as they have been in the past four 
decades? Finally, what can the concept offer to 
countries with a more individualistic culture, like for 
example the United States? In my book, I have 
provided some answers as well as my own 
interpretation of this important concept. I am aware 
that these answers might raise new questions and new 
debate. But such debate would be a great outcome of 
my journey in the past twenty-five years. 
 
Meulen, R. ter (2017) Solidarity and Justice in Health 
and Social Care. Cambridge: Cambridge University 
Press, 2017 
 
Ruud ter Meulen, Emeritus Professor, University of 
Bristol 
 
R.terMeulen@bristol.ac.uk 
 

REPORT ON THE 2017 POSTGRADUATE 

BIOETHICS CONFERENCE 

 
4-5 September, St Catherine’s College, Oxford 
 
A rainy overcast September morning was brightened 
by the arrival of fifty-three damp but enthusiastic 
bioethics scholars, registering for the 2017 
Postgraduate Bioethics Conference 
(http://www.postgradbioethics.com), this year hosted 
by The Ethox Centre, University of Oxford. Professor 
Michael Parker and Dr Mark Sheehan from Ethox 
welcomed all to Oxford, Dr Sheehan proceeding to 
give a rousing opening Keynote on the Conference 
Theme – Individuals and Populations in Bioethics – 
using the case of Big Data research as an example. 
Parallel sessions followed in which students gave 
thought-provoking talks of a high standard. All then 
regrouped for a workshop session given by editorial 
colleagues Dr Nina Hallowell (Ethox) and Dr Thomas 

Douglas (Uehiro Centre for Practical Ethics) on 
publishing in the Journal of Medical Ethics. 
 
After lunch came what many regarded as the 
conference’s pièce de résistance, the Speed Geek 
session (see picture below). Though a challenge for 
student speakers who spoke about their work multiple 
times, all enjoyed this opportunity to get to grips with a 
variety of projects and develop networks. After further 
parallel sessions where students gave longer 
presentations, Professor Jonathan Wolff from Blavatnik 
School of Government took a political philosopher’s 
view of the population health ethics debate, proposing 
several strata at which to intervene to improve or 
promote health. Conversation on the day's events 
continued over dinner at St Catherine's College. 
 
Sleepy minds on the morning of Day 2 were met with 
the bright and dynamic expositions of Professor 
Barbara Prainsack, based at Kings College London, 
but on that morning fresh off the plane from Sweden. 
Professor Prainsack presented her vision of a 
solidarity-based approach to data sharing in health, in 
which the interests of corporations, governments and 
individuals can be aligned towards common purposes 
and values. After what seemed to be ever-shortening 
refreshment breaks and another excellent set of 
parallel sessions, student delegates had the 
opportunity to bring their career concerns as early 
bioethics scholars to facilitators Dr Michael Dunn 
(Ethox) and Dr Katrien Devolder (Uehiro), as well as 
their peers (see picture below). 
 
The final afternoon of the conference was led by Paul 
Woodgate from Wellcome, giving a sense of the 
funding landscape which students from UK institutions 
can expect to encounter. Professor Maureen Kelley 
and Professor Parker (Ethox) closed the conference, 
Professor Kelley’s Keynote ‘Deadly Dilemmas in 
women’s health’ using women’s population health 
issues to describe ways in which bioethics can help 
marry quantitative and qualitative research 
approaches. Thanks were extended to the conference 
hosts (the Institute of Medical Ethics, funders of 
Wellcome, Society for Applied Philosophy, and the 
Analysis Trust), speakers, and student organisers 
(Ruchi Baxi and Kate Sahan from Ethox). In closing 
the organisers urged delegates to think of PGBC as an 
annual chance to meet regularly and continue 
discussions and collaborations. They also alerted 
delegates to other planned events in the PGBC 
calendar for 2017 and 2018, including the 2018 
Conference, which is already looking for hosts 
(interested parties mail to: 
postgrad.bioethics@outlook.com). 
 
More details about future events will be posted soon. 
Follow us on Twitter  @IMEPostgrad for more details.  
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Picture 1: Speed Geek: speakers behind the tables 
give a short summary of their work to small groups. A 
timekeeper (centre back) manages the flow of people 
and information – whistle essential! 
 

 
 
Picture 2: career development workshop: a student 
delegate discusses the challenges and opportunities 
for bioethicists whose careers move in and out of 
academia 
 

 
 

ABOUT THE BULGARIAN ASSOCIATION OF 

BIOETHICS AND CLINICAL ETHICS 

 
Caring for patients today is more complicated than 
ever before. Medical professionals encounter daily 
situations of conflicts of values and interests where 
traditional standards and norms of behavior are short 
and ineffective. The need of new type of education in 

medical ethics has been recently recognized in 
Bulgaria. This “new” education should develop skills of 
moral reasoning and should support ethical decision-
making in clinical situations. The efforts to take out 
medical ethics from lecture rooms and apply it in the 
real clinical practice led to the establishment of the 
Bulgarian Association of Bioethics and Clinical Ethics 
(BABCE) in April 2017 in the town of Pleven. 
 
The initiative for the establishment of BABCE and the 
definition of its goals was done by professor Silviya 
Aleksandrova-Yankulovska, a leading national 
bioethics expert and a winner of the Hans Joachim 
Schwager award for clinical ethics for 2016. The 
responsibility for the association’s management is 
shared with Antonia Grigorova, organizational 
psychologist, bioethicists and physician, and 
associated professor Makreta Draganova, one of the 
authors of the Bulgarian nurses code of ethics and 
chair of the ethics committee of the nursing 
professional association for 10 years. BABCE joins 
together professionals in the areas of clinical ethics 
consultation, organizational consulting, research and 
publication ethics, conflict management, philosophy, 
public health, history of medicine, neonatal and 
palliative care. The multidisciplinary expertise of the 
members allows development of innovative forms of 
postgraduate education for medical professionals, 
including training at the work place through moral 
deliberation on real clinical cases. Teaching activities 
shall be developed also for members of the ethics 
committees and institutional management. Inseparable 
part of educational goals of the association is the 
provision of training in the methodology for moral 
decision-making in clinical settings. 
 
Besides the educational goals BABCE set up also 
research and consultative functions (fig.1). 
 
 

 
 
The short-term priority goal is the building of a network 
of specialists in bioethics, clinical ethics and research 
ethics, including academic representatives, practicing 
medical professionals and members of ethics 
committees. Thus in the long run BABCE aims at 
development and introduction of clinical ethics 
consultation services in health institutions in Bulgaria. 
Consultative functions will find expression also in 
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fostering changes in and supporting the development 
of institutional policies for resolution of ethical issues in 
everyday clinical practice. 
 
Among priorities of BABCE in research area are: 
 Elaboration and establishment of effective 

mechanisms and a framework for exchange of 
information and ideas, sharing of experience and 
knowledge and coordination of projects in the 
area of bioethics and clinical ethics; 

 Working on scientific presentations and 
publications on hot issues in bioethics and clinical 
ethics in order to expand these knowledge among 
the general public and the medical professionals; 

 Harmonisation of interdisciplinary relations 
between professionals of different background 
with interest and competencies in bioethics 
towards improvement of priority research areas, 
development of effective strategies of 
collaboration, and development of regional 
working teams for training and consultation 
services; 

 
Other aims of the association comprise of: 
estabslishment of relationships and partnership with all 
groups and institutions working in the area of bioethics 
and clinical ethics; achievement and maintenance of 
stable international recognition of the national school 
of bioethics; provision of national forum for mutual 
support and professional development of the members 
of the association. 
 
Different means are to be employed for the 
achievement of the association’s goals, such as: 
 Membership  in national and international 

(professional) organizations; 
 Popularization of BABCE’s aims among the state 

bodies and public organizations, government 
bodies of academic institutions and health 
establishments, and general public. 

 Permanent collection of information about 
education on medical ethics/bioethics in the 
country and needs assessment of training of 
practicing medical professionals; 

 Development of post-graduate and life-long 
learning courses for medical professionals; 

 Organization of and participation in training for 
out-side consumers of BABCE’s expertise as well 
as continuous qualification of our members; 

 Personnel’s training to meet future requirements 
for clinical ethics consultation;  

 Independent study of public and professional 
attitudes towards ethics of medical profession and 
development of innovative forms of decision-
making on hot ethical issues; 

 Attracting eminent international scientists in the 
development and implementation of projects on 
bioethics and clinical ethics; 

 Organization of sessions, seminars, round tables, 
conferences and public debates; 

 Provision of consulting services for medical and 
academic institutions in relation to decision-
making of complex ethical issues in their practice 
and development of institutional policies for 
addressing ethical problems and organization of 
research activities; 

 Informational exchange through Internet 
platforms. 

 
Last but not least, BABCE actively creates 
partnerships with healthcare establishments, medical 
universities, professional medical organizations, 
patients’ organizations, governing bodies of the 
national health system, other NGOs and scientific 
organizations. 
 
Silviya Aleksandrova-Yankulovska on behalf of 
BABCE governing body 
 
 
 
 

Photo – Working moment from the First General 
Аssembley of BABCE 
 
Contact information: 
 
Prof. Dr. Silviya Aleksandrova-Yankulovska, MD, PhD, 
DSc, MAS 
 
Bulgarian Association of Bioethics and Clinical Ethics 
silviya_aleksandrova@hotmail.com 
Faculty of Public health, Medical University-Pleven 
1, Kliment Ohridski str. 
5800 Pleven, Bulgaria 
silviya_aleksandrova@mu-pleven.bg 
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ECEN 4
th

 OPEN FORUM DAY 2017 

 
Learning from experience – different models and 
contexts of performing clinical ethics support 
 
The European Clinical Ethics Network (ECEN) was 
established in 2005 as an informal working group of 
clinical ethics scholars from European countries with 
both practical experience in developing and providing 
Clinical Ethics Support Services (CESS). The initial 
goal of ECEN was to explore how CESS are carried 
out within Europe and to exchange experiences. Later, 
fostering and professionalization of CESS was set as a 
goal as well as prioritization of CESS on the European 
agenda.

1
 Over time ECEN enlarged and joined 

together representatives of different European national 
bioethics and clinical ethics schools. 
 
The Open Forum Day is an annual academic event 
initiative of ECEN which started in 2014. Open Forum 
days aim at exchange of ideas and experiences in 
implementation, research and/or education in CESS. 
They target professionals who are just about to 
implement or have already implemented CESS 
structures and provide a platform for sharing 
information  about the ECEN and its work.

2
,
3
 

 
On 6

th
 of September 2017 at Santa Rosa street in 

Barcelona ECEN hosted the 4
th
 Open Forum Day. 

Twenty six participants from 12 countries
4
 enjoyed this 

boutique academic forum sharing a variety of ethics 
support experiences and developing ideas for future 
initiatives. 
 
The programme started with Catarina Grönlund’s

5
 

(Sweden) presentation “Towards a method for clinical 
ethics support to promote inter-professional 
communication about ethically difficult care situations: 
Observations of an intervention”. This report explored 
communicative and organisational aspects of a clinical 
ethics support (CES) intervention with the intention to 
                                                           
1
 Molewijk B., Slowther A., and Schildmann J. The 

European Clinical Ethics Network (ECEN): the 
professional development of clinical ethics support in 
Europe and the importance of quality assessment 
through evaluation research. Bioethicsa Forum, 2016, 
9(2): 86-89. 
2
 More information about past Open Forum Days is 

available on ECEN web-site: 
http://www.ecenetwork.org/ 
3
 Next ECEN Open Forum Day will be on Wednesday 

the 5
th

 of September in Amsterdam. 
4
 Austria, Bulgaria, Croatia, Chile, Czech Republic, 

Denmark, France, Italy, The Netherlands, Romania, 
Sweden, Turkey.  
5
 Catarina.fischer.gronlund@umu.se 

promote inter-professional communication about 
ethically difficult care situations. The authors 
underlined the imposed differencies among 
professional groups in medical practice by their 
different codes of ethics, responsibilities and 
perspectives. Even though nurses experience similar 
ethical problems to physicians, they feel isolated. CES 
facilitates dialogue on ethical issues between health 
care professionals from different disciplines and thus 
may help to allieviate this sense of isolation.  The 
methodology for this intervention was inspired by the 
Habermas theory of communicative actions. It was 
applied in 10 CES sessions inolving 41 different health 
professionals. Through exploration of value conflicts 
the sessions enhanced realistic expectations and 
allowed participants to see opportunities to change the 
particular case situations instead of focusing only on 
the obstacles. The authors concluded that their study 
findings constitute one step in the development of a 
theory-based CES method and that extended 
intervention studies were need to be conducted in 
order to fully develop the method. 
 
 
 
 
 
 
 
 
 
 
 
 
 
The second presenter, Silviya Aleksandrova-
Yankulovska

6
, discussed the “Applicability of clinical 

ethics consultation in out-patient settings in Bulgaria”. 
The authors tested the applicability of METAP, a 
specific bottom-up methodology for clinical ethics 
consultation (CEC), in ambulatory settings and 
presented results from 11 ethics meetings. Some of 
the instruments had been originally developed and 
allowed deeper analysis of meetings’ results including 
participants’ feedback. A case of surditas of a 3-year 
old child was presented to illustrate how the 
methodology worked and to support the authors’ 
conclusion that METAP methodology is especially 
beneficial in out-patient settings since it provides the 
physician with working instruments for ethical decision-
making and it can be applied in the absence of an 
external clinical ethics consultant. 
 
                                                           
6
 silviya_aleksandrova@hotmail.com 
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The third presentation, the experience of the Institute 
of Bioethics and Medical Humanities with CEC as 
“shared document” was presented by Dario Sacchini

7
 

who distinguished this approach from the classical 
face-to-face expert consultation documented in the 
patient’s file. Shared decision-making (SDM) is a 
process where healthcare professionals and patients 
make decisions together, using the best available 
evidence aimed at producing a framework for care 
planning

8
.  Thus SDM can be viewed as an 

intermediate between paternalism and patient informed 
choice. Dario Sacchini, presented the experience of 
the “Agostino Gemelli” University Hospital Foundation 
with CEC in the period 2005-2016. Methodologically 
these consultations were person-centered and based 
on the Jonsen’s casuistry approach (clinical indication, 
patient’s preferences, quality of life, circumstances). 
Overall 180 CECs were performed in the studied 
period and 62 of these were shared document type. 
Most of the consultations took place in the reproductive 
and maternal diseases department (53, of which 18 
were shared document) and internal medicine and 
infectious diseases ward (43, of which 14 were shared 
document). The main ethical issues reported included: 
withholding/withdrawing intensive care in acute 
cardiopulmonary failure, uterine artery embolization, 
mitral valve substitution in a drug addict, amputation of 
arms and legs for severe necrotizing fasciitis, blood 
transfusion in Jehovah’s Witness with anemia and 
menorrhagia. Medico-legal issues reported included: 
problems of communication and understanding 
between the stakeholders; fear of family members that 
the doctors are not doing enough or the patient; 
perception, by patients/family members, of having 
distant and seemingly irreconcilable positions with 
those of the doctors; fear that unnecessary treatment 
producing suffering will be done for end-of-life patients. 
Dario Sachini concluded that shared document type of 
CEC can help in the optimization of the choice of 
proportionate treatments, for strengthening of the 
patients/family-doctor relationship, and at the same 
time can reduce the risk 
of complaints and 
disagreement. 
 
 
 
 
 
 
                                                           
7
 dario.sacchini@unicatt.it 

8
 Mariani et al., Nurs Open 2016 Mar 6;3(3):179-187 

Moral case deliberation with prison staff in the 
Netherlands was the topic of the next presentation 
made by Anne Schaap

9
 on behalf of a team of the VU 

Medical Center-Amsterdam. Although the team found 
that prison staff faced many moral dilemmas during 
their daily work, many of the prison-employees showed 
resistance to take part in moral case deliberations 
(MCD). The research revealed what resistance actually 
means, how prison staff members expressed 
resistance and for which reasons. The identified 
reasons for the resistance included: 
organizational/contextual factors (including lack of 
communication before MCD, mixed teams and 
facilitators), lack of trust in real and positive changes 
and lack of trust in team members. Anne Schaap also 
reported the necessary conditions for improvement of 
MCD in the prison context, such as: appointing their 
own teams and facilitators, promotion of MCD among 
the prison management, provision of clear information 
beforehand, securing a safe place to talk, wider use of 
examples during the sessions, focus on the dilemma, 
and guiding towards actual change in the workplace. 
 
The Center for Clinical Ethics, Insubria University 
(Varese, Italy) was represented by Alessandra 
Gasparetto

10
 who talked about Method and Approach 

in Ethics Consultation. The authors’ starting point was 
that heterogeneity in ethics consultation practice 
uncovers a variability in the intended nature and goals 
of CEC and questions the role of the ethics consultant. 
Further the neutral role of the consultant was 
questioned on the presumption that they do not limit 
their contribution to identify and analyze ethical 
concerns, but they also actively intervene to resolve 
ethical conflicts and dilemmas. Hard and soft model of 
ethics support as well as special obligations and 
responsibilities of the consultant were distinguished in 
relation to the parties, the process of decision-making, 
the values and norms, and the outcome. In the 
concluding remarks Alessandra pointed out that the 
consultant should preserve integrity and moral 
conviction while aiming at objectivity and transparency 
of argumentation. Even though respecting moral 
pluralism is important, the consultant cannot be morally 
indifferent because the same weight cannot be placed 
towards each moral position. Thus, in summary, the 
responsibilities of the consultant depend on the goals 
of the consultation. 
 
 
                                                           
9
 a.schaap@vumc.nl 

10
 alessandra.gasparetto.1@gmail.com, 

federico.nicoli82@gmail.com 
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Juan Pablo Beca

11
 made the audience acquainted 

with the Roles, results and challenges of a 9-year 
experience on CEC in Chile. The project started in 
2008 in response to an ICU request and over the time 
three part-time consultants were engaged. Altogether 
425 cases (mainly neurologic and cancer diagnosis) 
were consulted. The main issues for CEC requests 
were: withdrawing/withholding therapy (60%), 
proportionality or futility, peaceful death, autonomy or 
surrogacy. Although the project initially aimed at 
advising on ethically grounded decisions to resolve 
problems in ICU, over time additional effects on the 
staff, patients/families, ethics committee and the 
decision-making process itself were noticed. These 
included: support for knowledge and awareness, 
learning more about contextual facts, enhancement of 
shared decision-making, support to patients and 
families, and identification of paradigmatic cases for 
discussion in the ethics committee. The team 
recognized that this beneficial service should not be a 
privilege for rich people who are mostly cared in the 
hospital and thus there was a need for extended 
training for consultants A 4-day workshop was 
organized with the participation of six trainees. The 
main message of the  presentation was that the goals 
of CEC are more comprehensive than clinical advice 
and consultants’ skills can be developed intensively 
through education. 
 
The next speaker, Jelle van Gurp

12
, presented a 

medical humanities perspective on moral case 
deliberation in Radboud UMC Nijmegen. Becoming a 
team of clinical ethicists offered Dutch colleagues an 
opportunity to continuously work on the quality of their 
clinical ethics practice, including moral case 
deliberation, moral consultation and counseling. Jelle 
van Gurp shared her colleagues’ reflections on how 
moral counseling can be brought into moral case 
deliberation to improve it. The team came up with a 
                                                           
11

 jpbeca@udd.cl 
12

 jelle.vanGurp@radboudumc.nl 

conceptual model that shows the impact of moral case 
deliberation, namely developing of understanding and 
consequent awareness and action. The latter is 
expressed through actual change in care even though 
it is difficult to measure. 
 

From the Dutch background of ethics support traditions 
the audience passed to the first experiences of CEC in 
the Czech Republic. Depicting the challenges he had 
to overcome, Jaromír Matějek

13
 clearly described his 

strategy for CEC introduction in The Faculty Hospital 
Royal Vineyards using Jochen Vollmann’s 6-step 
approach. Besides the critical reflection on the current 
situation, the author presented a well elaborated plan 
of further personal professionalization, institutional 
development and SWOT analysis of his enterprise. 
Among the most ambitious plans for institutional 
development of CEC was the establishment of an 
Institute for Ethics Consultation (to provide education, 
supervision and evaluation of CEC).  As strengths he 
pointed out managerial support and the positive 
attitude of health professionals towards ethics 
consultation. The lack of clear financial budget was 
defined as a weakness. The opportunity was seen in 
this being the right time for CEC introduction. 
Interestingly, Jaromír Matějek identified the change in 
hospital management as a threat.  
 
The last national perspective was given by Mustafa 
Volkan Kavas

14
 who spoke about CEC in Turkey. The 

central idea of this presentation was the big gap 
between the professionals’ need of ethical guidance 
and the existing services in the country. The former 
was well contextualized (fig. 1) underlining the 
increased workload, verbal and physical violence, risk 
of unemployment and competition among physicians. 
 
                                                           
13

 jaromir.matejek@fnkv.cz 
14

 kavas@ankara.edu.tr 
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Figure 1 – Factors leading to increased need of professional 
guidance against moral dilemmas in Turkish health care

15
 

 
On the other side, several sources of clinical ethics 
support do exist in Turkey but according to the author’s 
opinion do not function effectively. Those are: patient 
rights units, health information and communication 
centers, clinical ethics committees, and hospital ethics 
committees. Ethics consultation services exist in two 
medical faculties where individual guidance is provided 
by a bioethics expert. Consultations are given on 
demand but there is no evidence about the structure 
and efficiency of these services. Departments of 
history of medicine and ethics also exist but without 
collaboration with clinics. Last but not least, the Turkish 
bioethics association was mentioned and its 
impressive activities were listed. The association 
organizes scientific events, publishes books and 
guidelines, provides juridical support to members, runs 
its own bioethics journal and publishes letters of 
opinion on social issues. The Association, however, 
does not offer structured ethics consultation services. 
The author concluded that development of CEC in 
Turkey would allow provision of better health care and 
achievement of higher professional satisfaction. 
 
The intensive programme of the Open forum day 
finished with participants’ feedbacks among which the 
following suggestions merit special attention. 
 
 Enhancement of collaboration between countries 

with traditions in CEC and those that are just in the 
beginning of CEC establishment might be 
achieved through shared publications. 

 Organization of visits in situ to study experiences 
in CEC. 

 Initiative for preparation of European core 
competencies for ethics consultation. 

                                                           
15

 Kavas, M.V. Clinical Ethics Support in Turkey: A 
long distance to be covered urgently. Report. 4

th
 Open 

Forum Day. ECEN. Barcelona 6
th
 Sept 2017 

 Enrichment of future Open forum days with 
workshop activities in small groups. 

 Development of an internet forum for live 
exchange of opinions, experiences and 
publications between ECEN members and non-
members working in the field of CEC. 

Silviya Aleksandrova-Yankulovska on behalf of the 
ECEN steering group

16
 

 
silviya_aleksandrova@hotmail.com 
 

INSTITUTIONAL SPACE FOR MULTI-PERSPECTIVE 

DECISION-MAKING: A CHALLENGING 

INTERNATIONAL RESEARCH PROJECT 

 
Does everybody with relevant expertise get the chance 
to express their knowledge in a multi-perspective 
process of determining good care in a particular 
situation? This is the key question of a research project 
developed by my colleague prof dr Helen Kohlen from 
Vallendar Germany and myself and that we start to 
carry out in 2018. At the EACME-conference in 
Barcelona (September 2017) we presented our 
international cooperation in a project on multi-
perspectiveness in decision-making. We are both 
experienced ethics trainers and researchers on ethics 
in caring institutions. As care ethicists we are 
especially interested in developing new forms of 
cooperation within professional teams as well as 
between all actors involved in a case. Below I will 
briefly present the background of this research project 
and its aim to look at practices in the Netherlands and 
Germany. 
 
We hope to hear from other ethicists, researchers and 
trainers whether they have comments or contributions 
to make to this research project. Responses are 
welcome! 
 
Research project background 
 
From a care ethical perspective we are both interested 
in the questions of ethics in the institutional setting of 
hospital care as well as care for people with intellectual 
disabilities. Care ethics considers care as a practice of 
relational attuning in which the moral good is 
determined and evaluated by taking various relevant 
perspectives into account. The basic assumption is 
that differently positioned people know, feel, 
experience, see, hear, believe, are entrusted and 
consider different things, and hence see different moral 
problems and answers (cf Walker 2007). This means 
                                                           
16

 Bert Molewijk, Anne Slowther, Gerald Neitzke, 
Cristina Gavrilovici, Silviya Aleksandrova-Yankulovska 
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that relevant expertise is not the prerogative of the 
doctor, the nurse, or the patient, but that relevant 
expertise can be owned by all and also by others than 
doctors, nurses, and patients, for instance by partners, 
family members, informal caregivers. 
 
All kinds of methods aiming at determining good care 
should therefore be led by the following question: 
‘Have we allowed and enabled everybody who has 
relevant expertise to express their knowledge in a 
multi-perspective process of determining good care in 
this particular situation?’ 
 
Some institutional challenges 
 
Both within professional teams and in shared decision 
making, there are challenges regarding the inclusion of 
multi-perspectives. For instance research by Kohlen 
(2009) shows how abstract thinking and the principle of 
autonomy dominate discussions in ethics committees 
in Germany and the USA, making it hard for other 
views regarding good care to be taken into account, 
like those that look at dependency. An action research 
project (Kohlen 2017) reveals that the inclusion of 
different voices depends on successful team building 
that needs to be sustained by hospital management. 
Research by Van Nistelrooij, Visse, Spekkink and De 
Lange (2017) shows how autonomy is problematic for 
patients with terminal cancer, necessitating support by 
close others in the patients’ complex process of 
grasping (fully) their new reality, retrieving their 
identity, understanding medical information instead of 
being overwhelmed by it, and reducing the experience 
of chaos, which are all preconditions for decision 
making. 
 
Research project 
 
We aim to find out ways in which institutions can 
develop (or have already developed) new ways of 
multiperspectiveness in ethical reflection and in 
decision-making. We will research new forms of ethical 
(case) deliberation and decision making that aim to 
include the perspectives of all involved, by enabling all 
to express themselves. Various kinds of methods 
come to mind, for instance ways for patients, clients 
and their family members to ‘talk back’ that are less  
n cognitive and argumentative and more embodied 
(like photovoice, shadowing, theatrical forms). 
 
Input 
 
Members of EACME and readers of this newsletter are 
most welcome to add to these ideas or may think 
about joining our project. You can contact us by 
sending an email to: 
Inge van Nistelrooij, i.vannistelrooij@uvh.nl 
 

Another way to promote care ethical research is by 
becoming a member of the care ethics research 
consortium (CERC) on www.care-ethics.org. The 
consortium aims to enable international cooperation of 
care ethicists. 
 
Prof dr Helen Kohlen ( https://care-ethics.org/helen-
kohlen/).  
Dr Inge van Nistelrooij (https://care-ethics.org/inge-
van-nistelrooij/ ). 
 

A KANTIAN REFLECTIVE JUDGMENT REPRISE 

FOR A NEW DECISION-MAKING PROCESS  

 
1. Introduction 
 

My aim is to introduce a decision-making approach 
which can be used by several kinds of specialists, 
particularly in medical fields, to avoid a reductionistic or 
relativistic approach in complex cases. In fact, 
professionals faced with difficult decision-making 
scenarios require alternative models upon which 
judgments about medical cases might be made. The 
process of specialisation has had fruitful results when 
specialists are faced with diseases related to the same 
area. For instance, if a neurologist works only on 
neurological diseases, results will be precise and 
specialised. That is why multiple causes diseases are 
usually problematic when involving experts of different 
medical sectors. Eventually, the diagnosis will be a 
sum of several partial medical opinions without an 
overall picture. While, as far as we know, our health is 
a whole not a combination of sub-data.  
 
2. A Kantian decision-making process in medicine 
 

My proposal concerns a specific approach for grey 
areas of judgment. Particularly cases where it is 
impossible to make decisions simply on the basis of a 
universal concept such as typical diagnosis or therapy 
schemes. The impossibility is caused by a 
considerable risk of failure in finding proper protocols 
already available due to the rarity of these cases. As a 
result, it is common to give to patients approximate 
treatments and not entirely appropriate ones. My 
question is: What method might be useful to both 
patients and doctors without losing efficiency on the 
one hand, while keeping human dignity on the other? I 
think we should elaborate a way to give pride of place 
to the singularity of cases avoiding a reductionistic 
scenario through a constant look at the universal level 
of rules and protocols. Therefore, everyone has a form 
of dignity which cannot be ignored either in the doctor-
patient relationship or between the two levels 
mentioned. If medicine wants to accomplish its 
fundamental aim of helping and treating people in the 

mailto:i.vannistelrooij@uvh.nl
http://www.care-ethics.org/
https://care-ethics.org/helen-kohlen/
https://care-ethics.org/helen-kohlen/
https://care-ethics.org/inge-van-nistelrooij/
https://care-ethics.org/inge-van-nistelrooij/
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best possible manner it must keep the human person 
always in focus, even though it requires spending more 
time and energy than usual.  

Firstly, what could serve as a reference for facing 
the risk of an automatic and approximate 
subsumption? To avoid a polarisation between general 
medical knowledge and the complexity of the case, my 
suggestion is to reprise the approach present in Kant’s 
works. Kant has developed two fundamental kinds of 
judgment: determinative judgment and reflective 
judgment. The first works through a subsumption of the 
case under a rule. Hence, the process is quite 
mechanical and automatic due to the application of 
well-known standards. On the other hand, reflective 
judgment has a more investigator-style aim, because 
the universal it refers to is not available immediately, 
but there are either contrasts between two or more 
general solutions or the necessity to create a new way 
to solve the problem. The manner in which Kant 
describes this difference is as follows:  
 

Judgement in general is the ability to think 
the particular as contained under the 
universal. If the universal (the rule, principle, 
law) is given, then judgement, which 
subsumes the particular under it, is 
determinative [...] But if only the particular is 
given and judgement has to find the universal 
for it, then this power is merely reflective.

17
 

 
Thus, what is Kantian Reflective Judgment? If we 

think about the common law system, we have a 
remarkable example of how reflective judgment works. 
A complex case could fall into one or another universal 
law, but if none of them can give an exhaustive Court’s 
judgment, how it is supposed to reach a fair verdict? In 
this way, lawyers and judges can have different and 
specific reference points rather than just universal 
guidelines defined by laws. The advantage of this 
judicial system is its way to look for the proper 
precedent matching the case the court is arguing 
about. This force of the example is directly connected 
with the concept of exemplarity, masterfully described 
by Alessandro Ferrara.

18
 The exemplarity concept is 

located between general and singular level, because a 
remarkable example will elevate itself from the 
manifold of other cases on one side, without having a 
universal principle embedded on the other side. 
According to Kant we can say: 
 

A physician therefore, a judge or a 
statesman, may have in his head many 
admirable pathological, juridical, or political 

                                                           
17

  I. Kant, Critique of Judgment, Hackett Publishing 
Company, 1987, pp. 179-180. 
18

 A. Ferrara, The Force of Example, Columbia 
University Press, 2012. 

rules, in a degree that may enable him to be 
a profound teacher in his particular science, 
and yet in the application of these rules he 
may very possibly blunder either because he 
is wanting in natural judgement (though not in 
understanding) and, whilst he can 
comprehend the general in abstracto, cannot 
distinguish whether a particular case in 
concreto ought to rank under the former; or 
because his faculty of judgement has not 
been sufficiently exercised by examples and 
real practice. Indeed, the grand and only use 
of examples, is to sharpen the judgement.

19
 

 
Moving from this Kantian passage, it is necessary 

to underline why the faculty of judgment is fundamental 
in the decision-making process. In this context it is 
fruitful to reprise what Kant called the teleological side 
of reflective judgment. When we distinguish reflective 
judgment from the determinative one, we are 
highlighting the absence of a universal rule available 
immediately to assess a particular case. Accordingly, 
what we choose as the goal of the research process 
will alter our approach. The main point to emphasise is 
that the same solution is not applicable in every case, 
since the decision-making process depends on several 
heterogeneous factors that cannot be known from a 
universalistic perspective. 

In my opinion, the importance of this approach is 
related to the complexity of grey areas cases. How can 
we deal with infrequent and uncommon problems? On 
the one hand, probability and statistics can give 
professionals a lot of knowledge related to past 
experiences. On the other hand, what is well-known 
could often be solved even if it is a rare case. The 
reductionist risk arises since decisions have to be 
made ever more quickly under stressed conditions and 
in our super-fast moving society. 
 
3. Conclusion 
 

In conclusion, I would underline how important 
reflective judgment is in the field of bioethics because it 
helps to avoid mechanical reductionism and also forms 
of naive relativism in the decision-making process by 
professionals. Likewise, in the medical field it is 
necessary to build a fruitful dialogue between doctors 
and patients, especially in rare diseases or 
multimorbidity scenarios. By means of reflective 
judgment it is possible to deal with the universal level 
of rules and protocols and the singular one with its 
unique details which can change the final decision 
about a therapy. 
 
Andrea Castagnoli 
                                                           
19

 I. Kant, Critique of Pure Reason, Cambridge 
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AN EXAMPLE OF BIG DATA MANAGEMENT FOR A 

POPULATION - BASED HEALTH MONITORING 

PROJECT 

 
Today, we can see the emergence of a phenomenon 
in science and technology: the convergence of 
technologies as a process of bringing together 
knowledge, practices, products and applications into 
productive combinations, creating new application 
domains. Involved in these forms of converging 
technologies there is also health information that is 
assembled and constitutes forms of aggregation of Big 
Data in repositories. The possibility of cross-matching 
various information expands the information content of 
these repositories. One example is represented by 
consumer-oriented electronic devices, apps, and 
services that are now able to capture a variety of 
parameters directly relevant to human health. 
Applications designed to collect, store, and analyse 
Personal Health Data (PHD) have proliferated and are 
increasingly being used by a wide range of individuals 
to track their own health. In addition to self-tracked 
PHD, more and more personal data are being captured 
passively as individuals surf the web, communicate 
with one another on social networks, make financial 
transactions, or conduct other activities that leave 
“digital footprints” outside the mainstream of traditional 
health care or public health research. 
Concurrently, there seems to be an increasing 
willingness by individuals to share their PHD with 
others. This can be seen within the ‘quantified self’ 
movement, where individuals meet to share insights 
gained from their self-tracking activities. Additionally, 
many people now share their data with those who have 
similar medical conditions in the context of online 
groups such as MIDATA, TALTIONI, PatientsLikeMe, 
or Crohnology. The growing amount of PHD presents 
an opportunity to move beyond the use of population-
level data for simple descriptive epidemiology towards 
its use for making causal inferences. 
 
These new methods of acquiring data and 
approaching research raise new challenges but also 
highlight familiar issues, including data access, 
privacy, and consent. Privacy norms and expectations 
are becoming highly differentiated, stretched in 
opposite directions by conflicting trends: on one hand, 
sharing is common in an era of online communication 
and social networking sites like Facebook, Twitter, and 
Pinterest, on the other, there may be an increased 
desire for attention to privacy as a result of adverse 
media events. 

 
Closely related to privacy is the need for informed 
consent in order to maintain public trust in research 
activities and goals. For researchers, data access 
becomes complicated when they need to acquire data 
from third parties rather than collect them directly. The 
scientific method is based on full transparency in data 
generation, manipulation, and analysis. Entities with a 
vested interest in protecting their intellectual property 
may refuse to open the black boxes of their proprietary 
software and algorithms, making it difficult, if not 
impossible, to interpret data, establish their validity, 
and replicate research. Whereas big data technologies 
in physics and genomics were largely developed by 
scholars with funds from public agencies, almost all of 
the resources relevant to PHD are commercially 
developed and subjected to a variety of intellectual 
property and licensing restrictions. 
 
In the case of Big Data integrated with health data, 
appropriate targeted information campaigns (calibrated 
on the sample of the population involved) must be 
developed with the purpose of collecting, using and 
processing data drawn by search engines, related to 
the issues associated with the informed consent 
procedure in order to make easier to obtain personal 
info and achieve better public awareness and more 
effective public engagement. 
 
At the 2017 annual EACME Conference in Barcelona, 
we have presented a brief description of the research 
project entitled “Ethics and Emerging Technologies: a 
population-based monitoring project” started in 2013 
as an example of the complexity of the convergence of 
different data regarding the health status of a single 
individual as well as a whole population. The research 
group, composed of scholars with different expertise 
and involved in various research fields, receives a 
financial grant from the Fondazione Cariparo and 
arises from the conviction of the necessity, at least in 
Italy but also at International level, to formulate some 
indications in  order to address all the ethical issues 
raised by the convergence of the results coming from 
four type of data and related to the following three 
steps: data collection, management and outcome. 
Closely working with the local health institutions, in 
2018, the research of such interdisciplinary group will 
be complemented by a “laboratory” represented by the 
population of a specific Local Health Unit in order to 
identify and field test possible ethical guidelines and 
practical approaches in health care. 
 
The four data typologies taken into consideration in 
their convergence potentiality are: 
 
i. HEALTH INFORMATION SPONTANEOUSLY 
GENERATED BY HEALTH SYSTEMS. 
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All this information is generated and archived 
electronically by the National Health Service (NHS) 
whenever a service is provided to an individual, 
therefore the reference population is represented by all 
NHS users. 
All the data contained in these archives are generally 
of two types: 
- those referred to a pathological condition (identified 
by a code) such as: hospital discharge cards, death 
certificates, ticket exemptions and electronic records 
related to the pathology; 
- those that do not directly identify a pathology but are 
related to it as, for example, drugs prescriptions. 
The information, generated within the NHS, is 
nominative in order to allow its use for diagnostic, 
therapeutic and evaluation purposes. 
 
ii. HEALTH INFO ACTIVELY COLLECTED WITHIN 
SPECIFIC STUDIES DEVELOPED ON THE BASIS 
OF SPECIFIC HYPOTHESIS. 
This information is mainly collected from pathological 
records or biological samples in the context of 
epidemiological studies or in the construction of 
Biobanks. The reference population is selected from 
the single research project. Each research project 
must obtain the approval of the competent Ethics 
Committee. 
 
iii. HEALTH INFORMATION EXTRACTED FROM "BIG 
DATA" ARCHIVES GENERATED BY SOCIAL 
NETWORKS OR OTHER NETWORKS. 
These data refer to a massive volume of digital data 
constituted by personal information released into the 
environment through the use of information 
technology. This huge amount of data, coming from 
heterogeneous sources, is generated at great speed 
and with pervasiveness. 
 
iv. SOCIO-ECONOMIC DATA 
Socio-economic data, generated by several public 
institutions in the fulfillment of their aims, are linked to 
the subject (Income Tax, Bank Transfers, Data from 
Italy’s National Statistics Institute). The target 
population is represented by all members of any 
specific group identified from time to time (taxpayers, 
current account holders, citizens). 
 
These new methods of acquiring data and 
approaching research raise new challenges but also 
recall familiar issues, including data access, privacy, 
and consent. 
Creative solutions must be found that allow individual 
rights to be respected while providing access to high-
quality and relevant Personal Health Data for research, 
that balance open science with intellectual property, 
and that enable productive and mutually beneficial 
collaborations between research, market and public 
expectations. 

Equitable access should be ensured to all those 
innovations, which are likely to produce a major impact 
on the quality of life and the protection of health. 

 
Findings from this project suggest that the public good 
can be served by these advances, but that there is 
also work to be done to ensure that policy, legal, and 
technological developments enhance the potential to 
generate knowledge out of Personal Health Data, in 
full awarness of the fact that converging technologies 
represent the screen though which we are watching ou 
future broadcast live. 
 
By Luciana Caenazzo and Lucia Mariani- Fondazione 
Lanza, Padova Italy 
 
luciana.caenazzo@unipd.it 
 
lucia_m049@yahoo.com 
 

YOU CAN’T SAY FAIRER THAN THAT! 

 
The first thing I did when I embarked upon my PhD 
journey, in fact, before the official starting date (!), was 
to visit the Package Advisory Committee at the Dutch 
Health Care Institute. This committee, consisting of 
professors from various disciplines, is tasked with 
deliberatively weighing health care coverage decisions 
on behalf of society. These decisions determine 
whether a form of care is part of the basic benefit 
package, the bare minimum of benefits Dutch citizens 
are entitled to. The Minister of Health takes the final 
decision, but the Institute, with the committee as 
external advisor, carefully drafts the coverage advice 
to the Minister. 
 
During this visit, I was bewildered by the 
meticulousness and humour displayed. I simply hadn’t 
expected the committee to be this careful about 
weighing different values and types of information, and 
I didn’t think they would enjoy it! Our paper (at time of 
writing submitted to a journal) on the dynamics of 
these meetings has, unfortunately, lost much of my 
bewilderment – though I could have made that work for 
me, like Verran (2001). Instead, we describe the 
unwritten rules that steer the deliberations. Following 
Lamont (2009), we characterise these unwritten rules 
as ‘scripts’. Our thesis is that not through adhering to 
procedure, but through the steering force of these 
scripts, the final advice can be considered fair.  
 
The scripts show that the committee’s unable to 
explicitly question both the scientific information, such 
as cost-effectiveness data, and the experiential 
information provided by patients. These types of 
information, however, do in different ways restrict what 
the committee feels able to do: ignoring them is 
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impossible. Instead, the committee brings in new 
considerations and expertly weaves these elements 
together. To top it off, they don’t only formulate positive 
or negative advice: they routinely provide 
recommendations to, for example, the Minister of 
Health. 
 
We were interested to find that this decision process 
seems unable to discuss different information types 
explicitly, but also that it actively shoulders 
responsibility in the form of these recommendations.  
I’ve really enjoyed my field work thus far, and I’d like to 
thank all my interviewees. 
 
Warm regards, also on behalf of prof. dr. Antoinette de 
Bont and prof. dr. Bert Boer,  
 
Tineke Kleinhout-Vliek 
 
Erasmus University Rotterdam, the Netherlands 
 
vliek@eshpm.eur.nl 
 
Lamont, M. (2009). How professors think: Harvard 
University Press.  
Verran, H. (2001). Science and an African logic: 
University of Chicago Press. 
 

A NEW PHENOMENON: THE VACCINISATION OF 

‘UNHEALTHY’ LIFESTYLES 

 
Vaccines are in development against smoking, eating, 
drinking, and the use of cocaine. These emerging 
lifestyle vaccines raise normative questions that I have 
articulated and explored in my dissertation (The 
Vaccinisation of ‘Unhealthy’ Lifestyles, 2017, 
Maastricht University). Two scholarly fields, namely, 
practical ethics and Science, Technology and Society 
studies (STS) were particularly fruitful for grasping the 
normativities of lifestyle vaccine research and 
evaluating possible future public health policies. The 
overarching concept for my research was Responsible 
Research and Innovation. 
 
Case-study: a clinical trial for a vaccine to stop 
smoking 
I focused on vaccination for smoking cessation. I 
studied very closely how such a new vaccine was 
developed, researched, used, and reported upon, by 
whom, why, and where. I did my fieldwork in a Dutch 
clinical trial for a nicotine vaccine, that was the central 
case of the thesis. Trial participants were people 
wishing to quit smoking. They received injections with 
either nicotine vaccine or placebo. The trial design also 
included medication, counselling, and 25 scheduled 

visits. Research assistants carried out the larger part of 
the daily trial activities. 
 My research project combined a longitudinal 
ethnographic study with desk research.  I did 
observations at the trial site, had 75 in-depth interviews 
with trial staff, research participants and their relatives, 
and organized discussion groups with experts in the 
domain of tobacco control research and policy. I also 
did a literature study. 
 The outcomes of the trial are known by now. If a 
substantial greater number of people who received the 
‘real’ vaccine had quit smoking than those who were 
given placebo, the vaccine would have proved its 
efficacy. To the great disappointment of the 
researchers, this was not the case. The quit rates in 
the vaccine and the placebo group were equal. And 
unexpectedly high. 
 
Daily trial conduct  
The thesis starts by elucidating which actors, work, 
and knowledges are involved in the daily conduct of 
nicotine vaccination and compares the analysis to the 
official accounts of the trial. Trial reports transfer the 
idea that vaccinated smoking cessation in a clinical 
trial can be reduced to the effects of the tested 
vaccine. My analysis suggests that a report of what is 
announced in the protocol cannot be taken as an 
adequate account of vaccinated smoking cessation 
practice. From the perspective of responsible research 
and innovation, this is problematic because the parts 
that remain invisible, such as the highly relevant social 
interactions between trial assistants and participants, 
cannot be subjected to technological, scientific, and 
societal debate. 
 
Experiences of vaccinated smokers 
Next, the perspective of smokers who participated in 
the trial was put central. Volunteers wanted to quit 
smoking and expected it to be difficult. What were their 
experiences? The analysis shows that participants 
deployed their own strategies to achieve the goal of 
smoking cessation. They did not passively follow the 
trial scheme, but made participation meaningful for 
their own goal and from their own perspective. They 
tinkered with trial elements (staff, pills, placebo, 
vaccine, breath test etc.) to make these better serve 
their individual goal. The divergence between 
someone’s own project and research project 
obstructed neither process.  
 
Agenda for debate 
I also analysed how the peer-reviewed literature 
constructed an ethical agenda for nicotine vaccination. 
Most articles presented smoking as an addiction 
problem that is situated in the brain and focused on 
technical aspects of the vaccines, such as the quantity 
and quality of antibodies, dosage, safety, efficacy, etc. 
If and when ethical issues were discussed, they were 
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mainly related to the use of the vaccines in children, 
which is a highly hypothetical application. Vaccination 
as therapy for adults (as tested in my case-study and 
other trials) was only sporadically related to sensitive 
issues. The chapter concludes that researchers, the 
public, and policymakers are not yet prepared for the 
ethical issues of lifestyle vaccination. 
 
Possible public health policies 
With the input of my ethnographic and literature 
analyses, and assuming for the sake of the argument 
the efficacy and safety of a vaccine to stop smoking, I 
explored possible future public health policies. Values 
that are common in practical ethics for public health, 
i.c. proportionality, respect for people, and justice, 
were helpful guides in that exploration. 
 The assessment suggests that similar policies as 
for other smoking cessation aids (e.g. quit smoking 
counselling, medication) are conceivable,  but only if 
the product is combined with these aids and not as 
stand-alone therapy. Such a combined offer could 
contribute to increased smoking cessation, an 
important tobacco control goal. 
 But would it also bridge the smoking-related 
health gap? According to the literature, low income and 
low education groups have thus far benefited the least 
of tobacco control policies, while having been 
burdened the most in the present context of smoking 
denormalisation and stigmatisation of `unhealthy´ 
behaviour. Without specific strategies for populations 
that smoke more, the epidemiological smoking-related 
health gap is likely to increase. Targeted nicotine 
vaccine policies, however, might widen the moral 
divide between groups that comply with the “imperative 
of health” (Lupton, 1995) and those that do not. 

Thus, both the targeted and non-targeted options 
raise justice issues that go beyond procedural or 
distributive aspects. The policy dilemma can, however, 
be avoided. For public health problems like smoking 
that have a strong social gradient, it might be 
worthwhile to put the emphasis on notions like social 
justice, health justice, and health equity. This would 
imply working towards the realisation of the value 
instead of working towards a sound implementation of 
one specific tobacco control technology. 

Arguably, such a shift from a remedy-driven 
exploration to a social justice-driven exploration would 
require unorthodox policies. Philosophical foundations 
for such policies can be found in the capabilities 
approach of Nussbaum and Sen (1993), and in the 
related work on “health justice” of Venkatapuram 
(2011). The latter argues that people are entitled to the 
social and political arrangements that make it feasible 
to lead a minimally good life. Quitting smoking or using 
a nicotine vaccine might - but would not necessarily - 
be part of that life. 
A new phenomenon: the vaccinisation of lifestyle 
behaviour 

The emergence of lifestyle vaccines capitalises on the 
public health successes of classic vaccines. Yet both 
types of vaccines require much additional support in 
order to ‘work’. Neither biotechnology can be taken as 
magic bullet. Moreover, the cause, spread, and 
immediacy of health threats of communicable diseases 
are very different from those of lifestyles and 
associated health problems. The vocabulary is 
strikingly similar, however. Words like ‘epidemic’, 
(social) ‘contamination’, ‘lethal disease’, and now also 
‘vaccine’ and ‘immune system’ are employed in both 
domains, which blurs the lines between the formerly 
distinct realms of communicable diseases and 
‘unhealthy’ lifestyles. The undue expectations and the 
shifting vocabulary are symptoms of a trend that I have 
coined ‘vaccinisation’. 
 ‘Vaccinisation’ resonates with concepts like 
‘medicalisation’, ‘pharmaceuticalisation’, etc. The 
notions share a critical view of the reduction of 
complex human and social conditions into problems 
that can be understood or ‘solved’ by medicine or 
medicines. ‘Vaccinisation’ signposts a new 
phenomenon. It is the construction of smoking, drug 
abuse, eating, drinking or stress as behaviours that 
can be changed with the help of vaccines. 

Vaccinisation presents two major issues to society. 
The first is about impact. The effect of health 
technologies is most often understood in quantitative 
terms. Yet next to this type of measurable or ‘hard’ 
outcomes, technologies also have ‘soft’, perhaps 
difficult to perceive, but no less essential moral 
impacts. Examples are the arrival of antibodies as a 
new carrier of responsibilities in the behaviour change 
process, or the fact that several scholars have ethically 
evaluated obligatory nicotine vaccination of large 
populations. The mere consideration of possible 
campaigns that are as far-reaching as those for 
communicable diseases, so regardless of ethical 
justifications, proves that vaccinisation has put morals 
into motion. Nicotine gum or patches, for instance, 
have never been proposed as obligatory treatment. 
 Second, vaccinisation also puts the topic of public 
trust onto the agenda. Arguably, the hopeful reception 
of experimental nicotine vaccines stands in contrast 
with the recent public disputes on bird flu, HPV, and 
other vaccination campaigns. The controversies have 
been diagnosed as examples of the fragility of trust in 
science, technology, and public health policies. 
 
More robust knowledge than RCT outcomes is 
needed 
One way to prevent the erosion of public trust in the 
more narrow, ´technical´ side of lifestyle vaccines is 
managing undue high expectations. This could be 
achieved, for instance, by being transparent about the 
roles of the vaccine and the quitter, and by finding a 
different word for ‘vaccine’. An equally fundamental 
way to work on public trust is strengthening the 
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broader research governance and policy side of 
lifestyle change and public health. The epidemiological 
gap that separates socioeconomic groups has been 
recognized as a very disappointing result of public 
health efforts. More robust knowledge is needed to 
make a bridge between evidence-based paradigms 
and societal needs, decrease the lifestyle related 
health gap between socioeconomic group, and work 
towards responsible research and innovation 
processes. As my thesis has demonstrated, it is 
interesting to add a qualitative component to a clinical 
trial. Combining biomedical research with the 
humanities and the social sciences may represent a 
response to calls for responsible innovation in both 
evidence-based medicine and public health. 
 
Anna Wolters 
 
a.wolters@maastrichtuniversity.nl 
 
WAW for Research & Support: http://waw.nu/en/ 
 

BOOK REVIEW: JACQUES BESSON- ADDICTION 

ET SPIRITUALITÉ 

 
Toulouse : Editions érès, 2017, 159 pages. 
 
Jacques Besson est professeur de psychiatrie 
communautaire à la Faculté de médecine de 
Lausanne, en Suisse. Il s’est intéressé dès le début de 
sa carrière à l’alcoologie, aux Alcooliques Anonymes 
(AA), aux addictions en général et est responsable du 
dispositif y-relatif dans sa région. « L’intuition que nous 
vivons dans une société addictogène se vérifie au 
quotidien. Nous sommes dans une civilisation 
d’addiction générale au quantitatif, au numérique, à 
l’avoir et au prendre, dans un matérialisme étanche 
aux fraternités indispensables. » Il définit la spiritualité 
comme un besoin naturel et universel de sens et de 
cohérence avec soi-même, autrui et l’univers, qui peut 
être profane ou religieux. « Des études canadiennes et 
suisses sur les facteurs de rétablissement 
d’alcooliques ont permis de trouver une pluralité de 
facteurs protecteurs, au premier rang desquels figurait 
la spiritualité mais aussi des facteurs profanes. » 
 
Un diagnostic holistique doit se demander si « le 
patient possède des ressources potentielles, tant 
groupales que culturelles, incluant la spiritualité (…) 
Quel sens donne-t-il à sa destinée ? » Les psychiatres 
américains se voient recommander d’effectuer une 
anamnèse spirituelle. En Europe, sommes-nous 
capables d’affronter notre difficulté à poser ces 
questions ? 
Médecine et spiritualité/religion. Pour C.G. Jung, la 
spiritualité est au coeur du rétablissement de 

l’alcoolique, il avait la conviction que notre monde va à 
sa perte s’il ne reconnait pas les besoins spirituels. 
« Bien évidemment, un tel positionnement nous place 
aux confins de la médecine. Ses détracteurs y voient 
la mainmise possible de groupements 
fondamentalistes, en rupture avec la science. Ils 
craignent le passage d’une aliénation à une 
autre. »  Pourtant : « S’il apparait que la dimension 
spirituelle est bénéfique pour les patients, c’est un 
devoir pour la médecine d’intégrer ce champ dans ses 
préoccupations cliniques. » Pas simple… surtout en 
psychiatrie qui est en tension affichée avec la religion 
depuis ses débuts. 
 
Besson traite des apports des neurosciences de 
l’addiction, notamment de la plasticité neuronale. Puis 
discute les trois « ordres » en médecine (physique, 
psychique et du « divin dans l’homme », de la 
sagesse), en présentant les positions de Platon, 
Pascal (qui parle de « cœur »), Teilhard de Chardin, 
du mystique suisse Maurice Zundel et du Dalaï-lama 
(parlant lui de compassion). 
 
Les travaux de Roger Sperry, Michael Gazzaniga et 
Andrew Newberg sont mentionnés à propos de 
neurothéologie. « Pour elle, science et religion n’ont 
aucune raison d’être incompatibles. Les questions 
spirituelles et religieuses sont naturelles, inscrites dans 
la biologie. » Sont abordées les dimensions 
génétiques et épigénétiques. En adressant aussi la 
question des mèmes (vus comme équivalent des 
gènes, mais pour la sélection des idées dans 
l’évolution culturelle). « La psychologie évolutionniste 
affirme que la spiritualité chez l’humain provient de 
mécanismes adaptifs, en vue de la survie. » 
 
Dans la conclusion, l’auteur fait référence aux travaux 
de Viktor Frankl sur l’inconscient spirituel qui, lorsque 
refoulé, est source de névrose de civilisation, avec les 
trois symptômes que sont l’addiction, l’agression et la 
dépression. « L’addiction fonctionne comme une 
automédication, au prix d’une attaque des liens et du 
sens. La spiritualité elle contribue au contraire à la 
nécessaire cohérence. » 
 
L’addictologie est un bon modèle pour l’écologie, 
souligne Besson en terminant. « Nous consommons 
les ressources de notre planète sur un mode 
parfaitement addictif. C’est pour cette raison 
qu’apparait un mouvement d’écospiritualité, aspirant  à 
un rapport équilibré entre humains et Terre 
nourricière ». 
 
Aujourd’hui, après des décennies marquées par la 
science « dure » et un certain scientisme, c’est une 
démarche très estimable mais aussi délicate, y 
compris pour un académique de plein droit, 
d’investiguer les interfaces, les interactions, entre 
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spirituel et médico-thérapeutique. Démarche pourtant 
nécessaire. 
 
Jean Martin 
Ancien membre de la Commission nationale suisse 
d’éthique 
 
Jeanmartin280@gmail.com 
 

ANNOUNCEMENT OF THE SUMMER SCHOOL 

CLINICAL ETHICS SUPPORT SERVICES BORCA DI 

CADORE (ITALY) 

AUGUST 26 – SEPTEMBER 1, 2018 

 
The EUROPEAN CLINICAL ETHICS NETWORK 
(ECEN), established in 2005, consists of a European 
Network of clinical ethics experts in practice, research, 
and training within the field of Clinical Ethics Support 
Services (such as Clinical Ethics Committees, Clinical 
Ethics Consultations, and Moral Deliberation). One of 
its aims is to further improve the quality and 
professional competence of those involved in Clinical 
Ethics Support Services (CESS) in Europe and 
internationally. 
 
The ECEN Summer School will be a good opportunity 
to stimulate exchanges and future cooperation among 
European and International colleagues. It will thereby 
contribute to another ECEN goal: to share experiences 
and stimulate critical reflection on the field of Clinical 
Ethics Support Services in order to contribute to 
professional quality. 
 
Candidates will find support to further develop their 
professional profile through their own learning style. 
They will enrich their (Inter)national professional 
network in the field of clinical ethics and get the 
opportunity to be tutored by senior colleagues. 
Candidates will improve their knowledge and expertise 
in the field of Clinical Ethics Support Services with 
respect to the following topics: 
• What is ethics about? What is clinical ethics support? 
• Methods for practicing clinical ethics support 
• Organizational aspects of clinical ethics support 
• Research and quality improvement of CESS 
• Philosophical dimensions of clinical ethics activities 
 
The deadline for application is April 30, 2018.  
Applications will be examined by the Scientific 
Committee. A telephone interview will be set up if 
necessary. You will receive a definitive answer at the 
latest by May 31, 2018. 
 
To apply for the ECEN Summer School: You will find 
the application form at the following websites: 

http://www.fondazionelanza.it  
http://www.ecenetwork.org/ 
 
By Luciana Caenazzo on behalf of the ECEN 
luciana.caenazzo@unipd.it 
 

EUROPEAN CONFERENCE ON RESEARCH 

INTEGRITY: WHY RESEARCH INTEGRITY 

MATTERS TO YOU 

 
February 05-07, 2018, Bonn (Germany) 
 
How do we take the issue of research integrity to the 
next level? How do we make integrity and 
integral dimension of excellence in research? We want 
to discuss these and further questions during the 
European Conference on Research Integrity, February 
05-07, 2018 in Bonn. The conference presents a range 
of sessions to talk about the big challenges for 
research integrity and the specific problems involving 
integrity in the media, in peer review, journals, or 
research organisations. The conference invites a wider 
range of disciplines to come and exchange insights 
and research about research integrity, including 
research ethics, but also media studies, law, 
criminology, sociology of science, organisation studies, 
or scientometrics. 
 
About the Conference 
 
As the range and extent of research integrity is 
becoming clear, also the limitations of command-and-
control approaches are getting visible. The current 
world of research appears to need processes for 
dealing with misconduct. This requires clear rules and 
procedures, which need to be organised fairly and 
balance a difficult range of interests. Journals also try 
to trace potential problems with plagiarism scanners or 
image analysis. Research associations try to express 
principles and ideals for research and research 
integrity courses are being offered at more and more 
European universities. But how do we internalise such 
processes in work processes, in day-to-day research, 
in our notions of research quality? How can research 
institutes organise integrity into research processes, 
support their researchers to maintain integrity in the 
face of pressures, rather than merely policy them when 
they do not? What are the practical consequences of 
positive integrity in addition to policing misconduct? 
 
The conference is not just a platform for novel 
research in a novel disciplinary mix. It also provides a 
setting to discuss research policy with policy makers 
and research managers. Of special importance is a 
consensus conference, for researchers and 
stakeholders to discuss the implications of the 
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conference’s findings for the future practice of research 
integrity. In addition, the conference reserves a special 
place for the latest developments in integrity education, 
demonstrating and trying out novel approaches of 
integrity training with students of Bonn University. 
 
Registration and Further Information  
If you would like to participate, please register online: 
https://printeger.eu/registration 
 
For further information, you may visit: 
https://printeger.eu 
 
Willem Halffman w.halffman@gmail.com on behalf of 
the Promoting Integrity as an Integral Dimension of 
Excellence in Research (PRINTEGR) project. 
 

SUMMARY OF THE BRIDGES (BIOETHICS 

RESEARCH INTERDISCIPLINARY GROUP: 

ENGLAND AND SOUTH KOREA) WORKSHOP, 

UNIVERSITY OF BRISTOL, NOVEMBER 1ST-2ND  

 
On November 1

st
 and 2

nd
 the Asian Institute for 

Bioethics and Health Law (AIBHL, Yonsei University, 
South Korea) and the Centre for Ethics in Medicine 
(CEM, the University of Bristol, UK) hosted a two day 
workshop at Clifton House at the University of Bristol. 
The workshop was part of BRIDGES (Bioethics 
Research Interdisciplinary Group: England and South 
Korea), under the support of the Korean National 
Research Foundation. BRIDGES is collaborative 
research project to forge links in bioethics scholars, to 
benefit each other with knowledge and practical 
solutions for our societies. This three year research 
project focuses on methodology of developing 
knowledge-based, and practical solutions to bioethical 
issues, and will develop along these phases: mapping 
the terrain of Korean and UK bioethics, framing 
approaches to research and shaping research. The 
first two day workshop was aimed at sharing and 
discussing the current big questions in bioethics from 
both countries: research ethics, end of life ethics, and 
reproductive ethics. The issues and current state of 
consensus of each country was presented alternately 
and questions and discussion followed. The next 
BRIDGES project workshops will be held on coming 
April at Yonsei University, Seoul, Korea and in October 
at the University of Bristol, UK with the potential to 
extend conversations into wider Europe and Asia. 
 
Dates: Wednesday and Thursday, 1–2  November 
2017 
 
Title: Mapping the Bioethics Terrain of Korean and UK 
Bioethics - GRN-BRIDGES workshop  

Description: The workshop took place at Clifton House 
at the University of Bristol. This workshop was a two-
day event with vibrant communication and two-way 
learning between UK and Korean bioethics scholars.  
 
Purpose: This workshop was to introduce BRIDGES 
and develop collaboration 
 
Participants: 

University of Bristol: Giles Birchley, Peter Dunne, 
Tim Fowler, Richard Huxtable, Jonathan Ives, 
Shellagh McGuinness, Anna Pacholyzk, Guy 
Schofield, Helen Smith, Paul Teed, and Alice Toms. 
 
Yonsei University: Seung Jop Baek, Seung-Gyeong 
Jang, So Yoon Kim, Ilhak Lee, Jong Hyuk Lee, and 
Myongsei Sohn. 

 
Outcomes: We developed understanding of each 
other’s experience in developing bioethics policy and 
building the bases for collaboration. With this 
experience the participants are expecting to exchange, 
collaborate and translate thinking about bioethics.  
 
Workshop Sessions: 
 
Day 1 -  
Session 1. Introduction to BRIDGES 
Ilhak Lee welcomed the participants, and a short 
introductory presentation to BRIDGES by Jonathan 
Ives followed. General perspective on bioethics were 
provided by Myongsei Sohn and Richard Huxtable, 
representing each country.  
 
Session 2. Reproductive Ethics 
So Yoon Kim explained the development of population 
health policy - from prevention to promotion- and 
related ethical issues; Sheelagh McGuiness described 
abortion debates and her contribution to the research 
of stillbirth. The discussion encompassed broader 
issues of parenthood and the meaning of family.  
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Session 3. Ethics of End of Life Care 
Myongsei Sohn and Richard Huxtable sketched the 
landscape of ethical issues-issues, participants, 
current state of consensus, and prospective research 
agendas. An in-depth discussion to understand and 
critically review the agenda presented was followed: 
the relationship between healthcare delivery and end-
of-life care, the influences of culturally embedded 
norms and the way to look the end of life experience 
from sociological perspectives. 
 
Day 2 -  
Session 4. Research Ethics  
Ilhak Lee compared the science policy with the ethics 
scientific conduct, citing famous research fraud cases; 
Jonathan Ives reviewed the development and 
philosophy of research ethics policy. The presentations 
were followed by the discussion over implementation 
of research ethics in the scientific conduct. 
 
Session 5. Moving Forwards  
Richard Huxtable summarised the discussion and 
invited the participants to propose topics for next 
workshops. Case development analysis from different 
perspectives and a pilot for empirical study was 
proposed. Further comments and suggestions will be 
circulated with the summary of the workshop.  
 
Ilhak Lee, Assistant Professor, Yonsei University / 
Visiting Research Fellow, University of Bristol 
 
ilhak.lee@bristol.ac.uk 
 

DEADLINE NEXT NEWSLETTER 

 
The deadline for the first edition of 2018: 
 

April 1, 2018 
 
If you wish to promote your event, or to inform your 
EACME-colleagues about the results of your work, 
descriptions of projects, book reviews etc. 
Any good ideas for upcoming edition? 

Don’t hesitate to contact our editor Giles Birchley: 
Giles.Birchley@bristol.ac.uk 
 

SEASON’S GREETINGS 

 
The EACME Executive Board wishes you and your 
loved ones happiness this Holiday Season and 
throughout the coming year. 
 
May 2018 be full of prosperous ideas, academic 
exchange and success! 
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