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K-001
Clinical Ethics Support Services. How should we evaluate a complex normative intervention?
Jan Schildmann, Institute for History and Ethics of Medicine, Martin-Luther-Universität HalleWittenberg, Halle, Germany
Clinical ethics support services (CESS) have been implemented broadly in healthcare. To determine
and ensure the quality of these services evaluation research has been hailed as important task. At
the same time, there is considerable debate about how to evaluate CESS appropriately. In this
presentation I will firstly review ethical and empirical challenges associated with evaluation of CESS.
Subsequently I will argue that to be able to evaluate CESS more appropriately it is important to
better understand CESS as intervention. To substantiate my argument I will firstly introduce the
Medical Research Council’s framework for complex intervention research and show how CESS fulfil
the requirements of a complex intervention. In a second step I will demonstrate how various
normative elements built into (different types of) CESS are relevant for decisions about appropriately
evaluating CESS. Based on my analysis I will discuss in how far a better understanding of CESS as
“complex normative intervention” may not only contribute to better evaluation research but also
stimulates our thinking about what we mean by “good” CESS.
References: Fletcher JC, Siegler M. What are the goals of ethics consultation? A consensus
statement. J Clin Ethics 1996;7(2):122–26.
Schildmann J, Molewijk B, Benaroyo L, et al. Evaluation of clinical ethics support services and its
normativity. J Med Ethics 2013;39(11):681–85.
Schildmann J, Nadolny S, Haltaufderheide J, et al. Ethical case interventions for adult patients
(Protocol). Cochrane Database Syst Rev 2017(4):CD012636.

K-002
Towards a new art of dying: a perspective from the ethics of care
Carlo Leget, University of Humanistic Studies, Utrecht, The Netherlands
Normally, palliative care is organized for patients and families, from the perspective of professionals.
But what if we would turn the table and organize care around death and dying with patients and
from a patient and family perspective? One of the first things that is needed then, is a framework for
patients and families that helps them to express what is important to them and supports them in the
choices that need to be made. Based on empirical research in two Dutch nursing homes, and inspired
by a medieval tradition of block books, the development of a new art of dying has resulted in a
conversation model for patients, families and caregivers which enables them to speak about ethical
and spiritual issues. But the model also helps to become aware of the cultural and societal pressure
put on patients and families. A new art of dying may help to put the ethical and spiritual dimension
of dying back in the centre of palliative care. This, however, can only be realized in cooperation with
patients and their families. Ethics in action becomes ethics with and for the people cared for.

K-003
The intricate ethics of participatory research: negotiating partnership, power and boundaries
Sarah Banks, Durham University, Durham, United Kingdom
Participatory research is becoming increasingly popular. This entails people with direct experience of,
or interest in, the topic of study playing a role in all or some of the research design and process. This
presentation will discuss some of the ethical challenges arising in research that entails academics or
professional practitioners working together with users of health and social care services and/or
members of community-based groups. It may be tempting to assume that potential ethical
challenges (e.g. avoiding exploitation, ensuring mutual respect, agreeing ownership of intellectual
property) can be anticipated, mitigated in advance and checked off by Research Ethics Committees
or Institutional Review Boards. However, this rarely reflects the messy reality of what happens in
practice.
This presentation outlines some of the day-to-day and unexpected ethical challenges negotiated by
people from different backgrounds working together as co-researchers. It draws on 28 case examples
from around the world, collected for a forthcoming book on ethics in participatory research. Many
are accounts of ‘small’ issues occurring during the research process, often not reported in
publications, for example: should a community researcher in Southern Africa adapt research
questions to avoid hurting people she knows?; how should a Dutch academic respond to a
community based co-researcher’s request to correct her written language?; where are the
boundaries between ‘friend’ and ’co-researcher’ for a UK PhD student?; should a Canadian
researcher also function as a therapist during a research project? These questions are not easily
answered by Research Ethics Committees, or through consulting ethical codes. The responses rely
on careful reflection and deliberation between parties involved, based on particular circumstances
and relationships. This requires a situated, relationship-based approach to ethics, drawing on an
ethics of care, virtue ethics and the practice of ‘ethics work’, details of which will be outlined in this
presentation.

K-004
Recovery: a duty or a virtue?
Astrid Vellinga, Arkin, Amsterdam, The Netherlands
Nowadays there is growing attention for the concept of recovery in psychiatric health care. Originally
the concept was developed by service users. Psychiatry was more focused on symptom reduction
and rehabilitation. Although it is clear the symptom reduction and personal recovery have a different
meaning, there are still some theoretical and ethical questions concerning the meaning of recovery
and the way it relates to symptom reduction in psychiatric health care. As the process of recovery is a
personal journey, it is unclear which factors can promote this journey. The longer I work as a
psychiatrist, the less I know. And also literature does not give clear answers to this question. For
some patients a diagnosis or forced treatment might be helpful, for others these factors may
undermine their process of recovery. And what does it mean for patients when the goal of thirty
percent more recovery is set in governmental reports. Does this stimulate recovery processes, or are
we taking as health care workers and policy makers the concept away from where it belongs, namely
the patients?
In this lecture I will discuss some ethical dilemmas concerning the concept of recovery in psychiatric
practice. Maybe it is a duty for health care workers to support recovery of patients. However, in
order that recovery will not be a duty for patients, we’ll have to reflect on the virtue of recovery as
well.
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O-001
Evaluation of deliberation in MCD in comparison to common case deliberation
Swanny Kremer, FPC Dr. S. van Mesdag, Groningen, The Netherlands, Groningen, The Netherlands
Beatrice Buhring, Rijksuniversiteit Groningen, Groningen, The Netherlands.
Objectives: Moral Case Deliberation (MCD) is created to support professionals in making morally
challenging decisions at their workplace. MCD is led by a trained facilitator who structures the
deliberation. Four factors determine the quality of deliberation: variety of argumentation, critical
engagement, moral focus and structure of deliberation.
Methods: Participants were N = 35 healthcare professionals divided over three groups (one control
and two intervention groups) that were unequal in size (n1 = 15, n2 = 10, n3 = 10) and unequal in
team composition (sociotherapists, psychologists and psychiatrists) as the first group included more
psychologists. All three groups were real existing working units at FPC Dr. S. van Mesdag in
Groningen. Each group participated in four deliberations recorded on videos that were scored with a
new questionnaire, Assessment form for Quality of Moral case deliberation (AQMCD) by students (N
= 54) from Stenden University. This data had been statistically analyzed.
Results: The role of the facilitator and the use of a conversation method seem to be important for
quality of deliberation within MCD by improving at least two important factors: (1) variety of
argumentation and (2) structure of deliberation. Future research needs to determine how the
facilitator can improve critical engagement and moral focus of the deliberation.
Conclusion: This study provides useful insights in how to conceptualize and measure quality of
deliberations in CES services.
Research support: FPC Dr. S. van Mesdag, VUmc, RUG
References: Jellema, H., Kremer, S. Mackor, A.-R. & Molewijk, B. (2017). Evaluating the quality of the
deliberation in moral case deliberations: A coding sheme. Bioethics, vol 31 (4), pp. 277-285

O-002
Evaluation of Moral Case Deliberations performed by facilitator-trainees in Swedish pediatric
oncology
Cecilia Bartholdson, Karolinska Institutet, Stockholm, Sweden
Bert Molewijk, VU University Medical Center, Amsterdam, the Netherlands; Anders Castor, Lund
University, Lund, Sweden; Pernilla Pergert, Karolinska Institutet, Stockholm, Sweden.
Objectives: The intention of the NOPHO/NOBOS Working Group on Ethics (WGE) is to offer Clinical
Ethics Support (CES) in Nordic pediatric oncology. The WGE offered a course in facilitating Moral Case
Deliberations (MCD) to healthcare professionals (HCP). During the course, MCD were implemented.
The aim of this presentation is to describe results from Swedish pediatric oncology, including: the
dilemma raised and the trainees’ evaluation of the quality of the MCD.
Methods: Nineteen HCP (physicians, nurses and social worker), representing all six pediatric
oncology centres in Sweden, participated in the training. The trainees invited HCP at their centres to
identify dilemmas in clinical cases and to participate in the MCD. After each MCD, the trainees
completed a questionnaire with open ended questions about the case and the dilemma.
Furthermore, the MCD was rated, on a 0-10 scale, regarding: the benefit for the group, own
performance and, overall quality. Data was analysed with content analysis and descriptive statistics.
Results: Twenty-four MCDs (participants 4-17) were performed and two main categories,
representing the common pattern of the ethical cases, were identified. “The child’s social situation”
includes different examples of social vulnerability of the child/family. “Conflicts with parents”,
includes conflicts concerning truth-telling, treatment levels and cultural practices. The mean-value
for the benefit of the group was 8.35, own performance 6.96 and overall quality 8.13.
Conclusions: Pediatric oncology includes complex medical and ethical issues but in the current cases
the social complexity seems to be the core contributing factor for the moral dilemmas. The medical
aspects were not the main issue, the cases rather needed to be reflected on with a comprehensive
and holistic view of the situation. The benefit of the MCD for the group was rated high and also the
facilitators’ performance was relatively high, even though they were under training, suggesting that
relevant CES can be performed by trained HCP.
Research Support: The study was supported by the Swedish Childhood Cancer Foundation. The
course was offered by the WGE in collaboration with VU University Medical Center.

O-003
Impact of moral case deliberation in healthcare settings: A literature review
Simone Naber, Radboud university medical center, Radboud Institute for Health Sciences, IQ
healthcare, Nijmegen, The Netherlands
Jelle van Gurp, Radboud University Medical Center, Radboud Institute for Health Sciences, IQ
healthcare, Nijmegen, The Netherlands; Simone Naber, Radboud University Medical Center, Radboud
Institute for Health Sciences, IQ healthcare, Nijmegen, The Netherlands; Stef Groenewoud, Radboud
University Medical Center, Radboud Institute for Health Sciences, IQ healthcare, Nijmegen, The
Netherlands.
Objectives: In the Netherlands, an important form of clinical ethics support is moral case deliberation
(MCD). Yet, thorough empirical evidence is limited with regard to its impact, which we define as the
change that is brought about in practice. With our literature review we aim to present an overview of
what is already known about the impact of such deliberations with a group of healthcare
professionals, thereby providing a) support for further implementation of MCD in healthcare
settings, and b) a focus for further research on and development of MCD.
Methods: In June 2016, a literature search was conducted in the electronic databases PubMed,
CINAHL and Web of Science. We adopted a systematic and stepwise approach, including continuous
peer review and careful documentation of our decisions. A stepwise qualitative analysis was applied,
using the QACDAS ATLAS.ti. Themes were related to each other in a conceptual model about impact
of MCD.
Results: Based on qualitative analysis of 25 empirical papers, we identified three clusters of themes.
First, we identified elements in the preparation and context of MCD that are deemed important by
authors (safe and open atmosphere; relevant case; committed participants; focus on the moral
dimension; supportive organization). Second, we identified changes that are brought about during an
MCD, that can have a spill-over effect on a personal level (changes with regard to feeling related to
other professionals; feeling relieved; understanding colleagues, one’s own perspective and the moral
issue at stake; feeling confident; awareness of the moral dimension and of the importance of
reflection). Third, we identified changes that are brought about after an MCD, on a personal and an
organizational level (changes with regard to addressing moral issues; doing one’s job as a healthcare
professional; quality of patient care; team cooperation; ethics in the organization).
Conclusion: MCD brings about changes in practice. Yet, evidence for direct impact on quality of
patient care is still limited and mostly based on self-reports. With patient-focused and
methodologically sound further research, for example through intervention studies, one could make
a stronger case for this kind of ethics support."

O-004
Autonomy of the vulnerable: health care professional´s moral reasoning in Moral Case Deliberation
Kaja Heidenreich, Centre for Health Care Sciences, Örebro University Hospital and School of Health
and Medical Sciences, Örebro University and Karlskoga Hospital, Sweden, Örebro, Sweden
Lars Johan Materstvedt, Department of Philosophy and Religious Studies, Faculty of Humanities,
Norwegian University of Science and Technology, Trondheim, Norway; Anders Bremer, Department
of Health and Caring Sciences, Faculty of Health and Life Sciences, Linnaeus University, and
Department of Acute and Prehospital Care and Medical Technology, Centre for Prehospital Research,
University of Borås, Sweden; Mia Svantesson, Faculty of Health and Medicine, University Health Care
Research Center, Örebro University, Örebro, Sweden.
Objectives: In Moral Case Deliberation (MCD), healthcare professionals discuss ethically difficult
patient situations in their daily practice. There is a lack of knowledge regarding the content of MCD
and there is a need to shed light on this ethical reflection in the midst of clinical practice. Thus, the
aim of the study was to describe the content of healthcare professionals’ moral reasoning during
MCD.
Methods: The design was qualitative and descriptive, and data consisted of 22 audio-recorded interprofessional MCDs, analysed with content analysis.
Results: The moral reasoning centred on how to strike the balance between personal convictions
about what constitutes good care, and the perceived dissonant care preferences held by the patient.
The healthcare professionals deliberated about good care in relation to demands considered to be
unrealistic, justifications for influencing the patient, the incapacitated patient’s nebulous interests,
and coping with the conflict between using coercion to achieve good while protecting human dignity.
Furthermore, as a basis for the reasoning, the healthcare professionals reflected on how to establish
a responsible relationship with the vulnerable person. This comprised acknowledging the patient as a
susceptible human being, protecting dignity and integrity, defining their own moral responsibility,
and having patience to give the patient and family time to come to terms with illness and declining
health.
Conclusion: The profound struggle to respect the patient’s autonomy in clinical practice can be
understood through the concept of relational autonomy, to try to secure both patients’ influence and
at the same time take responsibility for their needs as vulnerable humans.
References: Heidenreich, K., Bremer, A., Materstvedt, L.J. et al. Autonomy of the vulnerable in the
struggle to do good and preserve dignity: health care professional´s moral reasoning in Moral Case
Deliberation. Med Health Care and Philos (2017). https://doi.org/10.1007/s11019-017-9818-6 "

O-005
What good are physicians doing? Reflections on five cases from health care units in Romania
Maria Aluas, Iuliu Hatieganu University of Medicine and Pharmacy, Cluj-Napoca, Romania
Doing good for patients, for patient’s family or for society? This is a current question in the day-byday medical practice in Romania. Medical decisions are frequently contested in Courts and media.
The common answer of physicians is: ‘I only wanted to do good’. What means ‘doing good’? Who
can learn physicians the criteria of ‘doing good’? Clinical ethics consultation should have a central
role in clearing how to delineate the patient’s good from others good in health care units.
Objectives: As objectives of this presentation we set up the following: introducing cases from five
health care units (Psychiatry, Pediatrics, Cardiology, Oncology, General Medicine) dealing with
conflicting interests: patient and others involved; providing explanations on causes leading to
physicians decisions; identifying possible orientations for physicians dealing with conflicting interests
of patients and society.
Methods: Focus groups and interviews with residents and senior medical doctors with the main
purpose to delineate the good of individual patients and the good of other categories of persons
involved in medical decisions raised by these five cases. They were also asked about alternatives to
these decisions. And to imagine possible orientations for medical doctors in order to can easily
prioritize interests and diminish conflicts between patient good and society good.
Results: The main result from these cases is that doing ‘good’ for the patient goes sometimes in
counter-sense with legal regulations. The principle of beneficence cannot be respected in all
situations and physicians should know how to prioritize different conflicting interests and values. In
order to avoid criticized decisions and practice, the most highlight orientations resulted by focus
groups and interviews are: have clear regulations (both ethical and legal) and harmonize conflicting
regulations; adopt unitary clinical practice guidelines; favor communication between patient, family
and professionals; including ethical deliberation exercise and clinical ethics consultation in helping to
delineate the patient’s good from society good.
Conclusion: Medical doctors are dealing with very complex situations and conflicting decisions in
their daily practice. They need more regulations and guidelines but also an ethical deliberation
exercise in order to make good decisions for patients and prevent controversial practices.

O-006
Beginning and end of human life: point of view of modern medical students
Iryna Sorokina, Kharkiv National Medical University, Kharkiv, Ukraine
Tetyana Ospanova, Kharkiv National Medical University, Kharkiv, Ukraine; Mykhailo
Myroshnychenko, Kharkiv National Medical University, Kharkiv, Ukraine; Nataliia Tryfonova, Kharkiv
National Medical University, Kharkiv, Ukraine.
Objectives: To clarify the point of view of medical students to the key moments of human life and
death.
Materials and methods: A sociological survey of 740 students of the 1−3 courses of the Kharkiv
National Medical University medical faculties was conducted.
Results: The vast majority of the surveyed students have a negative attitude to the abortion in
Ukraine. The students believe that doctors can refuse to conduct an abortion for their own reasons
without explaining their point of view to a pregnant woman. Pregnancy, from the student’s point of
view, should be planned, desired and parents during planning pregnancy should lead a healthy
lifestyle, since the bad habits of the mother and father equally affect negatively on the future
offspring health. In the event of death students emphasize the need for the autopsy investigation,
giving it a great practical and scientific significance. Pathologist should be educated, humane, able to
talk with the deceased’s relatives, carry out an autopsy carefully, observing hygienic conditions, in a
certain sequence and silence, without causing unmotivated damage of the dead body. Interestingly,
medical students imagine their own death. They have a positive attitude to taking the organs during
early autopsies in order to save the life of another person.
Conclusion: The problem of life and death understanding is the key for the human being, without
comprehension of which it is impossible to ideological self-determination of the individual. This is
particularly relevant issue for the medical student, which will become a doctor in the future and in its
practical activities will take an active part in the human birth, contact with the patient who is in the
borderline between life and death, as well as with a dead body. "

O-007
Evaluation of bioethics’ knowledge among medical students
Tetyana Ospanova, Kharkiv National Medical University, Kharkiv, Ukraine
Iryna Sorokina, Kharkiv National Medical University, Kharkiv, Ukraine; Nataliia Tryfonova, Kharkiv
National Medical University, Kharkiv, Ukraine; Mykhailo Myroshnychenko, Kharkiv National Medical
University, Kharkiv, Ukraine.
Objectives: The aim of the survey was to assess the bioethics knowledge among the medical
students.
Methods: A structured 29 items questionnaire about knowledge, attitudes and practices regarding
some common bioethical issues was devised and distributed among medical students of 1st, 2nd and
3rd year in Kharkiv national medical university. A total of 740 medical students aged 18 to 28 years
completed the survey (male - 29.4%, female - 70.6%).
Results: Great majority (91.3%) regard ethics as very important in medical profession. The most
common source of bioethics’ knowledge was lectures/seminars (65.7%). The main contents of
Hippocratic Oath were known to 77.19% students, Declaration of Helsinki, Nuremberg code – 23%.
The majority of students (92.66%) regardless of age are positive about the issue of transplantology,
and 75.81% are ready to act as a donor of organs. Here the students of the 3rd year were leaders 49.33% compared with 23.24% and 18.86% in the junior years.74.27% of students believe that the
patient has the right to own death, but only 42.28% believe that euthanasia in some situations is
charity and the doctor can help the patient to die. In relation to the terminally ill person, 75.85% of
the subjects consider that euthanasia is acceptable (1st course - 19.25%, 2nd course - 16.79%, 3rd
course - 39.81%), while in relation to a newborn growth retardation - 40.15%, and to the elderly
person with terminal disease - less than 20% of students agree with it.
Conclusion: Medical students frequently encounter ethical issues in their training, but lack the
sensitivity to resolve these dilemmas. Clinical internship represents an important learning experience
for students. In spite of the fact that the level of awareness of bioethical aspects increases from
course to course, it is necessary to promote the cultivation of an ethical sensitivity, the capacity to
discern the ethical meaning of a particular situation throughout the whole period of studying in
medical universities. "

O-008
National Benchmarks for the Growth of Clinical Ethics Consultation Services
Avery Glover, Georgia State University, Atlanta, USA
Thomas V. Cunningham PhD, Kaiser Permanente, Los Angeles, United States; Jason Lesandrini PhD(c),
WellStar Health System, Atlanta, United States.
Objectives: Our primary aim is to develop a benchmark measure of clinical ethics consultation
service (CECS) activities that is empirically validated through a retrospective meta-analysis of publicly
reported data from 2000-2017. We conducted our analysis alongside other health system variables
such as services offered, admissions, or facility bed size. Secondary objectives include establishment
of a comparative guide for reporting CECS activities and highlight of future opportunities for
international collaboration across national health system models.
Methods: We reviewed all published papers in seven journals likely to publish clinical ethics research.
We selected for North American studies that report institutionally collected data on CECS activities
from 2000-2017. Then we identified the common ways scholars have reported CECS activities,
calculated average values for each parameter, and assessed missing variables across the studies.
Results: Our preliminary analysis suggests North American clinical ethics consultation services
perform 10.29 annual consults/100 beds. These figures include results from individual consultant, full
committee, and hybrid CECS models. After further data analysis, we will be able to present additional
aggregate measures of CECS activities relative to consult model and other institutional variables.
Results:
Our preliminary analysis suggests North American clinical ethics consultation services perform 10.29
annual consults/100 beds. These figures include results from individual consultant, full committee,
and hybrid CECS models. After further data analysis, we will be able to present additional aggregate
measures of CECS activities relative to consult model and other institutional variables.
Conclusion: We believe that as clinical ethics consultation becomes increasingly professionalized and
CECS expand beyond North American borders, it has become necessary to develop measures for
systematic and participatory dialogue. This work is a step towards the development of an empirical
toolkit for assessing existing CECS activities across national health systems and providing benchmarks
for shared collaboration.
References: Bates, S., McHugh, W., Carbo, A., O’Neill, S., & Forrow, L. (2017). The Ethics Liaison
Program: building a moral community. Journal of Medical Ethics, 43, 595–600.
Godkin, M. D., Faith, K., Upshur, R. E. G., MacRae, S. K., & Tracy, C. S. (2005). Project Examining
Effectiveness in Clinical Ethics (PEECE): phase 1—descriptive analysis of nine clinical ethics services.
Journal of Medical Ethics, 31, 505–512.
Romain, F., & Courtwright, A. (2016). Can I trust them to do everything? The role of distrust in ethics
committee consultations for conflict over life-sustaining treatment among Afro-Caribbean patients.
Journal of Medical Ethics, 42, 582–585.

O-009
HTA Ethical domain as health care support for decision making: state-of-the-art and perspectives
Dario Sacchini, Institute of Bioethics & Medical Humanities, Università Cattolica del Sacro Cuore,
Fondazione Policlinico Universitario “Agostino Gemelli”, Rome, Italy
Pietro Refolo, Institute of Bioethics & Medical Humanities, Università Cattolica del Sacro Cuore,
Fondazione Policlinico Universitario “Agostino Gemelli”, Rome, Italy; Antonio G. Spagnolo, Institute
of Bioethics & Medical Humanities, Università Cattolica del Sacro Cuore, Fondazione Policlinico
Universitario “Agostino Gemelli”, Rome, Italy.
Objectives: Health Technology Assessment (HTA) is a multidisciplinary process that collect
information about medical/economic/organizational/ethical/legal/social issues related to the use of
an health technology (HT) in a systematic/transparent/unbiased manner. Its purpose is to support
health care decision-makers. From the conception of HTA in the 1970s, it has been argued that the
ethical (ETH) domain is a constitutive part of HTA and that value judgments are inherent in the whole
HTA process. This contribution is aimed at discussing methodologies, issues and experiences in HTAETH domain.
Methods: Research query on Pubmed and manual web retrieval on international/national HTA
bodies was carried out.
Results: HTA-ETH domain aims at analyzing both the ethical questions that a given technology raises
when it is put into use/disinvestment as well as ethical issues that the HTA process itself raises. Even
though ETH domain is a constitutive part of HTA, ethics has not so frequently been part of HTA
reports. Reasons for that are analyzed. Available HTA ethical analyses are worded as an assessment,
a list of ethical issues, and/or an appraisal, a moral judgement regarding an HT. A wide range of (up
to 43) approaches have been suggested to address HTA-ETH domain. Two further questions are
open: standard operative procedures for HTA-ETH domain quality check and the definition of specific
core competencies for experts involved. Finally, the experience in HTA-ETH domain of Institute of
Bioethics & Medical Humanities (IBioMedH) of Università Cattolica del Sacro Cuore (UCSC),
Fondazione Policlinico Universitario “Agostino Gemelli” (FPG), Rome (Italy), from 2005 up to now is
showed.
Conclusion: HTA-ETH domain is a further expanding field for carrying out healthcare ethical
expertise/consultation.
Research support: No financial support was provided for this contribution.
References: Assasi N, Schwartz L, Tarride JE, et al. Methodological guidance documents for
evaluation of ethical considerations in health technology assessment: A systematic review. Exp Rev
Pharmacoecon Outcomes Res. 2014;14:203-220; Hofmann B. Why ethics should be part of health
technology assessment. Int J Technol Assess Health Care. 2008;24:423-429; Sacchini D, Refolo P,
Minacori R, Spagnolo AG. Ethics domain in health technology assessment: basics, approaches and
issues. Riv Int Sci Sociali 2016,3-4:387-398.

O-010
Ethically questionable behaviour embedded in everyday practices: Clinical Ethics Support’s blind
spot.
Anna-Henrikje Seidlein, Institute for Ethics and History of Medicine, University Medicine Greifswald,
Greifswald, Germany
Objectives: Various forms of Clinical Ethics Support (CES) have been developed and implemented to
enhance clinical practice from an ethical perspective and offer on demand support for those
perceiving situations as morally problematic. CES provides knowledge, facilitates communication
between the parties involved and gives advice. Yet the current practice is dominated by just one
perspective on ethical problems and efforts to realise ethically informed patient care.
Methods: The presentation will be based on a distinction between “Type 1” ethical problems as
situations of ethical misconduct or obviously wrong structures and “Type 2” ethical problems as
situations in which the individuals experience moral discomfort and uncertainty about the right
course of action. The differentiation reveals that a narrowed focus on professionals’ decisional
conflicts can lead to a biased picture of ethical concerns. At the same time other ethical problems,
which are not verbalised by the professionals towards CES as a request for relief, remain largely
unattended. The presentation will shed light on ethical problems which currently do not stand in the
focus and thus illuminate some of CES’ “blind spots”.
Results: and Discussion Empirical studies suggest that “Type 1” ethical problems play a significant
role in clinical practice. Nevertheless, with regard to CES, healthcare professionals report particularly
“Type 2” situations, whereas “Type 1” situations are left disregarded due to manifold reasons. CES
often does not reach these highly relevant ethically problematic practices that have a negative
impact on patients and professionals. We will delineate our hypothesis about why morally
blameworthy behaviour and obviously wrong structures don`t play a pivotal role in requests for CES
at present. One reason is related to the fact that currently the various models of CES tend to focus on
treatment decisions with regard to concrete cases. Other backgrounds possibly explaining the
dominance of “Type 2” problems in CES might be seen in professionals’ fatalistic attitude towards
healthcare structures on the macro and meso level.
Conclusions: There is a need for further discussions about how ethical concerns beyond treatment
decisions that are inherent in daily practices can be addressed and prevented through further CES
interventions."

O-011
Supporting ethical decision making for clinical commissioners - an interview study
Selena Knight, King's College London, London, UK
Objectives: The Imperial College NHS Healthcare Trust Clinical Ethics Committee (CEC) is one of the
longest serving UK CECs, and meets monthly to discuss clinical-ethical cases referred from its four
hospitals, as well as reviewing institutional protocols, policies and public health directives. This study
aims to identify and categorise the ethical topics and themes arising from cases referred to the CEC
over the past ten years, and to ascertain whether there has been a qualitative change in the types of
cases and themes arising over time.
Methods: Detailed minutes of CEC meetings from 2008-2017 were reviewed. Cases were categorised
according to primary and secondary ethical and/or legal topics. A broader thematic analysis was
undertaken to explore the main ethical themes and the framework used for case-analysis & decisionmaking. Triangulation was undertaken as part of the analysis.
Results: Preliminary results identified the most commonly raised topics as: decision-making for
patients lacking capacity, vulnerable patients' consent & refusal, control of information, and the
scope of the duty of care. These were consistent across the years. Broader themes included
challenges in ascertaining net benefit particularly in the context of uncertainty, the scope of
autonomy, and distributive justice. The framework used for case analysis was broadly casuistic,
adopting a case-based ‘bottom up’ approach, comparing and contrasting with other similar cases and
drawing upon relevant ethical and legal principles.
Discussion: The regular recurrence of certain ethical topics and themes demonstrates that these
continue to challenge healthcare professionals. The informal application of a casuistic approach
highlights the “4 quadrants” (Jonson, Siegler & Winslade) as a useful framework for CECs to use for
case analysis.
Conclusion: This study offers a detailed typology of cases referred to a CEC over ten years. Its
findings provide a focus for future educational training of CEC members, and for healthcare workers
in hospital trusts and other settings. It may also encourage reflection on wider hospital policy on
topics and areas arising frequently in CEC referrals. "

O-012
Scientific integrity training in European universities
Shila Abdi, KU Leuven, Leuven, Belgium
Ben Nemery, KU Leuven, Leuven, Belgium; Kris Dierickx, KU Leuven, Leuven, Belgium.
Objectives: Research integrity training is considered to be crucial for preventing research misconduct
[1]. However, there is no consensus on “content, format, timing, or frequency of courses, nor is there
a common view on who needs training and who qualifies to lead the training” [2]. The aim of this
study is to investigate the current situation concerning research integrity training in the universities
that are members of the League of European Research Universities (LERU).
Methods: In a first phase, an internet search was performed to map the different training programs
of the 23 targeted universities. Next, all universities were emailed and asked whether information
found on their official websites was valid and complete. Data was analysed by inductive content
analysis [3] focusing on universities’ training content, format, timing, and frequency, as well as
targeted trainees and trainers.
Results: Information on training, and especially on the content of course, proved difficult to access
through the official websites, possibly because such information is available for staff only.
Preliminary data analysis reveals substantial variations in format, frequency, duration, timing and
content of training programs among European universities. Results of full data analysis will be
presented at the conference.
Conclusion: The findings will be framed in the light of (limited) existing evidence available on training
in scientific integrity in universities. According to the literature, different training programs are
possible with each program having certain goals and advantages, as well as certain limitations.
Nonetheless, to foster a culture of integrity among researchers, universities have the responsibility to
support research integrity training. The European Code of Conduct for Research Integrity encourages
this point of view.
Research support: KU Leuven Internal Funds C24/15/032
References: [1]Godecharle, S., Nemery, B., & Dierickx, K. (2013). Guidance on research integrity: no
union in Europe. The Lancet, 381, 1097–1098.
[2] Godecharle, S., Nemery, B., & Dierickx, K..(2013). Integrity training: conflicting practices.
Science, 340, 1403.
[3] Elo, S., & Kyngäs, H. (2008). The qualitative content analysis process. J Adv Nursing, 62(1),
107–115.

O-013
Whose responsibility? Should physician-researchers outsource ethical judgements about
enrolment in emergency research?
Kate Sahan, Ethox Centre and Wellcome Centre for Ethics and Humanities, University of Oxford,
Oxford, UK
Doing emergency research is ethically challenging since obtaining informed consent is usually
impossible. This made emergency research impermissible until regulations changed to allow a waiver
of informed consent, granted at ethics approval. I argue that the waiver undermines the ethical
responsibilities of emergency physician-researchers. This is because if conditions for the waiver are
met at approval stage, re-checking these conditions may seem unnecessary when each patient is
enrolled. A re-check is important if not all patients will meet waiver conditions, with failure to meet
conditions triggering a return to proxy consent or assent processes. However, not re-checking
conditions might also seem permissible, if the difficult context of emergency research automatically
ensures every patient will meet them.
Interpreting the waiver as not involving individual re-checking might seem uncontentious, since we
know the emergency context will apply to every patient eligible for the research. However, such an
interpretation undermines the ethical value of the patient-physician enrollment encounter. This
outsources responsibility for enrollment judgements elsewhere in the decision-making. Such
outsourcing may not be justified.
Firstly, others (e.g. RECs) may not have the authority to enroll a group of unknown future patients.
Secondly, grouping exacerbates respect for autonomy issues to which the waiver is purportedly
sympathetic. Thirdly, the emergency context may intensify physician-researchers’ responsibilities
towards potential subjects, lessening rather than strengthening the case for outsourcing. A
counterargument might claim that outsourcing protects emergency patients and physicians: rechecking whether waiver conditions apply mid emergency is riskier for patients and burdens
physicians emotionally. However, this claim over-simplifies the enrollment encounter, whose value,
inter alia, is in the treating physician judging how her patient will fare in the research as an individual.
A protection claim might instead function to optimise the research sample (e.g. reducing selection
bias) to the detriment of ethical enrollment practice.
Emergency physician-researchers should retain, not outsource, responsibility for ethical judgements
about enrollment by re-checking that waiver conditions apply to each patient.

O-014
Love hurts: Is the harm threshold used in practice to evaluate parental medical decision-making?
Giles Birchley, University of Bristol, Bristol, UK
Objectives: During the case of Charlie Gard, a child with a mitochondrial disease whose parents
sought permission to receive experimental treatment, the English Court of Appeal rejected a parental
decision-making threshold based on significant harms.[1] The “best interests” standard receives
widespread international recognition through the United Nations Convention on the Rights of the
Child. Yet, the harm threshold has been supported by some bioethicists, who argue that the best
interests standard inadequately respects parental rights to autonomy and privacy. Moreover, it is
claimed that the harm threshold better reflects the actual use of the “best interests” standard in
practice.[2] This paper presents an analysis to empirically test this claim. - Methods Data were
analysed from an empirical ethics study of decision-making in paediatric intensive care. A range of
factors used to judge best interests emerged in interviews with 39 parents and clinicians. This allows
us to assess whether a standard that conforms to the harm threshold is used in practice.
Results: Overall, participants suggested eight factors to evaluate the best interests of children. These
included the claims that treatment should be based on what is best for the child alone and; that
treatment should be based on what is best for the family as a whole. Parents and clinicians gave
markedly different weight to some factors, with clinicians often guided by overall family wellbeing.
Conclusion: These data bear out the claim that the harm threshold may reflect clinical practice,
which should give pause for thought. However, such a conclusion does not necessarily make a
compelling moral case for the harm threshold. Indeed, this snapshot of practice undercuts the view
that parental rights are routinely infringed using the best interests standard. Given the potential for
unintended effects to result from losing an aspirational standard, the harm threshold should be
approached with caution.
Research support: The empirical study received research ethics committee approval.
References: [1] In the Matter of Charles Gard [2017] EWCA Civ 410. [2] Diekema DS. Revisiting the
Best Interest Standard: Uses and Misuses. Journal of Clinical Ethics 2011;22(2):128-33.

O-015
Patient involvement when facing severe mental illness and coercion - A qualitative study
Reidar Pedersen, Centre for Medical Ethics, University of Oslo, Oslo, Norway
Reidun Norvoll, Work Research Institute, Oslo Metropolitan University, Oslo, Norway.
Objectives: The use of coercion is common during severe mental illness, yet controversial. The
patient may lack competence to consent and be in urgent need of help. Patient involvement can be
perceived as idealistic, futile or even harmful by the professionals. Research on what patients
subjected to coercion actually wants when it comes to involvement is limited, but may be important
to improve mental health services. Thus, we wanted to explore the views on patient involvement
among people with first-hand experiences of being coerced during severe mental illness.
Methods: This study includes semi-structured focus groups and individual interviews with 24
participants who had various severe mental health problems and experiences with coercion. Data
were collected in 2012-2013 in three regions of Norway and analyzed by a thematic content analysis.
Results: Many of the participants described inadequate involvement and information, in particular
within the hospital services and when medication was given. All participants wanted the
professionals to be more responsive, acknowledging and curious towards the patient’s own
perspectives. The participants had several suggestions on how to realize this, for example always ask
what the patient regards as the main problem, and the patient’s experiences with past treatment.
They also wanted closer follow-up during and after the use of coercion. Furthermore, the
participants emphasized balancing evidence with an individual approach, extra caution when
evidence is weak, using the least intrusive methods, giving higher priority to clinical communication,
better involvement of family and peers, more use of decentralized services, and greater use of userexperiences in the health care organizations. Rich examples on what was missing and concrete
suggestions on how to realize the potentials for improvement and balance different moral principles
were provided.
Conclusion: This study indicates that patients and users regard patient involvement as important also
when coercive measures are used or considered, and that it may have the potential to improve and
reduce the use of coercion, and create better treatment and decision-making processes. The results
may also be relevant for clinical ethics support services and legal amendments.

O-016
To feel safe or unsafe at a psychiatric ward. Experiences reported by 17 patients
Veikko Pelto-Piri, Örebro University, Örebro, Sweden
Ulrika Hylén,University Health Care Research Center, Faculty of Medicine and Health, Örebro
University, Örebro, Sweden; Tuula Wallsten, Region Västmanland, Västerås, Sweden; Iradj Nikban,
Nikban Psykoterapi AB, Stockholm, Sweden; Lars Kjellin, University Health Care Research Center,
Faculty of Medicine and Health, Örebro University, Örebro, Sweden.
Objectives: Research on the prevention of violence implies that the organisations ability to create a
good ward environment has a crucial influence on the risk of violence and patient safety (Bowers,
2014). The purpose of this study is to enhance our understanding of feelings of safety and unsafety at
psychiatric wards from a patient perspective. In addition, the results will be compared with the views
of psychiatric staff and ward managers.
Methods: In this study 17 adult patients, five women and 12 men, were interviewed from four
different kind of psychiatric clinics. The main question was about patients’ perception of the ward
and what makes it safe or unsafe in general, and in relation to 1) the ward’s physical design, 2) the
ward’s routines and rules, 3) the staff’s approach to patients and 4) the presence of other patients.
Qualitative content analysis was used with inductive approach to analyse and create themes and
subthemes. The study is part of a larger program, where also 17 staff members and six ward
managers at the same wards have been interviewed.
Results: The main results can be summarized in three themes. The first theme, the unpredictable
psychiatry, concerns patients meeting with the psychiatric organization and its ability as a healthcare
provider to meet the needs of the patients. The second theme is about the daily life at the ward,
which was perceived as socially poor. The third theme, dealing with violations and aggressive
behaviour, is about how participants addressed these problems and how they perceived that staff
members and fellow patients acted in these situations.
Conclusion: Patients described relatively often a feeling of unsafety in terms of not being included,
neither in their care and treatment nor socially at the ward. Comparative analyses of interviews with
staff and managers are ongoing and will be presented at the conference.
Research support: FORTE and Uppsala-Örebro Regional Research Council.
References: Bowers L. Safewards: a new model of conflict and containment on psychiatric wards. J
Psychiatr Ment Health Nurs. 2014;21(6):499-508.

O-017
Family members’ moral dilemmas with coercion in mental healthcare
Marit Helene Hem, VID Specialized University, Oslo, Norway
Objectives: Coercion in mental healthcare does not only affect the patient, but also the patient’s
families. The objective of the present narrative study is to explore family members’ moral dilemmas
regarding coercion and the factors influencing these dilemmas.
Methods: Qualitative individual - and focus group interviews with 36 family members of adult and
adolescent people with mental health problems and coercion experiences were carried out.
Results: Four major themes are identified: a) the ambiguity of coercion; b) struggling to stay
connected and establishing collaboration; c) worries and distress regarding compulsory care; d) and
dilemmas regarding initiating coercion. Subsequently, coercion can reduce, but also add burden for
the family by creating strains on family relations, moral dilemmas, moral distress, and retrospective
regrets; this is reinforced by the lack of information or involvement and low-quality care.
Discussion: It is a moral obligation to develop more responsive and voluntary-oriented professionals
and services for patients and families. The family members’ stories underline the need for improved
communication, information, and family support from health professionals regarding their dilemmas.
Real participation in care and informed consent require dialogue and a more thorough information
about the possible effects of coercive measures compared to the alternative treatment possibilities.
The findings seem to reflect systemic problems within the healthcare system, including the general
lack of use of the input of family members.
Conclusion: It is a moral duty for professionals, as well as the government, to secure quality care
during coercion, to provide information that gives the family more opportunities to make the right
choices, and to be open for the family members’ evaluation of how coercion affects the patient and
the family.

O-018
Playing cards about the End-of-life? Facilitating end-of-life conversations with medical students.
Montse Esquerda, Institut Borja Bioetica-Universitat Ramon Llull, Barcelona, Spain
Josep Pifarre, Universitat de Lleida, Lleida, Spain; Helena Roig, Institut Borja de Bioètica, Barcelona,
Spain.
Objectives: Previous studies have detected high levels of fear of death in medical students and
“death avoidance” attitude. Conversations about end-of-life wishes are a challenge for medical
students, but they are really necessary. Decision making at the end of life can be greatly influenced
by the preferences of professionals without taking into account the patient's preferences. Several
studies show that knowing the end-of-life wishes and preferences could improve the patient’s quality
of life and quality of the patient’s death, improving sense of control and symptom control. But some
authors have called "the most difficult conversation", the discussion about the end of life.
The aims of this study are:



To facilitate and improve end-of-life conversations with medical students: the activity aimed
to help students to reflect on their own values, wishes, and preferences at the end of life
To compare medical students wishes, values and preferences with other students choices
and patient’s wishes, values and preferences (described in previous studies)

Methods: 35 medical students were enrolled in an activity using the GoWish Card Game as part of a
course on bioethics.
We use a GoWish Card Game, a game developed by the Coda Alliance, to educate patients, families
and professionals about end-of-life options and advance care planning. It is s deck with 36 cards,
available in English and Spanish. Each card provides a short sentence, about some value identified as
important at the end of life.
The students were instructed by the professor to divide the cards into 3 groups: 10 very important
values, 10 not important values and 10 values really difficult to understand.
Results: The students show high similarity in the choice of the top 10 priorities, but significant
differences are found in some of the items chosen by patients, some related to spiritual aspects or to
the family participation in the decision.
Conclusion: The students report that the activity has helped them to talk about their end of life,
being more aware of their own values and the recognition of the other's values.

O-019
Belgian psychiatrists on euthanasia for reasons of psychic suffering caused by psychiatric illness:
qualitative study
Frank Schweitser, Centrum ethiek en humanisme VUB - Expertisecentrum ‘Waardig Levenseinde’
W.E.M.M.E.L., Brussels, Belgium
Johan Stuy, Vrije Universiteit Brussel, Belgium; Wim Distelmans
Objectives: In 2002 Belgium adopted a law on euthanasia. In the early days ethical debates focused
on the desirability of such a law and on the conditions under which euthanasia could be possibly
accepted. Years later the issue of euthanasia for reasons of psychiatric illness, is the center of
attention.
One of the objectives is to provide a better understanding of the current debate.
Another objective is to provide insights into one of the criteria in the law: the decision-making
competence. A well-understood concept in the context of informed consent, but insufficiently
explored in relation to euthanasia.
The overall objective is to contribute to scientific knowledge about both topics.
Methods:
-Focus groups with healthcare workers (analyzed in NVivo 11 software).
-Interviews with psychiatrists and neurologists (analyzed in NVivo 11 software).
-Content analyses.
Results (work in progress):
-Two focus groups have taken place: (1) in a hospital for psychotic disorders; (2) in a hospital for
addiction treatment.
-14 interviews with physicians have been completed and analyzed (11 psychiatrists and 3
neurologists).
-Content analyses: articles in the media, conferences, guidelines and biomedical ethical literature on
the subject.
Preliminary conclusions: In the debate on euthanasia for psychiatric reasons a distinction can be
made between five main groups: (1) against euthanasia for psychic suffering; (2) against the criteria
which are currently used in the law; (3) in favor of a status quo; (4) in favor of an expansion of the
possibilities in the law; (5) an ambivalent position in relation to the subject.
Psychiatrists and neurologists involved in the evaluation of requests for euthanasia have relevant
personal opinions about decision-making competence in the context of euthanasia. These opinions
are often based on existing concepts of decision-making competence developed for other purposes
(for example to consent to treatment).
References: Assessing Competence to Consent to Treatment. A Guide for Physicians and other
Health Professionals (Grisso, Appelbaum, 1998)
A History and Theory of Informed Consent (Faden, Beauchamp, 1986)
Deciding for Others: The Ethics of Surrogate Decision Making (Buchanan, Brock, 1989)

O-020
What do you think of robots? An ethical account of SARs in aged care.
Tijs Vandemeulebroucke, Centre for Biomedical Ethics and Law, KU Leuven, Leuven, Belgium
Objectives: Confronted with an aging population and decreasing numbers of caregivers, societies
look at technologies to sustain dignity-enhancing care for older adults. As such, Socially Assistive
Robots (SARs), characterized as embodied (semi-)autonomous technologies with social and
(physical/psychological) assistive capabilities, receive increased attention. As the conviction grows
that SARs have a place in aged care, it is necessary to ethically reflect on this use.
Methods: A focus group study involving 59 Flemish community-dwelling older adults was developed
to study their moral intuitions regarding SAR use in aged care. By combining these intuitions with the
insights into ethical normative reasoning on SAR use developed in our review of argument-based
ethics literature(1), we propose a robust ethical account of SAR use in aged care.
Results: The focus group study showed that older adults’ moral intuitions regarding SAR use can be
divided into three dynamically interrelated levels: an organizational/societal level (e.g. where does
the question about SAR use come from?), a relational level (e.g. does SAR use affect the relation
between older adults and caregivers?), and an individual level (e.g. impact of SAR use on older adults’
autonomy). The review of argument-based ethics literature showed that normative reasoning on SAR
use is inspired by four ethics approaches: deontology, principlism, capabilities approach and careethical approach. By hermeneutically reflecting on older adults’ moral intuitions through the review’s
insights, an ethical account of SAR use in aged care is developed; being normative while remaining
connected to older adults' perceived reality.
Conclusion: The ethical account of SAR use in aged care consists out of two dimensions: continuous
ethical reflection on and ethically assessing SARs. While the first dimension is a never-ending process,
the second necessarily leads to a decision about SAR use in aged care. Nevertheless, this decision can
never be ethics’ endpoint.
References: (1)Vandemeulebroucke, T., Dierckx de Casterlé, B. & Gastmans, C. (2018). The use of
care robots in aged care: a systematic review of argument-based ethics literature. Archives of
Gerontology and Geriatrics 74, p.15-25.

O-021
Why should we involve patients and the public in biomedical research?
Mark Sheenan, Ethox Centre, Oxford, UK
Matthew McCoy, Department of Philosophy, University of Pennsylvania, United States; Leah Rand,
National Academy of Sciences, United States; Karin Jongsma, UMC Utrecht, Utrecht, The
Netherlands; Michael Dunn, Ethox Centre, University of Oxford, Oxford, United Kingdom; Carolyn
Neuhaus, Hastings Center, Garrison, New York, United States; Joanne Crocker, Department of
Primary Care, Oxford, United Kingdom.
Objectives: To consider, organise and evaluate the ethical rationales/justifications for patient and
public involvement in biomedical research
Methods: Literature/argumentative review, ethical and conceptual argument
Discussion: There is an increasing requirement for researchers to involve patients and the public in
some way in biomedical research. The ethical justification for this requirement has received some
scrutiny but much of it has remained implicit and unarticulated. Indeed, in broader contemporary
society there is an increasing presumption, rather than an explicit justification, that patients and the
public will be robustly involved in decisions about both medical care and research.
In this paper we begin by articulating an initial, broad distinction between rationales for involving
patients and rationales for involving the public. We then further articulate these rationales with
special concentration on the rationale for involving the public or publics in decisions about
biomedical research of a range of kinds. We distinguish four categories of justification for
involvement: (i) the instrumental value of involvement, (ii) legitimising function of involvement, (iii)
special obligations involve specific groups and (iv) the broad obligation to be open to inquiry.
Conclusion: We suggest that, while much patient and public involvement can and should be
understood as a mixture of these rationales, there are good reasons for distinguishing between them
in practice –largely related to the clear articulation of the role that those involved are to play. We go
on to suggest that the initial broad distinction between patient involvement and public involvement
together with the four categories of justification provide a robust ethical framework for
understanding the obligations to involve.

O-022
Caring of patients with destination therapy left ventricular assist device : an ethical challenge
Sara Roggi, Center for Clinical Ethics, Biotechnology and Life Sciences Department, Insubria
University, Varese, Italy
Jacopo Testa, Center for Clinical Ethics, Biotechnology and Life Sciences Department, Insubria
University, Varese, Italy. Center for Tropical Diseases, Sacro Cuore- Don Calabria Hospital, Negrar
(Verona) Italy; Federico Nicoli, Center for Clinical Ethics, Biotechnology and Life Sciences Department,
Insubria University, Varese, Italy. Clinical Ethics Service, Domus Salutis Clinic, Teresa Camplani
Foundation, Brescia, Italy; Alessandra Gasparetto, Center for Clinical Ethics, Biotechnology and Life
Sciences Department, Insubria University, Varese, Italy.
Introduction: Left Ventricular Assist Device (LVAD) is a new permanent implantable pump, which
represents an alternative therapy for patients with advance heart failure.
According to the eighth annual INTERMACS report, 50% of LVAD implants were realized for
Destination Therapy (DT) by 2015. Since patients with a long-term support (DT) implanted in their
chest generally have worse survival, it is essential to pre-operatively assess the occurrence of main
factors contributing to the patient outcome in the follow up. Among them, particular attention
should be given to caregivers, whose consent for LVAD DT implant is one of the basic requirements
to undergo the surgery.
Discussion: According to the 2013 International Guidelines for Mechanical Circulatory Support (MCS),
informed consent from caregivers who are expected to take care of candidates for LVAD implant is as
fundamental as obtaining consent from the patient. Since caregivers are those who provide
continuous care to patients outside the hospital, the lack of the caregiver consent prevent the
patient from taking part in the implant selection process. Many studies in the literature describe the
informal caregiver’s role as “caregiving transition” (Kitko et al.) from the pre-implant phase of caring
to the post-implant situation of progressive adaptation to a new normal with their relatives.
However, the price of this adaptation in terms of quality of life is not clear.
Objectives: Focusing the attention on the ongoing process of caring, from the pre-implant phase to
the patient’s follow up, the aim of the present study is to investigate caregivers’ burdens in order to
assess the complexities that affect the caring process when the decision to turn off the device occurs.
Moreover, such an analysis will be fundamental to preoperatively evaluate the appropriateness of
caregivers for future candidates for LVAD DT implants.
Methods: This analysis will be realized through a transversal study analysis of the literature on
caregivers’ burdens.

O-023
Dilemmas of dementia prediction: a German stakeholder conference
Julia Perry, Department of Medical Ethics and History of Medicine, University Medical Center
Göttingen., Göttingen, Germany
Benjamin Herten, IEGUS - Institut für europäische Gesundheits- und Sozialwirtschaft GmbH, Bochum
Germany; Scott Stock Gissendanner, IEGUS - Institut für europäische Gesundheits- und
Sozialwirtschaft GmbH, Bochum Germany; Silke Schicktanz, Department of Medical Ethics and
History of Medicine, University Medical Center Göttingen, Göttingen, Germany .
Objectives: Current dementia research is exploring different biomarkers for the prediction and early
detection of dementia. The aim is to develop new treatment approaches, which intervene in
molecular mechanisms of the disease at an earlier stage. However, it remains unclear whether one or
multiple markers actually will offer a reliable indicator for the onset or progression of dementia.
Current developments in dementia prediction – not yet applied in clinical practice – allow a timely
reflection of the ethical and social aspects. For this purpose, we want to bring together different
perspectives: Ranging from experts in neuroscience over social sciences to medical care. Further, we
want to engage people affected by dementia as well as the wider population who will be affected by
future predictive tests.
Methods: On 22-23 June 2018, we will conduct a conference with stakeholders – i.e. people, groups
or institutions affected by societal decisions and thus entitled to be included in these decisions – who
submitted a statement positioning themselves towards dementia prediction and outlining central
issues and controversies. The discourse aims at the development of joint communication guidelines
for dementia prediction procedures. These guidelines will then be tested and deliberated with
healthcare students and trainees in principle-oriented, case-based discussions.
Results: This is the first Germany-wide stakeholder conference on social and ethical issues of
dementia prediction. The conference is based on over 30 statements submitted by leading
professionals, experts and organizations such as Deutsche Alzheimer Gesellschaft, DZNE and DGPPN.
We will present the results as well as a preliminary critical evaluation of the process.
Conclusion: Dementia prediction gives a probability of developing a form of dementia in the future,
which can be useful but also can generate social and ethical issues. On the one hand, increased
certainty regarding life planning and improved conditions for research can be beneficial. On the
other hand, psychological burden, stigmatization and discrimination can be unfavorable. Moreover,
probabilities of test results not only pose challenges to recipients but also to counselors.
Research support: Federal Ministry of Education and Research. (Grant No: 01GP1770B)"

O-024
The values of ‘knowing’: insights from a participatory ethical assessment of emergent biomarkers
for AD diagnostics
Karen Dam Nielsen, Department of Philosophy, University of Twente, Enschede, The Netherlands
Marianne Boenink, Department of Philosophy, University of Twente, Enschede, The Netherlands.
Objectives: In research into potential biomarkers for AD, diagnostics is assigned significant value. The
hope is that biomarkers will enable earlier and more precise diagnoses – with the implicit or explicit
assumption that ‘knowing more’ and ‘knowing sooner’ is somehow empowering, even though the
immediate prospect of effective therapy is lacking. To assess the desirability of biomarker testing in
development, we should ask whether the value of biomarker knowledge assumed and aimed for by
researchers actually matches with the perspectives and priorities of patients and informal caregivers.
Methods: In order to understand what value (if any) that knowing ‘more’ and ‘sooner’ might have for
AD-patients, we conducted qualitative, partly scenario-based interviews (23 in total) with patients
and partners. We contextualized these with participant observation in a biomarker research project
and interviews (12 in total) with the involved researchers.
Results: The results tell, at once, about great individual variation and common dilemmas. A set of
issues occurred that seem particularly relevant for the further development of emergent diagnostics
tools: overall, the ambiguous power of an AD diagnosis – to act, to prepare, to feel powerless, and as
part of this, the ambivalence towards knowing the future and the multiple meanings and practices of
“preparing”.
Conclusion: These issues have ethical implications for AD diagnostics now and the future. In
conclusion, we will discuss these implications and reflect on how they might be taken into account in
the further development (and implementation) of AD biomarkers.
Research support: The study is funded by the Dutch funding agency ZonMW, programme
Memorabel (1)."

O-025
Reflections on prognosis and early diagnosis of dementia: preliminary results of an empiricalethical study with the affected and laypersons
Zümrüt Alpinar-Sencan, , Göttingen, Germany
Leopold Lohmeyer, Department of Medical Ethics and History of Medicine, University Medical Center
Göttingen, Göttingen Germany; Silke Schicktanz, Department of Medical Ethics and History of
Medicine, University Medical Center Göttingen, Göttingen, Germany.
Objectives: Current scientific developments, especially in predictive medicine, are pushing early
diagnosis and prediction of certain diseases, such as dementia. In addition to genetic tests, new
research for early detection and prediction focuses on the physiological and neurological biomarkers.
Though promising, the possibility of predicting the probability of late-onset dementia can be a
double-edged sword: Biomarker tests can identify at-risk persons, but there is yet no known cure for
dementia. Therefore, critics have questioned whether such testing is helpful or rather harmful. In this
presentation, we will examine the perspectives of affected and lay people regarding early diagnosis
of dementia with a focus on their assessments of risk information and life planning as well as the
effects of such predictive tests on family and other social relationships.
Methods: We conducted focus group interviews in Germany with affected persons (especially with
caregivers and relatives of the early-diagnosed dementia patients) (N = 5 FG) and laypeople (N = 4
FG). We analyzed the main topics by qualitative content analysis. Then, by comparative analysis, we
discussed the similarities and controversies within the groups.
Results: Our analysis showed that there is a need for public awareness regarding dementia. The
laypeople considered an early diagnosis of dementia a burden, whereas the affected persons
described it as a relief counteracting the feeling of insecurity, but also assessed it quite critically. The
importance of outpatient clinics, medical communication, support in care and the need for
psychological counseling as well as concerns regarding the conflicts between relatives and those
affected are stressed. Planning later life appeared as a critical, but highly valued issue.
Conclusion: The comparison sheds light on differing understandings of dementia and its prediction or
early diagnosis. Current clinical and public communication strategies only partly address patients’
perspectives and public needs.
Research Support: German-Israeli Foundation for Scientific Research and Development. (GIF Grant
No: G-1413-119.4/2017)"

O-026
The perspective of Dutch clinicians on an early diagnosis of Alzheimer’s disease: results from a
qualitative interview study
Marthe Smedinga, Radboud University Medical Center, Nijmegen, The Netherlands
Krista Tromp, Erasmus University Medical Center, Rotterdam The Netherlands; Edo Richard, Radbaud
University Medical Center, Nijmegen, The Netherlands; Maartje Schermer, Erasmus University
Medical Center, Rotterdam The Netherlands.
Objectives: Alzheimer research is focused on identifying people in an early or at-risk stage of
Alzheimer’s disease (AD) in the hope to find a disease-modifying treatment. This movement is partly
driven by the development of biomarkers, tested via lumbar punctures or brain scans, that are
believed to reflect early biological stages of AD before the manifestation of clinical symptoms.
Though the disease criteria that facilitate such an early diagnosis of AD are intended for research, it is
now gradually shifting towards clinical practice. Is this shift into clinical practice ethically desirable?
The goal of this qualitative interview study with clinicians is to gain insight into the use of such
biomarkers and the concepts ‘preclinical’ and prodromal’ AD in clinical practice in the Netherlands,
and to map their moral considerations regarding the aim of early diagnosis.
Methods: We interviewed 15 clinicians (general practitioners (GP’s), neurologists and geriatricians)
to assess: 1) their ethical considerations concerning an early diagnosis (casus-based) 2) their
perspective on terminology 3) their expectations, hopes and concerns for the future regarding early
Alzheimer diagnosis. Interviews were audio taped, transcribed and analyzed using QSR
International’s NVivo 11 qualitative data analysis software.
Results: In this presentation, we will present an overview of the interviews, with a focus on the
ethical considerations concerning an early diagnosis. Our findings show that Dutch clinicians mostly
refer to detection of signs/symptoms when talking about an early diagnosis of AD. A lack of a
preventative intervention options causes them to be reluctant towards diagnosing AD based on
biomarkers, especially for GP’s.
Conclusion: Insight into clinicians’ perspectives will advance the current debate on the ethical
desirability of an early diagnosis of AD. A debate that is essential to responsibly integrate biomarkers
and early AD diagnosis into clinical practice.
Research support: This research is supported by a grant from The Netherlands Organization for
Health Research and Development (grant number: 731010012). "

O-027
Hereditary Chronic Pancreatitis from a Lifespan Perspective – Normative Implications of a Disease
in Transformation
Regina Mueller, Institute for Ethics and History of Medicine, University Medicine Greifswald,
Greifswald, Germany
Objectives: Hereditary Chronic Pancreatitis (HCP) is a chronic, but usually not life-threatening disease
which is characterized by intermittent acute episodes and long-term impairment of the exocrine and
endocrine functions of the pancreas. Due to the variability in the clinical appearance, the disease has
no ‘fixed image’. Looking at HCP from a lifespan perspective, this contribution aims to show in which
dimensions HCP changes its appearance and which normative implications are inherent to this.
Methods: 24 semi-structured qualitative interviews were conducted to elicit the subjective views of
patients with HCP and their relatives. The data have been analyzed according to qualitative content
analysis (Mayring).
Results: The data analysis reveals that HCP changes its appearance with regard to three dimensions:
From a clinical perspective (1) HCP differs in its clinical symptoms, intensity and duration. This
variability leads to uncertainty among patients and their relatives and to worries about the future
course of disease. Normative aspects pertain, for example, to genetic diagnostics and family planning
in such uncertain situations. From the perspective of family roles (2) the disease changes its ‘image’
also within the familiar context over time. The interviews show how family members find themselves
in multiple roles: A patient can also be the parent, spouse or child of another patient. This can lead to
a better mutual understanding of the disease situation within families but can also be a great burden
for the individual. With respect to scientific progress (3), finally, significant changes take place during
the lifetime of patients. However, as the qualitative study reveals, only few patients and relatives
have detailed knowledge of the scientific progress. In relation to this, normative questions arise
regarding to what extent patients and relatives can and should participate in the scientific
development.
Conclusion: Our results can raise the awareness of medical staff on the various facets of HCP.
Patients with HCP need a differentiated treatment which involves the patient’s personal history and
integrates lifespan perspectives.

O-028
Gender diversity and ethics in research: the challenge of gender-specific medicine
Luciana Caenazzo, Fondazione Lanza - University of Padua, Padova, Italy
Gender-specific medicine is a clinical discipline focused to understand the different clinical signs,
diagnostic procedures, therapeutic needs of diseases in men and women. This new dimension of
medicine needs investment in all aspects of human health that deal with the differences between
men and women: from public health perspectives to clinical practice, from research to the detection
of diagnostic gender-specific markers. If health professionals and healthcare organizations do not
systematically take gender differences into account, inequities may arise and endure. Most
discussions of gender involving an ethical perspective begin with the argument that women and men
should be regarded as being of equal moral value. Where there are no relevant differences between
them, then fairness and justice dictate that they should be treated equally, but if differences in needs
exist, service planning should take this into account. Under these circumstances, equity as well as
equality should be a guiding principle. The promotion of greater equality between men and women
has also become a crucial issue in the bioethical debate, even if there is some confusion about the
meaning of equality in this context, and especially of how this can be obtained. As today, we move
with unexpected rapidity into the exploration and manipulation of the genetic code, with the newest
and arguably most effective genetic engineering tools such as Crispr-Cas9, the opportunity to
intervene at the level of the genome by correcting a person’s genetic makeup may be helpful to
consider how the interventions that modify the genome should include sex and gender as a crucially
important variable, and in this direction, gene editing could and should address those gender
differences not to achieve equality but to meet the needs of persons of different genders.
Biological differences cannot be removed, but their potentially harmful effects can be mitigated
through social policies that take them properly into account, and through health research, policies
and projects that give due attention to gender considerations and promote gender equity between
women and men.

O-029
Science Self-Regulation: Should We Demarcate Incompetence from Misconduct?
Hugh Desmond, KU Leuven, Leuven, Belgium
Kris Dierickx, KU Leuven, Leuven, Belgium.
Objectives: In this paper we seek to problematize how many scientific codes of conduct demarcate
incompetent research from research misconduct. In particular, we wish to show how many scientific
codes implicitly draw on levels of intent to make this distinction, and that this is this is problematic
for their stated aim of providing a framework for the self-regulation of the scientific community. We
also aim to identify possible solutions to the issue.
Methods: We analysed existing scientific codes of conduct in Europe and the U.S.A. for how they
distinguish between incompetence and misconduct. We compared this to the codes of conduct of
three established professions, namely physicians, lawyers, and engineers. We analysed the key
differences between science and the professions in terms of the 'good' each aims at, and the levels of
risk that are seen as acceptable.
Results: Many important scientific codes of conduct, including ESF-ALLEA 2017 and OSTP 2000,
distinguish between incompetence and misconduct, and do so in terms of intent. By contrast, in
professional codes of conduct, incompetence is a form of misconduct. Even unintentional
incompetence can provide grounds for disciplinary action by the oversight body. Further, we show
how self-regulation by the scientific community cannot mean the exact same thing as it does in other
professions, since the scientific and professional communities are structured very differently and aim
at different goods.
Discussion and Conclusion: Codes of scientific conduct are widely seen as a step towards
professionalizing and self-regulating scientific research, but currently they ignore the issue of
incompetence. Yet incompetence is one of the most important concerns for professional codes in
medicine, the law, and engineering. Scientific codes of conduct should acknowledge this issue, and
likely should include some forms of unintentional incompetence as a potential violation of a code of
conduct.
References: ESF-ALLEA (European Science Foundation and All European Academies). (2017). The
European Code of Conduct for Research Integrity.
OSTP (Office of Science and Technology Policy, Executive Office of the President). 2000. "Federal
Policy on Research Misconduct." Federal Register. 76260-76264. 65.

O-030
Ethics for a caring society: toward new imaginaries
Merel Visse, University of Humanistic Studies, Utrecht, The Netherlands
"Ethics for a caring society: toward new imaginaries: introduction In our culture, care is
systematically undervalued. This not only results in a vastly growing problem for a majority of the
elderly and people with chronic diseases and disabilities. It also results in a distorted view on human
beings and their relational nature. “Social care is in crisis; news stories almost every day report on
the growing care deficit for the ageing population and for adults with long term health conditions
and disabilities. Nothing illustrates more starkly the systematic undervaluing of care in our culture.
This is the labour of caring for those who need help with daily life: getting up, dressing, feeding
themselves, washing and keeping their homes clean (Hamington (2018) quoting Bunting, 2016). In
this panel, we aim to contribute to new imaginaries of society, particularly a caring society where
ethicists not only critically question but also nurture socio-political practices of care. This is not a
society that has a caring element, such as an activity, outcome, or evaluation (whether caring or not).
Rather, we see care as a continuously unfolding relational praxis of moral-political learning that is
central to its very fabric. Dialogue and reflection form important pathways to enact a care ethical
stance. In this panel, two examples will be presented. The presenters in this panel have contributed
to the volume in the series Evaluation and Society, entitled Evaluation for a Caring Society, edited by
Merel Visse and Tineke Abma (2018). The panelists discuss visions of how a caring society could look
like and be imagined and what the role of care ethics is by exploring social imaginaries (Taylor, 2004)
about dialogue, reflection, openness, plurality, materiality, inclusion, respect for difference, and
working with moral-political and creative dimensions in everyday practices. In its own way, ethics is a
practice of care. Panelists: Prof. dr. Tineke Abma Dr. Gustaaf Bos Prof. dr. Helen Kohlen Hannah
Leyerzapf Prof. dr. Jeannette Pols Dr. Merel Visse "

O-031
Ethics for a caring society: toward new imaginaries
Helen Kohlen, Philosophical-Theological University of Vallendar/ University of Alberta,
Vallendar/Edmonton, Germany/ Canada
"Moving Ethics in Health Care Services towards Democratic Care A Three Pillars Model: Education,
Companionship and Open Space. When bioethics moved to the hospital setting in the 1980’s
(Rothman 2003), clinical ethicists and members of hospital ethics committees based clinical case
analysis on a principle-based approach. The four principles approach by Beauchamp and Childress
(1983) is still the favoured model when doing ethical case consultation. As my action-research study
in Germany (Kohlen 2009) reveals, the use of principle-based ethics with a focus on autonomy
marginalizes or dismisses issues of care. Questions of responsibility and competence are not brought
to a head. Due to these findings an action research project was developed with the intention to move
care ethical questions forward in the hospital setting. Seven German (Berlin) hospitals are
participating in the project. All of them are Lutheran ones and have the same head organisation. The
three pillars of the care ethics process are (1) ethics education; (2) evaluation of the committee work
on a regular basis; (3) open space meetings for all actors in the field of ethics. Interactivity and a
lively network of learning communities is key in the whole process. Moreover, conflicts and unequal
power relations are addressed and seen as matters that belong to ethical deliberations. In this
contribution I will present the action research project in detail, its current findings and focus on the
on-going processes of (self-) evaluation. The project can inspire our thinking on new imaginaries of a
caring society."

O-032
Hannah Leyerzapf, Medical Humanities, the Amsterdam School of Public Health, VU University
Medical Center, Amsterdam, The Netherlands
Merel Visse, University of Humanistic Studies, Utrecht, The Netherlands; Tineke Abma, Medical
Humanities, the Amsterdam School of Public Health, VU University Medical Center, Amsterdam.
Social interaction, participation, and empowerment of older people in the local context of the care
home are of central importance to their well-being and quality of life. This is especially important to
promote equity of older people in residential care according to their sexual orientation, as there is an
increasing discrimination of LGBT people in society. Several studies make a plea for involving elderly
care organizations and the residents, care staff and management to seek ways to address and deal
with sexual diversity in daily practice. Our study focused on how to increase participation and
inclusion of older LGBT people in these contexts to gay-friendly care in three residential elderly care
homes. Our aim was to shed light on the seeming, striking discrepancies between formal and
theoretical/ ideological space for sexual diversity and the informal, actual space in practice. This
presentation first describes the approach we followed, that was inspired by care ethics and
responsive evaluation, and continues with a discussion of the main findings. Subsequently we will
highlight topics that ethicists can take into consideration when it concerns inclusion of sexual
diversity in elderly care, looked at from a critical intersectionality and critical care ethical perspective.

O-033
Tackling ethical problems: A phenomenological, care ethical study of social transformation
Pascal Collard, University of Humanistic Studies, Utrecht, The Netherlands
Merel Visse, University of Humanistic Studies, Utrecht, The Netherlands; Lena van Gastel, Tranzo,
TSB, Tilburg University, Tilburg, The Netherlands; Inge Bongers, Tranzo, TSB, Tilburg University,
Tilburg, The Netherlands; Evelien Tonkens, University of Humanistic Studies, Utrecht, The
Netherlands; Carlo Leget, University of Humanistic Studies, Utrecht, The Netherlands.
Objectives: In local settings, the nature of policy design is no longer only based on the certainties of
traditional and contested policy paradigms, like New Public Management (Agranoff & McGuire,
2001). Other approaches to policy making and policy agenda setting support civil servants and city
councils to maneuver in ambiguous climates without assuming ‘control’. These approaches actively
work with uncertainty in a multiple-stakeholder setting (Siddiki, Kim & Leach, 2017). Here, the focus
is on social transformation through ‘learning through dialogue and encounters’ (Abma &
Widdershoven, 2008; Visse & Abma, 2018). Instead of designing policy agendas top-down, citizens
and all those whose stake is at risk or benefit, are invited to collaborate in a mutual learning process.
Because of its unpredictable and innovative nature, this can create morally challenging situations
where it is unclear what the right thing to do may be. This paper presents the case of a large Dutch
city that developed an agenda for social policy according to a social innovation approach that was
informed by care ethics and responsive evaluation. The case illustrates ethical problems that occur
during this agenda setting process.
Methods: We drew from close observations and in-depth interviews with ten stakeholders, focusing
on their experience with the transformation process. The transcripts were analyzed using a
phenomenological analysis derived from Van Manen (2014)’s conceptualization of the
phenomenology of practice and Crowther et al. (2017)’s crafting stories. The analysis resulted in
textual portrayals, which are thick descriptions that create vicarious experiences for readers and
provide a glimpse at the ethical challenges at hand.
Results: By presenting detailed, rich textual portrayals, the paper provides an insiders perspective of
how stakeholders experienced the ethical problems during this transformation process. The results
were considered in relation to relevant constructs in extant literature.
Discussion and conclusion: In the discussion and conclusion, we critically discuss this new approach
in the context of collaborative policy making, public innovation and local governance. Finally,
recommendations for future research and implementation of this new approach are suggested.
Research support: Tilburg municipality

O-034
Policy making on fertility treatment for social debatable indications: the value of Moral Case
Deliberation
Coes Repelaer van Driel- Delprat, Department of Obstetrics, Gynaecology and Reproductive
Medicine, Division of Reproductive Medicine, and division of Medical Humanities, VU University
Medical Center,, Amsterdam, The Netherlands
Roel Schats, Department of Obstetrics, Gynaecology and Reproductive Medicine, Division of
Reproductive Medicine, VU University Medical Center, Amsterdam, The Netherlands; Suzanne
Metselaar, Department of Medical Humanities, VU University Medical Center, Amsterdam, The
Netherlands.
Objective: To consider the value of Moral Case Deliberation in a process of policy making in starting
fertility-treatment in a socially debatable indication, different from the original medical indication.
Methods: Analysis of a Moral Case Deliberation on whether to employ high-technological gestational
surrogacy for fulfilling the wish of male homosexual couples to become a father. Different
stakeholders were present, such as the CEO of the hospital, fertility gynaecologists, heads of the
departments (IVF centre & gynaecology), psychologists, fertility doctors, nurses, administrative
employees. Moral Case Deliberation was used to explore the willingness and arguments for and
against a non- medical but social indication of assisted reproduction. This exploration was
commissioned by the board of directors/CEO of the hospital. In absence of willingness it functions as
a “stop-sign”. In presence of willingness of health care providers to deliver this treatment, it
functions as a way to “further investigate the options”, in this case, to organise a second MCD
consisting of socially different representatives such as politicians, the council for child protections,
the organization of LGBT men and women (COC), and ethicists.
Results: (The analysis of) this MCD generated insight in the pros and cons of offering hightechnological surrogacy to homosexual couples, based on an exploration of the perspectives, values
and norms of stakeholders (in this case, all professionals within an academic hospital). We will
provide an overview of both the deliberation process and the different moral perspectives in our
presentation. Also, this case provides insight in how to employ MCD in the course of policy decisionmaking in the hospital. Discussion
The document “Recalibration Parenting” and a newspaper message gave cause to this dialogue
whether to abandon the primary conditions of high-technological surrogacy and provide for present
day family constitutions in our hospital, and if, under what conditions. Is MCD sufficient for hospital
policy making in such a socially debatable ethical issue?
Conclusion: Moral Case Deliberation can be useful in several phases of hospital policy making as it
explores widely varying perspectives on an ethical issue in a fairly democratic way.

O-035
Empirical research in clinical bioethics : The Committed researcher
Véronique Fournier, Centre d'éthique clinique, AP-HP, Paris, France
Sandrine Bretonnière, Centre National des Soins Palliatifs et de la Fin de Vie, Paris, France; Marta
Spranzi, Centre d'Ethique Clinique, Paris, France.
"Background: Bioethics has long been considered as a pure normative-philosophical field. But, in the
80’s, to explore the way clinical practitioners deal with medical practices that embedded ethical
issues, the field underwent a radical “empirical turn” (Bory 2005, Solbakk, 2004). As a CESS, we also
were incited by our colleagues to conduct empirical studies in ethics and to do so we developed our
own method, in accordance with our specific context.
Objectives: We will detail our research method in clinical bioethics and position it as regards to the
controversy about what should be the ideal balance between empiricism and normativity in that field
of research (Salloch et al. 2012).
Methods: We will precisely describe the method, compare it with two others that stem also from
medical clinical ethics: the Deliberative engagement and the Embedded researcher methods (ReiterTheil, 2004 ; Friedman Ross, 2012), and finally explain why we choose to call it the Committed
researcher approach.
Discussion: We will position our “Committed Researcher” method in the empirical versus normative
debate, namely in comparison with the two other methods we chose as references.
Conclusion: From our experience in bioethics research as committed researchers, we will defend the
idea that norms are always somewhat in tension with practices, and are in need of constant
questioning and eventual adjustment, due to the continually changing social reality. For us, the role
of bioethical norms should not be to dictate practice but rather to establish a coherent and viable
framework to regulate unfolding practices in a way that honor the best the essential values of all the
concerned people. "

O-036
Choices with a calculated tragic outcome: addressing damage in Moral Case Deliberation
Benita Spronk, VU University Medical Center, Amsterdam, The Netherlands
Guy Widdershoven, Department of Medical Humanities, VU University Medical Center, Amsterdam,
The Netherlands; Hans Alma, Vrije Universiteit Brussel, Brussels, Belgium.
"Title: Choices with a calculated tragic outcome: addressing damage in Moral Case Deliberation
Benita Spronk, Guy Widdershoven, Hans Alma
Objectives: In healthcare practice, care providers are confronted with tragic situations, in which they
are expected to make decisions that can have far-reaching consequences. Moral Case Deliberation
(MCD) often focuses on tragic situations, but little research has been done. (Spronk et al 2017) This
study investigates the role of MCD in dealing with tragic situations by addressing damage. Care givers
have to make a choice between two valid ethical claims, both resulting in loss.
Methods: The study was qualitative, focusing on the views and experiences of the facilitators of
MCD. Semi-structured interviews (N=12) were conducted with facilitators of MCD. The research has
the careful study of these subjective experiences of facilitators as a starting point. Within this, we
searched for how they handle damage in MCD and what they indicate as important for the
functioning of the damage step in the MCD. The approach to the Grounded Theory was used for
coding.
Results: The results show that addressing damage plays a role in view of the sense of tragedy. Four
themes were discovered: making explicit that there is no solution, visualizing consequences,
uncovering pain and focusing on emotion. In addition, addressing damage in MCD helps healthcare
professionals to deal with the tragedy of the choices they face. Five themes came forward:
acknowledging, offering comfort, handling / putting into action, weighing in dialogue and repairing of
damage.
Conclusion: Discussing damage makes the tragic element visible, because it provides a sense of
tragedy to healthcare professionals. By naming and becoming aware of damage, MCD contributes to
the task that healthcare professionals are faced with, making difficult and painful choices. Not all
damage can be repaired. Further research is needed to address the impact of religious or
philosophical outlooks on life in MCD in making choices with an inevitable tragic outcome.
Research support: - References: Spronk B, Stolper M, Widdershoven G. Tragedy in moral case
deliberation. Medicine, Healthcare and Philosophy 2017; 20(3): 321-333. Doi 10.1007/s11019-0169749-7 "

O-037
The role of academic ethics in the training of clinical practitioners and CES staff
Kristine Bærøe, University of Bergen, Bergen, Norway
Objectives: The over all aim of this presentation is to examine the role academic ethics should have
for training of clinical practitioners and clinical ethics support (CES) staff, respectively. As first subobjective, I assess the general relevance of academic philosophical approaches to ethics for 'real
world clinical ethics' as embedded in contextualized experiences and actions of individuals. As
second sub-objective, I discuss the required scope of academic ethical knowledge and competence
for clinical practitioners and ethics support staff.
Methods: Theoretical reflection on central assumptions involved in conceptualisation of practical
ethical competence and academic ethical expertise.
Results: Doing 'academic ethics' can be defined as a particular way of reasoning that aims for
conceptual clarity, logical consistency, and argumentative rigorousness, while ethical reasoning
involved in real world practice will be subjected to constraints like feasibility, personal motivation
and social power structures. Academic and a real world approach can come up with different
solutions to a real world ethical issue. Where do we then place the over all authority to settle the
issue? I argue, based on a modified version of Toulmin's model for practical reasoning (1), that we
have good reasons to deem academic and real world practical approaches to ethical issues as
incommensurable, but overlapping practices. Considered in this way, academic approaches can still
serve the real world, ethical practice in meaningful ways, but providing solutions to real world,
ethical situations is most likely not one of them. Furthermore, I argue that while practitioners do not
need much academic ethics, CES staff requires a higher level of academic training to obtain ethical
competence to adequately guide practitioners.
Conclusion: The conclusion about incommensurability has implications for how to perceive adequate
training of practitioners and CES staff. The former might handle everyday, clinical ethics very well
without much training in academic approaches to ethics. The latter, however, will need a solid
platform of knowledge of both academic and practical, real world approaches to be able to provide
competent support.
Research support: The research is supported by University of Bergen References (1) Molander, A.:
Discretion in the welfare state, Routledge, 2016 "

O-038
Moral shock therapy: a hermeneutic approach to ethics education in the medical bachelor
curriculum
Marielle Diepeveen, VU University Medical Center, Amsterdam, The Netherlands
Yolande Voskes, VU University Medical Center, Amsterdam, the Netherlands; Joost van der Heijden,
VU University Medical Center, Amsterdam, the Netherlands; Guy Widdershoven, VU University
Medical Center, Amsterdam, the Netherlands.
OBJECTIVE: To describe the design of a lecture for first year medical students, based on a
hermeneutic approach to ethics education and the experiences of the students. METHODS: A
lecture of 45 minutes about the ethical, legal and clinical aspects of kidney transplantation was
prepared by an ethicist, a nephrologist and a patient with a medical history of kidney transplantation
and cerebral palsy. This lecture took place during a 3-weeks course in which medical ethics and
health care law is combined with the clinical subject of Nephrology.
RESULTS: The lecture started with an outline of the legal and clinical aspects of kidney
transplantation. Then, students were asked four times to choose between two picture of persons
and say who they would find eligible for kidney transplantation. The last choice concerned the
patient who had participated in the preparation (with visible signs of cerebral palsy) and a healthy
looking patient. A majority of students chose the healthy looking patient. After a short discussion of
the choices with the students, the patient, who was already present, came to the front of the lecture
hall. Students were shocked: they did not know that he had heard what they had decided and said
about him. The lecture continued with a presentation by the patient, telling about his medical history
and his life. After the lecture, students asked multiple questions to him which showed a great sense
of empathy for the patient and awareness of their presumptions towards the patient. These
reactions reflect the notion of the hermeneutic circle (Gadamer, 1960), which entails that being
confronted with one’s presumptions, and being forced to examine them, can lead to adjusting
presumptions, and broadening one’s horizon.
CONCLUSION: The hermeneutic approach in medical ethics education can be helpful to make visible
and discuss presumptions of bachelor students concerning patients with a disability. Attention
should be paid to the follow-up of students by discussing their experiences, awareness of the
vulnerability of students by teachers, and explaining the goals of this approach to students.
RESEARCH SUPPORT: Not funded.
REFERENCES: Gadamer, H.-G. (1960). Wahrheit und Methode. Mohr. Tübingen.

O-039
Teaching Research Integrity to PhD-students: the role of Moral Case Deliberation
Giulia Inguaggiato, VU University Medical Center, Amsterdam, The Netherlands
Fenneke Blom, VU University Medical Center, Amsterdam, The Netherlands; Suzanne Metselaar, VU
University Medical Center, Amsterdam, Netherlands; Guy Widdershoven, VU University Medical
Center, Amsterdam, The Netherlands.
Objectives: The VU University Medical Center has developed a blended course on Research Integrity
(RI), which combines on-line course, face to face lecturing, interactive sessions and case discussion by
means of Moral Case Deliberation (MCD). In this paper we will elaborate on the relevance of MCD for
teaching Research Integrity to PhD-students. MCD is a method in which participants reflect on a
moral dilemma experienced by one of them, and exchange perspectives in dialogue. The dialogue is
methodically structured and guided by a trained facilitator.
Methods: By going into the philosophical background of MCD and by analysing PhD-students selfreflection forms we will point out which characteristics of MCD foster moral learning with regard to
RI, especially in relation to their own experiences.
Results: While PhD-students mostly score high in their understanding of norms and rules, they often
express doubts about their practical applicability. Even if PhD-students know what needs to be done,
the application of norms and rules might conflict with the cultural context in which PhD-students are
embedded, or with the hierarchical dynamics which might characterize their working environment.
By embodying a pragmatist approach to moral reasoning, MCD gives PhD-students the opportunity
to train their ability to deal with the moral uncertainties they encounter in practice. In line with
Dewey’s theory of morality and education we argue that instead of “learning from the text” PhDstudents should learn from experience (Dewey 2007, 19) and be trained to deal with doubts and
conflicting rules when they actually arise.
Conclusion: Research Integrity teaching cannot be limited to the transmission of fixed notions, to be
considered as ‘finished products’ to be delivered and used by PhD-students. If we want to train PhDstudents to recognize and properly deal with Research Integrity issues, we need to raise their
awareness of concrete dilemmas and to foster reflection and joint learning about how to deal with
the difficulties that arise in diverse contexts.
References: Dewey, J. 2007. Experience And Education (2007) New York: Simon and Schuster. "

O-040
Implementation of a teaching program to improve moral competence among hospital support staff
Helge Alsaker Solheim, Haukeland University Hospital, Bergen, Norway
Ingrid Miljeteig, Department of Global Public Health and Primary Care, University of Bergen, Norway;
Janne Kristiansen, Haukeland University Hospital, Bergen, Norway.
Objectives: Hospital support staff (HSS), such as cleaners, patient services assistants, porters, ward
clerks, security guards and secretaries, are in daily contact with patients, next of kin and various
clinical staff. Patients and relatives reports that encounters with HSS can be of great importance for
them during their stay in hospitals, but hospital support staff receives little or no training in
communication or ethics related to meeting patients and relatives. Few studies address ethical and
communicational challenges HSS face in their daily encounters. Our objective was to explore which
dilemmas HSS experience at Haukeland University Hospital, to use these findings to develop and
implement a teaching program and finally, to evaluate if the program increased their self-reported
confidence and ethical awareness, and improved their communication-strategies.
Methods: Five focus group interviews with employees and a workshop with 50 leaders in hospital
operation were conducted. Systematic text condensation was used to analyze the data. The findings
were used to develop a local teaching program for HSS. This program was evaluated by course
participant (questionnaires) and leaders in hospital operations (focus group interviews and
questionnaires).
Results: Dilemmas concerning confidentiality issues, disclosure of information patients provide them,
their role and involvement in patient care, and observed and experienced unethical behavior by their
colleagues, were reported. Several described situations where they witnessed or took part in
extreme situations and while the clinical personnel were taken care of, they were left alone. 307
employees from HSS attended one of the eleven, three hour ethics and communication courses.
Evaluation after the courses reveals that those who attended are more proud of their work, find
unity with others, more easily can address problems and have learned strategies to deal with
challenges. Their leaders confirmed these findings.
Conclusion: HSS experience a variety of ethical dilemmas and communication challenges, and their
leaders are mostly unaware of this. Routines for handling HSS after shocking or ethically challenging
events are lacking. Locally adjusted, interactive teaching and support mechanisms seem to increase
their self-reported confidence and ethical awareness, and improved their communication-strategies.

O-041
Developing a frame of reference on ‘just culture’ for the Dutch inspectorate of health
Laura Hartman, Erasmus School of Health Policy and Management, Erasmus University, Rotterdam,
The Netherlands
Iris Wallenburg, Erasmus School of Health Policy and Management, Erasmus University, Rotterdam,
The Netherlands; Guy Widdershoven, Department of Medical Humanities, VU University Medical
Centre, Amsterdam, The Netherlands; Roland Bal, Erasmus School of Health Policy and Management,
Erasmus University, Rotterdam, The Netherlands.
Objectives: The role of the healthcare inspectorate is to improve patient safety and quality of care.
Awareness is growing that behavior change, required for patient safety and quality of care is not
solely covered by external control or codes of conduct, but depends on internal motivation and a
willingness to learn. In the literature, the concept of ‘just culture’ has been presented in this context.
A just culture is a culture of trust in which professionals feel free to be open about insecurity and
fallibility. An important aspect is fairness towards persons involved in situations with unwanted
outcomes and a willingness to learn from these occurrences. A culture of openness and cooperation
can provide room for improving patient safety and quality of care. Patients and clients benefit from
healthcare providers who recognize, discuss and repair unsafe situations in healthcare. The Dutch
Health and Youth Care Inspectorate (‘Inspectorate’) wishes to examine the potential of the concept
of just culture for its own practice. We have recently started a research project which aims to
develop a frame of reference for the Inspectorate to incorporate the concept as a mechanism for
supervision. How can a just culture be recognized and assessed? Which instruments for regulation fit
in with a just culture? What kind of interventions of the inspectorate can reinforce a just culture?
Methods: The research approach takes the form of case studies with interviews and focus groups
with health care inspectors. The research takes on a practice approach. We study initiatives to
develop a just culture approach in healthcare organizations (case studies in 2 general hospitals and 2
mental care hospitals) and in the Inspectorate, as well as in the interactions between them.
Results: Based on our preliminary findings we suggest that just culture is applicable both within
healthcare organizations as in relation to outside relations, including the supervisor. Developing and
overseeing just culture entails supporting pluralistic deliberative processes within healthcare
organisations and between healthcare organisations and the Inspectorate. "

O-042
Tackling hierarchies in academia: a proposal for promoting integrity in research
Noémie Aubert Bonn, Hasselt University, Hasselt, Belgium
Objectives: Research integrity has been the target of growing interest in the past decades. Yet,
despite increasing attention from researchers and research institutions on the topic, effective
approaches to promote integrity are still difficult to build, implement, and assess. In an attempt to
provide a comprehensive understanding of current issues embedded within the research system, this
project explored the perspectives of different research actors on topics of integrity, responsibility,
and career advancement.
Methods: We conducted a series of semi-structured interviews with diverse research actors (i.e.,
research funders, university directors, research integrity officers, policy makers, scientific editors,
research ethics networks, and producers of research) as well as focus groups with research
performers (researchers, research students, and research technicians) from the Flemish research
environment.
Results: We found that research cultures, from simple lab environments to institutional vision, are
believed to play a crucial role on research integrity. In particular, we found a recurrent concern
towards steep hierarchies in the scientific system.
Discussion: This presentation focuses on two main ideas.
First, using quotes and concepts brought up in our empirical work, I illustrate how steep hierarchies
are thought to disrupt research integrity. Specifically, I show that hierarchies may endanger critical
thinking, create unfulfilled mentorship dependencies, encourage frustrations and feelings of
injustice, and dissuade whistleblowing.
Second, using these findings as a baseline, I propose principles from a ‘democratic leadership’
business model to reduce the verticality of scientific careers. In a democratic leadership model, each
member of an organization takes an active role in decision-making processes, whether these
decisions concern the advancement of the organization as a whole or minor changes in the workers’
direct environment. Applying this concept to academia, I suggest that increasing personal choices in
the core of academic career models may promote integrity by (i) maximizing perceptions of
organizational justice, (ii) reducing the attractiveness of scientific careers for individuals at greater
risk of committing misconduct, and (iii) increasing researchers’ sense of personal responsibility
towards integrity."

O-043
Challenges in partnership: Towards a reciprocal and complementary partnership between
researchers and co-researchers.
Marieke Breed, VU Medical Center, Amsterdam, The Netherlands
Wieke van der Borg, VU Medical Center, Amsterdam, The Netherlands; Annette Hendrikx, VU
Medical Center, Amsterdam, The Netherlands.
Working with co-researchers is becoming more conventional in research. Nowadays, people are
often not only the objective of research but they are involved in the research process as well. In the
ongoing research we, as researchers and co-researchers together, are exploring the involvement and
the voice of people with traumatic brain injury (TBI). In doing so, we are working as three researchers
and seven co-researchers together. The aim of this partnership is to include the perspective and the
daily experience of people with TBI as much as possible.
The involvement and the voice of people with TBI is as much our main research theme as an
apparent theme within the research partnership. In working together by the researchers and coresearchers, the research is defined and sharpened. In this partnership, both researchers and coresearchers are facing different dilemmas.
In this workshop we will discuss the dilemmas we encounter as co-researchers and as researchers. In
the research we try to work together as equal as possible and we, as researchers and co-researchers
together are trying to include every voice in the research process. In practice, we encounter a lot of
challenges in participating equally and giving the researchers and the co-researchers as much
influence in the research decisions, participating in research activities and in communicating in a
clear manner. The challenges are occurring during the research process in the daily practice, so as
much as a research project is ‘prepared’, the dilemmas in partnership will remain.
In this workshop we reflect on the dilemmas we have encountered during the research process. Can
you even speak of an equal partnership in the collaboration with researchers with different
background and capabilities? And what does it take from researchers and co-researchers to maintain
a reciprocal and complementary partnership? How can we communicate and be transparent in a
‘good’ way? And how can we reflect and learn from the dilemmas we face?
We will share some of this examples and we invite the audience to participate in our discussion. We
hope to share and to reflect on dilemmas from different perspectives.

O-044
Moral challenges of inclusive research with people with intellectual disabilities
Maaike Hermsen, HAN University of Applied Sciences, Nijmegen, The Netherlands
Meike Heessels, HAN University of Applied Sciences, Nijmegen, The Netherlands; Ida van AsseltGoverts, HAN University of Applied Sciences, Nijmegen, The Netherlands; Angela Prudon, HAN
University of Applied Sciences, Nijmegen, The Netherlands; Sanneke Duijf, social designer, Nijmegen,
The Netherlands; Nienke Slagboom, Leiden University Medical Center, Leiden, The Netherlands.
Objectives: Increasingly, people with intellectual disabilities (ID) are involved in participatory
research in health and social wellbeing. It is emphasized that this research is not ‘about’ people, but
about working 'with' people with ID. Recent studies shows that a collaboration of people with ID as
co-researchers benefits the quality of the research and stimulates the usage of social innovations.
The Socially Responsive Design approach (SRD) builds on values such as social justice and equality in
co designing social innovations. On the basis of data from a two-year SDR project, we describe which
moral challenges played out in practice and describe how these experiences brought about a deeper
understanding of social inclusion.
Methods: The Socially Responsive Design approach (SRD) explicitly focuses on social change and is
seen as a means to develop innovations together with all stakeholders involved. Researchers with
and without ID co-designed a game that strengthens social relationships. How challenges were
translated into the social innovation is described on the basis of observational and interview data.
Results: Developing the social innovation became the social innovation; the accomplishment of
values were disclosed in co-design. Inclusive research in the first place is a process of encounter and
connection in which truthfulness and commitment in cooperation, mutual vulnerability and enduring
insecurity are the main moral principles.
Conclusion: The interpretations of practical accomplishment of values of inclusive research prevent
‘pseudo-participation’ of people with ID and opens up the possibility of truly meeting and translating
the perspectives of all involved.

O-045
Multicultural approach in ethic issues: a comparison between the Italian and the Turkish
perspective
Jacopo Testa, Center for Clinical Ethics Biotechnologies and Life Sciences Department, Insubria
University, Varese, Italy. Centre for Tropical Diseases, Sacro Cuore-Don Calabria Hospital, Negrar
(VR), Italy, Varese, Italy
Orçun Çil, Faculty of Medicine, Department of Medical History and Ethics, Marmara University,
Istanbul, Turkey. Department of Emergency Medicine, Sultanbeyli State Hospital, Istanbul, Turkey;
Sara Roggi, Center for Clinical Ethics, Biotechnologies and Life Sciences Department, Insubria
University, Varese, Italy; Federico Nicoli, Center for Clinical Ethics, Biotechnologies and Life Sciences
Department, Insubria University, Varese, Italy.
Introduction: According to the International Organization for Migration (IOM) the estimated number
of international migrants reached 243.700.236 people in 2015 and almost one third of them (75
million) lived in Europe (World Report IOM 2018). Turkey and Italy represent two of the major entry
points to European Union (EU). In 2016, nearly 360.000 people entered EU by sea, with an estimate
of over 4.500 fatalities and missing migrants. The conflict in Syria, in its seventh year in 2017, has
displaced over half of the country’s population, mostly in Turkey. Conflicts, economic reasons bring
sub-Saharan people outside their countries of origin in search of a “promised-land”, moving them
across the sea to Italy. Turkey and Italy are the closest approach outside dangerous countries like
Syria and Libya, but they are not the real target destination in most cases.
Objectives: Our objective is to analyze differences in nationality, religion and ethnicity among distinct
migrant populations (irregulars, refugees, asylum-seekers) as regard.
Methods: Starting from the first-hand experience of two physicians in different healthcare settings,
one in Istanbul (Turkey) and the other in Verona (Italy), we intend to compare and discuss different
transcultural approaches.
Results: As the Universal Declaration of Human Rights declares (1948), we have the duty to protect
the basic freedoms of all people, including migrants and refugees. Syrian people are seen like
refugees fleeing from conflict zones, while sub-Saharan migrants are considered economic asylumseekers (as job-seekers) searching to escape grinding poverty.
There are some characteristics in common: e.g. many migrant patients do not know how the host
country’s health system is. Cultural and language barriers can make healthcare providers, especially
in emergency settings, incapable to address migrant’s illnesses in a holistic fashion. In such
circumstances, the real health problem is often overlooked: e.g.: mental disorders, post-traumatic
experiences, trafficking or torture victims.
Conclusion: Our aim is to impact providers’ professional conduct in order to promote a fair access to
healthcare for migrants; this is a huge problem that can be solved only with large political measures.
However, we are persuaded that also in our daily professional activity, we can make a difference.

O-046
Patient involvement and ECTR (536/2014) Opportunities to ensure patient involvement in research
Eric Vermeulen, VSOP (Dutch association for rare and genetic diseases)/ Academical Medical Center,
Soest/ Amsterdam, The Netherlands
Hanneke van der Lee, Academic Medical Center, Amsterdam, The Netherlands, Emma
Kinderziekenhuis, Pediatric clinical Research Office,Amsterdam, The Netherlands.
Objectives: The new European Clinical Trial Regulation (ECTR 536/2014) demands a declaration
about patient involvement in the research process in the research protocol but it does not prescribe
how patients should be involved. If involvement of patients becomes a mandatory item in the
protocol template (the required elements to be explained in detail in the research protocol) the
inclusion of patients views in the research protocol will be warranted and can be formally evaluated.
We intend to make a proposal for protocol items ensuring patient involvement in protocol
development.
Methods: We perform a literature review to identify current best practices and tools or
recommendations for patient engagement in protocol development. In addition, key stakeholders
are interviewed and involved in the process of drafting elements of the protocol template.
Stakeholders are, among others, developers of international research standards such as SPIRIT, the
Dutch Central Committee on Research Involving Human Subjects (CCMO), funding agencies, patient
organizations. Members of patient organizations are interviewed to learn about their experiences
with involvement in earlier research projects.
Results: We will present a preliminary list of items to be included in the standard protocol to ensure
patient involvement in the development of the protocol, together with a proposed procedure that
scientists can follow to make sure that involvement is standardized, effective and efficient. Examples
of elements to be included in the standard protocol: A description of the patient representatives
involved (number, age, whether patient, parent or other representative) What parts of the protocol
were discussed. What aspects of the final protocol the patients agree with, e.g. number of visits, type
of outcome measurements.
Conclusions: This ongoing project will deliver a procedure to ensure patient involvement in protocol
development as well as a means to report the results of this process in the final research protocol.
Research support: The research is done with a grant from APH methodology (VUmc/AMC) "

O-047
Two strategies to involve patients in clinical research
Klaartje Spijkers, Dutch national patient association, Utrecht, The Netherlands
Objectives: Experiences with two types of patient involvement are analysed. Since 2014 patients are
involved in reviewing research proposals sent in to ZonMw (The Netherlands Organisation for Health
Research and Development). The Patientenferatie Nederland has started a platform
“Ikzoekeenpatient.nl” (‘I seek a patient’), with the aim to match a researcher with the right patient
expertise to give input on the research protocol in development.
Methods: The patient referents receive the proposals, sent by the Patientfederatie, to review. In a
joint session they develop advice for each project proposal. The program commission takes the
patients views into account when making their final decision which proposal to honor with a subsidy.
The platform Ikzoekeenpatient.nl is open for researchers with a request on patient involvement.
They can sent their request electronically. The request is referred to the relevant patient
organization, whom facilitate pools of patient experts with experience in research. Clear
arrangements are made, including a compensation for made costs and time invested in preparation
and execution of the activities.
Results: About 2000 research proposals have been reviewed by a patient panel in the past years, by
about 70 people with a chronic disease or care taker of a patient. In the near future the aim is to also
have the patients involved in the monitoring and evaluation processes. The research yields relevant
results for patients when they are involved as early as possible. The platform ‘Ikzoekeenpatiënten.nl’
showed that patients were well prepared to deliver the activities requested by the party that
submitted the request through ‘ikzoekeenpatient.nl’. The party requesting the patient expertise, is
instructed well about the issues to take into account, like accessibility of a building, diet requests,
etc. The platform will be evolving based on the continuous feedback from the stakeholders of the
platform.
Conclusions: With the two strategies, the Patientfederatie wants to ensure the patient perspective is
firmly anchored in health research, from fundamental to implementation of health research. It is
clear patients can participate in research projects.
Research support: Not applicable "

O-048
Qualitative impact evaluation of patient participation in cardiovascular research - A case study
Eva Vroonland, VU University, Amsterdam, The Netherlands
Inge Schalkers, Harteraad, The Hague, The Netherlands; Daphne Bloemkolk, Dutch Heart Foundation,
The Hague, The Netherlands.
Objectives: Involving patients in research is thought to improve its relevance and to increase the
quality and applicability of the research. Harteraad, the Dutch patient organisation for people with
cardio-vascular diseases, has a Committee of experienced experts (patients) that advises researchers
on the content of grant proposals. Up to now, the impact of the Committee's advice has been
unknown. This study explored the impact of the provided advice on the content of grant proposals
and how this impact can be enlarged.
Methods: During document analysis, versions of 14 grant proposals prior and after receiving the
Committee's advice were compared to analyse whether and how the written advice was
incorporated. 10 Researchers who received the Committee's advice in 2016 participated in semistructured interviews and 5 Committee members took part in a focus group discussion.
Results: Document analysis showed that the impact of the Committee's advice primarily lies in finetuning the proposal. This was confirmed by the interviewees. Policies of funding bodies on patient
participation appeared to be leading; their obligation for participation was the main motivation for
researchers to contact the Committee. Nevertheless, the majority saw added value of incorporating
the patients’ perspective. According to the interviewees and the Committee, the impact of the
Committee's advice could be enlarged in several ways: 1) Improving training for researchers and the
Committee 2) Pitching project ideas instead of/in addition to written advice 3) Aligning perspectives
between funding bodies and patient organizations on what is expected from researchers 4) Making
the patients' advice more binding 5) Actively promote the benefits and value of involving the
Committee in research, to improve the researchers' motivation.
Conclusion: The Committee's advice on grant proposals was primarily used for fine-tuning grant
proposals and sometimes during later stages of the research. Close collaboration between funding
bodies, patient organizations and researchers and increased intrinsic motivation is essential for
enlarging the impact of patient involvement.
Research support: This research was performed by Harteraad, without using grants. "

O-049
Developments in Dutch mental health care: the importance of changing values
Yolande Voskes, Medical Humanities Amsterdam School of Public Health, VU University Medical
Center, Amsterdam, The Netherlands
Background: It is not well understood how receiving an ASD (autism spectrum disorder) diagnosis for
a child is experienced by her parents. However, such an awareness is necessary in order for parents’
view of autism to be an integral part of the debate on autism. Since the seventies, parents have been
participating as stakeholders in the debate, and some are arguing for societal acceptance of diversity
(Jaarsma & Welin, 2012). Nevertheless, with our study we want to investigate the views of those
parents who are not necessarily active in the autism movement: how do these parents experience
asking and receiving a diagnosis of autism for their child?
I present a longitudinal qualitative-empirical study, in which we investigate how an autism diagnosis
is experienced by parents of a young child (2-6y) who receives an ASD diagnostic assessment.
Method: I report the results of the Interpretative Phenomenological Analysis (IPA) of the in-depth
interviews with parents (Smith et al., 2009). Nineteen parents are interviewed at three different
moments: before, right after and one year after the ASD diagnostic assessment of their child
(Saldaña, 2003), as parents’ view on the autism concept changes over time (Jacobs, et al.,
forthcoming).
Results: The parents we interviewed view their child in a multifaceted way, without reducing her to
the (criteria of the) diagnosis. Besides advice and help inside and outside their home, they experience
autism as a diagnosis with important psychosocial functions: explanation, legitimization and
exculpation of themselves and their child. Parents also report some negative effects, although the
positive consequences overshadow these.
Discussion: I synthesize these results -together with our literature review on the topic- into an ethical
conclusion on the issue of how a child psychiatric diagnosis is experienced by young parents.

O-050
Two strategies to involve patients in clinical research
Laura Van Melle, VU University Medical Center, Amsterdam, The Netherlands
Yolande Voskes, VU University Medical Center, Amsterdam/GGz Breburg, Tilburg, the Netherlands;
Guy Widdershoven, VU University Medical Center, Amsterdam, the Netherlands.
"In the Netherlands, the High and Intensive Care (HIC) model has been developed to improve quality
of care of acute psychiatric admission wards. The HIC model represents a new approach to care and
focusses on restoring and maintaining contact, crisis prevention and stepped care. Principles of the
model are based upon care ethics aspects such as attentiveness, responsibility, competence,
responsiveness and solidarity. Currently, the majority of Dutch mental healthcare institutions have
started implementing the model. This research aims to determine the relation between the
implementation of HIC and the perceived quality of care by patients on acute psychiatric wards. This
study was conducted over a period of 18 months within 41 inpatient adult psychiatric care units of 25
mental health care institutions in the Netherlands. All were in the process of implementing HIC.
Implementation of HIC was assessed by auditors using the HIC monitor, a validated model fidelity
scale. A total of 495 interviews were held with patients at 18 HIC wards using the KWAZOP, an
instrument to assess the quality of care at closed psychiatric admission wards. A multilevel analysis
will be conducted to establish the relationship between HIC monitor scores and KWAZOP scores. In
this panel session, the core principles of the HIC model will be presented. Moreover, the research
results of the research will be presented. Preliminary results show a positive evaluation of care by
patients, although aspects of recovery oriented care such as availability of peer experts and
evaluation of coercive measures were rated as insufficient. The HIC model was developed to
improve the quality of care at acute psychiatric wards using a care ethics approach. This research will
hopefully shed light on the relationship between implementation of HIC and the perceived quality of
care by patients. This research was supported by 25 participating mental healthcare institutions
References: van Mierlo, T., Bovenberg, F., Voskes, Y., & Mulder, N. (2013). Werkboek High en
Intensive Care. Utrecht: De Tijdstroom. Nijssen,Y.A.M., Schene, A.H., de Haan R.J. (1999).
Ontwikkeling en klinimetrische evaluatie van de KWAZOP: een kwaliteitsbeoordelingsintrument voor
gesloten opnameafdelingen. TSG, Tijdschrift Sociale Gezondheidswetenschappen (78), 8, 496-504 "

O-051
Developments in Dutch mental health care: the importance of changing values
Sylvia Gerritsen, VU University Medical Center, Amsterdam, The Netherlands
Yolande Voskes, VU University Medical Center, Amsterdam/GGz Breburg, Tilburg, the Netherlands;
Petra de Leede, Fivoor BV, Den Dolder, The Netherlands; Guy Widdershoven, VU University Medical
Center, Amsterdam, the Netherlands.
"Forensic psychiatry seems to hold on to two dominant values, safety and care. Both values should
be fostered, however in practice it appears that safety is often being preserved by means of control,
with the result that other essential values as care and contact are at stake. Consequently, coercive
measures as seclusion are often used, especially when responding to a crisis. It seems of importance
to focus more on safety by contact instead of by control. This idea is supported by Forensic High and
Intensive Care (FHIC), a model which has recently been developed in the Netherlands (1). The model
is inspired by High and Intensive Care, a widely implemented model in acute psychiatry (2). By means
of various best practices within working routines and culture, FHIC aims to focus on contact and
support, and the prevention of repression, (further) disruption, criminal recidivism and coercive
measures. At the moment, ten forensic psychiatric wards are implementing the FHIC model. To
support wards with the implementation and to assess the model fidelity of FHIC, the FHIC-monitor is
developed. Research focuses on the validity of the FHIC-monitor, the implementation and the
measurement of some intended effects of FHIC; (experienced) safety, contact and coercive
measures. FHIC asks for another vision on care, safety and the use of coercive measures within
forensic psychiatry. Therefore the implementation of the model requires a change in working
routines, structure and culture. The presentation will focus on the explanation of the model and the
role of safety and care in this model. Moreover the preliminary results of the research will be
presented. FHIC is a model to intensify forensic psychiatric care for patients in crisis. The model
fosters the preservation of safety by contact instead of control. This research is supported by 10
participating forensic mental healthcare institutions in the Netherlands
References: 1. Leede, P. de., Helm, P. van der., & Voskes, Y. (2016). Werkboek Fhic. High en Intensive
Care uit forensisch perspectief. Kwaliteit forensische zorg. 2. van Mierlo, T., Bovenberg, F., Voskes, Y.,
& Mulder, N. (2013). Werkboek High en Intensive Care. Utrecht: De Tijdstroom. "

O-052
Developments in Dutch mental health care: the importance of changing values
Lieke Zomer, VU University Medical Center, Amsterdam, The Netherlands
Yolande Voskes, VU University Medical Center, Amsterdam/GGz Breburg, Tilburg, the Netherlands;
Guy Widdershoven, VU University Medical Center, Amsterdam, the Netherlands.
"Several transitions are taking place in the Dutch mental health care. More care can be provided at
home and only the most severe patients remain dependent on long-term inpatient care. This group
of service users show a stagnated recovery process and are being considered as the ‘permanent
residents’ of mental health facilities. Since this group didn’t benefit much from recent innovations,
one of the latest initiatives, the ART (Active Recovery Triad) model, provides a new perspective for
this neglected group (1). Central in this model is the concept of recovery. Since medical recovery can
have a different outcome compared to for example personal recovery (2), not only medical recovery
is acknowledged, also recovery of personal identity, daily life and community functioning are key
principles in the ART model. Currently, 17 mental health care institutions are implementing ART. In
order to support the implementation of this new model in daily practice, a model fidelity scale, the
ART monitor, is developed. Within this monitor, all important values and principles of the ART model
are operationalized into practical items. Research is being conducted in order to validate the ART
monitor as well as keeping track of the implementation process. In this part of the panel session,
focus is on the concept recovery with respect to the ART model. Additionally, research on the ART
monitor will be presented. The ART model provides a guiding framework aiming at recovery at
several dimensions for people with a stagnated recovery process. Implementation of this new model
will hopefully lead to an improvement of the quality of care in long term psychiatry. This research is
supported by 17 mental health care institutions in the Netherlands.
References: 1. Mierlo, T. van., Meer, L. van der., Voskes, Y., Berkvens, B., Stavenuiter, B., & Weeghel,
J. van (2016). De kunst van ART. Werkboek Active Recovery Triad. Utrecht: De Tijdstroom. 2. Van Eck,
R. M., Burger, T. J., Vellinga, A., Schirmbeck, F., & de Haan, L. (2017). The Relationship Between
Clinical and Personal Recovery in Patients With Schizophrenia Spectrum Disorders: A Systematic
Review and Meta-analysis. Schizophrenia bulletin. "

O-053
Moral dilemmas in palliative care: the development of a new method for ethical support
Malene van Schaik, VUmc, Medical Humanities, Utrecht, The Netherlands
Suzanne Metselaar, Department of Medical Humanities, VU University Medical Center Amsterdam,
The Netherlands; Daniëlle van Bennekom, Department of Medical Humanities, VU University Medical
Center Amsterdam, The Netherlands; Charlotte Kröger, Department of Medical Humanities, VU
University Medical Center Amsterdam, The Netherlands.
Objectives: Nurses working in palliative care often encounter moral dilemmas in their work. The aim
of this project is to develop tailored ethics support that aids nurses in these situations. This ethics
support is (1) feasible and low-threshold in present-day care practices; (2) accessible for nurses with
different (educational) backgrounds; (3) well-integrated with other relevant interventions and
instruments used in palliative care; (4) informed by ethical theory and knowledge about good
palliative care; (5) promotes moral professionalism. It is to take the form of a digital platform that
offers a range of (combinable) elements so as to suit a variety of users.
Methods: We use various qualitative methods, such as interviews, participative observations and
Moral Case Deliberation as research instruments. Respondents are not only nurses, but also patients
and family members, in order to better understand the moral dynamics between them. We use a
participative research design: the envisioned instrument will be co-created with nurses (as coresearchers), teachers and other stakeholders. One way to realize this is by working with a
community of practice cq users.
Results: An in-depth understanding of (a) the moral issues nurses, patients, and family members
struggle with in palliative care; (b) preferred ways to deal with these dilemmas; (c) what an ethics
support instrument especially for nurses in palliative care could look like, and (d) how this is to be
implemented, evaluated and disseminated.
Conclusion: One of our conclusions is that the development, implementation and evaluation of a
new method for ethics support cannot be done without the close involvement and endorsement of
those who have to work with it. Therefore, co-creation with nurses and other experts is the key to
success, in terms of gaining theoretical knowledge and reaching appropriate practical effect. This
changes the way we think about academic research, the relation between theory and practice, and
moral expertise.
Research Support: funded by Zonmw.

O-054
Shared decisionmaking and moral counseling in cancer treatment
Marjolein Rikmenspoel, VU Medical Centre, Amsterdam, The Netherlands
Objectives: We discuss a case of a patient who decides not to undergo an invasive tumor treatment.
The decision is met with little understanding from the treating physician, who states that this is not
according to protocol. Aim of the presentation is to analyze the case and to develop
recommendations for improving the practice of shared decision making in cancer treatment.
Method: Case analysis
Results: 1.From a disciplinary point of view, a doctor may deviate from protocol in a motivated
manner. In the case of shared decision making, the patient's own choice, if sufficiently discussed and
documented, is a valid reason;
2.In the case of informed dis-consent, the treatment relationship with the patient does not stop:
treatment should take place according to insights about good care and professional healthcare
(professional ethics);
3.Moral counseling can take place at different times during a treatment process and is part of the
expertise of a spiritual counselor.
Conclusion: Shared decision making benefits from moral counseling of the patient and a more
gradual treatment process. More attention should be paid to more aspects that relate to the quality
of life of the patient in question.
Research support: Not funded
References: Ruimte voor alle afwegingen & Hoezo ‘het staat niet in het protocol’? Ervaringen van
een kankerpatient die niet geopereerd wilde worden, M. Rikmenspoel en R. van Oosten, Medisch
Contact, nr 8, 22 februari 2018

O-055
Reporting ethics procedures in clinical dementia research in palliative care: A systematically
conducted scoping review
Pablo Hernandez-Marrero, Instituto de Bioética, Universidade Católica Portuguesa. UNESCO Chair in
Bioethics, Institute of Bioethics, Universidade Católica Portuguesa. CEGE: Centro de Estudos em
Gestão e Economia, Porto Católica Business School, Universidade Católica Portuguesa., Porto,
Portugal Sandra Martins Pereira, Instituto de Bioética, Universidade Católica Portuguesa. UNESCO
Chair in Bioethics, Institute of Bioethics, Universidade Católica Portuguesa. Centro de Estudos em
Gestão e Economia, Porto Católica Business School, Universidade Católica Portuguesa, Porto,
Portugal; Joana Araújo, Instituto de Bioética, Universidade Católica Portuguesa. UNESCO Chair in
Bioethics, Institute of Bioethics, Universidade Católica Portuguesa. Centro de Estudos em Gestão e
Economia, Porto Católic, Porto, Portugal.
Objectives: To systematically review the literature on clinical dementia research in palliative care
(PC) with respect to how ethics procedures are reported.
Methods: Systematically conducted scoping review, following Arksey and O'Malley's (2005)
framework. Data sources: PubMed, Web of Science, EBSCOhost searching CINAHL Complete,
MEDLINE Complete, Nursing & Allied Health Collection: Comprehensive, Database of Abstracts of
Reviews of Effects, Cochrane Central Register of Controlled Trials, Cochrane Database of Systematic
Reviews, Cochrane Methodology Register, Library, Information Science & Technology Abstracts,
MedicLatina, Health Technology Assessments, and NHS Economic Evaluation Database. Search terms:
‘palliative care’ AND ‘dementia’ AND ‘clinical research’ AND ‘ethics’. Inclusion criteria: Research
protocols or studies about clinical dementia research in PC, in English language, with full text
available. Searches were conducted in October 2016 and updated in March 2017. Screening,
selection and analysis of articles were performed by two researchers independently. PRISMA
guidelines (Moher et al. 2009) were followed.
Results: Our search yielded a total of 28 articles, of which 4 were included for analysis. Articles were
published between 2010 and 2015. In all these four articles, ethical approval was granted from local
ethics review boards. Three articles provided additional information on specific ethical procedures.
Ethical challenges referred to informed consent and capacity to consent; decision-making processes;
and participants’ vulnerability.
Conclusion: The reporting of ethics procedures in articles on clinical dementia research in PC refers
mostly to ethical approval. Information given on this matter is rather vague. This review can be used
to inform ethics review and editorial boards about issues unique to research involving patients with
dementia in PC that warrant further discussion. Pressing issues in ethics procedures in clinical
dementia research in PC include major concerns on informed consent, decision-making processes
and participants’ vulnerability. It is important to simultaneously foster clinical dementia research in
PC and to ensure best evidence-based practice and ethical rigour. Acknowledgements: ERA-NET
NEURON II ELSA and FCT.
References: Arksey H, O’Malley L. Scoping studies: towards a methodological framework. Int J Soc
Res Method. 2005;8:19-32. doi:10.1080/1364557032000119616. Moher D et al. Preferred Reporting
Items for Systematic Reviews and Meta-Analyses: The PRISMA Statement. PLoS Med.
2009;6(7):e1000097. doi:10.1371/journal.pmed1000097.

O-056
CURA: Ethics Support for Nurses in Palliative Care
Suzanne Metselaar, Medical Humanities, Amsterdam UMC, Amsterdam, The Netherlands
Malene van Schaik, Amsterdam UMC, Medical Humanities, Roeline Pasman, Amsterdam UMC, Social
Medicine, Guy Widdershoven, Amsterdam UMC, Medical Humanities, Amsterdam, The Netherlands
It is known that nurses providing palliative care are frequently confronted with moral dilemmas in
their line of work, which can cause ‘moral distress’. Nonetheless, being able to deal well with these
dilemmas is highly important in providing good palliative care.
Existing instruments for ethics support that promote methodically structured group dialogues, led by
an ethicist or trained facilitator, fail to fully serve nurses working in palliative care, especially because
they increasingly work alone, in an ambulant setting. Our research has shown that there is a need for
more accessible ethics support with a lower threshhold, which can be used in every day practice on a
more informal level.
Furthermore, many instruments for ethics support focus solely on methodically structuring a proces
of moral reasoning, in which making analytical distinctions and exploring arguments is key. However,
the experience of moral dilemmas in care is found to be an embodied experience. CES instruments
need to take this into account.
In the first year of a two-year study, we developed an ethics support instrument called CURA. We did
so on the basis of a participatory design, closely involving stakeholders in a process of iterative,
responsive co-creation.
Cura (Lat.) means both ‘caring for’ (in the practical sense of the word) and ‘concern’ (also in the
sense of moral concern). Hence, it points towards the fact that providing care and being concerned
about whether this is actually good care, especially in difficult situations, in which doubt arises about
the right course of action, are intrinsically connected. With CURA, we seek to promote the normative
professionality of nurses.
CURA also refers to the fact that we seek to provide ‘care for carers’ in palliative care: CURA is meant
to reduce moral distress and increase moral resilience (Rushton, 2003). Finally, CURA is an acronym:
its letters each represent one of four steps of the method: Concentrate, Suspend (‘Uitstellen’ in
Dutch), Reflect, Act. In the presentation, we will introduce CURA, and discuss how we will implement
and evaluate the instrument in both education and vocational training for nurses in palliative care
and in care institutions the forthcoming year.

O-057
Palliative care exceptionalism? A broader perspective on end of life care and modern medicine
Jochen Vollmann, Ruhr University Bochum, Bochum, Germany
Palliative care is an innovative and growing field focussing on life-threatening illness and on the relief
of suffering by means of early identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual. In this holistic approach palliative care differs
from science based modern medicine and shows similarities to other holistic approaches to the
patient as a subject as well as to pre-modern medicine.
Palliative care exceptionalism is analysed in a broader perspective on end of life care and modern
medicine:
1. The development of palliative care is described from a critical outside perspective of medical
ethics.
2. Moral perils of palliative care e.g. hidden paternalism, lack of value pluralism, strategic politics are
identified and analysed.
3. The future role of palliative care not limited to the dying process within the healthcare system will
be discussed.
I will show how palliative care may change the identity of modern medicine and also its’ limitations
for a major reconfiguration of modern medicine and future health care.

O-058
Distancing Medically Assisted Dying and Suicide: Is it Justified?
Phoebe Friesen, University of Oxford, Oxford, UK
Within discussions of end of life care, there has been a push away from using the term ‘physicianassisted suicide’ and a move towards using the terms ‘death with dignity’ and ‘medical assistance in
dying’ [1]. This paper examines the implicit argument underlying this shift, which can be framed as:
P1: Suicide and medically assisted death are fundamentally different.
P2: If suicide and medically assisted death are fundamentally different, they should not be called by
the same name.
C: Suicide and medically assisted death should not be called by the same name.
On the face of it, this may appear to be merely an argument concerning the appropriate semantic
territory of these two terms. However, in these discussions, suicide and medically assisted death are
often used as stand-in terms to represent the difference between those who wish to die who are
experiencing psychological suffering and those who wish to die who have a terminal illness.
Therefore, unpacking the argument offers a platform for examining reasons why it might be wise or
unwise to paint requests for medical aid in dying by those suffering from psychological or physical
conditions with the same brush. In doing so, I consider whether these acts might be thought to differ
fundamentally on the basis of morality, impulsiveness, capacity, or the reasons underlying the
decision to end one’s life, and argue that while there are differences, these differences are not
fundamental. I then consider whether other arguments might justify emphasizing the differences
between suicide and medical aid in dying. Examining recent evidence related to psychiatric
euthanasia as well as new approaches to suicide prevention, I argue that we should be cautious in
accepting the conclusion, as it may further contribute to stigmatizing and silencing those seeking to
end their life as a result of psychological suffering [2].
References:
1.American Association of Suicidology, "Suicide" is not the same as "Physician Aid in Dying". 2017.
2.Thienpont, L., et al., Euthanasia requests, procedures and outcomes for 100 Belgian patients
suffering from psychiatric disorders: a retrospective, descriptive study. BMJ Open, 2015. 5(7).

O-059
Patient-reported outcomes and medical decision making: ethical implications
Iris Hartog, Faculty of Philosophy, theology & religious studies, Radboud University Nijmegen;
Department of Medical Psychology, Academic Medical Center Amsterdam, Nijmegen and
Amsterdam, The Netherlands. Dick Willems, Academic Medical Center, Amsterdam, The Netherlands;
Wilbert van den Hout, Leiden University Medical Center, Leiden, The Netherlands; Michael SchererRath, Radboud University, Nijmegen, The Netherlands; Tom Oreel, Academic Medical Center,
Amsterdam, The Netherlands; José Henriques, Academic Medical Center, Amsterdam, The
Netherlands; Pythia Nieuwkerk, Academic Medical Center, Amsterdam, The Netherlands; Hanneke
van Laarhoven, Academic Medical Center, Amsterdam, The Netherlands; Mirjam Sprangers,
Academic Medical Centre, Amsterdam, The Netherlands.
Objectives: Medical decisions increasingly involve patient-reported outcomes (PROs): outcomes that
cannot be measured clinically but only patients can tell, such as pain, fatigue and overall quality of
life. It is known that self-reports may be subject to ‘response shifts’: changes in the meaning of
patients’ self-evaluations. Furthermore, patients’ dispositions (e.g. optimism/pessimism,
denial/catastrophizing) may also affect self-evaluations. These influences may lead to differences in
self-reports between patients with the same health state. The possible consequences for individual
patient care and health care policy have never been ethically analyzed. Discussing these
consequences contributes to the conference theme ‘acknowledging different perspectives on what is
right and justified’.
Methods: We analyzed how response shifts and dispositions may influence medical decisions, and
analyzed the possible consequences from the perspectives of beneficence, non-maleficence and
autonomy, and two theories of just distribution: utilitarianism and fair equality of opportunity.
Results: At the patient level, we discuss the possible consequences for treatment decisions when
response shifts and dispositions influence 1) published PRO results that inform shared decisionmaking; 2) patients’ (informal) self-evaluations; and 3) patients’ treatments preferences. At the
health policy level, we discuss possible consequences for 1) devising treatment guidelines; and 2)
deciding which treatments are included in the basic health care package. Whether these
consequences are problematic, depends on the concepts of health and the ethical theories that are
used. For example, using broad or preference-based conceptions of health (e.g. well-being) or a
utilitarian approach, it does not matter whether changes in patients’ self-reports result from
adaptation or from actual changes in health defined as biological functioning. Conversely, from the
perspective of health as biological functioning, under- or overtreatment are possible consequences
due to over- or underestimation of health or treatment effects.
Conclusion: PROs are of paramount importance in health care. However, if used without awareness
of the influence of response shifts and dispositions of patients, from an ethical perspective it may
lead to suboptimal decisions and hamper a just distribution of health care resources.
Research support: This study was funded by the Netherlands Organisation for Scientific Research
(NWO) (grant number NWO319-20-003) and Merck Sharp & Dohme (MSD).

O-060
Bureaucratization of a ‘good’ death? Strategies of organizing individuality
Andreas Walker, , , Germany
Niklas Barth, Ludiwig-Maximilians-Universität (LMU), Munich, Germany/ Katharina Mayr, LMU
Munich/ Simon Menth, LMU Munich
Objectives: It is almost a moral certainty that today a ‘good death’ is a death that enables a dying
subject to consciously anticipate end-of-life decisions. In short, everybody is obliged to die his own
death. Thereby a dying subject is accompanied by caring communities in hospices and palliative care
stations. In this backdrop the thanato-sociological discourse frequently sees a form of critique of
modernity in the “routinization and medicalization” (see. James/Field 1992) of palliative care: They
play off the charisma of palliative care communities against their allegedly cold and alienated
bureaucratic institutionalization. Thereby they articulate normative ideals of dying trajectories as
well as theories and models of depiction of a ‘good’ death that stem from a historical context, that
was all about the “communicative liquefaction” (Jürgen Habermas) of social problems. The ideal of a
‘good’ dying as conscious dying is based on that idea of a sort of communicatively liquefied dying. We
do not want to criticize that perspective of communicative caring communities. We would like to
stress though, that this ideal fails to see that there are organizational infrastructures that enable
these processes of communicative evaluation of a good death in the first place. Contrary to the
„atrocity stories“ of the early ethnographies modern patterns of good dying require organizational
resources, that often keep invisible. Within our research project - funded by - we therefore focus on
organizational strategies that deal with the paradox that organizations have to enable individuality in
dying by developing standardized patterns of a good death
Methods: To identify these organized patterns of creating individual dying, we use a qualitative
method-mix of ethnographic fieldwork in hospices and palliative care units and semi-structured
Interviews with professionals, patients and family members.
Results: Fieldwork is planned to be finished in Summer, so we will be able to present first findings.
Conclusion: Considerations concerning ethics at the end of live must not lose sight of the
unescapable “bureaucratization” of modern death and dying.
Research support: Our project is funded by the Deutsche Forschungsgemeinschaft (DFG) from 2017
to 2020.

O-061
Health, well-being, and quality of life
Merel Kimman, Maastricht University Medical Centre, Maastricht, The Netherlands
Martin van Hees, Department of Philosophy, VU University, Amsterdam, The Netherlands; Carmen
Dirksen, Department of Clinical Epidemiology and Medical Technology Assessment, Care and Public
Health Research Institute, Maastricht University Medical Center, The Netherlands.
To measure the ‘Q’ in the Quality Adjusted Life Year (QALY), health economists typically use generic
preference-based quality of life (QoL) measures. The most well-known of these include the EQ-5D,
HUI, and SF-6D, and they generally have a focus on health. In the last decade, measures of well-being
have been developed in the field of health economics (e.g. ICECAP-O) to better capture the impact of
interventions on outcomes other than health, such as dignity, autonomy, and meaning. While many
studies have compared psychometric properties of these and other measures, less attention has
been paid to the fundamental theories of health and well-being that can explain variations between
these measures. The main objective of this paper is to fill this lacuna and to present a systematic
analysis of the relation between health, well-being and the generic health-related QoL measures.
This paper first provides an overview of the most prominent theories of health and of well-being,
insofar as they are relevant to health economic evaluations. Concepts of health as defined by Boorse
(i.e. the absence of disease) and the World Health Organisation (i.e. a state of complete physical,
emotional and social well-being) will be discussed, as well as more recent definitions that focus on
people’s capabilities rather than states of the body and mind, such as those by Huber (2011) and
Nordenfelt (2013). Accounts of well-being that are discussed include subjective ones, such as
hedonistic well-being and life satisfaction (e.g. Sumner 1996), objective-list accounts such as
eudaimonic well-being (e.g. Ryff 1995) and the capabilities approach (Nussbaum 2011), and
preference-satisfaction theories of well-being. We subsequently conduct a conceptual analysis,
exploring the relationship between health and well-being and the constructs (and items) of the most
common QoL measures used in health economic evaluation. Through an identification of the salient
differences between and commonalities of these measures, the analysis brings out the normative
and ethical implications of QoL measurement for health policy. We conclude with a discussion of
some of the limitations of existing QoL measurements and discuss possible avenues for
improvement.

O-062
Towards a redefinition of palliative care? The experience of a home-based palliative care network
Rozenn Le Berre, Center of Medical Ethics, EA 7446 ETHICS, Lille Catholic University, Lille, France
Context: Palliative care, from the beginning, advocates the accompaniment of the human in the last
moments of its life, sometimes leading to reassess the relevance of certain curative treatments.
Beyond the goal of curing, it is then to care for the patient and his loved ones in the continuity of his
experience. The various health policies then tried to promote this palliative approach, by opening
palliative care units or mobile palliative care teams, but also by setting up, in the various territories,
home hospitalization or palliative care networks to meet the specific needs of patients who wish to
stay at home.
Research question: Home-based intervention, in the context of palliative care, seems to call for
redefining the framework for palliative care intervention. In fact, unlike the hospital environment,
home-based intervention seems to involve greater patient and family involvement, but also greater
interprofessional collaboration.
Method: We will treat this problem from the observation of a network of palliative care located in
the north of France. Collaboration between health professionals and researchers combined
observation times with ethical reflection sessions.
Results and discussion: Our observations and the discussions with the health professionnals of the
palliative care network underline an in-depth questioning concerning the nature of their
intervention. Professionals report a difficulty in approaching palliative care with patients who are not
always aware of the nature of their illness: they are then called upon to "negotiate" with the patient
and his family in order to meet their needs. In addition, their intervention framework is often limited
in time by regional directives, which can often put them at odds with the original values of palliative
care.

O-063
Ethical Attitudes of Nursing Students and Nurses in Palliative Patient Care
Hortense Cotrim, Algarve University, Faro, Portugal
Taking care of terminal patients requires the caring nurse to acquire a set of skills and knowledge
needed to provide an effective help for the patient and his relatives. Furthermore, the nurse still
needs to develop and apply certain attitudes that, from an ethical stand point, will contribute to a
more humane death and, therefore, more dignifying. In this sense, we have done this study through
which it was intended to evaluate the ethical abilities of nursing students and nurses, who take care
of palliative patients. We also had as a goal to evaluate the ethical attitudes of the students, as a way
to confirm if the class training method used was adequate.
According to these objectives, the study sample was composed of nursing students, 4th year of
bachelor's in nursing, in a total of 54 students, and nurses, who agreed to answer the questionnaire,
in a total of 50 nurses.
As a result of this study, we emphasize that the average of the ethical attitudes of the nursing
students is positive and similar to the average of the ethical attitudes shown by the nurses, which
implies that the training method applied is adequate. We noted also that there are no statistically
significant differences between the two sample groups for each of the subscales, with exception of
the avoidance attitude subscale where the students showed lower values than the nurses and the
attitude of blame subscale, where the students show higher values than the nurses. We also noted
that age does not seem to influence the ethical attitudes of the nursing students. As for the nurses
we discovered that age does influence the avoidance attitude, where an older age means higher
values for this subscale. Nurses also show differences between age groups, specifically in the
subscales charitable attitude and attitude of solicitude, where the older they are the more favorable
attitudes they show. As for the influence of time of professional exercise in the nurses' ethical
attitudes, we observed that the longer the time of exercise training the higher avoidance attitude
nurses show.

O-064
Consolation in palliative care: analysis of a practical experience in hospice
Elena Muntaguti, University of Insubria, Varese, Italy
Federico Nicoli, Clinical and Experimental Medicine and Medical Humanities, Center for Clinical
Ethics, Biotechnology and Life Sciences Department, University of Insubria, Varese, Italy, Clinical
Ethics Service, Domus Salutis Clinic, Teresa Camplani Foundation, Brescia, Italy; Sara Roggi, Clinical
and Experimental Medicine and Medical Humanities, Center for Clinical Ethics Biotechnology and Life
Sciences Department University of Insubria, Italy; Jacopo Testa, Clinical and experimental Medicine
and Medical Humanities, Center for Clinical Ethics, Biotechnology and Life Sciences Department,
Insubria University, Varese, Italy.
Objectives: The aim of this presentation is to discuss how the aspect of consoling is important for
caregivers who work in a hospice and which role it plays in their practice.
Methods: The analysis of the data resulting from the surveys administered to caregivers of ten Italian
hospices highlights the deep meaning of consoling as an action associated with a caregiver’s identity
and self-expression
We will follow three steps:
-choosing socio-demographic and clinical variables and defining population and reference standard;
-providing the results of a previous study to verify how comprehensible the research is to caregivers;
-carrying out a statistical analysis based on the research of associations and relations among the
main variables that are of interest in this kind of research; The analysis of the data will determine
whether and how caregivers believe that consolation could improve both the care of patients and
their ability to work in a more satisfying and adequate way. Consolation is a major topic in the
literature but it is also seriously neglected, as little attention is paid to how this aspect impacts on the
relationship between physician and patient in relation to end-of-life issues.
The choice of Palliative Care Department – Hospice as the location of the survey has been made in
relation to the deep Christian inspiration of this movement.
The foundation of Hospitium as a place of merciful hospitality goes back to the Middle Ages.
Mostly managed by monasteries, Hospitium aimed to provide food and accommodation firstly to
pilgrims and travellers and then to sick deprived people, who were often rejected and alienated from
society.
Results: Few texts seem to properly analyse the role of consoling in caregivers.
Conclusion: Providing consolation can be a way to combat loneliness of suffering patients by giving
them hope through the supporting and comforting presence of a caregiver.
Research support: To achieve our objective we need a general overview on the existing literature:
we will start by analysing the historical meaning of the word “consolation” in some Greek and Latin
authors by searching how the aspect of consoling has developed in the modern literature.

O-065
Shared Decision-Making Models in Psychiatric Care: Values and Formats for Patients' Voices
Susan Fox, , Golden, USA
Advance care planning in psychiatry goes well beyond conventional forms of informed consent and
familiar tools for doctor-patient dialogue. There is a spectrum of shared decision-making models
with distinct features ranging from psyciatric advance directives to facilitated joint care plans which
are being adopted in European Union countries and elsewhere . This session will examine ethical
values, clinical practices, and methodological challenges for including psychiatric patients in the
process of care planning. Core values and ethical principles involve autonomy, dignity, and
beneficence and corollary concerns regarding "authentic selves," Ulysses contracts, and moral
duties. Early studies indicate favorable outcomes when participatory models are used, but success
takes many forms. Undeniably, shared decision-making is emerging as an accepted practice,
bringing with it many changes in the doctor-patient relationship and other questions that warrant
close attention.

O-066
Psychotic disorders and biomedical innovation: addressing moral challenges in clinical research and
translational efforts
Paolo Corsico, The University of Manchester, Manchester, UK
Objectives: Neuroimaging and next-generation genome sequencing are increasingly used to
investigate the biological correlates of psychotic illness and could soon support psychosis prevention
and diagnostic practices. Yet, with potential benefits come ethical concerns. In this talk, I present
findings from an empirical ethics study entitled ELSI-NAPS (Ethical, Legal and Social Issues in novel
Neurobiological Approaches to Psychosis and Schizophrenia), which investigates stakeholders’
perspectives and conceptualizations towards the moral challenges that arise from biomedical
innovation in the management of psychotic disorders.
Methods: Using a grounded theory approach, we conducted semi-structured individual interviews
with two groups: i) clinical researchers working in NHS (National Health Service) facilities or in a
research university in England; ii) mental health professionals working with an NHS mental health
service. The study used purposive sampling and iterative data collection and analysis. Transcripts
were thematically analysed to investigate how different stakeholders respond to moral challenges
encountered within their professional role.
Results: At the time of abstract submission, 15 participants in group (i) and 5 participants in group (ii)
have been interviewed. Recruitment is ongoing. Conceptualisation of ethical concerns was related to
professional background and different aetiological models of mental illness. Overall, participants
expressed conflicting accounts of moral challenges. In this talk, I focus on two: 1) the risk to reinforce
essentialist thinking; 2) the impact on patients’ identity and clinician–patient relationships.
Discussion: Interestingly, both researchers and clinicians expressed little concern over common
ethical issues such as informed consent, data governance, and lack of immediate clinical utility.
Rather, they expressed conflicting accounts of the impact of neurobiological explanations of mental
illness on service users, patients, and families. Neurobiological explanations of mental illness might
have potentially harmful consequences, which would oppose the benefits gained by translating
biomedical innovation into psychiatry.
Conclusion: Should neuroimaging and next-generation genome sequencing be translated in the
management of severe mental illness, such as psychosis and schizophrenia? If so, how? Such
normative questions must take into account the perspectives of the actors involved. These
perspectives provide essential insights on how clinical translation of medical technologies may
benefit, and not harm extremely vulnerable psychiatric populations.

O-067
Physician-assisted dying in patients suffering from psychiatric disorders: A cross-sectional study
amongst Dutch Psychiatrists
Kirsten Evenblij, Amsterdam Public Health Research Institute (APH), Department of Public and
Occupational Health, VUmc Expertise Center for Palliative Care, VU University Medical Center,
Amsterdam, The Netherlands, Amsterdam, The Netherland
Roeline Pasman, VU University Medical Center, Amsterdam, the Netherlands; Rosalie Pronk,
Amsterdam Medical Center, Amsterdam, the Netherlands; Bregje Onwuteaka-Philipsen, VU
University Medical Center, Amsterdam, the Netherlands.
UNDER REVIEW AT AMERICAN JOURNAL OF PSYCHIATRY
Objective: To estimate the incidence of physician-assisted dying (PAD) (requests) in psychiatric
practice in The Netherlands and to describe the characteristics of psychiatric patients requesting
PAD, the decision-making process and the outcomes of these requests.
Methods: A questionnaire was sent to 500 Dutch psychiatrists (response: 49%). Frequencies of PAD
(requests) in psychiatric practice were estimated. Detailed information was asked about the most
recent case in which psychiatrists had granted and/or refused a PAD request (if any).
Results: In 2016, Dutch psychiatrists received an estimated number of 1100 explicit PAD requests
from psychiatric patients of which an estimated 60 were granted. Nine psychiatrists described a case
in which they granted a PAD request from a psychiatric patient. Five of these nine patients had a
mood disorder. Three patients had somatic comorbidity. The main reasons for patients to request
PAD were ‘depressive feelings’ and ‘suffering without prospect of improvement’. 66 psychiatrists
described a case in which they refused a PAD request. 59% of these patients had a personality
disorder and 19% had somatic comorbidity. The main reasons for patients to request PAD were
‘depressive feelings’, ‘desperate situations in several areas of life’ and ‘suffering without prospect of
improvement’. Most requests were refused because the psychiatrists was convinced that there still
were reasonable treatment alternatives and/or because the psychiatrists did not consider the
suffering to be without prospect of improvement.
Discussion and conclusion: Although PAD in case of psychiatric suffering is supported by a legal
framework and did increase over the past decades, this practice remains relatively rare. This is
probably due to the complexity for psychiatric patients to meet the due care criteria. Psychiatrists
should receive training and support to enable them to address this sensitive issue in their work and
to help them give due consideration to their patient’s PAD request.

O-068
Clinicians’ attitudes toward various types of advance statements in psychiatric treatment in
Germany
Astrid Gieselmann, Institute for Medical Ethics and History of Medicine, Ruhr University Bochum,
Germany, Bochum, Germany
Objective: The objective of this study was to assess psychiatrists’ attitudes on the use of advance
statements in mental health care in Germany. Advance directives are legal documents specifying a
person's preferences for treatment in the event of impaired decision-making capacity. These
documents enable patients to ensure that treatment decisions will be based on their autonomous
will, even if they are incompetent at the time at which the treatment decision must be taken.
Although psychiatric advance directives are legally binding in Germany and their benefits are widely
acknowledged, they are still infrequently used in German psychiatric practice. This raises several
questions. First, which barriers prevent the further implementation of advance directives in
psychiatric practice? Second, given that endorsement of advance directives by psychiatrists is an
important precondition for their successful implementation, what do clinicians think about the use of
advance directives?
Methods: A postal survey of psychiatrists (n = 396) was carried out to examine their views on the
potential benefits of psychiatric advance statements and on potential barriers to the implementation
of advance statements that are created in conjunction with the clinical team (“joint crisis plan”), and
other types of advance statements in psychiatry.
Results: Respondents generally held favorable views on joint crisis plans for mental health care.
However, clinicians’ attitudes differ largely according to the type of advance statement.
Discussion: Our results suggest that the attitudes of psychiatrists are not a barrier to implementing
joint crisis plans. However, the results of this study indicate that a majority of psychiatrists are
skeptical of the usefulness of advance statements written without consultation of a physician,
despite their support of advance statements as such.
Conclusion: If the support of psychiatrists is a precondition for the successful implementation of
advance statements, these results suggest that consultations should be made available more
broadly. Our findings suggest that increasing the availability of support structures, such as training
for practitioners and disclosures for patients, is likely to enable an increase in the adoption of
advance statements.

O-069
Clinical ethics consultation and the “heuristic approach” to ethics: the limits of professionalization
Marta Spranzi, -, Paris, France
The ethics underlying the practice of clinical ethics consultations changes the way in which clinical
ethics is more generally understood: its main focus is on finding out where the good lies, rather than
implementing a normatively justified solution. The main ingredients of what I shall call a “heuristic”
conception of ethics are the moral intuitions of concerned people about a particular decision, rather
than well-characterized ethical problems and their normative justification. In this paper, I will
develop the following three points. Firstly, I shall describe the reasons why “concerned” people
possess a special normative expertise: the first-person dilemma they face forces them to inhabit a
form of life and to engage in a series of inter-personal critiques. Secondly, I shall discuss the status of
the moral intuitions held by concerned people, their link to what Joseph Raz calls “life-building
values” and the foundation of their reliability. Thirdly, I will highlight in what sense the heuristic
approach to ethics can be said to be empirical: its main value is not to be inductive and fact-based
but above all to provide a critical and exploratory perspective on larger ethical issues. In developing
these themes, I shall compare the heuristic approach to ethics to both casuistry and procedural
methods of clinical ethics consultation. I shall conclude by arguing that since clinical ethics
consultation cannot be resumed in a series of procedural steps, it cannot be wholly professionalized.

O-070
Hermeneutics and/in clinical ethics
Kenji Hattori, Gunma University School of Medicine, Maebashi, Japan
Objectives: We explore what moment is common to, and at the bottom of, all of the various clinical
ethics support (CES) methods.
Method: Speculative reflection with experiences of moral case deliberation (MCD). Among others,
hermeneutical ethics (Van Tongeren) and hermeneutical approach (Vd Scheer) as well as other ways
of MCD were closely examined.
Results: Ethics itself is one of important elements in clinical ethics indeed. As long as we are desirous
to grasp specific and concrete circumstances of each case, literary sense should work well, prior to
rational ability. Usual clinical ethics education programs, however, tend to put weight on teaching
ethical concepts/reasoning and protocol steps but lack a perspective to utilize literature or literary
works to improve trainee’s sensitivity. What has urged us to pay attention to the subjective and
intersubjective character of understanding any text is hermeneutics, and reader-response criticism as
one of critical theories.
Conclusion: Reducing clinical ethics to ethics is inadequate. Hermeneutical aspects of clinical ethics
should be taken seriously. However, elevating hermeneutics to philosophical hermeneutics after
Gadamer is inappropriate in actual clinical ethics support. Instead, romantic or literary hermeneutics
or literature in itself should be brought to the forefront rather than taking a backseat, both in CES
and its education.
Research support: This research was supported by JSPS KAKENHI Grant Number JP16K02107.

O-071
On deductive versus “learning by doing” methods of clinical ethics support
Silviya Aleksandrova-Yankulovska, Medical University Pleven, Pleven, Bulgaria
"Since the introduction of clinical ethics consultation (CEC) different methods of providing it were
developed. The classical CEC by external expert and METAP are two examples of principlistic,
deductive approaches. Contrary, moral case deliberation (MCD) does not look for universal rules and
entails investigation of experiences. Thus it reminds the Balint groups working with feelings to
improve physician-patient’s relationship. Aim: To compare deductive and “learning by doing” (LBD)
approaches to ethical case analysis and to reach decision on the specificity of their application in the
educational process within medical curricula.
Methodology: Descriptive and comparative analysis of deductive approaches to ethical case analysis
(principlism and METAP) versus “learning by doing” methodologies (moral case deliberation (MCD)
and Balint groups). The latter is not formally recognized as CEC method but its potential in relation to
CEC is studied by the author.
Results: MCD and Balint groups work with live cases while principlism can be applied also to
hypothetical cases for educational purposes. LBD and prinsiplism within CEC at place or in ethics
committee have time frames. METAP has no clear time limits. All methods do not necessarily include
the patient. Different skills and roles of consultant are employed: an expert in the principlism and a
facilitator in LBD.
Conclusion: Deductive approaches are better suited for individual training (don’t necessarily require
a group) and examination of acquired skills and application towards a case. MCD and Balint
methodology are better for team work and organizational purposes towards achievement of moral
climate within the team/organization. Both approaches are not mutually exclusive but rather
upgrading one to another. Deductive approaches may serve as starting point allowing accumulation
of theoretical expertise and ethical terminology and bridging to practical application. MCD and Balint
groups allow direct start without preliminary ethical or psychological education. They still allow
deriving benefits towards handling the concrete case/patient. Regular MCD sessions within the
team/ward, in particular, develop moral expertise in the long run. Both methods can be run in
parallel within the medical curricula provided that we have enough horarium. "

O-072
The Apprenticeship Model in Clinical Ethics Professional Formation
Colleen Gallagher, The University of Texas MD Anderson Cancer Center, Houston, USA
"The practice of healthcare ethics involves familiarity with many disciplines such as biological science,
philosophy, faith traditions, and jurisprudence. Technical expertise in the subject matter alone is
insufficient to assist in resolving dilemmas, as one must also be adept at forging relationships
through skills such as active listening, effective communication, empathic engagement and rhetoric.
Clinical Fellowships are becoming a more common and expected step toward professional practice.
The Apprenticeship Model, whereby the trainee is provided “bedside” teaching and experience
under the supervision of an ethicist, provides the necessary instruction for integrated training and
practical wisdom in the formation of the future healthcare ethicist.
Objectives: Apprenticeship learning such as a fellowship can afford the trainee an opportunity for
professional identity formation through acquisition of values and commitments modeled by others
and nurtured through self-reflection and growth. To be successful, the mentor(s) must create a space
for the Fellow to discern a vocation and calling in the field. The Fellow must have a safe space to
explore personal and professional experiences and their own changing attitudes.
Methods: This learning model employs the familiar tools: directed observation, modeling, coaching,
scaffolding, repeated practice, critique and reflection, and exploration to help the trainee acquire the
requisite core competencies, including knowledge, skills, and attributes subscribed by the American
Society for Bioethics and Humanities associated with the profession.
Results: Our fellows have achieved much success, including leadership positions, in the field of
bioethics and other health care disciplines.
Conclusion: This is an exploration of the benefits and limitations of applying the apprenticeship
model in the clinical ethics fellowship and certificate practicum, comparing the more robust
implementation in the fellowship to the more condensed use in the practicum for healthcare
professionals who have often already formed a professional identity but now choose to build upon
that foundation and possibly grow in a new direction within their career. Where other models of
ethics education may focus on empiricism, humanities, or discipline-specific issues, our approach
offers a rich framework that also incorporates experiential training.

O-073
How do parents experience a diagnosis of autism for their child? An empirical investigation
Delphine Jacobs, KU Leuven, Leuven, Belgium
Steyaert, J., KU Leuven, Leuven, Belgium; Dierickx, K., KU Leuven, Leuven, Belgium; Hens, K., KU
Leuven, Leuven, Belgium
Background: It is not well understood how receiving an ASD (autism spectrum disorder) diagnosis for
a child is experienced by her parents. However, such an awareness is necessary in order for parents’
view of autism to be an integral part of the debate on autism. Since the seventies, parents have been
participating as stakeholders in the debate, and some are arguing for societal acceptance of diversity
(Jaarsma & Welin, 2012). Nevertheless, with our study we want to investigate the views of those
parents who are not necessarily active in the autism movement: how do these parents experience
asking and receiving a diagnosis of autism for their child?
I present a longitudinal qualitative-empirical study, in which we investigate how an autism diagnosis
is experienced by parents of a young child (2-6y) who receives an ASD diagnostic assessment.
Method: I report the results of the Interpretative Phenomenological Analysis (IPA) of the in-depth
interviews with parents (Smith et al., 2009). Nineteen parents are interviewed at three different
moments: before, right after and one year after the ASD diagnostic assessment of their child
(Saldaña, 2003), as parents’ view on the autism concept changes over time (Jacobs, et al.,
forthcoming).
Results: The parents we interviewed view their child in a multifaceted way, without reducing her to
the (criteria of the) diagnosis.
Besides advice and help inside and outside their home, they experience autism as a diagnosis with
important psychosocial functions: explanation, legitimization and exculpation of themselves and
their child.
Parents also report some negative effects, although the positive consequences overshadow these.
Discussion: I synthesize these results -together with our literature review on the topic- into an ethical
conclusion on the issue of how a child psychiatric diagnosis is experienced by young parents.
Jaarsma, P., & Welin, S. (2012). Autism as a Natural Human Variation: Reflections on the Claims of
the Neurodiversity Movement. Health Care Analysis: HCA, 20(1), 20–30.
Saldaña, J. (2003). Longitudinal Qualitative Research: Analyzing Change Through Time. AltaMira
Press.
Smith, J. A., Flowers, P., & Larkin, M. (2009). Interpretative Phenomenological Analysis: Theory,
Method and Research (Reprint edition). Los Angeles: SAGE Publications Ltd.

O-074
Somewhere in the middle: listening to young adults with autism spectrum disorder
Laura Mattys, KU Leuven, Leuven, Belgium
Noens, I. KU Leuven, Leuven, Belgium; Evers, K., KU Leuven, Leuven, Belgium; Baeyens D., KU Leuven,
Leuven, Belgium
Objectives: Emerging adulthood is a recently defined developmental phase, separate from both
adolescence and adulthood (Arnett, 2007). During this stage in life, anxiety and depression rates
peak for young adults with autism spectrum disorders (ASD; Lugnegård et al., 2011). As
developmental themes have been described to characterize typically developing youth (Arnett,
2007), we wanted to understand how young adults with autism spectrum disorder (ASD) experience
this turbulent stage in life and what their main concerns are.
Methods: Fourteen young adults with ASD participated in semi-structured interviews, using an
interview guide that focused on various aspects of their lives (living situation, occupation and social
relationships). Transcripts of the interviews were thematically analyzed following the principles of
grounded theory.
Results: Participants’ main concerns were social: they struggled with relationships, worried about
fitting in our larger society in the long term, and described feeling out of place, despite their
attempts to reach out. ASD-related characteristics, worrying about the future and stressful decisions
were also highlighted as important themes during this stage of life. Finally, participants stressed their
gratefulness to supportive individuals around them (such as parents, professionals, romantic
partners) who were crucial to their well-being.
Conclusion: Young adults with ASD face specific challenges caused by the nature of their diagnosis:
during young adulthood, personal identity is shaped and life decisions are made. As they relate to
others, individuals become more aware of differences and similarities, and eventually, of who they
are. Based on this sense of identity, life decisions can be made. As social problems are one of the
core issues of the ASD diagnoses, this poses an overshadowing theme in the experiences of young
adults with ASD.
Research support: This study was funded by the Marguerite-Marie Delacroix Foundation.

O-075
Researching Lived Expereinces of a student with autism in Higher Education
Sofie Werbrouck, Ghent University, Ghent, Belgium
Carette, L. Ghent University, Ghent, Belgium; Van Hove, G., Ghent University, Ghent, Belgium
"Our presentation will start from some of the ideas of Kimball et.al. (2016) concerning research with
students with Disabilities in Higher Education. In a follow up of these idea’s we are intending to:








grasp lived experiences (Van Manen,1990) of a student with autism as an alternative for the
bulk of research literature about studens with special needs (up to now) being dominated by
the phenomenon of ‘learning disability’ (likely because learning disabilities are the most
common types of disabilities on campuses)
reach out to existing theories in Disability Studies (Goodley, 2017) knowing that much of the
research on students with disabilities in Higher Education is a-theoretical
expand the methodological toolkit. We will start from a specific and particular story making
sure we adress connections between lived experiences and social structures; and linking
auto-ethnographic parts with generalizable research insights
built greater attention how we describe experiences of students with disabilities to those of
students without disabilities
make sure the slogan ‘nothing about us without us’ is taken for serious by doing participatory
research

Daniel Goodley. Disability Studies. An interdisciplinary Introduction. London: Sage, 2017.
Kimball, E., Wells, R., Ostigny, B., Manly, C., Lauterbach, A. (2016). Students with Disabilities in Higher
Education: a review of the literature and Agenda for future research, p. 91-156, in: Paulsen, M. (ed.).
Higher Education: Handbook of Theory and Research, Spinger: Dordrecht Heidelberg New York
London.
Max Van Manen. Researching Lived Experiences: Human Science for an
Action Sensitive Pedagogy. Albany, N.Y.: State University of New York
Press, 1990.
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The Catch-22 of Autism Diagnosis, a conceptual investigation by an autistic (person)
Jo Bervoets, University of Antwerp, Antwerp, Belgium
Background: Research conducted with autistics receiving a “late diagnosis” (Hens & Langenberg,
2017) shows an Autism Spectrum Disorder (ASD) diagnosis provides us with handles to come to
terms with “the way we are”. That said, the psychiatric model receives increasing criticism from the
neurodiversity movement (Jaarsma & Welin, 2012). The tension seems built-in in the DSM-5 criteria
(APA, 2013) for ASD, which couples a behavioral definition (clauses A/B) both to what is broadly
considered as an innate learning disorder (clause C) and to problematic functioning (clause D). In
everyday autistic life this means that, once diagnosed, we are retro- and proactively understood as
problematic, causing practical issues e.g. for insurance.
Method: The current model for diagnosing ASD is examined and shown to lead to a Catch-22: “I’d be
insane if I accepted to be autistic but, if I’m sane, I have to accept I’m not autistic.”
Results: The binary choice implicit in a psychiatric diagnosis is linked to the inescapable moral
dilemma of either accepting an innate psychiatric problem or denying a crucial feature of personal
identity. This explains the ambivalence felt about such a diagnosis (e.g. Russell & Norwich, 2012).
Discussion/Conclusion: A discussion of splitting ‘autism as a personality trait’ from psychiatric
problems commonly related to such embodiment is needed. This needs to be done without again
splitting the autistic community or compromising the support some of us may require some ( or all of
the ) time. Autistic embodiment is only one (neither necessary nor sufficient) factor leading up to
problematic behavior.
References: American Psychiatric Association (APA), Diagnostic and statistical manual of mental
disorders (5th ed.), 2013, Washington, DC. Jaarsma P. & Welin S. Autism as a Natural Human
Variation: Reflections on the Claims of the Neurodiversity Movement, 2012, Health Care Analysis:
HCA, 20(1), 20-30, Hens K. & Langenberg R, Voorbij de Diagnose: Ervaringen van volwassenen met
autisme, 2017, Garant, Antwerpen. Russell G. & Norwich B., Dilemmas, diagnosis and destigmatization: Parental perspectives on the diagnosis of autism spectrum disorder, Clin Child Psychol
Psychiatry published online 2012 DOI: 10.1177/1359104510365203.

O-077
Bioethical perspectives and public attitudes towards genetic testing and precision medicine in
Bosnia and Herzegovina
Sabina Semiz, International University of Sarajevo, Sarajevo, Bosnia and Herzegovicna
Sabina Semiz, International University of Sarajevo, Bosnia-Herzegovina; Lejla Mahmutovic, Amina
Agovic, Betul Akcesme, Camil Durakovic, Faruk Berat Akcesme, Aida Maric, Muhamed Adilovic, Nour
Hamad
Objectives: Genetic testing designates the investigation of genes in the context of a biological
process, precise disease diagnosis and treatment. However, the appropriate application of these
novel technologies in healthcare is surrounded by many concerns and ethical dilemmas. In this study
we investigated the perceptions of students, physicians, and general public in Bosnia and
Herzegovina (BH) towards genetic testing (GT), precision medicine (PM), pharmacogenetics (PG),
genetic counseling, and related ethical, legal, and social implications (ELSI).
Methods: This descriptive, cross-sectional study is based on the survey of 559 students across the
nation, from the Faculties of Medicine, Pharmacy, Health Studies, and Genetics, as well as 150
physicians, and general public in BH. We analyzed their awareness and attitudes towards GT, PM/PG,
ELSI, and/or genetic counseling by using a 33-question survey.
Results: Our results showed that BH students are aware of pharmacogenetics with 69% of them
considering GT done, while a large number of physicians (71%) have positive attitudes regarding
GT/PM application in their practice. However, more than 30% of physicians are not feeling sure
about interpreting GT results. Furthermore, 45% of students are aware of different ethical aspects of
GT, with 46% being concerned about patient’s privacy. Similarly, 44% of physicians think that patient
privacy is the key ethical issue, while 52% of them believe that the data confidentiality is the most
important issue. Our study also showed that although GT is available in the public institutions and
private diagnostic laboratories across BH, it appears that PG is still in the infancy, while genetic
counseling services seems to be available only in some of the private companies.
Conclusion: Our results suggest that BH population is aware of the benefits of genetic testing and
personalized medicine. It would be pertinent to offer more educational programs related to
bioethics, precision medicine, genetic testing, and genetic counseling to biomedical students and
healthcare professionals, as well as enhance the public engagement in decision making process, in
order to improve the clinical implementation of these novel technologies in Bosnia and Herzegovina.

O-078
Should radically new assisted technologies be introduced into human use through clinical trials?
Katherine Wade, Lancaster University, Lancaster, UK
John Appleby, Lecturer in Medical Ethics, Lancaster Medical School, Lancaster University, Lancaster,
UK.
This paper argues that radically new assisted technologies should be introduced into human use
through clinical trials.There is a history of assisted reproductive technologies (ARTs) being introduced
into clinical practice without clinical trials, as was the case with both IVF and intra-cytoplasmic sperm
injection (ICSI). The latest substantial development is undoubtedly mitochondrial replacement
therapies (MRTs) which provide a way for people at risk of passing on mitochondrial disorder to
reproduce genetic offspring who do not have the condition. Some countries such as Mexico and
Brazil have begun to use this technique without regulatory oversight. In the UK, while the Human
Fertilisation and Embryology Authority (HFEA) can provide licenses to clinics to use MRTs, the
technique will not be part of a clinical trial.
Part I of this paper briefly examines the regulatory history of ARTs and argues that these have been
introduced in a haphazard and unethical way. Part II examines the regulation of innovation, drawing
on the areas of drugs and devices from a global, European and US regulatory perspective. It identifies
the main features of clinical trials, focusing on risk monitoring, ethical oversight and the production
of generalizable data. It then uses the regulation of MRTs in the UK and the US as a case study. It
compares the regulation of MRTs with the principal features of clinical trials to assess the
appropriateness of the current approach. Part III sets out the moral justifications for our argument,
focusing on basic principles of research ethics, responsibilities to people who are born through the
use of such procedures and the importance of maintaining trust in the development of radical ARTs.
Part IV sets out recommendations for what is needed in order to introduce radically new ARTs in an
ethical way, focusing on both global and domestic regulation and policy. Such recommendations are
particularly timely, because the US and Canada have not yet developed a regulatory framework for
MRTs. It is also important due to continuing advances in assisted reproduction, such as artificial
gametes, artificial wombs and gene editing, for which an appropriately ethical regulatory framework
will also be required.

O-079
How should we use genomic information about autism? Preliminary findings of young people's
attitudes
Arianna Manzini, Wellcome Trust DPhil Student; Neuroscience, Ethics & Society Team; Department
of Psychiatry; University of Oxford, Oxford, UK
The disability activists’ criticism of the concept of genetic citizenship (Hughes 2009) sheds light on the
importance that citizens of the genomic era become responsible for developing a critical perspective
on genomic technologies, in order to make thoughtful personal and societal decisions (Dawson and
Schibeci 2003). This responsibility is particularly relevant to children and adolescents, who are the
generation most likely to be affected by current genomic advances. While several studies have
investigated young people’s attitudes towards ethical concerns that genetic technologies for singlegene diseases raise, no research has explored their moral attitudes towards recent improvements in
the understanding of genetic contributions to multifactorial disabilities, particularly psychiatric
disorders. This research uses autism spectrum disorder as a case study to explore young people’s
moral attitudes towards psychiatric genomic research and its implications for clinical choices. About
forty 13-18 year old people from schools in Oxfordshire participated in two focus group discussions.
The first group discussion integrated educational activities (e.g. watching videos and card games)
within discussions among participants about autism, autism etiology, and the concept of
neurodiversity. The second focus group aimed at eliciting the moral arguments underpinning
participants’ attitudes towards the use of genetic information to intervene at different stages of life
to prevent, cure, and limit the impact of autism. In this talk I will report the preliminary findings of
this study, by presenting young people’s attitudes towards (a) preimplantation genetic diagnosis for
autism; (b) termination of foetuses found to be at a higher risk for autism; (c) genomic research for
the development of pharmacological treatments for autism; and (d) early intervention for children at
a higher risk for autism. I will focus on whether and why young people believe that psychiatric
disorders, and autism in particular, make a differential impact in the gen-ethics debate compared to
other conditions.
Dawson, V. and R. Schibeci (2003). "Western Australian high school students' attitudes towards
biotechnology processes." Journal of Biological Education 38(1): 7-12.
Hughes, B. (2009). "Disability activisms: social model stalwarts and biological citizens." Disability &
Society 24(6): 677-688.

O-080
Gametes from stem cells: same-sex reproduction in view of equality and heteronormativity
Seppe Segers, Bioethics Institute Ghent (Ghent University), Ghent, Belgium
Guido Pennings, Bioethics Institute Ghent, Ghent University, Belgium; Guido de Wert, Maastricht
University, the Netherlands; Wybo Dondorp, Maastricht University, the Netherlands; Heidi Mertes
Bioethics Institute Ghent, Ghent University, Belgium.
Same-sex couples presently lack the option of having children of whom they are both the genetic
parents. It has been suggested on numerous occasions that the perfection of in vitro gametogenesis
(IVG) – the derivation of gametes from stem cells – will lead to the creation of sperm cells for women
and egg cells for men, thus overturning this predicament. Oftentimes problematic reasons are put
forward against this evolution, such as the ‘unnaturalness’ of the procedure or the need for a child to
have one parent from each sex. In response to such claims, it is often argued that equality
presupposes that if heterosexuals are supported to satisfy their desire for genetic parenthood, this
same desire ought to be supported equally in same-sex couples. Given the extent of discrimination
that same-sex couples have historically endured, the morality of IVG for same-sex couples is most
often reduced to an ideological debate. However, an important aspect of the discussion ought to be
the pragmatic concerns about feasibility and safety. That is, (1) experts disagree on whether it is even
possible to derive sperm cells from female stem cells and egg cells from male stem cells and (2) even
if it is possible, it will likely entail more risks for the welfare of the resulting child than when sperm
cells are being derived for men and egg cells for women. These risks will need to be balanced against
the advantage of creating more equality between people of different sexual orientations. Neglecting
these practical aspects pays a disservice to those who hope to benefit from this new technology, not
only because it engenders hopes and dreams that may never materialize, but also because the
underlying premise is that shared genetic parenthood is a ‘better’ kind of parenthood that needs to
be pursued against all odds and regardless of the risks. In this presentation we aim to comment on
these challenges, which are relevant to debates about the legitimate bases for rights claims,
questions of compensatory justice, heteronormativity and limits to reproductive interests.

O-081
Lay people’s attitudes, risk perceptions and moral uncertainty concerning predictive genetic testing
Sabine Wohlke, Department of Medical Ethics and History of Medicine, University Medical Center,
Göttingen, Germany
Objectives: Genetic counseling in clinical practice informs persons about the nature, significance and
extent of the genetic tests. Trained professionals provide correct, unbiased and full information to
patients while respecting patients’ autonomy. However, the disclosure and interpretation of genetic
information in clinical settings raise moral issues about adequate risk communication and health
responsibility. Moreover, improved diagnosis and a lack of intervention create a hiatus between
knowledge of genetic risk and respective action. Research has emphasized that lay people have their
own understandings of genetic risk. It is unclear how such lay understandings of predictive genetic
diagnostics relate in particular to numeric probabilities and/or to the conception of disease and
genetics. These lay understanding of genetic risk information might have particular implications for
patients’ autonomy and self-responsibility. Little is known, however, about lay people’s perspectives
regarding the value of predictive genetic tests and genetic information. We aim to present an indepth analysis of lay people’s interpretation of numerical data of predictive genetic tests and their
moral implications and how it relates to health priorities.
Methods: We conducted seven focus groups with lay people (n= 43) in four different German cities.
We analyzed the main topics by content analysis.
Results: We identified four main topics: 1) Subjective, not numerical assessments of risk information;
2) Risk evaluation based on treatment options; 3) Moral criticism of epistemic uncertainty; 4) Moral
uncertainty regarding ambivalence in decision-making. Our analysis demonstrated mostly positive
attitudes among the participants. Confrontation with concrete numeric probabilities created a large
variance in epistemic and moral assessment of the probable event as well as potential actions to be
taken.
Conclusions: Lay people perceived risk information as a highly normatively charged significant threat.
They search for an ethically reasonable strategy to address the gaps in knowledge about genetic test
information. Considering health responsibility, it seems necessary to provide lay people with a
deeper understanding of risk information and the limitations of genetic knowledge. Research
Support: Swedish Riksbankens Jubileumsfond, 2015-2019 (grant no. 1351730)

O-082
Attitudes towards termination of pregnancy of Belgian women who underwent Non-Invasive
Prenatal Testing (NIPT)
Rigo Adelheid, Odisee, Campus Family Sciences, association KUL, Brussels, Belgium
Bart Moens, Belgium; Prof. Johan Stuy, Free University Brussels, Brussels, Belgium.
Objectives: In Belgium the birth rate of children with Down is declining due to the use of NIPT (SPE,
2016). A concern is that the safety and ease of NIPT might lead to a slippery slope towards screening
and, consequently, to aborting fetuses for more and minor abnormalities. Our research examines for
which conditions women in Belgium, who underwent NIPT recently, would like to test their unborn
baby and for which conditions they would consider a selective abortion.
Methods: We developed an online anonymous survey using Qualtrics® (quantitative data analysis by
Excel and SOFA Statistics). We analyse here 5 of the 83 questions of this survey.
Results: The results are based on the answers of 545 women. More than half of the respondents
wants testing for most conditions. The interest in prenatal testing is higher for conditions at the
‘more serious’ end of the spectrum: almost all women (90% or more) indicate that they prefer
prenatal testing for Down syndrome; spina bifida; conditions with a shortened life span (death by 5
years or 20 years); achondroplasia. Around 75% would test for blindness and deafness, around 60%
for BRCA. The likelihood of choosing an abortion after a positive diagnosis is 14% to 39% lower then
the willingness to uptake the test. Less then half of the respondents would choose a termination for
conditions with a shortened life span (becoming 50 years old); blindness, deafness, BRCA. The
perceived quality of the child’s life is the most important reason why women would choose to end an
affected pregnancy (91.7%), followed by the burden of caring for a child with a disability (50.5%) and
the concern for the welfare of the other children in the family (33.8%).
Discussion and Conclusions: Women are interested in prenatal screening for a broad range of fetal
conditions, but not always with the intention to terminate the pregnancy. The perception of the
severity of the condition is hereby an important factor. This result contradicts the fear for the
slippery slope that NIPT would eventually lead to more abortions for less severe conditions.

O-083
Ethics knowledge and perception in students attending international post graduate disaster
medicine programmes in Italy
Istvan Alessio Piffer Gamberoni, CREC (Center for Clinical Ethics – Biotechnologies and Life Sciences
Department - Insubria University, Varese, Italy) and CRIMEDIM (Research Center in Emergency and
Disaster Medicine and Computer Science Applied to Medical Practice, Novara, Italy), Varese, Italy
Federico Nicoli, Center for Clinical Ethics, Biotechnologies and Life Sciences Department, Insubria
University, Varese, Italy; Mario Picozzi, Center for Clinical Ethics, Biotechnologies and Life Sciences
Department, Insubria University, Varese, Italy.
Objective: According to the third world conference on disaster risk reduction recommendations is
fundamental to promote and enhance the training capacities to cope disasters and create resilience.
Most of the latest international core curriculum education proposals in disaster medicine embody
ethics competency. The purposes of the present pilot study, co-realized by the Center for Clinical
Ethics of the University of Insubria (Italy) were to investigate the interest and cognition on ethical
issues by a cohort of health operators, mostly medical doctors, attending two disaster medicine
international programs delivered by the Research Center in Emergency and Disaster Medicine of the
University of Eastern Piedmont (Italy).
Methods: An anonymous questionnaire (145 delivered) was proposed to the students attending the
European Master Degree in Disaster Medicine (EMDM) and the Humanitarian Medic Program (HM)
in three academic sessions (2015-2017). RESULTS: 128 questionnaires were received (88%). The
interest about ethical issues was robust for the 96% of the respondents. As assumed disasters ethical
dilemmas were perceived dissimilar to the ordinary medicine practice (χ2 0.916, p=0.011). About the
importance of the main topics proposed, from disaster triage to disaster research, the range of
acceptance was demonstrated (χ2 0.984, p=0.031). Most of participants considered useful the
contribution of an ethical consultant.
Conclusion: The results depict a strong involvement in disaster bioethics by the participants and
various learning needs too that educators has to take in account to frame ethical contents.
Research support: On behalf of all authors, the main author states that there is no economic
sponsorships for the preparation of this study.
References: C Ozge Karadag, A Kerim Hakan. Ethical Dilemmas in Disaster Medicine Iran Red Crescent
Med J 2012; 14(10):602-612 Hunt MR, Schwartz L, Fraser V. ""How far do you go and where are the
issues surrounding that?"" Dilemmas at the boundaries of clinical competency in humanitarian
health work. Prehosp Disaster Med. 2013 Oct;28(5):502-8 "
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The dignity-circle: a typology of (in)dignity for public healthcare
Jante Schmidt, University of Humanistic Studies, Utrecht, The Netherlands
Objectives: ‘Human dignity’ has been accused of being too abstract a notion to be useful in practice.
When defined, it is often phrased in idealized terms, in a way that overlooks institutional conditions.
The aim of this study is to give the concept of ‘human dignity’ more operational value in the domain
of public health. We want to contribute to making it easier to pinpoint and consider the dilemmas
and complexities regarding dignified care.
Methods: Experiences and meanings of dignity were explored using participant observations (30), indepth interviews (28) and focus groups (3). We brought together three perspectives: people facing
co-occurring socio-economical and psychosocial problems, care providers involved in their care and
policymakers concerned with this group.
Results: Our study shows that being seen or treated as empty space, an object, a child or a monster
is central in the experience of humiliation. These experiences erode dignity. Care-recipients, care
providers and policymakers try to maintain and restore dignity. Based on these practices, we have
formulated four forms of dignity, respectively being seen and treated as: participant, unique, adult
and friend. We present these four forms of humiliation and dignity in the ‘dignity circle’.
Discussion: Analysis of dignity in care should not stop at defining idealized meanings of dignity.
Dignity materializes within institutional settings where conditions such as scarcity of resources and
inequality of knowledge and power are at play. Our analysis helps to determine how pursuing
idealized notions of dignity is not enough, because some forms of humiliation are in part products of
the care setting and not completely avoidable. Moreover, with opportunities for dignity come risks
for humiliation: advancing one form of dignity may go at the cost of another form of dignity.
Conclusion: The ‘dignity circle’ is a typology that offers the possibility to be precise about what
dignity constitutes in practice and look at the tradeoffs between its different forms. Therefore it can
be used as a tool for reflection and decision-making for care providers and policy makers. This
research was funded by ZonMw as part of its programme Ethiek & Gezondheid.

O-085
Moral climate: overcoming barriers in working towards a reflective organization
Anne Schaap, VU University Medical Center, Amsterdam, The Netherlands
Margreet Stolper, Department of Medical Humanities, VU University Medical Center, Amsterdam,
The Netherlands; Bert Molewijk, Medical Humanities, VU University Medical Center, Amsterdam, The
Netherlands; Riekie de Vet, Epidemiology & Biostatistics, VUmc, Amsterdam, The Netherlands.
Objectives: Moral climate is a key element during the implementation of an instrument in ethics
support. During the implementation of Moral Case Deliberations (MCD) with prison staff in the
Netherlands we encountered resistances towards the project that weren’t all about the offered
ethics support itself, but where oriented towards the whole organization and in particular towards
the existing moral climate. We analysed this to be able to understand the conditions that are
important for employees to positively engage within projects offering them ethics support.
Methods: During a case study of MCD’s with prison staff in the Netherlands, including the medical
staff, data were collected during a mixed-methods study using questionnaires and interviews with
staff members, a focus group session with the facilitators of MCD and observations during MCD.
Results: Our research shows how resistance towards MCD can be divided into four categories that
need attention: 1) current procedures and laws 2) moral climate 3) personal virtues of the staff and
4) organizational aspects of the implemented method. A crucial element in understanding the
resistances showed to be the current moral climate of the organization. The moral climate influences
the “reflection-willingness” of the participants during MCD. Their feelings and attitudes need to be
addressed to create a climate with the openness and safety required to have fruitful sessions of MCD
and/or ethics support.
Conclusion: We learned to understand and keep learning from (initial) resistance, when
implementing an instrument for ethics support in an organizational climate in need of more moral
reflection. In the end, resistance needs to be taken serious by all parties involved in implementing
MCD/CES, since there are many legit reasons for the (initial) resistance of employees. The overall
moral climate of an organization needs to be addressed when working with instruments of ethics
support.

O-086
Breaking through barriers on bare feet: creating moral space in an eldercare organization
Vivianne Baur, University of Humanistic Studies, department of Care Ethics, Utrecht, The
Netherlands
Objectives: From a care ethical perspective, embodiment and emotions in health care practices are
considered to be a valuable source for moral action (Baur, Van Nistelrooij & Vanlaere, 2017). Health
care professionals, managers and patients/clients are confronted with a wide range of emotions, in a
complex organizational context. In this presentation we present and analyze a new way of creating
moral space in care organizations, in which embodiment and emotions play a central role.
Methods: As part of a participatory action research project we facilitated a constellation exercise in
an eldercare organization with professional caregivers, managers and policymakers of an eldercare
organization. Prior to the actual constellation exercise, all participants and the facilitators took off
their shoes and engaged in a couple of guided embodied meditations on bare feet in order to
become fully present in the here and now, connected to oneself. The constellation was followed by a
dialogical reflection with the participants, which was written down verbatim. We analyzed the
constellation exercise and dialogue by a thematic content analysis, drawing upon care ethical
insights.
Results: The constellation exercise brought to the fore power issues, hampering relational dynamics
as well as shared longings. It created room for the expression of emotions that had been present in
the organization for quite some time, but more diffuse beforehand. This exercise led to a meaningful
dialogue amongst participants, in which a breakthrough in the relational dynamics was realized:
hierarchical distance was bridged, mutual understanding was created, and a shared longing for
connection (to be seen and acknowledged by each other, despite of hierarchical position) was
discovered.
Conclusion: Using constellation exercises in combination with dialogical reflection seems to be a
valuable pathway to creating moral space in care institutions that aim to be caring .
References: Baur, V. E., Nistelrooij van, A.A.M., I., Vanlaere, L. (2017). The sensible health care
professional: a care ethical perspective on the role of caregivers in emotionally turbulent practices.
Medicine, Health Care and Philosophy, DOI: 10.1007/s11019-017-9770-5.
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Does moral case deliberation change care practices? An exemplary case from a multiple-case
study.
Janine Snoo-Trimp, Radboudumc, dep. IQ Healthcare and VU Medical Center, dep. Medical
Humanities, Nijmegen and Amsterdam, The Netherlands
Karen Schipper, Reinaerde, Utrecht, the Netherlands; Jelle van Gurp, dep. IQ Healthcare, Radboud
UMC, Nijmegen, the Netherlands; Bert Molewijk, department of Medical Humanities, VU University
Medical Center, Amsterdam, the Netherlands.
Objectives: In Reinaerde, a big Dutch healthcare organization for people with intellectual disabilities
or Acquired Brain Injury, moral case deliberations (MCD) are frequently organized, sometimes even
including clients as participants. It is unknown to what extent MCDs actually contribute to changes in
care practices within this organization. In general, the causal path of getting from MCDs to actually
changing care practices is still a hypothetical one. In order to get insight in concrete changes in care
practices and to attribute these changes to a former MCD session, we need to look at the care
practices themselves. What actually happens when an MCD has taken place? How are conclusions
made in MCD translated into concrete actions? This study aims to investigate the impact of MCD on
actual care practices, client and healthcare professionals. Secondly, we will explore how to
empirically research ‘impact’ by using a multiple-case study approach.
Methods: In a multiple-case study, we will examine several MCD sessions and the discussed cases
will be followed in time. The design follows the case study approach of Yin (2014) and includes
observations of MCD sessions and interviews with relevant stakeholders (client, healthcare
professionals etc.) on the short and long term afterwards. Data will be analyzed using thematic
content analysis. Findings will be compared with theoretical hypotheses about the impact of MCD
based on literature.
Results: Preliminary findings will be presented at the conference by describing one of the observed
MCDs and the experiences of stakeholders afterwards, and discussing the change (if any) in the
concrete care practices. Implications Presenting an exemplary case is relevant to show how
conclusions made in MCD sessions are (or are not) translated to actual care practices. Furthermore,
our findings might point to barriers to change care practices, and provide suggestions to deal with
these barriers. Finally, by conducting innovative qualitative research like a multiple-case study, our
study contributes to the debate about the question whether the ultimate aim of clinical ethics
support – namely improving quality of care – is met in actual care. Yin R. (2014). Case Study Research
- Design and Methods. Sage Publications, Inc."

O-088
The wish for a self-chosen death fuelled by the fear for old age
Els van Wijngaarden, University of Humanistic Studies, Utrecht, The Netherlands
Introduction: In late modern society, social-cultural ideas about living towards the end-of-life are
challenged by what is called ‘a new demography of old death’. Increasing life expectancy has
fundamental consequences for the way in which we view our extending lives and our relationship to
death. On the one hand, there is the promise of medicine regarding long and healthy lives. On the
other hand, there is an increasing wish for self-limitation, fuelled by the fear for disabled life
expectancy, the prospect of a disappearing identity, and the anxiety of an untimely and undignified
death.
Objectives: The aim of this workshop is to discuss the impact of the growing desire to control time
and manner of death in old age by drawing on empirical research.
Methods: After a short introductory presentation of my empirical work, we will perform a group
analysis of a case constructed of a number of serial interview fragments (collected over the past five
years) and try to identify some main moral issues.
Results: An exploration of fundamental questions related to the ethics of ageing and dying, such as:
How can we best address the needs and the suffering of the older people concerned? How do we, as
individuals and as a society, view (the meaning of) living towards the end of life in deep old age? How
should we, as ethicists, address the collective imagination of old age that is (at least in part) defined
by its negativity and otherness?
References:
*van Wijngaarden EJ, Leget CJW, Goossensen A. Caught between intending and doing: older people
ideating on a self-chosen death. BMJ Open. 2016;6(1):1-11.
*van Wijngaarden EJ, Leget CJW, Goossensen A. Ready to give up on life: The lived experience of
elderly people who feel life is completed and no longer worth living. Social Science & Medicine.
2015;138:257-64.
*van Wijngaarden EJ, Leget CJW, Goossensen A, Pool R, The AM. A captive, a wreck, a piece of dirt:
Aging anxieties embodied in older people with a death wish. Omega: Journal of Death and Dying.
2017:1-21.

O-089
Ethics and religion in end of life choices and decisions
Lucia Galvagni, Bruno Kessler Foundation, Trento, Italy
Ethical issues arise in clinical practice almost every day. In contexts and clinical units as the intensive
care and palliative care, they tend to return and to be considered a trait inherent to the actions
clinicians are performing and to the situations they are dealing with. How is it possible to train
clinicians in order to better interact in these situations and to communicate better about them?
The presentation will offer an ethnography of an ICU in Italy, realized as an observative participation
to understand the clinical narratives that cross the space and the time of an intensive care unit.
Starting for the main issues identified during the research, the presentation will underscore some
contextual elements to understand how decision-making processes have been performed. It will
consider more specifically how ethics and religious beliefs and attitudes can play a role during and for
the end-of-life choices and how to take them in consideration to reach better and more respectful
decisions.

O-090
Community based end of life care involving volunteers and caregivers - the need for ethics
education
Jayakrishnan Thavody, Government Medical College Manjeri, Manjeri, India
Priya Chandran, Government Medical College, Kozhikode, India.
The ageing population is on the rise and providing care to them is a challenge. Health workforce
shortage affects the health systems of the world. In this scenario, community-based care
programmes hold promise for delivering end-of-life care. But community-based care involving
volunteers and caregivers pose several ethical issues. This includes challenges arising from the lack of
knowledge of the principle of ethics among them. The volunteers include people with different levels
of education and background. Without basic knowledge of ethics, they would not be in a position to
identify ethical issues, let alone resolve them or refer. In this presentation, I will be sharing the
experiences of a major community-based end of life care program from India and argue about the
need for ethics training. Kerala is unique among the Indian states. With a population of around 35
million, it has near 100% literacy, and health status indicators comparable to the western countries.
Kerala pioneered the palliative care sector in India and provides two third of the care in India. In this
internationally acclaimed model of community-based care, trained volunteers provide end of life
care in all districts of Kerala.
Studies have documented that patients prefer to die at home and not in hospitals. Hence the
community-based model has implications for developed countries as well. But unless the volunteers
in such programmes are aware of the concepts of autonomy, beneficence, non-maleficence, justice,
confidentiality and other ethical values, the quality of care will be compromised. Training holds the
key here. The topics covered in the 16 hours long ‘Basic palliative care course for volunteers’
designed by World Health Organisation includes communication skills, emotional support, patient
assessment, nursing care, home care, basics of symptom management, reporting to the higher level.
I argue that ethics too should be an integral part of all such training programmes and adequate time
must be allotted for ethics.
Reference:
1.Planning and Implementing Palliative Care Services: A guide for programme managers. Geneva:
World Health Organisation; 2018

O-091
An Approach to End-of-Life-Patients through physicians’ experiences and views: a qualitative study
Yesim Isil Ulman, Acibadem University School of Medicine, Istanbul, Turkey
Inci User, Department of Sociology, Acibadem University, Istanbul, Turkey; Figen Demir, Acibadem
University School of Medicine Public Health Department; Metin Cevizci, Department of Sociology,
Acibadem University, Istanbul, Turkey.
Objectives: Patients at the end life may encounter hardships straining their physical, mental
integrity. Physicians who are to provide healthcare for them may experience impasse to develop
strategies how to approach the patients at the end of life. It may not be easy to make decisions for
the patients to ease their pains, to increase their quality of life, and to assist them for an honourable
end. This study aims to understand the problems, difficulties, experiences of physicians facing
dilemmas in making decisions for the dying patients, and to explore the notion of ‘dying as dignified
and comfortable as possible’ (1).
Methods: This is an ongoing qualitative study. The sample consists of physicians working in intensive
care, cardiology, oncology and nephrology in different hospitals of Istanbul. Data are generated via
in-depth interviews (so far nine) that focus on views and experiences regarding decision making and
related problems at the end of life.
Preliminary Results and Discussion:
1.In Turkey, hospices and palliative care centers do not exist and their functions are carried out by
intensive care units which are not appropriate to integrate families to the treatment processes.
Hence, families have certain doubts about treatment and imminent decisions, and they experience
conflicts with physicians.
2.Different specialists are convinced that the act of saying the truth about disease is the
responsibility of others.
3.The lack of support for doctors: Doctors construct their communication frameworks in practice by
trial and error. They are not psychologically supported in their professional experiences which have
traumatic influences on them.
4.There are some codes of communication between doctors and patients’ relatives and they are
unequally distributed among people from different social backgrounds.
Conclusion: For a more effective and ethically acceptable framework for end of life decisions the
Turkish health system needs an organizational transformation. Governmental policies and
institutions (hospitals, nursing homes) should serve the patients’ good (principle of beneficence),
promote appropriate treatment and equitable access to end of life care. Resources for end of life
care, which are costly and limited, should be allocated as fairly as possible among patients (2).

O-092
Normative dimensions of time in ICU decision making – A qualitative triangulation
Andre Nowak, Institute for Ethics and History of Medicine, University Medicine Greifswald,
Germany, Greifswald, Germany
Objectives: Little attention has been paid to normative dimensions of time in the past. The present
study explores and critically examines the role of time in treatment decisions on an Intensive Care
Unit (ICU).
Methods: Non-participant observation and semistructured interviews with healthcare professionals
are applied for a qualitative method triangulation.
Results: Multiple dimensions of the role of time in decision-making are identified. The three main
categories relate to time and prognosis, time and economy, and patients’ role in decision-making.
The data reveal that time has a fundamental influence on dealing with the prognosis as one of the
most important criteria for decision-makers. The longer the patient stays on the ward, the more
accurate the prognosis becomes. Concurrently the risk of complications increases over time, just as
emotional stress and conflict potential in the interprofessional health care team.
In addition, the strong relationship between time and economic considerations becomes apparent.
The interviewees report that there is little time for patients and their relatives, which leads to
decision lags and harm to the patient as well as to disincentives, such as medically unnecessary
artificial respiration.
Finally, the patient’s influence on treatment decisions in the ICU is described as minimal. Encouraging
the patients before severe medical procedures to discuss end-of-life decisions is seen as a
controversial issue.
Discussion: The results raise various normative questions: How much time should be taken for
therapeutic decisions if the prognosis is vague? How should we deal with the influence of economic
aspects on treatment decisions? Should it be the physician’s task to initiate a conversation about
advance directives before severe medical interventions?
Conclusion: Time as a factor plays a complex and crucial role for therapy decisions in intensive care.
As a basis for more precise prognoses, as an economic factor and in precautionary issues the focus
on time offers a promising starting point that still need to be further investigated and discussed from
a normative perspective.
Research Support: This research was funded by the German Federal Ministry of Education and
Research.

O-093
Individual versus relational autonomy in complex end of life decisions
Barbara Affolter, , Bern, Switzerland
Monica Fliedner, Centre for Palliativcare, Inselspital, Bern, Switzerland; Steffen Eychmüller, Centre
for Palliativcare, Inselspital, Bern, Switzerland.
Objectives: Challenging the concept of individual autonomy and reflecting the impediments to the
standard of decision making in palliative care based on a normative case analysis. Analysis whether a
relational autonomy approach could be more appropriate.
Methods: Case study of a 72-years old male with a chronic infection, bedbound since several weeks
and a life expectancy of weeks to few months. Communication was impaired because of
tracheostomy, but we judged him most of the time competent of making decisions. Discussing restarting dialysis, he did not express his wish to decline treatment towards his wife. She “… would only
accept him to die if he told her that right to her face“. Subsequently he more and more refused
nursing care and expressed – in her absence - his wish to die. Approach: interprofessional discussion
of the clinical concept of shared decision making(1), analysis of the underlying model of autonomy
(2) and its limits in the palliative setting, evaluation of the concept of relational autonomy (3) as an
alternative.
Results: According to our analysis, we consider it justified in this situation to divert from shared
decision making based on individual autonomy assuming impairment of the patients’ normative
authority. Analysis from the viewpoint of relational autonomy, the complex relationships and their
influence on decisions can be mapped. For additional perspectives, we consulted the family doctor.
He judged the patient as having a bad quality of life before the actual deterioration and supported
the hypothesis that he wanted to die, which the patient confirmed. We then enforced his wish
against his wife’s.
Conclusion: From this, we learn that the concept of relational autonomy can depict situations with
complex relationships. It remains to discuss whether the narrow concept of shared decision making
based on individual autonomy is the single best approach in end of life decision making.
Research support: none
References:
1. Emanuel EJ, Emanuel LL. Four models of the physician-patient relationship. JAMA. 1992;
267:2221–6.
2. Beauchamp TL, Childress JF. Principles of Biomedical Ethics. Oxford University Press. 2009
3. Mackenzie C. Relational Autonomy, Normative Authority and Perfectionism. Journal of
SocialPhilosophy. Wiley/Blackwell. 2008;39:512–33.

O-094
Disclosing Research Results After Severe Brain Injury: Challenges for Surrogate Decision-Making
Graham Mackenzie, , , UK

Research over the last decade has established that functional neuroimaging is a highly sensitive
method of uncovering covert cognition and awareness in chronic, behaviourally non-responsive
patients. This has lead to an increased interest in using functional neuroimaging as a research tool in
patients with acute severe brain injury. Prognosis immediately after severe brain injury is uncertain,
and reliable prognostic indicators of neurological recovery are desperately needed. Research
programs using functional neuroimaging could have profound implications for the diagnosis,
prognosis, and clinical care of acutely brain injured patients. Because functional neuroimaging
interventions occur in a research context, an important consideration is whether researchers should
disclose individual results to a patient’s surrogate decision-makers, or their clinical team. While it has
been argued that the disclosure of individual research results is ethically permissible in at least some
circumstances, disclosing the individual research results of acutely brain injured patients presents
unique challenges. In particular, disclosure may complicate surrogate decision-making on behalf of
the patient, including decisions to withhold or withdraw life-sustaining treatment.
The purpose of this paper is to identify and resolve potential ethical issues associated with
incorporating functional neuroimaging research results into surrogate-decision making. I consider
three potential issues: 1) Surrogate decision makers may misinterpret research results; 2) Research
results may create false hope; 3) The care team might disagree about the meaningfulness or
relevance of results, and appropriateness of continued care. I argue that research results should be
conveyed to the surrogate decision-maker in clear, simple language, by both researchers and the
primary care physician, to maintain a consistent message and mitigate possible confusion. Research
results must also be contextualized with respect to results of other diagnostic tests, and physicians
should be honest about the uncertainty of patient prognosis, and how research results impact their
judgement.
Finally, I argue that the care team should be open about their beliefs regarding significance of
research results, and the personal perspectives and values which may inform these beliefs.

O-095
Ethical dilemmas in participatory research about partnership and dissemination
Tineke Abma, Medical Humanities Amsterdam School of Public Health, VU University Medical
Center, Amsterdam, The Netherlands
Participatory research is gaining popularity in the fields of health and social care. Participatory
research strives for equity and social justice through engagement of people whose live or work is at
stake. Besides common ethical issues like anonymity, privacy and confidentiality additional issues rise
given the nature and aims of participatory research. This panel will discuss some personal ethical
issues that can arise in participatory research around partnership and dissemination.
After a short general introduction, that elaborates on the keynote of Sarah Banks, we move on to
present two short presentations of dilemmas in participatory health research; 1) Partnership,
Collaboration and Power; and 2) Co-ownership, Dissemination and Impact. In an interactive way we
discuss these dilemmas with the audience. If time allows we will reflect on the ICPHR (International
Collaboration for Participatory Health Research) guidelines for ethical issues (developed by Banks et
al, 2013).

O-096
Partnership, Collaboration and Power
Barbara Groot, , Amsterdam, The Netherlands
Developing and maintaining partnerships and working collaboratively in participatory research
requires attention to power relations. In the ‘rush’ of conducting participatory research we
sometimes forget to take enough effort and time to reflect on, and act thoughtfully in relation to,
partnerships, collaboration and power. To introduce the topic, we present a short overview of
literature about ethical questions relating to responsibilities in participatory research, including: 1)
establishing, sharing and exerting control and power; 2) tackling the mismatch of timelines and
expectations between partners; 3) anticipating the risk of participation in participatory research; and
4) ensuring sustainability of partnerships. Furthermore one case of the presenters will be shared to
contextualize and give an account of ethical dilemmas and issues in participatory health research and
discussed with the audience from different perspectives.

O-097
Co-ownership, dissemination and impact
Gustaaf Bos, Medical Humanities, the Amsterdam School of Public Health, VU University Medical
Center, Amsterdam, The Netherlands
Tineke Abma, Medical Humanities, the Amsterdam School of Public Health, VU University Medical
Center, Amsterdam
Developing co-ownership of data and working collaboratively to disseminate findings in order to
have impact on the lives and work of people whom it concerns is key to participatory research. Yet,
the ideal of genuine sharing of ownership and participatory dissemination and impact can create all
kinds of moral dilemmas. To introduce the topic, we present a short overview of literature about
ethical questions regarding responsibilities including: 1) co-ownership; 2) participatory
dissemination; and 3) ensuring social impact. A personal case of the presenters will be shared and
discussed.

O-098
Lessons learned about ethical dilemmas in dissemination and partnerships
Tineke Abma, Medical Humanities Amsterdam School of Public Health, VU University Medical
Center, Amsterdam, The Netherlands
We conclude that that ethical issues in interpersonal relations can be understood by researchers’
perceptions of responsibility and power dynamics vis-à-vis institutional and structural arrangements.
Moreover, we offer some conclusions regarding co-ownership, dissemination and impact in
participatory research.
International Collaboration for Participatory Health Research (ICPHR) 2013b. Position Paper 2:
Participatory Health Research: A Guide to Ethical Principals and Practice. Version: October 2013.
Berlin: International Collaboration for Participatory Health Research.

O-099
Palliative care professionals’ willingness to perform euthanasia and physician-assisted suicide: A
nationwide survey in Portugal
Sandra Martins Pereira, Instituto de Bioética, Universidade Católica Portuguesa. UNESCO Chair in
Bioethics, Institute of Bioethics, Universidade Católica Portuguesa. CEGE: Centro de Estudos em
Gestão e Economia, Porto Católica Business School, Universidade Católica Portuguesa., Porto,
Portugal
Pablo Hernández-Marrero, Instituto de Bioética, Universidade Católica Portuguesa. UNESCO Chair in
Bioethics, Institute of Bioethics, Universidade Católica Portuguesa. Centro de Estudos em Gestão e
Economia, Porto Católica Business School, Universidade Católica Portuguesa, Porto, Portugal.
Objectives: To study Portuguese medical students’ willingness to perform euthanasia and physicianassisted suicide (EPAS).
Methods: A cross-sectional survey study was performed with a sample of Portuguese medical
students who attended a National Assembly of the National Medical Students Association in 2016.
The questionnaire was based on Zenz et al. (2015) and entailed eight questions about EPAS using
proposed patient vignettes. An open question was added asking participants to add any further
comments or remarks. No biased phrasing was used to refer to EPAS. All items of the questionnaire
were written in plain language. Ethics approval was obtained from the Ethics Research Lab of the
Instituto de Bioética, Universidade Católica Portuguesa (Ref.03.2016).
Results: 84 students (100% response rate) completed the survey. In case of a terminal illness, 38.6%
of the respondents expressed their willingness to perform euthanasia, 36.1% assisted-suicide; 44.6%
and 39.8% responded “I don’t know”, respectively. In case of a non-terminal illness, 19.3% of the
participant students mentioned their willingness to perform both euthanasia and assisted-suicide. In
the latter case, 42.2% of the respondents answered “I don’t know” when asked about their
willingness to perform euthanasia and 32.5% gave this answer when asked about their willingness to
perform assisted-suicide. The large majority of the responding medical students (95.2%) did not have
any education about palliative care before completing the survey.
Conclusion: A substantial proportion of Portuguese medical students expressed their willingness to
perform EPAS in case of a terminal illness. Considering that, in Portugal, EPAS are legally prohibited,
our findings show a profound problem and major concern: Are we facing a process of societal
normalization already? Further research and debates about palliative care, end-of-life care practices
and decisions are urgent in countries to address this striking, highly relevant and controversial
societal issue.
Acknowledgements: Project EPASP: Euthanasia and Physician Assisted Suicide in Portugal. The
authors would like to thank Fundação Grünenthal and Fundação MSD for their financial support to
Project InPalIn during which duration this study and abstract were conducted.
References: Zenz J et al. Palliative care professionals' willingness to perform euthanasia or physician
assisted suicide. BMC Palliat Care. 2015;14:60. doi:10.1186/s12904-015-0058-.

O-099
Do Polish physicians have access to clinical ethics consultation and recognise the need for it?
Marek Czarkowski, Centre for Bioethics, Supreme Medical Council, Warsaw, Poland

"In some European countries and the USA ethics consultation is a widely used form of assistance
which is offered to physicians when they face ethical problems. In Poland clinical ethics committees
are still an exception rather than a rule. The important question therefor is whether Polish physicians
believe they need such services. This presentation reports partial results of a national survey, which
was developed by the researchers from the Center for Bioethics and Biolaw at the University of
Warsaw. One of the survey's main objectives was to obtain new insights into the realities of clinical
ethics committees in Poland from the physicians' perspective. The presentation reports the results of
this part of the survey which was intended to explain if and how often physicians seek advice from a
clinical ethics committee, whether existing clinical ethics committees provide adequate assistance to
physicians, and whether physicians recognise the need for an ethics consultation. The presentation
has three interrelated components: first, explanation of the rationale, design, and main outcomes of
the survey; second, description of the current state of clinical ethics consultations in Poland; third,
elucidation of the reasons why many of the existing committees do not provide the services that are
normally expected from them."

O-100
Values of general practitioners responding to a euthanasia request
Marjanne van Zwol, Department of Medical Humanities, VU University Medical Center, Amsterdam,
The Netherlands
Objectives: What does responding to a request for euthanasia mean for general practitioners (GP’s)?
This question is part of a PhD research into moral experiences of GP’s regarding end-of-life-decisions,
in particular euthanasia. The aim is to clarify moral values of GP’s in decision making regarding a
euthanasia request.
Methods: This qualitative interview study, inspired by the Grounded Theory Approach, is based on
seven semi-structured interviews with GP’s involved in decision making concerning requests for
euthanasia. Two researchers coded the interviews according to the phases of open, focused and
theoretical coding (Charmaz, 2014). Ten themes emerged. The theme ‘values of GP’s concerning a
good death’ was further examined and compared with ethical principles regarding a good death
(Dworkin, 1993).
Results: Six values appeared: 1) respecting the autonomy of the patient; 2) respecting GP’s
autonomy; 3) good relations with patient and family; 4) benevolence; 5) sanctity of life; 6) reluctance
to kill.
The following relations between these values are found:
a) The first four values (respecting the autonomy of the patient; respecting GP’s autonomy; good
relations with patient as well as family; benevolence) can be congruent;
b) Respecting the autonomy of the patient can conflict with GP’s autonomy, and with good relations
with the family;
c) Respecting the autonomy of the patient conflicts with the sanctity of life and reluctance to kill;
respecting autonomy cannot overrule sanctity of life and reluctance to kill;
d) Benevolence conflicts with the sanctity of life and reluctance to kill; benevolence, based on GP’s
view of a good death, can overrule sanctity of life and reluctance to kill.
Conclusions: The study shows that GP’s experience moral dilemmas concerning a good death. These
dilemma’s emerge when the values of respecting the autonomy of the patient and benevolence
conflict with sanctity of life and reluctance to kill. Not autonomy, but benevolence can serve as the
reason for a GP to perform euthanasia in such cases.
Research support: Independent PhD research
References:
-

Kathy Charmaz, Constructing Grounded Theory, 2014
Ronald Dworkin, Life’s Dominion, 1993

O-101
Conscientious Objection to Medical Aid in Dying in Canada. Results from a Qualitative Study
Jocelyn Maclure, Faculty of Philosophy, Laval University, Quebec City, Canada
Isabelle Dumont, School of Social Work, Université du Québec à Montréal, Canada.
Canada legalized medical aid in dying (MAID) in 2016. The Supreme Court of Canada ruled that
cognitively competent end-of-life patients suffering from incurable illnesses ought to have access to
MAID. Since MAID is a form of voluntary euthanasia rather than assisted suicide, it has to be
administered by physicians. The legalization of MAID triggered conscientious objection claims by
physicians who morally object to euthanasia or believe that the insufficient access to high quality
palliative care makes its legalization premature. We interviewed 20 physicians practicing in the
province of Quebec who refuse to partake in the MAID process or who are deeply ambivalent about
it. The aim of this qualitative study is to better understand the various reasons, both secular and
religious, underpinning the physicians’ opposition to MAID, as well as their views about the rights of
their patients. In this talk, we will focus on the physicians’ answers related to the significance of
death and to the values that should guide their practice in the context of end of life care. Our
preliminary analyses reveal that despite a genuine endorsement of the patient’s right to autonomy
with regard to medical treatment, a form of benevolent paternalism remains when it comes to
death: the physicians genuinely fear that patients have a distorted view of the dying process and of
the capacity to control pain, as well as of what will be best for their future (dying) self. Our research
subjects think that the legalization of MAID will lead to a triviliziation of death, that patients and their
family will skip the difficult but often rich and meaning-giving end of life process, and that the new
generations of physicians will be unfamiliar and uncomfortable with the natural stages leading to
death. They fear that patients will choose MAID because they don’t have access to high quality
palliative care. From a normative perspective, the reasons given by our research subjects will not
convince everyone that the legalization of MAID was unwarranted, but they alert us to its broader
cultural significance and contribute to prudent policy making with regard to its regulation.

O-102
For a reflexive governance of withholding and withdrawing of medical making protocols
Jean-Philippe Cobbaut, Center of Medical Ethics, Catholic University of Lille, Lille, France
Nicolas Thellier, Hospital St. Vincent, Lille, France; Hervé Duga, Hospital St. Vincent, Lille, France;
Thierry Vanderlinden, Medical Faculty, Catholic University of Lille, France ; Rozenn Leberre, Center of
Medical Ethics, Lille, France.
Context: In France, a regulation has been established on withholding and withdrawing treatment in
the end of life (2005) and, more recently, on the possibility for patients to refuse care and ask for
deep and continuous sedation (2016). These regulations are aimed at a better consideration of the
patient’s point of view and at bringing into operation collegial procedure when the patient is no
longer able to express his will.
The effective implementation of these provisions is complex, especially for the emergency
department. The difficulties are the lack of information on the patients, the lack of traceability of
patient’s trajectory within the hospital, the non-existence or the non-use of common protocol
between emergency, intensive care or palliative care departments.
Objectives: What matters is exploring how it is feasible to set up and evaluate a tool effective to
enhance traceability, information sharing and cooperation between departments in the end of life of
the patient for a better account of his point of view.
Methods: Based on epidemiological, observational, retrospective and comparative analysis of the
medical records of patients deceased and data about withholding and withdrawing medical
treatment in these records, we have developed a qualitative analysis of the process that has led to
the establishment of a data collection concerning the wishes of the patient, collegial deliberation,
withholding and withdrawing treatment in the electronic medical record. It relies on the process
analysis and on minutes of meetings that led to the writing of a protocol integrated into the patient’s
electronic record.
Results: At this stage of the research which should lead to the recording and the evaluation of these
data, this analysis shows how the establishment of a protocol on ethical issues requires a reflexive
governance of the ethical approach adopted in the hospital. That is, a process through which it is
necessary, from the reflexivity of caregivers on the ethical issues raised by their practice, observe the
very way in which the ethical approach is conducted within an institution of care.

O-103
What clinical consultation can offer doctors?
Pawel Łuków, University of Warsaw, Warsaw, Poland
"The extensive literature on the clinical ethics consultant's expertise focuses mainly on the
consultant's skills and knowledge, models of consultation, and organizational aspects of consultation
services. With the exception of discussions of models of consultation, the literature only rarely
explains the relationship between those skills and knowledge and the process of consultant's
deliberation. An adequate account of the relationship can, however, be tantamount to
understanding of the consultant's moral expertise. Accordingly, the presentation will address the
question of the consultant's expertise by focusing on her or his deliberative process: What is the
special contribution that an ethics consultant can make to the decision-making process in the clinic?
It will be argued that an ethics consultation should be construed as involving a creative process of
designing solutions to particular clinical-ethical problems. This process is not to be construed as a
quasi-deductive derivation of recommendations from medical-ethical standards; nor as their
application. Rather, it should be seen as an imaginative process that is informed by the consultant's
commitment to those standards and their knowledge of the realities of the case at hand. The
consultant's deliberation is to be understood as an exercise of judgment rather than theoretical
derivation of normative conclusions. This account of the consultant's deliberative process provides a
theoretical background for two reports from a national on-line survey of Polish physicians that has
been developed by researchers from the Center for Bioethics and Biolaw at the University of
Warsaw, Poland. The reports will discuss the current state of clinical ethics consultation in Poland
and the strategies employed by Polish physicians when they encounter ethically problematic
situations."

O-105
How physicians face ethical problems?
Jakub Zawiła-Niedźwiecki, Institute of Philosophy, Center for Bioethics & Biolaw, University of
Warsaw, Warsaw, Poland
"Clinical ethics committees and consultation services have become a vital element of health care
delivery in the majority of well-developed democratic societies. However, they are still a relatively
novel phenomenon in young democracies, such as Poland, with a strong tradition of medical
paternalism, an authoritarian style of medical decision-making, and low awareness of and respect for
patient's rights. In such healthcare systems physicians are usually deemed to be the main decisionmakers who are expected to solve by themselves all complex ethical and clinical issues at the
patient's bedside. But how do they actually deal with ethically problematic situations without the
assistance of clinical ethics committees or consultants in such healthcare systems? With few
noticeable exceptions, this question has not be extensively studied. This talk will present and discuss
results of the national on-line based survey of Polish physicians that has been developed by
researchers from the Center for Bioethics and Biolaw at the University of Warsaw. One of the
objectives of the survey was to identify the strategies actually employed by physicians to deal with
ethically problematic situations without help from clinical ethics consultation services. The results
will be analysed against the research hypothesis according to which Polish physicians of younger
generation (i.e. those who started their professional training after the democratic transition of 1989)
and those who underwent ethical education during their professional training are more committed
to shared decision-making and - when confronted with ethically difficulty clinical decisions - are more
willing to seek informal and formal help from other medical and non-medical professionals, including
lawyers, clergymen, patient rights representatives, or - if available - ethicists, working in their
healthcare facility."

O-106
Preaching to the choir? Medical students’ evaluation of a module on care ethics and diversity
Maaike Muntinga, VUmc medical center, department of Medical Humanities, Amsterdam, The
Netherlands
Nikki Bruin, VU University, Amsterdam, the Netherlands; Petra Verdonk, department of Medical
Humanities, VU University Medical Center, Amsterdam, the Netherlands.
Objectives: Patients with diverse cultural backgrounds experience barriers in access to care, and do
not always receive the care they need. To prepare future doctors to provide high quality care for all
patients, adequate diversity education is essential. At VUmc School of Medical Sciences, we
developed a bachelor second year module on Care Ethics and Diversity using an arts-based approach.
The aim of this study was to evaluate the module from the students’ perspective, and to gain insight
in the relationship between evaluation outcomes and student sociodemographic characteristics.
Methods: We carried out a cross-sectional evaluation study. Module content: after watching three
short film fragments, students engaged in a structured dialogue about diversity in relation to care
and care giving from a care ethics perspective. Data collection: in 2015 and 2016, a questionnaire
containing 12 evaluation items based on module learning outcomes were administered to second
year medical students (N=287) immediately after receiving the module. Overall satisfaction with the
module was measured using a 1-10 scale (with 1 indicating a very poor, and 10 indicating an
excellent evaluation score); learning objective-related items were measured using a 5-point Likert
scale. Results were analyzed using multiple linear regression, Pearson’s correlation and Chi-square
tests.
Results: The average overall satisfaction score was 7.3. We found a strong positive correlation
between the overall satisfaction score and the score of the item that measured students’ level of
interest (r=.70). Multiple linear regression showed a significant positive effect of identifying as nonnative Dutch on multiple evaluation outcomes. Students with non-native Dutch backgrounds
reported higher satisfaction with the module, perceived the module as more interesting and more
personally relevant, and had higher scores on four of the six learning objective items.
Conclusion: Minority (non-native Dutch) students reported more overall satisfaction with diversity
and care ethics education and more diversity learning than majority (native Dutch) students. To
secure and advance high quality health care for all patients, medical schools should invest in
researching and developing diversity content that engages all students.

O-107
Patients’ voices in bioethics research and teachingThe Swiss Database of Individual Patients’
Experiences (DIPEx.ch)
Nikola Biller-Andorno, Institute of Biomedical Ethics and History of Medicine, University of Zurich,
Zurich, Switzerland
Nina Streeck, Institute of Biomedical Ethics and History of Medicine, University of Zurich, Switzerland.
Objectives: Listening to patients’ voices is increasingly being recognized as an important source of
information for both health care ethics and debates on health care policies. The newly established
online resource DIPEx.ch aims to describe a wide range of people’s individual experiences with
different health conditions and to present them in an audio and/or video format. Starting with
modules on Chronic Pain, Alzheimer’s disease, Multiple Sclerosis and pregnancy the database will be
continuously expanded to capture a broad spectrum of health conditions. Presenting excerpts of
interview material and qualitative analysis the presentation aims to argue for the utility of such a
database not only as a resource for those affected but also for bioethics research and teaching.
Methods: The project forms part of the international DIPEx network (1), currently representing 12
countries. DIPEx works with a well-established and rigorous qualitative research methodology
developed by the University of Oxford in 2000. Face-to-face, audio- and video-recorded narrative
interviews with 40 to 50 people for each health condition are conducted. Sampling provides
maximum variation (age, location, stage of disease etc.). Whenever possible patients are invited to
speak in their native language (Swiss German, French and Italian). The data is analyzed using
thematic analysis.
Results: The project generates scientific information about what matters to persons dealing with an
illness or other health conditions and about what strengths and deficiencies they perceive in the
health care system. Understanding what is important for patients is a crucial prerequisite for the
development of patient-relevant outcomes, quality measures, and for identifying opportunities for
improvement and best-practice models. The data can also be used as a resource for patient-oriented
teaching, interprofessional training and continued medical education.
Conclusion: Insights into patient experiences as they are presented through DIPEx.ch provide
valuable information for further ethical and policy debates, such as ways of enabling patient choice
or better responding to the needs of patients and caregivers.
Research support: University of Zurich, Swiss Multiple Sclerosis Society, Swiss Alzheimer Association,
Collegium Helveticum
References: (1) http://www.dipexinternational.org/about-us/
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Big Data and Discrimination: perils, promises and solutions. A systematic review.
Maddalena Favaretto, Institute for Biomedical Ethics, University of Basel, Basel, Switzerland
Big Data credit scoring and predictive analytics present numerous promises and challenges. Although
issues of discrimination in data mining have been examined, a comprehensive study on this topic is
still missing. This literature review aims to identify studies on Big Data in relation to discrimination in
order to (1) understand if and how classification through scoring systems could have discriminatory
outcomes, (2) what are the suggested solutions to this issue, and (3) if Big Data technologies could be
used positively to counter discrimination.
Methods: Six databases were systematically searched (between 2010 and 2017): PsychINDEX,
SocIndex, PhilPapers, Cinhal, Pubmed and Web of Science. No restriction was placed on the type of
methodology.
Results: Most of the articles address the potential risk of discrimination related to data mining
technologies in numerous aspects of daily life, from employment to marketing, and credit scoring.
The majority of the papers focus on instances of discrimination in relation to historically vulnerable
categories (such as race and gender), while others express the concern that Big Data scoring systems
and predictive analytics introduce new forms of discrimination in sectors like insurance and
healthcare. Many of the latter publications argue that Big Data technologies raise new conceptual
challenges to issues such as group vs individual identity, privacy, and surveillance. The most common
recommendation to avoid discriminative practices in Big Data analytics is to promote auditing
practices and keep the human element in the loop of decision making. Some articles illustrate the
benefits of data linkage and data mining techniques in countering social justice and discrimination.
Strikingly, very few publications tackle the issue of discrimination in healthcare.
Conclusion: Big Data technologies offer great promises to improve society but at the same time, they
pose considerable perils. It is thus important to address the new conceptual challenges that are
emerging in our increasingly networked world. More research should be performed on the possible
positive uses of Big Data analytics to counter discrimination. Moreover, due to the risk of
discrimination in data mining and predictive analytics, more research is needed on how this might
negatively impact the healthcare sector.
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Transplant Candidates' Evaluation: Combining Clinical and Non-Clinical Criteria with Ethical
Judgment for Sound Listing-Decision-Making
Alessandra Agnesse Grossi, Department of Biotechnologies and Life Sciences, University of Insubria,
Varese, Italy
Federico Nicoli, Center for Clinical Ethics, Department of Biotechnology and Life Sciences, University
of Insubria, Varese, Italy. Clinical Ethics Service, Domus Salutis Clinic, Teresa Camplani Foundation,
Brescia, Italy; Elena Ferioli, Center for Clinical Ethics, Department of Biotechnology and Life Sciences,
University of Insubria, Varese, Italy; Sara Roggi, Clinical and Experimental Medicine and Medical
Humanities, Department of Biotechnology and Life Sciences, University of Insubria, Varese, Italy.
Objective: Kidney transplant eligiblity guidelines are based on clinical criteria and warn against nondiscrimination on non-clinical grounds [1]. However, in a growingly diverse world, prospective
evaluation of transplantation outcomes needs to go beyond clinical criteria alone [2]. Although tools
for psychosocial assessment do exist, no standardization nor clear definition of their impact on
candidacy have been achieved [3] due to ethical concerns [2]. Moreover, although socio-cultural
influences on patients’ health-behaviors are documented [4], they are still underrepresented in
transplant-recipient-focused literature. This lack and the limitations of psychosocial evaluation
generate moral distress due to inconsistency of the listing decision-making process (LDM) [5]. We
aim to stress the need to integrate clinical and psychosocial criteria with further non-clinical factors
possibly affecting follow-up and to emphasize the value of a clinical ethics contribution to LDM.
Methods: Four emblematic cases were analyzed from a multidisciplinary perspective. Two were
analyzed prospectively and two retrospectively.
Results: Both the retrospective and prospective analyses revealed that, albeit clinical eligibility, nonclinical factors compromise - or may prospectively do so - follow-up and transplantation outcomes.
Discussion: Facing diversity-related uncertainties, LDM challenges the balance among core ethical
principles and current LDM guidelines seem to be perpetrating a paternalistic model of care.
Conclusion: Non-clinical factors shall be addressed and their value defined. Proportional ethical
judgment between clinical and non-clinical factors for supporting LDM is crucial for ethical care, for
LDM transparency and soundness and for preventing moral distress within transplant teams.
References:
[1] EDQM. Safety, quality and ethical matters related to the use of organs, tissues and cells of human
origin. 2017.
[2] OPTN. General Considerations in Assessment for Transplant Candidacy. 2015.
[3] Derrington SF et al. Ethical considerations in the psychosocial evaluation of pediatric organ
transplant candidates, recipients and their families. In Greenberg RA et al. (Eds.) Springer. 2016,
p.280.
[4] Betancourt H, Flynn PM. The psychology of health. Physical health and the role of culture and
behavior. In: Villarruel FA et al. (Eds.) SAGE Publications. 2009, p.357.
[5] Lewandowski AN, Skillings JL. Who gets a lung transplant? Assessing the psychosocial decisionmaking process for transplant listing. Glob Cardiol Sci Pract. 2016;3.
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Concerning maternity: charting maternal experiences of birth
Inge van Nistelrooij, University of Humanistic Studies, Utrecht, The Netherlands
Objectives: Ethics has been involved in questions concerning fertility technologies and abortion. Less
attention has been paid to the ethical and existential questions that arise from the mother’s
experiences of pregnancy, child-birth, and early motherhood, i.e. in maternity (Schües 2008; Stone
2012). Since child-birth increasingly takes place in a hospital setting, the philosophical and spiritual
meaning of this event to the mother seems to be underestimated and undertheorized by humanities
(Albers 2016). This is problematic, since a lack of understanding and conceptualization of maternity
also works performatively: it affects women’s embodied experiences of pregnancy, birth-giving, and
early child care (Van der Waal, 2017). Recent interdisciplinary research aims to inquire into these
maternal embodied experiences, in order to inform professional caregivers and thus help improve
the Dutch (hospital) birth culture.
Methods: In an interdisciplinary research network ‘concerning maternity’, researchers from
humanistic studies, care ethics, midwifery, social work, and philosophy have joined together in order
to do theoretical and empirical research into maternity. Members perform narrative,
phenomenological and institutional ethnographic research into the experiences of mothers shortly
after giving birth. Others develop a theoretical framework that affirmatively generates meaning
concerning maternity, creating a re-conceptualization of mother-and-child-care.
Results: Expected results of present research (started in February 2018): An understanding of the
adequacy of the so called ‘birth plan’ as a tool for a mother’s autonomy regarding hospital birth. A
better understanding of the ethical and existential questions women face during maternity, what
imaginaries they have found helpful or how the lack thereof has affected them.
Conclusion: Conclusions cannot be drawn yet, but considering the research presently performed,
more research will probably be required in order to improve maternity care.
Research support: We would like to thank the participating hospitals and the University of
Humanistic Studies, that have provided the necessary means to perform research and to build a
network of researchers.
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Opinions of pregnant women and expectant fathers on ethical and societal issues in prenatal
screening
Adriana Kater-Kuipers, ErasmusMC University Medical Centre, Rotterdam, The Netherlands
Objective: The introduction of non-invasive prenatal testing (NIPT) changes the field of prenatal
screening, and technically allows for an expansion of its scope, which raises ethical and societal
concerns about social pressure to take part in screening and equal access to NIPT. It has not yet been
examined empirically to what extent these concerns are at play for pregnant women and partners.
This study aims to investigate their opinions.
Methods: We interviewed 19 pregnant women individually and conducted six focus groups, including
21 pregnant women and 15 expectant fathers. In order to engage respondents with a wide range of
educational, ethnic and religious backgrounds, we recruited women in a rural south-west region of
the Netherlands, an orthodox protestant region of the Netherlands, two large cities in the west
(Randstad) and one smaller city in the east of the Netherlands.
Results: The interviews and focus groups revealed a wide range of opinions. Some participants
experienced pressure to test, while others experienced that they were free to act according their
own preferences. Some participants supported out-of-pocket fees for prenatal screening in order to
stimulate people to think about the test. Others did not, because they thought a financial barrier
leads to inequality of access to NIPT. Although participants experienced a co-payment as a potential
barrier, they thought it is important to (be made to) think about NIPT and not pursue it thoughtlessly.
Furthermore, participants found it difficult to determine the scope of NIPT, indicating that they lack
the knowledge. However, to many participants, life expectancy, severity and treatability are
important criteria.
Conclusion: We found a wide variety of opinions among people with various backgrounds. From the
recruitment of participants we learned that it is hard to reach women and partners with different
social backgrounds. We experienced that approaching women in a familiar environment, via their
midwives, takes away some barriers to participate. The findings concerning reimbursement of
screening and criteria for an expanded scope are important for health professionals and policymakers to take into account for the further implementation of NIPT in the Netherlands and
elsewhere.
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The new Italian law on advance directives: ethical perspectives in the management of healthcare
decision-making
Matteo Gulino, Department of Medico-Surgical Sciences and Biotechnologies, Sapienza University of
Rome, Rome, Italy
Silvia Iorio, Unit of History of Medicine, Sapienza University of Rome, Rome, Italy; Rosagemma
Cliberti, Department of Health Science, University of Genoa, Genoa, Italy; Silvia Marinozzi, Unit of
History of Medicine, Sapienza University of Rome, Rome, Italy.
Objectives: Advance directives (ADs) have been adopted in many EU countries in order to govern
healthcare decision-making in the end-of-life cases. On December 2017, Italy introduced the law no.
219 concerning informed consent requirements and advance directives in medical treatments.
The aim of this study is to present the new law, discuss its main ethical features and highlight the
main shortcomings in comparison with other regulations in the international context. An update
overview on different legal systems regulating ADs in different EU countries is provided as well.
Methods: Local and EU legal sources have been examined with the aim to define law context of all
EU countries. An international bibliography research pertaining different theories on ADs using
“PubMed” and “Scopus” databases has been performed in order to define the ethics context. Results
have been analysed and shown through tables and graphical figures.
Results and Discussion: ADs are differently regulated in EU countries and relevant differences can be
taken into account in the requirements setting out for the validity and implementation of the
patients’ statements. The use of ADs raises a number of ethical questions. The problem of
authenticity of statements is generally ensured through systems of notarization. While some
countries recognise the validity of ADs without particular formalities, others require patients to take
further steps (medical counselling) and/or to renew and re-evaluate their statements periodically on
the basis of their clinical condition. Italian law does not provide special requirements, except forms
of notarization, but requires physicians to evaluate patient’s will taking into consideration the state
of the art and patient clinical picture.
Conclusion: ADs likely appear to be the best tools to protect the patient’s will in the management of
end-of-life cases. The effects of these tools depend on the approach chosen to govern the
interpretation and implementation of the patients’ wishes. Policies promoting educational programs
for patients and healthcare professionals are central in order to facilitate the discussion on advance
care planning and ensure patient autonomy without reference to predetermined ideological
positions.
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Incoherent and Morally Arbitrary: Rethinking Assisted Dying Challenges in the United Kingdom
Clark Hobson, University of Leicester, Leicester, UK
How the law treats individuals when they have made a decision for death is symbolically profound
and potentially morally divisive. Given legal and ethical assisted dying debates can become polarised,
what is particularly important to any resolution is its coherence with principles of equal concern and
respect.
Recent challenges to the United Kingdom’s assisted dying legislation threaten incoherence in the law.
Likewise, the reasoning underpinning judgments in those challenges is ethically impoverished. The
threat of incoherence and disrespect to equality is therefore exacerbated. The threat to the
coherence of law, and equality, stems from the framing of the challenges to assisted dying
legislation. Noel Conway seeks to legalise assisted dying only for those with a terminal illness. By
contrast, Omid T seeks to legalise assisted dying only for those with an irremediable physical, but
non-terminal, illness.
I will argue that in comparing the two challenges, this highlights the fundamental similarities
between them. Specifically, it is arbitrary to focus on whether an illness is terminal, or non-terminal.
The value of an individual’s life is primarily the value to that individual. If an individual is capable of
valuing their life at less than non-existence, then it does not appear materially relevant how long or
short an individual’s life is after that valuation. Non-existence would be preferable; it is this valuation
that primarily matters, arguably more so than the period of continued existence after this valuation.
This shows how, given such similarities, their pursued outcomes is problematic.
This ethical analysis shall then be used to evaluate the judicial reasoning in Conway. It shall be argued
the court’s similar attempts to distinguish claimants with a terminal illness, from claimants with a
non-terminal illness is morally arbitrary, and runs counter to principles of equal concern and respect.
The court attempts to distinguish the practical issues in Conway as materially different from those in
Nicklinson, the latest United Kingdom Supreme Court judgment on assisted dying. Again, ethically,
their claims are identical in substance.
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Italian new law on advance directives - advance care planning: chronic diseases context for old
people
Renzo Pegoraro, Pontifical Academy for Life; Fondazione Lanza, Rome, Italy
The new Italian law No. 219/2017, which came into force on 31 January 2018, establishes the
principle whereby no medical treatment may be initiated or continued without the free and
informed consent of the person concerned, except for cases expressly provided for in the law.
One of the most important aspect of this law is the introduction of the Advance Directives (AD) under
Article 4 and Advance Care Planning (ACP) under article 5.
In this new law, AD are defined as a written document, drawn up in a condition independent by a
disease, with a consent or refusal of particular medical interventions, or of life-sustaining treatments,
which are valid when a patient becomes incompetent. A problematic issue is that a prior consultation
with a doctor is not provided for by the law.
ACP is a dynamic process in which the patient is encouraged to discuss with the doctor and identify
his/her values, especially the healthcare trajectory he/she wishes to follow. Overall, ACP is a
proactive and dynamic process that can evolve over time. The main goal leading to the formulation
of ACP is to ensure that the treatments the patient receives, or will receive in the future, are in
accordance with his/her values and preferences regarding own health. Such a process should aim to
keep interaction open and ongoing, rather than aiming for closure in a written document.
In the early stage of chronic disease in elderly patients, ACP should be encouraged. In fact, in this
case, the possibility of expressing care preferences in advance would be offered to the subject in a
time where the disease is already detected, although symptoms may be absent or very mild. This has
the potential to overcome one of the major limit of AD that may have an inevitable character of
abstractness and potential ambiguity when executed for broad future situations without specific
cognition of what may happen to the person.
It is important to make ACP known and effective, particularly in a context of increased possibility of
early diagnosis of chronic diseases for old people.
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Fostering the quality of ethics support through a responsive methodology
Laura Hartman, Erasmus University, Rotterdam, The Netherlands
Fostering the quality of ethics support through a responsive methodology Clinical ethics support
(CES) is provided in many healthcare organizations. It remains unclear what the quality of CES entails.
This presentation describes the aim to foster the quality of CES in the Netherlands through a
responsive evaluation methodology. This means that instead of determining quality criteria
beforehand or providing research input from an outsider’s expert-perspective, the evaluation of both
CES practices and the quality characteristics for CES takes place together with the stakeholders,
jointly evaluating and improving CES practice and CES quality characteristics. Responsive evaluation
implies a cyclical process, in which a variety of stakeholders (CES providers, managers, care givers,
ethicists, researchers) are actively involved in the evaluation of the CES practices and the quality
characteristics. During NEON I (2013-2016), we developed a set of quality characteristics of CES
together with the NEON participants. These quality characteristics for CES are based on analyses of
interviews and meetings with practitioners involved in CES (i.e. ethics professionals, ethicists,
healthcare management and board et cetera) and published in a handbook(1). In the second phase
(NEON II: 2016-2018), the quality characteristics were actually used by CES practitioners to assess
and foster the quality of CES in healthcare institutions. This presentation describes the activities we
performed in fostering the quality of CES in the Netherlands. Per activity, we explicate our learning
points. Also, we reflect on the advantages and disadvantages of this approach to foster the quality of
CES.
(1) Hartman LA, Weidema FW, Widdershoven GAM, Molewijk B. (2016). Handboek voor
Ethiekondersteuning. [NEON: A manual for CES], Amsterdam: Boom. "
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Analysis of quality and quantity characteristics of CES with the NEON audits. A critical apparaisal
Bert Molewijk, VU University Medical Centre/ Netherlands Defense Academy, Amsterdam, The
Netherlands
Ramon Frissen, Koraalgroep, Sittard, The Netherlands
Analysis of quality and quality characteristics of CES with the NEON audits. A critical appraisal. NEON
is a Dutch national network on ethics support. NEON has currently around 200 members ('NEON
participants'). They consist of all kinds of ethics support staff professionals. Together with these
NEON participants, a Dutch handbook of ethics support has been written (2016) in which quality
characteristics for clinical ethics support are described. Based on additional funding from the Dutch
ministry of health, a project on the quality of ethics support has been started. Based on an open
invitation, 22 NEON participants from in total 11 different health care institutions were trained as
CES quality auditors. The CES quality auditors worked together in duo's and audited the same 10
health care institutions. Before the audits, CES staff of the participating health care institutions were
asked to send in a written self-reflection report about the strengths and weaknesses of their own
CES. Subsequently, the NEON auditors visited the 11 institutions for a CES quality audit in which the
quality characteristics were also used. The focus of the audit was on mutual learning and reflecting
upon quality of CES within a dialogical approach. We also asked the auditors to reflect upon possible
improvements of the CES quality characteristics themselves. The auditors sent their written audit
report on quality of CES, with best practices examples and lessons to be learned, to the health care
institutions. During the presentation we will first present the quality characteristics and the planned
structure and scope of the quality audits. Then we will present systematic analyses of both the selfreflection reports and the audits reports. We will summarize the findings with respect to how quality
of CES is assessed, as it has been written down in the reports. We will also reflect upon how the
quality characteristics functioned, and what kind of feedback the auditors gave regarding these
characteristics. Finally, we will critically reflect upon the results, the quality characteristics, and the
kind of quality of CES that evolves out of this dialogical auditing process. "
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Experiences with and lessons learned from CES quality audits in Dutch healthcare organizations
Eva van Baarle, VU University Medical Centre (VUmc) and Netherlands Defense Academy,
Amsterdam, The Netherlands
Experiences with and lessons learned from CES quality audits in Dutch healthcare organizations CES
activities and practices are increasingly used to foster critical reflection and decision making within
health care organizations. CES activities aim to contribute to better collaboration, working cultures,
and output. CES, in other words, contributes to quality of work. But what about the quality of CES
itself? There appears to be an increasing awareness of the importance of research on the quality of
CES, resulting in a variety of research approaches for assessing this quality. The American Society for
Bioethics and Humanities (ASBH), for example, recently published a ‘Code of Ethics and Professional
Responsibilities for Healthcare Ethics Consultants’. In the Netherlands another approach has been
developed: a qualitative and responsive way of assessing the quality of CES. We present our research
with regard to the quality audits and the quality characteristics as they have been used by CES
practitioners to assess and foster the quality of CES in eleven Dutch healthcare institutions. The focus
is on experiences with and lessons learned from the CES practitioners who participated in the quality
audits. The CES practitioners performed audits and their CES practices within the respective
organizations were audited by colleague CES practitioners. Semi-structured interviews were
conducted with ten CES practitioners who have conducted (and received) quality audits, focusing on
the mutual learning process, strengths and weaknesses of quality criteria. We present: 1) motives,
goals and expectations in the mutual inter-organizational learning process of quality audits, 2)
reflections on the process of auditing and being audited, 3) descriptions of experiences of NEON as a
learning community, and 4) whether or not there has been a follow-up within the organization with
regard to lessons learned. The discussion will focus on the question whether the quality audits are a
fitting intervention to stimulate quality awareness and critical reflection on quality of CES within
health care organizations.
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Ethical issues and challenges in conducting research with persons with dementia
Pablo Hernández-Marrero, Universidade Católica Portuguesa, Porto, Portugal
Sandra Martins Pereira, Instituto de Bioética, Universidade Católica Portuguesa, Porto, Portugal,
UNESCO Chair in Bioethics, Instituto de Bioética, Universidade Católica Portuguesa, Porto, Portugal,
CEGE: Research Centre in Management and Economics (Centro de Estudos em Gestão e Economia),
Católica Porto Business School, Universidade Católica Portuguesa, Porto, Portugal ; Joana Araújo,
Instituto de Bioética, Universidade Católica Portuguesa, Porto, Portugal, UNESCO Chair in Bioethics,
Instituto de Bioética, Universidade Católica Portuguesa, Porto, Portugal, CEGE: Research Centre in
Management and Economics (Centro de Estudos em Gestão e Economia), Católica Porto Business
School, Universidade Católica Portuguesa, Porto, Portugal; Ana Sofia Carvalho, Instituto de Bioética,
Universidade Católica Portuguesa, Porto, Portugal. UNESCO Chair in Bioethics, Instituto de Bioética,
Universidade Católica Portuguesa, Porto, Portugal, CEGE: Research Centre in Management and
Economics (Centro de Estudos em Gestão e Economia), Católica Porto Business School, Universidade
Católica Portuguesa, Porto, Portugal.
Informed consent is the most scrutinized and controversial aspect of clinical research ethics. In
clinical dementia research, assessing decision-making capacity may be challenging as the nature and
progress of each disease influence decision-making capacity in diverse ways. Persons with dementia
(PwD) represent a vulnerable population deserving special attention when developing, implementing
and evaluating the IC process. Vulnerability categories may influence decision-making capacity in
various ways. Ethical frameworks are needed to protect vulnerable patients from potential harms
and ensure their optimal participation in clinical dementia research. Ethical issues in the design,
conduct and monitoring of research involving PwD overlap substantially with those relevant to
research involving human subjects in general. There are, however, issues unique to research
involving PwD that warrant further discussion. Special ethical issues include the assessment of
competence to consent, consent/assent, communication challenges, the role of surrogate decisionmakers, the legal status of surrogate consent, the use of advanced directives for research
participation, and the trustworthiness of data.
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Results from the international and interdisciplinary project ENSURE: Ethical, legal and social issues
in the research informed consent process
Matthé Scholten, Ruhr University, Bochum, Germany
Jakov Gather, Institute for Medical Ethics and History of Medicine, Ruhr University, Bochum,
Germany, Department of Psychiatry, Psychotherapy and Preventive Medicine, LWL University
Hospital, Ruhr University, Bochum, Germany ; Jochen Vollmann, Institute for Medical Ethics and
History of Medicine, Ruhr University, Bochum, Germany.
"Whom to test for competence? Diagnostic profiling and statistical discrimination
Background: It is widely accepted that a person’s consent to research participation is valid only if the
person is competent to consent. Competence assessments can ensure that persons are included in
research studies on morally justifiable grounds. Since competence assessments are relatively timeconsuming, they can be considered a scarce good. In view of this, a criterion for the allocation of
competence assessments is needed. One approach is to allocate competence assessments based on
whether the potential research participant has a psychiatric diagnosis. This approach can be called
“diagnostic profiling.” The Committee on the Rights of Persons with Disabilities (2014), together with
several disability scholars (Flynn and Arstein-Kerslake 2014a; 2014b), claim that diagnostic profiling is
discriminatory.
Objectives: To determine whether it is wrongfully discriminatory to allocate competence
assessments based on whether the potential research participant has a diagnosis of dementia.
Methods: Empirically informed conceptual analysis. The charge that diagnostic profiling is wrongfully
discriminatory rests on the assumption that moral objections to so-called “racial profiling” also apply
to diagnostic profiling. We start from the assumption that racial profiling is morally impermissible
and then investigate whether moral objections to racial profiling also apply to diagnostic profiling.
We show that a policy of allocating competence assessments based on a diagnosis of dementia (1) is
not based on spurious generalizations, (2) is not based on biased data, (3) does not suffer from
vicious feedback loops, (4) need not impose a burden on persons with dementia, (5) will yield
relatively few false positives in virtue of relatively high base rates of incompetence among persons
with dementia, and (6) will have persons with dementia as its beneficiaries in the case of true
positive findings. In view of the latter three points, the policy (7) does not impose a relative
disadvantage on persons with dementia.
Conclusion: It is not wrongfully discriminatory to allocate competence assessments based on
whether the potential research participant has a diagnosis of dementia."
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Results from the international and interdisciplinary project ENSURE: Ethical, legal and social issues
in the research informed consent process
Theresa Wied, Goethe University, Frankfurt am Mein, Germany
M. Knebel, Frankfurt Forum for Interdisciplinary Ageing Research (FFIA), Goethe University,
Frankfurt am Main, Germany, Section for Geriatric Psychiatry, University of Heidelberg, Heidelberg,
Germany.; F. Oswald, Frankfurt Forum for Interdisciplinary Ageing Research (FFIA), Goethe
University, Frankfurt am Main, Germany, Interdisciplinary Ageing Research, Faculty of Educational
Sciences, Goethe University, Frankfurt am Main, Germany ; J. Pantel, Geriatric Medicine, Institute of
General Practice, Goethe University, Frankfurt am Main, Germany, Frankfurt Forum for
Interdisciplinary Ageing Research (FFIA), Goethe University, Frankfurt am Main, Germany; J.
Haberstroh, Geriatric Medicine, Institute of General Practice, Goethe University, Frankfurt am Main,
Germany, Frankfurt Forum for Interdisciplinary Ageing Research (FFIA), Goethe University, Frankfurt
am Main, Germany, Interdisciplinary Ageing Research, Faculty of Educational Sciences, Goethe
University, Frankfurt am Main, Germany.
"Supported decision-making in dementia research: Empirical Perspectives
Objectives: Persons with dementia (PwD) have the right to decide whether or not they want to
participate in clinical research and to give their free, prior and informed consent (IC). High standards
for the IC process are important for the protection of research participants. According to the high
legal standards proposed by the UN-CRPD, the IC process must be accompanied by support for PwD.
However, “Article12, paragraph 3, does not specify what form the support should take. ‘Support’ is a
broad term that encompasses both informal and formal support arrangements, of varying types and
intensity.” (Committee on the Rights of Persons with Disabilities 2014, p. 4). The present study aims
at investigating supported decision making with different empirical methods.
Methods: Initially, a systematic literature review was conducted to identify current research
regarding potential enhanced consent procedures (ECP) for PwD. The empirical part of the study is
divided into 3 phases. The first phase aims to identify the demands and actual conditions governing
IC procedures in clinical dementia research by conducting semi-structured online-interviews with
PwD and their relatives. The second phase consists in the development, implementation and
evaluation of ECPs in real IC processes by conducting qualitative interviews with PwD. In phase three
the developed and implemented ECPs are evaluated by clinical dementia researchers by conducting
semi-structured online-interviews.
Results: According to our systematic review, empirical data regarding ECPs for PwD are scarce. No
studies exist directly including the perspective of PwD on ECPs. Therefore, there is a substantial need
for further research on decision-making processes of PwD. The results of study phase 1 and 2 will be
presented in this talk. Conclusion: This study shall contribute to the achievement of an adequate
balance between autonomy and the protection of PwD in clinical research."
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Results from the international and interdisciplinary project ENSURE: Ethical, legal and social issues
in the research informed consent process
José-Antonio Seoane, Universidade da Coruña, Coruña, Spain
Natalia Álvarez-Lata, Universidade da Coruña, Coruña, Spain.
"Ethical and legal requirements for residential and institutional care of older persons Background:
For older persons, residential and institutional services are a common alternative to home care,
especially when they are no longer able to give their free and informed consent. Since placing a
person in residential or institutional care entails a restriction in the person’s rights, in particular of
the right of freedom of movement, there is a scholarly and legal debate about the requirements that
must be met for these measures to be considered lawful, necessary and proportionate. The
Recommendation CM/Rec(2014)2 of the Committee of Ministers of the Council of Europe and the
European Court of Human Rights Case Law document this international dispute. Among the most
controversial issues are the non-voluntary commitment of persons in the early stages of dementia
and the question whether the voluntary commitment of persons with dementia becomes nonvoluntary due to later incompetence.
Objectives: (1) to describe and critically assess the current legal answers to these issues, and (2) to
suggest conditions and procedures for an enforceable solution that fulfils the duty to protect older
persons, maybe understood as a right to be assisted, without unlawful interferences in their
autonomy and rights.
Methods: A systematic review of the legal answers in Recommendation CM/Rec(2014)2 and related
documents, German, Portuguese and Spanish norms, as well as ECHR case law on the conditions for
residential and institutional care.
Conclusion: The study provides an outlook of the different European and national approaches and a
set of common requirements for guaranteeing the rights of elderly persons. "
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So, what is autonomy? Critical analysis of Swiss recommendation in the field of medical ethics
Marcia Heinzmann, Clinical Ethics Unit, University Hospital Bern, Bern, Switzerland
Objectives: The objective of this research is to illustrate how diverse the concept of autonomy is
used in Swiss ethics guidelines in health care, while pointing out the imprecision thereof. A proposal
for clarification will be made, based on procedural concepts of autonomy.
Methods: Our method is threefold: First, a critical review of theories and frameworks of autonomy is
performed. Second, a content analysis of selected ethics guidelines of the Swiss Academy of Medical
Sciences is made. Third, an interpretation of the content analysis based on the results of step is
given.
Results: The concept of autonomy used in the Swiss guidelines is blurred and is applied in a varied
manner. Those applications vary from using it as 'ideal', sometimes as 'defense', more often as
'respect' or even as a synonym for 'informed consent'. The remarks made by Tom Beauchamp and
James Childress on the 'respect of patients’ autonomy' seem familiar, but are not used precisely in
the sense of Beauchamp and Childress. In recent years, 'relational autonomy' received greater
attention – a concept which is relatively undefined thus far.
Conclusion: There is a lack of epistemological definition and determination of autonomy, which
serves as a definitional basis in corresponding guidelines on ethics. It shows that a ‘procedural’ form
of autonomy can be helpful in this regard, not only for use in specific ethical guidelines, but also in
medical ethics in general. In this contribution we offer a proposal for this ‘procedural’ form of
autonomy.
Research Support: The research project is based on the dissertation of Marcia Heinzmann (doctor of
medicine) at the Medical Faculty of the University of Berne. The co-authors act as supervisors. No
additional funding and no financial conflicts of interest exist.

O-123
How to preserve moral competence when facing adverse events
Oswald Hasselmann, Childrens Hospital of Eastern Switzerland, St.Gallen, Switzerland
"Clinical ethics support (CES) can be legitimately requested when a moral dilemma concerning
conflicting strategies of care emerges. Pre-existing frameworks for a moderated exchange of values
and experiences are usually adapted to a particular setting within a given institution. A broadly based
consensus is sought that enables the caring team to continue to work for the wellbeing of their
client/patient. The conceptual framework in which these deliberation take place are based on
assuring beneficence, avoiding maleficence, aiming for justice and respecting autonomy within a
caring and supporting environment. Participants are encouraged to articulate their moral distress if a
proposed intervention in their view does not serve the interest/wellbeing of the person for whom
they have taken on responsibility. It is hoped that by repeated participation in these non-hierarchical
organised exchanges team cohesion, standards of care and the professional well-being of the
participants will be improved. The techniques developed in these case discussions can also be
applied to other aspects of CES such as a remediation following an adverse effects (AE) due to a
professional mistake. The avoidance of primary and secondary AEs in complex system of care such as
hospitals can be minimised if all involved team members feel they are supported when exercising
their responsibility according to their specific job description. The manner in which the causes of the
AE are handled (e.g. transparency, willingness to apologize, identifying and rectifying individual
and/or systemic loopholes and support for involved personnel …) will be crucial in minimizing moral
stress, individual disengagement and burn-out phenomena. A clinical vignette will be used to
illustrate which strategies following a professional mistake can be instrumental in avoiding secondary
victimisation by increasing moral competence of staff as a precondition for ethical case deliberation
and good standard of care for patients and clients. The training-syllabus in clinical ethics should
amongst other topics focus on how to preserve moral competence when facing adverse events."

O-124
The new Italian law about advance directives: a new possibility for clinical ethics services?
Frederico Nicoli, Center for Clinical Ethics, Biotechnology and Life Sciences Department, Insubria
University, Varese, Italy; Clinical Ethics Service, Domus Salutis Clinic, Teresa Camplani Foundation,
Brescia, Italy, Brescia, Italy
Alessandra Gasparetto, Center for Clinical Ethics, Biotechnology and Life Sciences Department,
Insubria University, Varese, Italy; Sara Roggi, Clinical and experimental Medicine and Medical
Humanities, Center for Clinical Ethics, Biotechnology and Life Sciences Department, Insubria
University, Varese, Italy. Jacopo Testa, Clinical and experimental Medicine and Medical Humanities,
Center for Clinical Ethics, Biotechnology and Life Sciences Department, Insubria University, Varese,
Italy.
Objectives: The following work aims to present a clinical ethical analysis of the most controversial
aspects of the new Italian law regarding end of life: the mutation of traditional medical paternalism,
the patient’s family’s and health care workers’ roles in relation to the advance directives, and the
difference between shared care planning and the advance directives. Furthermore, this work
investigates the role of the clinical ethicist in the case of discordance between the patient and/or the
family members’ positions, and the physician’s role during both the writing of the advance directives
and at the moment of the effective therapeutic choice.
Methods: The analysis of the law will be carried out by analyzing its different articles in relation both
to the daily clinical activities in specific departments (palliative care, geriatrics, ICU) and to ethical
issues related to them. Results: The law raises the question of what kind of doctor-patient
relationship should be preferred, and in particular what difficulties may arise in writing the advanced
directives which regard a future situation (even a very distant one) in which a patient might be
unable to make a decision for him/herself. The ethics consultant may play a decisive role in finding a
resolution to different positions (those of the patient, the family, the health team) with reference to
the patient's history, to the moral and social value of the family, and to the deontology of health
workers.
Conclusion: Special attention to the planning of care and to the patient's will is always required.
Attention should be paid both to the relationship between patient and physician and to the choices
made together. These choices legitimize the possibility of taking into account an adult, mentally
aware patient's choices regarding his/her care plan, and the reasons for carrying out or withholding
treatments which may or may not be in line with clinical ethics and professional deontology.
Research support: On behalf of all authors, the main author states that there is no economic
sponsorships for the preparation of this study.
References: Law n.219, Norme in materia di consenso informato e di disposizioni anticipate di
trattamento. 22 December 2017."
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P-001
Enhancing moral competencies during medical residency at OLVG
Daniel Tan, Neurology department, Onze Lieve Vrouwe Gasthuis (OLVG), Amsterdam, The
Netherlands
B. ter Meulen, Neurology department, Onze Lieve Vrouwe Gasthuis (OLVG) Amsterdam, the
Netherlands.
"Although interest in clinical ethics has increased over the last few years, moral competencies are
still an underexposed subject in the education of healthcare professionals.
We aim to increase moral competencies among residents and developed a specialized training
program to obtain the necessary tools needed for ethical decision making in daily practice.
A pilot was set up for residents consisting of:
1) a course in ethical reasoning,
2) attending an open moral case deliberation (MCD),
3) a training in leading a MCD,
4) leading a MCD and giving a general introduction on ethics for fellow residents,
5) publishing a case in a relevant medical journal or giving a presentation at a relevant external
meeting.
Before starting this training program the resident is encouraged to formulate the goals that he or she
whishes to achieve in a “SMART” (Specific, Measurable, Acceptable, Realistic, Time-bound) way . This
is monitored by a healthcare professional, trained and certified as moral case deliberation facilitator.
MCD according to the dilemma method is organized on a frequent basis at various departments in
our hospital. By participating in MCD the residents get the possibility to exchange their views and the
difficulties they encounter when dealing with moral dilemma’s in order to enhance their moral
competencies.
Because the latter format of MCD is best suited for small groups (8-12 people) we also implemented
a more accessible format for MCD, (“quick format”), suitable for larger groups (50+ people)."

P-002
Wiki ethics: A 'quick' and collaborative approach to ethics education
Matt James, St Mary's University, London, UK
Objective: Developing the ability to apply theoretical understanding to real life scenarios is essential
in the equipping and training of students of ethics. Reflecting on approaches to online pedagogy this
research project considers how forms of online assessment and assignments such as wikis, can be
utilised at Master’s level to help to hone theoretical understanding, critical reasoning and strengthen
links with professional practice.
Methods: A new and innovative form of MA Bioethics module assessment using wikis was designed
and implemented. Each student contributed a 3,000-word report to a group wiki, requiring them to
reflect on the ethical, legal and social implications of a media story or theme related to the ethics of
the beginning of life. Using the wiki discussion tab, students were able to discuss and comment on
each other’s work. This kind of engagement builds on the deeper, reflective and reciprocal learning
that the task of creating the wiki affords the student [1]. By making discussion contribution a form of
summative assessment it helps to prioritise the value of collaboration [2].
Results: Evaluation of the new assessment was garnered through student feedback forms. Three
quarters of students attested to the fact that the collaborative nature of the assessment had helped
to sharpen their thinking and develop their skills in critical reasoning and peer review. In addition,
over half ‘agreed’ that being able to apply bioethical understanding to ‘real life’ scenarios and
professional practice helped to raise awareness of ethical implications and create responsibility for
taking action.
Conclusion: Based on the research it is concluded that wikis can be used to build progression into
assessment and enhance learning for all students, equipping them with transferable skills such as
problem solving, collaboration and the evaluating and curating of information.
References: [1] Lewis, D., Allan, B. 2005. Virtual Learning Communities: A Guide for Practitioners.
Maidenhead: Open University Press. [2] Karasavvidis, I. 2010. Wiki uses in higher education:
exploring barriers to successful implementation. Interactive Learning Environments. 18:3, 219-231,
DOI: 10.1080/10494820.2010.500514 "

P-003
The efficacy of unique style education of clinical ethics support service- Immersive role-play
Yoshiyuki Takimoto, Tokyo, Japan
Shiho Urakawa, Department of Biomedical Ethics, The University of Tokyo, Tokyo, Japan
Objectives: The number of clinical ethics committees providing clinical ethics support services (CES)
in Japan has increased over the last decade. Because most committee members are medical
professionals who do not have the opportunity to learn clinical ethics while performing clinical
practice, they are expected to learn the basics of ethics and have intensive training in clinical ethics
before launching CES. However, clinical ethics lectures are provided in only a few academic
institutions due to a lack of experts on clinical ethics. In addition, since these lectures are almost all
classroom-seminars, participants are rarely provided the opportunity to experience practical training
in clinical ethics. To provide practical guidance, we have developed an intensive clinical ethics
seminar including immersive role-play in which participants are able to experience “real” clinical
ethics consultation. We introduce a unique education style “Immersive role-play” and evaluate its
efficacy.
Methods: After “Immersive role-play”, 45 participants answered questionnaires according to
Kirkpatrick theory.
Results: Ninety percent participants had a experience of role-play education in past. Comparing to
past role-play education, 95% participants joined more active and seriously at “immersive role-play”
clinical ethics consultation. And all participants felt the importance of communication skills in clinical
ethics consultation and understood the presence of variety of narratives in everyday clinical practice.
Conclusion: One of the major problems of traditional role-play is that due to unreal settings,
participants fail to perform as if they were actually consulted on an ethical issue. Immersive role-play
minimizes this factor, allowing participants to acquire practical skills which can be applied directly to
clinical ethic services.

P-004
Paradigm Shifts in Hospital Ethics Consultation Over 15 Years
Jeff Kaufhold, Grandview Medical Center, Dayton, USA
"Context: The Bioethics Advisory Committee serves as a consultative service in a community teaching
hospital in Dayton, Ohio. The purpose is to provide assistance to patients/families and medical
providers when ethical dilemmas arise. The committee has conducted over 340 consults. This study
focuses on characterizing the patients involved in ethics consultation, the reason for consultation,
and trends observed since 2003.
Objective: This study aims to describe the consults performed including characterization of the
patients involved (e.g. age range, underlying illness), ethical issue(s) addressed, Decisions Made, and
underlying trends observed.
Methods: Retrospective review of data obtained from the ethics committee database which has
been maintained for quality review and is presented to the committee on an annual basis.
Results: A total of 343 consults were conducted since 2003. The age of patients ranges from 24 to 97.
The most common underlying illness was sepsis (23%) with the least common being COPD (5%). The
most common reason for consultation was clarification of DNR status. The amount of cases increased
every year with the subjects involved getting younger. Family conflict is on the rise. The number of
requests regarding withdrawal from life support has increased.
Conclusion: To our knowledge, little data exists regarding consultative services provided by ethics
committees in community teaching hospitals in the United States. This study provides insight into
frequently addressed ethical dilemmas and trends observed since establishment of the committee in
2003. This data can be used to target the education of ethics committee members and improve
quality initiatives.
Research Support: Grandview Foundation 405 Grand Ave, Dayton Ohio 45405 USA References:
Improving Competencies in Clinical Ethics Consultation: an Education Guide, published by the
American Society For Bioethics and Humanities Clinical Ethics Task force. ASBH 2009. A practical
Guide to Developing and Sustaining a Clinical Ethics consultation Service. Bruce et al. Baylor College
of Medicine, 2015 "

P-005
Ethical aspects of the HTA of noninsulin health technologies
Dima Tsanova, Medical University Pleven, Pleven, Bulgaria
"Health Technology Assessment /HTA/ is a tool which measures the added value of a new technology
compared to existing ones. National authorities use HTA in decision-making on reimbursement of
technologies. Unavoidably ethical issues within HTA should also be addressed especially in cases of
very expensive technologies and need of prioritization. Noninsulin health technologies for treatment
of Diabetes Mellitus type 2/DMT2/ present such an example. A methodology developed by Hoffman
and team and based on the Socratic approach was used to determine the ethical aspects of the HTA
of noninsulin technologies for the treatment of DMT2. The original validated questionnaire of
Hoffman was applied as expert assessment including 7 main questions and thirty-three explanatory
and guiding morally relevant questions with respect to HTA. Q1-4: DMT2 is a chronic disease.
Patients are a heterogeneous group. No overdiagnostic, useless or harmful treatment is expected.
Q5-10: Basic human rights shall not be violated. No conflicts with patient autonomy, integrity,
secrecy and dignity are recognised. Issues of fairness and accessibility are distinguished due to the
difference in price of therapeutic alternatives. Q11-13: Risk of inadequate diagnostics and treatment
as about 25% of people in need of treatment are not diagnosed. Q14-17: The cost of health
technologies has an impact on the image and status of individuals because people receiving more
expensive treatment have better health prospects. Ethical challenges are related to the criteria for
accessibility imposed by the National Health Insurance Fund /NHIF/. Q18-22: The autonomy of the
physician and the patient in the application of the technologies is limited to a certain extent by the
NHIF requirements. Q23-31: These technologies have been selected for assessment due to the
immense socio-economic importance of the disease and the expected increase in its incidence. Q3233: No issues in regard to research ethics are recognised. The main ethical problems, identified
through Hoffman methodology, are within the areas of: - Autonomy of the physician when
prescribing the appropriate therapeutic agent - Physician-patient relationships in the course of
disease therapy - Fairness and accessibility of health technology when allocating resources"

P-006
Ethics, health assistance and spiritual abilities at the end of life
David Lorenzo, Saint John of God Nursing School and Borja Institute of Bioethics, Barcelona, Spain
"During the last two decades, the reflection on patients’ spiritual needs has increased in nursing and
medical ethics. It can be said that this tendency is the last step to reach a true holistic health
assistance: it seems that many of health professionals consider that it must take into account not
only biological, social or psychological aspects, but also spiritual issues. A lot of research on different
topics related to spiritual issues in health assistance has be done. At the same time, many guides for
spiritual assitance have been made, and different instruments to measure spiritual health have been
developed (e. g., scales assessment). An important feature of those guides and instruments is that
they are usually focused on the concept of ‘need’. They are based on lists of needs: sense of life,
social harmony, etc. According to this view, what health professionals are supposed to do is to help
patients cover those needs. But there can be a different approach to spirituality. This approach is
focused on ‘abilities’ rather than on ‘needs’. Of course, patients have spiritual needs. But they have
also ‘spiritual abilities’. If every individual has an spiritual dimension, he has spiritual needs, but, in
the same way, he has spiritual abilites. In some patients, those abilities have been developed along
their lifes. In some patients, they haven’t. Health professionals can also help patients develop those
abilities. Of course, needs and abilites can be similar or can be closely related to each other, but
focusing on abilities is a different perspective. It implies a different point of view: patients are seen
by physicians/nurses as a source of abilities, not only as an ‘incomplete’ being. Hence it canbe said
that health professionals have the bioethical duty to help patients develop those abilities. The aim of
this communication is to reflect on the concept of ‘spiritual abilities’ and to describe them applying
them to end of life period. Methodologically, it follows a philosophical methodology, based on the
reading of bibliographic sources and a theoretical reflection on them. "

P-007
Epistemic Injustice in Participatory Health Reserach in Psychiatric Care
Barbara Groot, VU University Medical Center, Amsterdam, The Netherlands
Respecting the knowledge of all people in society is a core ethical principle of knowledge
democratization and participatory action research designs. In everyday practice researchers
experience challenges around knowledge democratization, because the power to know is not equally
shared in society. This paper describes a reflection on a participatory health (PHR) project in which
team members encountered epistemic injustice and epistemic violence in a psychiatric care context.
In this context strong knowledge-power hierarchy still exists. Service-users have a low status due to
their psychiatric vulnerability or stigma, and are dependent on professionals with a high status due to
their expert knowledge. This paper gives in-depth insight by presenting a case story about critical
incidents related with epistemic injustice and epistemic violence. Epistemic injustice and epistemic
violence re-establish vested power hierarchies in society and may threaten the democratization of
knowledge.
This study gained 1) a better understanding of the power dynamics at stake in PHR in psychiatric
contexts when striving for democratization and 2) insights in ways to navigate ethically as
participatory health researchers to increase the knowledge democratization and prevent the
silencing of voices through epistemic injustice or violence.

P-008
Who trust doctors conducting medical research? -- results of a nationwide representative survey in
Taiwan
Hung-En Liu, National ChengChi University, Taipei, Taiwan
Ming-Chieh Li, Department of Nutrition, Harvard T.H. Chan School of Public Health, Boston, United
States.
Objectives: Public trust in doctors conducting medical research is an important issue in bioethics
discussion and in the advance of medicine. In our previous study we found that people with a higher
level of trust in medical researchers had a higher willingness to participate in medical research. By
using empirical data, this study aims to examine how demographic background affects people’s trust
in doctors conducting medical research in Taiwan.
Methods: We used the public accessible data from the 2011 Taiwan Genomic Survey, a nationwide
representative survey that investigated Taiwanese understanding and attitudes toward the
development of biomedicine. In the survey, a total of 3,159 people aged 18 to 70 years were
sampled, and 1,538 of them completed the survey.
Results: We found that people with higher education level expressed lower trust in doctors
conducting medical research. People who had better self-reported health status tended to trust
medical researchers more. Younger people tended not to trust medical researchers as much as older
people did. People living in rural areas were more likely to trust doctors conducting medical research
than did people living in urban areas.
Conclusion: Given that there are very few past studies involving large samples of Asian people to
assess their trust in medical researchers and determine the factors that influence them, this study
provides an empirical basis for further discussions on the policy and ethics of medical research.
However, future studies are needed to understand why education level, self-reported health status,
age, and living area were associated with people’s trust in doctors conducting medical research in
Taiwan.
Research support: Ministry of Science and Technology, Taiwan (MOST 106-2511-S-004-001-MY3) "

P-009
Equity in Health. Community-based action research in a compound of Rome
Silvia Iorio, University of Rome, Rome, Italy
Livia Maria Salvatorib, Asia Barnocchic, Alessandra Battistic, Alessandro Rinaldib, Maurizio Marcecab,
Giuseppe Ricottad, Alessandra M Brandimartee, Giovanni Bagliof, Valentina Gazzanigag, Matteo
Gulinog, Laura Caccianih, Lorenzo Paglioneb a Unit of History of Medicine and Bioethics, Department
of Molecular Medicine, Sapienza – University of Rome, Rome, Italy b Department of Public Health
and Infectious Diseases, Sapienza – University of Rome, Piazzale Ald
Objectives: The role of social determinants of health in the creation of inequalities in health is
recognized . The objective of this study is offering a solid framework for the concept of equity in
health within a community-based research project owned by the Sapienza University
Methods: This presentation provides a community-based action research on a population of 2000
people living mostly under public housing assistance in the northwest of the city of Rome. By this
approach, researchers established relationships of reciprocity and equity with the subjects, involving
community members in the design and implementation of the research. Qualitative and quantitative
analysise have been conducted as well.
Results: The demand for Emergency Department by the population is strongly dependent on issues
related to access to primary care services. The access rate in the ED is quite high in this area (680 per
1000 inhabitants compared to 292 in the surrounding areas) . Starting from those results, we
established the importance of administering to the population the health questionnaire PASSI (an
Italian acronym for Italian Behavioral Risk Factor Surveillance System) , integrated with a
questionnaire concerning the housing quality, and a tool for the evaluation of Health Literacy.
Conclusions: This methodology has proved to be the only possible way to draw up an accurate
'Health Profile' of the community, applicable to all those contexts and situations defined by spatial
marginalization and segregation that today entirely escape the possibility of study and actions by
government Institutions, healthcare, and social services . The development of participatory and
inclusive methodologies appears to be the proper strategy to approach healthy equity in vulnerable
groups of people in complex urban settings.Research Support The creation of an interdisciplinary
university research group of Sapienza University, was followed by the development of a coordination
with the local social and healthcare institutions (Local Health Authority, Municipality), regional
groups (Epidemiology Department Region Lazio) and national institutions (INMP -National Institute
Health, Migration, Poverty) through the drafting of a Memorandum where research and assistance
actions have been planned in order to counteract the high level of social, healthcare, and
environmental marginality of the population.
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