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Introduction 

The Department of Public Health and Caring Sciences employs 200 persons, 

of which there are 11 professors and 26 senior lecturers. The yearly econom-

ic turnover is approximately 150 million SEK.  

 

The Department of Public Health and Caring Sciences has extensive respon-

sibilities in the teaching of nursing students, medical students, master of 

public health students and graduate students. The research questions ad-

dressed within the department of Public Health and Caring sciences covers a 

broad spectrum of issues ranging from contemporary hot public health issues 

on the political agenda to pertinent issues of molecular biology related to 

important public health problems. They take advantage from a truly multi-

disciplinary collaboration, involving cooperation with other departments of 

the university and other universities in Sweden and around the world. The 

Department is also the host of two Centres; the Centre for Disability Re-

search and the Centre for Research Ethics and Bioethics. Further, the strate-

gic research program U-CARE is hosted by the research group Clinical Psy-

chology in Healthcare at the department. 

Education 

There were about 2860 students registered at the department in 2015, in 

terms of funding corresponding to about 810 full time students. About 930 

registered students were educated in the Nursing programme, 1090 in the 

Medicine programme, 70 in the Master-programme in Public Health and 

about 640 in separate courses. Through well-established collaboration with 

several universities abroad and different exchange programmes nursing stu-

dents and teachers were able to get international experience. Contract educa-

tion conducted by the Department additionally hosted approximately 50 

registered students. 

Research 

The Department of Public Health and Caring Sciences is commissioned by 

the Disciplinary Domain of Medicine and Pharmacy at Uppsala University 
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to perform scientific research in Caring sciences, Diet, nutrition and metabo-

lism, Family medicine and clinical epidemiology, Geriatric research, Preven-

tive research, and Social medicine. During 2015 there were 300 peer-

reviewed scientific publications from researchers affiliated to the depart-

ment. The yearly average during the last ten years is 230 but there is an in-

creasing trend during later years. There were 14 dissertations, a somewhat 

greater number than the yearly average during the last decade. During 2015 

the department had 88 registered doctoral students engaged in thesis pro-

jects.  

The research activities are organized in eleven research groups; Caring 

Sciences, Research Ethics and Bioethics, Clinical Nutrition and Metabolism, 

Clinical Psychology in Healthcare, Disability and Habilitation, Family Med-

icine and Preventive Medicine, Geriatrics, Health Economy, Health Services 

Research, Life Style and Rehabilitation in Long Term Illness, and Socio-

medical Epidemiology. 

Caring Sciences 

The research has a multidisciplinary and multiprofessional perspective. The 

focus is on clinically relevant problems in the health care sector. There are 

two research themes; reproductive health, and quality of care and patient 

safety.  

In reproductive health the aim is to enhance preconception health and care 

among women and men by i) developing, implementing and evaluating a 

counselling tool, called the Reproductive Life Plan, in clinical health care 

settings ii) developing, launching and evaluating a preconception infor-

mation package on the internet, and as a mobile application for the general 

population to access and use, iii) and study ethical and gender issues related 

to preconception care. Also prevention of cervical cancer and the implemen-

tation of HPV-vaccination in school health have been investigated. The 

group collaborate with the international PrePreg network. 

The quality of care and patient safety investigates different aspects of the 

quality of care and patient safety at micro- and meso levels in both hospital 

and community settings, i.e. hospital acquired pressure ulcers and infections, 

communication and the ageing population. 

Centre for Research Ethics and Bioethics (CRB) 

The Centre for Research Ethics & Bioethics (CRB) is an interfaculty centre 

that was established in 2008. CRB is a multi-disciplinary research environ-

ment with senior and junior staff from ethics, philosophy, medicine, nursing, 

economics, law and other fields. Their research questions arise in close col-

laboration with other researchers, scientists and clinicians. CRB investigates 

the ethical, philosophical and legal aspects of biomedical research and clini-
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cal practice. Roughly, their research profile can be divided in three: bioeth-

ics, clinical ethics and research ethics, with four profile areas that stand out: 

biobanks and registries, neuroethics and neurophilosophy, risk research and 

nursing and caring.  

With support from BBMRI.se, CRB publishes the Biobank Perspectives 

newsletter with current issues in ethics and law, that reaches approximately 

4.000 subscribers. They also run the Ethics Blog and the Swedish sister blog 

ñEtikbloggenò that reaches both the scientific community and the public. 

CRB is responsible for the Swedish Research Councilôs website CODEX 

with rules and guidelines for research. In 2015, they arranged a workshop on 

Epignenetics as the meeting point between nature and nurture. The event 

brought together epigenetics, neuronal epigenesis, social science and the 

humanities to discuss these issues for the first time. 

Clinical Nutrition and Metabolism 

At Clinical Nutrition and Metabolism (CNM) top international and partly 

world leading research is performed (KOF11) to evaluate the role of nutri-

tion for prevention and treatment of non-communicable diseases including 

cardiovascular disease, type 2 diabetes and other age-related disorders. Dur-

ing 2015 several important grants have been approved (e.g. Swedish Re-

search Council) and a number of news-breaking papers have been published 

including fatty acid effects on abdominal fat deposition, dietary fat bi-

omarkers and CVD risk, on muscle function (e.g. importance of sarcopenia 

in aging), and on dietary patterns and risk for dementia and other health haz-

ards. Researchers at CNM are highly interactive with media and the outside 

society. 

Clinical Psychology in Healthcare 

The group houses the strategic research program U-CARE and the U-CARE-

portal. The Portal is the only Swedish generic infrastructure to support re-

search on online self-care, care, and psychological treatment. The Portal 

consists of two parts; a technical solution ósoftwareô and interventions in-

cluding, but not limited to  text, multimedia material, cognitive and physical 

exercises, forum, chat, and questionnaires. The group conducts research on: 

the clinical efficacy and cost-effectiveness of online interventions; how 

online interventions should be designed to maximize their clinical efficacy; 

cognitive, economic, and psychological determinants and consequences of 

somatic disease for patients and significant others; and how sustainable sys-

tems should be designed to support online interventions. The research meets 

the healthcare challenges ahead, has potentially a high impact on the society 

and economy, and is cross-disciplinary involving Economics, Implementa-

tion Sciences, Information Systems, and Psychology. The group consists of 
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many young and talented scientists and is highly interactive with the sur-

rounding society. 

Disability and Habilitation 

Research activities focus disability as a function of the interplay between a 

personôs health condition and his or her physical, social and societal envi-

ronment. There are three main research tracks: 1) the development and test 

of assessment methods, interventions and documentation in services for peo-

ple with disabilities, 2) the significance of received targeted support for self-

perceived health, and 3) participatory research. All tracks highlight the fa-

cilitating and restraining aspects of the environment, as well as the participa-

tion and perspectives of persons with disabilities, professionals and signifi-

cant others. 

Family Medicine and Preventive Medicine 

The research in Family Medicine emanates from the multidisciplinary per-

spective of primary health care and is conducted by a large group of re-

searchers throughout the Uppsala-Örebro region. The research activities 

have eleven different themes. 

The research group continues to produce about 70 to 80 scientific articles 

per year in a wide range of scientific areas. The number of collaborations 

with Swedish researchers is high and international collaboration is increas-

ing. 

Much work has been carried out during 2015 to make the vision of an ac-

ademic primary health care center come true. 

Geriatrics 

The main areas of research are molecular studies of dementia as well as clin-

ical and epidemiological research in these and other age related diseases, 

such as cardiovascular and renal disorders. Cellular and transgenic models of 

Alzheimerôs disease, Parkinsonôs disease and Lewy body dementia are used 

to understand mechanisms of abnormal protein aggregation in the brain and 

to develop new biomarkers and disease-modifying therapies. An important 

research tool is to develop new methods for molecular imaging, i.e. positron 

emission tomography (PET). The group applies a broad repertoire of exper-

imental techniques, e.g. molecular biology, biochemistry, histology and be-

havioural analyses in our research. Clinical and epidemiological studies of 

dementia and successful ageing are also performed. 
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Health Economic Research Group 

The Health Economic Research Group was initiated during 2013 as a part of 

Health Economic Forum of Uppsala University (HEFUU), aiming at 

icreased collaboration between different Departments at the University. The 

research groupôs major research project will contribute to the development 

of robust methods for comparative effectiveness studies in clinical practice 

using mainly existing data for the evaluations, i.e., medical records and reg-

istries.  

The group has made progress during the year in order to assure critical 

collaboration partners for its first project, i.e., a proof-of-concept study 

which will illustrate the methods by evaluating the effectiveness and cost-

effectiveness of NOAC in clinical practice. The research group has also 

made progress during the year in order to understand the populations prefer-

ences regarding using these existing data. And finally, the group has contrib-

uted to health economic strategies for other projects, and supervised master 

students, and PhD students. Finally, the group also continues to contribute to 

the education of the faculty and the students in health economics. For exam-

ple, the first master course in health economic evaluations at advanced level 

was offered fall 2015. Over 50 students applied for the course, but only 20 

could be admitted. In the future, it would be advisable to consider accepting 

more students in order to advance the facultyôs accumulated skill in health 

economic evaluations.  

Health Services Research 

Health Service Research (HSR) adopts three contrasting but interconnected 

perspectives; at care provision - organisational - and system level. The Upp-

sala group is engaged in research at all three levels with focus on governance 

and implementation, intra-organisational control, inter-organisational rela-

tions and patient relations. More specifically, current study objectives in-

clude development of exploratory models for differences in public and pri-

vate care, identification of barriers for implementation of different reforms 

as well as identification of facilitators for high quality and patient safety 

care. The group is multidisciplinary and the researchers have different pro-

fessional backgrounds such as medicine, psychology, nursing and political 

science. 

Life Style and Rehabilitation in long term illness 

The group Lifestyle and rehabilitation in long term illness was formed dur-

ing 2015. Various projects are ongoing and planned within the group and 

most projects are cross-disciplinary randomized controlled intervention stud-

ies focusing on lifestyle (e.g. physical exercise, stress management, nutri-
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tion) in cancer patients. The aim is to find evidence-based interventions for 

changing life styles factors to decrease the burden for the patients and care 

givers during and after cancer treatments, cost-effective rehabilitation pro-

grams and more person-centered health care. 

Sociomedical Epidemiology 

The main objective of the work of the research group is to analyze factors 

that influence health and the effectiveness of medical and health interven-

tions in different population groups. The main fields of the research pro-

gramme are to evaluate the quality and equity in medical care and health 

system interventions for vulnerable groups. 

 

 

 

Uppsala May 12, 2016 

 

 

Johan Hallqvist 

Head of Department 
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Hellerstedt Börjesson, Susanne 

Hellström, Charlotta 

Henriksson, Anna 

Iggman, David 

Isaksson, David 

Isaksson, Stina 

Jalmsell, Li 

Kalliokoski, Paul 

Karlsson, Bo 

Karlsson, Lars 

Karlsson, Mikael 

Kerstis, Birgitta 

Kirsebom, Marie 

Knudsen, Kati 

Lavén, Sofia 
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Lindgren, Anne 

Ljungman, Lisa 

Lännerström, Linda 

Martinell, Mats 

Matar, Amal  

Mattsson, Susanne 

Nikitidou, Elisabeth 

Nordlöf, Hasse 

Norlund, Fredrika 

Ohlsson, Anna 

Olsson, Erika 

Pettersson, Mona 

Phoosuwan, Nitikorn 

Pålsson, Ylva 

Randmaa, Maria 

Roos, Charlotte 

Roshanay, Afsane 

Rosqvist, Fredrik 

Sallin, Karl 

Skoglund (fd Bergh), Elisabeth 

Sobestiansky, Sigvard 

Stern, Jenny 

Stolt, Ragnar 

Sundgren, Elisabeth 

Söderberg, Jenny 

Söderström, Lisa 

Söllvander, Sofia 

Tegelberg, Alexander 

Tegler, Helena  

Toft, Teolinda 

Törmä, Johanna 

Wallert, John 

Wandin, Helena 

Vengberg, Sofie 

Viberg, Jennifer 

Widarsson, Margareta 

von Berens, Åsa 

von Celsing, Anna-Sophia 

von Granitz, Heléne 

Wångdahl, Josefin 

Åkerman, Eva 

Östlund, Ann-Sofi 
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Centres               

During 2015 the Department of Public Health and Caring Sciences was the 

host of two Centres; the Centre for Disability Research, and the Centre for 

Research Ethics and Bioethics. 

Centre for Disability Research (CDR) 

(www.cff.uu.se) 

Director: Karin Jöreskog 

The Centre for Disability Research was established in 1988 to coordinate 

disability issues in various subject areas at the faculties at Uppsala Universi-

ty and to interact with society on issues related to disability research. The 

aim is to disseminate information about research and to stimulate long term 

acquisition of knowledge about issues involving disability by enhancing the 

flow of information among teachers, researchers, and doctoral students as 

well as interested parties outside the university (p. 52). 

Centre for Research Ethics and Bioethics (CRB) 
(www.crb.uu.se) 

Director: Mats G Hansson 

The Centre for Research Ethics & Bioethics (CRB) is an interfaculty centre 

that was established in 2008. CRB is a multi-disciplinary research environ-

ment with senior and junior staff from ethics, philosophy, medicine, nursing, 

economics, law and other fields. Our research questions arise in close col-

laboration with other researchers, scientists and clinicians. We investigate 

the ethical, philosophical and legal aspects of biomedical research and clini-

cal practice and publish the results of our research in international peer-

reviewed scientific journals and in books. Roughly, our research profile can 

be divided in three: bioethics, clinical ethics and research ethics, with four 

profile areas that stand out: biobanks and registries, neuroethics and neu-

rophilosophy, risk research and nursing and caring (p 56). 

 

http://www.crb.uu.se/publications/
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Education 

The Department of Public Health and Caring Sciences is funded for about 

810 full time students, which represented 2860 students registered at the 

department in 2015. About 930 registered students were educated in the 

Nursing programmes, about 1090 in the Medicine programme, about 70 in 

the Master programme in Public Health and about 640 in separate courses. 

About 50 students were registered in contract education and 88 doctoral 

students were registered in the department. 

First-cycle courses and study programs 

Courses in the Medicine Programme 

Medical education in Uppsala means early patient contact. 

Throughout the program the students train patient relations, examination 

and other clinical skills in primary care. They also answer ethical and scien-

tific questions in the course Professional Skills and Communication, which 

starts as early as the first semester. 

The program involves the integration between biological basis and clini-

cal science, but also the integration between basic science and clinical sub-

ject areas. This means that the theoretical parts are studied in context, not as 

separate courses. 

A new subject is interprofessional education. The first semesters all stu-

dents from the nursing, physiotherapy and medical programs all work to-

gether in reflective exercises concerning patient, doctor, staff and relatives 

encounters. 

Semester 1: Introduction course, 3 credit points 

Semester 1: Professional Skills and Communication 1, 2.5 credit points 

Semester 2: Professional Skills and Communication 2, 2.5 credit points 

Semester 3: Professional Skills and Communication 3, 2.5 credit points 

Semester 4: Professional Skills and Communication 4, 2.5 credit points 

Semester 4-11: Leadership training, 4 credit points 

Semester 5: Geriatrics 

This course covers gerontology, Alzheimer's disease and other neuro-

degenerative dementia disorders, various aspects on frail elderly patients 
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with multiple co-morbidities and poly-pharmacy, falls, delirium and other 

geriatric syndromes, orthogeriatrics, stroke rehabilitation and palliative 

care, during a total of three weeks. 

Semester 1-11: Medical Ethics and Medical Law, 3 credit points 

The course extends over the entire program. The different elements are re-

lated to the other courses that students take during the current period. 

Each session includes either a half or a full day. The course involves 

close collaboration with various clinical specialties, including group ex-

ercises based on actual patient cases that are either presented by the par-

ticipating teacher/doctor or generated by the students themselves. Group 

discussions are integrated with lectures. The course is examined with an 

individual moral case deliberation.  

Semester 11: Family Medicine, 6.5 credit points 

Theoretical education is mixed with seminars for two weeks and the stu-

dents have practical training in managing patients by themselves in a 

health care centre for another two weeks.  

Tutor education -- supervising students at health care centres 

Doctors are trained in supervising students at the health care centre. Each 

course lasts three days. 

Courses in the Nursing Program 

The Nursing Program covers 180 credit points. (Nursing Methods I and II, 

Ill Health and Prevention of Ill Health I, Nursing and Medical Science in 

Public Health Practice and Primary Health Care, Nursing and Medical Sci-

ence in Geriatrics and Elderly Care, Scientific Methodology and Thesis in 

caring science). The first three semesters of the new Nursing Program ran in 

2015. The new Nursing Program has students based in both Uppsala and 

Gotland. The teachers Anita Staaf and Eva Hovstadius were awarded the 

Nursing Studentsô pedagogical prize in 2015 for excellent teaching stand-

ards.     

Separate courses at the first-cycle level 

The following courses are offered as separate courses at the first-cycle level: 

Culture and Health, Trends in Global Health, Motivational Interviewing in 

Health Promotion, Disability Living Conditions and Participation (introduc-

tory course), Impairment and Disability (advanced course), Nursing Care 

Planning and Quality Improvement, Bachelor's Thesis in Caring Sciences, 

Health Politics and Health Economics, Introduction to Theory of Science 

with Focus on Medical Research, Public Health, Methods in Public Health 

C, Public Health, Especially Health Pedagogy. 

https://studentportalen.uu.se/portal/portal/uusp/student/student-course?uusp.portalpage=true&toolMode=studentUse&entityId=140180
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Contract education 

The course Working with Disease-prevention Methods in Practice, 7.5 cred-

its, is given as a contract education in cooperation between primary care in 

Uppsala county and the Department of Public Health and Caring Sciences. 

Participants are professional nurses, dieticians and physiotherapists in prima-

ry care. The course includes the National Board of Health national guide-

lines for disease prevention practices regarding tobacco use, hazardous use 

of alcohol, insufficient physical activity and unhealthy eating habits. Meth-

ods and tools for working with unhealthy habits in an evidence-based man-

ner for individuals and groups are taught. Working under improvement mod-

el is done to implement national guidelines for disease prevention in the 

clinical practice. 

The course Research Ethics for Medicine and the Life Sciences, 4 credits, is 

open for researchers, doctoral students and professionals from Universities, 

Research Institutes, Government agencies, NGO's and companies. The 

course runs over ten weeks and covers nine themes. During the last week, 

participants share what they have learned with colleagues at their home insti-

tutions. The training will develop participantsô ability to identify ethical as-

pects of research work, and to do something about them. It provides the 

basic tools to identify and assess central ethical aspects and offer updated 

and research-based information, important issues and concepts. We also 

provide a resource bank of instructions, forms, guidelines and principles. 

This is an online course with video-lectures and texts to read, but the 

course is designed to be interactive. Each lecture is followed by an online 

quiz and readings that should be discussed in a forum where everyone takes 

part. Each week participants complete a challenge and there are three e-

meetings where texts are discussed. All the material is available online. The 

course is very structured but allows students to plan their time around other 

work. There is individual feedback on all written assignments and from fel-

low students in the discussion forum. 

Second-cycle courses and study programs 

Postgraduate Diploma in Specialist Nursing with focus on 

District nurse 

Postgraduate Diploma in Specialist Nursing with focus on District nurse, 75 

credit points ï Pharmacology related to Diseases and the Extended Role of 

the District nurse, Nursing Care and Public Health in Adults and Elderly in 

Primary Health Care, Nursing Care and Public Health in Children and Ado-
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lescents at Child Health Centres and Schools, Nursing Care in Children and 

Adolescents with Common and Specific Conditions, Advanced Studies in 

Primary Health Care Nursing. 

Postgraduate Diploma in Specialist Nursing with focus on care 

of elderly 

Postgraduate Diploma in Specialist Nursing with focus on care of elderly, 60 

credit points (Geriatrics, Pharmacology and Gerontological Nursing, Geron-

tology and Nursing Focused on Healthy Ageing, Dementia and nursing 

care). 

Postgraduate Diploma in Specialist Nursing with focus on 

oncology care 

Postgraduate Diploma in Specialist Nursing with focus on oncology care, 60 

credit points and 30 credit points at our department: Psychosocial Cancer 

Care I and II, Palliative Care I and II. 

Separate courses 

The following courses are offered as separate courses at the second-cycle 

level: Research Designs, Methods and Statistics in Public Health, Public 

Health Ethics, Theories in Caring Sciences, The Organization and Manage-

ment of Swedish Health Care, Health Promoting Management, Diet, Nutri-

tion and Public Health, Equity in Health, Clinical Nutrition and Energy Bal-

ance, Psychosocial Cancer Care, Palliative Care, Challenges in Global 

Health, Community Interventions, Neuroethics, Behavioural Medicine with 

Applications to Lifestyle-Related Health Problems, Dementia and Nursing 

Care - Basic Course for Nurses, Caring Sciences, Degree Project, Advanced 

Course C, Public Health C, Degree Project, Scientific Methodology II, and 

Supervision.  

Master in Public Health 

Two years of full-time studies, 120 credit points, started in year 2007. 

The modules are: Public Health (advanced level, 15 credit points), Re-

search Designs, Methods and Statistics in Public Health (advanced level, 15 

credit points), Behavioural Medicine with Applications to Lifestyle-Related 

Health Problems (7.5 credit points), Community Interventions (7.5 credit 

points), Organisation and Management of Swedish Health Care (7.5 credit 

points), Equity in Health (7.5 credit points), Diet, Nutrition and Public 

Health (7.5 credit points), Public Health Ethics (7.5 credit points), Health 
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Promoting Management (7.5 credit points), Thesis (advanced level, 30 credit 

points). 

The aims of the program are to increase knowledge, understanding and 

skills in public health and public health work. This means that students will 

be competent both in further research and in practical strategic public health 

initiatives. An important profiling of the program is a focus on health promo-

tion interventions at individual and community levels, design and evaluation 

of public programs and analysis of the management of the Swedish health 

care system. 

Third-cycle course and study program 

Doctoral courses and study programme 

In the beginning of the year 2015, 75 doctoral students were in education 

and during the year 14 of them have past their theses and 13 new applicants 

have been admitted to studies at the doctoral level. 

Different research groups at the department are taking part in the training 

courses in the theory components of the doctoral education. In the obligatory 

courses at the Faculty of Medicine, members from Centre for Research Eth-

ics & Bioethics are involved in ñThe introduction to scientific researchò (7.5 

ECTS, given two times a year). The Centre for Research Ethics & Bioethics 

is also responsible for the course ñResearch Ethics and Philosophy of Sci-

enceò (1.5 ECT, given two times a year). Family Medicine and Preventive 

Medicine participated in ñMedical epidemiologyò (1.5 ECT, given once a 

year). The research group Clinical psychology in healthcare is responsible 

for two courses ñImplementation of complex interventions in healthcareò 

(7.5 ECT, given once a year).  

The Centre for Research Ethics & Bioethics is also responsible for doc-

toral courses given at other faculties at Uppsala University: ñResearch Ethics 

for Science and Technologyò (2 ECTS, given three times a year). 

To give new doctoral students a good introduction to their doctoral stud-

ies the directors of doctoral studies in IFV set up a two days òIntroduction 

courseò where all the research group leaders give lectures in their own spe-

cial research areas; the intention is also to offer the students opportunity to 

meet the senior ones. The doctoral students give a short presentation of their 

own research as well. Beside this, the doctoral students are given basic in-

formation on goals, rules and regulations, among all annual follow-up, the 

half-time review, the different research seminars, the obligatory registration 

of publication in DiVA, the organization of Uppsala University as a whole, 

specifically the Faculty of Medicine and our own department. An important 

item of the course for the new doctoral students is the meeting with the older 

PhD students. 
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Education project 

An overview of the total set of courses in Public Health started, and a new 

structure and content were developed. 

International activity 

We have well-established collaboration with universities abroad within sev-

eral exchange programmes for nursing students on undergraduate level, 

nursing students on advanced level in different specialties, and teachers. The 

main programmes are Erasmus Plus for European countries, Nordplus (Nor-

lys for the Scandinavian and Baltic countries and Danosfi for the Nordic 

countries), and Linnaeus-Palme and Minor Field Study for developing coun-

tries such as Ethiopia, Mozambique, Tanzania, Thailand, Uganda, and Vi-

etnam. The students also have the opportunity to do clinical prac-

tice/internship in countries outside Europe such as South Africa, Tanzania, 

Thailand, Uganda, and Vietnam.  

We have complied with the international strategies of Uppsala University. 

The number of our students studying abroad has increased every year. In 

2015 about 45 of them studied abroad during 1-12 weeks, while 9 foreign 

students visited our department during 4-12 weeks. Six of our teachers 

taught abroad during 1-3 weeks; one visited Metropolitan University Col-

lege, Copenhagen, for teaching in an intensive course supported by Nord-

plus, two participated in the European Academy of Caring Sciences and the 

Nordic/European Conference, ñExploring care for human service profes-

sions: Caring Scienceò, Copenhagen, one visited Makerere University, 

Uganda, within the Linnaeus-Palme Exchange Programme, and two visited 

Mahidol University, Thailand, for participation in workshop ñCapacity 

Building in Reproductive Healthò supported by the Swedish Foundation for 

International Cooperation in Research and Higher Education. One teacher 

from Makerere University, Uganda, taught in our department during 3 weeks 

as a part of the Linnaeus-Palme Exchange Programme. The exchange pro-

grammes have given students and teachers knowledge, experiences, interna-

tional contacts and global perspectives which are valuable for their personal 

development and careers as well as for their universities. 
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Dissertations 2015 

¶ Ax, Erika . Dietary patterns: Identification and health implications 

in the Swedish population 
 

¶ Godskesen, Tove. Patients in clinical cancer trials: Understanding, 

motivation and hope 
 

¶ Grandahl, Maria . Prevention of human papillomavirus in a school-

based setting 
 
¶ Hellström, Charlotta . Adolescent gaming and gambling in relation to 

negative social consequences and health 
 

¶ Iggman, David. Dietary fatty acids and cardiometabolic risk: Influence 

on lipoproteins, insulin resistance and liver fat 
 

¶ Isaksson, Stina. The childs best interest: Perspectives of gam-

ete recipients and donors 
 

¶ Jalmsell, Li. Towards good palliation for children with cancer: Recog-

nizing the family and the value of communication 
 

¶ Kerstis, Birgitta . Depressive symptoms among mothers and fathers in 

early parenthood 
 

¶ Kirsebom, Marie. Mind the gap: Organizational factors related to trans-

fers of older people between nursing homes and hospital care 
 

¶ Nordlöf, Hasse. Prerequisites and possibilities for manufacturing com-

panies to prioritize and manage occupational health and safety 
 

¶ Stern Jenny. Preconception health and care: A window of opportunity 
 

¶ Söllvander, Sofia. Amyloid-beta Protofibrils in Alzheimers Disease: 

Focus on Antibodies, Inflammation and Astrocytes 
 

¶ Widarsson, Margareta. Journey from pregnancy to early parenthood: 

Perceived needs of support, fathers involvement, depressive symptoms 

and stress 
 

¶ Östlund, Ann-Sofi. Motivational interviewing in primary care: Nursesô 

experiences and actual use of the method 
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Caring Sciences  

Research group leader professor Tanja Tydén, chair 

 

All teachers including the professors are to a high degree engaged in educa-

tion on undergraduate-, master- and doctoral level. The education mainly 

concerns courses in caring sciences within the nursing and advanced nursing 

programs and within the master program in Public Health. Some teachers are 

also engaged in teaching within other departments at Uppsala University. 

Our research in Caring Sciences emanates from a multi-scientific perspec-

tive including preventive, supportive, caring, and rehabilitative actions. Our 

research group is studying clinically relevant problems in the health care 

sector. Resources within the health care system for support to the individuals 

and their families are of great interest. 

In 2015, the Caring Sciences group had following two research themes: 

Å Reproductive health 

Å Quality of care and patient safety 

The theme that we call reproductive health investigates different aspects 

related to fertility issues and having children in the future. The background 

to this is that parental age when having a first child in Sweden has increased 

by five years the past four decades. The aim of this research program is to 

prevent infertility and HPV-related cancer.  

We have ongoing studies at antenatal- and IVF-clinics in the Uppsala-

Örebro region. We investigated health and lifestyle prior to conception, dur-

ing pregnancy and one year after delivery. Our main research questions are: 

Is pregnancy planning associated with life style changes? Is pregnancy plan-

ning associated with factors such as age and education?  

In an RCT-study we measure the effects of a new approach (The repro-

ductive Life Plan) of contraceptive counseling.  The main research questions 

are: Is it possible to increase women´s knowledge about fertility and their 

attitudes to plan pregnancies earlier in life with help of the Reproductive 

Life Plan-approach?  What are the midwivesô experiences and needs of this 

new approach of contraceptive counselling? We collaborate with Örebro 

University and with 30 clinics for contraceptive counseling in Örebro Coun-



 33 

ty Council. We also continue with research collaboration with our interna-

tional PrePreg group.  

Further, we have a study in Thailand; Knowledge, belief and acceptance 

related to HPV vaccination among parents in Thailand. 

Another focus is to gain a deeper understanding of experiences and needs 

following a prenatal diagnosis of congenital heart defect. The focus is on 

information and support to pregnant women and their partners to acquire 

knowledge to enhance informed decision making regarding whether to con-

tinue or terminate the pregnancy. 

Prevention of cancer related to Human papilloma virus (HPV) is also 

studied. Sweden introduced a school-based human papillomavirus (HPV) 

vaccination programme in 2012. Some of our research questions are: What 

attitudes and experiences do school nurses have regarding the school-based 

HPV vaccination programme? Why do parents refuse or accept to vaccinate 

their daughter? 

An ongoing RCT-study in School Health investigates the outcome of an 

intervention on HPV vaccination status and about primary prevention of 

HPV.  

We also collaborate with Mahidol University Thailand regarding HPV 

vaccination. 

Together with the PrePreg-network we planned the 3
rd
 European Con-

gress in Preconception Health and Care to be held in Uppsala February 2016. 

 

 

The theme that we call quality of care and patient safety investigates differ-

ent aspects of the quality of care and patient safety at micro- and meso levels 

in both hospital and community settings.  

The aim of one research program is to reduce the incidence of patients 

with hospital-acquired pressure ulcers. In 2015, an RCT was conducted to 

evaluate the effect of a new innovative method, the Continuous Bedside 

Pressure Mapping System, on the incidence of pressure ulcers in a geriatric 

hospital ward. Experiences from the multidisciplinary team were also gath-

ered through qualitative interviews. Furthermore, to investigate sustainability 

a three-years follow up of an implementation study (evidence based pressure 

ulcer prevention) is ongoing. Another research program is infection control 

including hospital-acquired infections following coronary artery bypass graft 

procedures and the concept ñV¬rdkamratenò electronic monitoring system 

for hand disinfection), which is under development.  

Communication is studied from the perspective of postoperative handover 

between healthcare personnel in an anaesthetic clinic (SBAR) and primary 

care nurses´ experiences and actual performance of motivational interview-

ing with patients. Furthermore, evidence based practice is studied in differ-

ent contexts such as airway management in anaesthesia care and standard 

care plans related to stroke and intensive care. 
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An ageing population is one of the greatest healthcare challenges of to-

day. Factors related to transfers of older people between nursing homes, 

emergency department and hospital care have been identified, as well as 

older peoples´ perceptions of dignity, well-being, autonomy and participa-

tion.  

The work environment for nurses affects patient safety. Therefore, a qual-

itative interview study is planned to identify factors for registered nurses´ 

intention to stay/intention to leave their position at surgical and medical 

wards. Another project connected to work environment, ending in 2016, had 

the overall aim to gain knowledge of registered specialist nursesô and assis-

tant nursesô work in operating departments and of what factors they consider 

to be important for attractive work.  

Members of the group during 2015 

Aarts Clara, RN, PhD, associate professor, senior lecturer 

Bäckström Josefin, RN, PhD, lecturer  

Gunningberg Lena, RN, PhD, professor  

Hedström Mariann, RN, PhD, senior lecturer  

Karlsson Ann-Christin, RN, PhD, senior lecturer,  

Leo Swenne Christine, RN, PhD, senior lecturer  

Lundberg Pranee, RNM, PhD, associate professor, senior lecturer 

Pöder Ulrika, RN, PhD, senior lecturer 

Svanberg Ann-Carin, RN, PhD, lecturer  

Tydén Tanja, RNM, PhD, professor, chair 

Volgsten Helena, RNM, PhD, senior lecturer 

Wadensten Barbro, RN, PhD, associate professor, senior lecturer 

Lecturers fulltime or part time 

Adolfsson Päivi 

Ahlby Bitte 
Cederblad Maria 

Carlsson Marianne  

Eriksson Leif 

Eriksson-Öhman Solweig  

Fagerström Johansson Jenny 

Frejd Karin 

Godman Nathalie  

Hedlund Lena 

Holm Marta 

Hovstadius Eva 
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Hultin Lisa  

Jobs Elisabeth  

Kjellberg Sören 

Lantz Christine 

Lugnet Kerstin 

Lundin Birgit  

Lögde Ann 

Marnell Harriet 

Miller  Karin 

Lena Nordgren 

Norinder Camilla  

Normark Lena 

Pettersson Mona 

Anja Saletti 
Schmidt Meta 

Staaf Anita  

Stenlund David 

Thoudal Berit  

Thörnqvist Eva  

Associated researchers 

Edlund Birgitta, RN, PhD, associate professor, senior lecturer 

Ekstrand Maria  

Engström Maria  

Kristofferzon Marja-Leena  

Lindberg Magnus  

Lindberg Maria  

Magnusson Kristina  
Mamhidir Anna-Greta  

Mårtensson Gunilla 

Nilsson Annika  

Oscarsson Marie  

Skytt Bernice  

Stenhammar Christina 
Silén Marit 

Westerberg Jacobsson Josefin 

Tiblom Ehersson Ylva  

Åhsberg Elisabeth 

PhD students 

Bjurling-Sjöberg Petronella 

Björn Catrine  
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Carlsson Tommy 

Drevin Jennifer 

Grandahl Maria  

Hedman Maria 

Kerstis Birgitta  

Kirsebom Marie  

Knudsen Kati 

Pålsson Ylva 

Randmaa Maria 

Roos Charlotte 

Stern Jenny  

Widarsson Margareta  

Östlund Ann-Sofi 

Publications 2013-2015  
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¶ Maria Grandahl  

Prevention of Human Papillomavirus in a school-based setting.PhD, 

Medical sciences. Uppsala University, 2015. 

¶ Birgitta Kerstis  

Depressive Symptoms among Mothers and Fathers in Early Parenthood. 

PhD, Medical sciences. Uppsala University, 2015. 

¶ Marie Kirsebom 

Mind the gap: Organizational factors related to transfers of older people 

between nursing homes and hospital care. PhD, Medical sciences. Upp-

sala University, 2015. 

¶ Jenny Stern  

Preconception Health and Care: A Window of Opportunity. PhD, Medi-

cal sciences. Uppsala University, 2015. 

¶ Margareta Widarsson  

Journey from Pregnancy to Early Parenthood: Perceived Needs of Sup-

port, Fathersô Involvement, Depressive Symptoms and Stress. PhD, 

Medical sciences. Uppsala University, 2015. 

¶ Ann-Sofi Östlund  

Motivational Interviewing in Primary Care: Nurses' experiences and ac-

tual use of the method. University of Gävle, Faculty of Health and Oc-

cupational Studies, Department of Health and Caring Sciences. Uppsala 

universitet, 2015. 
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Awards 2015 

Tanja Tyden received the Uppsala County prize for good clinical research. 

Agencies that support the research work/Funding (SEK) 

Medicine and Pharmacy, UU and Campus Gotlandò   300 000 

Vetenskapsrådet  100 000 

ALF-medel  800 000 

LÖF (Landstingets Ömsesidiga Försäkringsbolag) 100 000 

Frimurarstiftelsen 200 000 

STINT òInitiative grantò 148 000 

RFR-medel 150 000 

International collaboration  

¶ The PrePreg-Network  

¶ Trustee of the European Pressure Ulcer Advisory Panel (board member)  

¶ Member of European Academy of Caring Science  

¶ European Academy of Caring Science (EACS), Core member  

¶ International Co-coordinator for Nordic countries (Nordplus network: 

Norlys), European countries (Erasmus), and Linnaeus-Palme (Vietnam), 

Department of Public Health and Caring Sciences, Uppsala University 

¶ International coordinator for African countries especially Uganda and 

Tanzania 

¶ Member of Scientific Board of Investigación y Educación en Enfermería 

Research and Education in Nursing  

¶ Guest professor Theo van Achterberg, professor chair of the Centre for 

Health Services and Nursing Research and of Quality of Care at KU 

Leuven, Belgium  

¶ Guest Lecturer, Ramathibodi School of Nursing, Faculty of Medicine, 

Ramathibodi Hospital, Mahidol University, Thailand 

¶ Guest Researcher, Department of Nursing, Faculty of Nursing and Med-

ical Technology, University of Medicine and Pharmacy, Ho Chi Minh 

City, Vietnam 

¶ Guest Researcher, School of Economics, Sukhothai Thammathirat Open 

University, Thailand 

¶ Guest Lecturer, Makerere University, Colledge of Health Sciences, 

Kampala, Uganda 

¶ Member of the Editorial board for the Journal: Nursing Research and 

Education  
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¶ Guest Researcher, Early rehabilitation of cancer patients at the Depart-

ment of Oncology and Medical physics, Haukeland University hospital, 

Bergen, Norway 

National commissions  

¶ Expert group ï Pressure Ulcer/Patient Safety ï The Swedish Association 

of Local Authorities and Regions  

¶ Advisor to Vice Chancellor concerning gender equality  

¶ Fellow of Royal Academy of Science in Uppsala  

¶ Member of the research board, Swedish Cancer Society  

¶ Member of Pool of External Experts, Medicine and Care, The Swedish 

Council for Higher Education, Swedish International Cooperation Agen-

cy (SIDA)  

¶ Member of the Board for Stiftelsen InDevelops u-landsfond  

¶ Special mandate for Swedish National Agency for Higher Education. 

Evaluation of pediatric nurse specialist education in Borås, 2012 

¶ Member of the Scientific Board of Investigación y Educación en Enfer-

mería: Research and Education in Nursing (ISSN_p: 0120-5307, 

ISSN_e:2216-0280) 

Invited speakers 2013-2015  

¶ The Danish Council of Ethics, Ministry of Health  

¶ School nurses Conference, Borås  

¶ Boston University  
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Centre for Disability Research (CDR) 

The Centre for Disability Research (CDR) was established in 1988 to coor-

dinate disability issues in scientific fields represented at the faculties at Upp-

sala University and to interact with the wider community on issues relating 

to disability research. The Centre is placed at the Faculty of Medicine and 

administratively associated with the Department of Public Health and Caring 

Sciences. 

During the year CDR continued functioning as the coordinator for the 

Swedish Network of Disability Researchers. On 16 April, around forty re-

searchers from all over Sweden gathered for a network meeting in Uppsala. 

The agenda included a presentation of UU, a tour of Museum Gustavi-

anum and a lecture by Therése Fridström Montoya of the Department of 

Law. This was based on her thesis on the rights of people with intellectual 

disabilities in legal contexts, including their right to personal self-

determination.  

Also on the agenda was a presentation of the work being done by the 

nominations committee in preparation for the election of Swedish members 

of the board of NNDR (Nordic Network on Disability Research). 

NNDR was founded in Denmark in 1997 and since then has arranged the 

biennial international research conference held in one of the Nordic coun-

tries. This means that the conference returns to each country every ten years. 

In 2017, the conference will be held in Sweden for the second time. The 

national network will be responsible for the conference arrangements while 

financial responsibility rests with the local organiser (Örebro University). 

Karin Jöreskog and Karin Sonnander are part of the team working on the 

conference, called NNDR 2017. Their presentation of information about the 

upcoming conference was also on the agenda of the network meeting. 

In addition, there was a   progress report from MFD (the Swedish Agency 

for Participation) on the work being done on the 2016 research proposition. 

This was followed by a discussion. 

Within the framework of ongoing activities at CDR, eight lectures were 

organised in 2014 for the purpose of disseminating information about on-

going research into disability at Uppsala University. We have seen a steady 

increase in the number of people attending the lectures. 
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Four editions of the newsletter Research om funktionshinder (Current 

Disability Research) have been published. The newsletter represents Swe-

dish research on disability issues.  

More subscriptions have been switched from printed newsletters to digital 

format (PDF) newsletters and new subscribers were added during the year. 

The newsletter had a circulation in 2015 of 4500, of which 1600 were for the 

digital-format publication. In addition to the newsletter, the office sends 

information to an e-mail network with 800 addresses.  

The CDR homepage (www.cff.uu.se) presents information about activi-

ties at CDR, its board members, lecture and course programmes, etc. The 

newsletter Research om funktionshinder pågår (Current Disability Research) 

is available in PDF format. All issues from the start in 1992 are available. 

The Board of the Centre for Disability Research 

Professor Karin Sonnander, (Disciplinary Domain of Medicine and Pharma-

cy) chairperson 

PhD Faculty of Medicine, Karin Hellström (Disciplinary Domain of Medi-

cine and Pharmacy)  

Professor Anders Rydberg (Disciplinary Domain of Science and Technolo-

gy), vice chairperson 

PhD Faculty of Technology, Kjartan Halvorsen, (Disciplinary Domain of 

Science and Technology) (until 30-06-2015) 

Professor Rafael Lindqvist (Disciplinary Domain of Humanities and Social 

Science). 

PhD Faculty of Humanities and social Sciences, Lotta Lerwall (Disciplinary 

Domain of Humanities and Social Science) 

PhD student Therese Fridström Montoya (until 30-06-2015) 

PhD student Marie Sépulchre (from 01-07-2015) 

Former Senior lecturer, Sonja Calais van Stokkom (The Swedish Disability 

Federation) 

Director Research and Development, Mia Pless (Uppsala County Council) 

Managing Director, Marie Palmgren (Municipalities in Uppsala County) 

Agencies supporting CDR work/funding 

Funding has been received for 2015 for the newsletter Research om funk-

tionshinder pågår (Current Disability Research). The financiers are: 

¶ Norrbacka-Eugenia Foundation SEK 162 000 

¶ Sunnerdahl Handicap Fund Foundation SEK 162 000 

¶ Sävstaholm Foundation SEK   96 000 

¶ Swedish Council for Health, Working Life and Welfare   

(FORTE) SEK 250 000 

http://www.cff.uu.se/
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Funding has been received for the Swedish Network for Disability Research 

from: 

¶ Swedish Council for Health, Working Life and Welfare  

(FORTE) SEK 250 000 

Research collaboration 

On 27 November, a half-day was set aside for doctoral students at UU to 

look into how care/assistance receivers can take part in research. Two people 

with experience in this area were invited to give a lecture on the subject. 

They were from CASE ï the Centre for Aging and Supportive Environments 

at Lund University. In addition to discussions about the topic, the half-day 

provided a meeting place for doctoral students from various scientific disci-

plines and subject areas. 

On 28 June, the Swedish Disability Federation and the Centre for Disabil-

ity Research at Uppsala University ran a seminar entitled How can research 

policy set about disability issues? The starting point was the new govern-

ment research policy proposition planned for 2016. Those attending dis-

cussed the question of how disability issues can be given more space in re-

search policy.  

Public outreach 

The Uppsala Network 

The Uppsala Network is an e-mail network for individuals with either a per-

sonal or a professional interest in research on disabilities. Information reach-

ing the CDR is forwarded to the networkôs ca. 470 recipients. Recipients 

include researchers, representatives of care and social caring operations, 

personnel, relatives of individuals with disabilities, civil servants in county, 

municipal, or state administration, and other interested parties. 

Homepage 

The CDR homepage (www.cff.uu.se) presents information about the Centre, 

board members, lecture and course programmes, etc. The newsletter Re-

search om funktionshinder pågår (Current Disability Research) is available 

in PDF format. All issues from the start in 1992 are now available. The 

homepage is updated frequently and has many visitors. 

http://www.cff.uu.se/
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Lectures 

Each semester, CDR arranges a number of lectures for the purpose of dis-

seminating information about on-going research and making it available to 

individuals both at Uppsala University and in the wider community. In 2015 

eight lectures were arranged, and we have seen an increase in the number of 

people in the audience. 

The newsletter Forskning om funktionshinder pågår  

(Current Disability Research) 

The launching of the newsletter was a way of meeting an expressed need 

from the Swedish disability organisations, who asked for easily accessible 

written information on current disability research. The newsletter is pub-

lished by the CDR, Uppsala University. However, the content is not limited 

to research activities from Uppsala University but includes disability re-

search from all over Sweden. As of a few years ago, the introduction of eve-

ry article is written in easy-to-read Swedish. Every issue is available as a 

PDF document, to be found on the website of the Centre for Disability Re-

search, Uppsala University. Those interested in a particular topic or looking 

for a special article can search all published issues on the website, using 

keywords (in Swedish). The current number of recipients is 4500, 2900 of 

whom subscribe to a printed version and 1600 subscribe to a PDF document 

distributed by e-mail. Many subscribers are workplaces, so there is reason to 

believe that the newsletter is made available to and is read by multiple indi-

viduals. The newsletter is also circulated widely. Hence, the newsletter is 

read by considerably more people than the subscribers. The audience is var-

ied and includes, besides a significant number of disability researchers, na-

tional, regional and local governmental agencies, universities and university 

colleges, libraries, schools, non-governmental organisations, workplaces and 

individual employees in local government organisations, persons with a per-

sonal interest in the field, national newspapers and media, etc. Most recipi-

ents are Swedish, although there are also subscribers in the Scandinavian 

countries. 
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Centre for Research Ethics & Bioethics (CRB) 

Director: Professor Mats G. Hansson 

 
The Centre for Research Ethics & Bioethics (CRB) is a multi-disciplinary 

research environment with senior and junior staff from ethics, philosophy, 

medicine, nursing, economics, law and other fields. Our research questions 

arise in close collaboration with other researchers, scientists and clinicians. 

We investigate the ethical, philosophical and legal aspects of biomedical 

research and clinical practice and publish the results of our research in inter-

national peer-reviewed scientific journals and in books. 

Roughly, our research profile can be divided in three: bioethics, clinical 

ethics and research ethics, with four profile areas that stand out: biobanks 

and registries, neuroethics and neurophilosophy, risk research and nursing 

and caring. 

Bioethics is a multi-disciplinary endeavour. We reflect on issues in health 

care and science and our research provides updated knowledge for courses in 

neuroethics, bioethics and public health ethics.  

Our research in clinical ethics looks at health care situations and the peo-

ple in them. The research is carried out in close collaboration with health 

care professionals and provides updated knowledge for courses in medical 

and nursing ethics and training of medical doctor and nursing students.  

Our research ethics research includes a focus on regulation studies and 

publication ethics. We run the Swedish Research Councilôs website with 

rules and guidelines for research. We run mandatory courses for PhD stu-

dents in medicine, pharmacy, science and technology at Uppsala University. 

We also offer online research ethics training for medicine and the life sci-

ence. We are also looking at legal issues, informed consent, privacy and 

incidental findings, particularly in association with biobanks and registry 

research. 

http://www.crb.uu.se/publications/
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Profile areas 

Biobanks and registries 

For many years, researchers at CRB have provided constructive advice on 

how to deal with ethical and legal aspects of research using human tissue 

material and personal data. What we do is sometimes referred to as ELSI-

research, which stands for ethical, legal and social issues. We are looking at 

ethical frameworks and policy, regulatory aspects of biobank and registry 

research, informed consent, ethical review, integrity concerns, trust, genetic 

testing, incidental findings, commercialization, public and patient percep-

tions. We also look at some of the more specific issues that arise in connec-

tion with rare disease research, and biobank research involving children.  

We collaborate with biomedical scientists and publish our findings in peer 

reviewed journals. We have looked at ethical frameworks and policy, regula-

tory aspects of  biobank and registry research, issues relating to informed 

consent, ethical review, integrity concerns, trust, genetic testing, incidental 

findings, commercialization, public and patient perceptions, rare diseases 

and issues related to children, biobanks and genetics. 

We are part of the BBMRI-ERIC ELSI common service and run ELSI 

services for the Swedish counterpart, BBMRI.se (Biobanking and Bio-

molecular Resources Research Infrastructure) where, among other things, we 

publish our newsletter Biobank Perspectives regularly and comment recent 

developments on the Ethics Blog. We are also involved in BiobankCloud, a 

7th Framework project aiming to build the first open and viable platform-as-

a-service (PaaS) for storage and analysis of digitized genomic data where 

CRB is part of a work package focusing on regulatory and ethical require-

ments for data storage and analysis. We are responsible for work packages 

within BT-Cure (Be The Cure), an IMI (Innovative Medicines Initiative) 

project with 33 partners from both academia and industry focusing on 

Rheumatoid arthritis (RA) and RA-like diseases and two 7
th
 Framework 

projects: Euro-TEAM (aiming towards early diagnosis and biomarker vali-

dation in arthritis management) and RD-CONNECT (building an integrated 

platform connecting registries, biobanks and clinical bioinformatics for rare 

disease research).  

We have also been part of a number of projects that are now completed: 

AutoCure, BBMRI-LPC and CCPRB for example.  

Neuroethics & Neurophilosophy 

Adequate applied research must be based on solid theory. We use a concep-

tual approach to neuroethics and neurophilosophy, focusing primarily on 

fundamental research questions concerning consciousness, human identity, 

and the self. Roughly, our research can be divided into fundamental neuro-

http://www.crb.uu.se/research/projects/bbmri-eric/
http://www.crb.uu.se/research/biobanks/bbmri.html
http://www.crb.uu.se/biobank-perspectives/
http://ethicsblog.crb.uu.se/
http://www.crb.uu.se/research/biobanks/btcure.html
http://www.crb.uu.se/research/biobanks/euro-team.html
http://www.crb.uu.se/research/biobanks/rd-connect.html
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ethics/neurophilosophy (the óneuroscience of ethicsô), and applied neuroeth-

ics/neurophilosophy (the óethics of neuroscience'). 

We are developing a theoretical framework for neuroethics to make anal-

ysis of practical issues fruitful. We are developing a theoretical framework 

for neuroethics to make analysis of practical issues fruitful. We examine the 

concepts that neuroscience uses and the impact that neuroscientific language 

and categories has on ethics and society 

We investigate applications of neuroscience and ethical assessments of 

neuroscientific research. Current PhD projects look at how we can use neu-

roimaging and other methods to understand how the mind works in people 

who canôt use their behaviour to communicate and what it is like to be un-

conscious. We are also part of the European Community (FET) Flagship 

Human Brain Project where we look at the ethical and social questions that 

are raised when we model the human brain, for example by simulation. 

The CRB neuroethics research team is an international, multi-disciplinary 

group. Our backgrounds allow us to approach these issues from theoretical, 

philosophical, social, bio-political and clinical perspectives. We collaborate 

closely with neuroscientists to understand the ethical and philosophical ques-

tions that neuroscience brings. We have long standing collaborations with 

Collège de France and the Pasteur Institute in Paris, and the Centro de Inves-

tigaciones Filosóficas (CIF) and the Institute of Cognitive Neurology 

(INECO) in Buenos Aires. We also work with Universidad Central de Chile, 

Coma Research Group in Liege, the Canada Research Chair of Mind, Brain 

Imaging and Neuroethics in Ottawa, the Neuroethics Group of the Pellegrino 

Center for Clinical Bioethics of the Georgetown University in Washington 

DC, the Bioethics Unit of the Italian National Institute of Health in Rome, 

the KTH Royal Institute of Technology in Stockholm and the Karolinska 

University Hospital in Stockholm. 

Risk research 

Risks are often difficult to interpret and communicating risk information is 

challenging. How people perceive risk depends on several factors, like their 

education and health literacy. Despite this, we have to take decisions based 

on risk information all the time. Lay people, patients, policy makers and 

health care professionals have to value risk information to decide whether or 

not to use certain medical treatments, preventive interventions or technology. 

So in the end, risks concern all of us and it is crucial that risks are communi-

cated clearly to the entire population. 

Our research is multi-disciplinary and we use methods from health econ-

omy, mainly discrete choice experiments (DCE), and best-worst scaling to 

capture the complexities of peopleôs preferences, adding different perspec-

tives to our expertise on risk communication and medical decision making:  

http://www.crb.uu.se/research/bioethics/unconscious.html
http://www.crb.uu.se/research/bioethics/unconscious.html
http://www.crb.uu.se/research/bioethics/human-brain-project.html
http://www.college-de-france.fr/site/college/index.htm
http://www.pasteur.fr/en
http://cifnet.org.ar/
http://www.fundacionineco.org/inicio
http://www.ucentral.cl/prontus_ucentral2012/site/edic/base/port/home.html
http://www.coma.ulg.ac.be/research.html
http://www.chairs-chaires.gc.ca/chairholders-titulaires/profile-eng.aspx?profileID=2543
http://www.chairs-chaires.gc.ca/chairholders-titulaires/profile-eng.aspx?profileID=2543
https://clinicalbioethics.georgetown.edu/about
https://clinicalbioethics.georgetown.edu/about
http://www.iss.it/site/attivita/ISSWEB_istituto/RicercaPersonale/dettaglio.asp?idAna=1501&lang=2
https://www.kth.se/en
http://www.karolinska.se/en
http://www.karolinska.se/en
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Currently, we are looking at the health related decisions that individuals 

make where they have to interpret difficult concepts and understand risk. 

This is hard, especially when probabilities become very small. Our research 

deals with the management of genetic risk information, whether researchers 

should disclose incidental findings in biobank research, arthritis risk com-

munication, antibiotic resistance, cardiovascular risk communication in pri-

mary care, and people's preferences and perceptions when it comes to risk 

for heart and lung disease. 

Nursing and caring 

Nursing ethics is concerned with the moral dimensions of nursing practice 

while the ethics of care is a normative ethical theory. For many years CRB 

has developed these fields from different angles. We have used qualitative 

studies to describe and explore the kinds of ethical dilemmas nurses encoun-

ter in their day-to-day work and how they solve them. Other studies have 

investigated the role of ethical guidelines in the building of ethical compe-

tence in nursing practice and in priority setting. 

The focus in nursing ethics research is on the relationship between the 

nurse and the person receiving care. A central question is what the nurse can 

do for the person in need of care and how a respectful meeting could take 

place, despite the asymmetry in the relationship between nurse and patient. 

http://www.crb.uu.se/mind-the-risk/
http://www.crb.uu.se/research/projects/incidental-findings/
http://www.crb.uu.se/research/projects/euro-team/
http://www.crb.uu.se/research/projects/euro-team/
http://www.crb.uu.se/research/projects/antibiotic-resistance/
http://www.crb.uu.se/research/projects/cardiovascular-risk/
http://www.crb.uu.se/research/projects/cardiopulmonary-risk-communication/
http://www.crb.uu.se/research/projects/cardiopulmonary-risk-communication/


 60 

Nursing ethics focuses more on developing caring relationships than on 

broader ethical principles. The concept of ócaringô has priority over the con-

cept of ócuringô and how a person should óbeô rather than how they should 

act is stressed. As a result, virtue ethics have often been elaborated within 

the framework of nursing ethics. 

The concept of ócareô is often defined as a practice, but at the same time 

as a value and an ideal that can guide normative judgments and actions. This 

tradition is often contrasted with duty based (deontological) and consequen-

tialist (utilitarian) ethics. It argues for embodied relations and emotions to be 

part of moral judgments.  

Several PhD projects have looked at different aspects of care. Two theses 

were defended in 2015: One with a family perspective on palliative paediat-

ric oncology and another on why parents participate in phase I and phase III 

clinical cancer trials. An ongoing project is looking at clinical and ethical 

perspectives on DNR (do-not-resuscitate) decisions in oncology and haema-

tology care. 

Centre staff 2015 

CRB is a multi-disciplinary group. Here, 33 people from ethics, philosophy, 

law, economy, medicine, nursing, physiotherapy, social pharmacy, genetics, 

neuroscience and other fields come together. 

During 2015, two PhD students defended their theses and moved on to 

other positions. Li Jalmsell continues her oncology training and Tove 

Godskesen is now a lecturer at Gävle University. She is also an associated 

researcher at CRB. Omar Gutierres Arénas, post-doc in the Neuroethics re-

search team, left the group, as did Terry Flynn, Senior Researcher in Mind 

the Risk who contributed expertise on DCEôs and best-worst scaling, meth-

ods we use in several projects. To replace his competence, Jorien Veldwijk 

was recruited. She wrote her doctoral thesis on DCEôs and during 2016 will 

offer training for CRB staff in the use of this method.  

Jessica Nilhén Fahlquist has leave of absence from the end of 2015. She 

is replaced by Elisabeth Furberg (recruited in 2015) and Karl Persson de 

Fine Licht (recruited in 2015, starting in February 2016).  

 

List of staff (in alphabetical order): 

 
Mirko Ancillotti , PhD student 

Mirko Ancillotti  joined CRB in September 2013 and started his PhD in Feb-

ruary 2016. In 2014-2015he worked on a research project on biology. He 

holds a degree of Master of Arts in Philosophy from the University of Pisa in 

2012. His Master thesis regarded John Harrisô influence on contemporary 
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bioethical debate on cloning and enhancement. Mirko Ancillotti is also assis-

tant editor of the CODEX website with rules and guidelines for research. 

 

Stefan Eriksson, Senior Lecturer in Research Ethics 

Stefan Eriksson also serves as editor of the Swedish Research Councilôs 

website CODEX. He is also an Associate Editor at BMC Medical Ethics. 

Stefan Eriksson is indexed and can be followed at Research Gate. He has 

over 90 publications listed, including 3 books, his H-index is 12 and his most 

prominent articles have been cited over 400 times (as calculated by Research 

Gate in November 2015). 

Stefan Eriksson's research interests are autonomy and informed consent, 

the regulation of research, and publication ethics. In 2013 he published the 

first comprehensive monograph on publication ethics (ñPubliceringsetikò, 

Studentlitteratur) together with his colleague Gert Helgesson. 

Stefan Eriksson is 2016 serving as expert in the public inquiry on how to 

investigate misconduct and also 2016-17 an ethics expert in the Swedish 

initiative for increased Swedish participation in Swafs. 

 

Kathinka Evers, Professor of Philosophy 

Kathinka Evers leads the CRB neuroethics research team. She is a co-

director of the EU Flagship Human Brain Project. Her main research focus is 

neuroethics and the neural basis of consciousness and she teaches an ad-

vanced level course in neuroethics. Kathinka Evers conducted her doctoral 

studies in philosophy at Balliol College, University of Oxford, at the Re-

search School of Social Sciences, Australian National University, Canberra, 

and at Lund University, Sweden, where she received her doctoral degree in 

1991. She has been a research fellow at Balliol College, University of Ox-

ford (1994); at the Department of Philosophy and Human Rights Centre, 

University of Essex, Colchester (1996-97); invited professor at the Universi-

ty of Tasmania, Hobart (1999), at École Normale Supérieure, Paris (2002), 

and at Collège de France, Paris (2006-7). For six years (1997-2002) she was 

the Executive Director for the Standing Committee on Responsibility and 

Ethics in Science (SCRES) of the International Council for Science (ICSU). 

She is also division leader for ethical and societal implications of the EU-

flagship Human Brain Project. Kathinka Evers has recently been appointed 

Honorary Professor at Universidad Central de Chile. 

 

Michele Farisco, PhD Student 

Michele Farisco is part of CRB's neuroethics research team. He was recently 

appointed Associate Professor of Moral Philosophy in Italy. He holds a de-

gree in Philosophy from University of Naples "L'Orientale" in 2003, a PhD 

in "Ethics and Anthropology: History and Foundation" from University of 

Lecce in 2008 and a Master degree in Biolaw from the University of Rome 

"Lumsa" in 2009. He spent time on an exchange grant from the European 

http://www.codex.vr.se/
http://www.researchgate.net/profile/Stefan_Eriksson
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Neuroscience and Society Network within the European Science Foundation 

joining the Coma Science Group of the University of Liège (Belgium). He is 

the head of the "Science and society" research unit of Biogem Genetic Re-

search Centre in Ariano Irpino (Italy). He is the author of three books and 

several articles about posthuman philosophy and philosophical, ethical and 

legal implications (ELSI) of genetics and neuroscience. 

Michele Farisco is currently working on his second PhD about the neuro-

science of disorders of consciousness (from laboratory to clinics). He will 

study the ethical and legal issues emerging from neuroscientific investigation 

of Disorders of Consciousness and related technological applications. The 

project is a part of the European Union flagship Human Brain Project. 

 

Josepine Fernow, Co-ordinator 

Josepine Fernow has worked with research dissemination and communica-

tion for fifteen years. She co-ordinates activities and manages CRBôs exter-

nal and internal communications. Josepine Fernow holds a BA in Cultural 

Anthropology and Sociology, and has studied biomedical ethics, marketing 

and communications. She has organized several international multi-

disciplinary conferences and was responsible for the first BBMRI HandsOn: 

Biobanks (an annual conference arranged by national BBMRI-nodes) in 

2012 where she developed an interactive session where researchers and in-

dustry together help participants follow the route biobank samples take: from 

consent and collection through storage and analysis to outcomes in terms of 

ethics and trust, health economy, drug development, clinical practice. 

 

Terry Flynn , Senior Researcher  

Terry Flynn was Senior Researcher in Medical Decision Making at CRB 

between January and June 2015. He is a globally renowned expert in discrete 

choice modelling generally and the best-worst scaling technique specifically, 

co-authoring the definitive book (Cambridge University Press). His research 

interests include the treatment of risk in medical decision making, quality of 

life (particularly in older people and children), end-of-life decision making, 

valuing unpaid care and treatments in a variety of clinical areas.  

He obtained his PhD in 2002 in the economics of cluster randomized con-

trolled trials in Bristol, UK, and also worked in Sydney with the world ex-

perts in choice modelling for 5 years. His h-index is currently 25 and his 

citations are increasingly rapidly due to the innovative nature of his research 

streams. 

 

Elisabeth Furberg, Deputy Senior Lecturer in Medical Ethics 

Elisabeth Furberg is also lecturer in philosophy at the University of Gothen-

burg. Broadly, her research interests include applied philosophy and ethics, 

bioethics, personal identity, value theory and philosophy of meaning. Her 

PhD in Practical Philosophy at Stockholm University 2012 discussed the 
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moral legitimacy of advance directives and living wills, mainly in relation to 

theories of personal identity over time. One of her more recent research pro-

jects aimed to provide practical guidance in deciding how a publicly funded 

health care system ought to prioritise in health care. 

In recent years Elisabeth Furberg has also initiated a national network for 

women in philosophy (SWIP-Sweden). The goal of this network is to im-

prove gender parity in philosophy. 

 

Tove Godskesen, Associated Researcher 

Tove Godskesen received her PhD at CRB in August 2015. Her thesis is 

entitled Patients in Clinical Cancer Trials: Understanding, Motivation and 

Hope. 

Currently, she is a Senior Lecturer in nursing at Gävle University College 

and associated researcher at CRB. 

 

Omar Gutierrez Arenas, Postdoc 

Omar Gutierrez Arenas was as part of CRB's neuroethics research team be-

tween January and December 2015. He is involved in the Human Brain Pro-

ject. He holds a BSc in Biochemistry and an MSc in Enzymology from the 

University of Havana, Cuba. After obtaining a PhD in Uppsala University on 

modelling enzyme kinetics, he began a series of postdoctoral studies in dif-

ferent areas of Neuroscience. First at the University of Miami designing and 

implementing novel cell based assays and data analysis pipelines for high 

content analysis of CNS neurons in culture. This was followed by a postdoc 

at the Department of Computational Biology at the KTH Royal Institute for 

Technology where he is building models of intracellular signalling cascades 

in neurons. He is involved in the Human Brain Project's Initial Brain Models 

work package led by Jeanette Hellgren-Kotaleski and the Conceptual and 

Philosophical Issues work package led by Kathinka Evers from CRB. 

Omar Gutierrez Arenas builds quantitative models for the dynamics of in-

tracellular signalling cascades in CNS neurons and their effect on the electri-

cal activity of these cells. As part of CRB, he works on a detailed dissection 

of how these and also other reticular representations of upper levels of or-

ganization in the brain (e.g. neuronal networks) map the target biological 

object, or what is currently known about it. Which known components are 

included/left out and why? How do these choices affect the explanatory ca-

pacity of the model and its iterative improvement? 

 

Mats G. Hansson, Centre Director & Professor of Biomedical Ethics 

Mats Hansson is the director of the Centre for Research Ethics & Bioethics 

and has conducted extensive research in biomedical ethics as principal inves-

tigator in several multi-disciplinary research projects dealing with issues 

ranging from ethical, social and legal aspects of the implementation of ge-

netic diagnosis in clinical practice and the use of human tissue materials in 

file://///user.uu.se/bmci/IFV-Users/josefern/Documents/My%20Documents/WEBB%20CRB/research/neuroethics/index.html
file://///user.uu.se/bmci/IFV-Users/josefern/Documents/My%20Documents/WEBB%20CRB/research/bioethics/human-brain-project.html
file://///user.uu.se/bmci/IFV-Users/josefern/Documents/My%20Documents/WEBB%20CRB/research/bioethics/human-brain-project.html
file://///user.uu.se/bmci/IFV-Users/josefern/Documents/My%20Documents/WEBB%20CRB/staff/kathinka_evers.html
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research, to clinical and medical ethics. He holds an undergraduate degree in 

biology (1974) and a doctoral degree of theology (1991). Mats Hansson is 

Professor of Biomedical Ethics, funded by Uppsala University and the Upp-

sala County Council together. He also works as a clinical consultant at 

Akademiska sjukhuset (Uppsala University Hospital). 

 

Sara Holm, Researcher 

Sara Holm joined CRB in August 2014. She is a physiotherapist and defend-

ed her thesis on children and adolescents with pain in primary care in May 

2014. She is currently looking at the use of pretend play for children with 

cancer. 

 

Heidi Carmen Howard, Senior Researcher  

Heidi C. Howard received her undergraduate and doctoral degrees in Biolo-

gy from McGill University (Montréal, Canada). The focus of her PhD was 

neurogenetics and it culminated in the cloning of the gene for Andermann 

Syndrome (ACCPN), a rare neuropathy primarily present in the founder 

population of Québec. She continued her genetics training in psychiatric 

genetics at the Centre for Genomic Regulation in Barcelona (Spain) and at 

the Douglas Hospital in Montréal (Canada). 

With an Erasmus Mundus fellowship, she completed the Erasmus Mun-

dus Master of Bioethics programme in 2008 and since then, with the support 

of the European Commission FP7 Marie Curie Career Development Awards 

(2009-2011; 2011-2013) she has been working on the ethical, legal and so-

cial issues (ELSI) related to genetics and genomics as well as biobanking at 

KULeuven (Belgium) and inserm (France). 

In the autumn of 2013 she spent a semester as assistant professor at the 

Radboud University Medical Centre (Netherlands). Her main areas of re-

search are the ethical, legal and social aspects of direct-to-consumer genetic 

testing, public health genomics, genomic medicine, new genomic technolo-

gies, participant-centric research initiatives and the translation of genomics 

from the laboratory to the clinic. 

Heidi Carmen Howard is also an invited scholar at the Centre of Ge-

nomics and Policy at McGill University (Montréal, Canada) and a member 

of the Public and Professional Policy Committee of the European Society of 

Human Genetics. 

 

Anna T. Höglund, Senior Lecturer in Nursing Ethics and Gender Studies 

Anna T. Höglund has worked extensively on the question of ethical compe-

tence for health care practitioners. Related research areas are moral distress 

in clinical settings and prioritization in health care.  She has also published 

substantially on the topic of gender and ethics. She holds an undergraduate 

degree in Arts (1997) and a doctoral degree in Theology (2001) from Uppsa-

la University. She became Associate Professor of Ethics in 2006. 

http://www.crb.uu.se/research/projects/pretend-play/
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Juila Inthorn , Associated Researcher 

Julia Inthorn joined CRB in February 2014 as guest researcher from the De-

partment of Medical Ethics and History of Medicine, University Medical 

Center Göttingen. Her stay was two months research fellowship funded by 

the German Academic Exchange Service (DAAD). 

Julia Inthorn is part of Mind the Risk and an Associated Researcher at 

CRB. Her current research projects focus on genetic risk information and 

preconceptional genetic carrier screening. Her research interests are in the 

field of genetic testing and genetic screening, intercultural bioethics and 

empirical ethics. Julia Inthorn holds a master in Mathematics and a doctoral 

degree in Philosophy. She has also worked and published on ethical issues at 

the end of life, power and autonomy and biopolitics. 

 

Ulrik Kihlbom , Senior Lecturer in Medical Ethics 

Ulrik Kihlbom teaches ethics to medical students and is responsible for an 

advanced level course on public health ethics. His research interests cover 

bioethics in general, the methodology of applied ethics and metaethics. His 

PhD in Practical Philosophy at Stockholm University 2002 discussed the 

formulation and tenability of Ethical Particularism. Before joining CRB in 

2009, Ulrik Kihlbom collaborated with us on clinical ethics in a project on 

monitoring and improving ethical and medical praxis in perinatal medicine. 

He has taught philosophy and medical ethics at Stockholm University and 

most recently at Örebro University where he was head of the Philosophy 

unit. 

 

Moa Kindström Dahlin , Researcher 

Moa Kindström Dahlin joined CRB in February 2015. She holds a LLD in 

public law from Stockholm University. Her thesis Mental Health Law ï

 Interests, Rights and Principles (2014) is a critical analysis of the Swedish 

mental health law system from a rights-perspective. 

As a legal scholar, Moa Kindström Dahlin has her basis in legal theory 

and emphases the interaction between law and other fields of knowledge. 

She has a particular interest in the relation between law and ethics, specifi-

cally questions regarding autonomy and integrity. She has written mostly on 

mental health law but focuses on public law generally and is specifically 

interested in human rights for vulnerable groups, e.g. people with decreased 

decision-making capacity; children, elderly people and persons with mental 

disabilities. Moa Kindström Dahlin is one of the researchers in the multidis-

ciplinary project Expertise, evidence and ethics in decisions regarding psy-

chiatric compulsory treatment at University of Gothenburg and Centre for 

Ethics, Law and Mental Health (CELAM).   

At CRB she works with the BBMRI-ERIC ELSI Common Service and 

teaches medical law to students in nursing and medicine. 

http://www.crb.uu.se/mind-the-risk/
http://celam.gu.se/svenska/forskning/expertis--evidens-och-etik-i-beslut-om-tvangsvard
http://celam.gu.se/svenska/forskning/expertis--evidens-och-etik-i-beslut-om-tvangsvard
http://www.crb.uu.se/research/projects/bbmri-eric/
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Sofia Lavén, PhD Student 

Sofia Lavén joined CRB in September 2011 and started her PhD studies in 

January 2012. She is specialized in Family Medicine and works at Samar-

iterhemmets Vårdcentral in Uppsala. Sofia Lavén holds a degree in Medicine 

from Uppsala University (2000) and a license to practice (2002). 

Sofia Lavén was on leave of absence part of 2015. 

 

Anna-Sara Lind, Associate Professor of Public Law 

Anna-Sara Lind joined CRB in September 2011 to work with the legal as-

pects of research conducted on human tissue samples within BBMRI.se and 

BBMRI-LPC. Anna-Sara Lind is Associate Professor of Public Law and 

Senior Lecturer at the Department of Law at Uppsala University and is tied 

part-time to CRB. 

She is editor of our newsletter Biobank Perspectives: Current issues in 

ethics and law. 

 

Deborah Mascalzoni, Senior Researcher 

Deborah Mascalzoni joined CRB in April 2013. She holds a PhD in Bioeth-

ics from the Faculty of Law at Bologna University and has worked exten-

sively on ELSI issues related to biobank and registry research, especially the 

population based CHRIS project at the Center of Biomedicine, European 

Academy (EURAC). 

Deborah Mascalzoni has been teaching ethics at the 'Claudiana' Universi-

ty of Roma in Bolzano. She is a member of the Ethical board of South Tyrol 

and the local health system ethical board of Bolzano as well as the Telethon 

Advisory Board. She is involved in the WIKI platform of BBMRI.IT, a 

member of the BRIF project and a member of the ethical group of the Inter-

national Genetic Epidemiological Society (IGES). Her main research inter-

ests are genetics and new technologies, informed consent, patient communi-

cation, privacy & data sharing and the role of stakeholders in medicine. 

Currently, Deborah Mascalzoni is working on rare diseases in RD-

Connect and rheumatoid arthritis within Euro-TEAM and Be the Cure. She 

is also involved in BBMRI.se. 

 
Amal Matar , PhD Student 

Amal Matar is a graduate of Ain Shams University Medical School in Cairo. 

She holds a Master of Science in Biotechnology from the American Univer-

sity in Cairo, and completed the Middle East Research Ethics Training Ini-

tiative Certificate Program in International Research Ethics at the University 

of Maryland in 2012.  

In her PhD project Amal Matar is studying ethical issues concerning pre-

conception genetic screening, as it raises general concerns of genetic testing 

http://www.crb.uu.se/staff/anna-sara-lind/
http://www.crb.uu.se/staff/anna-sara-lind/
http://www.crb.uu.se/biobank-perspectives/
http://www.crb.uu.se/biobank-perspectives/
http://www.crb.uu.se/research/projects/rd-connect/
http://www.crb.uu.se/research/projects/rd-connect/
http://www.crb.uu.se/research/projects/euro-team/
http://www.crb.uu.se/research/projects/btcure/
http://www.crb.uu.se/research/projects/bbmri/
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and counselling, and the handling of information and risk assessments. It 

also raises questions surrounding parental decision-making process and con-

sent procedures, and concerns about screening programs. A central question 

to the project is how preconception genetic screening accentuates and influ-

ences parenthood and pregnancy. 

 

Jessica Nihlén Fahlquist, Deputy Lecturer in Medical Ethics, Researcher 

Jessica Nihlén Fahlquist research focuses on applied ethics, and she has a 

particular interest in notions of moral responsibility. She has published arti-

cles in public health ethics, risk ethics, the ethics of technology and envi-

ronmental ethics. She received her PhD in Philosophy at the Division of 

Philosophy at the Royal Institute of Technology in Stockholm in 2008.  

Jessica Nihlén Fahlquist is currently on leave of absence. 

 

Mona Pettersson, PhD Student  

Mona Pettersson started her PhD studies in September 2010. She is a regis-

tered nurse (1991), a teacher in health care for Upper Secondary School 

(2002) and holds a Master of Medical Science (2008). She works part time 

as lecturer in the Nursing Programme. 

 

Arvid Puranen, PhD Student 

Arvid Puranenôs PhD work will investigate communication between patients 

and health professionals regarding the risk of cardiovascular and pulmonary 

disease. The project aims to increase the understanding of patientsô prefer-

ences for risk communication, their perception of risk, and the effects of 

communicating risk. The project is collaboration between CRB and the 

Health Economics group (led by Sophie Langenskiöld) at the Department of 

Public Health and Caring Sciences. It is funded by the Swedish Heart-Lung 

Foundation and will focus on participants in SCAPIS (Swedish CardioPul-

monary bioImage Study). Methodologically, the project will rely on discrete 

choice experiments, survey data, and qualitative work.  

Arvid Puranen holds a Medical degree (Uppsala University, 2014), a li-

cense to practice (2015) as well a bachelor degree in Economics (Uppsala 

University, 2014) and a bachelor degree in  Mathematics (Virginia Tech, 

2007).  

 
Jane Reichel, Professor of Administrative Law  

Jane Reichel is a professor in Administrative Law at the Faculty of Law at 

Uppsala University and is since 2011 tied part-time to CRB. She is currently 

vice dean and chairman of the research committee at the Faculty of Law. 

Jane Reichelôs research focuses on the ongoing processes of globalization 

and Europeanization and its effect on administrative law, the legal discipline 

dealing with public authorities and their role in the society as well as their 
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relations with individuals. Administrative matters can no longer be ad-

dressed solely within one nation state at the time. In her research Jane ad-

dresses how this development affects the role of authorities and how admin-

istrative rules are to be applied in an international context. How can adminis-

trative ideals of efficiency, transparency and legal certainty in decision-

making be achieved? How can command and control over administration 

function in a network of agencies acting beyond the state? An area of specif-

ic interest is cross-border data protection, especially medical research and 

biobanks. The ability of new technology to collect, store and share large 

amounts of information gives rise to opportunities and challenges, which 

necessitates administrative solutions that apply across borders. 

 

Lena Ring, Adjunct Professor in Quality of Life Research in Health Care  

Lena Ring became Adjunct Professor in 2013. Her research focus is on Pa-

tient Reported Outcomes (PRO) studies, e.g., Quality of Life at the Medical 

Products Agency (MPA). She has worked extensively on incorporation the 

patient perspectives into outcomes assessments in relation to the evaluation 

of treatment and care of patients. Specific research areas are Quality of life 

Assessments in clinical oncology practice and patient-provider communica-

tion. She has also published substantially on the topic of patient reported 

outcomes, such as quality of life assessments both quantitative and qualita-

tive studies. She holds an undergraduate Masterôs degree in Pharmacy 

(1993) and a doctoral degree in Pharmaceutical Services Research (1999) 

from Uppsala University. She did her post-doc as a Marie Curie Fellow at 

the Department of Psychology at Royal College of Surgeons in Ireland 

(2002-2004). She became Associate Professor of Pharmaceutical Outcomes 

Research in 2007. 

 

Pär Segerdahl, Associate Professor of Philosophy  

Pär Segerdahl investigates notions of nature and animal in animal ethics, 

animal welfare and philosophy, as well as in contemporary culture more 

generally. He holds a PhD in theoretical philosophy from Uppsala University 

(1993). He was a guest researcher at the Centre for Gender Research at Upp-

sala University from 2007-2009, and since 2013 he works part time there in 

the project ñBecoming óhumanô: gender theory and animals in a more-than-

human worldò. Pªr Segerdahl became associate professor of theoretical phi-

losophy at Åbo Akademi Univeristy in 1998 and Uppsala University in 

2001. He currently develops new ideas for research on how our ethical out-

look changes when the world changes, for example, when new biotechnolo-

gy emerges. All his work concerns, in one way or another, the question what 

philosophy is and what it means to philosophize. Pär Segerdahl is involved 

in research communication for the BBMRI.se (Biobanking and Biomolecular 

Resources Research Infrastructure Sweden) and editor of The Ethics Blog 

and Etikbloggen. He is also a member of The Nordic Wittgenstein Society. 

http://www.ethicsblog.crb.uu.se/
http://www.etikbloggen.crb.uu.se/
http://www.nordicwittgensteinsociety.org/
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Arleen Salles, Associated Researcher  

Arleen Salles is Director of the Neuroethics Programme at CIF (Centro de 

Investigaciones Filosoficas) and associated to CRB. She is part of our Neu-

roethics research team and involved in the Human Brain Project's ethics and 

society research. Her ongoing research focuses upon human identity and the 

impact that some neuroscientific findings could have on what it means to be 

human and on what typical human traits are; the neuroscience of moral deci-

sion-making, and privacy issues raised by neuro-imaging. 

 

Karl Sallin , PhD Student  

Karl Sallin is part of CRB's neuroethics research team. He is a paediatric 

resident at Astrid Lindgren Children's Hospital, Karolinska University Hos-

pital. He is on the hospital's Ethics committee and a member of the Swedish 

Society of Medicine's Ethics committee. Karl Sallin holds a degree in Phi-

losophy from the University of Cambridge where his main foci were on the 

philosophy of mind, language and mathematics. In his clinical work Karl 

Sallin has been involved with children suffering from Resignation Syndrome 

(RS). RS is a severe condition in asylum-seeking refugee adolescents most 

notably resulting in a seemingly unconscious state. 

Karl Sallin's PhD project is part of the European Flagship Human Brain 

Project. 

 

Anna Lydia Svalastog, Associated Researcher  

Anna Lydia Svalastog has worked primarily on questions about cultural her-

itage and religion. She has conducted extensive studies on how images struc-

ture personal life and wrote her PhD thesis on reproduction and heterosexu-

ality. Post doc projects have analysed how medical ethics structures risk 

handling procedures for plant science, and how research history and national 

politics have structured academic teaching and academic theories about Sámi 

peopleôs history and culture. Anna Lydia Svalastog holds a doctoral degree 

in Theology, History of Religion from Uppsala University (1998), and be-

came Associate Professor in religious studies at Umeå University (2005). 

Anna Lydia Svalastog is currently looking at bioethical concerns regard-

ing native people, and at the relation between public debate, cultural history 

and myths, and public opinion. She is a member of the research network 

Bio-objects and their boundaries, governing matters at the intersection of 

society, politics and science, and UppSam. She co-ordinates the research 

network Culture Health and Bioethics, and the ad hoc group Riekkis. 

Anna Lydia Svalastog is a full Professor of Social Work at the Østfold 

University College in Norway. 

 

Jorien Veldwijk , Researcher 

http://www.hiof.no/om-hogskolen/sok-pa-sidene/profil?displayitem=49789&module=admin
http://www.hiof.no/om-hogskolen/sok-pa-sidene/profil?displayitem=49789&module=admin
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Jorien Veldwijk joined CRB in October 2015. She holds a Mastersô degree 

in Public Heath as well as in Clinical Epidemiology. Before starting her PhD 

she worked as a researcher at the Dutch National Institute for Public Health 

and the Environment. During that time she was involved in several research 

projects regarding the consequences of overweight among children, partly in 

collaboration with the World Health Organization. During her PhD she used 

Discrete Choice Experiments (DCEs) to determine individualsô preferences 

and their decision-making behaviour regarding public health initiatives. She 

obtained her PhD in May 2015 and was appointed assistant professor at the 

University Medical Center Utrecht where her research continued to be fo-

cused on behavioural economics. Currently she continues working in the 

same research field using DCEs both at CRB and as a Senior Researcher at 

the Dutch National Institute for Public Health and the Environment. 

 

Linnea Wickström Östervall, Researcher  

Linnea Wickström Östervall joined CRB in December 2014. She is an 

Economist, and received her PhD from Stockholm University in September 

2014. Her thesis deals with antibiotics use. Effective antibiotics are a finite 

common resource. Institutions, such as welfare benefits, preferences, altru-

ism or time preferences, as well as limited attention or ignorance may matter 

to the possibility to curb overexploitation of effective antibiotics. In her the-

ses, she studied antibiotics use from these perspectives in a field experiment 

and on register data, exploiting a natural experiment. 

Her current research is focused on health inequality and preferences for 

informational privacy. 

 

Jennifer Viberg, PhD Student 

Jennifer Viberg is interested in different methods to investigate peoples stat-

ed preferences, especially how to balance peoples preferences against other 

ethical values. Her PhD project is looking at the ethical issues concerning 

disclosure of incidental (or secondary) findings to research participants in 

genetic research. Disclosure of health related information such as blood 

pressure, lung function, cholesterol and blood sugar is uncontroversial and 

common practice, but there is debate in the biobank community on whether 

or not to disclose genetic risk information, and especially incidental findings. 

Jennifer Vibergôs first two studies have a theoretical perspective on the 

arguments for and against disclosure, and whether offering participants to 

express their preferences would solve the issue. She is currently conducting 

empirical studies using both qualitative and quantitative methods to capture 

participantsô preferences when it comes to genetic risk information, for ex-

ample using Discrete Choice Experiments to calculate participantôs trade-

offs between different features of genetic risk information and to see if there 

are any differences between groups. 
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Jennifer Viberg holds an MA in Rehabilitation Science from Mid Sweden 

University. She is a licensed Prosthetist and Orthotist. Before starting her 

PhD, she was teaching at Jönköping University. She is currently involved in 

the IMI-funded BT-Cure project on Rheumatoid Arthritis, Mind the Risk and 

BBMRI.se. 

Visiting scholars 2015 

Louiza Kalokairinou  is a PhD Fellow of the Research Foundation Flanders 

(FWO) at the Centre for Biomedical Ethics and Law at KU Leuven.  

She holds an LLM in Intellectual Property Law and an Erasmus Mundus 

Master of Bioethics. Her research interests revolve around ethical, legal and 

social aspects of genetics and genomics and the patentability of biotechno-

logical inventions. 

Her PhD project on the ethical and legal aspects of Direct-to-Consumer 

Genetic Testing is supervised by Pascal Borry at KU Leuven and Heidi C. 

Howard at CRB. She is visiting CRB between May and June 2015.  

 

Álvaro Mendes is a post-doc fellow at i3S - Institute for Health Research 

and Innovation, CGPP, University of Porto, Portugal. He holds a PhD in 

Health Sciences and Technology and a degree in clinical psychology. His 

research interests are in the field of genetic counselling and on the ethical 

and social aspects of genomics. His current research addresses the communi-

cation of genetic risk information within families. He visited CRB in No-

vember and December 2015 in the scope of a Short-Term Scientific Mission 

of the CHIPME COST Action (IS1303). 

Publications 2013-2015 

A characteristic feature of our inter-disciplinarity is that we publish both in 

scientific journals, often together with researchers from other disciplines, 

and in monographs. The monograph format is customary in philosophy and 

humanities and it allows for more in depth analysis of conceptual issues. In 

fact only publishing in shorter articles would be a little irregular from the 

perspective of philosophers. Our monographs are often published in estab-

lished series and always scrutinized in a peer review. 
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http://www.crb.uu.se/research/projects/btcure/
http://www.crb.uu.se/mind-the-risk/
http://www.crb.uu.se/research/projects/bbmri/
http://www.kuleuven.be/wieiswie/en/person/00087792
http://www.fwo.be/default.aspx
http://www.fwo.be/default.aspx
http://gbiomed.kuleuven.be/english/research/50000687/50000697
file://///user.uu.se/bmci/IFV-Users/josefern/Documents/My%20Documents/WEBB%20CRB/staff/heidi_howard.html
file://///user.uu.se/bmci/IFV-Users/josefern/Documents/My%20Documents/WEBB%20CRB/staff/heidi_howard.html
http://www.i3s.up.pt/research-groups/neurobiology-and-neurologic-disorders/unit-genetic-epidemiological-research/person/Alvaro-mendes
http://www.testegenetico.com/en/consultations/genetic-counseling/
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Godskesen T. Patients in Clinical Cancer Trials: Understanding, Mo-

tivation and Hope. [Thesis]. Uppsala:  Uppsala universitet; 2015. 

Digital Comprehensive Summaries of Uppsala Dissertations from the 

Faculty of Medicine, 1112 
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ognizing the Family and the Value of Communication. [Thesis]. Upp-

sala:  Acta Universitatis Upsaliensis; 2015. Digital Comprehensive 
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1123 

Basic funding and agencies that support research 

CRB is an inter-faculty centre with basic funding from all disciplinary do-

mains (Medicine and Pharmacy: 1.500.000; Science and Technology: 

1.879.544; Humanities and Social Sciences: 306.007 SEK). The mandatory 

courses we offer for PhD Students is funded by the disciplinary domains 

(Medicine and Pharmacy: 140.000; Science and Technology: 160.000 SEK). 

Two researchers receive research funding for Caring Sciences from the Fac-

ulty of Medicine: Sara Holm 100.000; Anna T. Höglund: 200.000 SEK). We 

also have a connection to the Uppsala County Council, who pays 50 % of 

Mats G. Hanssonôs salary (772.335 SEK). One of our PhD Students (Sofia 

Lavén) is wholly paid by the County Council (salary not part of our budget). 

In total, this basic funding amounts to 5.400.886 SEK.  
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External funding 2015 (100.000 SEK and above): 

The Swedish Research Council (Vetenskapsrådet) 3 678 000 

CODEX (website for rules and guidelines for research) 500 000 

BBMRI.se 2 968 000 

Health inequality: advancing measurement, explanation, 

and policy process 210 000 

  European Union 4 450 000 

BBMRI-ERIC 1 570 000 

The Human Brain Project 1 100 000 

B3Africa 638 000 

RD-Connect 1 142 000 

  The Swedish Foundation for Humanities and Social 

Science (Riksbankens Jubileumsfond) 1 881 000 

Mind the Risk 1 541 000 

Epigenetics as the Meeting Point Between Nature and Nur-

ture (workshop) 340 000 

  AFA Insurance 244 000 

Improving the ethical climate in psychiatry outpatient clin-

ics  244 000 

  The Swedish Agency for Health and Care Services 

Analysis (Vårdanalys) 1 000 000 

When is it worth it? ï Informational privacy in health care 

and research 1 000 000 

  The Swedish Cancer Society (Cancerfonden) 500 000 

Quality of life assessments in clinical practice 500 000 

  Total 2015 11 753 000 

Ongoing research 

We are part of several European projects, for example the Flagship Human 

Brain Project. We are also part of several 7
th
 framework projects dealing 

with biobank and registry research. We are running a six year international 

network collaboration funded by the Swedish Foundation for Humanities 

and Social Sciences (Riksbankens Jubileumsfond): 

1. BBMRI.se: Biobanking and molecular resource infrastructure of Swe-

den 

2. BBMRI-ERIC: Biobanking and BioMolecular resources research in-

frastructure 

http://www.crb.uu.se/research/projects/bbmri/
http://www.crb.uu.se/research/projects/bbmri-eric/


 85 

3. BBMRI-LPC: Large prospective cohorts 

4. Be The Cure: (BT Cure) for Rheumatoid Arthritis 

5. B3Africa: Bridging Biobanking and Biomedical Research across Eu-

rope and Africa 

6. CHIP ME (Citizen health through public private initiatives) 

7. Euro-TEAM: Towards Early diagnosis and biomarker validation in 

Arthritis Management 

8. Health inequality: advancing measurement, explanation, and policy 

process 

9. Human Brain Project 

10. Mind the Risk: Managing genetic risk information 

11. Pretend play 

12. Publication ethics 

13. Quality of life assessments 

14. RD-Connect 

15. Research regulation 

16. Self management of hypertension 

PhD projects: The PhD students at CRB have come from a variety of back-

grounds: Medicine, nursing, philosophy, health economy, biology and politi-

cal science. We offer a multi-disciplinary research environment and make 

sure students have a group of supervisors to help them develop their projects. 

In 2015, two PhD students defended their theses: Tove Godskesen (August) 

and Li Jalmsell (September). Two new PhD students were recruited: Arvid 

Puranen who will look at cardiopulmonary risk communication and Mirko 

Ancillotti, who will look at ethical aspects of antibiotic resistance. Jennifer 

Viberg defended her half-time report in September 2015.    

17. Cardiovascular risk communication in primary care 

18. Cardiopulmonary risk communication: participants understanding and 

preferences 

19. The neuroscience of disorders of consciousness: from laboratory to 

clinic 

20. DNR decisions within oncology and haematology care. Clinical and 

ethical perspectives 

21. Ethical and public health considerations of conventional and peptide-

based antibiotics 

22. Ethical issues in preconception genetic screening 

23. How should incidental findings in biobank research and genome se-

quencing studies be handled? 

24. What is it like to be unconscious? Perspectives from Philosophy and 

Neuroscience with special regards to Resignation Syndrome 

25. Factors associated with participation in phase 1 and phase 3 oncology 

trials 

http://www.crb.uu.se/research/projects/bbmri-lpc/
http://www.crb.uu.se/research/projects/btcure/
http://www.crb.uu.se/research/projects/b3africa/
http://www.crb.uu.se/research/projects/chip-me/
http://www.crb.uu.se/research/projects/euro-team/
http://www.crb.uu.se/research/projects/health-inequality/
http://www.crb.uu.se/research/projects/health-inequality/
http://www.crb.uu.se/research/projects/hbp/
http://www.crb.uu.se/research/projects/$templateLogic.getPageUrl%28$%7Bselect%7D,%20$templateLogic.languageId,-1%29
http://www.crb.uu.se/research/projects/pretend-play/
http://www.crb.uu.se/research/projects/publication-ethics/
http://www.crb.uu.se/research/projects/qol-assessments/
http://www.crb.uu.se/research/projects/rd-connect/
http://www.crb.uu.se/research/projects/research-regulation/
http://www.crb.uu.se/research/projects/hypertension/
http://www.crb.uu.se/research/projects/cardiovascular-risk/
http://www.crb.uu.se/research/projects/cardiopulmonary-risk-communication/
http://www.crb.uu.se/research/projects/cardiopulmonary-risk-communication/
http://www.crb.uu.se/research/projects/consciousness/
http://www.crb.uu.se/research/projects/consciousness/
http://www.crb.uu.se/research/projects/dnr-decisions/
http://www.crb.uu.se/research/projects/dnr-decisions/
http://www.crb.uu.se/research/projects/antibiotic-resistance/
http://www.crb.uu.se/research/projects/antibiotic-resistance/
http://www.crb.uu.se/research/projects/preconception-genetic-screening/
http://www.crb.uu.se/research/projects/incidental-findings/
http://www.crb.uu.se/research/projects/incidental-findings/
http://www.crb.uu.se/research/projects/unconsciousness/
http://www.crb.uu.se/research/projects/unconsciousness/
http://www.crb.uu.se/research/projects/clinical-trials/
http://www.crb.uu.se/research/projects/clinical-trials/
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26. Paediatric palliative oncology in a family perspective 

R&D projects/investigations: The Swedish Agency for Health and Care 

Services Analysis (Vårdanalys) has commissioned work to explore prefer-

ences on informational privacy in health care and register data among the 

general public as well as for groups of patients with prolonged illness: 

27. Informational privacy in health care and research 

Project descriptions  

BBMRI.se: Biobanking and molecular resource infrastructure of 

Sweden 

BBMRI.se is a national effort for efficient and automated collection of bio-

logical material funded by the Swedish Research Council (Vetenskapsrådet). 

There are a number of ethical and legal aspects of research conducted on 

human tissue samples that need to be addressed in a professional and con-

structive manner. The proposed new act on biobanks, existing laws on per-

sonal data and public access to information and secrecy, exert an influence 

on what can and canôt be done with biobanks and data. A major obstacle for 

researchers is that laws in part overlap, but provide slightly different answers 

to some questions and fail to address certain aspects of research activities. 

This poses major challenges for the scientific community in their strife to 

produce knowledge that can benefit patients 

CRB's role in BBMRI.se - ELSI service: Our commitment in BBMRI.se 

includes providing ELSI service to the research community. We are part of a 

larger network of people with expertise in different legal and ethical fields. 

ELSI Services include: 

¶ Advice on specific ethical issues for researchers, for example how to 

interpret Swedish legislation on data protection or ethical review in rela-

tion to specific projects. 

¶ Investigations of ethical and legal issues associated with biobank and 

registry-based research. The results are published in reports and peer-

reviewed publications. 

¶ Dissemination of research in bioethics and law to the research communi-

ty through our Biobank Perspectives newsletter and the Ethics Blog. 

¶ Training on ELSI issues and research ethics. 

¶ Participation in research projects where we can assume responsibility for 

ELSI work packages and pa part of an integrated approach. 

http://www.crb.uu.se/research/projects/paediatric-oncology/
http://www.vardanalys.se/Support/In-English/
http://www.vardanalys.se/Support/In-English/
http://www.crb.uu.se/research/projects/privacy/
http://www.crb.uu.se/research/projects/bbmri/
http://www.crb.uu.se/biobank-perspectives/
http://www.ethicsblog.crb.uu.se/
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¶ Providing preparatory material to help guide universities, research con-

sortia and research funders in their dialogue with governmental agencies 

on referrals or policy documents. 

¶ Exchange of information and discussion with policy makers and the 

public, for example through the Ethics Blog (available both in English 

and Swedish). 

Large projects involving international partners often require help from Euro-

pean nodes, where national laws are covered by national experts. We are 

building a network for this within the BBMRI-ERIC ELSI common service, 

a so called ñhelp desk for ethics checkò. 

We handle Swedish projects within BBMRI.se. We prefer to get involved 

early on to be able to predict the ethical and legal issues that could arise. The 

best option is for us to handle a separate ELSI work package, but in smaller 

projects an integrated approach is sometimes better. 

Collaborators:  

¶ Mats G. Hansson, Professor of biomedical ethics 

¶ Jane Reichel, Professor of  Administrative Law 

¶ Anna-Sara Lind, Associate Professor of Public Law 

¶ Pär Segerdahl, Associate professor of theoretical philosophy  

¶ Jennifer Viberg, PhD Student 

BBMRI-ERIC: Biobanking and BioMolecular resources research 

infrastructure 

BBMRI-ERIC is a European Research Infrastructure Consortium, or 'ERIC', 

for biobanking. Part of this work is providing a common service for the ethi-

cal, legal and societal issues. 

 
BBMRI-ERIC is a joint European platform for biobanking that will provide 

a workable research infrastructure to process, share and store human biologi-

cal samples, including associated medical data. 

One of the biggest hurdles for biobank research today is the differences in 

regulatory frameworks for biobanking within the EU.  

This ELSI service facilitates and supports cross-border exchanges of hu-

man biological resources and data attached for research uses, collaborations 

and sharing of knowledge, experiences and best practices. 

The CRB team consists of: 

¶ Mats G. Hansson, Professor of biomedical ethics 

¶ Heidi C. Howard, PhD Neurogenetics 

¶ Moa Kindström Dahlin, LLD public law 

http://www.ethicsblog.crb.uu.se/
http://www.etikbloggen.crb.uu.se/
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/jane-reichel/
http://www.crb.uu.se/staff/anna-sara-lind/
http://www.crb.uu.se/staff/par-segerdahl/
http://www.crb.uu.se/research/projects/bbmri-eric/
http://bbmri-eric.eu/common-services
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/heidi-howard/
http://www.crb.uu.se/staff/moa-kindstrom-dahlin/
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The service is directed by Anne Cambon Thomsen at the French national 

centre for scientific research (CNRS) and co-directed by Mats G. Hansson at 

CRB, Marialuisa Lavitrano from the Milano-Bicocca University and Jasper 

Adriaan Bovenberg, founder of the Legal Pathways Institute. 

BBMRI-LPC: Large prospective cohorts 

This project has received funding from the European Unionôs Seventh 

Framework Programme for research; technological development and 

demonstration under grant agreement no 313010. BBMRI-LPC is coordinat-

ed by Markus Perola at Helsinki University. 

Large prospective cohort (LPC) studies are considered the most reliable 

study design to elucidate causes of human disease, as the design minimizes 

several major sources of errors in etiological studies and is the only study 

design that can follow how genes and environment interact over time in the 

development of human diseases. 

The need for collaboration, harmonization and, where possible, standardi-

zation becomes vital when the ñomicsò field is moving to using the LPC-

based study design. Sufficiently large study sets of this type can only be 

achieved by close collaboration between the different large population co-

horts in Europe and elsewhere. The project will build a network connecting 

the established large-scale biobanks to new European biobank initiatives, 

connecting to relevant European and International organizations. 

CRB's role in BBMRI-LPC: We are engaged in the work package provid-

ing solutions facilitating fair, transnational access to samples and data to 

researchers in sorting out the ethical and legal issues regarding transnational 

access to samples and data. 

The CRB team consists of: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Anna-Sara Lind, Associate Professor of Public Law 

¶ Jane Reichel, Professor of Administrative Law 

¶ Jennifer Viberg, BSc, MA, PhD Student 

Be The Cure: (BT Cure) for Rheumatoid Arthritis 

BT-Cure has received funding from the IMI call on Inflammation ï Transla-

tional Research and Adaptive Immunity. The project has 33 partners. It is 

co-ordinated by Professor Lars Klareskog, Karolinska Institutet and Profes-

sor Tom Huizinga, Leiden University Medical Centre. 

http://www.crb.uu.se/research/projects/bbmri-lpc/
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/anna-sara-lind/
http://www.crb.uu.se/staff/jane-reichel/
http://www.crb.uu.se/staff/jennifer-viberg/
http://www.crb.uu.se/research/projects/btcure/
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BT-Cure (Be The Cure) focuses on Rheumatoid arthritis (RA) and RA-like 

diseases. The development of new therapeutic agents against Rheumatoid 

arthritis (RA) and RA-like diseases requires a dynamic interaction between 

studies in humans and in animal models of disease. 

BT-Cure aims to advance this parallel work and bring it to a new level by 

recognising (1) the need for recognition of pre-symptomatic and emerging 

disease in humans; (2) the heterogeneous nature of human RA and RA-like 

diseases; (3) the need for new alignments between several animal models 

and the variants of human RA and RA-like disease and (4) the potentials that 

an increased understanding of adaptive immunity provides for better preven-

tion, therapy and eventual cure of RA. 

With these tools at hand, we will be able to use new understanding of ae-

tiology and early pathology of human disease for a program aimed at early 

and curative treatment of human RA and RA-like diseases. 

CRBôs role in BT-Cure: We are part of a subproject on ethics in the work 

package (WP5) on ethical issues and dissemination, led by Professor Steffen 

Gay, University Hospital Zürich. The ethics subproject will address ethical 

aspects of the project and foster patient participation. 

The PhD project "How should incidental findings in biobank research and 

genome sequencing studies be handled?" is a part of CRB's work package. 

 
The CRB team consists of: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Deborah Mascalzoni, PhD Bioethics, Senior researcher 

¶ Jennifer Viberg, PhD student 

BiboankCloud - Scalable, Secure Storage of Biobank Data 

(STREP) 

This project ran between 2012-2015 and has received funding from the Eu-

ropean Unionôs Seventh Framework Programme for research; technological 

development and demonstration under grant agreement no 317871. It is co-

ordinated by Dr. Jim Dowling (jdowling@kth.se) KTH ï Royal Institute of 

Technology, Sweden 

The price for sequencing human genomic data has reduced significantly. 

Since 2004, the cost has halved every 4 months. There are massive amounts 

of data approaching and the storage, analysis and interconnection of data has 

now become the bottleneck in biobank research. 

The scale of the storage requirements needed for genomic information is 

huge ï a single human genome requires analysis of three billion base pairs. 

The analysis requires both a massive parallel computing infrastructure and 

http://www.crb.uu.se/research/projects/incidental-findings/
http://www.crb.uu.se/research/projects/incidental-findings/
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/deborah-mascalzoni/
http://www.crb.uu.se/staff/jennifer-viberg/
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data-intensive computing tools and services to perform analyses in reasona-

ble time. 

BibankCloud aims to build the first open and viable platform-as-a-service 

(PaaS) for storage and analysis of digitized genomic data. The project will 

provide solutions to the problems of secure storage and efficient analysis of 

massive amounts of biomedical data and also make inter-connection of bi-

obanks possible. 

The BiobankCloud PaaS framework will be designed to run primarily on 

private cloud platforms. It will be built on open-source projects for big data 

and provide added features to those projects. The platform will be designed 

in cooperation with BBMRI.eu. 

Ethical issues: CRBôs role in the Biobank Cloud: CRB is part of a work 

package on Regulatory and ethical requirements for data storage and analy-

sis run by Jan-Eric Litton at Karolinska Institutet. Together, we will provide 

a framework of legal and ethical regulations that enable the BiobankCloud to 

operate under controlled conditions. This framework will consider the dif-

ferent levels of legal protection in the EU member states. 

¶ Create guidelines for personal data protection 

¶ Design an informatics model for personal data protection 

¶ Design a flexible mechanism for adoption changes in legislation 

¶ Define a legal framework for collaboration with industry 

¶ Design an object model for biobank data sharing 

¶ See if it is possible to develop a user friendly ñDisclosure Filterò de-

signed to ensure that connecting the biobanks satisfies data subject re-

quirements and restrictions on EU, national, and institutional levels 

Building the PaaS framework: To build the first open platform-as-a-service 

(PaaS) for Biobanking, and inter-disciplinary team has been assembled, with 

competencies in different fields of research. The group has: 

¶ Biobanking expertise from Karolinska Insitutet and Charité University 

Hospital 

¶ Bioinformatics expertise from Humboldt University 

¶ Systems and security expertise from KTH Royal Institute of Technology 

and the University of Lisbon. 

The CRB team consists of: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Jane Reichel, Professor of Administrative Law 

http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/jane-reichel/
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B3Africa: Bridging Biobanking and Biomedical Research across 

Europe and Africa 

This project has received funding from the European Union's Horizon 2020 

programme. It is a CSA Action to bridge European and African biobanking 

and biomedical research. 

B3Africa is a partnership with two strategic aims: One is to create a harmo-

nised ethical and legal framework between European and African partner 

institution. The second is to provide an "out-of-the-box" informatics solution 

for data management, processing and sharing that works with limited Inter-

net access. 

B3Africa is co-ordinated by the Swedish University of Agricultural Sci-

ences. Partners include BBMRI-ERIC, Karolinska Institutet, Uppsala Uni-

versity, and University of the Western Cape, Makerere University, Stellen-

bosch Universitt, and International Agency for Research on Cancer, Interna-

tional Live Stock Research Institute, Medizinische Universitat Graz and the 

Institute of Human Virology Nigeria. 

CRBôs Role in B3Africa: Work package 1, led by Jane Reichel, is tasked 

with drafting the ethical and legal framework. The framework is built on two 

pillars; the first sets out common ethical and legal threshold rules for all 

partners to abide by in order to use the informatics solution, based on the 

informed consent and ethical approval. This part will build on previous work 

conducted within European and international research collaborations, for 

example BBMRI-ERIC, H3Africa and Global Alliance for Genomics and 

Health. The second pillar focuses on cross-border sharing of data and sam-

ples, where Council of Europe and EU law requirements for transfer of data 

and sample will play an important role. 

The CRB team consists of: 

¶ Jane Reichel, Professor of Administrative Law is leading the ethical and 

legal work. 

¶ Deborah Mascalzoni, PhD Bioethics, Senior Researcher. 

CHIP ME (Citizen health through public private initiatives) 

CHIP ME is a COST Action (number IS1303). COST is supported by the EU 

RTS Framework Programme, the Council of European Union and ESF. 

We are part of CHIP ME, a community of researchers and stakeholders to 

promote public-private initiatives in public health genomics. 

Chip me has three working groups: Research & Ethics, Genomics & 

Markets, and Science & Values. 

http://www.crb.uu.se/research/projects/b3africa/
http://www.crb.uu.se/staff/jane-reichel/
http://www.crb.uu.se/staff/deborah-mascalzoni/
http://www.crb.uu.se/research/projects/chip-me/
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Dr Heike Felzmann from the National University of Ireland Galway is ac-

tion chair of CHIP ME, with Professor Pascal Borry from KU Leuven as 

Action vice Chair. 

The CRB team consists of: 

¶ Heidi C. Howard, PhD Neurogenetics, Senior Researcher 

¶ Deborah Mascalzoni, PhD Bioethics, Senior Researcher 

Euro-TEAM: Towards Early diagnosis and biomarker validation 

in Arthritis Management 

This project has received funding from the European Unionôs Seventh 

Framework Programme for research, technological development and 

demonstration under grant agreement FP7-HEALTH-F2-2012-305549. 

Euro-TEAM is coordinated by Christopher Buckley at the University of 

Birmingham. Uppsala University with Mats Hansson and the CRB team 

working with ethical and legal issues associated with biobank and registry 

research is partner of EURO-TEAM and will work with issues related to risk 

communication. 

Euro-TEAM aims towards early diagnosis and biomarker validation in ar-

thritis management. An ideal intervention in a chronic inflammatory disease 

such as Rheumatoid Arthritis (RA) would be a preventive one. 

In order to develop preventive strategies and therapies two key develop-

ments need to occur: (1) Biomarkers need to be identified that can be used to 

predict an individualôs risk of developing RA. (2) Modifiable disease mech-

anisms need to be identified and characterized in the early phases of disease. 

The key objective of the TEAM consortium is to specifically identify di-

agnostic biomarkers and disease mechanisms operating during the transition 

from health to rheumatoid arthritis. The consortium will achieve this by de-

veloping a collaborative, integrated programme of work that links research-

ers with key SMEs involved in biomarker development to produce a ñper-

sonalized predictive bioprofileò for patients destined to develop RA. 

A separate work package will address issues on risk communication, with 

these objectives: 

¶ To understand the current perspective of individuals in different pre-RA 

phases about: (1) RA; (2) the meaning and perception of ñriskò and ñrisk 

assessmentò; (3) the utility of predictive tests in the context of RA; (4) 

their willingness to undergo predictive tests for RA. 

¶ To develop strategies and tools for communication with and education of 

individuals in different pre-RA phases about: (1) the different stages of 

RA and the prognosis of RA; (2) the role of interacting biomarkers in 

prediction of the development of RA; (3) how lifestyle and behaviour 

http://www.crb.uu.se/staff/heidi-howard/
http://www.crb.uu.se/staff/deborah-mascalzoni/
http://www.crb.uu.se/research/projects/euro-team/
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factors affect the risk of developing RA and how these can / should be 

modulated. 

¶ To assess the impact of these communication and education strategies on 

an individualôs willingness to undergo predictive tests and their subse-

quent behaviour. 

¶ To disseminate information from this project to relevant stakeholders. 

The CRB team consists of: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Deborah Mascalzoni, PhD Bioethics, Senior Researcher 

Health inequality: advancing measurement, explanation, and 

policy process 

This project is funded by the Swedish Research Council (Vetenskapsrådet) 

between 2015-2018. Project PI is Ulf Gerdtham, Professor of Health Eco-

nomics at Lund University School of Economics. 

Health inequality persist in Sweden and other countries, and in particular the 

major knowledge gaps concerning measurement of and the causal driving 

forces behind health inequality as well as impact of public policy on health 

inequality. These gaps represent barriers that prevent decision-makers to 

design cost-effective policy actions to mitigate the persistent health inequali-

ty. 

This project will uncover knowledge gaps and push forward the research 

front on health inequality. It will also indicate what is achievable in terms of 

reduced inequality if appropriate policies were adopted and through what 

type of actions. Our vision is that this project will result in a major break-

through in the analysis of health inequality that has puzzled researchers and 

decision-makers for decades. 

The overall aim of the project is to establish an interdisciplinary research 

program on social-related health inequality. The breadth and depth of the 

project will enable identification and quantification of the driving forces on 

the health inequality and advance the analysis of cost-effectiveness of target-

ed policy. 

CRB's role in the project: Linnéa Wickström Östervall is involved in an 

experimental sub-project on exercise, commitment contracts, socioeconomic 

factors, time preferences and self-control. The aim is to analyse the role of 

individualsô health-related behaviour on health inequality. 

While much research focuses on inequality in health outcomes, inequality 

in risk factors and health behaviour is also important. A promising new way 

to affect health behaviour, related to behavioural economics, is to use what is 

known as ñnudgesò. The idea behind nudging is that better knowledge about 

peopleôs judgments and decision-making allows for tailored adaptations ï 

http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/deborah-mascalzoni/
http://www.crb.uu.se/research/projects/health-inequality/
http://www.crb.uu.se/research/projects/health-inequality/
http://www.crb.uu.se/staff/linnea-wickstrom-ostervall/
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small changes ï in the decision situation, thereby making it easier for people 

to make choices consistent with their long-term goals of e.g. exercising regu-

larly, or more frequently, to become fit and healthy. In this sub-project we 

will design and perform a field experiment on creating long-lasting exercise 

habits, testing various nudges. 

¶ Linnea Wickström Östervall, PhD, Health Economics 

¶ Ulf Gerdtham, Professor of Health Economics, Lund University School 

of Economics and Management 

¶ Erik Wengström, Associate Professor, Lund University School of Eco-

nomics and Management 

Human Brain Project 

The Human Brain Project (HBP) is a European Community Flagship Pro-

ject of Information and Computing Technologies (ICT) within the framework 

of the Future Emerging Technologies (FET) vision. It is coordinated from 

École polytechnique fédérale de Lausanne (EPFL), Switzerland. 

The project engages over 100 research groups in and outside Europe. It is 

organized around three complementary research areas: 

¶ Future Neuroscience 

¶ Future Medicine and 

¶ Future Computing 

The project will develop six ICT platforms. These are dedicated respectively 

to Brain Simulation, High Performance Computing, Neuroinformatics, Med-

ical Informatics, Neuromorphic Computing and Neurorobotics. 

Aims of the Human Brain Project: Simulating the human brain is a huge 

computational challenge, and the first goal of HBP is to build an integrated 

system of the six ICT-based research platforms, providing neuroscientists, 

medical researchers and technology developers with access to highly innova-

tive tools and services that can radically accelerate the pace of their research. 

Expected outcomes include simulations of the brain that reveal the chains of 

events leading from genes to cognition; simulations of diseases and the ef-

fects of drugs; early diagnoses and personalised treatments; and a computing 

paradigm that captures the brainôs cognitive capabilities. Overall, the HBP 

aims to reach an integrated understanding of the brain. 

CRB in the Human Brain Project: Ethics and Society: CRB is part of HBP 

through Professor Kathinka Evers who leads the philosophical research with-

in the HBP. She is director of the Subproject 12, "Ethics & Society", and a 

member of the HBP's Internal Advisory Board. 

Visit the HBP website 

Two PhD projects are also part of HBP: The neuroscience of disorders of 

consciousness: from laboratory to clinics (PhD Student: Michele Farisco) 

http://www.crb.uu.se/staff/linnea-wickstrom-ostervall/
http://www.crb.uu.se/research/projects/hbp/
https://www.humanbrainproject.eu/
https://www.humanbrainproject.eu/sv/discover/the-programme/ethics-programme
http://www.crb.uu.se/research/projects/consciousness/
http://www.crb.uu.se/research/projects/consciousness/
http://www.crb.uu.se/staff/michele-farisco/
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and "What is it like to be unconscious? Perspectives from Philosophy and 

Neuroscience with special regards to Resignation Syndrome" (PhD Student: 

Karl Sallin). 

Mind the Risk: Managing genetic risk information 

Mind the Risk is a six year international network collaboration with scien-

tists and researchers from Uppsala, Birmingham, Göttingen, Manchester, 

Milano and Stockholm funded by Riksbankens Jubileumsfond (The Swedish 

Foundation for Humanities and Social Sciences). Mind the Risk is co-

ordinated by the Centre for Research Ethics & Bioethics (CRB) at Uppsala 

University.  

Biomedical research is constantly finding new ways to detect genetic varia-

tion and link the findings to diseases and to the effects of various drug treat-

ments. The amount of information that it produces keeps increasing, but we 

are still not sure how to manage it. 

There are pressing ethical concerns and a need to improve clinical prac-

tice. Mind the Risk is an international, multi-disciplinary research project 

that runs over six years. Together, we will provide philosophical and concep-

tual framework that together with historical and socio-cultural analyses of 

concerns about risk information, empirical investigations of risk perceptions 

and preferences and ethical analyses may guide regulation and management 

of genetic and related risk information in various settings. 

We are working to 

¶ Develop a conceptual framework for genetic risk information and man-

agement. 

¶ Assess perceptions and evaluations of genetic risks in different stake-

holder groups 

¶ Assess the ethical, psychological and social implications of the provision 

of risk information from genetic and related technologies. 

¶ Explore new forms of communication and information, and develop 

tools to improve communication skills regarding genetic risk infor-

mation. 

Today major efforts are made concerning genetic information technology. 

The aim is to reach a better clinical application of the results and to provide 

the foundation for a deeper ethical analysis. 

We are approaching the problem from philosophy, psychology, medicine, 

and health economics and will also include empirical studies of risk re-

search. The goal is to support health care, patients and policy makers in their 

evaluation and handling of genetic risk information. 

The project has allowed for a more inȤdepth discussion about questions 

surrounding uncertainty and how this relates to genetic risk. Discussions 

http://www.crb.uu.se/research/projects/unconsciousness/
http://www.crb.uu.se/research/projects/unconsciousness/
http://www.crb.uu.se/staff/karl-sallin/
http://www.crb.uu.se/research/projects/$templateLogic.getPageUrl%28$%7Bselect%7D,%20$templateLogic.languageId,-1%29
http://www.rj.se/
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revolve around understanding how different disciplines consider the rela-

tionship between these concepts and how this understanding impacts the use 

of the terms. 

The multidisciplinary nature of the project has also raised the issue of the 

utility and impact of theoretical papers versus empirical papers (and for the 

latter, qualitative versus quantitative) to help shape our discussion on risk. 

Obviously, we do not want or expect one answer to this issue, but remain 

vigilant regarding these (perceived and real) divides in order to ensure that 

they do not block progress. 

 

How we work: 

 
 
 

Each of the seven partners has one lead principal investigator responsible for 

the research tasks of that group:  

Uppsala University: Centre for Research and Ethics and Bioethics (CRB) 

¶ Mats G. Hansson is Professor of Biomedical Ethics and Director of 

CRB. He received his first degree in biology 1974 and a doctoral degree 

in ethics 1991. He has over 100 original publications including three 

monographs and has led several multi-disciplinary projects in bioethics. 

He co-ordinates Mind the Risk. 

¶ Heidi Carmen Howard is senior researcher at CRB with a PhD in neu-

rogenetics and an MA in bioethics. Heidi Carmen Howard is also an in-

vited scholar at the Centre of Genomics and Policy at McGill University 

(Montréal, Canada) and a member of the Public and Professional Policy 

Committee of the European Society of Human Genetics. 

http://www.crb.uu.se/mind-the-risk/partners/
http://www.crb.uu.se/staff/mats-hansson/
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¶ Ulrik Kihlbom  is senior lecturer in medical ethics at the Centre for Re-

search Ethics & Bioethics. He teaches ethics to medical students and is 

responsible for an advanced level course on public health ethics. His re-

search interests cover bioethics in general, the methodology of applied 

ethics and metaethics. 

¶ Sofia Lavén is a medical doctor and PhD student at CRB. She will not 

be funded by the program but her project on cardiovascular risk infor-

mation in primary health care brings additional competence to the pro-

ject. 

¶ Jessica Nihlén Fahlquist is a senior lecturer at CRB. She also works as 

a postdoctoral researcher at the Philosophy Section at Delft University of 

Technology in the Netherlands. Jessica's research focuses on applied eth-

ics, and she has a particular interest in notions of moral responsibility. 

¶ Arvid Puranen is a PhD student at CRB. His project aims to increase 

the understanding of patientsô preferences for risk communication, their 

perception of risk, and the effects of communicating risk. He holds a 

Medical degree (Uppsala University, 2014), a license to practice (2015) 

as well a bachelor degree in Economics (Uppsala Univeristy, 2014) and 

a bachelor degree in  Mathematics (Virginia Tech, 2007). 

¶ Jennifer Viberg is a licensed Prosthetist and Orthotist and PhD Student 

at CRB. She is involved in the IMI-funded BT-Cure project on Rheuma-

toid Arthritis and BBMRI.se. She started her PhD studies in April 2012. 

Her PhD project is looking at the ethical issues concerning disclosure of 

incidental (or secondary) findings to research participants in genetic re-

search. 

Georg-August-Universität, Göttingen: The Department of Medical Ethics 

and History of Medicine 

¶ Silke Schicktanz is full professor of cultural studies and ethics of bio-

medicine. She focuses in her research on the mutual relationship of cul-

tural and ethical discourses of biomedicine. This includes the socio-

empirical and theoretical comparison of localised discourses in bioeth-

ics, particularly on genetic testing. 

¶ Julia Perry is a research assistant with a background in medical sociol-

ogy and gender studies. In her research she focuses on medical 

knowledge of lay people and the physician-patient communication pro-

cess. 

¶ Sabine Wöhlke is post doc researcher with a PhD in cultural anthropol-

ogy. Her main interests are ethical and cultural aspects of genetic testing 

and predictive genetic testing as well as qualitative socio-empirical re-

search in the field of patient-physician communication and shared deci-

sion making. She was the scientific coordinator of the project: Socio-

empirical and ethical analysis of patientsô expectations and attitudes to-

http://www.crb.uu.se/staff/arvid-puranen/
http://www.crb.uu.se/staff/jennifer-viberg/
http://www.egmed.uni-goettingen.de/index.php?id=151&L=1
http://www.egmed.uni-goettingen.de/index.php?id=27&L=1
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ward prognostic tests based on biomarkers in rectal cancer therapy (KFO 

179/2) (funded by the DFG). 

¶ Manuel Schaper is a research assistant with a background in cultural 

anthropology, gender studies and social and economic psychology.  

The Interdisciplinary Research Center on Decision Making Processes in 

Milano: 

¶ Gabriella Pravettoni is full professor of Cognitive Science at the Uni-

versity of Milan and Director of IRIDe. Her main interests include the 

study of cognitive processes, decision-making, patient empowerment 

and health psychology. 

¶ Ilaria Cutica  graduated in Psychology at the University of Turin in 

1997; in 2001 she got a PhD in Cognitive Science at the same University 

with a research on the neuropragmatics of communication. In 2005 she 

got a Master in Cognitive Psychotherapy, from the Italian Society for 

Behaviour and Cognitive Therapy. She has been assistant professor in 

General Psychology from 2005 to 2011 at the Faculty of Psychology of 

the University of Turin; since 2011 she is assistant professor in General 

Psychology at the University of Milan, where she teaches courses of 

Cognitive Psychology. Her research interests are concerned with prag-

matics of communication in healthy adults, in brain injured patients and 

in deaf individuals, and with communication in medical settings, patients 

empowerment and medical decision making 

¶ Alessandra Gorini, PhD, has a research position at the University of 

Milan where she teaches Cognitive Psychology and related disciplines 

and conducts researches about the decision-making processes in medical 

environments. 

¶ Serena Oliveri, PhD, is a Post-Doc researcher in Cognitive Psychology 

and Decision-Making processes at the University of Milan and a mem-

ber of the Applied Research Unit for Cognitive and Psychological Sci-

ence at the European Institute of Oncology (IEO). Her research interests 

focus on medical decision making, risk analysis related to genetic infor-

mation, effects on cognitive functions of cancer treatments and cognitive 

enhancement. She is author of several scientific papers published on in-

dexed peer-reviewed international journals. 

University of Manchester: The Centre for Health Economics, Institute of 

Population Health 

¶ Katherine Payne is Professor of Health Economics. She was awarded a 

personal chair in health economics in August 2010. She is also a quali-

fied pharmacist and a member of an NICE appraisal committee. Profes-

sor Katherine Payne has over 100 publications, over 16 yearsô experi-

http://www.egmed.uni-goettingen.de/index.php?id=102&L=1
http://www.egmed.uni-goettingen.de/index.php?id=102&L=1
http://users.unimi.it/ScienzeCognitive/
http://www.population-health.manchester.ac.uk/staff/19433/
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ence as an academic health economist and an international reputation for 

the economics of genetic technologies and services. 

¶ Caroline Vass holds a BSc in Economics and an MSc in Health Eco-

nomics from the University of Birmingham. She is expected to complete 

her PhD from the University of Manchester in September 2014. Caro-

lineôs PhD involves investigating the framing of risk attributes in DCEs. 

¶ Andrea Manca is a Professor of Health Economics in the Team for 

Economic Evaluation and Health Technology Assessment, part of the 

Centre for Health Economics at the University of York. Andrea holds an 

MSc in Health Economics (1998) and a PhD in Economics (2005), both 

awarded by the University of York. 

¶ Fiona Ulph is lecturer in Qualitative Methods at the University of Man-

chester. She holds a PhD is Psychology from the University of Notting-

ham. Her research interests include how people assimilate genetic risk 

information into their lives, the communication of genetic information to 

parents and children following newborn screening and how new screen-

ing technologies are understood by the public. 

 

University of Birmingham & Sandwell & West Birmingham Hospitals NHS 

Trust 

¶ Rebecca Jayne Stack, BSc MBPsS MSc PhD, is a Psychologist with an 

expertise in Behavioural Medicine and Health Service Research. She has 

experience and expertise in a range of qualitative methodologies and 

metasynthesis of qualitative research. Her expertise is in understanding 

personal decision making surrounding decisions to seek help and the use 

of pharmacotherapy. 

¶ Karim Raza, BMBCh, FRCP, PhD is a Reader in Clinical Rheumatolo-

gy and Honorary Consultant Rheumatologist at the University of Bir-

mingham and Sandwell and West Birmingham Hospitals NHS Trust. His 

research interests relate to the earliest phases of rheumatoid arthritis in-

cluding approaches to the prediction of outcome and strategies to im-

prove access to care for patients with early arthritis. He is deputy coor-

dinator of an EU FP-7 program (Euro-TEAM: Towards Early Arthritis 

Management) defining biomarkers of outcome and patient perspectives 

on these in individuals at risk of RA. 

¶ Marie Falahee, postdoc 

University of Maastricht: Department of Technology and Society Studies, 

Faculty of Arts and Social Sciences 

¶ Frederic Bouder is Assistant Professor at the Faculty of Arts and Social 

Sciences, Maastricht University, in the Department of Technology and 

Society Studies (Netherlands) and Research Associate at the Kingôs 

Centre for Risk Management (UK).  Since 2003 he has developed policy 

http://www.population-health.manchester.ac.uk/students/CarolineVass
http://www.manchester.ac.uk/research/fiona.ulph/
http://www.maastrichtuniversity.nl/web/Profile/f.bouder.htm
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oriented research on risk communication and risk regulation, in a range 

of sectors including pharmaceuticals, biotechnology and Health and 

safety. In 2009-2010 he was National Expert at the European Medicines 

Agency.  He has over 30 original publications. 

Sophiahemmet University College 

¶ Susanne Georgsson Öhman RNM, PhD, is a senior lecturer at So-

phiahemmet University College and affiliated to Karolinska Institutet, 

Department of womenôs and childrenôs health. Her main field of re-

search is informed choice and experiences of prenatal examinations. 

Karolinska Institutet  

¶ Erik Iwarsson , MD, PhD, Clinical Genetics is associated professor at 

Karolinska Institutet, Department of Molecular Medicine and Surgery. 

His special field of interest is foetal diagnosis.   

Pretend play 

This is a pilot project funded by The Swedish Childhood Cancer Foundation 

(Barncancerfonden). In December 2015, we received a grant of 900.000 

SEK from Barncancerfonden to continue this and make it a large-scale pro-

ject.  

Recent reviews show that children seldom participate in consultations and 

decisions regarding their care. There are disagreements between health care 

professionals on whether children should be involved or not. 

Studies indicate that by being more active children's understanding of 

their illness might improve and their pain may be reduced. According to the 

UN Declaration of children's rights, every child has a right to acquire 

knowledge and skills for communication, enabling them to relate to the 

world around them in their own unique way. 

 
This pilot project aims: 

¶ To explore the usability of pretend play for increasing children's en-

gagement in care situations 

¶ To investigate whether pretend play can contribute to increased commu-

nication skills and a broader behavioural /emotional repertoire in care 

situations 

¶ To examine the clinical ethical implications regarding involvement of 

children and their families in paediatric oncology care 

 
The CRB team consists of: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

http://www.shh.se/las_personal.asp?titel=&sida=302&personal_ID=11&l3=302
http://kikatalogen.ki.se/kikat/faces/personView.xhtml?lin=8193
http://www.crb.uu.se/research/projects/pretend-play/
http://www.barncancerfonden.se/
http://admin.webb.uu.se/infoglueDeliverWorking/ViewPage%21renderDecoratedPage.action?siteNodeId=122326&languageId=1&contentId=-1
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¶ Sara Holm, PhD, Researcher 

¶ Anna T. Höglund, Associate Professor of Ethics 

¶ Lena Ring, Adjunct Professor in Quality of Life Research in Health Care 

 

Collaborators outside CRB 

¶ Sandra Russ, Professor of Psychology, Case Western Reserve Universi-

ty, Cleveland 

¶ Monika Bullinger, Professor of Medical Psychology, University of 

Hamburg 

¶ Gustaf Ljungman, Associate Professor of Paediatric Oncology at Uppsa-

la University and Uppsala University Hospital 

Publication ethics 

Science publications are important for scientific work and for scientific mer-

it. In recent years the publication system has begun to change rapidly. For 

example, more weight given to impact and citations, the emergence of a 

fraud industry, and new forms for publishing (such as open access or with 

repositories) and peer review (such as pre-publication or post-publication 

review) give rise to new questions and challenges. In publication ethics we 

ponder these changes and how to deal with them and their consequences. 

 

The CRB team consists of: 

¶ Stefan Eriksson, Associate Professor of Research Ethics 

Quality of life assessments in clinical practice 

This project started in 2012 and has received funding from the Swedish 

Cancer Society (Cancerfonden) 

 

Assessments of patients QoL/HRQoL are increasingly used in clinical trials, 

but rarely in clinical practice. To systematically monitor cancer patients with 

QoL/HRQoL instruments in clinical practice can be a way to individualize 

care, enhance patient-physician communication (with regard to psychosocial 

concerns), inform clinical decision-making and improve patients' outcomes. 

This project started in 2005 and is funded by The Swedish Cancer Society. 

The main aim is to evaluate the effectiveness of QoL instruments as 

means of individualizing cancer care and treatment. We want to explore 

differences related to cancer patients QoL and to doctor-patient communica-

tion. This project consists of a recently completed psychosocial randomised 

study focusing on the benefits from regular assessments of Quality of Life 

(QoL) and Health-related Quality of Life (HRQoL) during patient care in 

daily oncology practice. 

http://admin.webb.uu.se/infoglueDeliverWorking/ViewPage%21renderDecoratedPage.action?siteNodeId=122330&languageId=1&contentId=-1
http://admin.webb.uu.se/infoglueDeliverWorking/ViewPage%21renderDecoratedPage.action?siteNodeId=122334&languageId=1&contentId=-1
http://admin.webb.uu.se/infoglueDeliverWorking/ViewPage%21renderDecoratedPage.action?siteNodeId=122358&languageId=1&contentId=-1
http://www.crb.uu.se/research/projects/publication-ethics/
http://www.crb.uu.se/research/projects/qol-assessments/
http://www.cancerfonden.se/
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Objectives of special interests are: 

¶ To evaluate the effectiveness of QoL/HRQoL instruments as means of 

individualizing cancer care and treatment, focusing on the influence on 

satisfaction with care, communication and patient management (e.g. 

medical decisions and referrals. 

¶ To identify appropriate instruments for this purpose, the cancer specific 

instrument EORTC-QOL-C30 or/and the individualized instrument 

SEIQoL-DW 

¶ To identify the minimally important difference (MID) for SEIQoL and 

EORTC-QOL-C30 

¶ To explore the experiences of, and attitudes towards the clinical useful-

ness and the implementation of QoL/HRQoL assessments among pa-

tients and health care personnel. 

The project now enters the final phase. Data collection has been completed 

and the on-going focus is to finalize the data set and to perform analysis as 

well as write up more publications. The most recent publications have fo-

cused on qualitative aspects of the study, which is very important as a foun-

dation for the quantitative analysis. However, now when the data collection 

is completed we are performing the main quantitative analysis to answer the 

main research question evaluating the effectiveness of QoL/HRQoL instru-

ments as means of individualizing cancer care and treatment. 

 
The CRB team consists of: 

¶ Lena Ring, Adjunct Professor of Quality of Life Research in Health Care 

 
Collaborators:  
¶ Hanna Fagerlind, PhD, PhD, Department of Pharmacy, Uppsala Univer-

sity.  

¶ Bengt Glimelius, Professor, Department of Radiology, Oncology and 

Radiation Science, Uppsala University. 

¶ Mathilde Hedlund-Lindberg, PhD, Department of Neurobiology, Care 

Sciences and Society (NVS), Karolinska Institutet 

¶ Åsa Kettis, Associate Professor, Planning division, Uppsala University 

RD-Connect 

This project has received funding from the European Unionôs Seventh 

Framework Programme for research, technological development and 

demonstration under grant agreement no 305444. 

RD-Connect is coordinated by Hanns Lochmüller at Newcastle Universi-

ty. The ELSI work package is led by Mats Hansson with the biobank and 

registry team at CRB in collaboration with Pauline McCormack and Simon 

Woods at PEALS in Newcastle, and Monica Ensini at EURORDIS in Paris. 

http://www.crb.uu.se/staff/lena-ring/
http://www.crb.uu.se/research/projects/rd-connect/
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RD-Connect aims to build an integrated platform connecting registries, bi-

obanks and clinical bioinformatics for rare disease research. 

Despite examples of excellent practice, rare disease (RD) research is still 

mainly fragmented by data and disease types. Individual efforts have little 

interoperability and almost no systematic connection between detailed clini-

cal and genetic information, biomaterial availability or research/trial da-

tasets. 

The project will build on and transform the current state-of-the-art across 

databases, registries, biobanks, bioinformatics, and ethical considerations to 

develop a quality-assured and comprehensive integrated hub/platform in 

which complete clinical profiles are combined with -omics data and sample 

availability for RD research. 

CRB's role in RD-connect: We are responsible for a separate work pack-

age will address ethical, legal and social issues (ELSI) with the following 

objectives: 

1. Develop best ethical practices for balancing patient-related interests 

associated with RD research using databases/registries, biobanks and 

omics databases in global networks of clinicians and researchers. 

2. Engage with relevant stakeholders, e.g. patient organizations and patient 

groups, clinical and research networks, legislators and policymakers, 

pharma industry. 

3. Develop a proposal for an expedient regulatory framework for linking of 

medical and personal data related to RD on a European and global level. 

Mission statement: WP6 will provide constructive contributions based on 

sound research in order to facilitate collaboration between scientists and 

different stakeholders when linking and sharing data and biomaterials for the 

benefit of patients with rare diseases while respecting their integrity and 

encouraging their active participation, 

WP6 will acknowledge and explore ethical issues with rare disease patient 

interests in mind in order for RD-Connect to be a vehicle for identifying 

concerns and solutions of great significance also for other disease areas and 

for the development of personalised medicine. 

 
Contact at CRB:  

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Deborah Mascalzoni, PhD Bioethics, Researcher 

¶ Jennifer Viberg, BSc, MA, PhD Student 

Research regulation 

Difficulties in regulation are an interesting study object, not only for re-

searchers, but also for legislators, professional organizations and the society 

http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/deborah-mascalzoni/
http://www.crb.uu.se/staff/jennifer-viberg/
http://www.crb.uu.se/research/projects/research-regulation/
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at large. Future developments of regulation should rest on a comprehensive 

and thoughtful approach to science regulation. 

Ethical concerns are increasingly taking on a legal form might create a 

situation where a procedure of legal interpretations replaces ethical reflec-

tion. And the number of professional guidelines, research ethics codes and 

legal regulations has increased tremendously in the last few years. 

The aim of this research is to investigate to what extent the current regula-

tion of life sciences conform to basic rational demands on a legitimate regu-

lative system and suggest how a regulative system for the life sciences best 

can meet those standards of rationality. 

This research focuses on rational regulation. In research ethics and bioeth-

ics there is a clear trend towards more collaboration between law and ethics. 

This has been described as a juridification process. Regulation has been seen 

both as a solution and a problem and it has been questioned whether our 

regulative system is legitimate. 

Legitimacy in a regulative system can be seen both as a function of meet-

ing certain basic requirements on how the various rules and guidelines are 

created and designed, and as a function of how the system is perceived by 

those administering or being affected by it. 

In a previous project, "Are codes and guidelines the right way to go? On 

ethical competence in medical practice", we investigated the concept of ñeth-

ical competenceò within the field of medical practice and research and the 

importance of ethical guidelines (of various forms) in the development of 

such competence is studied. Stefan Eriksson has also worked with scholars 

involved in ABIS, Linköping, pondering the feasibility of a right not to 

know (as suggested by various ethical guidelines), with Gert Helgesson on 

various issues, with Erik Sundström on norms affecting epidemiological 

research, and with Anna-Lydia Svalastog on the requirement for anonymity 

in research. Much of the work on science regulation has been poignantly 

expressed in a recent article with Linus Johnsson. 

 

The CRB team consists of: 

¶ Stefan Eriksson, Associate Professor of Research Ethics 

Self management of hypertension (Developing and evaluating an 

interactive mobile phone system to support self-management of 

hypertension) 

This project started in 2010 and is supported by the Swedish government's 

strategic investment in health and care research and by the University of 

Gothenburg. 

 

http://www.crb.uu.se/research/projects/hypertension/
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Hypertension remains being an important risk factor for cardiovascular 

disease and the burden of this disease is quite severe when it comes to hav-

ing an impact on daily life. Despite a profound evidence base for a combined 

medication and lifestyle intervention and despite guidelines and education 

programmes only one third to one quarter of people receiving treatment for 

hypertension reach a well-controlled blood pressure well controlled. Factors 

explaining this might be that 50% of persons receiving treatment for hyper-

tension do not adhere to treatment and that life-style adjustments in general 

are hard to maintain. An increased understanding among patients as well as 

health care personnel of the interrelationships between blood pressure, 

symptoms, medication use, side-effects, life-style and well-being may sup-

port the self-management of hypertension including medication adherence 

and treatment effect. 

Increased interaction and effective communication between health care 

providers and the patient may support self-management of hypertension. 

Self-reports systems can be a tool to facilitate adherence to hypertension 

treatment, and improve the management of hypertension by engaging the 

patient as an active partner in care. Recent reviews conclude that self-

monitoring appears to be useful in care and is likely to lead to a reduction in 

cardiovascular events and mortality. In this project, we plan to use mobile 

phone technology to do this. 

Aims: This research programme will develop and evaluate the feasibility, 

utility and effectiveness of an interactive mobile phone-based system for use 

in supporting patients in their efforts to self-manage their hypertension 

treatment. The self-management system we will use is person-centred, where 

the patient is actively involved in the treatment and care. 

An interdisciplinary group of researchers will have a participatory orien-

tation while working together with persons with hypertension and health 

care professionals in the development process. CRBs role is to contribute 

with expert knowledge in patient-reported outcomes approaches and meas-

urements. The program consists of four phases: 

¶ Phase 1: Exploring patientsô and health care professionalsô experiences 

of high blood pressure and antihypertensive treatment 

¶ Phase 2: Design and pilot testing of a mobile phone self-management 

system 

¶ Phase 3: Analysis of patient self-reports and patient/professional experi-

ences using the interactive mobile phone self-management system 

¶ Phase 4: Evaluating patient- nurse/physician consultations using the 

interactive mobile phone self-management system 

 
More information 

http://www.gpcc.gu.se/english/  and http://www.letstudio.gu.se/ 

 

http://www.gpcc.gu.se/english/
http://www.letstudio.gu.se/
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The CRB team consists of:  

¶ Lena Ring, Adjunct Professor of Quality of Life Research in Health Care 

 
Collaborators: 

¶ Karin Kjellgren, Professor, University of Gothenburg and Linköping 

University (Principal Investigator) 

¶ Ulrika Bengtsson, PhD Student, University of Gothenburg 

¶ Inger Hallberg, PhD, Post doc, University of Gothenburg 

¶ Åsa Mäkitalo, Professor, University of Gothenburg 

¶ Dick Kaperowski, Associate Professor University of Gothenburg 

¶ Stefan Höfer, Associate Professor, University of Innsbruck 

PhD projects 

Cardiovascular risk communication in primary care 

This PhD project started in 2012. It is funded by the Uppsala County Coun-

cil (Primärvården, Landstinget i Uppsala län). 

 

Cardiovascular diseases are the major cause of disease and death. Risk for 

cardiovascular disease is determined by a combination of lifestyle and genet-

ic factors. General practitioners on a daily basis discuss these risks and the 

benefits and risks of treatment or care with their patients. In such risk com-

munication the role of the general practitioner is to help the patient make a 

well informed decision. 

The aim of the project is to study cardiovascular risk communication in 

primary care. The main focus is on how general practitioners value and 

communicate lifestyle as well as genetic risk factors. The first part of the 

project is a qualitative study, focus group interviews with Swedish general 

practitioners, with the aim of gaining knowledge of their experience and 

strategies for communicating cardiovascular risk in every day consultations. 

The second part of the project is a discrete choice experiment (DCE). Based 

on the results of the focus group interviews scenarios, attributes and levels 

for the DCE will be developed. 

 
PhD student:  

¶ Sofia Lavén, MD, PhD Student 

 

Supervisors:  

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Karin Björkegren, MD, PhD, Senior lecturer, Family medicine and Pre-

ventive medicine, Department of Public Health and Caring Sciences 

http://www.crb.uu.se/staff/lena-ring/
http://www.crb.uu.se/research/projects/cardiovascular-risk/
http://www.crb.uu.se/staff/sofia-lav-n/
http://www.crb.uu.se/staff/mats-hansson/
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Cardiopulmonary risk communication: participants 

understanding and preferences 

This PhD project started in 2015 and has received funding form the Swedish 

Heart- Lung Foundation (Hjärt- lungfonden) 

 

Risk information is complex. What people want to know depends on several 

factors. How do research participants and patients perceive risk and what are 

their preferences regarding communication of cardiopulmonary risk? 

The Swedish SCAPIS (Swedish CardioPulmonary bioImage Study) study 

identifies risk factors for heart and lung disease. They will collect health 

information and blood samples from 30,000 people. The results of the 

SCAPIS study will hopefully be implemented in health care, the question 

then is how health care professionals should give this complex information 

to patients. 

Aim: This project hopes to aid patients, health professionals and policy 

makers by exploring the SCAPIS participants understanding and preferences 

regarding cardiopulmonary risk communication. 

 
PhD Student:  

¶ Arvid Puranen, MD, BA, BSc 

 
Supervisors:  
¶ Sophie Langenskiöld, Senior lecturer in Health Economics, Department 

of Public Health and Caring Sciences, Uppsala University 

¶ Mats G. Hansson, Professor of Biomedical Ethics, CRB 

The neuroscience of disorders of consciousness: from laboratory 

to clinic 

This PhD project started in 2014 and has received funding from the Europe-

an Union Flagship Human Brain Project  

 

The instrumental investigation and assessment of consciousness have wit-

nessed an astonishing progress over the last years. The result of this progress 

is the passage from a monolithic way of looking at severe brain damages to a 

more graded nosology based on a quantitative assessment of consciousness 

and on functional neuroimaging technologies. 

The so-called "neuro-technologies", especially the application of technol-

ogy to the assessment and investigation of consciousness, lead to relevant 

and unpredicted results with important theoretical and practical consequenc-

es. 

Working within the framework of the European Human Brain Project, the 

project aims at: 

http://www.crb.uu.se/research/projects/cardiopulmonary-risk-communication/
http://www.crb.uu.se/research/projects/cardiopulmonary-risk-communication/
https://www.hjart-lungfonden.se/
http://www.crb.uu.se/staff/arvid-puranen/
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/research/projects/consciousness/
http://www.crb.uu.se/research/projects/consciousness/
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¶ Reviewing the recent development in the scientific explanations and 

description of consciousness, particularly focusing on disorders of con-

sciousness (DOCs). 

¶ Setting the scientific stage, that is the potential and actual clinical appli-

cation of neuro-imaging for diagnosing and assessing DOCs 

¶ Describing the theoretical and technical premises of the application of 

neurotechnologies (i.e., "mind-reading" and "externalization of mind") 

for communicating with patients with DOCs 

¶ Analysing the ethical issues emerging from the clinical application of 

neuroimaging technologies 

¶ Assessing the issue of the role of uncertainty in neuroscience, particular-

ly in neuroscientific investigation of DOCs 

¶ Assessing the issues of pain, suffering and pleasure in DOCs both from a 

scientific and ethical point of view 

¶ Outlining the high rate of misdiagnosis of DOCs emerging from the 

behavioural assessment of consciousness 

¶ Setting prospects and limitations of the instrumental diagnosis of DOCs 

¶ Analysing the ethical issues arising from the misdiagnosis of DOCs 

¶ Suggesting improvements strategy for diagnosing DOCs 

 

Publications:  

Farisco M, Laureys S, Evers K, Externalization of Consciousness. Scientific 

Possibilities and Clinical Implications, in: Geyer M, Ellenbroek B, Marsden 

C (eds), Current Topics in Behavioural Neurosciences, 2014, doi: 

10.1007/7854_2014_338 

 
PhD Student:  

¶ Michele Farisco, PhD Ethics & Anthropology, Associate Professor of 

Moral Philosophy, PhD Student 
 

Supervisors:  

¶ Kathinka Evers, Professor of Philosophy 

¶ Stephen Laureys, MD, PhD, leader of the Coma Science Group at the 

Cyclotron Research Center and Department of Neurology, Sart Tilman 

Liège University Hospital  

DNR decisions within oncology and haematology care. Clinical 

and ethical perspectives 

This PhD started in 2010 and has received funding from the Swedish Cancer 

Society (Cancerfonden)  

 

http://link.springer.com/chapter/10.1007/7854_2014_338
http://link.springer.com/chapter/10.1007/7854_2014_338
http://www.crb.uu.se/staff/michele-farisco/
http://admin.webb.uu.se/infoglueCMS/$templateLogic.getPageUrl%28122314,%20$templateLogic.languageId,-1%29
http://www.cyclotron.ulg.ac.be/
http://www.chuliege.be/
http://www.crb.uu.se/research/projects/dnr-decisions/
http://www.crb.uu.se/research/projects/dnr-decisions/
http://www.cancerfonden.se/
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Within oncology and haematology care, patients in a terminal phase of can-

cer sometimes have such a poor prognosis that Coronary Pulmonary Rescue 

(CPR) is not considered justifiable in case of cardiac arrest. 

This can lead to a DNR order to be issued by the responsible physician, 

implying that in case of a cardiac arrest neither basic nor advanced CPR is to 

be performed. DNR situations can lead to severe ethical dilemmas and moral 

distress among the staff. 

The aim of this project is to investigate attitudes to and perceptions of óDo 

Not Resuscitateô (DNR) orders among staff in oncology and haematology 

care. The need for a certain ethical competence for these decisions will be 

investigated. Further the experiences of education in DNR and understand-

ing of DNR orders among students in nursing and medical school will be 

investigated. 

The project consists of four studies: 

1. In an interview study, using qualitative methodology, oncology and 

haematology nurses will be asked about their experiences and percep-

tions of DNR decisions. 

2. In a similar qualitative study, physicians working within oncology and 

haematology will be interviewed on their experiences and perceptions of 

DNR decisions. 

3. Based on the empirical results in study 1 and 2 an analysis of what ethi-

cal competence staff needs in order to make sound decisions concerning 

DNR within oncology and haematology care will be performed. 

4. In a quantitative study, using a web based survey, nursing and medical 

students will be investigated concerning their understanding of DNR and 

their education on this concept. 

 

Publications 

Pettersson, M., Hedström, M., Höglund, A. (2014), Striving for good nursing 

care: Nurses' experiences of do not resuscitate orders within oncology and 

haematology care, Nursing Ethics, vol. 21, ss. 902-915 

 

PhD Student:  

¶ Mona Pettersson, RN 

 
Supervisors 

¶ Anna T. Höglund, Associate Professor of Ethics 

¶ Mariann Hedström, Senior lecturer, Department of Public Health and 

Caring Science 

 
Collaborator 

¶ Gunnar Birgegård, Professor, Department of Medical Sciences 

http://urn.kb.se/resolve?urn=urn:nbn:se:uu:diva-239297
http://urn.kb.se/resolve?urn=urn:nbn:se:uu:diva-239297
http://urn.kb.se/resolve?urn=urn:nbn:se:uu:diva-239297
http://www.crb.uu.se/staff/anna-hoglund/
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Ethical and public health considerations of conventional and 

peptide-based antibiotics 

This PhD project was initiated in 2015, with official start in February 2016 

 

The rapid development of multi-resistant bacteria is one of the largest threats 

to public health globally. We need a global approach to fight resistant bacte-

ria. In spite of a growing focus on the theme by many international organiza-

tions, there is evidence for a lack of public awareness and non-compliance 

with prescribed or oral indications. 

Several measures are needed to stop this trend, including the development 

of new antibiotics; antimicrobial peptides represent an alternative and com-

plement. Patientsô inclinations to use antibiotics can often be explained in 

local, sociocultural terms. There is an urgent need for an international com-

mitment to decrease and optimize the use of current and new antibiotics. It 

should also be recognized that there is also a need for sensitive policy on a 

local level that permit different societies to ensure the sustainability of anti-

biotic drugs. 

Aim: The starting point for this project is the understanding public atti-

tudes and preferences are key to find acceptance and compliance with public 

health programs. The project aims to contribute indications for how Swedish 

society could take on one of its most ardent tasks: to ensure an efficient and 

fair battle against infections and to maintain modern medical procedures. 

More specifically:  

¶ To investigate how the public balance benefits and risks with regard to 

antibiotics use, focussing on the trade-off between personal versus col-

lective gain, and present versus future gain. 

¶ To develop an ethical normative framework for how to employ conven-

tional and alternative (i.e. peptide-based) antibiotics in Sweden.  

 

PhD Student:  

¶ Mirko Ancillotti , MA 

 
Supervisors 

¶ Stefan Eriksson, Associate Professor of Research Ethics  

¶ Dan I. Andersson, Professor of Medical Bacteriology, Department of 

Medical Biochemistry and Microbiology, Uppsala University 

¶ Jessica Nihlén Fahlquist, Deputy Senior Lecturer in Medical Ethics,  

Ethical issues in preconception genetic screening 

This PhD project started in 2013 

 

http://www.crb.uu.se/research/projects/antibiotic-resistance/
http://www.crb.uu.se/research/projects/antibiotic-resistance/
http://www.crb.uu.se/staff/mirko-ancillotti/
http://www.crb.uu.se/staff/stefan-eriksson/
http://www.imbim.uu.se/Research/Microbiology-immunology/Andersson_Dan_I/
http://www.crb.uu.se/staff/jessica_nihlen
http://www.crb.uu.se/research/projects/preconception-genetic-screening/
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Today, we are given numerous reproductive options. This is making couples 

feel more responsible for making the right choice: A choice that depends not 

only on their medical and genetic status, but also on their beliefs and their 

moral outlook. 

Preconception genetic screening (PCS) has been offered to for families 

with recessive genetic diseases. It has also been offered to communities with 

high prevalence of severe genetic disorders (for example Ashkenazi Jews). 

The tests have become more reliable and cost effective, making it possible 

to consider genetic screening for carrier status in populations. This has led to 

an ethical debate: On one hand, preconception genetic screening could in-

crease the reproductive choices for individuals or couples and lead to en-

hanced reproductive autonomy. On the other hand, it is not necessarily so 

that more choice enhances autonomy. Too much choice can lead to moral 

distress. The debate has also revolved around the possible medicalization of 

the reproductive process that preconception genetic screening can lead to. 

Aims: This project will: 

¶ Explore the ethical issues of preconception genetic screening, taking the 

familyôs and the individual's perspective into account. 

¶ Focus on the interface between health care providers (for example clini-

cal geneticists and gynaecologists) and the prospective parents/family. 

¶ Highlight the role and responsibility of family members and health care 

providers in the decision making process regarding preconception genet-

ic screening. 

 

PhD Student:  

¶ Amal Matar, MD, MSc 

 

Supervisors: 

¶ Anna T. Höglund, Associate Professor of Ethics 

¶ Ulrik Kihlbom, Senior lecturer in Medical Ethics 

 

How should incidental findings in biobank research and genome 

sequencing studies be handled? 

This PhD project started in 2012 and has received funding from BT-Cure, 

BBMRI.se and BBMRI-LPC. 

 

This project will assess the argument for and against disclosure of incidental 

findings in biobank and ïomics research and suggest how these findings 

should be handled in practice. Both philosophical analysis of basic concepts 

and arguments and an empirical study will be conducted. The empirical 

study intends to answer if research participants want to know about inci-

http://www.crb.uu.se/staff/anna-hoglund/
http://www.crb.uu.se/staff/ulrik-kihlbom/
http://www.crb.uu.se/research/projects/incidental-findings/
http://www.crb.uu.se/research/projects/incidental-findings/
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dental findings, and if so under what conditions do they want to know. The 

method for that study will be Discrete Choice Experiments, developed for 

health economy studies, and the primary aim is to capture the individualsô 

preferences in complex choice situations. 

 
Publications:  
¶ Viberg J, Segerdahl P, Langenskiöld S, Hansson MG, Freedom of 

Choice About Incidental Findings Can Frustrate Participants' True Pref-

erences, Bioethics, Article first published online: 23 APR 2015 

DOI: 10.1111/bioe.12160 

¶ Viberg J, Hansson MG, Langenskiöld S, Segerdahl P, Incidental find-

ings: the time is not yet ripe for a policy for biobanks, European Journal 

of Human Genetics advance online publication, 2014;22:437-441 

 
PhD Student: 

¶ Jennifer Viberg, BSc, MA 

 

Supervisors: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Pär Segerdahl, Associate Professor of Philosophy 

¶ Sophie Langenskiöld, Senior Researcher, Department of Public Health 

and Caring Sciences, Uppsala University 

What is it like to be unconscious? Perspectives from Philosophy 

and Neuroscience with special regards to Resignation Syndrome 

This PhD project started in 2013 and has received funding from the Europe-

an Union Flagship Human Brain Project  

 

Philosophy and neuroscience have a common interest ï conceptualizing how 

the brain can give rise to the mind. Although significant progress in neuro-

science has been accomplished pertaining to the characterization of brain 

functions linked to mental processes and even consciousness, philosophical-

ly challenging issues remain, especially with respect to accounting for the 

first-person perspective or the what it is like-aspect of consciousness. 

A clinical condition resembling Pervasive Refusal Syndrome (the Swe-

dish diagnostic term translated into English is Resignation Syndrome (RS) 

rose in prevalence in an astounding manner in 2004-5 among asylum-

seeking refugee adolescents in Sweden. Clinical symptoms persist for 

months to years leaving the patients in a seemingly unconscious state charac-

terized by flaccid paralysis and a complete lack of response even to pain. 

Tube-feeing is necessary and no therapeutic intervention hasting recovery is 

known. Little is known of the biological background of the condition. 

http://onlinelibrary.wiley.com/doi/10.1111/bioe.12160/abstract
http://onlinelibrary.wiley.com/doi/10.1111/bioe.12160/abstract
http://onlinelibrary.wiley.com/doi/10.1111/bioe.12160/abstract
http://www.nature.com/ejhg/journal/vaop/ncurrent/abs/ejhg2013217a.html
http://www.nature.com/ejhg/journal/vaop/ncurrent/abs/ejhg2013217a.html
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/par-segerdahl/
http://www.crb.uu.se/research/projects/unconsciousness/
http://www.crb.uu.se/research/projects/unconsciousness/
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The study of RS is, with regards to its severity, duration and lack of 

treatment, paramount. Exhibiting altered states of consciousness and being 

hitherto unexplored from the perspective of neuroscience, these patients also 

provide an opportunity to study the biology of consciousness. Can such find-

ings, and others from neuroscience, help us understand how consciousness 

and in particular the first person-perspective can arise in the brain. 

Aims: Within the framework of the European Human Brain Project, this 

project will 

¶ Review recent development in the scientific explanations and description 

of consciousness with special focus on the conceptualization of the first 

person-perspective 

¶ Explore the concepts of understanding and explanation in scientific the-

ories in particular in the setting of contemporary neuroscience 

¶ Explore the problem of other minds in relation to clinical settings in-

volving Disorders of Consciousness, in particular RS, as well as to that 

of brain simulation 

¶ Characterize RS within a neurobiological framework by analysis of rest-

ing state-activity through the use of functional Magnetic Resonance Im-

aging (fMRI) 

¶ Explore possible neurobiological correlates to the observed state of un-

consciousness in RS 

¶ Relate findings from performed studies in the RS condition to the neuro-

biology of other conditions involving altered states and or contents of 

consciousness in order to contribute to a neurobiological account of con-

sciousness 

 

PhD Student:  

¶ Karl Sallin, MD 

 
Supervisors:  

¶ Kathinka Evers, Professor of Philosophy 

¶ Predrag Petrovic, Psychiatrist, Associate Professor, Karolinska Institutet 

 
Mentor:  
¶ Hugo Lagercrantz, Senior Professor, Karolinska Institutet 

Factors associated with participation in phase 1 and phase 3 

oncology trials 

This PhD project ran between 2010-2015. It was funded by The Swedish 

Cancer Society (Cancerfonden). 

 

http://www.crb.uu.se/staff/karl-sallin/
http://www.crb.uu.se/staff/kathinka-evers/
http://www.crb.uu.se/research/projects/clinical-trials/
http://www.crb.uu.se/research/projects/clinical-trials/
http://www.cancerfonden.se/
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There is a lack of both philosophical analysis and empirical support of for 

patientôs views to guide the selection of appropriate information and consent 

procedures for patients with progressive cancer. 

A common conception is that patients participate in order to reap benefits of 

their own, while the scientific objective is to benefit future patients, i.e. the 

therapeutic misconception. However, the concept of benefit is complex and 

there are different ways patients may perceive their participation. There is a 

need of empirical studies that focus specifically on the balancing of benefits 

and risks, the issue of voluntariness and the role of doctors and research as-

sociates in promoting patient autonomy for clinical cancer trials. In particu-

lar, there is a lack of information on these issues from the perspective of the 

Swedish health care system and how Swedish patients reason. 

The aim of this project is to understand on what premises Swedish pa-

tients decide to participate in phase 1 and phase 3 oncology trials with em-

phasis on their attitudes regarding risk, own benefits and benefits for future 

patients. We will also investigate the implications of this understanding for 

information and consent procedures used when recruiting patients to such 

trials. 

In this project we want to find answers to the following questions: 

¶ How do cancer patients participating in phase 1 and phase 3 clinical 

trials perceive their participation with regard to risk, benefits (own and 

for future patients) and information? 

¶ What is their perception of the role of physicians and clinical research 

associates with regard to recommendations to participate, success of in-

formation transfer, time assigned for making decision? 

¶ Do they regard their participation as voluntary and on what conditions 

would they like to withdraw? 

¶ Is willingness to participate related to patientsô quality of life? 

¶ How may the risk of treatment/therapy misconception be handled in 

association with randomized controlled clinical cancer trials? 

The project consists of two parts: interviews with phase 1 trial participants 

and, using the results from these interviews, a questionnaire to patients who 

participate in phase 3 trials. 

 
Publications: 

¶ Godskesen T. (2015). Patients in Clinical Cancer Trials: Understanding, 

Motivation and Hope. Digital Comprehensive Summaries of Uppsala 

Dissertations from the Faculty of Medicine, doctoral dissertation, ISSN 

1651-6206;1112. 

¶ Godskesen, T., Hansson, M., Nygren, P., Nordin, K., Kihlbom, U. 

(2015). Hope for a cure and altruism are the main motives behind partic-

ipation in phase 3 clinical cancer trials. European Journal of Cancer 

Care, vol. 24, ss. 133-141 DOI  

http://uu.diva-portal.org/smash/record.jsf?pid=diva2:810770
http://uu.diva-portal.org/smash/record.jsf?pid=diva2:810770
http://urn.kb.se/resolve?urn=urn:nbn:se:uu:diva-224616
http://urn.kb.se/resolve?urn=urn:nbn:se:uu:diva-224616
http://dx.doi.org/10.1111/ecc.12184
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¶ Godskesen, T., Kihlbom, U., Nordin, K., Silen, M., Nygren, P. (2015). 

Differences in trial knowledge and motives for participation among can-

cer patients in phase 3 clinical trials. European Journal of Cancer Care 

DOI  

¶ Godskesen, T., Nygren, P., Nordin, K., Hansson, M., Kihlbom, U. 

(2013). Phase 1 clinical trials in end-stage cancer: patient understanding 

of trial premises and motives for participation. Supportive Care in Can-

cer, vol. 21, ss. 3137-3142 

 
PhD Student: 

¶ Tove Godskesen, RN, PhD 2015 

 

Supervisors:  

¶ Ulrik Kih lbom, Senior lecturer in Medical Ethics 

¶ Karin Nordin, Professor, Department of Public Health and Caring Sci-

ences 

¶ Peter Nygren, Professor, Department of Radiology, Oncology and Radi-

ation Science 

 
Project group: 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

¶ Anna T. Höglund, Associate Professor of Ethics 

Paediatric palliative oncology in a family perspective 

This PhD project ran between 2009-2015. It was funded by the Swedish 

Childhood Cancer Foundation (Barncancerfonden) 

 

In Sweden, around 250 children are diagnosed with cancer every year. Mod-

ern treatment strategies have increased overall survival that today is ap-

proaching 80 per cent. But not every child is cured. One out of five children 

diagnosed with a malignancy will die from the cancer. The death of the child 

affects the whole family: Previous research has showed that bereaved par-

ents and siblings suffer from long-term psychological morbidity due to the 

death of the child. 

This PhD-project focuses on palliative care and end-of-life care in paedi-

atric oncology with a focus not only on the child, but also how different as-

pects in the end-of-life care affect bereaved family-members long-term. 

In this project, we will 

¶ Examine to what extent there is a shift in focus on palliative care in the 

departments if paediatric oncology in Sweden 

¶ Examine which symptoms bereaved parent regard as affecting their dy-

ing child the most in the end-of-life period and if there is a relation be-

http://dx.doi.org/10.1111/ecc.12319
http://www.crb.uu.se/staff/ulrik-kihlbom/
http://www.crb.uu.se/staff/mats-hansson/
http://www.crb.uu.se/staff/anna-hoglund/
http://www.crb.uu.se/research/projects/paediatric-oncology/
http://www.barncancerfonden.se/
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tween these symptoms and long-term psychological well-being in par-

ents who have lost a child. 

¶ Examine if there is a relation between treatment intensity in the child (in 

the form of hematopoietic stem cell transplantation) and psychological 

well-being in bereaved parents. 

¶ Examine how parents and dying children communicate about death. 

¶ Examine how children suffering from cancer view their need for infor-

mation regarding diagnosis and prognosis and possible treatment-failure. 

¶ Examine how bereaved siblings experience the death of their brother or 

sister. 

The project in designed with as a mixed method study based on data from 

medical records, questionnaires with bereaved family members and inter-

views with children who suffer from cancer. Both quantitative and qualita-

tive analyses will be used in different parts of the project. 

 
Publications 

¶ Jalmsell L, Towards Good Palliation for Children with Cancer: Recog-

nizing the Family and the Value of Communication, 2015, Digital Com-

prehensive Summaries of Uppsala Dissertations from the Faculty of 

Medicine, doctoral dissertation, ISSN 1651-6206 ; 1123 

¶ Jalmsell L, Kontio T, Stein M, Henter JI, Kreicbergs U, On the Child's 

Own Initiative: Parents Communicate With Their Dying Child About 

Death, Death Stud. 2014 Aug 25. DOI: 10.1080/07481187.2014.913086 

[Epub ahead of print] 

¶ Jalmsell L, Forslund M, Hansson MG, Henter JI, Kreichbergs U, Frost 

BM, Transition to noncurative end-of-life care in paediatric oncology: a 

nationwide follow-up in Sweden, Acta Paediatrica 2013;102(7):744-748 

¶ Jalmsell L, Kreicbergs U, Onelöv E, Steineck G, Henter JI, Anxiety is 

contagious-symptoms of anxiety in the terminally ill child affect long-

term psychological well-being in bereaved parents, Pediatr Blood Can-

cer, 2010;54(5):751-7. 

¶ Jalmsell L, Onelöv E, Steineck G, Henter JI, Kreicbergs U, Hematopoi-

etic stem cell transplantation in children with cancer and the risk of long-

term psychological morbidity in the bereaved parent, Bone Marrow 

Transplant, 2011:46(8):1063-70. 

¶ Jalmsell L, Kreicbergs U, Onelöv E, Steineck G, Henter JI, Symptoms 

affecting children with malignancies during the last month of life: a na-

tion wide follow-up. Pediatrics, 2006;117(4):1314-20 

 

PhD Student:  
¶ Li Jalmsell, MD, PhD 

 
Supervisors 

¶ Mats G. Hansson, Professor of Biomedical Ethics 

http://uu.diva-portal.org/smash/record.jsf?aq2=%5b%5b%5d%5d&c=17&af=%5b%5d&searchType=LIST_COMING&query=&language=sv&pid=diva2%3A844325&aq=%5b%5b%5d%5d&sf=all&aqe=%5b%5d&sortOrder=author_sort_asc&onlyFullText=false&noOfRows=50&dswid=5387
http://uu.diva-portal.org/smash/record.jsf?aq2=%5b%5b%5d%5d&c=17&af=%5b%5d&searchType=LIST_COMING&query=&language=sv&pid=diva2%3A844325&aq=%5b%5b%5d%5d&sf=all&aqe=%5b%5d&sortOrder=author_sort_asc&onlyFullText=false&noOfRows=50&dswid=5387
http://www.tandfonline.com/doi/full/10.1080/07481187.2014.913086#.VDUfrhaLUX9
http://www.tandfonline.com/doi/full/10.1080/07481187.2014.913086#.VDUfrhaLUX9
http://www.tandfonline.com/doi/full/10.1080/07481187.2014.913086#.VDUfrhaLUX9
http://onlinelibrary.wiley.com/doi/10.1111/apa.12242/abstract
http://onlinelibrary.wiley.com/doi/10.1111/apa.12242/abstract
http://www.ncbi.nlm.nih.gov/pubmed/20135696
http://www.ncbi.nlm.nih.gov/pubmed/20135696
http://www.ncbi.nlm.nih.gov/pubmed/20135696
http://www.ncbi.nlm.nih.gov/pubmed/21102501
http://www.ncbi.nlm.nih.gov/pubmed/21102501
http://www.ncbi.nlm.nih.gov/pubmed/21102501
http://pediatrics.aappublications.org/cgi/content/full/117/4/1314
http://pediatrics.aappublications.org/cgi/content/full/117/4/1314
http://pediatrics.aappublications.org/cgi/content/full/117/4/1314
http://www.crb.uu.se/staff/mats-hansson/
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¶ Britt-Marie Frost, Department of Paediatric Oncology, Uppsala Univer-

sity Hospital (Akademiska sjukhuset) 

¶ Jan-Inge Henter, MD, Professor. Childhood Cancer Research Unit, Ka-

rolinska University Hospital 

¶ Ulrika Kreicbergs, RN, Professor, Ersta Sköndal University College 

R&D projects/investigations 

When is it worth it? ï Informational privacy in health care and 

research 

The project is commissioned by The Swedish Agency for Health and Care 

Services Analysis (Vårdanalys). The final report is due in spring 2017. 

 

The current debate in Sweden concerning informational privacy in the health 

care setting is highly polarized. On one side the firm stance taken is that 

privacy protection constitutes an unwarranted hindrance to good care and 

medical progress. Opponents just as firmly conceive all suggested weaken-

ing of privacy protection as threats to individual rights and dignity, and in a 

larger perspective also to fundamental democratic values. 

These opposing views underlie several ongoing policy-making processes 

and commissions of inquiry. The recent Swedish Government Official Re-

port Rätt information på rätt plats i rätt tid (SOU 2014:23) proposes new 

legislation and IT infrastructure concerning the accessibility of medical jour-

nals, with obvious privacy implications.  Regarding register based research, 

the SOU (2014:45) Unik kunskap genom registerforskning advocated a lib-

eralization of how data from individuals may be collected, used and handled, 

while the European Parliamentôs suggestions for a new data protection regu-

lation point in the opposite direction (Läkartidningen 2015). The outcomes 

of processes such as these have an impact on the informational privacy of 

patients and citizens. Yet, what is lacking in this context is empirical re-

search on how those actually affected value and evaluate privacy as well as 

the potential risks and benefits involved. 

The main purpose of this project is to explore preferences on information-

al privacy in health care and register data among the general public as well 

as for groups of patients with prolonged illness. 

 
Collaborators: 

¶ Linnea Wickström Östervall, PhD, CRB 

¶ Mats G. Hansson, Professor of Biomedical Ethics, CRB 

¶ Sophie Langenskiöld, Department of Public Health and Caring Sciences, 

Uppsala University 

mailto:britt-marie.frost@kbh.uu.se
http://ki.se/en/people/janihe
http://www.esh.se/om-hogskolan/anstallda/2014-09-15-ulrika-kreicbergs.html
http://www.vardanalys.se/Support/In-English/
http://www.vardanalys.se/Support/In-English/
http://www.regeringen.se/contentassets/909ca5e5ee2a48609b25824e228d6486/ratt-information-pa-ratt-plats-i-ratt-tid-sou-201423-bilaga-4
http://www.regeringen.se/contentassets/2e42baeaa76e4e918dd852f2a3e43fca/unik-kunskap-genom-registerforskning-sou-201445
http://www.lakartidningen.se/Aktuellt/Nyheter/2015/03/EUs-lagforslag-hot-mot-medicinsk-registerforskning/
http://www.crb.uu.se/staff/linnea-wickstrom-ostervall/
http://www.crb.uu.se/staff/mats-hansson/
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¶ Sara Belfrage, Centre for Healthcare Ethics, LIME, Karolinska Institutet 

and Vårdanalys 

International Collaborations  

We have extensive international multi-disciplinary research collaborations. 

Worth mentioning are: 

Mind the Risk 

CRB co-ordinates multi-disciplinary research collaboration on how to man-

age and handle genetic risk information, generated by information technolo-

gy. The research is funded by the Swedish Foundation for Humanities and 

Social Sciences (Riksbankens Jubileumsfond) Partners include the Georg-

August-Universität, Göttingen: The Department of Medical Ethics and His-

tory of Medicine, the Interdisciplinary Research Center on Decision Making 

Processes in Milano, University of Manchester: The Centre for Health Eco-

nomics, Institute of Population Health, University of Birmingham & Sand-

well & West Birmingham Hospitals NHS Trust, University of Maastricht: 

Department of Technology and Society Studies, Faculty of Arts and Social 

Sciences, Karolinska Institutet and Sophiahemmet University College and 

deCODE genetics. 

Biobank and Registry Ethics 

CRB participates in several European networks and EU-funded projects on 

the ethical aspects of biobanking. Currently we are part of BBMRI.se (Bi-

oBanking and Molecular Resource Infrastructure of Sweden) funded by the 

Swedish Research Council. We are in part responsible for an ELSI-common 

service for BBMRI-ERIC. We run a work package in the IMI (Innovative 

Medicines Initiative) funded BT-Cure, focusing on Rheumatoid Arthritis 

(RA) and RA-like diseases. CRB is part of a work package on regulatory and 

ethical requirements for data storage and analysis within BiobankCloud, a7th 

Framework project aiming to build the first open and viable platform-as-a-

service (PaaS) for storage and analysis of digitized genomic data. We run a 

work package within Euro-TEAM, another 7th Framework project aiming 

towards early diagnosis and biomarker validation in arthritis management. 

We are also responsible for a work package on ethical, legal and social is-

sues within RD-connect, a 7th framework programme that aims to build an 

integrated platform connecting registries, biobanks and clinical bioinformat-

ics for rare disease research. 
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Network of Ethics of Families 

In 2011, CRB received funding from Riksbankens Jubileumsfond for the 

initiation of this international multi-centre research collaboration on family 

ethics together with Expertise Center Ethics of Care at University Medical 

Center (ECEC), Groningen University the Centre for Biomedical Ethics 

(CBmE), National University of Singapore  and the Policy, Ethics and Life 

Sciences Research Centre (PEALS), Newcastle University on family ethics 

health and social care, a network that also includes Hilda Lindeman and 

James Nelson, philosophers from Michigan State University.  

In June 2013 the group received funding for 3 years from the Dutch body 

NWO for the project Practices of Responsibility in Change that will result in 

a wider and stronger network, joint publications and a full research proposal.  

Undergraduate Teaching 

We teach nurses, doctors and engineers at Uppsala University. Our aim is to 

help our students develop the competence they need to identify the values 

that are at stake when they face ethical dilemmas in their future professions. 

Ethics and law for Medicine 

To practice medicine involves considerable responsibility, both from a med-

ical, ethical as well as from a legal perspective. The main aim of the curricu-

lum is to enhance studentôs ability to understand how ethical and legal issues 

arise within the medical practice and their critical skills in analyse ethical 

and legal problems, the relation between them, and to argue in for different 

views in particular cases. 

For medical doctors, medical ethics and medical law is part of the profes-

sional training curriculum that runs through the programme from the first to 

the eleventh semester. Lectures and seminars are integrated with courses in 

medicine, and taught collectively by clinicians, lawyers and ethicists. 

Nursing 

Within the nurse's programme, the ethics training is distributed over the 

three years of the programme. The ethical dilemmas nurses face can concern 

the conflict between a patientôs right to be autonomous and consent to care 

on the one hand, and the nurseôs will and duty to do something good for the 

patient and maximize the beneficence of the actions taken on the other. The 

students are encouraged to reflect on different solutions and to actively take 

part in moral deliberations. 
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Ethics is an important part of the providing of good nursing care and ethi-

cal competence is crucial in a nurseôs practice. To be ethically competent 

means being able to identify moral dilemmas and to reflect on the values 

involved and how they should be weighed. It also implies being able to act 

upon the morally preferable action. 

Nursing students listen to lectures, both live and on the web, and partici-

pate in seminars where they can discuss clinical ethical dilemmas. Examina-

tion is mostly in form of written assignments and mandatory seminars. 

Midwives 

Within the midwife programme we lecture on for example professional eth-

ics for midwifes, abortion ethics and the ethics of pre-natal diagnostics. 

Specialist nurses 

In the specialist nurse programmes we offer tailored lectures for specialities 

such as intensive care, palliative care, primary care, psychiatric care and 

surgery. 

Science and technology 

Since 2014, we have been working together with the Biology Education 

Centre to integrate structured ethics teaching for students in the biology de-

gree programmes. There is also a broader project going on to improve ethics 

education at all of the science and engineering programmes. 

The best teaching in ethics and biology is achieved when the ethics ex-

perts from CRB work together with the biology experts. When this is done, 

students get the best quality in terms of ethics and state-of-the art examples 

from their field, for example genetics. Students get both regular lectures, 

during which they learn tools and ethical theories to use when they do ethical 

analyses. But they also have seminars and debates, in order to practice these 

tools. Without the practice, they would not learn how to do ethical analyses 

of biology on their own. The goal is that they will graduate and get a job 

where they can use their knowledge and experience of doing ethical analyses 

of their respective fields of expertise. 

Advanced level courses 

We offer advanced level courses in neuroethics and public health ethics that 

are open for anyone who meets the criteria.  

http://www.ibg.uu.se/?languageId=1
http://www.ibg.uu.se/?languageId=1
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Neuroethics 7,5 credits 

Different types of neuroethical issues will be discussed during the course. 

The course focuses both on applied neuroethics, i.e. ethical questions that 

arise from neuroscientific or neurotechnological advances; and on funda-

mental neuroethics, i.e. questions concerning how knowledge of the brainôs 

functional architecture and its evolution can deepen our understanding of 

human thought, including moral thought and judgment. The course also in-

cludes clinical perspectives, e.g. to what extent a patient with a neuro-

degenerative disorder suffers from reduced capacity for decision-making, or 

reduced autonomy, or when a person with dementia can give an informed 

consent to participate in scientific studies. 

Public Health Ethics 7,5 credits 

This course is an electable part of the master programme in public health and 

is open to students on advanced level students. It is offered in Swedish only.  

Postgraduate Teaching  

We offer postgraduate courses in research ethics for PhD students from med-

icine, pharmacy, social science, science and technology. 

Research ethics is an important part of advanced academic learning. All 

sciences and academic disciplines give rise to complex ethical issues. Deal-

ing with them requires theoretical and practical knowledge, including famili-

arity with relevant norms in science and society, knowledge which research 

ethics aims to provide. Our teaching is based on sound research and critical 

analysis. 

We want PhD students to develop ability to engage in critical and self-

reflective discussion of theoretical and practical problems in research ethics 

and the various solutions proposed. We try to help students reflect and learn 

by dialogue and participation. 

Science and Technology 

Researchers are expected to be able to handle the ethical questions that arise 

in relation to their research. The process of conducting research: data man-

agement, publishing results and collaborations with parties with vested inter-

ests holds several potential conflicts of interest that have to be handled in a 

wise manner and in accordance with regulations. A researcherôs role as ex-

pert calls for some thought and it is important for the research community as 

a whole to prevent different forms of misconduct and fraud. 
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This is a 2 credit course that can be selected as part of the compulsory 

ethics curriculum for PhD students in Science and Technology. The course 

consists of lectures and seminar discussions of papers written by the students 

themselves. 

Medicine and Pharmacy 

This course deals with the norms of science and ethical norms in theory and 

practice, good laboratory and clinical practice, fraud in scientific research, 

animal ethics and applications to ethics committees. After the course, stu-

dents should be informed about different philosophical presuppositions in 

scientific research, ethical guidelines for research, the theoretical basis of 

these guidelines, legal regulations of research, research ethics committees 

and about how to fill out an application form. Students should also be able to 

identify and analyse ethical problems raised by different kinds of research. 

This is a compulsory one week course (1,5 HP) for PhD students in Med-

icine and Pharmacy that can be chosen instead of the integrated five week 

course (7,5 HP) Introduction to Scientific Research. 

Social science  

Ethics is not compulsory for PhD students in social science. We have offered 

electable courses for the faculty. In 2015 we decided to develop a course 

tailored for PhD students in psychology that will be offered in 2016. The 

course is open for students from other departments at the faculty. It will give 

students knowledge about general ethical problems in research. The course 

also aims at improving the studentôs ability to mobilise a sense of responsi-

bility when faced with research ethical problems. Lectures focus on the regu-

lation of research, fraud and misconduct in science, and authorship and pub-

lication issues. 

Online training 

We see a growing concern for research integrity in academic research today. 

Researchers and others, who handle research in one way or another, need to 

be able to identify ethical problems - and to do something about them. We 

also see that universities and funding agencies are starting to require formal 

training in research ethics. To meet those demands, we developed an online 

research ethics training for medicine and the life sciences to give some of the 

practical tools that people need.  

We chose an online format to make it available and accessible. It is a part-

time commitment that runs over ten weeks. During the last week, partici-

pantôs share what they have learned with their colleagues.  
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The training is international, inter-disciplinary, inter-professional and in-

teractive. We designed it to fit master students, senior researchers and every-

one in between:  professionals, officials from funding agencies or research 

ethics committees and anyone else who needs to be aware of and handle 

research ethics in any form. 

After a course pilot in 2014, the training was launched. The training runs 

once a semester and we offer two training scholarships for students from low 

and middle income countries, where we see a need for this type of training. 

We continue work to see if we can find collaborating partners who are will-

ing to offer additional scholarships to make this kind of training available in 

other parts of the world.  

We are not doing the course for profit, but unfortunately we cannot afford 

to offer it for free. The fee is 1.125 Euros. Information about the training is 

available at www.ethicstraining.crb.uu.se.  

Conferences and workshops 

During 2015, we organized three open workshops: 1) Epigenetics as the 

meeting point between nature and nurture on March 19-20, 2) Childrenôs 

Involvement in Research: from Assent to Consent on September 23-24, and 

3) Reproductive ethics: Islamic perspectives. 

Epigenetics as the meeting point between nature and nurture  

On March 19-20, 215 registered participants from Sweden, Denmark, Fin-

land, Iceland, Norway, the United Kingdom, Germany, France, Italy, the 

Netherlands, Canada, USA, Israel, Pakistan and Saudi Arabia gathered at 

Norrlands Nation in Uppsala to discuss epigenetics as the meeting point 

between nature and nurture.  

On March 18, a welcome reception was held in the Chancellorôs Room of 

Uppsala Universityôs main building. The reception was hosted by the Vice 

Chancellor of Uppsala University, Eva Åkesson. Participants were also in-

vited to a dinner on Thursday March 19 at Östgöta Nation. 

One aim of the workshop was to examine the potential for a joint multi-

disciplinary research programme. This report contains short summaries of all 

presentations at the workshop. They stirred a lot of interesting questions and 

discussions. Our hope is that the participants, funders and universities in 

Sweden and abroad will use the workshop report in order to initiate new 

research projects with collaborations across disciplinary borders.  

 
There is growing evidence of the impact of non-genetic variables on gene 

expression, e.g. nutrition, maternal care/behaviour, psychosocial stress, ad-

http://www.ethicstraining.crb.uu.se/
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versity and neglect in early life. Molecular epigenetic mechanisms in the cell 

explain how the exposure to environmental factors influences the phenotypic 

outcome and variability both between individuals and within an individual at 

different times. The environment plays an important role also in the evolving 

neuronal network of the brain. The organisational complexity of the brain is 

not only a result of gene expression but affected by the strength, selection 

and stabilization of synapses in a critical reciprocal interaction between the 

brain and its physical, psycho-social and cultural environment. The plasticity 

of gene expression and brain maturation in response to postnatal and adult 

social experiences, both with increasing evidence of trans-generational ef-

fects, suggest the evolutionary significance of these mechanisms in enabling 

organisms to adapt to changing environmental conditions.  

Why we organized this workshop: The reversible nature of epigenetic 

pathways indicates a potential of developing and bringing epigenetic drugs 

into therapeutics but points also at the possibility of approaches focusing on 

the environment and the need to understand and improve psycho-social, 

cultural and political environments in order to reverse an unfavourable pro-

cess or to be epigenetically proactive, to use a term coined by Kathinka 

Evers. For this we need to move beyond our own disciplinary borders.  

Bioethics has seldom missed an opportunity to comment on new devel-

opments in science, however, often in a speculative manner, being unin-

formed about both the natural and social sciences. Changing living condi-

tions, trying to influence behaviour or attempts of social engineering will 

indeed raise significant ethical issues but they need to be addressed in a dis-

ciplined manner in close collaboration with others. To be epigenetically pro-

active is a good idea but in order to not just be speculating we need neuro-

scientists, molecular biologists, ethicists and philosophers to work closely 

together with psychologists that can examine the behaviours and attitudes 

that will affect how individuals build and are affected by their environments, 

sociologists and anthropologists who have the tools for understanding com-

plex social and cultural factors, epidemiologists and historians with good 

registries that can examine potential trans-generational effects, political sci-

entists that can examine the societal and political implications. They, in turn, 

must have an open attitude and want to be informed by natural scientists.  

The workshop was planned with this approach in mind. We are grateful 

and proud that speakers representing the cutting edge in different disciplines 

wanted to come. We are grateful for the support from the Swedish Founda-

tion for Humanities and Social Sciences with its CEO Göran Blomqvist and 

Program Officer Fredrik Lundmark and to the Swedish Foundation for Stra-

tegic Research with its CEO Lars Hultman and Program Officer Inger Flor-

in. 
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Childrenôs Involvement in Research: from Assent to Consent  

On September 23-24, RD-Connect and the Centre for Research Ethics & 

Bioethics (CRB) at Uppsala University arranged a workshop on childrenôs 

involvement in research with a special focus on assent and consent. 

RD- Connect is an EU-funded rare disease research platform that will 

build a permanent research facility for rare-disease data, analysis and sample 

sharing worldwide. The goal of this workshop was to help shape the RD-

Connect guidelines and help improve both family and childrenôs involve-

ment and engagement in rare disease research. 

Before the workshop, information was collected from patient representa-

tives about how children involved in longitudinal studies for rare diseases 

experience assent and consent. Interviews were recorded and pieces of these 

interviews were used for displaying specific issues related to the involve-

ment of children in research.  

Participants represented several perspectives: 25 registered participants 

representing law, ethics, biobanking and clinical trials provided their insight 

into this topic with emphasis on rare disease patientôs perspective. Partici-

pants form Sweden, Italy, the United Kingdom and Iceland took part to the 

workshop representing different national perspectives.  

The outcome of this workshop has been reported by CRB in a deliverable 

report to RD-Connect. Two papers are currently underway and will be sub-

mitted during the first half of 2016. 

Reproductive ethics: Islamic perspectives 

In an attempt to correct the western bias of understanding bioethics, we host-

ed a one-day workshop on reproductive ethics with particular emphasis on 

Islamic perspectives of reproduction. The workshop aimed to create dialogue 

between the scholars in the field from the Middle East and Sweden. Since 

the Second World War, Sweden has been accepting immigrants from differ-

ent parts of the world: particularly from the Middle East and Arab countries 

(such as Iran, Somalia, Iraq, Lebanon, Albania, Stateless Palestine and re-

cently Syria), many of who are Muslims. Though they have the same reli-

gion in common, they come from different countries with varying cultures, 

traditions and creeds. There is little input of Islamic perspectives on current-

ly practiced bioethics in Sweden and some commentators reproached the fact 

that bioethics is primarily dependent on western moral traditions and reason-

ing.  

The goal was to bridge the gap between practice and theory, especially for 

issues that are relevant for both Swedish Muslims and healthcare personnel. 

We invited experts in the field to share their experience and perspectives on 

various reproductive issues: Gamal Serour, Professor in Obstetrics and Gy-

naecology, Director of International Islamic Centre for Population Studies 

http://www.thelancet.com/journals/lancet/article/PIIS0140-6736(05)73848-4/fulltext?version=printerFriendly
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and Research, Al Azhar University. He is also a member of FIGO Ethics 

Committee and Chairman of the Egyptian Representative Committee of the 

Royal College of Obstetrics and Gynaecologists; Birgitta Essén, Senior Lec-

turer in International Reproductive Health at the Department of Women's 

and Children's Health at Uppsala University and Senior consultant at the 

Womenôs clinic, Akademiska sjukhuset (Uppsala University Hospital); Aje 

Carlbom, Associate Professor, Faculty of Health and Society, Malmö Uni-

versity, Sweden. They discussed infertility, Islamic family and sexual coun-

selling in a multicultural context and what happens when Muslim couples 

meet the Swedish reproductive health system. Amal Matar, PhD student at 

CRB, also presented an overview of the ethical issues on preconception ge-

netic screening. 

Obstetricians/gynaecologists, midwives, clinical geneticists, bioethicists, 

philosophers, lawyers, PhD students and others with an interest in these is-

sues were invited. The day ended with an open lecture and discussion with 

Gamal Serour on ethical issues in human reproduction: religious differences, 

reproductive tourism, assisted reproduction and conscientious objection. The 

lecture was held at Uppsala University Hospital (Akademiska sjukhuset) and 

open to the public.  

Public outreach 

The Centre for Research Ethics & Bioethics runs a website (www.crb.uu.se) 

and two blogs (www.etikbloggen.crb.uu.se and www.ethicsblog.crb.uu.se). 

During 2015, the online ethics training also had its own website, 

www.ethicstraining.crb.uu.se (now part of www.crb.uu.se).  

CRBôs staff are also participating in the public debate and giving lectures 

in different public settings in order to disseminate research results, secure 

funding, encourage debate and discussion on ethical issues and learn more 

about public concerns and interests. 

Website 

CRBôs official website is available at www.crb.uu.se. In 2016, the website 

also became available at http://crb.uu.se. During 2015, the online ethics 

training was available from a separate website. In 2016, it became part of 

www.crb.uu.se, but also keeps its own domain (www.ethicstraining.crb.uu.se). 

We run two WordPress blogs on separate subdomains, 

www.ethicsblog.crb.uu.se and www.etikbloggen.crb.uu.se. During 2015, 

work began to move the website from static html-pages to InfoGlue (pub-

lishing system used by Uppsala University). The new website was launched 

in February 2016. 

http://katalog.uu.se/empinfo/?languageId=1&id=N6-1488
https://www.researchgate.net/profile/Aje_Carlbom
https://www.researchgate.net/profile/Aje_Carlbom
https://www.researchgate.net/institution/Malmoe_University/department/Faculty_of_Health_and_Society_HS
http://www.crb.uu.se/
http://www.ethicstraining.crb.uu.se/
http://www.crb.uu.se/
http://www.crb.uu.se/
http://crb.uu.se/
http://www.crb.uu.se/
http://www.ethicstraining.crb.uu.se/
http://www.ethicsblog.crb.uu.se/
http://www.etikbloggen.crb.uu.se/
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In 2015, The CRB website had 32.371 unique visitors and 59.257 views 

(1.83 views per visitor). Most visitors come from Sweden (46.639 views) or 

from .com domains (28.097 views), followed by Germany (.de, 10.877 

views), .net domains (9.443 views) and .eu domains (2.892 views), followed 

by .nl, .it, .org, and .edu. 

In the media: The Ethics Blog and Etikbloggen 

In November 2011, CRB started two ethics blogs: One in Swedish and one 

in English. Pär Segerdahl, Associate Professor of Theoretical Philosophy, 

was recruited as editor.  

The blogs are part of our Swedish ELSI service and funded by 

BBMRI.se. The Swedish version is available at www.etikbloggen.crb.uu.se, 

the English at www.ethicsblog.crb.uu.se. The target groups for the blogs 

differ slightly: The Swedish blog comments current debate and often links to 

opinion pages in the daily papers, while the English version is more aimed at 

the scientific community and debates in the field of bioethics.  

The blogs have a variety of functions. These functions are reflected in the 

brief self-reflective remarks that end each blog post, such as: 

ñWe think about bioethicsò 

ñFollowing the newsò 

ñWe follow debatesò 

ñWe have a clinical perspectiveò 

ñIn dialogue with the publicò 

The blogs keep readers updated about bioethically relevant news and allows 

researchers at CRB a platform to popularize their research and participate in 

ethical debates. The blogs explain bioethical research, comments on recent 

publications and current events, spreads information about CRB research 

and explains our ideas. We use the blogs to communicate with researchers, 

practitioners, politicians, and the general public. Finally, the blogs try to 

vitalize the ethical debate by identifying questions and perspectives that are 

novel, challenging and scientifically well-grounded.  

Both blogs are using the WordPress platform and have increased their fol-

lowing, both via e-mail and WordPress. The Swedish version is shared more 

in social media than the English version. In 2015,we received 369 clickbacks 

from Facebook (compared to only 10 for the English blog). This is indicative 

of both the fact that the Swedish blog has both more views and visitors, but 

also the nature of the content and target groups. The English blog, on the 

other hand, has more WordPress followers. 

 

The Ethics Blog (English) has 182 followers (97 WordPress followers and 85 

e-mail followers). In 2015, the blog published 42 posts and had 5.559 views 

and 3.225 visits (with 1,72 views per visitor). Visitors came from Sweden 

http://www.etikbloggen.crb.uu.se/
http://www.ethicsblog.crb/
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(1.398 views), USA (1.291 views), United Kingdom (498 views), followed 

by Canada, Germany, Italy, the Netherlands, the Philippines, Australia, Fin-

land, Russia, India, Spain, Norway and Japan (with more than 50 views).  

The most popular post was written by Pär Segerdahl and deals with mo-

rality (Morality as a problem). It had 166 views, followed by a post by Moa 

Kindström Dahlin on legal scholarship (All you need is law? The ethics of 

legal scholarship) with 154 views. The third most popular post was also by 

Pär Segerdahl, on laws and principles (Logical laws and ethical principles: 

appendices to human reasoning), with 147 views.  

 

Etikbloggen (Swedish) has 97 followers (26 WordPress followers and 71 e-

mail followers). The blog published 41 posts. It had 8.103 views and 5.170 

visitors (with 1,27 views per visitor). Visitors came mostly from Sweden 

(6.855 views), USA (611 views) and Finland (234 views) followed by Nor-

way, the Netherlands and United Kingdom (with above 20 views each).  

The most popular post was written by Pär Segerdahl. It dealt with peo-

pleôs fear of GMOôs (Om rªdslan fºr genmodifierade organismeré och om 

etik i tiden) and had 889 views, followed by another post by him on the na-

ture of Philosophy (Vad är filosofi) 271. The third most popular post was 

written by Li Jalmsell about results from her thesis work showing that chil-

dren with cancer want to talk about death (Våga prata om döden med svårt 

sjuka barn) with 268 visitors.  

Ethics blogs in print 

2014 we decided to print a collection of blog posts to reach the part of our 

target group who are not familiar with social media. The books (Tänker om 

etik and Thinking about ethics) were distributed in our networks as a 

Christmas present, both in print and electronically. The blogs have since 

increased their following and we have received very positive feedback. Both 

books are available electronically on our website.  

In 2015, the English version of the book was re-printed and distributed to 

300 participants at a conference on personalized medicine arranged by 

BBMRI.nl where one of the sessions dealt with how the clinical and biomed-

ical research fields (should) interact with patients and patient advocacy 

groups. 

Public debate 

Part of the role as expert is participating in the public debate. Many re-

searchers and PhD students write for the ethics blog, but also for daily press 

and journals for professionals. For example:  
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¶ Mats G. Hansson, Anna-Sara Lind and others signed a debate article in 

Svenska Dagbladet stating that openness in research damages the chan-

ces for future patents (Öppenheten förstör chansen till patent, Svenska 

Dagbladet Debatt, 21 June 2015) 

¶ A debate article on the fact that the Swedish constitution states that eve-

ryone has equal value was signed by 19 lawyers, including Moa 

Kindström Dahlin and Anna-Sara Lind from CRB. (Stå upp för allas lika 

värde ï grundlagen kräver det, Dagens Nyheter Debatt, 16 September 

2015).  

¶ Stefan Eriksson was quoted on Swedish televisions news website about 

ethics approval for research (Hemliga forskningen "borde ha etikprö-

vats", SVT Nyheter, 16 March 2015). He was also quoted in a blog post 

on research ethics for Stockholm University (Forskningsetik, 

Rektorsbloggen Stockholms universitet, 28 January 2015).  

¶ Jessica Nihlén Fahlquist wrote a blog post for the labour union Un-

ionenôs section on Industry and Technology about taking ethical respon-

sibility (Att ta etiskt ansvar, Unionen, industri och teknik, December 

2015), that was re-posted on the Ethics Blog in both Swedish and Eng-

lish. She has also taken part in the Swedish public radioôs science pro-

grammes, discussing vaccines and gene editing (CRISPR) (ñLyhörda 

experter kan bättre övertyga vaccinskeptikerò, Vetenskapsradions 

veckomagasin, Sveriges Radio P1, 5 November  2015, and ñFörsta 

genförändrade embryot väcker debattò in Vetandets värld, Sveriges Ra-

dio P1 24 Apil 2015).  

Media coverage 

In 2015, Tove Godskesen and Li Jalmsell defended their theses on issues 

that were relevant to the research community, health care professionals and 

the public. Together with the press office at Uppsala Univeristy, we issued 

press-releases that generated a lot of interest: 

¶ Tove Godskesenôs thesis on why cancer patients participate in Phase I 

and Phase III clinical trials was mainly picked up by professional media 

in Sweden and Norway (Science Nordic, Forskning.no, Läke-

medelsvärlden, Life Science Sweden, Vårdfokus, Läkartidningen and 

Dagens Medicin), but also by daily press (Upsala Nya Tidning) focusing 

on cancer patients having too much faith in trial drugs, that hope for 

miracles can get in the way of closure, that severely ill patients misun-

derstand the purpose of clinical trials, that patients have unrealistic ex-

pectations, lack knowledge and that it is important they receive correct 

information.  

¶ Li Jalmsellôs thesis on palliation for children with cancer in a family 

perspective received coverage by national public service television news 

and was picked up by the news agency TT, and subsequently picked up 

http://www.svd.se/oppenheten-forstor-chansen-till-patent
http://www.svt.se/nyheter/sverige/hemliga-forskningen-borde-ha-etikprovats
http://www.svt.se/nyheter/sverige/hemliga-forskningen-borde-ha-etikprovats
http://www.unionen.se/sites/default/files/industri_teknik_151120.pdf
http://sverigesradio.se/sida/avsnitt/627945?programid=415&playepisode=627945
http://sverigesradio.se/sida/avsnitt/627945?programid=415&playepisode=627945
http://t.sr.se/1cXh709
http://t.sr.se/1cXh709
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by local news media. It also received attention by professional news me-

dia (Dagens Medicin, Onkologi i Sverige, Medical press). Headlines 

mostly repeated the TT message that cancer-stricken children want the 

truth, but some picked up other aspects, for example how to talk to chil-

dren who have terminal cancer, or that children with cancer want to 

know more about their disease.  

¶ Neuroethics and epigenetics also received some attention. Kathinka 

Evers was interviewed about Neuroethics in 3:AM Magazine in Decem-

ber 2015. She was also interviewed by Swedish radioôs Vetenskapsradi-

ons veckomagasin in relation to the epigenetics workshop in March 

2015, which also covered other aspects of the epigenetics conference. 

Biobank perspectives newsletter  

In 2014 we launched a newsletter on biobank ethics and law. This newsletter 

is mainly published electronically (both pdf and html) and is distributed via 

e-mail to around 4.000 recipients. The newsletter discusses biobank regula-

tion and presents research results to the biobanking community. It is part of 

our ELSI-service within BBMRI.se. The newsletter has been very well re-

ceived and in 2015, we published 4 issues.  

The first issue (1:2015) covered the European data protection regulation, 

new books with collections of texts and reflections from the Ethics Blog, an 

anthology about the regulation of biobank research and a new type of online 

research ethics training for medicine & the life sciences. 

The second issue (2:2015) covered the book "Information and law in tran-

sition" that deals with the legal, ethical and political concerns that new in-

formation and communication technologies create in different fields, includ-

ing welfare, health and research. Anna-Sara Lind provided an update on the 

development of Swedish research database legislation. Mats G. Hansson 

introduced readers to trust based consent as a model for informed consent 

that could protect the integrity and interests of participants, future patients 

and researchers. We also wrote about a recent paper in Bioethics that dis-

cusses returning risk information to people who participate in genetic re-

search. 

The third issue (3:2015) presented a statement paper in the American 

Journal of Bioethics that suggests using broad consent for biobank research. 

We took readers through the European Unionôs efforts to agree on data pro-

tection and the launch of B3Africa that will bridge European and African 

biobanking and biomedical research. We also announced that the Interna-

tional Charter of principles for sharing bio-specimens and data received a 

recommendation from the International Rare Diseases Research Consortium 

IRDiRC.  

In the fourth issue (4:2015), Moa Kindström Dahlin gave her perspective 

on the ELSI common service BBMRI-ERIC provides and how legal frame-

http://www.crb.uu.se/staff/anna-sara-lind/
http://www.crb.uu.se/staff/mats-hansson/


 131 

works are interconnected with ethical and social issues. Anna-Sara Lind 

gave an update about what happens now that the European Court of Justice 

ruled that the Safe Harbour Clause is no longer a legally valid ground for 

sharing data between EU and the US. We also wrote about two PhD projects 

looking at how participants in the Swedish SCAPIS study perceive risk in-

formation and what and how they would like to know about their potential 

individual risks for disease and disorders. 

We are planning four issues in 2016, in the first issue, Jane Reichel gives 

us her view on how the EU-US Privacy Shield will ensure safe harbours for 

data transfer in the future. We also report how direct-to-consumer genetic 

testing companies lack clear consent procedures for biobanking and re-

search. Soon, these tests might become difficult to market and offer in Eu-

rope, with the European Commission proposing changes to the European 

Directive on in vitro diagnostic medical devices. Readers will also be able to 

read about how challenges to informed consent posed by rare disease re-

search and how RD-Connect researchers proposes to meet them. On behalf 

of the CHIPme COST Action network, we invite readers to a workshop on 

genetic data in public research databases in Bolzano, Italy in April 2016. 

CODEX ï Rules and guidelines for research 

Together with the Swedish Research Council, we are running the CODEX 

website (www.codex.vr.se) with rules and guidelines for research. The site is 

available in both Swedish and English. 

The aim is to give researchers and other interested parties access to and 

information on the guidelines, ethics codes and laws that regulate and place 

ethical demands on the research process. One can search for a specific doc-

ument or ones originating from a certain author ("Rules and guidelines"). 

Short introductions to issues in research ethics create a certain coherence and 

help those looking for a quick overview ("About research ethics"). There are 

weekly news updates from the world of research ethics. 

CODEX first and foremost addresses those who are actively involved in 

research, but is also tailored to the interested public. No previous knowledge 

is needed to understand the website's contents.  

Stefan Eriksson, Associate Professor of Research Ethics, developed the 

site in 2000. In 2004, the Swedish Research Council became involved to 

ensure the website can be maintained and continue to develp. Stefan Eriks-

son is currently the editor and runs the site with the aid of Mirko Ancillotti.  

CODEX had 98 817 unique visitors in 2015. The number of visitors clear-

ly increased from the previous year. The weekly record is 4 435 unique visi-

tors. Visitors are mainly from Sweden, but circa 80 countries are represented 

ï most of them coming from Germany, the Netherlands, Italy and Finland 

(in that order). Swedish readers are predominantly from Universities and 

other schools, but also from authorities. An increasing number of visitors 

http://www.codex.vr.se/
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bookmark CODEX: 61 % go directly to the website, in other cases via link 

from another website (6 %) or through a search engine (32 %). 1 453 pages 

link to CODEX. 
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Clinical Nutrition and Metabolism 

Research Group Leader Professor Tommy Cederholm 

Research profile 

Metabolic and dietary interaction during health and disease is the research 

focus at CNM. Within this overall focus there are several research pathways, 

i.e. 1) clinical disease- and age-related nutrition, which includes understand-

ing of catabolic processes, consequences and treatment related to undernutri-

tion, cachexia and sarcopenia in hospital, elderly care and community set-

tings, 2) preventive nutrition and metabolism, including nutritional epidemi-

ology, obesity and metabolic intervention trials for elucidating effects on 

insulin sensitivity, body composition and cardio-vascular risk factors, 3) 

food intake and dietary patterns relation to various health outcomes mainly 

in elderly people from various population cohorts. 

Fatty acid (FA) and carbohydrate metabolism, inflammation, dietary in-

terventions, dietary assessment, energy metabolism, body composition 

measurements and implementation techniques are examples of methodology 

expertise. CNM has laboratories that analyze FA profiles in various tissues 

by gas-chromatography and measure body composition by air-displacement 

and bioelectrical impedance, and energy expenditure. 

Members of the group 2015 

 Academic title Professional title 

Tommy Cederholm Professor MD 

Ulf Risérus, deputy  Associate professor Researcher 

Per Sjögren Associate professor Researcher 

Brita Karlström Professor emeritus Dietitian 

Bengt Vessby Professor emeritus MD 

Ulf Holmbäck Postdoc Researcher 

Anja Saletti Postdoc Dietitian 

Afsaneh Koochek Postdoc Dietitian 

Matti Marklund Postdoc Researcher 

Birgit Vahlberg Postdoc Physiotherapist 

David Iggman PhD  MD 
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Johanna Törmä PhD student Dietitian 

Sigvard Sobestiansky PhD student MD 

Erika Olsson Licentiat student Dietitian 

Erika Ax PhD  Nutritionist 

Fredrik Rosqvist PhD student Nutritionist 

Zayed Alsharari PhD student Nutritionist 

Mikael Karlsson PhD student Dietitian 

Åsa von Berens PhD Student Dietitian 

Elisabeth Skoglund PhD student MD 

Roger Olsson  Lecturer/Universitetsadjunkt 

Siv Tengblad  Laboratory technician 

Marie Berglund  Research assistant 

Partly affiliated or associated to CNM 

Wulf Becker Associate professor Chief nutritionist 

Elisabet Rytter Postdoc Nutritionist 

Helena Bjermo Postdoc Nutritionist 

Stefan Branth Postdoc MD 

Anders Forslund Postdoc MD 

Anders Sjödin Associate professor MD 

Annika Smedman 

Linda Bratteby 

Postdoc 

 

 

Physiotherapist 

Viola Adamsson PhD  

Torbjörn Åkerfeldt PhD student MD 
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Research projects 

On-going projects 

Epidemiological studies consider nutritional, metabolic and dietary factors, 

with special emphasis on biomarkers of fatty acid intake, in relation to long-

term clinical outcomes, e.g. diabetes type 2, metabolic syndrome, cardiovas-

cular disease as well as functional limitations, cognitive dysfunction, mor-

bidity and mortality in young old and old old populations.  

Clinical trials concern understanding of 1) sarcopenic mechanisms during 

disease and senescence, as well as potential effects of designed amino acid 

solutions and vitamin D either alone or in combination with physical exer-

cise, to sarcopenic old adults, and 2) fatty acid effects in type 2 diabetes and 

obesity. The importance and effects of exercise and nutrition on physical 

activity and body composition in post stroke patients are studied. 

Techniques of implementation to improve nutritional routines in elderly 

care are investigated.  

Intervention trials in order to understand metabolic effects of healthy 

Nordic diet and by providing various fat qualities i.e. saturated vs. mono- 

and polyunsaturated fatty acids are performed in single-center as well as in 

larger multi-center controlled studies in order to assess effects on insulin 

resistance, inflammation, body composition, liver fat and other cardio-

vascular risk factors.  

Emphasis is laid on studying dietary patterns and their relation to health 

outcomes, like cancer, cognition and sarcopenia, but also to identify underly-

ing dietary patterns in the Swedish population. Relations between dietary 

patterns and exposure to environmental toxins are studied. Telomer changes 

during ageing are analyzed in cohort studies.  

Obesity, especially child obesity, is explored by metabolic characteriza-

tion of insulin resistance, energy metabolism, and body composition. Sleep 

pattern effects and disturbed circadian rhythm effects on glucose metabolism 

are studied. 
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Studies are performed in wide-spread collaboration with other research 

groups locally, nationally and internationally. 

Future promising research at CNM 

¶ Understanding sarcopenia from clinical, epidemiological and molecular 

perspectives, and its treatment 

¶ Implementation techniques of nutritional routines and development of 

assessment tools for meals in elderly care 

¶ Dietary patterns and potential effects on development of cognitive im-

pairment and sarcopenia 

¶ Omega-3 fatty acid effects on epigenetic markers, mononuclear blood 

cell gene expression and effects on inflammation resolution 

¶ Fatty acid effects on gene expression, insulin sensitivity, inflammation, 

and body composition, including lean body mass and fat distribution (ec-

topic fat accumulation) 

¶ Role of diet in preventing non-alcoholic fatty liver disease (NAFLD) 

¶ Molecular and metabolic understanding behind favorable effects of en-

ergy restriction in type 2: use of functional imaging 

¶ Relation between carbohydrate intake and fatty acid profiles and central 

obesity in 60 year old community-dwelling subjects.  

¶ Impact of structural membranes for health effects by milk products. 

¶ Dietary patterns and exposure to environmental toxins. 

¶ Telomere functions in ageing 

¶ Nutritional impact on metabolomics 

¶ Cardiometabolic, transcriptomic and epigenetic effects of a healthy Nor-

dic diet 

¶ Effects on well-being and physical activity by prescribed walking exer-

cise using encouragement by SMS in patients after stroke 

¶ Potential Vitamin D relations with health outcomes like cognition and 

sarcopenia in old adults 

¶ Individualized treatment of child obesity 
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