UPPSALA
UNIVERSITET

Department of
Public Health and
Caring Sciences

Annual Report 2015

Avsandare/Faststalld av Johan Hallgvist 2016-05-12






Introduction

The Department of Public Health and Caring Sciences employs 200 persons,
of which there ard1 professors and 26 sier lecturers. The yearly ecome
ic turnover is approximatel¥50 million SEK.

The Department of Public Health and Caring Sciences has extensiva-respo
sibilities in the teaching of nursing students, medical students, master of
public health students amgtaduate students. The research questiaghs a
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 moleculalogy related to
important public health problems. They take advantage from a truly- mult
disciplinary collaboration, involving cooperation with other departments of
the university and other universities in Sweden and around the world. The
Department is ats the host of two Centres; the Centre for Disability- R
search and the Centre for Research Ethics and Bioethics. Further, e strat
gic research program-OARE is hosted by the research group Clinical-Ps
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 Masfmogramme in Public Health and
about 640 in separate courses. Through-estthblished collaboration with
several universities abroad and different exchange programmes nutsing st
dents and teachers were able to get international experience. Contract educ
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 scientic research in Caring sciences, Diet, nutrition and ntetab
lism, Family medicine and clinical epidemiology, Geriatric research, Rreve
tive research, and Social medicine. During 2015 there 86tk peer
reviewed scientific publications from researchersliaféd to the depar

ment. The yearly average during the last ten years is 230 but therenis an i
creasing trend during later years. There were 14 dissertations, a somewhat
greater number than the yearly average during the last decade. During 2015
the depament had 88 registered doctoral students engaged in thesis pr
jects.

The research activities are organized in eleven research groups; Caring
SciencesResearch Ethics and Bioethics, Clinical Nutrition and Metabolism,
Clinical Psychology in HealthcarBjsability and HabilitationFamily Med-
icine and Preventive Medicine, Geriatrics, Health Econdf@glth Services
ResearchLife Style and Rehabilitation in Long Term llinesmd Socio-
medical Epidemiology.

Caring Sciences

The research has a multidiscipligaand multiprofessional perspectivéhe
focus is on clinically relevant problems in the health care sector. There are
two research themes; reproductive heakthd quality of care and patient
safety.

In reproductive health the aim iséohance preconcgpn health and care
among women and men by i) developing, implementing and evaluating a
counselling toqgl called the Reproductive Life Plam clinical health care
settings ii) developing, launching and evaluating a preconceptiom- info
mation package orhé internetand as a mobile application for the general
population to access and use, d@indstudy ethical and gender issuetated
to preconception care. Also prevention of cervical cancer and the impleme
tation of HP\fvaccination in school health havbeen investigated. The
groupcollaborate witltheinternational PrePreg network

The quality of care and patient safatywestigates different aspects of the
guality of care and patient safety at micamd meso levels in both hospital
and community settgs,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 200BRB is a multidisciplinary research envine
ment with senior and junior staff from ethics, philosophy, medicine, nursing,
economics, law and other fields. Their research questions arise in close co
laboration with other researchers, scientists and clinici@R® investigates

the ethical, philosophical and legal aspects of biomedical research and clin
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cal practice. Roughly, their research profile can be divided in threehbioet
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 subscriber They also run the Ethics Blog and the Swedish sister blog
AEti kbl oggend that reaches both the
CRB is responsible for the Swedish R
with rules and guidelines for research. In 2015, #resginged 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 Metabolm

At Clinical Nutrition and Metabolism (CNM) top international and partly
world leading research is perform@JIOF11) to evaluate theole of nuti-
tion for preventionand treatmentof non-communicable diseaseéscluding
cardiovasculadiseasetype 2 diabdgesandotheragerelateddisorders Dur-

ing 2015 severalimportant grantshave beenapproved(e.g. Swedish Re-
searchCouncil) and a number of newsreakingpapershave been published
including fatty acid effects onabdominal fat deposition, dietary fai-b
omarkers and CVD riskon musclefunction .g.importance of sarcopenia
in aging) andon dietary pattera andrisk for dementiaand other health lza
ards.Researchers at CNM are highly interactive with media and the outside
society.

Clinical Psychology in daltlcare

The group houses the strategic research progrECARE and the UCARE-

portal. The Portal is the only Swedish generic infrastructure to suppert r
search on online sefare, care, and psychological treatment. TletaP
consists of two parts; ¢ hni c a | solution O6smwmftwar €
cluding, but not limited to text, multimedia material, cognitive and physical
exercises, forum, chat, and questionnaifidee groupconducs research on:

the clinical efficacy and costffectiveness of onli 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; andshistainable sy
temsshoutl be designetb support online intervention¥he researcimeets

the healthcare challenges ahehds potentially a high ipact on the society

and economy, ant crossdisciplinary involving Economics, Implemest

tion Sciences, Information Systems, angdpslogy. The group consists of
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many young and talented scientists and is highly interactive with the su
rounding society

Disability and Habilitation

Research activities focus disability as a function of the interplay between a
per sonds h eaad histor her @hysicalt sbc@lnand societalienv
ronment. There are three main research tracks: 1) the development and test
of assessment methods, interventions and documentation in services-for pe
ple with disabilities, 2) the significance of received &egl support for self
perceived health, and 3) participatory research. All tracks highlightathe f
cilitating and restraining aspects of the environment, as well as the particip
tion and perspectives of persons with disabilities, professionals and-signif
cant others

Family Medicine and Preventive Medicine

The research in Family Medicine emanates from the multidisciplinary pe
spective of primary health care and is conducted by a large groug of r
searchers throughout the Upps@leebro region. The researchtisities
haveeleven 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 collaboratimmrisas-
ing.

Much work has been carried out during 2015 to nthke&ision of an a-
ademic primary health care center come true.

Geriatrics

The main areas of research are molecular studies of dementia as wel as cli
ical and epidemiological research in theand other age related diseases,
such as cardiovascular and renal disorders. Cellular and transgenic models of
Al zhei mer 6s di sease, Par kinsonds di se
to understand mechanisms of abnormal protein aggregation in the hdain a

to develop new biomarkers and diseasalifying therapiesAn important
research tool is to develop new methods for molecular imagegositron
emission tomography (PET)he group applies a broad repertoire of expe
imental techniques.g. molecubr biology, biochemistry, histology aneé-b
havioural analyses in our resear€Hinical and epidemiological studies of
dementia and successful ageing are also performed



Health Economic Research Group

The Health Economic Research Group was initiated d@@ig as a part of

Health Economic Forum of Uppsala University (HEFUU), aiming at
icreased collaboration between different Departments at the University. The
research groupdés major research proj
of robust methods for coparative effectiveness studies in clinical practice

using mainly existing data for the evaluations, medical records andge

istries.

The group has made progress during the year in order to assure critical
collaboration partners for its first projedte., a proofof-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 populatioms prefe
ences regarding using these existing data. And finally, the group haseontri
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 falty and the students in health economics. Fonmexa
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 adbie to consider accepting
more students in order to advance th
economic evaluations

Health Services Research

Health Service Research (HSR) adopts three contrasting but interconnected
perspectives; at care provisierganisationat and system level. The Pp

sala group is engaged in research at all three levels with focus on governance
and implementation, intrarganisational control, intesrganisational rel-

tions and patient relations. More specifically, curremidg objectives ri-

clude development of exploratory models for differences in public and pr
vate care, identification of barriers for implementationdifferent reforms

as well as identification of facilitators for high quality and patient safety
care. Thegroup is multidisciplinary and the researchers have differamt pr
fessional backgrounds such as medicine, psychology, nursing and political
science

Life Style and Rehabilitation ilong term iliness

The groupLifestyle and rehabilitation in long term isswas formed du

ing 2015. Various projects are ongoing and planned within the group and
most projects are croshisciplinary randomized controlled interventiondstu

ies focusing on lifestylee(g. physical exercise, stress management,i-nutr



tion) in cancerpatients. The aim is to find evidenbased interventions for
changing life styles factors to decrease the burden for the patients and care
givers during and after cancer treatments, -effetctive rehabilitation -

grams and more persaentered healthace

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 mterve
tions in different population group3he main fields of the researchopr
gramme are to evaluate the quality and equity in medical care and health
system interventions for vulnerable groups

UppsalaMay 12 2016

Johan Hallgvist
Head of Department
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Centres

During 2015the Departmentof Public Healthand Caring Sciencesvasthe
hostof two Centresithe Centrefor Disability Researchand the Centrefor
ResearchEthics and Bioethics.

Centre for Disability Research (CDR)

(www.cff.uu.se)
Director: Karin Joreskog

The Centre for Disability Research was established in 1988 to coordinate
disability issues in various subject areasha faculties at Uppsala Univers

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 eaingnthe

flow of information among teachers, researchers, and doctoral students as
well as interested parties outside the univer§itys2).

Centrefor ResearclicthicsandBioethics(CRB)

(www.crb.uu.se)
Director:MatsG Hansson

The Centre for Researchhitts & Bioethics (CRB) is an interfaculty centre
that was established in 200BRB is a multidisciplinary research envine

ment with senior and junior staff from ethics, philosophy, medicine, nursing,
economics, law and other fields. Our research questides in close de
laboration with other researchers, scientists and clinicians. We investigate
the ethical, philosophical and legal aspects of biomedical research dnd clin
cal practice angublish the resilts 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 registriasorthics and ne
rophilosophy, risk research and nursing and cgpris).
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Education

The Department of Public Health and CaringeBces is funded for about

810 full time students, which represent@@60 students registered at the

department in 2. About 930 registered students were educated in the

Nursing programmes, aboi090in the Medicine programme, abot in

the Master programme in Public Health and aléadtin separate courses.
About 50 students were registeréa contract education argB doctoral

studentsvere registerechithe 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-scie
tific questions in the course Professional Skills and Communication, which
starts as early as the first semester.

The program involves the integration between biological basislamé
cal science, but also the integration between basic science and clifical su
ject areas. This means that the theoretical parts are studied in context, not as
separate courses.

A new subiject is interprofessional education. The first semestersiall st
derts from the nursing, physiotherapy and medical programs all veerk t
gether in reflective exercises concerning patient, doctor, staff and relatives
encounters.

Semester lintroduction coursg3 credit points

Semester 1Professional Skills and Communicatidn2.5 credit points
Semester 2Professional Skills and Communication225 credit points
Semester 3rofessional Skills and Communication235 credit points
Semester 4Professional Skills and Communication245 credit points
Semester-41: Leadeship training,4 credit points

Semester SGeriatrics

This course covers gerontology, Alzheimer's disease and othes- neur

degenerative dementia disorders, various aspects on frail elderly patients
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with multiple cemorbidities and polpharmacy, falls, deliom and other
geriatric syndromes, orthogeriatrics, stroke rehabilitation and palliative
care, during a total of three weeks.

Semester-11: Medical Ethics and Medical Lgv8 credit points
The course extends over the entire program. The different eleamergs
lated to the other courses that students take during the current period.
Eachsession includes either a half or a full day. The course involves
close collaboration with various clinical specialties, including group e
ercises based on actual patieases that are either presented by thre pa
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 11Family Medicine6.5 credit points
Theoretical education is mixed with seminars for two weeks anduhe st
dents have practical training in managing patients by themselves in a
health care centre for another two weeks.

Tutor education- supervising students at health caretoes
Doctors are trained in supervising students at the health care centre. Each
course lasts three days.

Courses in the Nursing Program

The Nursing Programovers180 credit points(Nursing Methods | and I,

Il Health and Prevention of Ill Health Nursing and Medical Science in
Public Health Practice and Primary Health Care, Nursing and Medical Sc
ence in Gaatrics 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 Huliss were awarded the
Nursing Students6 pedagogical dpri ze
ards.

Separate courses at the ficstcle level

The following courses are offered as separate courses at theyfilstievel:
Culture and Health, Trends i@lobal Health, Motivational Interviewing in
Health Promotion, Disability Living Conditions and Participation (intiwdu
tory course), Impairment and Disability (advanced course), Nursing Care
Planning and Quality Improvement, Bachelor's Thesis in CaringnEes,
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
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Contract education

The coursaNorking with Diseas@reventon Methods in Practice/.5 cral-

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 physiotherapistaan pr

ry care. The course includes the National Board of Health nationa¢-guid
lines for disease prevention practices regarding tobacco use, hazardous use
of alcohol, insufficient physical activity and unhealthy eating habitshMet
ods and tools for working witunhealthy habits in an evidenoased ma-

ner for individuals and groups are taught. Working under improvemeit mo

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

The courseResearch Ethics for Medicine and thiée Sciences4 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,
participarns share what they have learned with colleagues at their horae inst
tutions. The training wildl devel op p:
pects of research work, and to do something about them. It provides the
basic tools to identify and assess tcanethical aspects and offer updated

and researchased information, important issues and concepts. We also
provide a resource bank of instructions, forms, guidelines and principles.

This is an online courswith videolectures 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 disesAll 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 frbm fe
low students in the discussion forum.

Secondcycle courseand study programs

Postgraduat®iploma in Specialist Nursing with focus on

District nurse

Postgraduate Diploma in Specialist Nursing with focu®atrict nurse 75
credit pointsi Pharmacology related to Diseases and the Extended Role of

the District urse, Nursing Care and Public Health in Adults and Elderly in
Primary Health Care, Nursing Care and Public Health in Children and Ad
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lescents at Child Health Centres and Schools, Nursing Care in Children and
Adolescents with Common and Specific ConditioAdyanced Studies in
Primary Health Care Nursing

Postgraduate iploma in Specialist Nursing with focus care
of elderly

Postgraduate Diploma in Specialist Nursing with focusame of elderly, 60
credit points(Geriatrics, Pharmacology and Gerontolagiblursing, Gern-
tology and Nursing Focused on Healthy Ageing, Dementia and nursing
care).

Postgraduat®iploma in Specialist Nursing with focus on
oncology care

Postgraduate Diploma in Specialist Nursing with focusmeology care, 60
credit points and @ credit points at our department: Psychosocial Cancer
Care | and Il, Palliative Care | and II.

Separate courses

The following courses are offered as separate courses at the -sgctnd
level: Research Designs, Methods and Statistics in Public Healthic Pub
Health Ethics, Theories in Caring SciencEse Organization and Manag
ment of Swedish Health Care, Health Promoting Management, Diei; Nutr
tion and Public HealtHEquity in Health Clinical Nutrition and Energy Ba
ance, Psychosocial Cancer Care, Patilie Care, Challenges in Global
Health, Community Interventions, Neuroethics, Behavioural Medicine with
Applications to LifestyleRelated Health Problems, Dementia and Nursing
Care- Basic Course for Nurse€aring ScienceDegree Project, Advanced
Cour® C, Public Health C, Degree Project, Scientific Methodology Il, and
Supervision.

Master in Public Health

Two years of fulltime studies, 12 credit points, started in year 2007.

The modules are: Public Health (advanced level, 15 credit poirgs), R
searchDesigns, Methods and Statistics in Public Health (advanced lvel,
credit points), Behavioural Medicine with Applications to Lifestidelated
Health Problems (7.5 credit points), Community Interventions (7.5 credit
points), Organisation and ManagemehtSevedish 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 leveled®0 cr
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. Animportant profiling of the program is a focus on health grom
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 coursend study progam

Doctoral courses and study programme

In the beginning of the year 2015, 75 doctoral students were in education
and during the year 14 ofd@m have past their theses andn&8v 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 fentre for Research Et
ics & Bioethicsar e i nvol vedducitn ofnT hteo isnctireont i f i
ECTS, givenwo times a year). Th€entre for Research Ethics & Bioethics
is also responsible for the coiurse i
encedo (1.5 ECT, g iFamiynMedicin® and Rreventive a Yy e
Medicine participated ini Me d i c a | epidemiologyo (1
year). The research gro@linical psychology in healthcare responsible
for t wo Implementaiansof cmplex interventions in healthéare
(7.5 ECT, given once gear).

The Certre for Research Ethics & Bioethids also responsible for de
tor al courses given at other facultie
for Science and Te cthiestmesagegtdo (2 ECTS,

To give new doctoral students a good introductmitheir doctoral stu-
ies the directors of doctoral studies in IFV setup atwodaysnt r oduct i
c o u rwheredall the research group leaders give lectures in their cavn sp
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 givenrbasic i
formation on goals, rules and regulations, among all annual feifmwhe
half-time review, the diffenet 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 #etimy 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 wellestablished collaboration witlmiversities abroad whin 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 (No
lys for the Scandinavian arlaltic countries and Danosfi for the Nordic
countries), and Linnaet®alme and Minor Field Study for developing neu

tries such as EthiopidMozambique Tanzania, Thailand, Uganda, and V
etnam. The students also have the opportunity to do clinicad- pra
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 dout 45 of them studied abroad durind2 weeks, while 9 foreign
students visited our department duringl2l weeks. Six of our teachers
taught abroad during-3 weeks; one visited Metropolitan University ICo
lege, Copenhagen, for teaching in an intensivgrse supported by Nabr
plus, two participated in the European Academy of Caring Sciences and the
Nordi c/ Eur op e &xplorifgocare éor luman eservicei prefe

sions: Caring Scienceod, Copenhagen,
Uganda, within the LinaeusPalme Exchange Programme, and tvigited
Mahi dol University, Thail and, for p

Buil ding in Reproductive Healtho suprg
International Cooperation in Research and Higher Education. éxaher

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

as a part of the Linnaet®alme Exchange Programme. The exchange pr
grammes have given students and teachers knowledge, experiences; intern

tional contacts and global perspees which are valuable for their personal
development and careers as well as for their universities.
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Dissertations 2015

1 Ax, Erika. Dietary patterns: Identification and health implications
in the Swedish population

1 Godskesen, TovePatients in clinicalancer trials: Understanding,
motivation and hope

1 Grandahl, Maria. Prevention of human papillomavirus in a school
based setting

1 Hellstrém, Charlotta. Adolescent gaming and gambling in relation to
negative social consequences and health

1 lggman, David. Dietary fatty acids and cardiometabolic risk: Influence
on lipoproteins, insulin resistance and liver fat

9 Isaksson, Stina The childs best interest: Perspectives ofmga
eterecipients and donors

1 Jalmsell, Li. Towards good palliation for children with cancBReca-
nizing the family and the value of communication

9 Kerstis, Birgitta. Depressive symptoms among mothers and fathers in
early parenthood

1 Kirsebom, Marie. Mind the gap: Organizational factors related todran
fers of older people between nursing homed laospital care

1 Nordlof, Hasse Prerequisites and possibilities for manufacturingco
panies to prioritize and manage occupational health and safety

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

9 Sollvander, Sofia Amyloid-beta Pratfibrils in Alzheimers Disease:
Focus omAntibodies, Inflammation and Astrocytes

1 Widarsson, Margareta. Journey from pregnancy to early parenthood:
Perceived needs of support, fathers involvement, depressive symptoms
and sress

¢ Ostlund, Ann-Sofi. Motivatio n a | i nterviewing in pri
experiences and actual use of the method
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Caring Sciences

ResearclgroupleademprofessoimanjaTyden,chair

All teachers including the professors are to a high degree engaged @ educ
tion on undergraduatemaser- 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 Uppsalarsity.

Our research in Caring Sciences emanates from a-seigttific perspe-
tive including preventive, supportive, caring, and rehabilitative actions. Our
research gnap is studying clinically relevant problems in the health care
sector. Resourcasithin the health care system for support to the individuals
and their families are of great interest

In 2015 the Caring Sciences grotgadfollowing two research themes:
A Reproductive health
A Quality of care and patient safety

The theme that we calieproductive healthinvestigates different aspects
relatedto fertility issues anchaving clildren in the futureThe background

to this is thaparental age when having a first child in Sweden has increased
by five years the past four decad&be aim of thisresearch program i®
prevent infertility and HPMelated cancer.

We have ongoing studies at antenatald |VFclinics in the Uppsala
Orebro region. We investigated health and lifestyle prior to conception, du
ing pregnancy and one year after delivédyr main research questions are:

Is pregnancy planning associated with life style changes? Is pregnaney pla
ning associated witfactors such as age and education?

In an RCTFstudy we measure the effects of a new approach (The-repr
ductive Life Plan) otontraceptive counseling. The main research questions
are: Is it possible to increaseomen’sknowledge aboufertility and their
attitudes to plan pregnanciesrlier in life with help of the Reproductive
Life Planapproac? What are themidwiv e s 0 ercrspnd needsf this
new approach of contraceptive counselfinge collaborate with Orebro
University andwith 30 clinics for contraceptive counseling@rebro Cou-
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ty Council We also continue with research collaboratiath our interra-
tional PrePregroup.

Further, we have a study in Thailand; Knowledge, belief and acceptance
related to HPV vaccination among parents in Thailand.

Another focus is t@ain a deeper understandingexperiences and needs
following a prenatal diagnosis of congenital hedatect The focusis on
information and support to pregnant women and their partners to acquire
knowledge to enhance informed decision making regarding whethento co
tinue orterminate the pregnancy

Prevention of cancer related to Human papilloma vildB\() is also
studied. Sweden introduced a schdmdsed human papillomavirus (HPV)
vaccination programme in 2013ome of our research questions are: What
attitudes and experiences do school nurses have regarding the lséeml
HPV vaccination programmeé®hy do parents refuse or accept to vaccinate
their daughter?

An ongoing RCTstudy in School Health investigatthe outcome of an
intervention on HPV vaccination status aadout primary prevention of
HPV.

We also collaborate witiMahidol University Thdiand regarding HPV
vaccination.

Together with the PrePrewetwork we planned th8® European Co-
gress in Preconception Health and Care to be held in Uppsala February 2016.

Thetheme that we caljuality of care and patient safeityvestigates diffe
ent apects of the quality of care and patient safety at ma&rd meso levels
in both hospital and community settings.

The aim of one research programtdésreduce the incidence of patients
with hospitatacquired pressure ulcerns 2015, an RCT was condudté¢o
evaluate the effect of a new innovative method, tloatiduous Bedside
Pressure Mapping Systemn the incidence of pressure ulcers in a geriatric
hospital ward. Experiences from the multidisciplinary team were al$p gat
ered through qualitative intdews. Furthermore, to investigate sustainability
a threeyears follow up of an implementatiatudy (evidence based pressure
ulcer prevention) is ongoing. Another research program is infection control
includinghospitatacquired infections following coronaartery bypass graft
procedures and t he eledronic enpnitoring $ystemd k a mr
for hand disinfectio)) which is under development.

Communication is studied from the perspective of postoperative handover
between healthcare personnel in aaesthetic clinic (SBAR) angdrimary
care nurses” experiences and actual performance of motivational wwtervie
ing with patientsFurthermore, evidence based practice is studied inrdiffe
ent contex 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 t
day. Factors related to transfers of older people between nursing homes,
emergency department and hospital caage been identifiedas well as
older peoplesperceptions of dignity, welbeing, autonomy and particp
tion.

The work environment for nurses affects patient safety. Therefore]-a qua
itative interview study is planned to identify factors for registered nurses’
intention to fay/intention to leave their position at surgical and medical
wards. Another project connected to werkvironment, ending in 2016, had
the overall aim to gain knowl|l esige of
tant nursesod6 wor k ndrof whgh factoes theyrcansidgre p a r t
to be important for attractive wark
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Awards 2015

Tanja Tyden received the Uppsdbounty prize for good clinicaksearch.

Agencies that support the research work/Fun@8teK)
Medicine and Plrmacy, UUan€Ca mpus Got | a n d360 000

Vetenskapsradet 100000
ALF-medel 800 000
LOF (Landstingets Omsesidiga Forgagsbolag) 100000
Frimurarstiftelsen 200000
STINT olnitiative granto 148000
RFR-medel 150 000
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Member of European Academy of Caringjehice

European Academy of Caring Science (EACS), Core member
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Health Services and Nursing Research and of QuafitCare at KU
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Guest Researcher, Department of Nurskagulty of Nursing and Mg

ical Technology, University of Medicine and Phracy, Ho Chi Minh
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Guest Researcher, School of Economics, Sukhothai Thammathirat Open
University, Thailand

Guest Lecturer, Makerere University, Colledge of Health Segnc
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Member of the Editorial board for th#ournal: Nursing Research and
Education
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Centre for Disability Research (CDR)

The Centre for Disability Research (CDR) was established in 1988 te coo
dinate disabilityissues in scientific fields represented at the faculties pt Up
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 Degpaent of Public Health and Caring
Sciences.

During the year CDR continued functioning as the coordinator for the
Swedish Network of Disability Researche@n 16 April, around forty &-
searchers from all ov&8wedergathered for a network meeting in Upyasal

The agendancludeda presentation of UU, a tour of Museum Guktav
anum and a lecture by Therése Fridstrom Montoya of the Department of
Law. This was based on her thesis on the rights of people with intellectual
disabilities in legal contextsjncluding their right to personal self
determination.

Also on the agenda was a presentation of the work being done by the
nominationscommitteein preparation for the election of Swedish members
of the board of NNDR (Nordic Network on Disability §&arch).

NNDR wasfounded in Denmark in 1997 and since then has arranged the
biennial international research conference held in one of the Nordic cou
tries. This means that the conference returns to each country every ten years.
In 2017, the conference will be held in Swadfor the second time. The
national network will be responsible for the conference arrangements while
financial responsibilityrests with the local organiser (Orebro University).
Karin Joreskog and Karin Sonnander are part of the team working on the
confaence, calledNDR 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 #@6 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 abeut on
going research into disability at Uppsala UnivistsiVe have seen a steady
increase in the number of people attending the lectures.
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Four editions of the newslettéresearch om funktionshind¢Current
Disability Research) have been published. The newsletter represeets Sw
dish research on disability isssl

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 anail network with 800 addresses.

The CDR homepageMww.cff.uu.sé presents information about adtiv
ties at CDR, its board members, lecture and copregrammesegetc The
newslettelResearch om funktionshinder pag&urrent 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, (Disiaiary Domain of Medicine and Phaam

cy) chairperson

PhD Faculty of Medicine, Karin Hellstrém (Disciplinary Domain of Med
cine and Pharmacy)

Professor Anders Rydberg (Disciplinary Domain of Science and Taehnol
gy), vice chairperson

PhD Faculty of Technolgg Kjartan Halvorsen, (Disciplinary Domain of
Science and Technology) (undi0-06-2015)

Professor Rafael Lindqgvist (Disciplinary Domain of Humanities and Social
Science).

PhD Faculty of Humanities and social Sciences, Lotta Lerwall (Disciplinary
Domain ofHumanities and Social Science)

PhD student Therese Fridstrom Montoya (UsiH06-2015)

PhD student Marie Sépulchre (from-07-2015)

Former Senior lecturer, Sonja Calais van Stokkom SWwedish Disability
Federation)

Director Research and Developmeniailess (Uppsala County Council)
Managing Director, Marie Palmgren (Migipalities in Uppsala County)

Agencies supporting CDR work/funding

Funding has been received for 2015 for the newsl|&e=mearch om fua
tionshinder paga(Current Disability ResearghThe financiers are:

1 NorrbackaEugenia Foundation SEK 162 000
1 Sunnerdahl Handicap Fund Foundation SEK 162 000
1 Savstaholm Foundation SEK 96 000
1 SwedishCouncil forHealth,Working Life andWelfare

(FORTE SEK 250 000
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Funding has been received for tAaredish Network for Disability Research
from:
1 SwedishCouncil forHealth,Working Life andWelfare

(FORTE SEK 250000

Research collaboration

On 27 November, a hatfay was set aside for doctoral students at UU to
look into how care/assistance receiveais take part in research. Two people
with experience in this area were invited to give a lecture on the subject.
They were from CASE the Centre for Aging and Supportive Environments
at Lund University. In addition to discussions about the topic, thedasl
provided a meeting place for doctoral students from various scientifie disc
plines and subject areas.

On 28 June, the Swedish Disability Federation and the Centre for IDisabi
ity Research at Uppsala University ran a seminar entitlad can research
policy set about disability issueshe starting point was the new gomwer
ment research policy proposition planned for 2016. Those attending di
cussed the question of how disability issues can be given more spaee in r
search policy.

Public outreach

The Uppsala Network

The Uppsala Network is anraail network for individuals with either a pe

sonal or a professional interest in research on disabilities. Informatidm reac

ing the CDR is forwarded to the netw
include researchsy 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 CDRhomepagdwww.cff.uu.s@ presents information about the Centre,
board members, lecture and course programmeies,The newsletteRe-
search om funktionshind@agar (Current Disability Research) is available
in PDF format. All issues from the start in 29@re now available. The
homepage is updated frequently and has many visitors.
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Lectures

Each semester, CDR arranges a numbdedaifiresfor the purpose of di
seminating information about egoing research and making it available to
individuals both at Upgala 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.

ThenewslettefForskning om funktionshindg@gar
(Current Disability Research)

The launching of the mesletter 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 s pu
lished by the CDR, Uppsala University. However, the corigenbt limited

to research activities from Uppsala University but includes disabiity r
search from all over Sweden. As of a few years ago, the introductiomr-of ev
ry article is written in easto-read Swedish. Every issue is available as a
PDF document, te found on the website of the Centre for Disabiligr R
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 efipients is 4500, 2900 of
whom subscribe to a printed version and 1600 subscribe to a PDF document
distributed by email. Many subscribers are workplaces, so there is reason to
believe that the newsletter is made available to and is read by multiple ind
viduals. The newsletter is also circulated widely. Hence, the newsletter is
read by considerably more people than the subscribers. The audience is va
ied and includes, besides a significant number of disability researchers, n
tional, regional and local gosemental agencies, universities and university
colleges, libraries, schools, ngevernmental organisations, workplaces and
individual employees in local government organisations, persons with a pe
sonal interest in the field, national newspapers and mettiaMost recip-

ents are Swedish, although there are also subscribers in the Scandinavian
countries.
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Centrefor Researchtthics & Bioethics (CRB)

Director: ProfessoMatsG. Hansson

The Centre for Research Ethics & Bioethics (CRB) is a rdigtiplinary
research environment with senior and junior staff from ethics, philosophy,
medicine, nursing, economics, law and other fields. Our research questions
arise in close collaboration withtherresearchers, scientists and clinicians.
We investigate the efttal, philosophical and legal aspects of biomedical
research and clinical practice amablishthe results of our research in inte
national peereviewed scientific journals and in books.

Roughly, our resmrch 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.

Bioethicsis a multidisciplinaryendeavour. 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 iglinical ethicslooks at health care situations and the-pe
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 ethicgesearch includes a focus oegulation studies and
publication ethics. We run the Swedi
rules and guidelines for research. We run mandatory courses for @#hD st
dents in medicine, pharmacy, science &thnology at Uppsala Universi
We also offeronline research ethics training for medicine and the life sc
ence. We are also looking at legal issues, informed consent, privacy and
incidental findings, particularly in association with biobanks and registry
research.

56


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

Profile areas

Biobanks and registrse

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 datd/hat we do is sometimes referred to as ELSI
research, which stands for ethidalgal and social issue®/e 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 gatient percp-

tions. We also look at some of the more specific issues that aisaiiec-

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

We collaborate with biomedical scientists and publish our findings in peer
reviewed journa. We have looked at ethical frameworks and policy, eegul
tory aspects ofbiobank and registry research, issues relating to informed
consent, ethical review, integrity concerns, trust, genetic testing, incidental
findings, commercialization, public and tgat perceptions, rare diseases
and issues related to children, biobanks and genetics.

We are part of th&8BMRI-ERIC ELSI common service and run ELSI
services for the Swedish counterpaBBMRI.se (Biobanking and Bi-
molecular Resources Research Infrastructure) where, among other things, we
publish our newsletteBiobank Perspectiveegularly and comment recent
developments othe Ethics BlogWe are also involved in BiobankCloudl,
7th Framework project aiming to build the first open and viable platbgm
asevice (PaaS) for storage and analysis of digitized genomic data where
CRB is part of a work package focusing on regulatory and ethical eequir
ments for data storage and analysis. We are responsible for work packages
within BT-Cure (Be The Cureg)an IMI (Innovative Medicines Initiative)
project with 33 partners from both academia and industry focusing on
Rheumatoid arthritis (RA) and Rkke diseases and two"7Framework
projects:EurcTEAM (aiming towards early diagnosis and biomarkei-val
dation in arthritis management) aiD-CONNECT (building an integated
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, BBMRILPC and CCPRB for example.

Neuroethics & Neurophilosophy

Adequateapplied research must be based on solid theory. We use gp€once
tual approach to neuroethics and neurophilosophy, focusing primarily on
fundamental research questions concerning consciousness, human identity,
and the self. Roughly, our research can beddidiinto fundamental neaw
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ethics/ neurophilosophy (the &édnburosci
ics/neurophilosophy thé et hi ¢s of neuroscience').
We are developing a theoretical framework for neuroethics to make ana
ysis of practical issues fruitfulWe 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 pplications of neuroscience and ethical assessments of
neuroscientific research. Current PhD projects look at how we can use ne
roimaging and other methods to understand how the mind works in people
who candét wuse their bwhatatisilike torbed- 0 ¢ o mi
conscious We are also part of the European Community (FET) Flagship
Human Brain Projecwhere 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 -disdiplinary
group. Our backgrounds allow us to approach thesesdsoim theoretical,
philosophical, social, bipolitical and clinical perspectives. We collaborate
closely with neuroscientists to understand the ethical and philosophigal que
tions that neuroscience brings. We have long standing collaborations with
Collége de Francand thePasteur Instituten Paris, and the Centro de Isve
tigaciones Filosoéficas QIF) and the Institute of Cognitive Neurology
(INECO) in Buenos Aires. We also work withiniversidad Central de Chile
Coma Research Group Liege, theCanada Research Chair of Mind, Brain
Imaging and Neuroethiga Ottawa, the Neuroethics Group of tRellegrino
Center for Clinical Bioethic®f the Georgetown Unersity in Washington
DC, theBioethics Unitof the Italian National Institute of Health in Rome,
the KTH Royal Institute of Technology in Stockholm and tKarolinska
University Hospitain Stockholm.

Risk research

Risks are often difficult to interpret and communicating risk rimition 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 prossionals 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 cammun
cated clearly to the entire populatio

Our research is muidisciplinary and we use methods from healthneco
omy, mainly discrete choice experiments (DCE), and-Wesst scaling to
capture the complexities of pecopl ebds
tives to our expertise on risk commaation and medical decision making:
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Ethics &

Social Sciences & T Philosophy

Health Economics

Medical decision
making & risk
communication

Cost-effectiveness
analysis

Clinical ethics

Medicine &

Nursing Law

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 smal.r€earch
deals with the management gédnetic risk informationwhether researchers
should disclosencidental findings in bibank researcharthritis risk can-
munication antibiotic resistangecardiovascular risk communication pri-

mary care, and people's preferences and perceptions when it corsés to
for heart and lungisease

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 nursesiencou
ter in their dayto-day work and how they solve them. Other studies have
investigated the role of ethical guidelines in the building of ethical eemp
tence in nursing practice and iriguity 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, despitehe asymmetry in the relationship between nurse and patient.
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Nursing ethics focuses more on developing caring relationships than on

broader et hical principles. The conce

cept of &bébcuringd an dthentham hoav thpyeshoslad n
act is stressed. As a result, virtue ethics have often been elaborated within
the framework of nursing ethics.

s h

The concept of o6écarebd6 is often defi

as a value and an ideal that can guide nove@gudgments and actions. This
tradition is often contrasted with duty based (deontological) and comseque
tialist (utilitarian) ethics. It argues for embodied relations and emotions to be
part of moral judgments.

Several PhD projects have looked atefiéint aspects of care. Two theses
were defended in 2015: One with a family perspective on palliative paedia
ric oncology and another on why parents participate in phase | and phase I
clinical cancer trials. An ongoing project is looking at clinical atidcal
perspectives on DNR (ewot-resuscitate) decisions in oncology and haem
tology care.

Centre staff 2015

CRB is a multidisciplinary group. Here, 33 people from ethics, philosophy,
law, economy, medicine, nursing, physiotherapy, social pharmacy,jagnet
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 Gavle University. She is also atiadsdo
researcher at CRB. Omar Gutierres Arénas,-gostin the Neuroethicef
search team, left the group, as did Terry Flynn, Senior Researcher in Mind
the Risk who contri but evdrstecalipgemét-i s e
ods we use in several projeci® replace his competence, Jorien Veldwijk

(O

was recruited. She wrote her doctor al

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 rephced 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*hD in Fé-
ruary 2016. In 201£2015he worked on a research project on biology. He
holds a degree of Master of Arts in Philosophy from the University of Pisa in

201 2. Hi s Master thesis regarded Joh
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bioethical debate orlaning and enhancement. Mirko Ancillotti is also assi
tant editor of theCODEX website with rules and guidelines for research.

Stefan Eriksson Senior Lecturer in Research Ethics
Stefan Eriksson also serves as ediof t he Swedi sh Resea
website CODEX. He is also an Associate Editor at BMC Medical Ethics.
Stefan Eriksson is indexed and can be followe®Regearch GateHe has
over 90 pubtations listed, including 3 books, hisifldex 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 bresearch, and publication ethics. In 2013 he published the
first comprehensive monograph on pub
Studentlitteratur) together with his colleague Gert Helgesson.

Stefan Eriksson is 2016 serving as expert in the publigiipgn how to
investigate misconduct and also 2616 an ethics expert in the Swedish
initiative for increased Swedish participation in Swafs.

Kathinka Evers, Professor of Philosophy

Kathinka Eversleads 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 teackles an a
vanced level course in neuroethics. Kathinka Evers conducted her doctoral
studies in philosophy at Balliol Colle, University of Oxford, at the R
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, Universidx-of

ford (1994); at the Department of Philosophy and Human Rights Centre,
University of Essex, Colchester (1998); invited professor at the Univers

ty of Tasmania, Hobart (1999), at Ecole Normale Supérieure, Paris (2002),
and at College de France, Pari®@&7). For six years (1992002) 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 implicatidrikeo EU-
flagship Human Brain Project. Kathinka Evers has recently been appointed
Honorary Professor at Universidad Central de Chile.

Michele Farisco PhD Student

Michele Fariscas part of CRB's neuroethics research team. He was recently
appointed Assoate Professor of Moral Philosophy in Italy. He holdsea d
gree in Philosophy from University of Naples "L'Orientale” in 2003hB P

in "Ethics and AnthropologyHistory and Foundation” from University of
Lecce in 2008 and a Master degree in Biolaw fromUheversity of Rome
"Lumsa" in 2009. He spent time on an exchange grant from the European
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Neuroscience and Society Network within the European Science Foundation
joining the Coma Science Group of the University of Liege (Belgium). He is
the head of the "Sence and society" research unit of Biogem Genetic R
search Centre in Ariano Irpino (ltaly). He is the author of three books and
several articles about posthuman philosophy and philosophical, ethical and
legal implications (ELSI) of genetics and neuroscéenc

Michele Farisco is currently working on his second PhD about th@neur
science of disorders of consciousness (from laboratory to clinics). He will
study the ethical and legal issues emerging from neuroscientific investigation
of Disorders of Consciousnesand related technological apptioas. 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 coramunic
tion for fifteen years. She emrdinatesa ct i vi ti es andrmanage
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
disciplinaly conferences and was responsible for the first BBMRI HandsOn:
Biobanks (an annual conference arranged by national BBMBES) in

2012 where she developed an interactive session where researchers and i
dustry together help participants follow the routebiaink samples take: from
consent and collection through storage and analysis to outcomes in terms of
ethics and trust, healdtonomy, drug development, clinical practice.

Terry Flynn, Senior Researcher

Terry Flynn was Senior Researcher in Medical Deaidlaking at CRB
between January and June 2015. He is a globally renowned expert in discrete
choice modelling generally and the besirst scaling technique specifically,
co-authoring the definitive book (Cambridge University Press). His research
interestdnclude the treatment of risk in medical decision making, quality of
life (particularly in older people and children), eofdlife decision making,
valuing unpaid care and treatments in a variety of clinical areas.

He obtained his PhD in 2002 in the eoomcs of cluster randomized o
trolled trials in Bristol, UK, and also worked in Sydney with the wortd e
perts in choice modelling for 5 years. Hignldex is currently 25 and his
citations are increasingly rapidly due to the innovative nature of hisrcasea
streams.

Elisabeth Furberg, DeputySenior Lecturer in Medical Ethics

Elisabeth Furberg is also lecturer in philosophy at the University of Gothe
burg. Broadly, her research interests include applied philosophy and ethics,
bioethics, personal identityalue 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 morentaesearch -
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 (SWH3weden).The goal of this network is tan-
prove gender parity in philosophy.

Tove GodskesenAssociated Researcher
Tove Godskeseneceived 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 Gavle University College
and associated researcheCRB

Omar Gutierrez Arenas, Postdoc

Omar Gutierrez Arenas was as part of CRiaroethicgesearch teamed
tween January and December 2015. He is involved iktiman Brain Ro-

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 serfggostdoctoral studies in fdi
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 JeanetteelldrenKotaleski and the Conceptual and
Philosophical Issues work package ledKathinka Eversrom CRB.

Omar Gutierrez fenas builds quantitative models for the dynamicsiof i
tracellular signalling cascades in CNS neurons and their effect on thé electr
cal activity of these cells. As part of CRB, he works on a detailed dissection
of how these and also other reticular reprgations of upper levels of-0
ganization in the braine(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 ¢
pacity of the model and its iterative improvement?

Mats G. Hansson Centre Directo& Professor of Biomedical Ethics

Mats Hanssois the director of the Centre for Research Ethics & Bioethics
and has conducted extensive research in biomedical ethics asairinmegs-
tigator in several mukdisciplinary research projects dealing with issues
ranging from ethical, social and legal aspects of the implementatioe- of g
netic diagnosis in clinical practice and the use of human tissue materials in
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research, to clinidand 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 tpe Up
sala County Council together. He also works as acelinconsultant at
Akademiska sjukhuset (Uppsala University Hospital).

Sara Holm, Researcher

Sara Holmjoined CRB in August 2014. She is a physiotherapist and defen
ed her thesis on children and adolescents with pain in primary care in May
2014. She is auently looking at the use giretend playfor children with
cancer.

Heidi Carmen Howard, Senior Researcher

Heidi C. Howard received her undergraduate and doctoral degrees @A Biol
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 gendtaising 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 Erasmns Mu
dus Master of Bioethics programme in 2008 andesthen, with the support
of the European Commission FP7 Marie Curie Career Development Awards
(20092011; 20112013) she has been working on the ethical, legal and s
cial issues (ELSI) related to genetics and genomics as well as biobanking at
KULeuven (Begium) 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 r
search are the ethical, legal and social aspects of-tlirechsumer genetic
testing,public health genomics, genomic medicine, new genomic teazhnol
gies, participantentric research initiatives and the translation of genomics
from the laboratory to the clinic.

Heidi Carmen Howard is also an invited scholar at the Centreeef G
nomics and Ry at McGill University (Montréal, Canada) and a member
of the Public and Professional Policy Committee of the European Society of
Human Genetics.

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

Anna T. Hoglund has worked extendiven the question of ethical comp

tence for health care practitioners. Related research areas are moral distress
in clinical settings and prioritization in health cai@he has also published
substantially on the topic of gender and ethics. She holdmaergraduate
degree in Arts (1997) and a doctoral degree in Theology (2001) fromablpps

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

64


http://www.crb.uu.se/research/projects/pretend-play/

Juila Inthorn , Associated Researcher

Julia Inthorn joined CRB in February 2014 as guest researchetttieDe-
partment of Medical Ethics and History of Medicine, University Medical
Center Gottingen. Her stay was two months research fellowship funded by
the German Academic Exchange Service (DAAD).

Julia Inthorn is part oMind the Riskand 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 scregpiintercultural bioethics and
empirical ethics. Julia Inthorn holdsmaster 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 , SeniorLecturer 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 metaétiscs.
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 ethid and medical praxis in perinatal medicine.
He has taught philosophy and medical ethics at Stockholm University and
most recently at Orebro University where he was head of the Philosophy
unit.

Moa Kindstrom Dahlin, Researcher

Moa Kindstrém Dahlijoined CRB in February 2015. Shwlds a LLD in
public law from Stockholm University. Her thesidental Health Lawi
InterestsRights and Principle$2014) is a critical analysis of the Swedish
mental health law system from a rigipsrspective.

As a legal schalr, Moa Kindstrém 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 ethicsi-specif
cally questions regarding autonomy and integritye 8as written mostly on
mental health law but focuses on public law generally and is specifically
interested in human rights for vulnerable groupg, people with decreased
decisionmaking capacity; children, elderly people and persons with mental
disablities. Moa Kindstrom Dabhlin is one of the researchers in the msitidi
ciplinary projectExpertise, evidence and ethics in decisions regardiyg ps
chiatric compulsory treatmerdt University of Gothenburg an@entre for
Ethics, Law and Mental Health (CELAM)

At CRB she works with th&8BMRI-ERIC ELSI Common Servicand
teaches medical law &iudents in nursing and medicine.
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Sofia Lavén PhD Student
Sofia Lavénjoined CRB in September 2011 and started her PhD studies in
January 2012. She is specialized in Family Medicine and works atrSama
iterhemmets Vardcentral in Uppsala. Sofia Lavén haldsgree 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
AnnaSara Lindjoined CRB in September 2011 to work with the legal a
pects of research conducted on human tissue samples BBMRI.se and
BBMRI-LPC. AnnaSara Lind is Associate Professor of Public Lavd an
Senior Lecturer at the Department of Law at Uppsala University and is tied
parttime to CRB.

She is editor of our newslett®iobank Perspectives: Current issues in
ethics and law

Deborah Mascdzoni, Senior Researcher

Deborah Mascalzonoined CRB in April 2013. She holds a PhD in Bioet

ics from the Faculty of Law at Bologna University and has workednhexte
sively on ELSI issues related to biobank and registry research, especially the
population lased CHRIS project at the Center of Biomedicine, European
Academy (EURAC).

Deborah Mascalzoni has been teaching ethics at the 'Claudiana’ Univers
ty of Roma in Bolzano. She is a member of the Ethical board of South Tyrol
and the local health system ethibalard of Bolzano as well as the Telethon
Advisory Board. She is involved in the WIKI platform of BBMRLIT, a
member of the BRIF project and a member of the ethical group of thre Inte
national Genetic Epidemiological Society (IGES). Her main research inte
ests are genetics and new technologies, informed consent, patient cemmun
cation, privacy & data sharing and the role of stakeholders in medicine.

Currently, Deborah Mascalzoni is working on rare diseaseRDn
Connectand rheumatoid arthritis withiRuro TEAM and Be the Cure She
is also involved irBBMRI.se

Amal Matar , PhD Student
Amal Mataris a graduate of Ain Shams University Medical School in Cairo.
She holds a Master of Science in Biotechnology from the American tdnive
sity in Cairo, and completetheé Middle East Research Ethics Training In
tiative Certificate Program in International Research Ethics at the University
of Maryland in 2012.

In her PhD project Amal Matar is studying ethical issues concerneig pr
conception genetic screening, as it raigeneral concerns of genetic testing
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and counselling, and the handling of information and risk assessments. It
also raises questions surrounding parental decis@king process and ge

sent procedures, and concerns about screening programs. A centtiahques
to the project is how preconception genetic screening accentuates and infl
ences parenthood and pregnancy.

Jessica Nihlén Fahlquist Deputy Lecturer in Medical Ethics, Researcher
Jessica Nihlén Fahlquist research focuses on applied ethics, andssae ha
particular interest in notions of moral responsibility. She has publishied art
cles in public health ethics, risk ethics, the ethics of technology arid env
ronmental ethics. She received her PhD in Philosophy at the Division of
Philosophy at the Royal $titute 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 & a regi
tered nurse (1991), a teacher in health careUigper 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 Puranenés PhD work wild. i nvest.i
and health professaials regarding the risk of cardiovascular and pulmonary
di sease. The project aims to irAacreas:

ences for risk communication, their perception of risk, and the effects of
communicating risk. The project is collaboratioatkeeen CRB and the
Health Economics group (led by Sophie Langenskidld) at the Department of
Public Health and Caring Sciences. It is funded by the Swedish-Heagt
Foundation and will focus on participants in SCAPIS (Swedish CarldioPu
monary biolmage Styd. Methodologically, the project will rely on discrete
choice experiments, survey data, and qualitative work.

Arvid Puranen holds a Medical degree (Uppsala University, 2014), a |
cense to practice (2015) as well a bachelor degree in Economics (Uppsala
University, 2014) and a bachelor degree lfathematics (Virginia Tech,
2007).

Jane Reiche| Professor of Administrativieaw
Jane Reichel is a professor in Administrative Law at the Faculty of Law at
Uppsala University and is since 2011 tied sigmie to CRB. She is currently
vice dean and chairman of the research committee at the Faculty of Law.

Jane Reichel s research focuses on t
and Europeanization and its effect on administrative law, the legal discipline
dealing wth public authorities and their role in the society as well as their
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relations with individuals. Administrative matters can no longer the a
dressed solely within one nation state at the time. In her researchdlane a
dresses how this development affectsrtile of authorities and how admi
istrative rules are to be applied in an international context. How can admini
trative ideals of efficiency, transparency and legal certainty in deeision
making be achieved? How can command and control over administration
function in a network of agencies acting beyond the state? An area df speci
ic interest is crosborder data protection, especially medical research and
biobanks. The ability of new technology to collect, store and share large
amounts of information givesse to opportunities and challenges, which
necessitates administrative solutions that apply across borders.

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

Lena Ring became Adjunct Professor in 2013. Her research focus & on P
tient Reported Outcomes (PRO) studiegy.,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 patientge8ific research areas are Quality of life
Assessments in clinical oncology practice and pafeovider communia-

tion. She has also published substantially on the topic of patient reported
outcomes, such as quality of life assessments both quantitativgualit-
tive studies. She hol ds a nPhammaacker gr a
(1993) and a doctoral degree in Pharmaceutical Services Research (1999)
from Uppsala University. She did her pasic as a Marie Curie Fellow at

the Department of Psychology &oyal College of Surgeons in Ireland
(20022004). She became Associate Professor of Pharmaceutical Outcomes
Research in 2007.

Par Segerdah) Associate Professor of Philosophy

Par Segerdahl investigates notions of nature and animal in animal ethics,
animd welfare and philosophys well asn 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 Researph at Up

sala University from 20032009, and sirne 2013 he works part time there in

the project ABecoming Ohumanéthangender
human worl do. Par Segerdahl betame asc
losophy at Abo Akademi Univeristy in 1998 and Uppsala University in

2001. Hecurrently develops new ideas for research on how our ethital ou

look changes when the world changes, for example, when new biotechnol

gy emerges. All his work concerns, in one way or another, the question what
philosophy is and what it means to philos@ghiPar Segerdahl is involved

in research communication for the BBMRI.se (Biobanking and Biomolecular
Resources Research Infrastructure Sweden) and editbneoEthics Blog
andEtikbloggen He is also a member of TiNordic Wittgenstein Society
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Arleen Salles Associated Researcher

Arleen Salles is Director of the Neuroethics Programmel@&t(Centro de
Investigaciones Filosoficas) and associated to CRB. She is part of our Ne
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 someeuroscientific findings could have on what it means to be
human and on what typical human traits are; the neuroscience of maral dec
siortmaking, and privacy issues raised by neanaging.

Karl Sallin, PhD Student
Karl Sallin is part of CRB's neuroetBigesearch team. He is a paediatric
resident at Astrid Lindgren Children's Hospital, Karolinska Universitg-Ho
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 degrd#hiin
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 asylumseeking refugee adolescents most
notably resulting in aeemingly 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 priihaon questions about cultural he
itage and religion. She has conducted extensive studies on how images stru
ture personal life and wrote her PhD thesis on reproduction and heterosex
ality. Post doc projects have analysed how medical ethics structakes ri
handling procedures for plant science, and how research history and national
politics have structured academic teaching and academic theories about Sami
peopleds history and culture. Anna
in Theology, History of Rligion from Uppsala University (1998), ané-b
came Associate Professor in religious studies at Umea University (2005).
Anna Lydia Svalastog is currently looking at bioethical concerns degar
ing native people, and at the relation between public debataratutistory
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. Sherdmates the research
network Culture Healthrad Bioethics, and the ad hoc group Riekkis.
Anna Lydia Svalastog is a full Professor of Social Work at@séold
University Collegen Norway.

Jorien Veldwijk , Researcher
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Jorien Veldwijk joined CRB in Octobel

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 Envbnment. 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 deterne i ndi vi dual s o
and their decisiomaking 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 f
cusal 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 Wickstrom Ostervall, Researcher
Linnea Wickstrom Ostervall 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 welfagaefits, preferences, altr
ism or time preferences, as well as limited attention or ignorance may matter
to the possibility to curb overexploitation of effective antibiotics. In her th
ses, she studied antibiotics use from these perspectives in axfeldneent
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 investigatples sta
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 reseah. 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, aspecially incidental findings.
Jennifer Vibergbs first two studies
arguments for and against disclosure, and whether offering participants to
express their preferences would solve the issue. She is currently cogducti
empirical studies using both qualitative and quantitative methods to capture

participantsd preferences whenx-it col

ample using Discrete Choice Experi me
offs between different feateis 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 teachirag Jonkoping University. She is currently involved in
the IMI-fundedBT-Cureproject on Rheumatoid Arthriti#find the Riskand
BBMRI.se

Visiting scholars 2015

Louiza Kalokairinou is a PhD Fellow of th&eseach Foundation Flanders
(FWO) at theCentre for Biomedical Ethics and LawKU Leuven.

She holds an LLM in Intellectual Property Law and an Erasmus Mundus
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Godskesen T. Patients in Clinical Cancer Trials: Understanding, M
tivation andHope. [Thesis]. Uppsala: Uppsala universitet; 2015.
Digital Comprehensive Summaries of Uppsala Dissertationstirem
Faculty of Medicine, 1112
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sala: Acta Universitatis Upsaliensis; 2015. Digital Comprehensive
Summaries of Uppsala Dissertations frita Faculty of Medicine,
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Basic undingand agencies that support research

CRB is an inteffaculty centre with basic fundinfrom all disciplinary o-

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 Pharmacy40.000; Science and Technology: 160.000 SEK).
Two researchers receive research funding for Caring Sciences fromcthe Fa
ulty of Medicine: Sara Holm 100.000; Anna T. Hoglund: 200.000 SEK). We
also have a connection to the Uppsala County Council, who §&agé of
Mats G. Hanssonds salary (772.335 SE|
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

83



External funding 2015 (100.000 SEK and ab@):

The Swedish Research Council (Vetenskapsradet) 3678 00(
CODEX (website for rules and guidelines for research) 500 000
BBMRI.se 2 968 00(¢
Health inequality: advancing measurement, explanatiot

and policy process 210 000
European Union 4 450 00(¢
BBMRIERIC 1 570 000
The Human Brain Project 1 100 00d
B3Africa 638 000
RD-Connect 1142 00(¢
The Swedish Foundation for Humanities and Social

Science (Riksbankens Jubileumsfond) 1 881 000
Mind the Risk 1 541 00d
Epigenetics as the Meeting PoBgtween Nature and Ku

ture (workshop) 340 000
AFA Insurance 244 000
Improving the ethical climate in psychiatry outpatienb<¢l

ics 244 000
The Swedish Agency for Health and Care Services

Analysis (Vardanalys) 1 000 00(¢
When is it worth it? 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 00(

Ongoing research

We are part of several European projeats,example the Flagship Human
Brain Project. We are also part of severlfifamework projects dealing
with biobank and registry research. We are running a six year international
network collaboration funded by the Swedish Foundation for Humanities

and Saial Sciences (Riksbankens Jubileumsfond):

1. BBMRI.se Biobanking and molecular resource infrastructure oé-Sw

den

2. BBMRI-ERIC: Biobanking and BioMolecular resources research i

frastructure
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8.

9

10.
11.
12.
13.
14.
15.
16.

BBMRI-LPC: Large prospective cohorts

Be The Cure(BT Cure) for Rhematoid Arthritis

B3Africa: Bridging Biobanking and Biomedical Research acrass E
rope and Africa

CHIP ME (Citizen health througpublic private initiatives)

Euro TEAM: Towards Early diagnosis and biomarker validation in
Arthritis Management

Healh inequality: advancing measurement, explanation, and policy
process

Human Brain Project

Mind the Risk Managing genetic risk information

Pretend play

Publication ethics

Quality of life assessments

RD-Connect

Researh regulation

Self management of hypertension

PhD projects: The PhD students at CRB have come from a variety d-bac
grounds: Medicine, nursing, philosophy, health economy, biology aiitd pol

cal science. We offer a mutltisciplinary 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 (Septembeffwo 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 hatime report in September 2015.

17.
18.

19.

20.

21.

22.
23.

24,

25.

Cardiovascular risk communication in primary care
Cardiopulmonary risk communication: pargants understanding and
preferences

The neuroscience of disorders of consciousness: from laboratory to
clinic

DNR decisions within oncology and haematology care. Clinical and
ethical perspectives

Ethical and public health considerations of conventional and peptide
based antibiotics

Ethical issues in preconception genetic screening

How should incidental findings in biobank researcti ganome &-
guencing studies be handled?

What is it like to be unconscious? Perspectives from Philosophy and
Neuroscience with special regards to Resignation Syndrome
Factors associated with participation in phase 1 and phase 3 oncology
trials
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26. Paediatric palliative oncology in a family perspee

R&D projects/investigations: The Swedish Agency for Health and Care
Services AnalysigVardanalys) has commissioned work to explore prefe
ences on informational privacy in health care asgister 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 collectionaf bi
logical material funded by the Swedish Research Council (Vetenskapsradet)

There are a number of ethical and legal aspects of research conducted on
human tissue samples that need to be addressed in a professionah-and co
structive manner. The proposed new act on biobanks, existing laws-on pe
sonal data and public access to infation and secrecy, exert an influence
on what can and candét be done with
researchers is that laws in part overlap, but provide slightly different answers
to some questions and fail to address certain aspects afaleszctivities.
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 comitguWe are part of a
larger network of people with expertise in different legal etiical fields.

ELSI Services include:

9 Advice on specific ethical issues for researchers, for example how to
interpret Swedish legislation on data protection or ethidew in rel-
tion to specific projects.

1 Investigations of ethical and legal issues associated with biobank and
registrybased research. The results are published in reports and peer
reviewed publications.

i Dissemination of research in bioethics and lavhtaresearch commitn

ty through ouBiobank Perspectives newslettardthe Ethics Blog

Training on ELSI issues and research ethics.

Participation irresearch projects where we can assume responsibility for

ELSI work packages and pa part of an integrated approach.

=a =4
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91 Providing preparatory material to help guide universities, researeh co
sortia and research funders in their dialogue with governmental agenci
on referrals or policy documents.

1 Exchange of information and discussion with policy makers and the
public, for example througthe Ethics Blog(available both in English
andSwedish).

Large projects involving international partners often require help froro-Eur

pean nodes, where national laws are covered by national experts. We are

building a network for this within the BBMRERIC ELSI common service,
asocdled Ahelp desk for ethics checko.

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, butileis
projects an integrated approach is sometimes better.

Collaborators:

Mats G. HanssarProfessor of biomedical ethics

Jane ReichelProfssor of Administrative Law

AnnaSara Lind Associate Professor of Public Law

Par SegerdahAssociate professor of theoretical philosophy
Jennifer Viberg, PhD Student

E I ]

BBMRI-ERIC: Biobanking and BioMolecular resources research
infrastructure

BBMRIERIC is a European Research Infrastructure Consortium, or 'ERIC',
for biobankng. Part of this work is providing a common service for the eth
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 biolog
cal sampls, including associated medical data.

One of the biggest hurdles for biobank research today is the differences in
regulatory framewaorks for biobanking within the EU.

This ELSI servicefacilitates and soports crosborder exchanges ofuh
man biological resources and data attached for research uses, collaborations
and sharing of knowledge, experiences and best practices.

The CRB team consists of:

1 MatsG. HanssonProfessor of biomedical ethics
1 Heidi C. Howard PhD Neurogenetics
1 Moa Kindstrom DahlinLLD public law
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The service is dected by Anne Cambon Thomsen at the French national
centre for scientific research (CNRS) anddieected by Mats G. Hansson at
CRB, Marialuisa Lavitrano from the MilarBicocca University and Jasper
Adriaan Bovenberg, founder of the Legal Pathways lntstit

BBMRI-LPC: Large prospective cohorts

Thi s project has received funding f
Framework Programme for research; technological development and
demonstration uter grant agreement no 31301 BBMRILPC is coordin&

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 majo 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, standard
zation become vi t al when the Aomicso-field
based study design. Sufficiently large study sets of this type can only be
achieved by close collaboration between the different large populaiion ¢
horts in Europe and elsewhere. The project willdoa network connecting
the established larggcale biobanks to new European biobank initiatives,
connecting to relevant European and International organizations.

CRB's role in BBMRILPC: We are engaged in the work package ovi
ing solutions facilitatingfair, 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:

T Mats G. HanssarProfessor of Biomedical Ethics

1 AnnaSara Lind Associate Professor of Public Law
9 Jane ReichelProfessor of Administrative Law

9 Jennifer VibergBSc, MA, PhD Student

Be The Cure(BT Cure) for Rheumatoid Arthritis

BT-Cure has received funding from the IMI call on Inflaation i Transk-
tional Research and Adaptive Immunity. The project has 33 partners. It is
co-ordinated by Professor Lars Klareskog, Karolinska Institutet and Brofe
sor Tom Huizinga, Liden University Medical Centre.
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BT-Cure (Be The Cure) focuses on Rheurithsrthritis (RA) and RAike
diseases. The development of new therapeutic agents against Rheumatoid
arthritis (RA) and RAlike diseases requires a dynamic interaction between
studies in humans and in animal models of disease.

BT-Cure aims to advance thpsirallel work and bring it to a new level by
recognising (1) the need for recognition of -syenptomatic and emerging
disease in humans; (2) the heterogeneous nature of human RA diice RA
diseases; (3) the need for new alignments between several animalsm
and the variants of human RA and ke disease and (4) the potentials that
an increased understanding of adaptive immunity provides for bettenpreve
tion, therapy and eventual cure of RA.

With these tools at hand, we will be able to use new uratetisig of &-
tiology and early pathology of human disease for a program aimed at early
and curative treatment of human RA and-i¢& diseases.

CRB6 s r edure:We are pBrflof a subproject on ethics in the work
package (WP5) on ethical issues andatissation, led by Professor Steffen
Gay, University Hospital Zirich. The ethics subproject will address ethical
aspects of the project and foster patient participation.

The PhD projectHow should incidentalifidings in biobank research and
genome sequencing studies be handléda part of CRB's work package

The CRB team consists of:

1 Mats G. HanssarProfessor of Biomedit&thics
1 Deborah MascalzonPhD Bioethics, Senior researcher
91 Jennifer VibergPhD student

BiboankCloud Scalable, Secure StorageRibbank Data
(STREP)

This project ran between 202015 and has received funding from the E
ropean Uniond6s Seventh Framework Prog
development and demonstration under grant agreement no 31785 to

ordinated byDr. Jim Dowling (jJdowling@kth.se) KTH Royal Institute of
Technology, Sweden

The price for sequencing human genomic data has reduced significantly.
Since 2004, the cost has halved every 4 moiittste are massive amounts
of data approaching and the storage)yaisand interconnection of data has
now become the bottleneck in biobank research.

The scale of the storage requirements needed for genomic information is
hugei a single human genome requires analysis of three billion base pairs.
The analysis requiresoth a massive parallel computing infrastructure and
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dataintensive computing tools and services to perform analyses in eeason
ble time.

BibankCloud aims to build the first open and viable platfasa-service
(PaaS) for storage and analysis of digitizeth@mic data. The project will
provide solutions to the problems of secure storage and efficient analysis of
massive amounts of biomedical data and also make-doterection of b
obanks possible.

The BiobankCloud PaaS framework will be designed to rungsiiynon
private cloud platforms. It will be built on op&ource projects for big data
and provide added features to those projects. The platform will be designed
in cooperation with BBMRI.eu.

Et hical i ssues: CRBO CRB ip pae bawork t h e
package on Regulatory and ethical requirements for data storage ayd anal
sis run by Jatkric Litton at Karolinska Institutet. Together, we will provide
a framework of legal and ethical regulations that enable the BiobankCloud to
operate under comtlled conditions. This framework will consider thd-di
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 adaptichanges in legislation

Define a legal framework for collaboration with industry

Design an object model for biobank data sharing

See if it is possible to deveel op
signed to ensure that connecting the biobanks satidfita subjecter
qguirements and restrictions on EU, national, and institutional levels

Building the PaaS framework: To build the first open platfasa-service
(PaaS) for Biobanking, and intdisciplinary team has been assembled, with
competencies in tierent fields of research. The group has:

= =8 =8 =8 -4 -9

1 Biobanking expertise from Karolinska Insitutet and Charité University
Hospital

9 Bioinformatics expertise from Humboldt University

1 Systems and security expertise from KTH Royal Institute of Technology
and the Univesity of Lisbon.

The CRB team consists of:

I Mats G. HanssarProfessor of Biomedical Ethics
1 Jane ReichelProfessor of Administrative Law
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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 Euveap and African biobanking
and biomedical research.

B3Africa is apartnership with two strategic aims: One is to create advarm
nised ethical and legal framework between European and African partner
institution. The second is to provide an "@fithe-box" informatics solution

for data management, processing and sharing that works with limitee Inte
net access.

B3Africa is ceordinated by the Swedish University of Agriculturali-Sc
ences. Partners include BBMERIC, Karolinska Institutet, Uppsala Un
versity, ad University of the Western Cape, Makerere University, Stelle
bosch Universitt, and International Agency forsBarch on Canceinterra-
tional Live Stock Research Institute, Medizinische Universitat Graz and the
Institute of Human Virology Nigeria.

C R B Rdle 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 ug® 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 BBMRIERIC, H3Africa and Global Alliance for Genomics and
Health. The second pillar focuses on crbesder sharing of data andnsa
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:

9 Jane ReichelProfessor of Administrative Law is leading the ethical and
legal work.
9 Deborah MascalzonPhD Bioethics, Senior Researcher.

CHIP ME (Citizen health through public private initiatives)

CHIP ME is a COST Action (number 1S1303). COST is supported by the EU
RTS Framework Programme, the Council of European Union and ESF.

We are part of CHIP ME, a community m#searchers and stakeholders to
promote publieprivate initiatives in public health genomics.

Chip me has three working groups: Research & Ethics, Genomics &
Markets, and Science & Values.
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Dr Heike Felzmann from the National University of Ireland Galveasci
tion chair of CHIP ME, with Professor Pascal Borry from KU Leuven as
Action vice Chair.

The CRB team consists of:

1 Heidi C. Howard PhD Neurogenetics, Senior Researcher
i Deborah MascalzonPhD Bioethics, Senior Researcher

Euro TEAM: Towards Early diagnosis and biomarker validation
in Arthritis Management

This project hasr ecei ved funding from the Eu
Framework Programme for research, technological development and
demonstration under grant agreement HREALTHF2-2012305549.

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 EUROEAM and will work with issues related to risk
communication.

Euro TEAM aims towards early diagsis and biomarker validation im-a
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 pevelo
ments need toccur: (1) Biomarkers need to be identified that can be used to
predict an individual s ri sk oli- devel
anisms need to be identified and characterized in the early phases of disease.

The key objective of the TEAM consarth is to specifically identify id
agnostic biomarkers and disease mechanisms operating during the transition
from health to rheumatoid arthritis. The consortium will achieve thiseby d
veloping a collaborative, integrated programme of work that links rdsearc
ers with key SMEs involved in rbiomar
sonalized predictive bioprofiled for

A separate work package will address issues on risk communication, with
these objectives:

1 To understand the currepérspective of individuals in different pRA
phases about: (1) RA; (2) the meani
assessment 0; (3) the wutility of pre
their willingness to undergo predictive tests for RA.

1 To devédop strategies and tools for communication with and education of
individuals in different prdRA 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) hoviebtyle and behaviour
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factors affect the risk of developing RA and how these can / should be

modulated.
9 To assess the impact of these communication and education strategies on
an individual ds willingness ®0 unde

guent behviour.
1 To disseminate information from this project to relevant stakeholders.

The CRB team consists of:

I Mats G. HanssarProfessor of Biomedical Ethics
i Deborah MascalzonPhD Bioethics, Senior Researcher

Health inequality: advancing measurement, explanation, and
policy process

This project is funded by the SwedRbsearch Council (Vetenskapsradet)
between 201:2018. Project Pl is Ulf Gerdtham, Professor of HealtroEc
nomics at Lund University School of Economics.

Health inequality persist in Sweden and other countries, and in particular the
major knowledge gaps comiming 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 denisikers to
design coseffective policy actions to mitigate the persist health inequal

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 ofactions. Our vision is that this project will result in a major krea
through in the analysis of health inequality that has puzzled researchers and
decisionmakers for decades.

The overall aimof the project is to establish an interdisciplinary research
program on sociatelated 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 ofeffsttiveness of targe
ed policy.

CRB's role in theproject: Linnéa Wickstrom Ostervalb involvedin an
experimental suprojecton exercise, commitment contracts, socioeconomic
factors, time preferences and satintrol The aim is ® analyse the role of
i ndi vi d urelated behdvieua dnthdalth 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 behaviourelated to behavioural economics, is to use what is
known as fAnudgeso. The i dea behind nu
peopl eds | udg meakingsallowsnfa taikbred adaptativirs
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small changes in the decision situation, thereby niady it easier for people
to make choices consistent with their letegm goals ok.g.exercising reg-
larly, or more frequently, to become fit and healthy. In thismaject we
will design and perform a field experiment on creating {@sging exercise
habits, testing various nudges.

9 Linnea Wickstrom OstervalPhD, Health Economics

1 UIf Gerdtham, Professor of Health Economics, Lund University School
of Economics and Management

1 Erik Wengstrom, Associate Professor, Lund University School a-Ec
nomics and Management

Human Brain Project

The Human Brain ProjeqtHBP) isa European Community Flagship d?r
ject of Information and Computing Technologies (ICT) within the framework
of the Future Emerging Technologies (FET) visitinis coordinated from
Ecole polytechnique fédérale de Lausa(fERFL), Switzerland.

The project egages over 100 research groups in and outside Europe. It is
organized around three complementary research areas:

9 Future Neuroscience
I Future Medicine and
9 Future Computing

The project willdevelop six ICT platforms. These are dedicated respectively
to Brain Simulation High Performance ComputinéleuroinformaticsMed-
ical Informatics Neuromorphic ComputingndNeurorobotics

Aims of the Human Brain Projec8imulating the human brain is a huge
computational challenge, and the first goal of HBP is to builtheeyrated
system of the six ICbased research platforms, providing neuroscientists,
medical researchers and technology developers with access to highlg-innov
tive tools and services that can radically accelerate the pace of their research.
Expected outomesinclude simulations of the brain that reveal the chains of
events leading from genes to cognition; simulations of diseases anfi the e
fects of drugs; early diagnoses and personalised treatments; and a computing
paradigm that c a pivewapabditied. @verallptheaHBmR 6 s
aims to reach amtegratedunderstanding of the brain.

CRB in the Human Brain Project: Ethics and Soci€fB is part of HBP
through Professor Kathinka Evers who leads the philosophical reseahneh wit
in the HBP. She isickctor 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 paf HBP: The neuroscience of disorders of
consciousness: from laboratory to clinid@@hD StudentMichele Fariscd
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and"What is it like to be unconsciou®2rspectives frorRhilosophy and
Neurosciencevith special regards to Resignation SyndrbrfighD Student:
Karl Sallin).

Mind the Risk Managing genetic risk information

Mind the Risk is a six year international networklabbration with scie-

tists and researchers from Uppsala, Birmingham, Goéttingen, Manchester,
Milano and Stockholm funded Riksbankens Jubileumsfoithe Swedish
Foundation for Humanities and Social Sciencedjnd 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 geneti: vari
tion and link the findings to diseases and to the effects of various éag tr
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 pra
tice. Mind the Risk is an international, mulisciplinary researchrpject
that runs over six years. Together, we will provide philosophical and gonce
tual framework that together with historical and semidtural analyses of
concerns about risk information, empirical investigations of risk perceptions
and preferences arathical analyses may guide regulation and management
of genetic and related risk information in various settings.

We are working to
91 Develop a conceptual framework for genetic risk information anak ma

agement.

1 Assess perceptions and evaluations of genéedis rin different stad-
holder groups

9 Assess the ethical, psychological and social implications of the provision
of risk information from genetic and related technologies.

1 Explore new forms of communication and information, and develop
tools to improve commmication skills regarding genetic risk imfo
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 ae approaching the problem from philosophy, psychology, medicine,
and health economics and will also include empirical studies of esk r
search. The goal is to support health care, patients and policy rivakess
evaluation and handlingf genetic risknformation.

The project has allowed for a moregiapth discussion about questions
surrounding uncertainty and how this relates to genetic risk. Discussions
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revolve around understanding how different disciplines consider the rel
tionship between these ampts 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 quantitativto 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:

Conceptual framework

Philosophical and historical analysis State of the art: percpetions of genetic risks

Theoretical input for empirical studies

Souo-emplrlca! study in different t?c?ntexts:. Societal and professional management
from hypothetical to concrete decision making

Healthy
individuals:

Clinical setting:
communication Knowing and stakeholder and

Risk Individuals: [EEEEE Professional-clinical

statistics and decision making

and information .
planning

deciding patient organizations

Empirically informed ethics and practice intervention

Each of the sevepartnershas one lead principal investigator responsible for
the research tasks of that group:

Uppsala University: Centre for Research and Ethics and Bioe(GiRB)

1 Mats G. Hanssonis 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 hded several multdisciplinary projects in bioethics.

He coordinates Mind the Risk.

1 Heidi Carmen Howard is senior researcher at CRB with a PhD in-ne
rogenetics and an MA in bioethics. Heidi Carmen Howard is also-an i
vited scholar at the Centre of Genomand Policy at McGill University
(Montréal, Canada) and a member of the Public and Professional Policy
Committee of the European Society of Human Genetics.
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1 Ulrik Kihlbom is senior lecturer in medical ethics at the Centre ®r R
search Ethics & Bioethics.dHteaches ethics to medical students and is
responsible for an advanced level course on public health ethice-His r
search interests cover bioethics in general, the methodology of applied
ethics and metaethics.

1 Sofia Lavénis a medical doctor and PhD statl@t CRB. She will not
be funded by the program but her project on cardiovascular risk info
mation in primary health care brings additional competence to the pr
ject.

9 Jessica Nihlén Fahlquists a senior lecturer at CRB. She also works as
a postdoctoralesearcher at the Philosophy Section at Delft University of
Technology in the Netherlands. Jessica's research focuses on applied et
ics, and she has a particular interest in notions of moral responsibility.

9 Arvid Puranen is a PhD student at CRB. His project aims to increase
the understanding of patientsd pref
perception of risk, and the effects of communicating risk. He holds a
Medical degree (Uppsala UniversityQI4), a license to practice (2015)
as well a bachelor degree in Economics (Uppsala Univeristy, 2014) and
a bachelor degree iMathematics (Virginia Tech, 2007).

9 Jennifer Viberg is a licensed Prdbketist and Orthotist and PhD Student
at CRB. She is involved in the IMunded BFCure project on Rheuan
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 germetic r
search.

GeorgAugustUniversitat, Gottingen: The Department of Medical Ethics

and History of Medicine

1 Silke Schicktanzis full professor of cultural studies and ethics ad-bi
medicine. Shdocuses in her research on the mutual relationship lef cu
tural and ethical discourses of biomedicine. This includes the -socio
empirical and theoretical comparison of localised discourses inhbioet
ics, particularly on genetic testing.

9 Julia Perry is a research assistant with a background in medicallsocio
ogy and gender studies. In her research she focuses on medical
knowledge of lay people and the physie@atient communication pr
cess.

1 Sabine Wohlkeis post doc researcher with a PhD in cultural anthropo
ogy. Her main interests are ethical and cultural aspects of genetic testing
and predictive genetic testing as wa#l qualitative sociempirical e-
search in the field of patieqphysician communication and sharedidec
sion making. She was the scientific coordinator of the project: Socio
empirical and et hical anal ysios of p
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ward progmstic tests based on biomarkers in rectal cancer theik&® (
179/2 (funded by the DFG).

Manuel Schaperis a research assistant with a background in cultural
anthropology, gender stigd and social and economic psychology.

The Interdisciplinary Research Centar Decision Making Processes in
Milano:

T

Gabriella Pravettoni is full professor of Cognitive Science at theiln
versity of Milan and Director of IRIDe. Her main interests include the
study of cognitive processes, decisioaking, patient empowerment
and health psychology.

llaria Cutica graduated in Psychology at the University of Turin in
1997; in 2001 she got a Bhin 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 @ncerned with pta
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 positiahthe University of
Milan where she teaches Cognitive Psychology and related disciplines
and conducts researches about the decisiaking processes in medical
environments.

Serena Oliveri, PhD, isa PostDoc researcher in Cognitive Psychology
and Decisio-Making processes at the University of Milan and arme

ber ofthe Applied Research Unit for Cognitive and Psychologicél Sc
ence at the European Institute of Oncology (IEO). Her research interests
focus on medical decision making, risk analysis relatecetetic infa-
mation, effects on cognitive functions of cancer treatments and cognitive
enhancement. She is author of several scientific papers published on i
dexed peereviewed international journals.

University of Manchester: The Centre for Health Ecormmninstitute of
Population Health

1
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Katherine Payneis Professor of Health Economics. She was awarded a
personal chair in health economics in August 2010. She is alsoia qual
fied phamacist and a member of an NICE appraisal committee. $2rofe
sor Kat herine Payne has overi-100
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ence as an academic health economist and an international reputation for
the economics of genetic technologies and services.

Caroline Vassholds a BSc in Economics and an MSc in Healtb-Ec
nomics from the University of Birmingham. She is expected to complete
her PhD from the University of Manchester $eptember 2014. Gar

l inedbs PhD involves investigating
Andrea Manca is a Professor of Health Economiosthe Team for
Economic Evaluation and Health Technology Assessment, part of the
Centre for Health Economics thte 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 tite University of Ma-
chester. She holds a PhD is Psychology from the University of §ettin
ham. Her research interests include how people assimilate genetic risk
information into their lives, the communication of genetic information to
parents and childrefollowing newborn screening and how new soree

ing technologies are understood by the public.

University of Birmingham & Sandwell & West Birmingham Hospitals NHS
Trust

T

1

Rebecca Jayne StackBSc MBPsS MSc PhD, is a Psychologist with an
expertise in Behavioal 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 helfhange

of pharmacotherapy.

Karim Raza, BMBCh, FRCP, PhD is a Reader in Clinical Rheunwatol

gy and Honorary Consultant Rheumatologist at the University of Bi
mingham and Sandwell and West Birmingham Hospitals NHS Trust. His
research interests relate to #arliest phases of rheumatoid arthritis i
cluding approaches to the prediction of outcome and strategi@s-to i
prove access to care for patients with early arthritis. He is deputy coo
dinator of an EU FF program (Eurel EAM: Towards Early Arthritis
Managerent) defining biomarkers of outcome and patient perspectives
on these in individuals at risk of RA

Marie Falaheg postdoc

University of Maastricht: Department of Technology and Society Studies,
Faculty of Arts and Social Sciences

1

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 tlgedkdn
Centre for Risk Management (UK)Since 2003 he has developed policy
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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 2002010 he was National Expeat the European Medicines
Agency. He has over 30 original publications.

Sophiahemmet University College

! Susanne Georgsson OhmamRNM, PhD, is a senior lecturer abS
phiahemmet University College and affiliated to Karolinska Institutet,
Depart ment of womenébés and cha |l dr en
search is informed choice and experiences of prenatal examinations.

Karolinska Institutet

9 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{scgke po-

ject.

Recent reviews show that children seldom participate in consultations and
decisions regarding their care. There are disagreements between health care
professionals on whetheritdren 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:

1 To explore the usability of pretend play for increasing children's e
gagement in care situations

1 To investigate whetharetend play can contribute to increased camm
nication skills and a broader behavioural /emotional repertoire in care
situations

1 To examine the clinical ethical implications regarding involvement of
children and their families in paediatric oncology care

The CRB team consists of:
1 Mats G. HanssarProfessor of Biomedical Ethics
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i Sara HolmPhD, Researcher
1 Anna T. HéglundAssociate Professor of Ethics
1 Lena Ring Adjunct Professor in Qualitgf Life Research in Health Care

Collaborators outside CRB

1 Sandra RussProfessor of Psychology, Case Western Reserve Univers
ty, Cleveland

1 Monika Bullinger, Professor of Medical Psychology, University of
Hamburg

1 Gustaf LjungmanAssociate Professor of &diatric Oncology at Upjes
la University and Uppsala University Hospital

Publication ethics

Science publications are important for scientific work and for scientific me

it. In recentyears 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-gublication or pospublication
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:
i Stefan Eriksson Associate Professor of Research Ethics

Quality of life assessmenits clinical practice

This project started in 2012 and has received funding from the Swedish
Cancer SocietyGancerfonden

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 patieqphysician communication (with regard to psychosocial
concerns), inform clinical decisieamaking and improve patients' outcomes.
This project started in 2005 and is funded by The Swedish Cancer Society.
The main aimis to evaluate the afttiveness of QoL instruments as
means of individualizing cancer care and treatment. We want to explore
differences related to cancer patients QoL and to dpetbent communia-
tion. This project consists of a recently completed psychosocial randomised
study focusing on the benefits from regular assessments of Quality of Life
(QoL) and Healtkrelated Quality of Life (HRQoL) during patient care in
daily oncology practice.
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Objectives of special interests are:

9 To evaluate the effectiveness of QoL/HRQoL instemts as means of
individualizing cancer care and treatment, focusing on the influence on
satisfaction with care, communication and patient managensegt (
medical decisions and referrals.

1 To identify appropriate instruments for this purpose, the campemifec
instrument EORTEOL-C30 or/and the individualized instrument
SEIQoL-DW

1 To identify the minimally important difference (MID) for SEIQoL and
EORTGQOL-C30

9 To explore the experiences of, and attitudes towards the clinical-usefu
ness and the implemextion of QoL/HRQoL assessments amorag p
tients and health care personnel.

The project now enters the final phase. Data collection has been completed
and the orgoing focus is to finalize the data set and to perform analysis as
well as write up more publidanhs. The most recent publications hawve f
cused on gqualitative aspects of the study, which is very important ag-a fou
dation for the quantitative analysis. However, now when the data collection
is completed we are performing the main quantitative analysisswer the

main research question evaluating the effectiveness of QoL/HRQol-instr
ments as means of individualizing cancer care and treatment.

The CRB team consists of:
1 Lena Ring Adjunct Professoof Quality of Life Research in Health Care

Collaborators:

1 Hanna FagerlindPhD, PhD, Department of Pharmacy, Uppsalavéni
sity.

1 Bengt Glimelius Professor, Department of Radiology, Oncology and
Radiaton Science, Uppsala University.

1 Mathilde HedluneLindberg PhD, Department of Neurobiology, Care
Sciences and Society (NVS), Karolindkatitutet

f Asa Kettis Associate Professor, Plangidivison, Uppsala University

RD-Connect

This projet has received funding from th
Framework Programme for research, technological development and
demonstration under grant agreement no 305444.

RD-Connect is coordinated by Hanns Lochmiller at Newcastle Umivers
ty. The ELSI work pakage 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.
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RD-Connect aimgo build an integrated platform connecting red@gesty b-
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 sgshatic connection between detailed ielin
cal and genetic information, biomaterial availability or research/t@al d
tasets.

The project will build on and transform the current ste#ftéhe-art across
databases, registries, biobanks, bioinformatics, anda¢ttdnsiderations to
develop a qualinassured and comprehensive integrated hub/platform in
which complete clinical profiles are combined wittmics data and sample
availability for RD research.

CRB's role in REconnect:We are responsible for a separatark padk-
age will address ethical, legal and social issues (ELSI) with the following
objectives:

1. Develop best ethical practices for balancing patieldted interests
associated with RD research using databases/registries, biobanks and
omics databases giobal networks of clinicians and researchers.

2. Engage with relevant stakeholdeesy. patient organizations and patient
groups, clinical and research networks, legislators and policymakers,
pharma industry.

3. Develop a proposal for an expedient regulatoayniework for linking of
medical and personal data related to RD on a European and global level.

Mission statementWP6 will provide constructive contributions based on
sound research in order to facilitate collaboration between scientists and
different stkeholders 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 RDonnect 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:

I Mats G. HanssaqrProfessor of Biomedical Ethics
i Deborah MascalzonPhD Bioethics, Researcher
9 Jennifer VibergBSc, MA, PhD Student

Research regulation

Difficulties in regulation are an interesting study object, not only ér r
searchers, but also for legislators, professional organizations ersdd¢lety
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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 interpretatimpaces ethical refte
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 researadh to investigate to what extent the current ragul
tion of life sciences conform to basic rational demands on a legitimate reg
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 ard bioet
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 legitiate.

Legitimacy in a regulative system can be seen both as a function bf mee
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 beindfected by it.

In a previous project, "Are codes and guidelines the right way to go? On
et hical competence in medical pb-racti c
i cal competencedo within the field of
importance of etical guidelines (of various forms) in the development of
such competence is studied. Stefan Eriksson has also worked with scholars
involved in ABIS, Linkdping, pondering the feasibility of a right not to
know (as suggested by various ethical guidelinest)y ®ert Helgesson on
various issues, with Erik Sundstréom on norms affecting epidemiological
research, and with Anrlaydia Svalastog on the requirement for anonymity
in research. Much of the work on science regulation has been poignantly
expressed in a reat article with Linus Johnsson.

The CRB team consists of:
i Stefan ErikssonAssociate Professor of Research Ethics

Selfmanagement of hypertensi@developing and evaluating an
interactve mobile phone system to support senagement 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.
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Hypertension remains beingn amportant risk factor for cardiovascular
disease and the burden of this disease is quite severe when it comes to ha
ing an impact on daily life. Despite a profound evidence base for a combined
medication and lifestyle intervention and despite guidelared education
programmes only one third to one quarter of people receiving treatment for
hypertension reach a wealbntrolled blood pressure well controlled. Factors
explaining this might be that 50% of persons receiving treatment for-hype
tension do notdhere to treatment and that léyle adjustments in general
are hard to maintain. An increased understanding among patients as well as
health care personnel of the interrelationships between blood pressure,
synmptoms, medication use, sigdfects, lifestyle and welbeing may sp-
port the sedmanagement of hypertension including medication adherence
and treatment effect.

Increased interaction and effective communication between health care
providers and the patient may support -sefnagement of hypertdos.
Selfreports 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 usefuldare 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 anteractive mobile phonbased system for use
in supporting patients in their efforts to seiinage their hypertension
treatment. The selhanagement system we will use is persentred, where
the patient is actively involved in the treatment and care.

An interdisciplinary group of researchers will have a participatornynerie
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 patien¢poted outcomes approaches and saea
urements. The program consists of four phases:

T Phase 1: Exploring patients6 and
of high blood pressure and antihypertensive treatment

1 Phase 2: Design and pilot testing of a mobile pheglémanagement
system

1 Phase 3: Analysis of patient seffports and patient/professional exper
ences using the interactive mobile phone-selhagement system

1 Phase 4: Evaluating patienthurse/physician consultations using the
interactive mobile phonee-management system

More information
http://www.gpcc.gu.se/engliskdndhttp://www.letstudio.gu.se/
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The CRB team consists of:
1 Lena RingAdjunct Professor of Quality of Life Research in Health Care

Collaborators:

1 Karin Kjellgren Professor, University of Gothenburg and Linkoping
University (Principal Investigator)

Ulrika BengtssonPhD Student, University @othenburg

Inger Hallberg PhD, Post doc, University of Gothenburg

Asa Mékitalg Professor, University of Gothenburg

Dick Kaperowskj Assaciate Professor University of Gothenburg

Stefan HoferAssociate Prissor, University of Innsbruck

E R E T

PhD projects

Cardiovascular risk communication in primary care

This PhD project started in 2012. It is fundeylthe Uppsala County Cou
cil (Priméarvarden, Landstinget i Uppsala lan).

Cardiovasculadiseases are the major cause of disease and death. Risk for
cardiovascular disease is determined by a combination of lifestyle artd gene
ic factors. General practitioners on a daily basis discuss these risks and the
benefits and risks of treatment or carth their patients. In such risk BB
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 geheractitioners 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 developk

PhD student:
9 Sofia Lavén MD, PhD Student

Supervisors:

I Mats G. HanssarProfessor of Biomedical Ethics

1 Karin Bjérkegren MD, PhD, Seniotecturer, Family medicine and &r
ventive medicine, Department of Public Health and Caring Sciences
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Cardiopulmonary risk communication: participants
understanding anpreferences

This PhD project started in 2015 and has received funding form the Swedish
Heart Lung FoundationHjart- 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 biolmage Study) study
identifies risk factors for heart and lung efise. 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 patiens.

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:
M Arvid PuranenMD, BA, BSc

Supervisors:

1 Sophie Langenski6|dSenior lecturer in Health Economics, Department
of Public Health and Caring Sciences, Uppsala University

1 Mats G. HanssarProfessor 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 &urop
an Union Flagship Human Brain Project

The instrumental investigation and assessment of consciousness lave wi
nessed an astonishing progress over the last years. The result of this progress
is the passage from a monolithic way of looking at severe braingdesma a
more graded nosology based on a quantitative assessment of consciousness
and on functional neuroimaging technologies.

The secalled "neuretechnologies”, especially the application of tedhno
ogy to the assessment and investigation of conscioysieessto relevant
and unpredicted results with important theoretical and practical congequen
es.

Working within the framework of the European Human Brain Project, the
project aims at:
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1 Reviewing the recent development in the scientific explanations and
degription of consciousness, particularly focusing on disorders f co
sciousness (DOCs).

1 Setting the scientific stage, that is the potential and actual clinical appl
cation of neuramaging for diagnosing and assessing DOCs

1 Describing the theoretical and ketcal premises of the application of
neurotechnologiesi.é., "mind-reading" and "externalization of mind")
for communicating with patients with DOCs

1 Analysing the ethical issues emerging from the clinical application of
neuroimaging technologies

9 Assessig the issue of the role of uncertainty in neuroscience, particula
ly in neuroscientific investigation of DOCs

9 Assessing the issues of pain, suffering and pleasure in DOCs both from a
scientific and ethical point of view

9 Outlining the high rate of misdiagais of DOCs emerging from the
behavioural assessment of consciousness

9 Setting prospects and limitations of the instrumental diagnosis of DOCs

1 Analysing the ethical issues arising from the misdiagnosis of DOCs

1 Suggesting improvements strategy for diagnoSiQyCs

Publications:

Farisco M, Laureys S, Evers Externalization of Consciousness. Scientific
Possibilities and Clinical Implicationg: Geyer M, Ellenbroek B, Marsden

C (eds), Current Topics in Behavioural Neurosciences, 2014, doi:
10.1007/7854_2014_338

PhD Student:
1 Michele Farisco PhD Ethics & Anthropology, Associate Professor of
Moral Philosophy, PhD Stuaht

Supervisors:

1 Kathinka EversProfessor of Philosophy

9 Stephen LaureysMD, PhD, leader of the Coma Science Group at the
Cyclotron Research Centand Department of Neurology, Sart Tilman
Lieége University Hospital

DNR decisions wthin oncology and haematology care. Clinical
and ethical perspectives

This PhD started in 2010 and has received funding from the Swedish Cancer
Society Cancerfondehn
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Within oncology and haematay care, patients in a terminal phase ai-ca

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.

Theaimof this project is to investigat
NotResuscitated (DNR) orders among st.
care. The need for a certain ethical competence for these decisions will be
investigated. Further the experiences of education in DNR and undkrstan
ing of DNR orders among students in nagsiand 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 ang-erce
tions of DNR decisions.

2. In a similar qubitative 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 eth
cal competence staff needs in order to enaund 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 thisoncept.

Publications

Pettersson, M., Hedstrom, M., HOglund,(&014),Striving for good nursing
care: Nurses' experiences of do not resuscitate orders within oncology and
haematologyare,Nursing Ethicsyol. 21, ss902-915

PhD Student:
I Mona PetterssqQrkRN

Supervisors

1 Anna T. HéglundAssociate Professor of Ethics

1 Mariann HedstromSenior lecturer, Department of Public Heahnd
Caring Science

Collaborator
1 Gunnar BirgegardProfessor, Department of Medical Sciences
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Ethical and public health considerations of conventional and
peptidebased antibiats

This PhD project was initiated in 2015, with official start in February 2016

The rapid development of multesistant bacteria is one of the largest threats

to public health globallyWwe need a global approach to fight resistantdsact

ria. In spite ofa growing focus on the theme by many international organiz

tions, there is evidence for a lack of public awareness andarapliance

with prescribed or oral indications.

Several measures are needed to stop this trend, including the development
of new anibiotics; antimicrobial peptides represent an alternative ana co

pl ement . Patientsd inclinations to

local, sociocultural terms. There is an urgent need for an internatiamal co

mitment to decrease and optimize thse wf 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 ief ant

biotic drugs.
Aim: The starting point for this project ise¢hunderstanding public att

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 effident an
fair battle against infections and to maintain modern medical procedures.

More specifically:

1 To investigate how the public balance benefits and risks with regard to
antibiotics use, focussing on the traafé between personal versusl-co
lective gain, anghresent versus future gain.

1 To develop an ethical normative framework for how to employ aonve
tional and alternative.é. peptidebased) antibiotics in Sweden.

PhD Student:
1 Mirko Ancillotti, MA

Supervisors

9 Stefan ErikssonAssociate Professor of Research Ethics

1 Dan I. AnderssonProfessor of Meical Bacteriology, Department of
Medical Biochemistry and Microbiology, Uppsala University

1 Jessica Nihlén Fahlqujdbeputy Senior Lecturer in Medical Ethics,

Ethical issues in preconception genetic screening
This PhD project started in 2013
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Today, we are given numerous reproductive options. This is making couples
feel more responsible for making the right d®iA 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 offerethtounities 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 ethicaldebate: On one hand, preconception genetic screening eould i
crease the reproductive choices for individuals or couples and lead to e
hanced reproductive autonomy. On the other hand, it is not necessarily so
that more choice enhances autonomy. Too mudicehcan 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:
1 Explore the ethical issues of preconception genetienirg, taking the
familyés and the individual ' s persp
1 Focus on the interface between health care providers (for example clin
cal geneticists and gynaecologists) and the prospective parents/family.
9 Highlight the role and responsibilityf family members and health care
providers in the decision making process regarding preconceptiot: gene
ic screening.

PhD Student:
1 Amal Matar MD, MSc

Supervisors:
1 AnnaT. Héglund Associate Profesr of Ethics
9 Ulrik Kihlbom, Senior lecturer in Medical Ethics

How should incidental findings in biobank research and geno
sequencing studies be handled?

This PhD project started in 2012 and has received funding frorCBE,
BBMRI.se and BBMRLPC.

This project will assess the argument for and against disclosure of incidental
findings in biobank and omics research anduggest 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 abaut inc
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dental findngs, 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 prim
preferences in complex choice situations.

Publications:

9 Viberg J, Segerdahl P, Langenskidld S, Hansson Mfeéedom of
Choice About Incidental Findings Can Frustrate Participants' Trde Pre
erences Bioethics, Article first published online: 23 APR 2015
DOI: 10.1111/bice.12160

1 Viberg J, Hansson MG, Langenskidld S, Segerdahhéidental fird-
ings: the time is not yet ripe far policy for biobanksEuropean Journal
of Human Genetics advance online publication, 2014;224437

PhD Student:
1 Jennifer VibergBSc, MA

Supervisors:

1 Mats G. HanssarProfessor of Biomedical Bics

9 Par SegerdahAssociate Professor of Philosophy

1 Sophie LangenskidldSenior 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 &urop
an Union Flagship Hun Brain Project

Philosophy and neuroscience have a common intei@stceptualizing how
the brain can give rise to the mind. Although significant progress ironeur
science has been accomplished pertaining to the characterization of brain
functions linkel to mental processes and even consciousness, philodephica
ly challenging issues remaingpecially with respect to accounting for the
first-person perspective or tivhat it is likeaspect of consciousness.

A clinical condition resemblindPervasive RefuseSyndrome(the Sve-
dish diagnostic term translated into EnglishRiesignation Syndrome (RS
rose in prevalence in an astounding manner in Z@mong asylum
seeking refugee adolescents in Sweden. Clinical symptoms persist for
months to years leaving tipatients in a seemingly unconscious state chara
terized by flaccid paralysis and a complete lack of response even to pain.
Tubefeeing is necessary and no therapeutic intervention hasting recovery is
known. Little is known of the biological background bétcondition.
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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 opportuity to study the biology of consciousness. Can sudah fin
ings, and others from neuroscience, help us understand how consciousness
and in particular the first persqrerspective can arise in the brain.
Aims: Within the framework of the European Human BrRimject, this
project will
1 Review recent development in the scientific explanations and description
of consciousness with special focus on the conceptualization of the first
personperspective

1 Explore the concepts anderstandingandexplanationin scienific the-
ories in particular in the setting of contemporary neuroscience

1 Explore the problem obther mindsin relation to clinical settingsni
volving Disorders of Consciousness, in particular RS, as well as to that
of brain simulation

1 Characterize RS withia neurobiological framework by analysis oftres
ing stateactivity through the use of functional Magnetic Resonance |
aging (fMRI)

1 Explore possible neurobiological correlates to the observed state of u
consciousness in RS

1 Relate findings from performedusties in the RS condition to the neur
biology of other conditions involving altered states and or contents of
consciousness in order to contribute to a neurobiological account-of co
sciousness

PhD Student:
1 Karl Sallin, MD

Supervisors:
1 Kathinka EversProfessor of Philosophy
1 Predrag Petrovid®sychiatrist, Associate Professor, Karolinska Institutet

Mentor:
1 Hugo LagercrantzSenior ProfesspKarolinska Institutet

Factors associated with participation in phase 1 and phase 3
oncology trials

This PhD project ran between 202015. It was funded by The Swedish
Cancer Socigt (Cancerfonden
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There is a lack of both philosophical analysis and empirical support of for
patientdés views to guide the selectio
procedures for patients wigrogressive cancer.

A common conception is that patients participate in order to reap benefits of

their own, while the scientific objective is to benefit future patigrgsthe

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 resgearch a

sociates in promotingatient autonomy for clinical cancer trials. In partic

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 aimof this project is to understand on what premisesdishea-

tients decide to participate in phase 1 and phase 3 oncology trialsmwith e

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 ensent procedures used when recruiting patients to such
trials.

In this project we want to find answers to the following questions:

1 How do cancer patients participating in phase 1 and phase 3 clinical
trials perceive their participation with regard to riblenefits (own and
for future patients) and information?

1 What is their perception of the role of physicians and clinical research
associates with regard to recommendations to participate, success of i
formation transfer, time assigned for making decision?

91 Do they regard their participation as voluntary and on what conditions

would they like to withdraw?

I's willingness to participate relat

How may the risk of treatment/therapy misconception be handled in

association with raraimized controlled clinical cancer trials?

=a =4

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:

9 Godskesen T(2015).Patients in Clinical Cancer Trials: Understanding,
Motivation and Hope Digital Comprehensive Summaries of Uppsala
Dissertations from the Faculty of Medicine, doctorakdiation, ISSN
16516206;1112.

1 Godskesen, T., Hansson, M., Nygren, P., Nordin, K., Kihlbom, U.
(2015).Hope for a cure and altruism are the main motives behinctparti
ipation in phase Zlinical cancer trialsEuropean Journal of Cancer
Care,vol. 24, ss133141 DOl
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1 Godskesen, T., Kihlbom, U., Nordin, K., Silen, M., Nygren(Z15).
Differences in trial knowledge and motives fort@pation among aa-
cer patients in phase 3 clinical triaBuropean Journal of Cancer Care
DOI

1 Godskesen, T., Nygren, P., Nordin, K., Hansson, M., Kihlbom, U.
(2013).Phase 1 clinical trials in ergtage cancer: patient understanding
of trial premises and motives for participati@®upportive Care in Ca
cer,vol. 21, ss3137%3142

PhD Student:
i Tove GodskeserRN, PhD 2015

Supervisors:

T Ulrik Kihlbom, Senior lecturer in Medical Ethics

9 Karin Nordin Professor, Department of Public Health and Caring Sc
ences

1 Peter NygrenProfessor, Department of Radiology, Oncology andi-Rad
ation Science

Project group:
I Mats G. HanssarProfessor of Biomedical Ethics
1 Anna T. HOglund Associate Professor of Ethics

Paediatric palliave oncology in a family perspective

This PhD project ran between 20@915. It was funded by the Swedish
Childhood Cancer FoundatioBéarncancerfonden

In Sweden, around 250 children are diaggd with cancer every year. Mo
ern treatment strategies have increased overall survival that todgy is a
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 ilde ch
affects the whole family: Previous research has showed that bereaved pa
ents and siblings suffer from logrm psychological morbidity due to the
death of the child.

This PhDproject focuses on palliative care and -efdife care in paed
atric oncolay with a focus not only on the child, but also how differesit a
pects in the endf-life care affect bereaved familmembers longerm.

In this project, we will

1 Examine to what extent there is a shift in focus on palliative care in the
departments if paedliric oncology in Sweden

1 Examine which symptoms bereaved parent regard as affecting yheir d
ing child the most in the eraf-life period and if there is a relatioreb
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1
1

T

tween these symptoms and letegm psychological welbeing in pa

ents who have lost a dti

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 fow children suffering from cancer view their need for info
mation regarding diagnosis and prognosis and possible treafmiare.
Examine how bereaved siblings experience the death of their brother or
sister.

The project in designed with as a mixed meltistudy based on data from
medical records, questionnaires with bereaved family members amd inte
views with children who suffer from cancer. Both quantitative and @ualit
tive analyses will be used in different parts of the project.

Publications

T

Jalmsell L, Towards Good Palliation for Children with Cancer: Rgco
nizing the Family and the Value of Communicati@015, Digital Cm-
prehensive Summaries of Uppsala Dissertations from the Faculty of
Medicine, doctoral dissertation, ISSN 166206 ; 1123

Jalmsell L, Kontio T, Stein M, Henter JI, Kreicbergs On the Child's
Own Initiative: Parents Communicate With Their Dying Child About
Death Deah 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 noourative enebf-life care in paediatric oncology: a
nationwide followup in SwedepActa Paediatrica 2013;102(7): 7448
Jalmsell L, Kreicbergs U, Oneldv E, Steineck G, HenteAdkiety is
contagioussymptoms of anxiety in the terminally ill child affect leng
term psychological webbeing in bereaved parent8ediatr Blood Qa

cer, 2010;54(5):75%.

Jalmsell L, Onel6v E, Steineck G, Henter JI, Kreicbergsiématop@

etic stem cell transplantation in children with cancer and the risk of long
term psychological morbidity in the bereaved pardddne Marrow
Transplant, 2011:46(8):1063).

Jalmsell L, Kreicbergs U, Otis E, Steineck G, Henter JBymptoms
affecting children with malignancies during the last month of lifeaa n
tion wide follow-up. Pediatrics, 2006;117(4):1320

PhD Student

i LiJalmsell MD, PhD
Supervisors
I Mats G. HanssarProfessor of Biomedical Ethics
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9 Britt-Marie Frost Department of Paediatric Onogly, Uppsala Unive
sity Hospital (Akademiska sjukhuset)

1 Janinge Henter MD, ProfessorChildhood Cancer Research UnitaK
rolinska University Hospital

1 Ulrika Kreicbergs RN, Professor, Ersta Skondal University College

R&D projects/investigations

When is it worth it Informational privacy in health care and
research

The project is commissioned e Swedish Agency for Health and Care
Services Analysi@/ardanalys). The final report is due in spring 2017.

The current debate in Sweden concerning informational privacy in the health
care sding 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 suggestednveake
ing of privacy protection as threats to imidual rights and dignity, and in a
larger perspective also to fundamental democratic values.

These opposing views underlie several ongoing patieking processes
and commissions of inquiry. The recent Swedish Government Offigal R
port Ratt information pa ratt plats i ratt tOU 2014:23) proposes new
legislation and IT infrastructure concerning the asiti#i#ty of medical jou-
nals, with obvious privacy implication®Regarding register based research,
the SOU (2014:45Wnik kunskap genom registerforskniaglvocated a li-
eralization of how data from individuals may be collected, used and handled,
while the European Parliamentds sugge
lation point in the opposite directiohdkartidningen 2016 The outcomes
of processes such as these have an impact on the informational privacy of
patients and citizens. Yet, what is kaxg in this context is empiricaler
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 informatio
al privacy in health care drregister data among the general public as well
as for groups of patients with prolonged illness.

Collaborators

9 Linnea Wickstrom OstervalPhD, CRB

1 Mats G. HanssagrProfessor of Biomedical Ethics, CRB

1 Sophie Langenskidldepartment of Public Health and Caring Sciences,
Uppsala University
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1 Sara BelfrageCentre for Healthcare Ethics, LIME, Karolinska Institutet
and Vardanalys

International Collaborations

We have extensive international mwdisciplinary research collaborations.
Worth mentioning are:

Mind the Risk

CRB coordinatesmulti-disciplinary research collaboration on how torma
age and handle genetic risk information, gy@ted by information techrml

gy. The research is funded by the Swedish Foundation for Humanities and
Social Sciences (Riksbankens Jubileumsfond) Partners include the- Georg
AugustUniversitat, Gottingen: The Department of Medical Ethics arsd Hi
tory of Medcine, the Interdisciplinary Research CemmiDecision Making
Processes in Milano, University of Manchester: The Centre for Heatth Ec
nomics, Institute of Population Health, University of Birmingham & d&an
well & West Birmingham Hospitals NHS Trust, Unigdy of Maastricht:
Department of Technology and Society Studies, Faculty of Arts and Social
Sciences, Karolinska Institutet and Sophiahemmet University Collade
deCODE genetics.

Biobank and Registry Ethics

CRB patrticipates in several European netwakd EUfunded projects on

the ethical aspects of biobanking. Currently we are part of BBMRIl.se (B
oBanking and Molecular Resource Infrastructure of Sweden) funded by the
Swedish Research Council. We are in part responsible for andéindhon
service for BBJARI-ERIC. We run a work package in the IMI (Innovative
Medicines Initiative) funded BTure, focusing on Rheumatoid Arthritis
(RA) and RAlike diseases. CRB is part of a work package on regulatory and
ethical requirements for data storage and analysisnaitiobankCloud, a7th
Framework project aiming to build the first open and viable platasia
service (PaaS) for storage and analysis of digitized genomic data. We run a
work package within EuFdEAM, another 7th Framework project aiming
towards early dignosis and biomarker validation in arthritis management.
We are also responsible for a work package on ethical, legal and secial i
sues within RBconnect, a 7th framework programme that aims to build an
integrated platform connecting registries, biobaakd clinical bioinformé&

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 muktentre research collaboration on family
ethics together with Bpertise 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 oify fathics
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 Respdnilgly 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 competetiay 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 fromda me
ical, ethical as well as from a legal ppective. The main aim of the cunic
lum is to enhance studentdés ability t
arise within the medical practice and their critical skills in analyse ethical
and legal problems, the relation between them, and to andfioe different
views in particular cases.
For medical doctors, medical ethics and medical law is part of thesprofe
sional training curriculum that runs through the programme from the first to
the eleventh semester. Lectures and seminars are integratedowises 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 conflictlet ween a patientdés right to be
on the one hand, and the nursebds will
patient and maximize the beneficence of the actions taken on the other. The
students are encouraged to reflect onedéht solutions and to actively take

part in moral deliberations.



Ethics is an important part of the providing of good nursing care anrd eth
cal competence is <crucial in a nurse
means being able to identify moral dilemsnand 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-partic
pate in seminars where they can disasscal ethical dilemmas. Examan
tion is mostly in form of written assignments and mandatory seminars.

Midwives

Within the midwife programme we lecture on for example professiohal et
ics for midwifes, abortion ethics and the ethics ofmawal diagnostis.

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 \tlith Biology Education
Centreto integrate structured ethics teaching for students in the biolegy d
gree programmes. There is also a broader project going on to improve ethics
education at allfathe science and engineering programmes.

The best teaching in ethics and biology is achieved when the exhics e
perts from CRB work together with the biology experts. When this is done,
students get the best quality in terms of ethics and-stdate artexamples
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. Withoutthe 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.
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Neuroethics 7,5 credits

Different types of neuroethical issues will be discussed during the course.

The course dcuses both on applied neuroethics, ethical questions that

arise from neuroscientific or neurotechnological advances; and om-fund

mental neuroethicse.questi ons concerning how kn
functional architecture and its evolution cdaepen our understanding of

human thought, including moral thought and judgment. The coursenalso i

cludes clinical perspective®.g to what extent a patient with a neuro
degenerative disorder suffers from reduced capacity for degaisaimg, or
reducedautonomy, 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 studentsn advanced levedtudents. It is offered in Swedish only.

Postgraduate Teaching

We offer postgraduate courses in research ethics for PhD students fdsm me
icine, pharmacy, social science, science and technology.

Research ethics is an important part of advanced acadeanidrig. All
sciences and academic disciplines give rise to complex ethical issués. Dea
ing with them requires theoretical and practical knowledge, includingifamil
arity with relevant norms in science and society, knowledge which research
ethics aims to mvide. 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 propos#de 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 ma
agemen publishing results and collaborations with parties with vested inte

ests holds several potential conflicts of interest that have to be handled in a

wi se manner and in accordance xwith r
pert calls for some thought aitds 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
conssts 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 scientieaech,
animal ethics and applications to ethics committees. After the couuse, st
dents should be informed about different philosophical presuppositions in
scientific research, ethical guidelines for research, the theoretical basis of
these guidelines, led 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 féPPhD students in Mk
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 corses 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 ethfrablems in research. The course

al so aims at improving the studentbds
bility when faced with research ethical problems. Lectures focus on the reg

lation of research, fraud and misconduct in science, and authorshjpian

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 ableto identify ethicalproblems- andto do something aboutdim. We
also see that universities and funding agencies are starting to require formal
training in research ethics. To mekbse demands, we developedaatine
research ethics training for medicine and the life sciences to give some of the
practical toolghat 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, ipartic
pant 6s share what they have | earned w
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The training is internationainterdisciplinary, intesprofessional andni
teractive. We designed it to fit master students, senior researchers and ever
one in between: professionals, officials from funding agencies or research
ethics committees and anyone else who needs to be afvared 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 gesofytraining.

We continue work to see if we can find collaborating partners who dre wil
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 unfortunatetycannot afford
to offer it for free. The fee is 1.125 Euros. Information about the training is
available atvww.ethicstraining.crb.uu.se

Conferences and workshops

During 2015, we organized three opewrlsshops: 1) Epigenetics as the

meeting point between nature and nurture on Marc2 09, 2) Chil dr
Involvement in Research: from Assent to Consent on Septemkzt, 28d

3) Reproductive ethics: Islamic perspectives.

Epigenetics as the meeting pointween nature and nurture

On March 1920, 215 registered participants from Sweden, Denmark, Fi
land, Iceland, Norway, the United Kingdom, Germany, France, Italy, the
Netherlands, Canada, USA, Israel, Pakistan and Saudi Arabia gathered at
Norrlands Nationn Uppsala to discuss epigenetics as the meeting point
between nature and nurture.

On March 18, a welcome reception was
Uppsala Universitybés main building. |
Chancellor of Uppsala Univetgj Eva Akesson. Participants were alge i
vited to a dinner on Thursday March 19 at Ostgota 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
presenttions 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 collaboraticamsoss disciplinary borders.

There is growing evidence of the impact of rganetic variables on gene
expressiong.g. nutrition, maternal care/behaviour, psychosocial stra$s, a
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versity and neglect in early life. Molecular epigenetic mechanisms irethe c
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 ofhie 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, psyctsmcial and cltural environment. The plasticity

of gene expression and brain maturation in response to postnatal and adult
social experiences, both with increasing evidence of qgansrational fe

fects, suggest the evolutionary significance of these mechanisms lingnab
organisms to adapt to changing environmental conditions.

Why we organized this workshofhe reversible nature of epigenetic
pathways indicates a potential of developing and bringing epigenetic drugs
into therapeutics but points also at the possjbif approaches focusing on
the environment and the need to understand and improve psgclab,
cultural and political environments in order to reverse an unfavouratle pr
cess or to be epigenetically proactive, to use a term coined by Kathinka
Evers. Fo this we need to move beyond our own disciplinary borders.

Bioethics has seldom missed an opportunity to comment on new deve
opments in science, however, often in a speculative manner, beimg uni
formed about both the natural and social sciences. Chaliging cond-
tions, trying to influence behaviour or attempts of social engineering will
indeed raise significant ethical issues but they need to be addressed-in a di
ciplined manner in close collaboration with others. To be epigenetically pr
active is a god idea but in order to not just be speculating we needneur
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 angre affected by their environments,
sociologists and anthropologists who have the tools for understandimg co
plex social and cultural factors, epidemiologists and historians with good
registries that can examine potential trgaserational effects, polital sd-
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 speakemrspresenting the cutting edge in different disciplines
wanted to come. We are grateful for the support from the Swedish &ound
tion for Humanities and Social Sciences with its CEO Goéran Blomqvist and
Program Officer Fredrik Lundmark and to the Swedish Fatiod for Sta-
tegic Research with its CEO Lars Hultman and Program Officer Inger Flo
in.
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Childrends I nvol vement i n Reseal

On September 234, RD-Connect and the Centre for Research Ethics &
Bioethics (CRB) at Uppsala Universitya anged a wor kshop ¢
involvement in research with a special focus on assent and consent.

RD- Connect is an EMunded rare disease research platform that will
build a permanent research facility for ralisease data, analysis and sample
sharingworldwide. The goal of this workshop was to help shape the RD
Connect gui delines and help improve
ment and engagement in rare disease research.

Before the workshop, information was collected from patient repi@sent
tives @out 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 ewolv
ment of children in research.

Partidpants represented several perspectives: 25 registered participants
representing law, ethics, biobanking and clinical trials provided their insight
into this topic with emphasis ion rar
pants form Sweden, ltaly, the lted 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 RBConnect. Two papers are currently underway and will te su
mitted during tle first half of 2016.

Reproductive ethics: Islamic perspectives

In an attempt to correct the western bias of understanding bioethics, twe hos
ed a onalay workshop on reproductive ethics with particular emphasis on
Islamic perspectives of reproduction. Theerkshop 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 diffe
ent parts of the world: particularly from the Middle East and Arab countries
(such as Iran, Somalia, Iraq, Lebanon, Albania, Stateless Palestine-and r
cently Syria), many of who are Muslims. Though they have the saine rel
gion in common, they come from different countries with varying cultures,
traditions and creeds. There is litttgout of Islamic perspectives on curren

ly practiced bioethics in Sweden and some commentators reproached the fact
that bioethics is primarily dependent on western moral traditions andreaso
ing.

The goal was to bridge the gap between practice and trespgcially 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 issue§&amal SeroyrProfessor in Obstetrics and/G
naecology, Director of International Islamic Centre for Population Studies
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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 GynaecologiBisgitta EssénSenior Le-

turer in International Reproductive Healthh the Department of Women's
and Children's Health at Uppsala University and Senior consultant at the
Womendés clinic, AUppsdla bmivessityaHospifal)h\je h u s e t
Carlbom Associa¢ ProfessorFaculty of Health and Societialmé Uni-
versity, Sweden. They discussed infertility, Islamic family and sexuai-cou
selling n 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 preconcegtion g
netic screening.

Obstetricians/gynaecologists,idwives, clinical geneticists, bioethicists,
philosophers, lawyers, PhD students and others with an interest inthese i
sues were invitedThe day ended with an open lecture and discussion with
Gamal Serour on ethical issues in human reproduction: redigiifierences,
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 bsite (vww.crb.uu.sg

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.g@ow part ofwww.crb.uu.s@

CRB6s staff are also participating i
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

CRB6s official wenvty.srib.uu.se Ini 2816, dghe wdbdita b | e
also became available attp://crb.uu.se During 2015, the online ethics
training was available from a separate website2016, it became part of
www.crb.uu.sebut also keeps its own domduaww.ethicstraining.crb.uu.3e

We run two WordPress blogs on separate subdomains,
www.ethicsblog.crb.uu.seand www.etikbloggen.crb.uu.se During 2015,

work began to move the website from static Rp@des to InfoGlue (i

lishing system used by Uppsala University). The new website was launched

in February 2016.
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In 2015, The CRB website had 32.371 unique visitors and 59.2%/& vie
(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 themedia: The Ethics Blog and Etikbloggen

In November 2011, CRB started two ethics blogs: One in Swedish and one
in English. Par Segerdahl, Associate Professor of Theoretical Philosophy,
was recruited as editor.

The blogs are part of our Swedish ELSI serviged funded by
BBMRI.se. The Swedish version is availablenaiw.etikbloggen.crb.uu.se
the English atwww.ethicsblog.crtuu.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 functioni€e functions are reflected in the
brief selfreflective remarks that end each blog post, such as:

AWe think about bioethicsbo

AFoll owing the news?o

AWe follow debatesbo

iwWe have a clinical perspectivedo
iln dial ogue with the publico

The blogs keep readersdgied about bioethically relevant news and allows
researchers at CRB a platform to popularize their research and patrticipate in
ethical debates. The blogs explain bioethical research, comments on recent
publications and current events, spreads informagibout 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 wegrounded.

Both blogs are using the WordPress platform and have increased kheir fo
lowing, both via email and WordPress. The Swedish version is shared more
in social media than the English version. In 2015,we rec&@@dlickbacks
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 handhas more WordPress followers.

The Ethics BlogEnglish) 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
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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, Fi
land, Russia, India, Spain, Norway and Japan (with more than 50 views).

The most popular post was written Bgr Segerdahl and deals witloim
rality (Morality as a problem). It had 166 views, followed by a post by Moa
Kindstrom 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
Par 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.&i@8s 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 No
way, the Netherlands and United Kingdom (with above 20 views each).

The most popular post wasritten by Par Segerdahl. It dealt withgpe
pl ebébs fear of GMOO6s (Om radslan f©°r
etik i tiden) and had 889 views, followed by another post by him onahe n
ture of Philosophy (Vad ar filosofi) 271. The third most popular pest
written by Li Jalmsell about results from her thesis work showing thit chi
dren with cancer want to talk about death (Vaga prata om déden med svart
sjuka barn) with 268 visitors.

Ethics blogs in print

2014 we decided to print a collection of blog go&t reach the part of our
target group who are not familiar with social media. The books (Téanker om
etik and Thinking about ethics) were distributed in our networks as a
Christmas present, both in print and electronically. The blogs have since
increasedheir following and we have received very positive feedback. Both
books are available electronically on our website.

In 2015, the English version of the book wagprimted and distributed to
300 participants at a conference on personalized medicine edramng
BBMRI.nl where one of the sessions dealt with how the clinical and liome
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 r
searches and PhD students write for the ethics blog, but also for daily press
and journals for professionals. For example:
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1 Mats G. Hansson, AnA8ara Lindand others signed a debate article in
Svenska Dagbladet stating that openness in research damagesthe cha
ces for future patentppenheten forstér chansen till pate@venska
Dagbladet Debatt, 21 June 2015)

1 A debate article on the fact that the Swedish constitution states\#:
ryone has equal value was signed by 19 lawyers, inclutiiog
Kindstrom Dahlinand AnnaSara Lindfrom CRB.(Sta upp for allas lika
vardei grundlagen kraver det, Dagens Nyheter Debatt, 16 September
2015).

9 Stefan Erikssonvas quoted on Swedish telsions news website about
ethics approval for researcliiémliga forskningen "borde ha etikppr
vats", SVT Nyheter, 16 March 201%)e was also quoted intdog post
on research ethics for Stockholm University (Forskningsetik,
Rektorsbloggen Stockholms universitet, 28 January 2015).

9 Jessica Nihlén Fahlquistrote a blog post for the labour uniomU
ionends section on I ndust mlyespmnd Tec
sibility (Att ta etiskt ansvarUnionen, industri och teknik, December
2015), that was rposted on the Ethics Blog in both Swedish and-En
lish. She has alsotake part in the Swediaoh publ
grammes, discussing vaccines and gene editing (CRISRRhdrda
experter kan battre Overtyga vaccinskeptikeVMetenskapsradions
veckomagasin, Sveriges Radio P1, 5 November 2015,f&ddsta
genférandrade embryot vacker debatt Vetandets varld, SverigesaR
dio P1 24 Apil 2015).

Media coverage

In 2015, Tove Godskes 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
pressreleases that generated a lot of interest:

1 ToveGo d s k ettsesisnof why cancer patients participate in Phase |
and Phase lll clinical trials was mainly picked up by professional media
in Sweden and Norway (Science Nordic, Forskning.no, etak
medelsvarlden, Life Science Ssen, Vardfokus, Lakartidningeand
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 patientsnmisu
derstand the purpose of clinical tsathat patients have unrealistig-e
pectations, lack knowledge aritlat it is important they receive correct
information.

T Li J a | tmesis=dn Ipailiation for children with cancer in a family
perspective received coverage by national public servieeise@n news
and was picked up by the news agency TT, and subsequently picked up

12¢


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

by local news media. It also received attention by professional news m
dia (Dagens Medicin, Onkologi i Sverige, Medical press). Headlines
mostly repeated the TT message thataerstricken children want the
truth, but some picked up other aspects, for example how to talklto chi
dren who have terminal cancer, or that children with cancer want to
know more about their disease.

1 Neuroethics and epigeneticdso received some atition. Kathinka
Everswas interviewed about Neuroethics in 3:AM Magazine in Dece
ber 2015. She was also interviewed
ons veckomagasin in relation to the epigenetics workshop in March
2015, which also covered other aspectthefepigenetics 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. Thewsletter discusses biobank regul

tion and presents research results to the biobanking community. It is part of
our ELStkservice within BBMRI.se. The newsletter has been very veell r
ceived and in 2015, we published 4 issues.

The first issue (1:2015) covent 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 lawin tra
sition" that deals with the legal, ethical and political concerns that new i
formation and communication technologies create in different fields,dnclu
ing welfare, health and researémnaSara Lindprovided an update on the
development of Swedish research database legisld¥lats G. Hansson
introduced readers to trubaised 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 Bioethicssthat di
cusses returning risk information to people who partteipa genetic &-
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 Eug-opean
tection and hie launch of B3Africa that will bridge European and African
biobanking and biomedical research. We also announced that theaintern
tional Charter of principles for sharing bspecimens and data received a
recommendation from the International Rare Dise&mesearch Consortium
IRDIRC.

In the fourth issue (4:2015), Moa Kindstrém Dahlin gave her perspective
on the ELSI common service BBMBRIC provides and how legal fram
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works are interconnected with ethical and social issues. -8ana Lind

gave an updatebaut 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 SCAPi&Ig perceive riskn-
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 EUS Privacy Shial will ensure safe harbours for
data transfer in the future. We also report how ditectonsumer genetic
testing companies lack clear consent procedures for biobankingeand r
search. Soon, these tests might become difficult to market and offex in E
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 howechallenges to informed consent posed by rare disease r
search and how REonnect researchers propssto meet thenOn behalf
of the CHIPme COST Action network, we inviteaders ta workshop on
genetic data in public research databases in Bolzanojritalyril 2016.

CODEXT’ Rules and guidelines for research

Together with the Swedish Research Coyng# are running the CODEX
website fwww.codex.vr.sgwith 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 do
ument or ones originating from a certain author ("Rules and guidelines").
Short introductions to issu@s 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 foremostaddresesthose who are actively involved in
resarch, butis alsotailored tothe interested publidNo 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 becamelved to
ensure the website can be maintained and continue to develp. Stefen Erik
son iscurrently the editor and runs the site with the aid of Mirko Ancillotti.

CODEX had 9817 unique visitors in 2015. The number of visitors relea
ly increased from thprevious year. The weekly record i€ld5 unique vis
tors. Visitors are mainly from Sweden, but circa 80 countries are reprdsent
T most of them coming from Germany, the Netherlands, Italy and Finland
(in that order). Swedish readers are predominantlyn fkdniversities and
other schools, but also from authorities. An increasing number of visitors
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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 (32 283 pages
link to CODEX.
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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 diseaseand agerelated nutrition, which includes undersian

ing of catabolic processes, consequences and treatment related to urdernutr
tion, cachexia and sarcopenia in hospital, elderly care and community se
tings, 2) preventive nutritioand metabolism, including nutritional epidem
ology, obesity and metabolic intervention trials for elucidating effects on
insulin sensitivity, body composition and cardi@scular risk factors, 3)
food intake and dietary patterns relation to various healthomes mainly

in elderly people from various population cohorts.

Fatty acid (FA) and carbohydrate metabolism, inflammation, dietary i
terventions, dietary assessment, energy metabolism, body composition
measurements and implementation techniques arepéesmmf methodology
expertise. CNM has laboratories that analyze FA profiles in various tissues
by gaschromatography and measure body composition bgigjpacement
and bioelectrical impedance, and energy expenditure.

Members of the group 261

Academiditle Professional title
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Birgit Vahlberg Postdoc Physiotherapist

David Iggman PhD MD

13¢



Johanna Térma 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

Asa von Berens PhD Student Dietitian
ElisabethSkoglund  PhD studenh MD

Roger Olsson Lecturer/Universitetsadjunkt
Siv Tengblad Laboratory technician
Marie Berglund Research assistant
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Anders Sj6din Associate professor MD

Annika Smedman Postdoc
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Research projects
On-going projects

Epidemiologicalstudies consider nutritional, metabolic and dietary factors,
with special emphasis dnomarkers of fatty acid intak@) relation to long
term clinical outcomes.g.diabetes type 2, metabolic syndrome, cardieva
cular disease as well as functional limitations, cognitive dysfunctiom; mo
bidity and mortality in youngld and old old populations.

Clinical trials concernunderstanding ot) sarcopenienechanismsluring
disease and senescence, as well as potential effects of designed amino acid
solutions and vitamin D either alone or in combination with physical-exe
cise,to sarcopenic old adults, and 2) fatty acid effects in type 2 diabetes and
obesity. The importance and effects ekercise and nutrition on physical
activity and body composition in post stroke patients are studied.

Techniques ofmplementationto improvenutritional routines in elderly
care are investigated.

Intervention trialsin order to understand metabolic effects of healthy
Nordic diet and by providing various fat qualities. saturatedvs. mono
and polyunsaturated fatty acids are performednalsicenter as well as in
larger multicenter 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 studyindjetary patternsand their ri&ation to health
outcomes, like cancer, cognition and sarcopenia, but also to identifyynderl
ing dietary patterns in the Swedish populatiBelations between dietary
patterns and exposure to environmental toxins are studied. Telomer changes
during ageingre analyzed in cohort studies.

Obesity, especially child obesity, is explored by metabolic charaateriz
tion of insulin resistance, energy metabolism, and body composition. Sleep
pattern effects and disturbed circadian rhythm effects on glucose matabolis
are studied.
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Studies are performed iwide-spread collaborationwith other research
groups locally, nationally and internationally.

Future promising research at ®N

1 Understanding sarcopenia from clinical, epidemiological and molecular
perspectives, andsi treatment

1 Implementation techniques of nutritional routines and development of
assessmenols for meals in elderly care

1 Dietary patterns and potential effects on development of cognitive i
pairment and sarcopenia

1 Omega3 fatty acid effects on epigemetmarkers, mononuclear blood
cell gene expression andedts on inflammation resolution

9 Fatty acid effects on gene expression, insulin sensitivity, inflammation,

andbody composition, including lean body mass and fat digtabu{ec-

topic fat accumulatia)

Role of diet in preventing nealcoholic fatty liver disease (NAFLD)

Molecular and metabolic understanding behind favorable effects-of e

ergy restriction in type 2: use of functional imaging

Relation between carbohydrate intake and fatty acid profildscantral

obesity in 60 year old communitjwelling 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 healtiny No

dic diet

9 Effects on welbeing and physical activity by prescribed walking rexe
cise using encouragement by SMS in patients after stroke

1 Potential Vitamin D relations with health outcomeseli&ogniton and
sarcopenia in old adults

1 Individualized treatmentf child obesity
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Clinical Psychology in Healthcare

ResearcliGrouplLeaderprofessoiouisevon Essen

With the help of the Swedish Government's funding of the Uppsala Univers

ty Psychosoeil Care Program: ACARE, Uppsala University has been given

the possibility to support our research group. The overarching goal of our
research is to promote psychosocial health among patients struck by somatic
disease and their significant others, hopgfatla lower cost to the benefit of
individuals and society. To reach our aims we mainly use knowledge from
the academic disciplines Economics, Implementation Sciences, Information
Systems, and Psychology.
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