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1. Personal information

Date of Birth:
Nationality:

Education

April 2005 PhD in Bioethics at the university of Bologna (faculty of law)

2003.2004_One year fellowship in the program of Science and Society at Harvard
University (Kennedy School of Government with professor Sheila Jasanoft)

January 2002. Awarded position as doctoral student in Bioethics - CIRSFID - University
of Bologna — Italy

September 2001 Master in Environmental Education (research Paper on Environmental
Ethics)

March 2000 Degree in Philosophy of Science cum Laude (Thesis in Bioethics:
"Philosophy of Medicine: who should decide about Therapy and Care"), University of
Bologna- Italy

Professional Updates:

Fall 2014 Academic Teaching training course (Uppsala University)
October 2014 Supervising at Doctoral Level (Uppsala University)



2. Research Interests

Deborah Mascalzoni's research interests include Bioethics, Law, Environmental Ethics,
Science Policy, Philosophy of Politics. Special interests:

Patients rights in research

Genetics and new technologies, Informed consent, privacy and Data Sharing,
patient communication

PhD thesis on:*“Consenso informato e processi di partecipazione”.

Role of stakeholders in medicine (Lay-experts, citizen juries, focus groups,
interviews, democratic participation in health)

She leads the ethical legal aspects of research projects the Center of biomedicine at
the EURAC and especially for the biobank based project CHRIS

3. Professional Experiences

2013-2015 appointed as senior researcher at Uppsala University, Center for Ethics
and Bioethics. Management of the WP6 EU project RD-Connect on Rare disease in
on Ethical and Legal issues.
2013-2015 Teaching ethics and bioethics at different courses at Uppsala University
(85 hours)
2004- 2015 Joint position as Senior Researcher in Bioethics at the European
Academy: Institute of Genetic Medicine at the project CHRIS

o She leads the ethical legal aspects of research projects at the Center of

biomedicine at the EURAC and is especially committed with interactive
dynamic consent projects in the biobank based project CHRIS

2004-2012 “Ethics in medicine” and “nursing ethics” courses at the Claudiana
(University of Roma section of Bolzano, Claudiana) and for the local Health System
2006-2007 Appointment as “professore a contratto” for Bioethics at the Master in
geriatrics Nursing, (appointed by the University of Roma section of Bolzano,
Claudiana)
May 15-18 2006, July 17-20 2006, September 2007 Advisory work in Ethical
Panels on FP6 Projects, European Commission, Bruxelles, Belgium,
2005_2006 Scientific coordination: research Project: Network “Bioetica Biobanche
Italiane”
2005 Teaching Bioethics courses IPASVI, ECM
October 2001-2005 Assistant for courses in Legal Philosophy and Sociology of
Law, CIRSFID, University of Bologna - Italy



2004 - 2005 Research Project on Genetics and Ethics ; Dissertation research
paper on “Informed consent in genomics: a participative process

2003-2005 responsabile della segreteria didattica dottorato di Bioetica Bologna
November 2002 Seminar on Environmental Ethics, Master in Environmental
Education at the university of Bologna.

Institutional roles: Ethical and Review BOARDS

ADOPT: Advisory Board member

Committee for HUman research and Bioethics (HUB), IFOM (Fondazione Istituto
Firc di Oncologia Molecolare, Milano),

Member of the ELSI Group of BBMRI Italy

Ethical Advisor for Telethon Italy

Ethical Advisor for UNIAMO

Member of the local Health system ethical board of Bolzano

National referent for legal and ethical issues WIKI Platform of BBMRI
(Biobanking and Biomolecular Resources Research Infrastructure)

Member of BBMRI Italy ELSI working group

Member of the ethical group of the International Genetic Epidemiology Society
(IGES)

P3G Member (public population Project in genomics)

Bruxelles FP6- FP7 ethical expert for evaluation of European projects since 2006-
2012

Member of the provincial Ethical board of South Tyrol until 2013
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17.Mascalzoni, Corradetti, Editorial to the special issue Ed. by Mascalzoni and
Corradetti, special issue on Genomics and public participation, " Studies in
Ethics, Law, and Technology” 2012
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(MICROS): study design and epidemiological perspectives. BMC Med Genet.
2007 Jun 5;8(1):29
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Peer reviewed Books (peer reviewed):

Edited by Mascalzoni, Ethics, Law and Governance of Biobanking: National, European
and International Profiles. D. Mascalzoni (ed.); Springer, Dordrecht, The Netherlands
(2015)

Peer reviewed Bookchapters
1. Mascalzoni D, Introduction, in Edited by Mascalzoni, Ethics, Law and Governance

of Biobanking: National, European and International Profiles. D. Mascalzoni (ed.);
Springer, Dordrecht, The Netherlands 2015



2. D Mascalzoni, Tra diritti individuali deboli e diritti comunitari assenti, in Mordacci
ed., Bruno Mondadori, 2012

3. D. Mascalzoni, in Trattato di Biodiritto, Biobanche e genetica delle popolazioni,
Giuffre’editore, 2010

4. Etica pubblica ed ecologia, in “Etica pubblica ed ecologia”, ed. G.L. BRENA,
Messaggero, Padova, 2005

5. "Etica ambientale e Responsabilita™" in Miur 2000, CIRSFID (University of
Bologna), 2003

Peer reviewed and defended Thesis:

1. Mascalzoni, Informed Consent in Genomics: a new contract between science and
Society, PHD thesis, 2005

2. Mascalzoni D, Il principio di responsabilita’in etica ambientale (Environmental
Ethics and the Imperative of Responsibility), Master Thesis, 2001

3. Mascalzoni, “Philosophy of Medicine: who should decide about Therapy and
Care", 2000, University of Bologna

Official EU deliverables

1. Children involvement in longitudinal research

2. Return of Results in rare diseases

3. Data Sharing in a Rare diseases consortia

4. Ethical Framework for a Rare diseases consortia

5. Carrier Status: ELSI issues in the communication of carrier status in research for
rare disease families

Published abstracts and Posters:
1. ESBB
2. UNESCO Conference
3. Mexico

4. Mascalzoni Bio-banks evolution. Reevaluation of the role of the patient as a
partner, International journal of molecular biomarkers, 2010

Grants:



e 2015 EU COST Action Chip me: STSM grant for researcher mobility in
Oxford

e 2013 EU COST Action CHIP me: co-coordination of the WP1 Group ELSI

e 2009 FIRB Italian Ministry grant project on ethical and legal issues for
biobanks, funded by the MIUR (Italian ministry of education), EURAC

e 2004 Travel Grant International Conference in Iceland “Ethical legal and
Social Aspects of Human Genetic Databases”

e 2003 European Grant Marco polo (University of Bologna-Harvard
University): international molbility grant

e 2001 2 years Research Grant as “assegno di ricerca” for the national Project
"Principle-based Universalism and Cultural relativism", Bologna university,
CIRSFID, Faculty of Law

e 2000: Grant by the SouthTyrol Region for the Bachelor Thesis defended in
Bologna on the 28" March 2000.

e 1997 - 1998 ERASMUS: one year grant at the University of Freiburg
((Project on Intercultural Pedagogy).

Biobank’s policy and applied ELSI work:

Information leaflets for Population research

IT based Beta model for Dynamic Consent in research (2015)

ELSI regulation for the biobank CHRIS (2011)

Informative Brochure for CHRIS Study (version 1 and 2) (2011/2014)

Survey on the perception of Dynamic consent in the South tyrolean population
participanting in the CHRIS Study (600 participants)

Qualitative interviews with Healthy participants of the project CHRIS about the
perception of Dynamic Consent (2014)

Development of an Information Movie to support informed consent (2010)
Development of a Policy regulation on Access and Sharing of Bio-samples and Data
(EURAC Biobank) (2014)

Collaboration structure betwwen resarch biobanks and e-halth care system in
Southtyrol

Development of an MTA template for Data and Sample Sharing (2013)

Policy on return of incidental Findings (Chris project) (2013)

Dynamic Consent tool for CHRIS project (2009)

Privacy structure of the CHRIS project (2011)

Communication Strategy (ongoing information) fort he CHRIS Project (2008-2009)



e Peception among GP’s of Genomics (South Tyrol) Report available in German,
2011)

¢ Informational Meetings with the local population of the Southtyrolean valleys for
community consent (2005-2010)

e 2007-2008 Survey with the local population on perception oft he genomic Project
MICROS

e Focus Group on perception of Genomics among the population in South Tyrol
(Ladin valley)

¢ Interview with a midwife of a Ladin valley about the perception of genomics in the
population

e 2005-2006: informed consent for the population biobank MICROS

Policy Documents based on scientific advice:
PHG Foundation guidelines

Scientific Outreach
¢ Blog: Consent and Engagement in Research, editor in CHIEF
¢ Science Cafe’ Salute etica. Il dilemma della liberta di decisione del paziente
e Science Cafe’ 16 June 2005 : "Non" decido per te! Incontro sul futuro della ricerca
biomedica e della fecondazione assistita in Italia
e January 2003 — July 2003 : Scientific Board for the «Citizens School»(I Lumi Della
Ragione, Scuola di Etica Laica) on Bioethical Issues, held in Bologna.

International Events organized:

Workshop in Oxford on Dynamic Consent

Workshop Uppsala on Children

12. 17-18 October 2013, Stakeholder Conference, Brussels (scientific committee chair)
26-27 10/2011 Rome, International consensus Workshop on patient centric initiatives
(Scientific Chair)

27/29 10/2011 Rome international Conference on Patient Centric approaches (Chair of the
scientific organizing committee)

International Conferences (invited)

19-21 Nov 2013, Geneva, Brocher Foundation, Returning Genetic Results in Biobanks:
Opening an International Dialogue, Presentation on Incidental Findings policies and ethics
12. 17-18 October 2013, Stakeholder Conference, Brussels (scientific organization and
presentation)



11. 15-17 2013Prague BT-Cure annual meeting , Report on models for consent in Rare
Diseases , Presentation on Dynamic Consent in Rare Diseases Research

9. 15 June 2013Stockholm , Invited Presentation on Informed consent in Clinical trial,
Annual Conference EHA (European Hematology Association) Invited

8. 12-14 June 2013, Geneva, Brocher Foundation, Exploring innovative mechanisms to
build trust in human health research biobanking; Organized by Jennifer Harris (Norwegian
Institute of Public Health, Norway); invited poster on Informed consent: a challenge won
by trust

4.25-27 April 2013, London Workshop on E-Health and invited Lecture on Consent in
Biobanking

6.28-31 May 2013, BBMRI-Italy meeting for Ethical Issues in Biobanking, Rome (invited
speech)

3.29- 30 2013 January 2013, EFGCP Annual Conference; Virtual Future: An exploration
of the ethical dimensions of emerging technologies in clinical trials and research 2013 -
Palais des Académies, Brussels, Belgium; lecture on Dynamic consent in Clinical trials
(Keynote speaker)

25-29. 06. 12 World conference on Bioethics: “Bioethics and the Future: the future of
bioethics”

24-25.01.12 Brussels , EFGCP annual conference: Consent: how less could be more
(invited, workshop chair)

20. 01. 12 Rome CCM Project Conference, “Elsi issues for Population biobanks” (invited
speaker)

25-06. 12 Rotterdam: Workshop ELSI 2.0 , satellite meeting of the world conference on
Bioethics: “Bioethics and the Future: the future of bioethics”

25-29. 06. 12 World conference on Bioethics: “Bioethics and the Future: the future of
bioethics”

26-27 10/2011 Rome, International consensus Workshop on patient centric initiatives
(scientific organizer and Chair)

27/29 10/2011 Rome international Conference on Patient Centric approaches (Scientific
chair organizer, presenter)

2011 Cambridge, COGS workshop: ELSI and organizational uncertainties in the
implementation of screening. (invited expert)

2010 Oxford Workshop on Patient Centric Initiatives, The Helex Center (invited)

2010 Oxford , International Data Sharing Conference, St Hugs college: “the virtual
patient: towards a shared Governance” (presentation)

7-10/7 2010 Cambridge UK , Consensus conference the COGS Project (invited)

2009 Biochip development for Cancer diagnosis, International conference on translational
medicine, Venezia (invited speaker)



2009 Luxembourg, P3G (Public population project on genomics), conference.
(presentation on dynamic consent)

2009 Brussels Joint conference on biobanks PHOEBE, P3G, BBMRI, Informed consent as
a process: presentation

And Poster: Interactive communication with participants

2009 Trieste: 4rd International meeting on genetics of complex diseases and isolated
populations, Ethical issues for population projects (invited keynote speaker)

2008 April ELSI (Ethical, Legal, and Social Issues)-Meeting for the EU-funded project
EUROSPAN (EUROpean Special Population resArch Network) (organizer and chair)
2007 3rd International meeting on genetics of complex diseases and isolated populations,
Torino, Italy, May 26-29, 2007 (invited presentation)

2007 Chair of the ethical panel of “ la giornata dell’infermiere” IPASVI (invited speaker)
2007 International conference, Translational medicine and public health policy; Geneva
(invited speaker)

2006 Trieste Scienza e democrazia al bivio: riforma o restaurazione? La partecipazione
pubblica nella scienza (invited speaker)

2006 National conference: ‘“Le Biobanche per la Ricerca e la terapia”, Genova (ECM)
(invited speaker)

2006 "Genomics and Global Health, Presentation of a United Nation Report", Kennedy
School of Government, Boston, U.S.A, (invited speaker)

2006 Trieste: National conference: Participation in policy making (Scienza e democrazia
al bivio: riforma o restaurazione? Seminario di studio (invited speaker)

2005 Giornata dell’infermiere Bolzano, IPASVI, Concetti di salute per una nuova forma di
professionalita (invited speaker)

2005 November, Geneva International Conference ‘“Value and Risk of Genetic Data
Collections”

2002 Participation as Coordinator and moderator of the school for citizens : I lumi della
ragione: a course on public ethics, Bologna (organizer)

2001 Congress "Bioethical Matters and the Courts: Do Judges Make Law?" Pavia

Languages:

Italian mother-tongue
English: very good (IELTS)
German: very good (Oberstuefe Pruefung, Zweischprachigkeitspruefung A)



