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Public Private Partnerships in Research  
In recent years, universities have encouraged the development of industry research 
partnerships, and medical schools are sustaining their research faculty to pursue entrepreneurial 
strategies (startups) and to actively start partnerships with industry.1,2,3  
 
Public private partnership in research has been debated for a long time. On the one side there 
is a push to involve industry in the research flow in order to maximize efforts in the search for 
results and therapies, and, on the other side, there is fear about ethical and legal challenges, 
conflict of interests, and exploitment of public resources.  
 
Public funded research in the biomedical field collects great amount of data and biological 
material. For RD-Connect, public private partnership is especially interesting in the rare disease 
field.  
 
As assessed by the first workshop on PPP by CHIP ME held in Sevilla, some barriers to 
effective PPPs include a generalized lack of common regulatory, technological, and financially 
supportive frameworks which burden the potential positive impacts on citizens wellbeing.4,5  
 
Exploring different models of PPP already in use and discussing how these may be relevant for 
research involving genomics with a special focus on rare disease research needs, will be the 
focus of this workshop. The aim is to identify excellence and limits in the light of ethically and 
legally sustainable research.  

Program 

NOVEMBER 7 
Introductory session 
10:00–10:10 
 
 
10:10–10:30 

Welcome 
Deborah Mascalzoni, Uppsala University, Sweden and  
Heidi Beate Bentzen, University of Oslo, Norway 
Report from the Sevilla PPP meeting 
Heidi Howard, Uppsala University, Sweden 
 

Session I: PPP Models 
Chair: Isabelle Budin Ljøsne, University of Oslo, Norway 
 
10:30–10:50 Collaboration with industry for research on rare diseases: Experiences 

Joseph Irwin, SMA Support UK, UK 
10:50–11:10 Lifandis and biobank commercialization in Norway 

Christian Jonasson, Norwegian University of Science and Technology, Norway 
11:10–11:30 Oslo Cancer Cluster – A PPP model in the cancer field 

Ketil Widerberg, Oslo Cancer Cluster, Norway 
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11:30–11:45 Video presentation: A model of PPP in rare diseases 
Julian Isla, Fundación Síndrome de Dravet, Spain 

11:45–12:15 Discussion 
 

 
12:15–13:15 
 

 
Lunch 

Session II: PPP and Public Trust 
Chair: Deborah Mascalzoni, Uppsala University, Sweden 
 
13:15–13:35 deCODE’s organizational changes 

Einar Árnason, University of Iceland, Iceland 
13:35–13:55 Care.data in the UK 

Gavin Daker-White, University of Manchester, UK 
13:55– 14:15 Video presentation: The Sardinian Biobank   

Carla Zuddas and Silvia Perra, Cagliari University, Italy 
14:15–14:45 Discussion: Maintaining public trust 

 
 
14:45–15:10 

 
Break 
 

Session III: Steps forward 
Chair: Heidi Beate Bentzen, University of Oslo, Norway 
  
15:10–15:30 Ownership, right of disposal, and IP rights 

Julian Cockbain, Ghent University, Belgium 
15:30–15:50 PPPs and open access: A closer look at economic models 

Luciano Greco, University of Padova, Italy 
15:50–16:10 Commercialization of biobanks: Challenges 

Mahsa Shabani, KU Leuven, Belgium 
16:10–16:30 Benchmarks for PPPs 

Deborah Mascalzoni, Uppsala University, Sweden 
 

Session IV: PPPs – strengths and weaknesses 
Chair: Heidi Howard, Uppsala University, Sweden 
 
16:30–17:30 Panel session with the speakers 

 
 
18:00  Dinner 
 

NOVEMBER 8 
 
08:30–10:00 

 
Roundtable discussion using ECOUTER (open to all participants) 
Chair: Madeleine Murtagh, University of Bristol, UK 
 

 
10:15–13:00 

 
CHIP ME working group meeting (for CHIP ME members and speakers from 
day 1 only) 
Lay down the ground for future work: CHIP ME paper and survey 

 
 
13:00–14:00 Lunch 



About the organizers 
Uppsala University: Centre for Research Ethics & Bioethics (CRB) 
The Centre for Research Ethics & Bioethics (CRB) (www.crb.uu.se) at Uppsala 
University is an inter-faculty centre with around 30 staff. It is a multi-disciplinary 
research environment with both senior and junior researchers from ethics, philosophy, 
law, economy, medicine, nursing, physiotherapy, social pharmacy, genetics, and 
neuroscience and other fields. International recruitments create a fertile research 
environment. CRB’s research is focused on bioethics, clinical ethics, and research 
ethics, with four distinct strategic research areas: Biobanks and registries, Neuroethics 
and Neurophilosophy, Nursing Ethics and the Ethics of Care, and Risk 
Communication. 

COST CHIP ME  
CHIP ME is a network of researchers from 26 countries from European member states 
and composed by aims to improve the state of the art by creating a community of 
researchers and stakeholders and linking existing initiatives which bring critical 
expertise in bioethics, social studies of science and technology, genetic technology, 
information and communication technology (ICT), stakeholder deliberation, and 
patient centered initiatives (PCI) with a new focus on new public-private interactions 
and consumer genetic testing. 

RD-Connect  
RD-Connect is a unique global infrastructure project that links up databases, registries, 
biobanks and clinical bioinformatics data used in rare disease research into a central 
resource for researchers worldwide. 
 
In a six-year project funded by the European Union but uniting researchers across the 
world, it will develop an integrated research platform in which complete clinical 
profiles are combined with -omics data and sample availability for rare disease 
research, in particular research funded under the International Rare Diseases Research 
Consortium (IRDiRC).  
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