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A

nticipating and addressing the
ethical, legal, and social implications (ELSI) of scientific developments has been a key feature of the genomic
research agenda (1–4). Research in genomics is advancing by developing common
infrastructures and research platforms, open
access and sharing policies, and new forms
of international collaborations (5–12). In this
paper we outline a proposal to establish a “collaboratory” (13) for ELSI research to enable
it to become more coordinated, responsive to
societal needs, and better able to apply the
research knowledge it generates at the global
level. Current ELSI research is generally
nationally focused, with investigator-initiated
approaches that are not always aligned with
the developments in international genomics
research. This makes it difficult to efficiently
leverage findings that impact global practice and policy. Moreover, as translational
genomic research design challenges become
more pressing (14), ELSI research will need
to develop greater capacity to respond rapidly
to new developments. The ELSI 2.0 Initiative
is designed to catalyze international collaboration in ELSI genomics and to enable those
in the field to better assess the impact and
dynamics of global genome research.
Vision

The aim of ELSI 2.0 is to accelerate the translation of ELSI research findings into practice and policy. To do this, we will build on
successful examples of international ELSI
research. To succeed, ELSI 2.0 must be
grounded in a commitment to the shared values of mutual respect, trust, and active collaboration. It will require the development
of new methods and frameworks for the
strategic targeting of research to overcome

current barriers to international, interdisciplinary research. Through ELSI 2.0, ELSI
researchers can be globally connected while
still carrying out locally sensitive research.
By enabling large-scale global collaborations among a range of stakeholders, ELSI
research will become more effective, efficient
and economical, leading to development of
better local, regional, and international practice and policy.
Design and Methods: The Collaboratory

The collaborative Web-based infrastructure (see the figure) will be open to all ELSI
researchers, national and international agencies, and other research “consumers,” including the general public and advocacy groups.
It will provide ways for ELSI research to
make an impact on policy and practice. It will
be an active, generative space, distinct from
discussion boards or networks. The Collaboratory will provide information on research
resources, prospective projects, and workspaces for online collaboration, as well as educational webinars and workshops. ELSI 2.0
will facilitate a variety of activities including
networking, rapid response, “crowd-sourcing,” modeling, forecasting, and the development of proactive strategies to coordinate and
enable international ELSI research.
It will give a sense of the terrain of the
international ELSI landscape, which will
be used to identify overlaps and similarities
that exist in different localities despite there
being different national cultures, legal systems, and policy regimes in play. Identifying
and appreciating regional differences can
strengthen our understanding of the complexity of bioethics issues and provides a
basis for shared learning. For example, the
works of Phelan et al. (15) and Sankar et al.
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(16) on genetic discrimination are proving
to be extremely informative in designing
a project on stigma in genomics in Africa.
By using ELSI 2.0, tracking and coordinating ELSI research will also be possible at a
global level and will accelerate the impact of
research on policy.
For an ELSI scholar in Africa, ELSI 2.0
could be a place to connect with other scholars or to tap into resources not otherwise
readily available. For a U.S.-based advocacy
organization, the Collaboratory will provide
essential services to extend the reach of work
otherwise locked up in the academic literature. A funder in the European Union could
request a rapid response team to respond
to ad hoc, short-notice requests related to
emerging issues or to forecast important policy directions. A patient could become an
active participant in ELSI research or find
literature and experts on subjects such as
direct-to-consumer testing. For a scholar in
Asia looking to fund a multicountry effort,
the Collaboratory could help identify funding sources, collaborators, and workshops for
the idea. Scholars could choose to be observers or builders and creators (posing projects
for a workspace or a crowd-sourced effort)
or to motivate collaborators who would not
otherwise be accessible (clinicians, patients,
policy-makers). In this way, ELSI 2.0 will
continually build and support global ELSI
research and policy-making capacity.
The Collaboratory will stimulate creativity and communication between researchers,
diverse publics, funders, and policy-makers
in a variety of ways. It will provide a Webbased infrastructure with the same capabilities as the collective platforms used in
large-scale, international genomics science
and elsewhere and will draw on a variety of
approaches to maximize interactions, including networking, rapid response, crowd-sourcing, modeling, forecasting, and the development of proactive strategies and comparative methodologies to enable international
ELSI research in genomics. This will include
modeling exercises for the construction of
international frameworks and approaches
to issues. This effort will promote efficient
use of research efforts and resources, avoiding redundancy and duplication of effort. A
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clearer understanding of the international
ELSI landscape will be invaluable in informing and coordinating future research, tracking
the impact of research on policy, and continually building ELSI research and policy-making capacity.
To be fully responsive to emerging issues,
the Collaboratory will establish an “Accelerator Team” with experience and skills in the
translation and delivery of ELSI research to
different publics, patient groups, the media,
and policy-makers. It is envisaged that ELSI
2.0 could provide funding organizations with
access to reliable assessments of research priorities to assist with the planning of research
agendas and strategy.
Together, the users of the Collaboratory
infrastructure will develop a governance
approach consistent with the vision and values of ELSI 2.0. An international steering
group will guide and support the operation
and development of the overall initiative.
A regular evaluation process with measurable goals and targets will used to ensure the
effectiveness and efficiency of the initiative.
ELSI 2.0 will be hosted through the P3G
Consortium, which has parallel aims and
established policies (17).
Conclusion

The success of ELSI 2.0 will be realized by
the energy, enthusiasm, and diversity of those
who join and participate. We invite all those
interested in ethical, legal, and social issues
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in genomics to become involved as active
contributors. Initial pilot efforts using current
open-source tools will test proof of concept to
gauge further support and participation. Our
next step will be to have a series of meetings
to publicize and gather support for the initiative and details of these meetings, which can
be found on the P3G Web site. The first meeting will be held on 26 June 2012 as a satellite workshop of the International Association of Bioethics meeting in Rotterdam (18).
We shall pursue an international coordinated
funding strategy, as has been achieved for
large-scale genome science collaborations
like the International Cancer Genome Project
(7). Our initial estimates are that establishment costs will be in the region of US$2 million per year for 2 to 3 years. We believe that
ELSI 2.0 has the potential to radically transform and enhance the international genomics and society research agenda. In doing
so, it will be possible to better anticipate and
address the challenges raised by the globalization of genomic research.
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