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OECD’s data sets can now be discovered more easily and they
can be cited as simply and as easily as a research article using the
downloadable citation provided. Later in 2010, librarians will
be supplied with MARC records and the bibliographic records
for OECD data sets will be shared with discovery platforms like
RePEc (Research Papers in Economics)® — the world’s largest
collection of economics grey literature — enabling visitors to
find data objects alongside working papers and journal articles.
Imagine being able to discover and cite data sets as easily and as
simply as journal articles. Imagine no more. Il
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Sharing data for public health: where is the
vision?
Alan D Lopez?

“By refusing to share data, researchers are slowing progress
towards reducing illness and death.” Pisani & AbouZahr are
makinga bigclaim in this round table.' Is this claim sensationalist
or does it have some basis? Can we argue that data from public
health research really affect the ways prevention and control pro-
grammes are designed? Lives have become longer and healthier
in the past 50 years, despite an arguably poor evidence base for
health and an even poorer appreciation by policy-makers of the
value of reliable health information.>’ Pisani & AbouZahr are
arguing that such gains would have been bigger, faster and more
equitable had the world had better information about what
works and does not work in public health; lost ground is partly
due to widespread hoarding of research findings, particularly
primary data.

They have a point. Restricting access to data to only those
scientists directly engaged in a research project limits the scope
of legitimate scientific enquiry and the potential for research
to influence policy and practice. No individual scientist who
collects or collates data has all the possible analytic methods,
expertise and time to extract key public health messages from
research or routine data sets.*” Lost opportunity for analysis is
the main consequence of poor data sharing practices.

Yet, as Pisani & AbouZahr argue, it is unreasonable to expect
data collectors to share without adequate incentives. Incentives
could include professional recognition for well collected and
documented data, appropriately disseminated using good data
management practices. Data collectors too need assurance that
their efforts will be respected and that errors in data are inevi-
table and rarely disastrous. Experienced researchers are aware of
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these risks and can use a range of quality assessment techniques
to deal with errors.

Mentoring is one incentive that is missing from the other-
wise excellent set proposed by Pisani & AbouZahr. Partnerships
between researchers and data collectors, including intensive
methodological workshops, are feasible and can help ensure that
those who collect data realize the public health potential and
value of their efforts. Such an approach could rapidly increase
analytical capacity and diversify the analysis of rich, but unde-
rutilized, data sets. Funding such collaborations would be an
innovative and constructive use of research funds. Competent
analysts should be able to resolve potential challenges in inter-
preting data because of specific local conditions surrounding
their collection. Restricting access on this basis reflects a lack of
confidence, imagination or trust by those who collect data and
should be questioned when used to preclude further analysis.

The authors propose an urgent agenda for action to improve
data sharing practices that will benefit all stakeholders — data
collectors, analysts, the policy community and, ultimately, the
public. This is admirable but, for such a plan to succeed, funders,
researchers and data collectors alike need to understand its ben-
efits. That will only happen with effective and committed leader-
ship. What better role for the World Health Organization? ll
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Data sharing: reaching consensus
Jimmy Whitworth®

Pisani & AbouZahr write passionately about the need to change
the culture of data sharing in public health research.’ They ex-
plain why thisis in everybody’s best interests and outline ways in
which the main obstacles can be overcome. This is laudable and
much appreciated; it is time for a change, the current situation is
unacceptably inefficient in terms of scientific progress and value
for money from research.
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The two authors challenge institutions, in particular research
funders, to take charge of the agenda to make these changes
happen. They call for leadership but, while funding agencies
are clearly influential and can certainly facilitate changes in
scientific behaviour and culture, they are unlikely to be able to
effect all the changes called for by Pisani & AbouZahr. While
funders might support and encourage, we are not in a position
to dictate changes to professional structures, to create career
paths for scientific disciplines at academic institutions, nor to
determine scientific reward mechanisms.

What is required as a first step is the facilitation of dialogue
and the building of consensus between all interested parties,
including funders, researchers, institutions, journal editors,
ethics committees, multilateral agencies and governments. No
one agency has the mandate or the legitimacy to take this whole
agenda forward unilaterally. A more sustainable and palatable
pathway be will to build consensus and to create a broad coali-
tion.

It is worth reflecting on why data sharing is not more com-
monly practiced among epidemiologists and public health re-
searchers. Pisani & AbouZahr point out many of the constraints,
such as the lack of appropriate incentives from employers such
as research councils, foundations and universities, the short
supply of data managers especially in low- and middle-income
countries, and concerns over the control and ownership of data.
There are also technical issues, data sets for cohort studies are
more complicated than standard genetic data sets because of
their longitudinal nature, and there are no off-the-shelf tools
available for managingand curating standardized and interoper-
able longitudinal data sets.

Overcoming these constraints requires a broad consensus
among stakeholders. Indeed Pisani & AbouZahr seem to ac-
knowledge this. When they write that “we” need to develop a
search portal, invest in training in data management, develop
reliable citation standards, develop methods to track the value
of data sharing, and so on, these are clearly tasks for the wider
scientific community.

Of course, individual institutions — and funders — can take
the initiative over certain aspects of the agenda and form alliances
with those agencies that can help in other domains. Indeed, the
Wellcome Trust has already led various initiatives in this field,
including convening international meetings of public health
researchers and funding agencies, and has raised these issues at
meetings of public health policy-makers and international jour-
nal editors. The Trust is currently revising its grant conditions
about data sharing, which will be strengthened and, importantly,
will provide more guidance about the technicalities of how to
share data more effectively. We are ready to take the lead in those
areas, where it is appropriate for us to do so, and we are open to
the formation of alliances with other agencies that can help to
facilitate progress in other arcas. M
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Sharing health data: developing country
perspectives

Viroj Tangcharoensathien,? Jirawan Boonperm® &
Pongpisut Jongudomsuk®

Not only is it difficult to change the “publish or perish”
mindset among health researchers, there are other fundamen-
tal barriers in data sharing that Pisani & AbouZahr’s paper
should have addressed.' Sharing data is not only about the
technical dimension such as data management, repositories
and libraries; developing countries are concerned about fac-
tors that impede data sharing, in particular, fairness. Pisani
& AbouZahr provide clear analyses on barriers but their
proposed solutions will not be effective unless they address
the fundamental problems.

From the perspective of developing countries, the goal of
data sharing is beyond national interests and is for the benefit of
all mankind. Without this explicit goal, data sharing more often
helps scientists in developed countries get published. While
these scientists may have higher analytical capacities, they have
neither shared the “legwork” in collecting routine administra-
tive data nor made intellectual contributions to designing and
solving problems in conducting field work with scientists in
developing countries.

Developing countries need to strengthen capacities in survey
design, data management and analysis and policy use. There is
clearly an unlevel playing field that impedes data sharing. Scien-
tists from developed countries often take the following approach
with researchers in developing countries: “Share your data with
me, you do not have analytical capacities. I will analyse and
publish papers for global public good.” Instead, their approach
should be: “We can analyse the data together and learn from
cach other for the benefit of all people.” This approach would
gradually create equal partnerships, a level playing field, good-
will and trust for collaborations beyond simply sharing data.”*
International data sharing cannot be achieved through forced
marriage; as shown by the defeat of the policy proposed by the
Annals of Internal Medicine of a publicly accessible database as
a condition for journal publication.’

The recent sharing of avian flu virus specimens by developing
countries through the World Health Organization resulted in the
production of avian influenza vaccines at a price of US$ 10-20
per dose. This is unaffordable in low-income countries where
total health expenditure is less than US$ 30 per person. Should
an avian flu pandemic occur, there would be huge death tolls
in countries without access to vaccines; while rich countries’
populations would be fully protected, literally from any moral
obligations to countries that shared their specimens. Such uni-
lateral benefit inhibits data sharing.
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