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The potential health benefits from sharing 
participant-level clinical research data for the 
purpose of secondary analysis or meta-analysis 

have been widely touted. Although some researchers 

remain wary about sharing data, 
recent policies and proposals by 
funders, scientific journals, re-
search institutions, and interna-
tional health organizations mean 
that data sharing, in one form or 
another, is inevitable. Now is there-
fore the time to focus on develop-
ing practices for data sharing 
that are effective, efficient, equita-
ble, and ethical. In the process, 
we may need to question the as-
sumption that more is better. Sim-
ply making more data openly avail-
able may not lead to analyses that 
are relevant and that are actually 
applied to improve health.

A variety of data-sharing plat-
form models have evolved to meet 
the needs of various communities. 
As more partners in science man-

date sharing of data, these plat-
forms and repositories are likely 
to grow rapidly in number and 
size. But they will also need to 
evolve to avoid perils that could 
undermine the benefits of data 
sharing.

One of the risks posed by these 
expanding repositories is the pro-
duction of “data dumpsters”: re-
positories of data without the 
metadata, data dictionaries, or 
documentation needed for mean-
ingful or correct reanalysis. Ful-
filling an obligation to share data 
before good practices in data for-
matting and documentation have 
been established and replicated 
may allow researchers to check 
the “data shared” box, but it may 
also result in an epidemic of ac-

cessible data of limited useful-
ness. There is currently inadequate 
funding and expertise for curating 
data to a standard and quality 
suitable for external secondary 
use; researchers must bear the 
costs themselves or opt, as many 
currently do, to make raw data 
available without the explanatory 
documentation necessary to make 
them useful. Most repositories are 
not equipped to rectify this prob-
lem — nor do they see this func-
tion as part of their mandate.

Another concern is the risk of 
widening the research-output gap 
between low-resource and high-
resource countries. Analysts in rich 
countries have the skills and re-
sources to use and reanalyze data 
collected in lower-income coun-
tries, whereas the reverse is rarely 
true. When medical journals man-
date data sharing, researchers in 
low-income countries will have 
no choice but to allow external 
access to those who are better 
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equipped to make use of the 
data. But better equipped does 
not mean better qualified: if 
there’s no requirement to involve 
primary researchers when conduct-
ing secondary analyses, misinter-
pretation of the data is possible 
— indeed it is likely, especially in 
the case of data sets for which 
high-quality data management 
and descriptors are lacking. Re-
use of data that produces incor-
rect results does not improve 
health outcomes.

More investment is needed in 
platforms that can standardize, 
clean, and curate data into the 
usable formats that are required 
for sharing data effectively. Those 
systems will also have to ensure 
ethical and responsible data shar-
ing that maximizes the use of 
available data. In global health, 
that means encouraging engage-
ment from researchers around 
the world and ensuring appropri-
ate acknowledgment of the data 
generators.

One proof of concept is pro-
vided by the WorldWide Antima-
larial Resistance Network (www 
.WWARN.org), established by 
malaria researchers in 2009 to 
provide the evidence required to 
elucidate factors affecting the ef-
ficacy of antimalarial drugs, with 
a particular focus on resistance. 
The WWARN approach has been 
to facilitate collaborative study 
groups to answer specific re-
search questions using pooled 
analyses of individual-participant 
data from multiple clinical trials. 
WWARN has had considerable 

success in engaging a heteroge-
neous malaria research commu-
nity; the network now comprises 
more than 260 collaborators in 
70 countries, and our data repos-
itory contains the large majority 
of clinical trial data on current 
antimalarials generated by aca-
demic groups and the pharma-
ceutical industry. The benefits of 
pooling data are clear, and the 
outcomes have been palpable: by 
increasing sample sizes, research-
ers have identified trends or sub-
population effects with greater 
certainty, and their findings have 
led to changes in global treat-
ment guidelines.

We believe the success of this 
network lies in its symbiotic ap-
proach — an approach that 
evolved out of necessity to ad-
dress the fears of researchers in 
malaria-endemic countries that 
data would be “scooped” by ana-
lysts with greater resources for 
mining their potential. WWARN 
data generators are encouraged 
to be fully involved in the process 
of any meta-analysis, and data 
generators’ contributions to any 
resulting publications are recog-
nized in accordance with the 
guidelines on authorship provid-
ed by the International Commit-
tee of Medical Journal Editors 
and MEDLINE. WWARN adds 
value to the data by harmonizing 
heterogeneous data and metadata, 
thereby ensuring that all data 
generators can more easily ana-
lyze one another’s data and en-
couraging maximum use to im-
prove treatment outcomes.

The model established for ma-
laria is working well and may 
serve as a prototype for other 
neglected tropical diseases, for 
which available data are even 
more limited. Such data are cost-
ly and difficult to collect, and be-
cause they have limited commer-
cial interest, studies are often 
taxpayer-funded. Moreover, most 
of the knowledge generated by 
these studies will be of greatest 
use to lower-income countries. 
All these features highlight the 
ethical as well as economic im-
perative to share data from clini-
cal trials of neglected diseases in 
ways that are efficient and equi-
table. A newly established Infec-
tious Diseases Data Observatory 
(www.IDDO.org) expects to ex-
pand the principles and practices 
established by the malaria com-
munity to other infectious dis-
eases, including visceral leish-
maniasis and schistosomiasis. Our 
primary aim is to support scien-
tific communities in data shar-
ing that is truly useful and that 
produces new knowledge that is 
used to change lives.

Disclosure forms provided by the authors 
are available with the full text of this article 
at NEJM.org.
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