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A 
growing number of government 

agencies, funding organizations, and 

publishers are endorsing the call for 

increased data sharing, especially 

in biomedical research, many with 

an ultimate goal of open data. Open 

data is among the least restrictive forms 

of data sharing, in contrast to managed 

access mechanisms, which typically have 

terms of use and in some cases oversight 

by the data generators themselves. But 

despite an ethically sound rationale and 

growing support for open data sharing in 

many parts of the world, concerns remain, 

particularly among researchers in low- 

and middle-income countries (LMICs) in 

Africa, Latin America, and parts of Asia 

and the Middle East that comprise the 

Global South. Drawing on our perspec-

tive as researchers and ethicists working 

in the Global South, we see opportunities 

to improve community engagement, raise 

awareness, and build capacity, all toward 

improving research and data sharing in-

volving researchers in LMICs. 

The Scholarly Publishing and Academic 

Resource Coalition defines open data as be-

ing “freely available on the internet permit-

ting any user to download, copy, analyze…

without financial, legal or technical barriers 

other than those inseparable from gaining 

access to the internet itself.” Many of the 

broad challenges surrounding data sharing 

are not entirely new. Such challenges have 

been explored within the context of social, 

policy, and research norms of the time, re-

sulting in approaches to equitable interna-

tional collaborations involving researchers 

in LMICs, including data sharing standards 

through managed access that helped ensure 

appropriate recognition. But more recently, 

as a result of changing technology that has 

made data collection, storage, and sharing 

more feasible, along with changing social 

and research norms driving toward open-

ness and sharing, this prior equilibrium has 

been disturbed, with equitable collabora-

tion less easily assured. 

Although it is arguable that most obsta-

cles to open data sharing are not exclusive 

to the Global South, stark resource inequi-

ties and, in some cases, histories of colonial 

oppression, present a markedly different 

landscape, often characterized by limited 

capacity and deep mistrust, for acceptance 

and implementation of open data policies. 

PARACHUTES AND FREE RIDERS 

North-South research collaborations are 

almost universally funded by Northern do-

nors with upstream flow of specimens and 

data from the South and rarely vice versa. 

Open data effectively makes the resources 

collected in one country freely available to 

others. African scientists have expressed 

concern that open data compromises na-

tional ownership and reopens the gates 

for “parachute-research” (i.e., Northern 

researchers absconding with data to their 

home countries). Other LMIC researchers 

have articulated fears over free-riding sci-

entists using the data collected by others for 

their own career advancement (1, 2). 

Studies on data sharing among LMIC re-

searchers have found that although they are 

generally supportive of data sharing, there is 

considerably less enthusiasm for open data. 

There are concerns about data misuse, viola-

tions of patient privacy through participant 

reidentification, and possible humiliation 

and exploitation of the researchers them-

selves (3, 4). Lack of awareness and experi-

ence with data sharing outside of trusted 

collaborations were also identified as obsta-

cles to public data release (1). 

Capacity building efforts, such as the Na-

tional Institutes of Health (NIH) Fogarty 

International Center, have done much to alle-

viate stereotypes of the parachute researcher 

symbolic of Northern colonial science. In-

deed, the Council for International Organi-

zations of Medical Science ethical guidelines 

for human research acknowledges an essen-

tial role for capacity development in ethical 

international collaborations (5). However, 

open data may jeopardize capacity building 

in the absence of risk management. Research 

data are used not only to advance science, but 

also to train new investigators, increasing na-

tional autonomy and equity. It is inevitable 

that open data sharing will give rise to sce-

narios where Southern investigators do not 

publish all intended analyses from data sets 

before investigators at more well-resourced 

institutions in the North do so first. This is 

because of disadvantages inherent to LMICs, 

including poor digital literacy, inadequate 

infrastructure, and minimal investment in 

data science training. Additionally, many re-

searchers in resource-poor settings have lim-

ited time to publish scientific manuscripts 

because a disproportionate amount of energy 

is spent on implementing studies and pro-

grams for Northern collaborators. 

DATA AND DEVELOPMENT

Open data sharing and the 
Global South—Who benefits? 
Limited capacity, deep mistrust pose challenges to sharing
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P O L I C Y  F O RU M

A field researcher for INDEPTH collects data in the 

village of Kokmua in Ghana, September 2007.
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Although a major objective of open data 

sharing is to increase the numbers and di-

versity of scientists addressing societal prob-

lems, this also means that open data will 

result in researchers using and interpreting 

data from communities to which they have 

no connections. In an ideal world, these ex-

ternal users would engage local researchers 

and communities to ensure that their science 

is not harmful to local communities and to 

avoid misinterpretation of results. In reality, 

such interactions may not be practical, po-

tentially imperiling rather than promoting 

public health. We recognize that not all proj-

ects will necessitate local expertise and some 

research findings may not have direct impli-

cations for community well-being, but North-

ern researchers using open data should strive 

to conduct ethical studies relevant to local 

communities and return results to them. 

CREDIT, CAPACITY, AND ENGAGEMENT

So how can Northern researchers using 

open data from LMICs avoid the pitfalls of 

colonial science and move open data for-

ward ethically and equitably? First, there 

is an urgent need to increase awareness of 

the benefits and risks of open data among 

scientists and other stakeholders in bio-

medical research in the Global South. Such 

efforts could be undertaken by funding bod-

ies such as NIH or Wellcome Trust, which 

have spearheaded research ethics aware-

ness and training on data sharing in many 

LMICs. Strategies to mitigate risk from 

open data while ensuring equity could be 

incorporated into these future trainings. 

With respect to capacity development, 

there must be a paradigm shift in how we 

recognize and credit research contributions. 

Journals requiring open data sharing should 

formally recognize the persons or groups 

who provide the primary data. This could be 

done through a taxonomy of contributorship 

delineating authorship roles (6). Any taxo-

nomic contributions to data curation should 

include at least one author from the country 

where the data originate, which ideally would 

be mandated by the International Commit-

tee of Medical Journal Editors. Academic 

institutions, donors, and industry must for-

mally recognize open data contributions 

and reward them in promotion and grant 

reviews. Without any direct benefits to data 

generators, there will be limited incentive for 

researchers to participate in open data initia-

tives. Increasing awareness and use of data 

repository software such as Dataverse, which 

facilitates scholarly citing of data, could aid 

in providing such credit. 

Substantial increased donor investment 

in management of open data sets, training 

in data analysis, and infrastructure for data 

handling and storage in LMICs would im-

prove equity and reciprocity. Governments 

of LMICs, which have historically invested 

very little in biomedical sciences, should be 

core funders of these activities as well. 

Ensuring community engagement and 

feedback in the era of open data will be 

challenging but is possible. Northern insti-

tutional review boards (IRBs) could play a 

critical role in determining whether local 

expertise is needed and whether a dissemi-

nation plan for results is necessary. However, 

it is more likely that deidentified secondary 

analyses using open data will not undergo 

IRB review. In these instances, publishers 

could play an important role in facilitat-

ing community engagement. One solution 

would be to make research findings open ac-

cess to IP addresses originating in the source 

country (some journals already do this). 

Journals could require authors to provide 

data curators or ministries of health with the 

findings as a condition of publication, and 

ensure diversity and country or regional rep-

resentation within the peer-review process. 

Evaluations and research are also needed to 

document the benefits and potential chal-

lenges arising from open access in commu-

nities providing data.

Although organizations such as the Euro-

pean Union Horizon 2020 program and the 

British Medical Research Council, among 

others, have developed data sharing policies 

and guidelines, there is a need to generate 

an international policy framework in which 

countries from LMICs fully participate to 

find solutions workable for all stakehold-

ers (7). The World Health Organization 

(WHO) is one such organization that could 

help bring countries from the South and 

North together to formulate policies and 

guidelines. The WHO and research funding 

agencies could also facilitate country-level 

adaptations, capacity development, and op-

erationalization of data sharing policies in 

LMICs, which are currently lacking. Once 

established, policies as well as adequate 

financial support for data sharing should 

be incorporated into research grants and 

material transfer agreements, ensuring that 

the necessary resources, procedures, and le-

gal frameworks are in place prior to studies. 

Some data sharing initiatives involving 

researchers in LMICS, such as the Malaria 

Genomic Epidemiology Network (Malaria-

GEN), Human Heredity and Health in Af-

rica (H3Africa), International Network for 

the Demographic Evaluation of Populations 

and Their Health (INDEPTH), and the 

Southern African Treatment and Resistance 

Network (SATuRN) collaborations, actively 

engage in data dissemination between 

countries in the Global South, not just from 

South to North. However, these are pre-

dominantly through managed data sharing 

mechanisms. Other efforts are promoting 

open data in LMICs, but these almost ex-

clusively aggregate national statistics to 

increase government transparency (e.g., 

African Information Highway, Kenya Open 

Data Initiative). The African Academy of 

Sciences (AAS), in partnership with F1000-

Research, announced plans to launch in 2018 

a platform to enable AAS-funded and -affili-

ated researchers to publish quickly, without 

obstacles. The Bill & Melinda Gates Founda-

tion and Wellcome Trust already host similar 

platforms, but they are not widely used yet. 

Additional efforts to encourage and sustain 

open data sharing are needed in the Global 

South. Future open data initiatives should be 

bottom-up, led by Southern researchers with 

investment from their own governments. 

International advocacy will be required to 

enhance LMIC investments in research ca-

pacity to make such sustainable data sharing 

objectives realities. 

There is no stopping data sharing in bio-

medical research. Efforts to do so—which this 

is not—would be in vain. But it is worth not-

ing that it is not without risk to important 

elements of ethical international research 

collaborations, including capacity develop-

ment and community engagement. The 

global scientific community in the North and 

South must ensure that those societies pro-

viding and collecting the data, particularly in 

resource-limited settings, benefit from their 

contributions. Otherwise, we risk imperiling 

that which we seek to promote.        j
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