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� INTRODUCTION

Open data refers to data that can be accessed, used, 
modified and shared by any person and for any purpose, 
without any restrictions. Over the last decade, publica-
tion of open data has gained increasing importance. 
As examples, the Obama administration, the European 
Union and several European countries at a local level 
have increased the availability access to government 
data. Open data fuels innovation and highlights benefits 
of public administration transparency1.

Transparency, regarding open data, means that the 
data is accessible, processable and presented clearly. 
However, this always depends on the capabilities of 
those who will use open data. Furthermore, transpar-
ency in open data should not be seen as an end in itself 
but as a mean to facilitate innovation, build trust, per-
mit access to information, and evaluate public policies 
and decision-making by allowing transparency of 
governance2.

� OPEN GOVERNANCE

Open data is a key strategy within the European 
Union. The publication of public data – electronically 
stored information, available in a non-proprietary 
format with metadata that allows for automatic pro-
cessing – facilitates access to information, stimulates 
transparency and cooperation between institutions 
and promotes useful applications to the community3. 
Open government data is a current movement that 
seeks to open up governance data and make it avail-
able in machine-readable formats for public and pri-
vate re-use.

In Portugal, the Administrative Modernization Agen-
cy (AMA) provides a website (data.gov)4, for the col-
lection of data shared by Portuguese Public Administra-
tion institutions.

Regarding health data, the AMA website identifies the 
page Transparency from the National Health Service Por-
tal (NHS)5 as the place to obtain open data. It contains 
a section on organ transplantation, where some statistics 
related to transplantation activity since 2011 are avail-
able. Moreover, it should be noted that there is more 
information about Portuguese renal transplantation on 
the Global Observatory on Donation and Transplantation6 
website than on the above-mentioned NHS portal7.

The availability of open data must guarantee the 
individual privacy of those who may be the subjects of 
the data. It must also be based on a secure and fair 
structure for data sharing. Accordingly, the digitization 
of health information requires the adoption of appro-
priate security measures and the formalization of juris-
diction to treat and protect personal data3. But this 
search for privacy cannot excuse the lack of usefulness 
of the data made available8.

The definition of objective and systematic metrics 
for transplantation 9 is the first step to be taken when 
we want to make available this type of data. Conse-
quently, open data solutions will require well-defined 
data models that enable interoperability and end-user 
interest in these data10.

Organizacion Nacional de Trasplantes11, UK Trans-
plant Registry12, ScandiaTransplant13 and Eurotrans-
plant14 are just a few examples of European public 
institutions that provide open data on their renal trans-
plantation work.
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� OPEN SCIENCE

The open data movement calls for scientists and 
researchers to share online all the data behind their find-
ings. For example, since 2014, PLOS journal editors15 require 
authors who publish in their journals to share online all the 
data necessary for the replication of their studies16.

Biomedical research reliability and reproducibility 
are under constant scrutiny. The availability publicly or 
on request, of (anonymous) studied patients’ data not 
only prevents reprehensible behaviour but also vali-
dates authors’ findings. Further, available data allows 
other authors to answer secondary questions or even 
data aggregation in large-scale meta-analyses. Data 
sharing avoids wasting efforts, not only those of 
researchers who collected the data originally but also 
of the patients exposed to such data collection17.

Open science’s idea relies on making research as trans-
parent as possible. This includes the free and open provi-
sion of data collection information, the data itself and 
the code used to analyse it. Commonly, researchers who 
openly offer their methods, data and analyses tend to 
be more careful and more conscientious of their results18.

Peer review as a system for evaluating scientific pub-
lications will always be subject to errors as long as review-
ers do not have access to the data supporting the pub-
lications. It is plausible that well-meaning researchers are 
fooled by their own positive results just because of incon-
sistencies in laboratory techniques or failures in the sta-
tistical analysis. It is only by making the study data avail-
able that some of these errors can be detected, as well 
as by scrutinizing the scientific findings more closely19.

The availability of open data from published research 
is also an antidote to selective reporting of results. 
Furthermore, it would allow the replication of the analy-
ses and the use of such alternative analysis approaches 
as defining different cut-off points, or categories of 
data, or statistical techniques20.

In 2016, the International Committee of Medical 
Journal Editors21 proposed that medical journals should 
require public disclosure of data from the clinical stud-
ies they publish, as a way to promote transparency. 
However, it is not enough to offer data to promote 
transparency; available data must have utility for those 
who can get access to them22.

The Portuguese Society of Transplantation and the Por-
tuguese Society of Nephrology make available on their 

websites some information about transplantation activi-
ties23 and information about chronic kidney disease 
patients24, respectively. Unfortunately, the data from which 
this information is generated are not available. These sci-
entific societies undertake work that deserves public rec-
ognition, but they can go even further by adhering to open 
data policies. See the example of the United States Renal 
Data System25 that publishes their reports with open data, 
where we can even find data related to Portugal.

The use of open data, created and made available by 
others, as the sole source of a scientific publication can 
still be seen by some as a form of parasitism. Neverthe-
less, there is no reason to believe that findings made 
with public data are, per se, of less value than findings 
based on private data26. When open data is used in sec-
ondary publications, the original authors are also rec-
ognized and should feel valued and not exploited.

The availability of data from published research contrib-
utes to the transparency and quality of these publications. 
Those data would permit more analyses that could aid in 
interpreting the reported results as well as allowing addi-
tional findings that were not recorded in the original results. 
Therefore, it would be possible to test the robustness of 
the results and would also be an incentive for a more care-
ful check of the results before they are published27.

Here is a challenge to the editor of this journal. 
Implement measures that encourage the authors who 
publish in the Portuguese Journal of Nephrology and 
Hypertension also to disclose their data.

� BARRIERS TO OVERCOME

With the possibility of openly providing individual 
patient data, we face concerns about patient privacy, 
consent, intellectual property, academic credit, costs, 
infrastructures, data format, and the likelihood of mak-
ing erroneous conclusions from a superficial analysis. 
All these concerns should be taken into account when 
idealizing how the data can be made available, but 
should not be an obstacle to their availability22.

We cannot ignore some unrest that researchers are 
exposed to when they are instigated to share data from 
their studies. Privacy is one such concern and should 
be safeguarded by avoiding the identification of study 
subjects. Whenever possible, the study subjects’ per-
missions should also be guaranteed prior the dissemina-
tion of their data. The concern to give strangers 
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something that we consider ours has been an obstacle 
to open data. The fear that we may not only be copied 
but outdated in our study intentions by making our data 
available; and the fear of being scrutinized can lead to 
a sense of risk and vulnerability. But it is this vulnerability 
that guarantee a better scientific practice18.

Arguments about patient confidentiality or the risk 
of ‘parasitism’ from other investigators are often 
invoked against the availability of open data from pub-
lished studies. Notwithstanding, third-party use of 
proprietary data should be seen as a way of recognition 
and to increase the visibility of performed work28.

Large-scale government organizations, such as the 
National Institute of Health or the European Medicines 
Agency, and non-governmental organizations as World 
Health Organization, the National Academy of Medicine 
or the Gates Foundation, encourage open data availabil-
ity of clinical studies they sponsor29.

Data financed with public money should be made 
available as open data. Research can then be democ-
ratized, since it is not confined to exclusive academic 
or institutional environments. This also promotes the 
interaction of several research groups that may have 
several ways of addressing the same data19.

� CONCLUSION

Open data can improve the quality of health care 
and reduce its cost. Moreover, open data availability 
can also help increase health literacy and community 
involvement when new public policies must be 
defined30.

This open data movement is irreversible, although 
its future impact is difficult to predict. In Portugal, and 
in the specific case of renal transplantation, there is 
still a long way to go, but the NHS portal is a good start 
that deserves to be used.

Public accessibility, availability in non-proprietary 
formats, being free of charge, and have unrestricted 
use and distribution rights are conditions for open 
data31. The entities responsible for publishing available 
data should also promote the use of these data. Con-
sequently, how third parties use available data can 
measure the success of these entities.
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