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Open data on kidney transplantation

Nuno Moreira Fonseca

Nephrology Department, Centro Hospitalar Lisboa Central, Hospital de Curry Cabral, Lisboa, Portugal

LETTER TO THE EDITOR

Port J Nephrol Hypert 2017; 31(4): 321 • Advance Access publication 21 December 2017

Received for publication: Oct 2, 2017
Accepted in revised form: Nov 15, 2017

To the Editor,

In his recent article “A call for open data of renal 
transplantation in Portugal” Lima calls for free, acces-
sible, and disaggregated data on kidney transplantation. 
While I fully support this request, I must take issue with 
the stakeholders it addresses.

The data on Portuguese transplantation currently 
available to the general public is clearly insufficient. 
Renal patients are not diligently provided with trans-
plant waiting-list times nor outcomes of individual 
transplant centers. In addition, at a time when discus-
sion over a new kidney allocation policy has already 
been started, the absence of disaggregated data on 
donors and recipients is more pressing than ever. The 
lack of access to this information hinders the develop-
ment of new allocation policies, as new proposals 
require real data in order to be simulated before actual 
implementation.

While Lima acknowledges the meritorious work that 
the Portuguese societies of nephrology and transplan-
tation have undertaken over the last decades in making 
transplant information available to the public, it should 
be noticed that the obligation to disclose such data 
rests with the Portuguese government, and not these 

societies. For example, the open data reported by the 
United States Renal Data System, as mentioned by Lima, 
is in fact the responsibility of the American government. 
Likewise, it should be expected that such data should 
be published regularly by the Ministry of Health as 
transplantation is an enterprise fully funded by the 
Portuguese National Health System. In this sense, and 
in accordance with the spirit of Ordinance number 
165/2012, it falls on the Portuguese Institute of Blood 
and Transplantation to organize, maintain, and publish 
national data on transplantation.1 

Like Lima, I too hope that open data on transplanta-
tion will soon be a reality in Portugal. Access to infor-
mation will benefit patients individually and improve 
the transplantation system, boosting research. 
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