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Objective: Nearly one year after the initial report on the increase in prevalence of 

microcephaly in Brazil, the magnitude of the risks of maternal–fetal Zika virus (ZIKV) 

transmission, the full composition of the spectrum of the congenital Zika syndrome 

(CZS), as well as potential associated co-factors remain to be defined. Moreover, the 

first follow-up data raised questions on long-term developmental outcomes of 

infants born with CZS or born after a potential intrauterine ZIKV exposure. A 

prospective cohort study aiming to answer the numerous questions regarding the 

risks linked to ZIKV in pregnancy with a global perspective is warranted. 

Method: To address these key research questions, we have launched an 

international web registry to enroll anonymously pregnant women, at any 

gestational age, exposed to ZIKV (i.e., mosquito bite, unprotected sexual intercourse 

with a ZIKV infected person, or other) with or without positive ZIKV test results. 

Health-care practitioners contact the registry and provide information on their 

patients. Only well-documented cases enrolled before any additional screening are 

considered eligible (https://epgl.unige.ch/zika-in-pregnancy-registry/). Baseline 

information on sociodemographic characteristics and other risk factors is collected at 

enrolment. Follow-up information on pregnancy, fetal, and neonatal outcomes is 

gathered within 12 weeks after birth. The study population is stratified for analysis 

based on gestational age and prenatal screening test status at enrolment. Outcomes 

in pregnancies with a confirmed positive ZIKV test are compared with those in the 

reference group of pregnancies potentially exposed to the virus but with a negative 

test. The registry has been approved by Swissethics in June 2016. 

Results: As of November 2016, 71 mother-infant pairs have been enrolled in the 

registry and 33 collaborators are entering data or ready to do so stemming from 20 

different countries from both endemic and non- endemic areas. Efforts continue to 

increase enrollment for the purpose of enhancing the capacity to estimate the 

risk  of maternal–fetal ZIKV transmission.  



Conclusion: This centralized international dataset will allow researchers to acquire a 

comprehensive characterization of the risks associated to ZIKV maternal-fetal 

transmission and may serve as basis of inclusion for long-term follow-up of children 

born with congenital Zika syndrome or exposed to ZIKV prenatally. 

  


