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In this paper, we present a study that is part of the Swedish research project Health literacy 
and knowledge formation in information society. The focus lies on parents and future 
parents to children with congenital heart defect and the study presented here aims to 
examine online information seeking as a health literacy practice. Parents and future parents 
who are presented with this diagnosis need to access large amounts of information as 
quickly as possible and build up knowledge and understanding about the defect and what it 
is like to live with it. Our focus here is on parents and future parents’ who actively chose to 
look for health information online and on their accounts of their digital health literacy 
practices in relation to this diagnosis. The material collected is rich and diverse in that it 
consists of interviews with parents in different stages of pregnancy or parenthood, with 
different degrees of severity in their diagnosis, with different degrees of acquaintance with 
the internet and different needs as to the amount of information they want to access. 
Additionally, we have analysed blogs that focus on being a parent to a child with heart 
defect and looked in them for similar accounts. The aim of the study is to gain a better 
understanding of parents’ online information seeking practices at different stages of their 
role as a parent, as well as to examine parents’ attitudes to online health information related 
to heart defect. The results show that there seems to be a pattern in the kind of information 
parents look for depending on the different stages in their lives as a parent to a child with 
heart defect. The information sought is not only medical; a large number of these searches 
focus on other parents’ personal accounts, emotions and advice. At the same time, distrust 
for the information found online seems to be a common theme but nevertheless the same 
parents who doubt seem to continue using the internet as a major source of information.  
 


