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Abstract

This study aims to examine the decision-making processes of pregnant and non-pregnant women with regard to Down syndrome screening in Northern Ireland where the offer of screening is not universal and selective abortion on the grounds of fetal abnormality is legally inaccessible.  A sequential exploratory mixed methods study was designed.  Phase one (focused ethnography) collected data using sequential diary and focus group interview methods.  An opportunistic sample of 21 pregnant women kept unstructured diaries for the duration of their decision-making.  A further opportunistic sample of 14 pregnant women, 19 midwives and 16 mothers of children with Down syndrome participated in focus groups to discuss the factors believed to influence screening decisions.  Diary and focus group findings were reduced in order to identify the key attributes influencing women’s screening decisions.  Phase two (choice experiment) used an Internet-based survey to describe the preferences of 123 pregnant and non-pregnant women of childbearing age for such attributes.  Study findings demonstrated the complexity of women’s decision-making processes.  Such processes were encapsulated by an emergent theoretical framework.  The framework’s overarching concept of becoming a responsible mother constituted six core concepts: to choose or not to choose, risk is rarely pure and never simple, destination unknown, treading on dreams, making strange, and betwixt and between.  Women considered the timing of the screening test during pregnancy, accuracy of screening test results and risk of miscarrying a baby unaffected by Down syndrome as a result of diagnostic testing to be the most important attributes of a screening test.  Pregnant women and non-pregnant women differed with respect to the importance they attached to the timing of screening during pregnancy.  The study’s findings can usefully contribute to midwifery practice, policy decision-making about screening and further research.  A theoretical framework is proposed which provides a new and holistic insight into women’s decision-making processes about Down syndrome screening.   
