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Abstract

Objective: To explore parents’ personal attitudes towards non-invasive prenatal diagnosis in the
context of their own experiences caring for a child affected with a genetic condition or after the loss of
a fetus, infant, or child due to the condition.

Methods: We collected in-depth data from parents via either focus groups or individual interviews.
Design: This was a cross-sectional interpretive study based on grounded theory.
Setting: United Kingdom

Participants: Seventeen parents (13 women and four men) who were carriers of a serious autosomal
recessive condition: spinal muscular atrophy, cystic fibrosis or thalassaemia. All had a child (living or
deceased) with the condition.

Findings: Parents experienced changes in reproductive self-identity due to their experiences of having
an affected child: this influenced their views of non-invasive prenatal testing. They began their
reproductive journeys ‘naively’, but described feelings of reproductive vulnerability after the diagnosis
of the child and consequent realisation of risks to future children. They viewed non-invasive prenatal
testing as a way to reduce threats to unborn children, while allowing prenatal diagnosis.

Key conclusions:

When parents lose a child they may use emotional guarding, delayed pregnancy disclosure and
avoidance of harmful activities to cope in future pregnancies. Parents who want to consider early
prenatal testing are less able to utilise these strategies, but non-invasive methods allow them to
reduce the risk.
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