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INTRODUCTION

There is a need for a core outcome set (COS) in stillbirth care research to ensure consistent reporting of outcomes
that reflect the needs of bereaved families. A COS is a consensus-derived minimum set of outcomes that should be
measured and reported in all clinical trials of a specific disease or trial population. Forty parents and family members were interviewed. Analysis identified 343 potential care

outcomes, 298 (87%) of which have not been previously reported by stillbirth care studies.

RESULTS

Current research shows significant variation in outcomes and a lack of patient involvement, limiting the ability to draw Clinical care Outcomes were organised into four major care outcome themes: 1) Clinical 2) Mental health
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researchers, and charities. The aim of this research was to capture the lived experience of stillbirth to identify stillbirth in a multiple pregnancy, postpartum, psychological and subsequent pregnancy care
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important outcomes for future studies.

« Care experience were reported. Outcomes infrequently measured in previous stillbirth care research yet

discussed by most participants were social isolation, impact on occupation and need for mental

OBJECTIVE health support. Parents spoke of the importance of counselling to help them understand their
To explore the lived experience of stillbirth and identify outcomes that are important to families for the development

of a core outcome set for stillbirth care research. To develop a public-facing resource on parents’ experiences of Mental health and wellbeing

stillbirth, published on the_Health Experience Insights website. . Grief
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grief, however, the provision of this service was reported to be varied throughout the UK.

history of stillbirth. Data collection, coding and analysis were used a modified Grounded Theory approach. Analysis of

parents’ lived experiences of stillbirth informed outcomes for the purpose of developing a core outcome set.
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family outcomes  work or role = general health and wellbeing e.g. quality of life, impact on spirituality, personal growth relate to the lived experiences of parents and families exposed to stillbirth. The Health

Experience Insights web module on Stillbirth will be available to view on https://hexi.ox.ac.uk in
the Autumn 2025.

Interviews were audio- and video-recorded for analysis and the development of a free online support web-resource

for the Health Experience Insights website. This website aims to gather narratives from personal interviews to
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