Defining the acceptability of ‘safe’ data linkage to identify women at risk of postnatal complication in Greater Manchester
Dr Victoria Palin, Epidemiologist and Lecturer in Maternal and Fetal health, The University of Manchester
The Seedcorn funding (awarded November 2022) from the Centre for Digital Trust and Security enabled a thoroughly insightful and meaningful piece of work to be conducted within the local community of Greater Manchester. 

The Problem 
Currently there is a disconnect between primary and secondary care services. Sometimes important information, for example when a patient is discharged from hospital after giving birth, this information does not always reach a GP surgery in a timely manner, or at all. 
A maternal postpartum 6-week check with a GP is recommended by national guidelines to assess mothers’ recovery from pregnancy and birth, and to evaluate physical and mental health needs going forward. Its estimated 62% of women receive health checks within an extended 12-week period, with just 40% occurring in the recommended 6–8-weeks. It is also shown that women from more deprived areas are less likely to have a check at all, showing disparity in the delivery of clinical care for women after having a baby. 
This is particularly concerning for mums that had blood pressure complication before or during pregnancy as they are more likely to develop ischemic heart disease, stroke, and heart failure in later life. To prevent long term health risks to mum (i.e., within the next 5 to 10 years), it is vital mums are seen within a few weeks after birth by a GP and so that their blood pressure health can be regularly managed to reduce the risk of developing long-term complications. Currently, GPs struggle with the limited data flow from hospitals to know who needs a six-week check. Clearly there is a need to automate the way GPs can be notified of women who have recently given birth and now require an appointment, especially those with an increased risk of complication and long-term poorer health.  
The solution
Patient electronic health records (EHRs) and digital interventions to optimise care have become a large part of healthcare research. Given the sensitivity of health records, data protection, security, and trust are of uttermost importance. The Greater Manchester Care Record (GMCR) links data from different services to allow clinical teams to quickly access a personalised record of the patient in front of them to support direct care. In collaboration with Health Innovation Manchester and the University of Manchester Research Operations Group, an infrastructure to allow secondary use of data for research is being developed. This infrastructure may be used to safely and securely link, analyse, and identify mothers in the postpartum period with a greater risk of complication, who therefore require early medical intervention. 
The work
The seedcorn finding allowed us to successfully interview a diverse group of public participants who reside within Greater Manchester, as well as clinical staff who work across the region. We used these workshops to explore the acceptability of: 
· linking EHRs between maternity services for research to better identify mothers in the postpartum period
· using de-identified versions of this data (secondary use) within a secure environment to develop mathematical algorithms that predict individual risk for developing postnatal disease
· developing a dashboard to notify primary care doctors which of their patients recently delivered, requiring medical review
· prioritising GP review by risk using the mathematical algorithm

The impact 
Public engagement workshops, including 27 contributors of mixed ethnicity, along with clinical interviews of 7 stakeholders ranging from GPs, midwives and health psychologists were conducted. Following a thematic analysis looking at both the acceptability and trustworthiness of secondary use of data in maternity research we are about to publish our best practise recommendations in a high impact peer review journal. Furthermore, we are now in the process of co-developing an innovative digital solution to improve postnatal care within Greater Manchester that adheres to patient and clinical concerns of safe and secure secondary use of data in research. By incorporating clinical and public opinions at each stage of our work we aim to improve inequalities in accessing healthcare for maternity services, whilst also targeting care to women who need it the most, helping to reduce their risks of long-term health complications. 
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