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DPR - Implications for Registry and Biobank

The enactment of the General Data Protection Regulation (GDPR) and Health Research Regulations (HRR) since our last
meeting have created concern for clinical researchers in Ireland. Interpretation of these regulations by the Department of Health
have placed Ireland in a unique position relative to other European countries, and full compliance will lead to a significant
impediment to clinical research activity and, ultimately, patient care.

The Irish Academy of Medical Sciences commissioned a review about the impact of the HRR on clinical research in Ireland. We
have used this major shift in policy to perform a root and branch analysis of RKD operations, including an independent external
review by the Institute for Innovation through Health Data, funded by the Irish Kidney Association. This was led by
Fergal Seeballuck, regulatory manager in the HRB-SJH CRF, and has informed a revised ethics application and DPIA. One
outcome is the retirement of the end-of-life Distiller database software; it will be fondly missed!

The RKD Biobank is committed to working with regulators to ensure that we are compliant with the GDPR, and to ensuring that
samples and data donated by patients before GDPR was enacted will be available as intended in the new regulatory framework.
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Principal Investigators
Prof Mark Little and Prof Peter Conlon
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Welcomes, Farewells and Thanks

The past year saw the arrival of Ms Amrita Dwivedi and the departure of Dr Yanmei Huang at the Trinity Health Kidney Centre.
We welcome Amrita to the group and thank her for her already substantial contribution to the work of the Biobank. We also
wish Yanmei all the very best in her new post.

To all patients and control individuals who have so kindly taken part. To all consultants for generously allowing access to their
patients. To registrars Paul O’Hara, Claire Kennedy, Sarah Moran, Dervla Connaughton, Adrian Whelan, Heather Gunning,
Tammy Wanigasekera, Limy Wong, Dearbhla Kelly, Yvelynne Kelly, Radzi Rodzlan, Conor Judge, Amy Hudson, Susan
Murray, Louise Ryan, Brona Maloney, Elshaeima Mohamed, Aine de Bhallis, Adeel Rafi Ahmed, Ted Fitzgerald, Tze Liang
Goh, Julio Chevarria, Laura Slattery, Vicki Sandys, Jennifer Scott, Hannah O’Keefe, Sarah Cormican, Samar Medani, Donal
Sexton and Mark Canney, who have helped us recruit extremely valuable acute patients. To John McCourt for database
support. Finally, to all our interns, who make a substantial contribution to the efficient day-to-day operational running of the
RKD Biobank— a massive thank you!

Contact Us

Trinity Health Kidney Centre,
Office 1.20 / Lab 1.06, Trinity Translational Medicine Institute,
Trinity Centre for Health Sciences, St. James Hospital, Dublin 8, D08 WIORT.
PH: +353-1-896 2105 / Web: www.thkc.ie / Twitter: @THKC1
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