Following a European Council recommendation, the UK Government agreed to enact a strategy for rare diseases by 2013. Consultation for this was undertaken by Rare Disease UK, a broad alliance of patients and professionals that includes the Renal Association. Its findings were published in early 2011, “Improving lives, optimising resources: a vision for the UK rare disease strategy”.  Integration of research, prevention, diagnosis and screening, treatment, care and support, information, and commissioning is central to RDUK’s recommendation. Independently the RA strategy for rare kidney diseases, launched 2010, is now being enacted in partnership with KRUK and the BKPA.  In this, integration between research, clinical service and patient empowerment is devolved to Rare Disease Working Groups (RDWGs). A unitary patient registry and clinical database, RaDaR, is available for RDWGs. Patients participating in RaDaR consent to be approached by the RDWG for research purposes, have access to personal clinical data and high quality health information.  A first call for applications for new RDWGs takes place in Spring 2011.

The presentation discusses practical aspects of the RA strategy and indicates some of the obstacles that will need to be overcome.

