Developing a specialist polycystic kidney disease clinic: 1 year experience at King’s College Hospital
In 2016, JINARC (Tolvaptan) became available for prescription by renal physicians for select patients with autosomal dominant polycystic kidney disease (ADPKD). In November 2016 Kings College Hospital (KCH) renal team implemented a new specialist clinic for patients with ADPKD. The aims were to establish a clinic enabling ready, equitable access to JINARC, to enhance multi-disciplinary team and cross speciality working and to facilitate novel research opportunities resulting in improved patient care and outcomes. We report the first year of activity and learning from this service improvement project.
Methods
Patients with a diagnosis of ADPKD were identified from the renal database and via routine follow-up nephrology clinics at KCH and our outreach sites. Patients were invited to attend the specialist PKD clinic. We applied the Renal Association guidance to JINARC assessment; patients were invited to participate in 100,000 Genomes, RADAR, JINARC –PASS as appropriate. Renal counselling, access to genetic counselling and PGID are offered. Our PKD multi-disciplinary team meets alternate weeks for case discussion. We created dedicated JINARC clinics for monitoring.
Results
Between November 2016 and November 2017, 130 patients with ADPKD were seen. Median age was 47 years (range 22-84); 53% were male; ethnic distribution was varied with 45% white, 30% black; 25% other or unrecorded. Median eGFR at first PKD clinic appointment was 65ml/minute/1.73m2 (range 15->90ml/minute/1.73m2).
During this period 21 patients commenced JINARC; with 3 (19%) being discontinued due to tolerability side effects related to polydipsia and polyuria.
42 patients have taken part in 100,000 Genomes, 10 patients consented to the JINARC-PASS study; we continue to actively recruit to these and RADAR.
Discussion
In 1 year we have transformed the model of care of our prevalent ADPKD population at KCH; they are now cohorted in a specialist clinic led by a consultant and nurse consultant team with specialist interests in PKD, CKD and maternal health. We have reviewed over 130 patients, with 21 commencing JINARC in this analysis period; a further 11 patients have commenced JINARC since this time.    
[bookmark: _GoBack]In our experience this model of cohorted care enables clinical consolidation of skills and cohesive care for patients with this multisystem disease. We have clear pathways for co-specialty care with our liver, neurovascular, fetal medicine and genetics specialist colleagues. We are contributing to three cohort related studies and will be leads for the KRUK supported ANCHOR study. We have developed close and active links with the PKD Charity; our letter templates contain links to the charity and team members have been delighted to contribute to charity education days. Going forward we aim to further improve patient experience and efficiency of care by investigating the use of telephone and other multimedia-based clinics. 
