Title:  A Multidisciplinary Renal Genetics Clinic – Model for our Times

Significant advances in technology, cost/speed of processing, and interpretation of complex genetic information are offering new opportunities to incorporate genetics/genomics into routine healthcare. Here we evaluated our multidisciplinary renal genetics clinic to provide insights into how similar services, combining genetics expertise with other specialities, might be established. This was the first specialist renal genetics clinic in the UK; we considered important elements of the service offered to patients and families with inherited or heritable renal conditions, patient records to examine demographics and satisfaction surveys to assess impact. 

Service delivery features:
· A core multidisciplinary team of specialists in Nephrology, Clinical Genetics, Clinical Biochemistry and Urology, with specialist nursing support.
· A comprehensive assessment, diagnostic and treatment service for patients who have, or may have, a familial renal condition. The emphasis is on early diagnosis and intervention to prevent potential complications, delay the onset of end-stage renal disease and prevent late presentation.
· Clinic slots allow time for in depth discussion and/or joint consultation with >1 specialist.
· Sharing of knowledge and expertise with patients, their local care team and medical trainees.
· Involvement in establishing dedicated rare renal information website www.rarerenal.org.  
· Providing opportunities for participation in patient/family support events.
· Providing opportunities for participation in research.

Evaluation: Since its inauguration in 2005, the weekly clinic has managed 1,876 patients either individually or as part of an affected family (see Table). We receive enquiries and/or referrals locally but also nationally and internationally. Some rare disorders patients will travel long distances to attend. Two patient surveys (2006/2011) were very positive, demonstrating high satisfaction with staff and the service provided: 97.0/97.7% (n=170/145) respectively rated the clinic as ‘excellent’ or ‘good’, confirming that quality has been maintained over time. 
Patients particularly appreciated -
· The quality of tailored information and specialist expertise in inherited renal disorders, ranging from PKD to ultra-rare (eg Dent disease, Liddle syndrome)
· Range and continuity of care provided within one clinic, from pre-screening genetic counselling through investigative testing (including relevant genetic testing), to long-term regular clinical monitoring until transfer to low-clearance clinic
· Easy access to specialist advice, often via the specialist nurse; this is helpful to patient/families, their GPs and local physicians.

[bookmark: _GoBack]Conclusions: Our expectation, that this approach would enhance overall patient/family experience has been met; comparable clinics have since been established elsewhere in the UK and Australia. Advances in genetics/genomics are becoming incorporated into everyday medical practice, and their relevance and importance to current and future healthcare are becoming more evident. This is an adaptable model; keeping pace with progress in this field is important. 

Table: Range of conditions managed in the multidisciplinary renal clinic
	Condition
	No.
	Condition
	No.

	Stones/nephrocalcinosis/Medullary sponge
	815
	Cystinuria
	30

	ADPKD 
	402
	Conn Syndrome
	15

	Tubulopathy(Gitelman/Bartter, RTA, Dent/Lowe)
	
212
	CAKUT or Reflux disease
Mitochondrial nephropathy 
	12
7

	Unspecified Cystic Kidney Disease/HNF1b nephropathy (RCAD)/ARPKD
Alport’s/Thin Basement Membrane/H’turia
	
85
63
	Other (TS, Liddle, OFD, familial HT, BranchioOtoRenal, FHH)
	
29

	UMOD associated nephropathy/ADTKD
Familial FSGS/GN/nephrotic syndrome
	50
41
	Genetics consult only 
At-risk relative - found unaffected 
	68
47



