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Primary hyperoxaluria serves as an excellent example of a rare disease in which a coordinated service can lead to improved efficiency in use of appropriate investigations, accurate genetic confirmation and institution of early supportive therapy for the disorder.  
The importance of earlier recognition of the disorder is highlighted. Through established links with University College London (UCL) Hospitals, genetic confirmation of oxalosis from PH1 to PH3 can be made.  Gene confirmation also identifies which PH1 patients may be more sensitive to pyridoxine therapy. 
Decisions regarding the timing of transplantation are based on glomerular filtration rate but may be more complex, relying on clinical expertise.  Consideration is given to the timing of isolated hepatic, sequential hepato-renal transplantation and combined hepato-renal transplantation. Birmingham Children’s Hospital is in the unique position of offering combined hepato-renal transplantation for infants and children together with dialysis, renal and urology support to provide a coordinated treatment programme utilising all these services in from infancy through to adolescence.  An established link with University Hospital Birmingham (UHB) for adult services provides seamless transfer and the capacity for ongoing research. 

Individual clinicians identified regionally as expert in the field can provide direction with regard to treatment and facilitate collection of national registry data. Registry data such as that collected through OxalEurope is essential for analysis of epidemiological trends and to inform prognostic outcomes.
