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	Ein cyf / Our ref: 263/22/FOI 


	Dyddiad / Date: 30th September 2022


Further to your request for information dated 7th September 2022, I am pleased to provide the following response. 

Your request and our response:

I am writing to ask you for information about patients with C3 Glomerulopathy (complement component 3 Glomerulopathy; C3G). This encompasses patients with dense deposit disease (DDD) and C3 glomerulonephritis (C3GN). Some of these patients could also be coded under the term membranoproliferative glomerulonephritis (MPGN), specifically MPGN type II. 

I would be grateful if you could answer the questions in the table below:

	Question
	Response

	1. How many adult patients (aged 18 or over) are currently under the care of your Health Board / Service with C3 Glomerulopathy? 
	6

	2. How many paediatric patients (aged 18 or under) are currently under the care of your Health Board / Service with C3 Glomerulopathy? 
	Due to the way this information is captured within our children’s services, we are only able to provide the discharge figure for the period of 2019-2022 which is 33.

	3. How many patients are currently under the care of your Health Board / Service whose C3 Glomerulopathy has recurred following a kidney transplantation? 
	0

	4. How many of the total patients currently under the care of your Health Board / Service with C3 Glomerulopathy have had a biopsy confirmation of disease? 
	6

	5. In the last 3 years, how many of the total patients currently under the care of your Health Board / Service with C3 Glomerulopathy have been diagnosed with support from another Health Board / Service/ Pathologist for biopsy interpretation, but otherwise not been referred for their care? 
	0

	6. In the last 3 years, how many of the total patients with C3 Glomerulopathy have been referred from your Health Board / Service to another Health Board or Service and therefore are no longer within your care? 
	1

	7. How many of the total patients currently under the care of your Health Board / Service with C3 Glomerulopathy have proteinuria of >1g/day despite use of an ACE inhibitor or ARB? 
	4

	8. How many of the total patients currently under the care of your Health Board / Service with C3 Glomerulopathy have eGFR =30 mL/min/1.73 m2? 
	4

	9. How many of the total patients currently under the care of your Health Board / Service with C3 Glomerulopathy have been entered into The National Registry of Rare Kidney Diseases (RaDaR)? 
	0



We welcome correspondence through the medium of Welsh
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