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As a part of the EPI project, it has been decided to set up a network of specialist porphyria laboratories in which there will be collaboration and a quality assurance scheme.
All laboratories listed on the EPI website fulfill the following criteria: 
· Able to distinguish, using biochemical testing, between all types of porphyria

· Able to offer specialist detailed interpretation of results with clinical advice on management

· Participate in EPI-organised quality assurance schemes.

Specialist centres fulfilling these criteria will be included on the EPI website.

Please complete and register the following application form and send back to:

Professor Sverre Sandberg (laboratory EQAS manager)
Director Laboratory of Clinical Biochemistry Haukeland University Hospital

N-5021 Bergen, Norway

Tel: 47 55 97 31 11 - Fax: 47 55 58 67 10 

E-mail: sverre.sandberg@isf.uib.no
	Name: 
	      

	Porphyria centre name and address:
	

	Corresponding email address:
	

	Telephone:
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LABORATORY ANALYSES

	
	Approximate number of analyses in 2004

	
	
	
	
	

	BIOCHEMICAL TESTING

	Urine

	ALA, PBG, total porphyrins*
	

	HPLC – fractionation of u-porphyrins*
	

	Faeces

	total faecal porphyrins*
	

	HPLC – with separation of copro I/III*
	

	HPLC – without separation of copro I/III
	

	Erythrocytes

	protoporphyrin*
	

	free protoporphyrin and zinc protoporphyrin
	

	Plasma

	plasma scan*
	

	HPLC of plasma porphyrins
	

	Enzymes

	PBG-deaminase
	

	Uro – decarboxylase
	

	Other – Specify:
	

	DNA TESTING

	HMBS gene
	

	Uro-S-gene
	

	Uro-D-gene
	

	CPO-gene
	

	PPOX-gene
	

	FECH-gene
	


* Minimum entry criteria
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CLINICAL SERVICES

	
	YES
	NO

	Detailed interpretation of laboratory results*
	
	

	Clinical advise on management*
	
	

	Outpatient services
	
	

	Inpatient services
	
	


* Minimum entry criteria

OTHER INFORMATION

	
	2004

	About how many new porphyria diagnoses are made per year? 
	

	Is your laboratory following an accreditation system?
	

	What porphyrin EQA scheme is your lab involved in?
	

	Number of inhabitants covered by your centre?
	

	STAFF (number of full time persons dealing with porphyria)

	Physicians
	

	Nurses
	

	Med. lab. scientists
	

	Other – specify
	


PUBLICATIONS

Please list recent publications (since Jan 1999) relevant to porphyria. 

