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           Specialist porphyria centre - EPI application form 2008

Invitation to participate in EPI (European Porphyria Initiative)

We invite you to participate in EPI. EPI has 35 members and associate members of which some are located outside Europe. The members are specialist laboratories in porphyria usually one from each country. All members are informed about EPI activities as well as the ongoing EPNET project (a EU project). Participants also have agreed to provide an overview of their activities as a yearly report. We would therefore be grateful if you can apply by filling in this form for your activities in 2008 and return it to the address below. You will receive a feedback comparing your answers with the response from the other participants.

Jean-Charles Deybach (Paris) 


Sverre Sandberg (Bergen).

Please complete the yearly report form and send back to (please use e-mail if possible):

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 97 95 10 

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


	

	Porphyria centre name and address:




	

	Corresponding email address:
	

	Telephone:

	


 1. LABORATORY ANALYSES

	BIOCHEMICAL TESTING - Please report “0” if you are able to perform an analysis, but did not do it in 2008                                               

	
	Number of analyses in 2008**

	Urine
	

	ALA*
	

	PBG*
	

	Total porphyrin*
	

	HPLC – fractionation of porphyrins*
	

	Faeces
	

	Total porphyrin*
	

	HPLC – with separation of copro I/III*
	

	HPLC – without separation of copro I/III
	

	Erythrocytes
	

	Protoporphyrin*
	

	Free and zinc protoporphyrin
	

	Plasma
	

	Plasma scan*
	

	Total plasma porphyrins 
	

	HPLC of plasma porphyrins
	

	Enzymes
	

	PBG-deaminase
	

	Uro – decarboxylase
	

	List other enzymes  and specify in which type of cells:

	
	

	
	

	DNA TESTING
	Number of analyses in 2008**

	HMBS gene
	

	Uro-S-gene
	

	Uro-D-gene
	

	CPO-gene
	

	PPOX-gene
	

	FECH-gene
	

	ALA-synthase 1
	

	ALA-synthase 2
	


* Minimum criteria for being a European specialist Porphyria Centre

** Analyses performed at the specialist laboratory and at laboratories belonging to the same hospital/institution. If analyses are sent to other institutions, they should not be registered in this table. Please state on the next page the institutions you are sending samples to.

	If you are not performing all the analyses in your laboratory, please state the name(s) and address(es) of the laboratory(ies) to which you are sending the analyses:

	LABORATORY NAME AND ADDRESS
	WHICH ANALYSES PERFORMED

	
	

	
	


2. WORKLOAD 

	Please fill in the data you have access to 

(“individuals” and / or “request forms”) 
	Individuals
	Request forms

	How many individuals were investigated / request forms were received by your laboratory? 
	
	

	For the purpose of diagnosing porphyria: 

How many individuals with suspected porphyria were investigated / request forms were received?
	
	

	For the purpose of monitoring porphyria: 

How many individuals with known porphyria were investigated / request forms were received?
	
	


3. DIAGNOSES 

	How many new diagnoses in 2008 (not previously diagnosed elsewhere)?
	Porphyria diagnoses

(symptomatic)
	New porphyria family members (non- symptomatic)

	
	Residents¤
	Non- residents
	Residents¤
	Non-residents

	PCT
	
	
	
	

	AIP
	
	
	
	

	EPP
	
	
	
	

	PV
	
	
	
	

	HCP
	
	
	
	

	Other (which)
	
	
	
	


¤Resident = Main residence in country in which laboratory is situated.
4. CLINICAL SERVICES

	Do you provide:
	YES
	NO

	Detailed interpretation of laboratory results and expert comments and conclusions*
	
	

	Expert clinical advise on management* 
	
	

	Does your porphyria centre see patients in consultations?
	
	


* Minimum criteria for being a European specialist Porphyria Centre
5. WEB SITE

	
	YES
	NO

	Does your Porphyria Centre have a web-site or a link to your centre from the hospital website?
	
	

	If yes,  please give the URL-address of your website:

	

	Is your web site linked to the EPI website? (www.porphyria-europe.org)
	
	

	Is your web site linked to the Drug database? (www.drugs-porphyria.org)
	
	


6. QUALITY ASSURANCE

	
	YES
	NO

	Is your laboratory accredited or certified?
	
	

	If yes - according to which standard:
	

	Does your laboratory participate in an EQA scheme for DNA analyses (for porphyrias)?
	
	

	If yes, which EQA scheme for DNA analyses:
	

	Does your laboratory participate in an EQA scheme for metabolites and/or enzymes (for porphyrias)?
	
	

	If yes, which EQA scheme for metabolites and/or enzymes:
	


7. STAFF

	Please fill in the  number of persons and whole time equivalent (wte) dealing with porphyria         
	Number
	wte

	Physicians
	
	

	Nurses
	
	

	Med. lab. technologists, biomedical scientist, technicians
	
	

	Biochemist, clinical scientist, pharmacist, geneticist
	
	

	Other – specify
	
	


8. OTHER LABORATORIES IN YOUR COUNTRY PERFORMING ANALYSES FOR DIAGNOSING AND/OR MONITORING PORPHYRIA PATIENTS

	Please list the name of the laboratories and indicate whether they are public or private:

	Laboratory name
	City
	Public
	Private

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


9. PUBLICATIONS

	Please list 2008 publications cited in PubMed relevant to porphyria. 
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