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UKPMIS

• The UK Porphyria 
Medicines 
Information Service 
(UKPMIS) offers 
advice on the safe 
use of drugs in 
porphyria to patients 
and healthcare 
professionals in     
the UK.



• Enquiry answering
• 200 – 300 per year

• Safe list – updated annually

• Q&As for healthcare 
professionals

• Close links with Cardiff 
Porphyria Service             
and NAPS

UKPMIS





Precipitating / risk factors

Risk of 
acute 
attack

Hormonal 
fluctuations

Stress

Fasting / 
starvation

Previous 
porphyria 

attacks

Susceptible 
age

Female > male

AIP > VP > HCP

Infection

Excessive 
alcohol

Porphyrinogenic
drugs



What’s the problem 
with drugs?

• Increased haem production so 
greater build up of haem precursors

• Increased or decreased action of    
certain liver enzymes

• Female sex hormones

• Side effects



How do 
we work 
out if a 
drug is 
safe or 
not?

• Complex process!

• Limited information for 
many drugs

• Lots of grey areas

• Limited knowledge of many 
healthcare professionals 
about porphyria



Considerations

• Individual risks
• Type of porphyria

• Gender

• Age

• History of attacks, especially drug induced

• Potential for the drug to cause attack
• Information from several databases

• Can vary in classification

• Based on lab data, clinical experience, 
and an understanding of how drugs      
are processed by the body



Considerations

• Clinical need for the drug?
• In serious or life-threatening situations 

necessary drugs should not be withheld 
on the basis of porphyria

• Is there a safer alternative?

• What needs to be monitored?



NAPOS

• http://www.drugs-porphyria.org

• 5 point classification:

• Clinical  explanation behind 
classification

Not porphyrinogenic (NP)

Probably not porphyrinogenic (PNP)

Possibly porphyrinogenic (PSP)

Probably porphyrinogenic (PRP)

Porphyrinogenic (P)



• Encourage your healthcare 
professionals to talk to us about 
treatment options

• Take a copy of the UKPMIS safe list with 
you whenever seeing a healthcare 
professional

• If you want to double check, feel free 
to call and check with a UKPMIS 
specialist – 029 2074 2979

What can I do?

https://www.wmic.wales.nhs.uk/ 


