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ANNUAL / 6 MONTH CHECK UP LIST 

 

 We advise annual / 6 monthly check ups to monitor the status of your health, the list we 

have compiled is not conclusive, however it covers the basics of what needs to be checked. 

As a guideline annual assessments should include biochemical testing and monitoring for 

long-term complications, such a guideline provides a framework for monitoring patients with 

VP or other Acute Hepatic Porphyrias to ensure optimal outcomes 

 

The Following Acute Hepatic Porphyrias  are;  

• Acute Intermittent Porphyria,  

• Hereditary Coproporhyria,  

• Variegate Porphyria  

• and an inherited deficiency of Delta Aminolevulinic Acid Dehydratase. 
  

   Recommended Tests that should cover the following at 6 monthly intervals: 

• Anemia / Iron Levels / Hemaglobin  

• Parasites 

• Inflammation Markers 

• Uric Acid levels 

• Testosterone levels 

• Cortisol levels 

• Bone Profile 

• Liver Profile  

• Plasma Urea 

• Electrolytes 

• Creatinine 

• Estimated Glomerular Filtration rate (GFR) 

• C-Reactive Protein (CRP) 

• FBC 
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Recommended tests which should cover the following and be done at 12 monthly intervals : 

Liver screening for the Acute Hepatic Porphyrias (also known as AHP), of which VP is one should 
be done annually from the age of 50 onwards.  
 

• Annual liver ultrasound 

• Magnetic Resonance Imaging (MRI)  

• Serum Alphafetoprotein  

• Vitamin  D levels 

• Vitamin B levels including B12 and Folate 

• Annual Transferrin Saturation 

• Ferritin 

  

 High Blood Pressure & Kidney disease 

In the acute porphyrias, patients can develop complications such as high blood pressure and 
chronic kidney disease, which may lead to kidney failure. Regular check ups for monitoring 
hypertension and kidney function are recommened.  

 

Ocular Check Up  

Ophthalmological Aspects Of Porphyria 

Ocular Manifestations 

Opacification  

Optic Nerve Atrophy 

Purpura 

Ptosis 

Retinal Hemorrhage 

Photosensitivity  

Pigmentation 
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Source for the above – please click on the link below to view the lenghtly document 

 

https://porphyriafacts.tripod.com/ophthalomologicalaspectsofporphyria/index.html?fbclid=I

wAR3OAy0OBQlm3j18EQC2NqjyWTFsvb8hzQGkxjaDJuFx5J3Qc-g63hG9keo 

 

How does porphyria affect the eyes…… 
"Ocular manisfestations of porphjyria can be divided into those secondary to photosensitization 
and those related to neurological dysfunction. 
Photosensitization can affect the eyelids, conjunctiva, cornea, sclera and the retina. 
Inflammation can lead to vesicle and bulla formation, scarring, hyperpigmentation, and 
superinfection. 
Neuro-ophthalmological complications include optic neuritis, optic atrophy, ptosis, cranial 
nerve palsies and retinal hemorrhages." 
SOURCE: 
Psoriasis, Ichthyosis, and Porphyria 
Drs. Griffith Steiner, & Robert Arffa 

 

 

  Dental work  & Porphyria 

Regular check ups should be undertaken for dental and gum disease. Ensure that your Dentist is 

informed of your porphyria and discuss treatment plans and drugs before any work is 

undertaken. 

Several types of porphyria heighten a need for dental services. If you have congenital 

erythropoietic porphyria (CEP) or hepatoerythropoietic porphyria (HEP), you may have reddish 

brown staining on your teeth as a result of porphyrin accumulation. Because of this, you might 

want veneers, crowns, or facings, all part of cosmetic dentistry, to cover such discoloration. A 

diet high in carbohydrates can be recommended to people with acute porphyrias to try and 

prevent attacks. Carbohydrates from processed foods often contain high levels of sugars, 

however, putting these patients at an increased risk of cavities and gum disease. Frequent 

dental checkups and good oral hygiene practices are advised. A case report in a patient with 

CEP also indicated that thinning of the enamel (the outer layer of the teeth) is possible, with a 

potential to promote cavities.  

If you have acute porphyria If you have acute porphyria, you could be at risk of an acute attack 

during dental procedures. You should inform your dentist well in advance of a visit about your 

disorder. The dentist should consult with your primary care physician to ensure anesthetic 

 

https://porphyriafacts.tripod.com/ophthalomologicalaspectsofporphyria/index.html?fbclid=IwAR3OAy0OBQlm3j18EQC2NqjyWTFsvb8hzQGkxjaDJuFx5J3Qc-g63hG9keo
https://porphyriafacts.tripod.com/ophthalomologicalaspectsofporphyria/index.html?fbclid=IwAR3OAy0OBQlm3j18EQC2NqjyWTFsvb8hzQGkxjaDJuFx5J3Qc-g63hG9keo
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used are not likely to cause an attack. Certain antibiotics and anti-inflammatory medications 

can also trigger attacks. Your dentist should also be familiar with treatment options in case you 

do have an attack during a visit. Acute porphyria attacks can also result from use of heavy 

metals in dental implants, or in fillings like amalgam. An inability to tolerate certain types of 

jewelry may indicate a sensitivity toward certain metals and you should inform your dentist of 

this. Fasting, stress, and pain can also lead to acute attacks. Fasting before a major dental 

procedure (a dental surgery) should be as short in time as possible. Your dentist may need to 

give you glucose (sugar) via an IV drip during the procedure to lower your attack risk. Sedatives 

such as nitrous oxide are reported to be relatively safe, and can help to ease the stress and pain 

of dental work. 

If you have cutaneous porphyria, you may face a different set of disease-related issues at the 

dentist’s office. Porphyrin buildup on the skin of your lips or the lining of your mouth can 

increase your risk of blisters. If you have erythropoietic protoporphyria, you may risk burns 

from the intensive lights used during dental procedures. Colored filters on these lights may help 

to block damaging portions of the light spectrum.  Source - Brian Murphy, Ph.D.Porphyria 

News 

 

 

This is a summary of what the different test are for:- 

 

➔ Anemia / Iron Levels / Hemaglobin 

 

Blood tests for iron deficiency anaemia, a GP should usually order a FBC (Full blood 

count) test. This will find out if the number of red blood cells you have (your red blood 

cell count) is normal. Iron deficiency anaemia is the most common type of anaemia. 

➔ Parasites 

 
This test is used to look for parasites that are found in the blood. By looking at a blood 

smear under a microscope, parasitic diseases such as filariasis, malaria, or babesiosis, 

can be diagnosed. 
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➔ Inflammation Marker Blood Test  

 

C-reactive protein (CRP) is a blood test marker for inflammation in the body. CRP is 

produced in the liver and its level is measured by testing the blood. CRP is classified as 

an acute phase reactant, which means that its levels will rise in response to 

inflammation. 

➔ Plasma Urea   

Urea is an important measure of kidney health, liver health, and protein turnover. A 

urea blood test is often ordered as a part of a comprehensive metabolic panel, which 

gives a broad overview of a person’s metabolic and overall health.  

➔ Testosterone levels 

A testosterone level test measures the amount of testosterone in the blood and is 

reported as nanograms per deciliter (ng/dL). It’s also known as a serum testosterone 

test. 

 

➔ Cortisol levels 
 
A cortisol test measures the level of cortisol in your blood, urine, or saliva. Blood 

tests are the most common way of measuring cortisol. If your cortisol levels are too high 

or too low, it may mean you have a disorder of your adrenal glands. 

 
➔ Bone Profile 

 

Primarily, the bone profile measures the calcium in your blood. This is one of the most 

important minerals that... Albumin. This one is a protein created in the liver. However, 

low albumin levels are associated with lower bone density. 
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➔ Liver Profile  

A liver profile test is a group of blood tests that show how well your liver is working. The 

liver makes enzymes and bile that help digest food and gives your body energy. It also 

removes harmful material from your body, such as alcohol and other chemicals. 

 

➔ Electrolytes 

 
Electrolytes Test is done to check if you have an imbalance of one of 

the electrolytes (usually sodium or potassium), or if he/she suspects an acid-base (pH) 

imbalance. The test is useful in evaluating cases of kidney disorder, high blood pressure 

or heart failure. 

 
➔ Creatinine 

 

A creatinine test is a measure of how well your kidneys are performing their job of 

filtering waste from your blood. Creatinine is a chemical compound left over from 

energy-producing processes in your muscles. Healthy kidneys filter creatinine out of the 

blood. Creatinine exits your body as a waste product in urine. 

➔ Estimated Glomerular Filtration rate (GFR) 

An estimated glomerular filtration rate (eGFR) test is a blood test that’s used to figure 

out how well your kidneys are doing their job. The test measures the amount of 

creatinine in your blood and, using a formula, mathematically derives a number that 

estimates how well your kidneys are functioning. 

➔ C-Reactive Protein (CRP) 

 

C-reactive protein (CRP) is a blood test marker for inflammation in the body. CRP is 

produced in the liver and its level is measured by testing the blood. CRP is classified as 

an acute phase reactant, which means that its levels will rise in response to 

inflammation. 
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➔ FBC 

A full blood count (FBC) measures the number of red cells, white cells and platelets in 

your blood. Red cells carry oxygen around our bodies. Haemoglobin is the part of the 

cell that carries oxygen. 

➔ Annual Liver Ultrasound 
 
A liver ultrasound is an imaging test that uses sound waves to produce detailed images 

(sonograms) of your liver. These images can then be analysed, first by a radiologist and 

then by your GP or a specialist, to help check for liver conditions like fatty liver and 

hepatocellular carcinoma. 

 

➔ Magnetic Resonance Imaging (MRI)  
 
Magnetic resonance imaging (MRI) is a medical imaging technique used in radiology to 

form pictures of the anatomy and the physiological processes of the body. MRI scanners 

use strong magnetic fields , magnetic field gradients, and radio waves to generate 

images of the organs in the body. 

 

➔ Serum Alphafetoprotein  
 
AFP tumor marker test is a blood test that measures the levels of AFP in adults. Tumor 

markers are substances made by cancer cells or by normal cells in response to cancer in 

the body. High levels of AFP can be a sign of liver cancer or cancer of the ovaries or 

testicles, as well as noncancerous liver diseases such as cirrhosis and hepatitis. 

High AFP levels don't always mean cancer, and normal levels don't always rule out 

cancer. 

 

➔ Vitamin  D levels 

A vitamin D blood test measures the level of 25 (OH)D in your blood. Abnormal levels of 

vitamin D can indicate bone disorders, nutrition problems, organ damage, or other 

medical conditions. 
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➔ Vitamin B levels including B12 and Folate 

Vitamin B12 or B9 (commonly called folate) deficiency anaemia occurs when a lack 

of vitamin B12 or folate causes the body to produce abnormally large red blood 

cells that cannot function properly. Red blood cells carry oxygen around the body using 

a substance called haemoglobin. Anaemia is the general term for having either 

fewer red blood cells than normal or having an abnormally low amount of haemoglobin 

in each red blood cell. 

➔ Annual Transferrin Saturation 

 

Transferrin saturation, measured as a percentage, is a medical laboratory value. It is the 

value of serum iron divided by the total iron-binding capacity. Of the 

available transferrin, the main protein that binds iron in the blood, this value tells a 

clinician how much serum iron is bound. 

➔ Ferritin 

The ferritin test measures the level of ferritin, the major iron storage protein in the 

 body. 


