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TEST

Porphyrins urine test

A porphyrins urine test measures heme-making compounds that can help investigate

certain porphyrias.

WHAT IT MEASURES

Porphyrin compounds produced while the body makes heme

SAMPLE

Urine, usually a spot sample or 24-hour collection

FASTING NEEDED?

No, unless combined tests require it

HOW LONG IT TAKES

Minutes for spot urine; 24 hours for timed collection

RESULTS IN

Several days, varying by laboratory

USED FOR

Diagnosing and monitoring certain porphyrias

MAIN LIMITATION

Elevated levels can result from many non-porphyria conditions

Overview

Porphyrins are natural chemicals made as your body produces heme. Heme is part of

haemoglobin, the protein in red blood cells that carries oxygen. It is also used by the liver and

other tissues.

Your body normally changes porphyrins through several steps and uses them to make heme.

Porphyrias are a group of uncommon conditions in which one of these steps does not work

normally. This can cause particular porphyrins or related chemicals to build up.

A porphyrins urine test measures porphyrins passed into urine. The laboratory may report a

total amount and separate types, such as uroporphyrin and coproporphyrin. The pattern can be

more useful than the total alone.

Urine porphyrins are not the same as urine porphobilinogen, often shortened to PBG, or

delta-aminolevulinic acid, called ALA. If an acute porphyria is suspected, ALA and PBG are

usually important parts of the initial testing.
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Why the test is ordered

The test may help investigate symptoms or physical findings that could be related to a

porphyria. These can include unexplained attacks of severe abdominal pain, nerve-related

symptoms, or skin that blisters or becomes unusually fragile after sun exposure.

Urine porphyrins may also be measured to:

The test is not usually used as a general health screening test. Many conditions unrelated to

porphyria can raise urine porphyrins.

- Help identify the likely type of porphyria

- Support other blood, urine, stool, or genetic test results

- Monitor some people with a confirmed porphyria

- Check whether treatment is reducing excess porphyrins

Who should have the test

You may be offered testing if your symptoms, examination, medical history, or family history

suggests a porphyria. The exact tests should match the suspected type because different

porphyrias cause different chemicals to build up.

During a possible acute attack, a spot urine test for ALA, PBG, and creatinine is generally more

informative than urine porphyrins alone. Creatinine is a normal urine waste product used to

account for how concentrated or dilute the sample is.

If your main concern is sunlight-related skin symptoms, urine porphyrins may be combined

with plasma, stool, or blood tests. For example, erythropoietic protoporphyria is mainly

assessed with red blood cell testing because protoporphyrin does not pass readily into urine.

Testing relatives of someone with porphyria may involve targeted genetic testing rather than

urine testing alone. The appropriate approach depends on the porphyria already identified in

the family.

How to prepare

Fasting is not normally required. You can usually eat and drink as usual unless another test

ordered at the same time has different instructions.

Tell the healthcare professional arranging the test about prescription medicines,
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non-prescription products, hormones, and supplements. Do not stop a medicine unless you

have been specifically told to do so.

Porphyrins can break down when exposed to light. Use the container supplied by the

laboratory and follow its storage instructions. It may be amber-coloured or need to be wrapped

in foil and kept cool.

For a 24-hour collection, ask what to do if you miss a sample. An incomplete collection may

need to be restarted.

What happens during the test

For a spot test, you urinate into a sterile container. The collection itself takes only a few

minutes. The laboratory may ask for a sample while symptoms are happening if an acute

porphyria is being investigated.

For a 24-hour test, you collect all urine produced during a set 24-hour period. Instructions

commonly ask you to empty your bladder at the starting time without saving that urine. You

then collect every sample, including the final one at the same time the following day.

The container may need to remain refrigerated or in a supplied cooler. Keep it protected from

light and return it as instructed. Collection procedures differ between laboratories, so follow

the directions provided with your kit.

Understanding your results

Results may be reported as total porphyrins, individual porphyrin fractions, or both. A spot

sample is often reported relative to urine creatinine. A timed collection may be reported as the

total amount passed over 24 hours.

There is no single reference range suitable for every laboratory. Ranges and interpretation can

vary with the testing method, age, sex, pregnancy status, medicines, kidney function, and

clinical context. Use the range printed on your own report.

A raised result does not by itself confirm porphyria. Liver disease, alcohol use, problems with

bile flow, some medicines, and other illnesses can cause secondary porphyrinuria. This means

extra porphyrins are present in urine even though an inherited porphyria is not the cause.

The pattern matters. Different combinations of uroporphyrin, coproporphyrin, and other

fractions can guide further testing. However, overlap between conditions means the pattern

usually needs to be considered alongside ALA, PBG, blood or stool tests, symptoms, and
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sometimes genetic testing.

A result within the laboratory range does not exclude every porphyria. It may also be less

informative if the sample was collected outside an episode or if the suspected porphyria

mainly affects blood or stool markers.

What affects the results

Several factors can make the result misleading even when the laboratory analysis is performed

correctly:

Ordinary meals, coffee, and routine activity usually have little direct effect. The handling and

completeness of the sample are generally more important.

- Light exposure: Porphyrins can break down, potentially causing a falsely low result

- Collection timing: Some markers are highest while acute symptoms are happening

- Dilute urine: Heavy fluid intake may lower concentrations in a spot sample

- Incomplete collection: Missing urine makes a 24-hour total look lower than it is

- Liver or bile-duct problems: These can raise porphyrins without inherited porphyria

- Alcohol: Recent or ongoing use may alter porphyrin production and excretion

- Medicines and hormones: Some can affect the heme pathway or liver

- Kidney impairment: Reduced urine excretion can make urinary markers harder to interpret

Accuracy and limitations

Urine porphyrin testing can detect abnormal porphyrin excretion, but it cannot reliably

determine the cause on its own. It may say "abnormal" when the person has liver disease, a

medicine-related change, or another cause rather than porphyria.

It can also miss a relevant disorder. A sample collected after an acute episode may contain

lower concentrations. Some porphyrias produce markers that are better detected in blood or

stool.

For suspected acute hepatic porphyria, measuring urine ALA and PBG during symptoms is

more useful than measuring total porphyrins alone. A total porphyrin result without ALA and

PBG may lead to unnecessary follow-up because small elevations are not specific.

Plasma fluorescence testing, stool porphyrin analysis, red blood cell protoporphyrin testing, or
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genetic testing may be better for separating particular types. Genetic testing can confirm a

specific inherited change, but it is usually interpreted with biochemical results because

carrying a gene change does not always mean that symptoms are caused by it.

Risks and complications

Providing a urine sample has no direct medical risk. A 24-hour collection can be inconvenient,

and spilled or missed samples may mean repeating it.

The container may contain a preservative. Avoid touching or swallowing it, and follow the

laboratory's safety instructions.

What happens next

A normal result may end the investigation if the correct markers were tested at the right time.

If suspicion remains, testing may be repeated during symptoms or changed to a blood, stool,

plasma, or genetic test.

A mildly raised urine porphyrin result usually needs routine follow-up rather than emergency

care. The next step may include reviewing medicines and alcohol intake, checking liver and

kidney function, or arranging more specific porphyria tests.

Seek urgent medical assessment if you have severe or worsening abdominal pain with

repeated vomiting, marked weakness, confusion, fainting, or new difficulty breathing. Call

emergency services for seizures, severe breathing difficulty, collapse, or rapidly developing

paralysis. These symptoms have many possible causes and require prompt assessment rather

than waiting for a porphyrin result.

Common questions

Can I drink coffee before the test?

Usually, yes. Fasting is not normally needed, and coffee is not a major direct source of error.

Follow any separate instructions if other tests are being collected.

Does the time of day matter?

Usually not for a routine spot sample. If an acute porphyria is suspected, collecting urine while

symptoms are present is more important than the hour of the day.

Can I exercise beforehand?
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Normal activity is unlikely to meaningfully change urine porphyrins. There is generally no need

to avoid exercise unless your healthcare team gives different instructions.

Why does the container need protection from light?

Light can break down porphyrins after collection. This may make the measured level lower

than the amount originally present.

What if I miss urine during a 24-hour collection?

Tell the laboratory or clinic. Because the test measures the full amount passed in 24 hours, a

missed sample can make the result inaccurate and may require restarting.

Can urine colour tell me the result?

No. Porphyrin-containing urine can sometimes darken, especially after light exposure, but

colour cannot confirm or exclude porphyria. Blood, medicines, foods, dehydration, and urinary

conditions can also change urine colour.
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