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CONDITION

Symptomatic porphyria

Symptomatic porphyria is a liver-related porphyria that causes fragile, blistering skin after

light exposure.

WHAT IT IS

Liver-based porphyria causing sun-sensitive skin fragility and blisters

BODY SYSTEM

Skin and liver

MAIN SYMPTOMS

Hand blisters, fragile skin, slow healing, skin color changes

WHAT CAUSES IT

Reduced liver enzyme activity, usually acquired and sometimes inherited

HOW IT IS DIAGNOSED

Urine, blood, and stool porphyrin tests

MAIN TREATMENT

Iron reduction, trigger removal, and specialist medicines

CAN IT BE CURED?

Sometimes - treatment can produce lasting remission

IS IT AN EMERGENCY?

Sometimes - rapidly spreading skin infection needs urgent care

LONG-TERM OUTLOOK

Remission is common, but relapse can occur

Overview

Symptomatic porphyria is an older name usually used for porphyria cutanea tarda , often

shortened to PCT. It is the most relevant meaning of the term in modern medical care.

PCT belongs to a group of conditions called porphyrias. These develop when the body has

difficulty making heme, a substance used in hemoglobin and many liver enzymes. Hemoglobin

is the protein in red blood cells that carries oxygen.

In PCT, the activity of an enzyme called uroporphyrinogen decarboxylase is reduced in the

liver. This causes natural chemicals called porphyrins to build up. Porphyrins react with light,

especially in exposed skin, leading to fragile skin, blisters, and slow healing.

Unlike acute forms of porphyria, PCT usually does not cause sudden attacks of severe
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abdominal pain, weakness, confusion, or seizures. Its main effects are on the skin and liver.

PCT can be inherited, but most people develop it through a combination of liver changes,

excess iron, and environmental or medical triggers. Treatment often brings the condition into

remission, meaning symptoms and abnormal porphyrin levels become controlled. Relapses

can still happen.

Symptoms

Symptoms mainly affect areas exposed to sunlight or other strong light. The backs of the

hands and forearms are especially common sites. The face, neck, lower legs, or feet may also

be affected.

Typical symptoms include:

Some people develop thickened, tight, or waxy-looking skin. This can resemble the skin

changes of scleroderma, a different condition.

Urine may look dark red, brown, or tea-colored because it contains extra porphyrins. This may

be more noticeable after the urine has stood in light. Dark urine has many other possible

causes, so its appearance alone cannot confirm PCT.

The condition may begin gradually. You may notice repeated blisters or unusually fragile skin

before realizing that light exposure is involved. Symptoms can continue even after avoiding

sunlight because porphyrin levels take time to fall.

PCT itself does not usually cause an acute neurological porphyria attack. Severe abdominal

pain, new muscle weakness, confusion, or seizures need separate medical assessment rather

than being assumed to come from PCT.

- Skin that tears or grazes after minor knocks

- Fluid-filled blisters, especially on the hands

- Crusts, shallow sores, or slow-healing wounds

- Small white bumps called milia after blisters heal

- Darker or lighter patches of skin

- Increased facial hair, often around the temples or cheeks

Causes and risk factors

PCT develops when the relevant enzyme activity in the liver falls below the level needed to
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process porphyrins normally. Iron in the liver plays an important part in this process.

In most cases, there is no inherited change in the enzyme itself. Instead, several risk factors act

together. These may include:

Not everyone with these risk factors develops PCT. Likewise, having PCT does not prove that

any one factor caused it.

A smaller group has familial PCT caused by a change in the UROD gene. This change can be

passed through families, but many people who inherit it never develop symptoms. Additional

liver or iron-related factors are often needed before the condition appears.

PCT may also occur alongside other liver conditions. This is why assessment usually includes

liver tests and checks for possible triggers rather than focusing only on the skin.

- Excess iron stored in the body

- Regular or heavy alcohol use

- Smoking

- Hepatitis C infection

- HIV infection

- Estrogen-containing medicines

- Genetic changes linked to iron overload, including changes in the HFE gene

Diagnosis

PCT cannot be diagnosed reliably from blisters or skin fragility alone. Other conditions can

produce a similar appearance.

The diagnosis is confirmed by measuring porphyrins in urine, blood plasma, and sometimes

stool. The pattern of raised porphyrins helps distinguish PCT from other porphyrias. A urine

sample may be collected over 24 hours or as a carefully handled single sample, depending on

the laboratory.

Samples may need protection from light. The laboratory or clinic will provide the correct

container and instructions.

Further tests often look for factors that may have contributed to the condition. These can

include:

Testing the activity of the UROD enzyme or examining the UROD gene may help when

inherited PCT is suspected. Genetic testing is not required to confirm every case.

General health information from sofidex. Not medical advice, and not a substitute for your own clinician. 3 of 8



sofidex sofidex.com

A skin biopsy is not usually needed when porphyrin testing gives a clear result. It may be

considered if another blistering skin condition remains possible.

- A full blood count and iron measurements

- Liver blood tests

- Hepatitis C and HIV testing

- Testing for common HFE gene changes linked to iron overload

- Liver imaging or other liver assessment when indicated

Treatment and management

Treatment aims to lower excess porphyrins, address contributing factors, protect the skin, and

manage any underlying liver condition.

One established treatment is phlebotomy , which means removing a measured amount of

blood at planned intervals. This gradually reduces the body's iron stores and allows the liver

enzyme to work more effectively. Blood counts and iron levels are monitored so that too much

iron is not removed.

Another option is low-dose hydroxychloroquine or chloroquine. These medicines help the liver

release stored porphyrins so they can leave the body. PCT uses much lower amounts than

some other conditions because larger amounts can release porphyrins too quickly and injure

the liver. This treatment requires specialist supervision and appropriate monitoring.

The choice between these approaches is influenced by iron levels, anemia, liver and kidney

health, other medicines, and access to treatment. Some people need a different approach if

blood removal is unsuitable.

Contributing factors are also addressed. This may involve treatment for hepatitis C or HIV,

reducing alcohol intake, stopping smoking, or reviewing estrogen-containing medicines. Do

not stop prescribed hormones or other medicines without discussing the risks and alternatives

with the prescriber.

Iron supplements should generally be taken only when there is a clear medical reason. Ordinary

dietary iron does not usually need to be severely restricted.

While porphyrin levels are falling, physical protection from light is important. Gloves, long

sleeves, and tightly woven clothing usually protect better than standard sunscreen alone.

Ordinary sunscreens may not block all the wavelengths that activate porphyrins. An opaque

mineral sunscreen may provide additional protection.
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Blisters should be kept clean and covered with a non-stick dressing if needed. Avoid

deliberately bursting them, as broken skin is more likely to become infected.

Complications

Repeated blisters can lead to scars, milia, altered skin color, and areas of thickened skin. Open

wounds may develop a bacterial infection, particularly if they are repeatedly injured.

PCT is closely connected with liver health. Some people have iron overload, hepatitis C,

alcohol-related liver injury, or another liver condition at the same time. Long-standing liver

damage can lead to scarring called cirrhosis.

People with PCT have an increased risk of liver cancer compared with the general population,

especially when cirrhosis or other major liver risk factors are present. The need for ongoing

liver scans is based on the condition of the liver and established liver-cancer risk, not simply on

having had a blister.

Phlebotomy can cause anemia if too much blood is removed. Antimalarial medicines used for

PCT can affect the liver and have other adverse effects. Planned blood tests help reduce these

risks.

Prevention

The inherited tendency to familial PCT cannot be prevented. Inheriting a UROD gene change

does not mean symptoms are certain to develop.

There is no guaranteed way to prevent acquired PCT either. However, reducing avoidable

triggers may lower the chance of developing symptoms or having a relapse. This includes

avoiding excess alcohol, not smoking, and taking iron supplements only for a confirmed need.

Hepatitis C and HIV can be prevented through measures that reduce contact with infected

blood and through safer sex. Testing and treatment are important because these infections

may be present without obvious symptoms.

If you have had PCT, follow-up of porphyrin levels, iron stores, and liver health can identify

recurrence before extensive skin damage develops. Protecting exposed skin reduces blisters,

but it does not correct the underlying porphyrin build-up.

Living with it and what to expect
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Improvement is usually gradual rather than immediate. With effective treatment, new blisters

often become less frequent over several months as porphyrin and iron levels fall. Skin fragility,

extra facial hair, and color changes may take longer to settle.

Some scars or milia may remain even after the condition is controlled. Thickened skin may also

improve slowly and may not disappear completely.

Once remission is reached, active treatment may stop, but follow-up often continues. Blood or

urine tests can detect rising porphyrin or iron levels. How often these are checked is based on

the original cause, liver health, and whether symptoms return.

Relapse is possible, particularly if iron builds up again or triggers such as alcohol, smoking,

estrogen exposure, or untreated liver disease remain. A relapse can usually be treated,

although the plan may not be identical to the first course.

Many people can continue their usual work, relationships, and activities once the condition is

controlled. During active disease, outdoor work or hobbies may require protective clothing and

practical changes. PCT does not spread to other people through touch, shared objects, or

close contact.

When to get medical help

Arrange a routine medical appointment if you develop repeated blisters on the backs of your

hands, unusually fragile sun-exposed skin, or unexplained dark urine. These symptoms have

several possible causes and require appropriate testing.

If you have already been diagnosed, contact your usual clinical team if new blisters return,

wounds are not healing, or you notice medication side effects. Follow-up is also important if

planned blood tests or treatment sessions have been missed.

Seek urgent medical advice if a blister or wound becomes increasingly painful, warm, swollen,

or surrounded by spreading redness. Pus, red streaks, or fever can indicate infection.

Get emergency help for rapidly spreading redness with severe illness, confusion, fainting, or

difficulty breathing. Severe abdominal pain, new weakness, seizures, or major changes in

awareness also need urgent assessment. These are not typical skin symptoms of PCT and

should not be assumed to be part of it.

Common questions

Is symptomatic porphyria the same as porphyria cutanea tarda?
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Usually, yes. "Symptomatic porphyria" is an older term commonly used for acquired porphyria

cutanea tarda. Because the wording can be ambiguous, modern test results and clinical

records usually use the name PCT.

Is symptomatic porphyria contagious?

No. You cannot catch it from another person or pass it through skin contact, saliva, food, or

shared belongings. Hepatitis C or HIV may contribute to some cases, but these are separate

infections with their own routes of transmission.

Does sunlight cause PCT?

Sunlight does not create the underlying liver problem. It activates porphyrins already present

in the skin, which causes tissue damage and blisters. This is why light protection helps the skin

but does not replace medical treatment.

Will PCT go away completely?

Treatment often produces remission, with normal or near-normal porphyrin levels and no new

blisters. Some people remain well for years. Others relapse if iron or porphyrins rise again, so

occasional follow-up may still be needed.

Can I drink alcohol if I have PCT?

Alcohol can contribute to PCT and liver injury. Avoiding it is often advised during assessment

and treatment, particularly when the liver is already affected. Personal advice should take

account of your liver results and usual alcohol intake.

Can I pass PCT to my children?

Most PCT is not caused by an inherited UROD gene change. Familial PCT can be passed to

children, but inheriting the change does not guarantee symptoms. Genetic counseling can

explain testing and what a family result may mean.
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