Understanding Hereditary
Hemochromatosis

A Guide from Concern to Control




You’ve Seen a Red Flag
on Your Lab Report.
What’s Next?

Many people first learn about potential iron
issues from an online lab report, where even
small elevations may appear inred. It’s
natural to be concerned.

The most important thing to know is that
Hereditary Hemochromatosis is common,
highly treatable, and often progresses very
slowly. Most people diagnosed early stay
healthy with simple monitoring.
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What is Hereditary Hemochromatosis?

Think of iron as water filling a slow, steady reservoir. Your body needs it,
but the level must be just right.
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Safe Level The ‘valve’ that should
= limit absorption does
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Why Does This Happen? It’s in the HFE Gene.

Most cases are caused by inheriting specific variants of the HFE gene. However, not all gene
patterns carry the same risk. In fact, many people with these gene changes never become ill.

Highest Risk: C282Y / C282Y

The classic type, with the highest
likelihood of iron overload.

Very Low Risk: H63D / H63D
Rarely causes significant high iron.

This is why screening first-degree relatives
(parents, siblings, adult children) is so important.
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How Does High Iron Affect the Body?

.

Often, there are no symptoms at all. Many people feel
completely well even when iron is elevated. This is why
monitoring matters—iron can build up silently over time.

When symptoms do occur, they can include:
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Fatigue or Joint pain Abdominal Bronze or gray Heart rnythm
weakness discomfort skin color changes
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Is It Dangerous? Understanding and
Preventing the Risk

When diagnosed and treated early, most people with hereditary

hemochromatosis stay healthy. The long-term complications are preventable.

Risk increases when certain markers are high, which is what your doctor monitors:

Indicates a very high level of stored iron. Shows that a high percentage of iron is
actively circulating in the blood.

If left untreated for many years, very high iron can lead to cirrhosis, liver cancer, and
heart problems—all of which are avoided with proper care.
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How Your Doctor Investigates: The Diagnostic Toolkit

Your doctor uses a combination of tests to confirm the diagnosis, understand your iron levels, and
assess your overall health. Genetic results are always interpreted alongside your iron studies.

S

Blood Tests Genetic Testing Imaging
Repeat Ferritin HFE gene analysis to identify Liver ultrasound or elastography
TSAT (Transferrin Saturation) C282Y and H63D variants. to check liver health.
Liver Enzymes (ALT, AST) An MRI may be used in select

lIron Studies cases.
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The Treatment is a Simple Way to Restore Balance.

Safe Level

The primary treatment is
phlebotomy—the simple removal of
blood.

This process directly removes excess
iron from the body.

It's like opening the drain on the
reservoir to keep the water at a safe
and healthy level.
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What to Expect from Phlebotomy: Two Simple Phases
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Phase 1: Phase 2:

The Iron Reduction Phase The Maintenance Phase
Frequency Frequency

Phlebotomy every 1-2 weeks. Phlebotomy every few months.
Goal Goal

To bring stored iron down to a safe level. To keep iron levels stable for life.
Target Target

Ferritin is typically brought to a target of Maintain ferritin and TSAT in the :

Many patients find the process is straightforward and similar to donating blood.
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Living Well: Practical Steps for Daily Self-Care

Most people with hereditary hemochromatosis can live fully normal lives. The focus
IS on a few key adjustments, not a restrictive diet.

// DO: Eat abalanced diet. (A strict LIMIT: Alcohol, especially when
low-iron diet is not necessary). ferritin or liver enzymes are high.

AVOID: Iron supplements. LIMIT: Large amounts of organ
meats (like liver), which are very

@ AVOID: High-dose vitamin C highiniiron.
supplements (can increase iron
absorption).

AVOID: Raw or undercooked
shellfish (due to risk of a specific
bacterial infection).
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Your Path Forward: A Lifetime of Health

Once your iron levels are stable, your long-term plan is focused on simple,
periodic monitoring to ensure you stay healthy.
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Periodic Monitoring:
Your doctor will monitor ferritin and TSAT periodically.

Proactive Treatment: Schedule maintenance phlebotomy as needed.
Holistic Health: Continue to check liver health and other metabolic markers.

Family Care: Recommend screening for your parents, siblings, and adult
children.

Lifelong monitoring is required, but with it,
most people feel well and remain healthy.
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When to Connect With Your Doctor

Let your doctor know about
new or worsening symptoms:

e Worsening fatigue
e New joint pain
e Abdominal pain or swelling

e Symptoms of diabetes (excessive
thirst, frequent urination)

Seek urgent care for:

e Severe abdominal pain

* New yellowing of the skin or eyes
(jaundice)

e Vomiting blood or black/bloody
stools

e Chest pain or severe shortness
of breath
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The Four Keys to Control

Common & Treatable

Hereditary hemochromatosis is a
common genetic condition, and
with early diagnosis and care,
most people stay healthy.

Smart Choices

Avoid iron supplements,
high-dose vitamin C, and raw
shellfish to support your health.
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Simple & Effective

Phlebotomy is a simple and
nighly effective treatment that
keeps iron levels safe with
ong-term monitoring.

Family First

Screening is important for
first-degree relatives, as they
may share the same genetic risk.
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A Well-Managed Condition
for a Full, Healthy Life
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Hereditary hemochromatosis means your body Is primed to absorb more iron than it
needs. But with early diagnosis, simple treatment, and periodic monitoring, you can
keep your iron at safe levels and live a completely normal, healthy life.
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