Hereditary
Hemochromatosis
Starter Kit
The content of this informational handout
was a collaborative effort between the US
Centers for Disease and Prevention and
The Iron Disorders Institute. The starter
kit is meant to be a guide to assist a person
who suspects hereditary hemochromatosis
or is diagnosed and needs to communicate
with relatives.

Hemochromatosis

FIRST STEPS:

getting diagnosed

1.

Ask your doctor for all THREE of these tests:
Serum Iron (fasting)
Fasting is nothing by mouth except water or prescribed medications 8 hours prior to lab-work; also
avoid sugary juices and supplements, especially iron.
TIBC or UIBC
TIBC or UIBC plus fasting serum iron will provide your transferrin-iron saturation percentages or TS%
which gives you information about how much iron you are loading.
Serum Ferritin
Measures contains (stored) iron.

2.

Get a copy of the results.

3.

Compare results to the ranges provided by The Iron Disorders Institute.
Note: ferritin ranges differ for age and gender but levels below 25 or above 75 might need to be watched
for possible iron balance problems. TS% is usually 25 - 35%.

4.

If the test numbers are high, your doctor may want to confirm the diagnosis of hemochromatosis.
Some ways that are recommended by our medical advisory board:
Genetic testing
Trial phlebotomy
Phlebotomy is blood removal, which is the treatment for hemochromatosis. Patients with high body iron
can undergo several phlebotomies without becoming anemic. Read more about phlebotomy on our web site
[www.irondisorders.org] or call us if you have questions.
Liver biopsy
No longer recommended to diagnose hemochromatosis; however, liver biopsy is needed to assess liver
damage, especially in patients with a serum ferritin higher than 1,000ng/mL. Read more about liver
biopsy on our web site [www.irondisorders.org] or call us if you have questions.

5.

Download the Iron Disorders Institute Hemochromatosis Diagnosis Algorithm Clinical
Evaluation & Management Protocol for your healthcare provider.

Hemochromatosis (HHC) is an inherited condition; blood relatives of people diagnosed with HHC are at risk and should
be tested early to prevent disease. People with hemochromatosis absorb extra iron from the diet, which collects in major
organs such as the heart, brain, joints, liver, gall bladder, and pancreas. If not treated, hemochromatosis can be fatal. Early
detection and treatment are key to living a normal, healthier lifespan.

Iron Disorders Institute is a national advocacy partner with the US Centers for Disease Control and Prevention.
For more information about hemochromatosis, visit these sites:
www.irondisorders.org | www.hemochromatosis.org | www.cdc.gov | www.niddk.gov

Hemochromatosis

NEXT STEPS:

getting treatment

Treatment includes phlebotomy, diet changes and tracking your numbers.
Phlebotomy is blood removal; it is the same thing as blood donation except that a phlebotomy requires a doctor’s written
order. Phlebotomy or blood donation is the treatment for hemochromatosis. Patients with high body iron can undergo
several phlebotomies without becoming anemic, but patients who have too many phlebotomies can become iron deficient
and have many unpleasant symptoms such as shortness of breath, Restless Legs Syndrome, tiredness and poor sleep.
Keeping track of numbers is one way to assure quality treatment.
1.

Get a copy of our Personal Health

2.

Arrange for blood removal.
Blood removal might be done in your doctor’s office, at a hospital or at a center that has special permission to
use hemochromatosis blood once it is tested like all other donated blood.

3.

Make sure the doctor’s order is written so that you are not OVER-bled.
Our medical advisory board recommends a pre-phlebotomy hemoglobin of 12.5g/dL

4.

Make simple diet changes.
Cut back on red meat, animal fats and sugar; cut back on alcohol; avoid raw shellfish, limited vitamin C
supplements to 200mgs per dose.

5.

Give a copy of the Iron Disorders Institute’s Physician Hemochromatosis Reference Chart*to your doctor.
Contains charts, guidelines for diagnosis, treatment and management of hemochromatosis including
genetic information.
*Also known as the Iron Disorders Institute Hemochromatosis Diagnosis Algorithm Clinical Evaluation &
Management Protocol.

Hemochromatosis (HHC) is an inherited condition; blood relatives of people diagnosed with HHC are at risk and should
be tested early to prevent disease. People with hemochromatosis absorb extra iron from the diet, which collects in major
organs such as the heart, brain, joints, liver, gall bladder and pancreas. If not treated, hemochromatosis can be fatal. Early
detection and treatment are key to living a normal, healthier lifespan.

Iron Disorders Institute is a national advocacy partner with the US Centers for Disease Control and Prevention.
For more information about hemochromatosis, visit these sites:
www.irondisorders.org | www.hemochromatosis.org | www.cdc.gov | www.niddk.gov

Hemochromatosis

NEXT STEPS:

family

If you have been diagnosed with hemochromatosis, you need to take the steps to inform blood relatives.
1.

Get a copy of CDC’s letter to family members (next page.)

2.

Mail or give this letter to all blood relatives; you may also wish to download our handout
Family Tree.

3.

If you have children, notify the pediatrician.
Tell the doctor of your children that hemochromatosis has been diagnosed in your family. Classic
hemochromatosis is not known to cause iron loading in children; however a bench mark iron panel is
recommended—keeping in mind that at some ages the iron levels and some liver enzymes are naturally elevated
and may not be a sign or iron loading but preparation for a growth spurt.

Hemochromatosis (HHC) is an inherited condition; blood relatives of people diagnosed with HHC are at risk and should
be tested early to prevent disease. People with hemochromatosis absorb extra iron from the diet, which collects in major
organs such as the heart, brain, joints, liver, gall bladder and pancreas. If not treated, hemochromatosis can be fatal. Early
detection and treatment are key to living a normal, healthier lifespan.

Iron Disorders Institute is a national advocacy partner with the US Centers for Disease Control and Prevention.
For more information about hemochromatosis, visit these sites:
www.irondisorders.org | www.hemochromatosis.org | www.cdc.gov | www.niddk.gov

Dear Family Member,
One of our family members is under medical care for hemochromatosis [pronounced he-mo-kro-ma-TOE-sis], a
genetic condition that causes the body to absorb too much iron. Because you are a family member related by birth
[blood relation], you may have inherited the genes that can cause this disease.
During the early stages of hemochromatosis, most people do not feel sick and cannot tell they have the disease.
Without treatment, however, iron can build up in the heart, joints, or pancreas and cause permanent damage.
good news is that complications from hemochromatosis can be prevented if it is found and treated early.
To find out if you have this condition, have your iron status evaluated by your family doctor within the next few
months. Two simple blood tests can determine if you have too much iron in your blood: transferrin saturation
and serum ferritin. If test results show that you have too much iron, you will need to begin phlebotomy
[pronounced flee-BOT-o-me
patients have blood taken from a vein in the arm, just like donating blood. With proper treatment, people with
hemochromatosis can lead long, healthy lives.
Please do not ignore this letter.
have hemochromatosis feel fine. Finding the disease EARLY is important. Be sure to ask your doctor for these
blood tests and talk with your doctor about the results.

Sincerely,

You can learn more about hemochromatosis on the Internet at the website provided by the Centers for Disease
Control and Prevention:
http://www.cdc.gov/nccdphp/dnpa/hemochromatosis/index.htm
[Free access to the Internet is available at your local public library.]
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For helpful forms, charts, worksheets, and handouts visit
www.irondisorders.org
Click on Iron Tools
Consider our books:
Guide to Hemochromatosis
The Hemochromatosis Cookbook
Guide to Anemia
Available through major
bookstores or online
www.irondisorders.org
Click on Books

