
AHP refers to a family of rare genetic diseases, each being caused by a unique 
gene mutation, which inhibits production of a certain enzyme in the liver.1 
This results in the buildup of toxins called aminolevulinic acid (ALA) and 
porphobilinogen (PBG) in the liver, which are released throughout the body.2 
AHP attacks, chronic symptoms, and long-term complications occur when the 
nervous system reacts to the excess ALA and PBG.2 Symptoms vary widely, 
but abdominal pain, nausea and vomiting, constipation, and confusion are 
common, usually appearing in individuals between 14 and 45 years old.1, 3 
AHP affects both men and women, although women are four times more 
likely to experience symptoms.1

AHP is generally passed down in an autosomal dominant pattern, which 
means a person only needs to inherit one copy of the affected gene from 
one parent in order to develop the disease risk.1 When one parent carries 
an autosomal dominant mutation, any child will have a 50% chance of 
inheriting that mutation.1

A family member may inherit the altered gene that causes AHP without ever 
developing symptoms.1 Do you know anyone in your family, past or present, 
who has had symptoms  that could be related to AHP but never a confirmed 
diagnosis? Knowledge of the genetic risk of AHP may enable people to make 
informed decisions regarding lifestyle and medications with the intent to 
prevent attacks and complications of the disease.3

Family Health Tree
Acute Hepatic Porphyria (AHP) & Me
Map your family’s history of Acute Hepatic Porphyria, one branch at a time, to determine who may be at risk.

AHP is inherited/genetic.

Who is at risk? Are you at risk?
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AHP: Acute Hepatic Porphyria; ALA: Aminolevulinic Acid; PBG: Porphobilinogen

This Family Health Tree assumes you have AHP. 
Working with family members to complete this tree 
could help them better understand AHP, its symptoms, 
how it is passed from one generation to the next, and 
identify who would benefit from genetic testing.

Let’s grow your Tree. When you are ready, go to the 
Tree diagram on the next page.

Put yourself at the heart/center of your AHP Family Tree.

List your symptoms using the number key (bottom left).

At what age did your symptoms begin?

At what age were you diagnosed with AHP?

Next, add family members who are symptomatic or 
suspected carriers of AHP.

Need to expand your Tree?  Simply add sheets of paper 
and draw in more boxes.

Directions on Filling Out Your Family Health Tree

•

•

•

•

•

Completed your tree and wondering what to do next?
- if you feel ready, speak to your family
- if you need more support, speak to your healthcare

provider / genetic counselor

Alicia, AHP Patient and BPA Volunteer

Alnylam Pharmaceuticals is responsible for the funding and content of this piece. 

This document is intended for the general public in the International region with the purpose of health promotion, disease prevention, and providing advice to help understand the disease 
development and to help improve quality of life. Nothing in this piece constitutes individual medical advice. Individuals are advised to consult their physician or other appropriate healthcare 
professional (HCP) for a correct diagnosis and management of the disease. All illustrations are by Alnylam. No information on Alnylam’s medicinal products is included in this material. 
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For more resources, visit 
www.livingwithporphyria.eu 

Sponsored and funded by Alnylam

HARMACEUTICALSPORPHYRIA

https://www.livingwithporphyria.eu/


Map Your Family’s History of Acute Hepatic Porphyria 

Developed together with a steering committee consisting of European porphyria patient association leaders, acute hepatic porphyria (AHP) patients, 
caregivers, and health care professionals. Funded by Alnylam. No information on Alnylam’s medicinal products is included in this material.

AHP: Acute Hepatic Porphyria; ALA: Aminolevulinic Acid; PBG: Porphobilinogen
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Symptoms:
1. Persistent and/or recurrent acute

abdominal pain
2. Nausea and/or vomiting
3. Coloured/red urine
4. Constipation
5. Increased heart rate
6. Muscle weakness
7. Mood disorders/insomnia
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*Circle one and then draw a line to connect to relevant family members.
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