AMYLOIDOSIS
ABOUT AMYLOIDOSIS
Amyloidosis refers to a group of rare diseases that are characterized
by a buildup of abnormal protein, which accumulates in tissues and
organs and interferes with healthy function.1,2
Over 30 different types of human amyloid have been identified, and the resulting form
of amyloidosis can be hereditary or acquired.2,3 Some types affect multiple organs
(systemic), while others affect only one part of the body (localized).2 The most
common type of systemic amyloidosis is called light chain (AL) amyloidosis.4

LIGHT CHAIN (AL) AMYLOIDOSIS
In AL amyloidosis, plasma cells in the bone marrow produce abnormal light
chains that form amyloid deposits, which build up in vital organs and
eventually cause organ deterioration.4,5 AL amyloidosis can affect different
organs in different people, but the most frequently affected organs are the
heart, kidneys, liver, spleen, GI tract and nervous system.2 Diagnosis is often
delayed since it is a rare condition, and symptoms may be non-specific,
resulting in misdiagnosis.6 AL amyloidosis is serious and can be lifethreatening.1 An estimated 4,500 new patients are diagnosed with AL
amyloidosis each year in the United States.7

RISK FACTORS
Anyone can develop AL amyloidosis, but there are several
factors that may increase the risk including:

63

Being male—approximately 55% of people living
with AL amyloidosis are male3

Amyloid
Precursor Protein*

Individuals with monoclonal gammopathy of
undetermined significance (MGUS), a condition
where low levels of plasma cells produce the light
chain that may form amyloid, are nine times more
likely to develop AL amyloidosis3

RECOGNIZING THE SIGNS &
SYMPTOMS OF AL AMYLOIDOSIS
AL amyloidosis is not easily recognizable as the
symptoms often mimic other conditions, making it
difficult to diagnose.6

Having multiple myeloma—people with
multiple myeloma may develop AL amyloidosis8

SIGNS AND SYMPTOMS OF
AL AMYLOIDOSIS MAY INCLUDE:2,4

Shortness of breath

Age—the median age at diagnosis is 63 years old3

Swelling of the lower extremities

DIAGNOSING AL AMYLOIDOSIS
IS CHALLENGING
Early diagnosis means that more people living with the
condition can be treated at an earlier stage.9

Unexplained severe
fatigue or weakness

Skin changes, such as bruising
around the eyes

Weight loss

Swelling of the salivary glands

Nail changes

Almost ONE-THIRD OF PEOPLE living
with AL amyloidosis will visit

Hair loss

Numbness, burning, tingling
or pain in your hands or feet

Diarrhea, possibly with
blood, or constipation

Enlarged tongue

Irregular heartbeat

FIVE OR MORE
PHYSICIANS

before being diagnosed and
ALMOST 72% ARE DIAGNOSED
MORE THAN A YEAR AFTER INITIAL
SYMPTOMS occur.5,9,10
Early and accurate diagnosis is
CRITICAL FOR PREVENTING ORGAN
DETERIORATION

TREATING AL AMYLOIDOSIS
While AL amyloidosis can be managed, there is currently
no cure.4 There are no medicines currently approved
specifically for AL amyloidosis, and treatment options
depend on the clinical state of the patient.3

Common tests used to diagnosis AL amyloidosis may include:3,6
• Congo red staining
• Bone marrow aspirate
of the fat pad/bone
(sample of liquid
marrow aspirate or tissue
bone marrow)
• Amyloid typing
• Bone marrow biopsy
• Blood and urine tests
(sample of bone
• Echocardiogram (an ultra
marrow tissue)
sound of the heart)
• Organ Biopsies

AL amyloidosis is often treated with chemotherapy
regimens.4 The goal of treatment is decreasing these
abnormal plasma cells, slowing production of abnormal
light chains, and preventing further organ damage.3

THE OUTLOOK FOR PEOPLE LIVING WITH AL AMYLOIDOSIS
Over the last decade, the prognosis for patients with AL amyloidosis has improved.3 The average survival is now about five years but is
dependent on the extent of organ damage, specifically to the heart.3 Early and accurate diagnosis critical for patients to benefit from
treatments.4 AL amyloidosis remains incurable and there is still a significant unmet need for treatment options approved for patients
with this devastating disease.11

REFERENCES
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.

Stat Pearls. Amyloidosis. Accessed August 20, 2020 https://www.ncbi.nlm.nih.gov/books/NBK470285/.
Mayo Clinic. Amyloidosis overview: symptoms and causes. Accessed August 20, 2020. https://www.mayoclinic.org/diseases-conditions/amyloidosis/symptoms-causes/syc-20353178.
Merlini G, Dispenzieri A, Sanchorawala V, et al. Systematic immunglobulin light chain amyloidosis. Nature Review Disease Primers. 2018;4(1):38.
National Organization for Rare Disorders. Amyloidosis. Accessed August 20, 2020. https://rarediseases.org/rare-diseases/amyloidosis/.
Lousada I, Comenzo RL, Landau H, et al. Light chain amyloidosis: patient experience survey from the Amyloidosis Research Consortium. Advances in Therapy. 2015;32(10):920-928.
Mayo Clinic. Amyloidosis diagnosis and treatment. Accessed August 20, 2020. https://www.mayoclinic.org/diseases-conditions/amyloidosis/diagnosis-treatment/drc-20353183.
Quock TP, Yan T, Chang E, et al. Epidemiology of AL amyloidosis: a real-world study using US claims data. Blood Advances. 2018;2(10):1046‐1053.
Bahlis NJ, Lazarus HM. Multiple myeloma-associated AL amyloidosis. Bone Marrow Transplantation. 2006;38;7-15.
Amyloidosis Support. Amyloidosis awareness. Accessed August, 20, 2020. https://www.amyloidosissupport.org/AmyloidAware_Booklet.pdf.
McCausland KL, et al. Light Chain (AL) Amyloidosis: The Journey to Diagnosis. Patient. 2018;11:207–216.
Kumar SK, Gertz MA, Lacy MQ, et al. Recent improvements in survival in primary systemic amyloidosis and the importance of an early mortality risk score. Mayo Clin Proc. 2011;86(1):12‐18.

*Image credit: iStock.com/selvanegra

© Janssen Biotech, Inc. 2020

cp-173133v1

