
Knowing Your MDS Risk Level

MDS Toolkit

Doctors use all your blood and bone marrow test results to classify and score your MDS and score your MDS at the time of 
diagnosis. This helps decide what kinds of treatment you may need.  

Classifying your MDS means figuring out what kind — or subtype — of MDS you have. This helps your doctor decide on the best 
treatment options. It also shows how your MDS might progress over time and if it’s likely to become acute myeloid leukemia (AML). 
Your doctor will use the WHO (World Health Organization) Classification System for MDS.

WHO (World Health Organization) Classification System for MDS
 Cytopenias 

(Number of blood 
cell lines involved )

Dysplastic Lineages 
(Number of abnormal  
appearing cell lines)

Type

Myelodysplastic syndrome 
with single lineage dysplasia 
(MDS- SLD)

1 or 2 1 
Anemia, neutropenia, and/ or 
thrombocytopenia and appear 
abnormal in the bone marrow.

Myelodysplastic syndrome 
with  multilineage dysplasia 
(MDS- MLD) 

1-3 2 or 3

At least one or more low blood cell count 
and more than two blood cell lines with 
dysplasia.
MDS-RS-SLD presents with anemia, >15% 
RS, and abnormal red blood cells in the 
bone marrow.

Myelodysplastic syndrome with 
ring sideroblasts (MDS-RS)

•  MDS-RS-SLD 
•  MDS-RS-MLD 

1 or 2 
1-3

1 
2 or 3

MDS-RS-MLD presents  any number of 
cytopenias, >15% RS, and dysplasia in 
two or more blood cell lines with  
dysplasia.

Myelodysplastic syndrome 
excess blasts (MDS-EB)

•  MDS-EB-1 
•  MDS-EB-2

1-3 
1-3

1-3 
1-3

MDS-EB-1 presents with any number 
of cytopenias and abnormal cells in 
the bone marrow. Defined 2-4% blasts 
in the bone marrow. Blasts are very 
immature blood cells.
MDS-EB-2 presents with any number of 
cytopenias and abnormal cells in the 
bone  marrow. Defined by 5-19%  blasts 
in the blood or 10-19% blasts in the 
bone marrow.

Myelodysplastic syndrome with 
isolated del(5q) 

1-2 1-3

Anemia (with or without other 
cytopenias and/or elevated platelets) and 
in which the cytogenetic abnormality 
of del(5q) in isolation or with other 
cytogenetic abnormalities. 

Myelodysplastic syndrome, 
unclassifiable (MDS-U) 

•  with 1% blasts 
•  with SLD and pancytopenia  
•  based on MDS defining  
      cytogenetic abnormality

1-3 
3 

1-3

1-3  
1 
0

MDS that does not fit other categories. 

Refractory cytopenia of 
childhood (RCC) 1-3 1-3

Often hypocellular bone marrow-with 
very few cells, cytopenias and dysplasia. 

Childhood myelodysplastic 
syndrome 1-3 1-3 Very rare 

Key Blood and Bone Marrow 
Features
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Who develops MDS?  
Some people are more likely to develop MDS than others. 

• Men — MDS is a little more common in men than women
• Age 60 or older — MDS is not common in people under age 60.
• Caucasians — MDS is a little less common among African-Americans, Native Americans, 

Asians, Inuits and Pacific Islanders.
• In the United States, every year, more than 20,000 people are diagnosed with MDS

What causes MDS? 
Most of the time, we don’t know the exact causes of MDS. These cases are called de novo MDS, meaning there is no 
explanation for why it developed.  

There are a few factors that can increase the risk of getting MDS: 
• Having had regular contact with benzene or other harmful chemicals (organic solvents)
• Smoking, or having been a smoker
• Having received chemotherapy and/or radiation for other diseases, can increase the risk of treatment related

MDS, also known as secondary MDS
• Having another bone marrow failure disorder, such as aplastic anemia
• MDS very rarely can be passed down through the genes from parent to child.

Key facts 
• MDS is the name for a group of different conditions that affects blood cells and bone marrow
• In most cases the cause of MDS is not known
• MDS stops your body from making healthy red blood cells, white blood cells, and/or platelets.

Instead, your body makes blood cells that aren’t normal in appearance and can be immature
(not fully-grown)

www.aamds.org help@aamds.org (800)-747-2820

Who develops MDS?  
Some people are more likely to develop MDS than others. 

• Men — MDS is a little more common in men than women
• Age 60 or older — MDS is not common in people under age 60.
• Caucasians — MDS is a little less common among African-Americans, Native Americans, 

Asians, Inuits and Pacific Islanders.
• In the United States, every year, more than 20,000 people are diagnosed with MDS

What causes MDS? 
Most of the time, we don’t know the exact causes of MDS. These cases are called de novo MDS, meaning there is no 
explanation for why it developed.  

There are a few factors that can increase the risk of getting MDS: 
• Having had regular contact with benzene or other harmful chemicals (organic solvents)
• Smoking, or having been a smoker
• Having received chemotherapy and/or radiation for other diseases, can increase the risk of treatment related

MDS, also known as secondary MDS
• Having another bone marrow failure disorder, such as aplastic anemia
• MDS very rarely can be passed down through the genes from parent to child.

Key facts 
• MDS is the name for a group of different conditions that affects blood cells and bone marrow
• In most cases the cause of MDS is not known
• MDS stops your body from making healthy red blood cells, white blood cells, and/or platelets.

Instead, your body makes blood cells that aren’t normal in appearance and can be immature
(not fully-grown)

www.aamds.org help@aamds.org (800)-747-2820

Who develops MDS?  
Some people are more likely to develop MDS than others. 

• Men — MDS is a little more common in men than women
• Age 60 or older — MDS is not common in people under age 60.
• Caucasians — MDS is a little less common among African-Americans, Native Americans, 

Asians, Inuits and Pacific Islanders.
• In the United States, every year, more than 20,000 people are diagnosed with MDS

What causes MDS? 
Most of the time, we don’t know the exact causes of MDS. These cases are called de novo MDS, meaning there is no 
explanation for why it developed.  

There are a few factors that can increase the risk of getting MDS: 
• Having had regular contact with benzene or other harmful chemicals (organic solvents)
• Smoking, or having been a smoker
• Having received chemotherapy and/or radiation for other diseases, can increase the risk of treatment related

MDS, also known as secondary MDS
• Having another bone marrow failure disorder, such as aplastic anemia
• MDS very rarely can be passed down through the genes from parent to child.

Key facts 
• MDS is the name for a group of different conditions that affects blood cells and bone marrow
• In most cases the cause of MDS is not known
• MDS stops your body from making healthy red blood cells, white blood cells, and/or platelets.

Instead, your body makes blood cells that aren’t normal in appearance and can be immature
(not fully-grown)

www.aamds.org help@aamds.org (800)-747-2820

Scoring your MDS helps show how severe your MDS is, how likely it is to progress to acute myeloid leukemia (AML) and 
how long you are likely to live. Your doctor will use the International Prognostic Scoring System (IPSS) or the Revised IPSS 
(IPSS-R). The IPSS and IPSS-R are based on 3 things: 

• Changes in your chromosomes (cytogenetics)

• Percentage of blasts in your bone marrow (a normal level is 2 to 3 percent)

• How many blood cell levels are low and how bad (severe) they are

Each of these receives a score and combined, the scores indicate your risk level 

IPSS score of 0 to 0.5 = low risk category
IPSS score of 0.5 to 1 = intermediate-1 risk category
IPSS score of 1.5 to 2= intermediate-2 risk category
IPSS score of 2.5= high-risk category. 

International Prognostic Scoring System (IPSS)
Factor    Value   IPSS Score
Percentage of blasts in bone marrow less than 5% 0
 5% to 10% 0.5  
 11% to 20% 1.5
 21% to 30%* 2.0

Cell DNA changes (cytogenetics)** Good 0
 Intermediate  0.5
 Poor 1.0

Low blood counts (cytopenias)*** 0 or 1 cytopenias 0
 2 or 3 cytopenias 0.5

* Patients whose marrow is 20% blasts or more have  acute myeloid leukemia

** Good = Normal set of 23 chromosomes; partial loss of chromosome 5 or 20 only; loss of the Y chromosome
      Intermediate = Anything other than “good” or “poor”
      Poor = Loss of one of the two 7 chromosomes (monosomy 7); three or more total abnormalities

*** Cytopenias = Red blood cells less than 36% of total body volume of whole blood; white blood cells less than
                                    1,800 per microliter; platelets less than 100,000 per microliter



Learn more about living with MDS.
The Aplastic Anemia and MDS International Foundation can help. Contact us to:

• Get support from our Information Specialists

• Connect to other MDS patients through the Peer Support Network

• Find out more about our patient and family conferences at www.aamds.org/conferences 

• Call us at (800) 747-2820 or visit www.aamds.org 

Each of these receives a score and combined, the scores indicate your risk level 

IPSS-R score ≤ 1.5 =very low
IPSS-R score >1.5-3 =low
IPSS-R score >3-4.5= intermediate 
IPSS-R score >4.5-6=high 
IPSS-R score>6 =very high

IPSS-R Cytogenetic Score
Prognostic subgroups Cytogenetic Abnormalities
Very Good -Y, del(11q)

Good Normal, del(5q), del(12p), del(20q), double incl. del(5q)

Intermediate del(7q), +8, +19, i(17q), any other single or double independent clones

Poor -7, inv(3)/t(3q), del3q, double including -7/del(7q), Complex: 3 abnormalities

Very Poor Complex: > 3 abnormalities

IPSS-R Prognostic Score Values
Prognostic Variable 0 0.5 1 1.5 2 3 4
Cytogenetics Very Good  Good  Intermediate Poor Very Poor

Bone Marrow Blasts (%) ≤ 2 ----- >2 --<5 ----- 5-10 > 10 -----

Hemoglobin ≥ 10 ----- 8--<10 < 8 ----- ----- -----

Platelets ≥ 100 50-<100 <50 ----- ----- ----- -----

ANC ≥ 0.8 ≥ 0.8 ----- ----- ----- ----- -----
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Revised International Prognostic Scoring System (IPSS-R)


