
1. Find a doctor you trust 
You and your MDS doctor need to be a team. You’ll probably 
be working together for a long time.

If you haven’t already found a physician with experience 
treating MDS, you should do so as soon as possible. Two types 
of doctors specialize in treating MDS, and either one can be a 
good choice: 

• Hematologists, who focus on treating problems with  
      the blood and bone marrow 
• Oncologists, who focus on treating cancer

To find MDS specialists in your area, you can:

• Contact the Aplastic Anemia & MDS International  
      Foundation at (800)747-2820 or help@aamds.org. 
• Visit www.aamds.org/patients/find-a-specialist for a map  
      of specialists and their contact information. 
• Contact the nearest medical school with a teaching  
      hospital. 
• Ask your regular doctor or insurance company for the  
      names of MDS specialists in your area.

When you first meet a doctor, imagine that you’re interviewing 
them for a job. Make sure you’re a good match and that your 
doctor really listens to you and answers your questions. 

Find out the best way to communicate with your doctor’s 
office if you have questions or concerns.  It may be easiest 
to reach someone besides the doctor, such as a physician 
assistant, nurse navigator, or another member of your health 
care team.

2. Be prepared for doctor visits
It’s easy to forget important questions when you’re sitting in 
the doctor’s office. So before every check-up, make sure that 
you:

• Take a list of questions you wrote down earlier.  
• Take a notebook to write down what your doctor says,  
      or ask a family member to take notes for you. 
• If you don’t understand something, ask your doctor to  
      explain. Remember, the doctor is there to help you. 
• Ask to record your discussion with your health care  
      provider if a caregiver cannot accompany you for your  
      appointment.

Contact your health care team about side effects you may 
be experiencing between visits. Always consult your doctor 
before stopping or adjusting medication.

3. Keep track of your information
Keep all of your MDS information in one place — along with 
your lab results and medical records. You can store them all 
in a notebook, on your computer, or online using a phone or 
tablet app. 

4. Work together on a treatment plan
Your treatment plan is like a roadmap. It shows what 
treatments you need now and what you may need in the 
future. 

Your health care team will make changes to your treatment 
plan over time - it is important that any adjustments align 
with your personal treatment goals.  

The best treatment plan depends on a lot of different  
things like:

• Your symptoms 
• Your age 
• Your blood cell levels 
• Your overall health 
• Your MDS subtype and IPSS/IPSS-R score 
• Your goals for treatment

Think about getting a second opinion. Seeing a second 
expert can help you  understand all your choices and 
decide on a treatment plan. 
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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)
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Take a good look at the treatment plan your doctor suggests. 
Make sure you understand it and that it seems like the right 
approach. Having a good treatment plan will make you feel 
more in control and more positive about the future. 

  5. Get support
Living with MDS and going through treatment can be hard. 
Sometimes you may feel tired, sick, or worried. 

That’s why it’s so important to ask for help. See if family 
members or friends can take over some chores, like shopping 
or driving you to and from doctor’s appointments. You may be 
surprised by how many people really want to help out if you 
ask. 

Think about making an appointment with a counselor 
or therapist. Try to find someone with experience helping 
people dealing with health issues, like MDS. 

You can also ask your doctor about support groups for 
people with MDS. Joining a support group can be a great 
way to share experiences and get tips on managing life with 
MDS, which you can find by visiting the list of support groups 
at www.aamds.org or calling or e-mailing AAMDSIF. Meeting 
folks who truly understand what you’re going through can 
make a big difference.

6. Lower your stress levels 
It’s easy to get overwhelmed or feel down when living with a 
serious illness. You might stop doing things you used to love. 
You might isolate yourself from others. Medicines and other 
treatments can help your symptoms and blood cell levels. But 
they may not help how you feel emotionally. 

That’s why trying mind-body therapies — which focus on 
lowering stress and boosting your mood — is a great idea. 
These therapies can also help with pain and give you more 
energy. Look into treatments like: 

• Relaxation techniques, like meditation, deep breathing  
      exercises, and aromatherapy

• Gentle physical activity, like yoga, tai chi, and chi gong

• Massage therapy, acupuncture, reiki, or healing touch

Other simple things that can help are:

• Going on walks 
• Sitting outside and enjoying nature 
• Laughing more — by watching funny movies or  
      reading funny books  
• Writing in a journal — especially about what you  
      feel grateful for 
• Listening to music  
• Doing hobbies, like knitting, coloring, or gardening

Check with your doctor before trying a mind-body therapy — 
talk about which ones might be best for you. You can also find 
out if your hospital or medical center has integrative medicine 
specialists on staff. They’re experts in using mind-body 
therapies to help people feel better.

“If you have MDS, you can’t do it alone! It took me a 
while to realize I needed to ask for help. Once I had a team 
of family and friends together, I felt a lot better about 
getting through treatment.” 

—Ken

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 
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