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A PATIENT GUIDE

Chronic Myeloid Leukemia

A Quick Guide for Newly
Diagnosed Patients

Being diagnosed with chronic myeloid The guidance below is based on the 2025
leukemia (CML) can feel overwhelming. European LeukemiaNet recommendations
This guide explains the key points about forthe management of chronic myeloid

leukemia. You can find a more detailed

your diagnosis, tests, treatment, and what _
summary of these recommendations

X .
to expect at www.cmladvocates.net/new-eln-

recommendations-2025.


https://www.cmladvocates.net/new-eln-recommendations-2025/
https://www.cmladvocates.net/new-eln-recommendations-2025/
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0. About CML

Chronic myeloid leukemia (CML) is a rare cancer of the blood and bone marrow. It can affect
anybody, anywhere, and at almost any age, including younger adults and rarely children. So,
while CML usually occurs in older people, being diagnosed at an age under 50 is not uncommon.
The disease is not inherited from your parents and it is not passed down to your children.

CML starts in the bone marrow when blood cells are formed that are not normal. It is caused by a
change in genes. A new gene is created called BCR::ABL1 which leads to uncontrolled growth of
abnormal blood cells which then begin to replace normal cells.

coob NEws  There are drugs which are able to control CML. Because of these
treatments, most people with CML have a normal life expectancy.

.- How CMLis diagnhosed

Doctors carry out several tests to diagnose CML, typically on blood and bone marrow
samples. Your samples are checked for the number and types of normal and abnormal blood
cells. The proportion of abnormal cells which contain BCR::ABL1 shows the status of your
disease. Other laboratory tests are also used to confirm CML.

The PCR test is especially important. It measures the amount of BCR::ABL1 in the blood.
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oz Phases of CML

CML develops in stages, also called phases. Typically, three phases are described:

I I
Chronic phase Accelerated phase Blast phase
This is the earliest and most In this phase, CML cells have The number of immature cells
common stage. Symptoms undergone more genetic (blast cells) in the blood
are usually mild or even changes and symptoms and/or bone marrow is higher
absent, and treatment is might be more severe. and the disease is more
very effective. aggressive. Patients usually

feel unwell.

More recently, the World Health Organization (WHO) have grouped CML into just two phases:
chronic phase and blast phase.

KEY Most patients are diagnosed in chronic phase CML.
MESSAGE

o« Prognosis (what to expect)

Doctors look at several factors at diagnosis including age, blood counts, spleen size, and
proportion of blast cells. These factors are used to calculate a risk score called ELTS. This risk
score helps your doctor understand how your disease may respond to treatment and supports
choosing the most appropriate therapy.

KEY Arisk score helps guide treatment decisions and predict how well treatment
MESSAGE may work.
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os Treatment goals and monitoring

Treatment aims to normalize blood cell counts, reduce the amount of BCR::ABL1 in the blood,
and lower the risk of progression.

To describe how well treatment is working, doctors use different levels of response, like:

Complete hematologic Blood counts have returned to normal

response (CHR)

Complete cytogenetic Level of abnormal cells (BCR::ABL1) <1%

response (CCyR)

Major molecular response Very low level of abnormal cells (BCR::ABL1<0.1%)
(MMR)

Deep molecular response Extremely low or even undetectable level of abnormal cells
(DMR) (BCR::ABL1<0.01%)

Reaching major molecular response within about 12 months is considered an excellent response.

The most important test to monitor your disease is the PCR test. This test measures how much
BCR::ABL1 remains in the blood and is usually done every 3 months. Monitoring throughout
treatment helps ensure that your treatment is working.

KEY Regular PCR tests are essential to monitor the disease, even if you
MESSAGE feel well.
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os Treatment options

The main treatment for CML is a class of drugs called tyrosine kinase inhibitors (TKIs). TKls
stop abnormal cells from growing.

In chronic phase CML, first treatments include imatinib, dasatinib, nilotinib, bosutinib, and
asciminib (in some countries).

Most patients respond well to treatment which usually involves taking tablets daily for many
years. For patients who do not respond or are unable to tolerate their first treatment, another TKI
may be prescribed.

Treatment should be tailored to each individual patient based on their goals, risk score including
age, and other ilinesses.

In advanced phase CML (meaning accelerated phase and blast phase), patients are treated
differently to those in chronic phase. Disease progression from the chronic phase to advanced
phases israre.

For patients whose CML cannot be treated effectively, stem cell transplantation may be
considered. Developments in medicine have made stem cell transplants safer and possible for
more patients.

KEY TKils are highly effective and most patients respond well to them.
MESSAGE

oz When treatment needs to be adjusted

Not all patients respond in the same way. Some patients may need changes in treatment because
they are unable to tolerate their TKI or take too long to respond. Some may also have become
resistant, meaning that they no longer respond to their treatment. In these cases, doctors may
recommend adjusting the dose or switching to another TKI. In some cases, the leukemia cells
may develop changes (mutations) that make a treatment less effective. If needed, your doctor
may test for these changes and adjust treatment.

Sometimes patients do not respond well because they do not take their TKI as prescribed. This is
why it is very important that you take your medication regularly and at the same time every day.
This is called adherence.

KEY Lowering the dose or switching to another TKI may sometimes be
MESSAGE necessary. Adherence to the recommended treatment is very important.
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s  Stopping treatment

Some patients who have achieved and maintained a deep response may attempt to stop
treatment. This is called treatment-free remission (TFR). Attempting TFR is usually safe if
patients meet certain criteria and have access to high-quality PCR testing. However, not all
patients are eligible, and about half of the patients who stop need to restart treatment.

KEY Some patients may be able to eventually stop treatment safely under close
MESSAGE medical supervision.
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09 LiVIﬂg with CML

Like all drugs, TKIs may cause side effects. In many cases, side effects can be managed by
lowering the dose rather than changing treatment.

It is important that you attend regular checkups and tell your doctor about any new symptoms or
any changes in your health or medication. Your doctor will discuss with you which TKI is most
likely to work best for you, is safest for you, and provides you with the best quality of life. Many
people with CML continue to work, travel, and live normal daily lives.

KEY The decision for your best treatment should be made jointly by you and
MESSAGE your doctor.

10 Pregnancy and family planning

Guidance is available for people with CML wishing to have children.

Men Women
Men planning to father a child should continue TKls may harm an unborn baby and are usually
taking their TKI. stopped before or as early as possible in

pregnancy. A drug called interferon may
sometimes be used instead. Women should
discuss pregnancy plans with their doctor
before trying to conceive.

KEY Having children is possible for many people with CML, but planning is
MESSAGE important as treatment may need adjustment.
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You may wish to askyour
doctor some questions:

01 What do the results of my diagnostic tests show?

02 What is my risk score and what does that mean for my prognosis?

03 What are my treatment options and which treatment would you recommend
and why?

04 Which side effects might occur?

05 What happens if | miss a dose?

06 What tests will | need and how often will | need these tests?

07 Are there patient support groups you can recommend?

REMEMBER  Your healthcare team is there to guide and support you.

The information above is provided to you by the CML Advocates Network which is present in about 100
countries worldwide (www.cmladvocates.net). Best practices for the management of CML are regularly
updated by the European LeukemiaNet. Current guidance published in 2025 is available at
www.nature.com/articles/s41375-025-02664-w.

We would like to thank Marion Alzer for drafting and editing this guide, Prof. Jane F. Apperley, Imperial College,
London, and Giora Sharf, organization Flute of Light, for reviewing the guide.

Chronic Myeloid Leukemia - A Quick Guide for
Newly Diagnosed Patients is also available online at
www.cmladvocates.net/new-eln-recommendations-2025/

Date of preparation: 08.2026 - Copyright© 2026, by CML Advocates ) C M AI\IIDI\E/TOV(;:/%)TIEIE

Network. All rights reserved




