
The real-world experience of CML patient 
treatments and daily life

Survey method: Mailing and online Survey period: April

INTRODUCTION & AIMS

Currently, five tyrosine kinase inhibitors (TKIs) are 
covered by insurance for use, and prognosis for 
patients with chronic CML has dramatically improved. 
However, patients must take the medication for a long 
period of time. They also face more challenges such as 
adverse events due to off-target side effects, identifying 
a TKI that works best for each individual, a fertility 
issue in younger patients, and the high cost of 
treatment.

Additionally, doctors and patients have a different 
perception of adverse events, and there are different 
attitudes about whether the focus of treatment should 
be on cure or care. To achieve synergy between 
doctors and patients with a shared goal, it is necessary 
to understand the patients’ real-world experiences. The 
following survey was compiled to communicate 
patients' voices sharing their experiences.

METHODOLOGY
Survey method: Mailing and online
Survey period: April to May 2021
Regions and targets: Japan, Izumi no kai members and 
collaborators
Number of valid, 45 online survey); total number of 
mailings: 832
The data was compiled mainly from the mail survey data. In 
order to ensure objectivity, we commissioned a third-party 
research company to compile the survey data.

Current status on medications (TKIs: Tyrosine kinase 
inhibitors)
 The emergence of multiple therapeutic TKIs means more options 

for patients, which is a welcome development. However, each 
medication has a variety of different side effects.

 Doctors and patients have a different perception on the impact of 
side effects and which ones pose a problem and heavy burden.

 Half of the patients continue to take the same medication from the 
beginning. While each patient needs to quickly identify the most 
suitable medication among available TKIs, there is no shortcut to 
doing so. → Hope for a new method of drug efficacy assessment 
using fluorescence bioimaging technology.

 High expectation and desire to participate in the Stopping TKI 
treatment clinical trials. However, since those trials are conducted 
separately, it is difficult to see the whole picture.
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CONCLUSIONS
Thanks to TKIs, CML treatment has dramatically improved. 

However, patient quality of life (QOL), side effects from 
medications, and economic hardship caused by a long-term 
treatment tend to be overlooked.

Patients tend to hesitate to ask doctors about coping strategies 
for side effects. More accumulation of know-how on medication 
dosage modification and side effect management are needed.

Although some clinical trials have been suspended, patients 
are hoping that research will determine the conditions to 
maintain long-term TFR (treatment free remission) .

Use of a long-term prescription is one way to ease patients’ 
financial burden, but the availability of such prescription 
depends on each medical facility. Patients would like to seek a 
medical provider’s understanding in offering a long-term 
prescription.

While patients face a variety of challenges, patients need to 
empower and advocate for themselves in seeking better 
treatment and a better life.

Although the situation around CML has improved, it is still a 
disease that should not be underestimated. I would like to 
conclude with what one doctor explained to me: "CML is not a 
cat but a tiger."
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Detailed Data

IZUMI Japan

Use rate of TKIs by type

Stopping TKIｓ

http://www.izumi-cml.jp/pdf/CMLHZ-IZUMI-Japan.pdf
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