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TFR PHASES



▪ Lack of “patient-friendly” TFR information- you 

cant decide stopping if you do not have the data

▪ Different standards at different TFR trials 

▪ TFR done in and out of clinical trials

▪ Companies are pushing second-generation TKIs 

as better option for future TFR – not really 

proven in real life yet

▪ Bottom line: TFR not well understood, much 

confusion as well as hope, excitement



WHAT HAS CHANGED IN THE LAST YEAR

• Lack of “patient-friendly” TFR information- you cant 

decide stopping if you do not have the data

Changes:

• TFR leaflet by the “What If What Now” Team

• TFR Video Interview of Prof Saglio by Giora

• TFR Position Paper to be published soon in the journal 

Clinical Lymphoma, Myeloma and Leukemia



WHAT IS “WHAT IF WHAT NOW”?

• Working group consisting from 7 CML Advocates: 

Mina Daban, Jan De Jong, Nigel Deekes, Felice 

Bombaci, Jelena Cugurovic, Sarunas Narbutas and 

Giora Sharf

• 5 CML experts- Prof Saglio, Dr Andrija Bogdanovic, 

Dr Antonio Medina Almeida, Dr Valentine Garcia 

Gutierrez and Dr Daniela Zackova.

• Organized and sponsored by Novartis region Europe



WHAT IS “WHAT IF WHAT NOW”?

Team Work parallely on 6 CML educational topics :

• Treatment-free remission

• Generic tyrosine kinase inhibitors

• CML: understanding your diagnosis

• TKIs: managing side effects

• CML, fertility and the young adult

• Information for caregivers

There is a video on each of these topics done by one of the 

advocates and one of the experts.



WHAT IS “WHAT IF WHAT NOW”?

• All Materials are now available without any branding

• It will be soon available in 7 languages and we can 

add more if needed

• We are now exploring taking over the responsibility 

to continue to develop educational material for CML 

patients that all our members will be able to use freely.



WHAT IS “WHAT IF WHAT NOW”?

Treatment Free Remission:

• Video Interview of Prof Saglio by Giora

• Available on CML Advocates Website



WHAT IS “WHAT IF WHAT NOW”?

TFR Leaflet



WHAT HAS CHANGED IN THE LAST YEAR

TFR done in and out of clinical trials

Change-

• Very few open trials for stopping. Only 2 trials are 

currently recruiting: One in Malaysia and one in 

Germany for a 2 ed stop.

• Most stopping occur in clinical practice.



WHAT HAS CHANGED IN THE LAST 
YEAR

Companies are pushing second-generation TKIs as better option 

for future TFR – not really proven in real life yet

Change

• Nilotinib received an EHA and FDA label for TFR drug.

• Similar label is being requested for Dasatinib (Probabely)

Has this changed the perspective of Drs and patients in regards 

to using 2 ed generation out-front for possible future TFR???   



What Has changed in the last year

TFR not well understood, much confusion as well as hope, 

excitement

Change-

No Change Yet. Hopefully the data from our global TFR 

study will give some answers to clarify the topic, in addition 

to the planned HCP and Patients educational TFR material



GLOBAL TFR SURVEY

Organized by CML Advocates network

• TFR Workgroup of 10 CML patients on TFR 

• Team work Led by Giora and Celia
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TREATMENT-FREE 
REMISSION FOR 
CML PATIENTS

-Interim results from the global online 

survey of TFR patients -

#TFR4CML





#TFR4CML

Introduction

•The “TFR 4 CML PATIENTS” project consists of a global online
survey of TFR patients to collect the viewpoints, needs and
experiences of CML patients that are considering or have
already started Treatment Free Remission (TFR)

•The aim is to provide CML patients and healthcare providers
with more evidence when considering or managing TFR

• Fieldwork is underway at: www.cmladvocates.net/tfr-cml-
patients



#TFR4CML

Questionnaire Design

•The questionnaire was developed and designed over a
number of months in 2017/18, following detailed discussion
between CML Advocates and the survey provider, Quality
Health

•The questionnaire has been tested by patient volunteers and
reviewed by a number of stakeholders. This exercise
contributed towards refining the questionnaire into a
finished version

•The survey was originally available in seven languages:
English, Spanish, German, Italian, French, Finnish and
Hebrew. Additional languages, including Danish and Arabic
are currently available online.



#TFR4CML

Response Rates

•The number of respondents at the time the interim results 
were analysed was 546

Country
No. of

respondents Country
No. of

respondents Country
No. of

respondents

Afghanistan 1 Greece 2 New Zealand 1

Algeria 2 Guatemala 14 Pakistan 1

Argentina 2 India 15 Philippines 7

Australia 28 Indonesia 10 Russia 5

Austria 3 Israel 50 Slovenia 1

Bangladesh 1 Italy 32 South Africa 2

Belgium 1 Japan 1 South Korea 3

Bolivia 1 Kenya 1 Spain 14

Cabo Verde 1 Kosovo 1 Switzerland 3

Canada 6 Lebanon 2 Taiwan 17

Chile 2 Libya 1 Thailand 1

China 1 Lithuania 1 Tunisia 1

Costa Rica 7 Luxembourg 1 Turkey 1

Croatia 12 Macedonia 1 United Arab Emirates 1

Denmark 13 Malaysia 7 United Kingdom 37

Egypt 1 Mexico 4 United States of America 68

Finland 10 Morocco 2 Venezuela 2

France 39 Nepal 3 Zimbabwe 1

Germany 88 Netherlands 3 Blank 10



#TFR4CML

Response Rates



#TFR4CML

TFR for CML Patients Survey Impact
14th March- 30 April 2018

+12.200 on TFR website: 
http://www.cmladvocates.net/tfr-cml-patients
+35.000 impressions in Twitter with #TFR4CML 
and @cmlnet
+1100 views TFR video Youtube
+20.000 organic reach of #TFR4CML publications 
in Facebook
Instagram, Google+, LinkedIn,other channels

http://www.cmladvocates.net/tfr-cml-patients


#TFR4CML

Topic One: 
Reasons to consider TFR (Phase I)
• Respondents could tick all the reasons that made them consider 

stopping treatment:



#TFR4CML

Topic Two: 
Time living with CML (Phase II)

Q25. How many years were you on medication for CML before stopping?



#TFR4CML

Topic Two: 
Time living with CML (Phase II)

Q26. How long were you in deep molecular response (at least MR4, or 
BCR-ABL below 0.01%) before you stopped CML treatment? 



#TFR4CML

Topic Three: 
Which medication were you on before stopping 
treatment (Phase I)

Q10. What CML medication were you taking just before you 
stopped?



#TFR4CML

Topic Four: 
Reasons to worry about stopping (Phase I)
• Respondents could tick all the reasons that made them worry 

about stopping treatment



#TFR4CML

Topic Five: 
Withdrawal symptoms (Phase II)
• Respondents could tick all the withdrawal effects they experienced 

when treatment stopped *



#TFR4CML

Topic Six: 
Psychological support (Phase II)

Q35. Did you receive psychological and/or emotional support 
during the stopping of treatment?



#TFR4CML

Topic Seven: 
Monitoring(Phase II)
• The chart below compares the frequency of monitoring of 

respondents in the 6 month probationary period (Q38) to those in 
long term remission (Q60) 



#TFR4CML

Conclusions

• Looking at the participating countries it is clear that 
TFR is currently implemented mainly in developed 
western countries.
• We need better monitoring in other countries to let 
patients stop safely.
• We need clear and agreed guideline for stopping 
treatment, so patients can do it safely.
• More information is needed for both patients and 
Healthcare providers. 
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