Ireatment-Free Remission:
I'he Patient’s Perspective
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CML Patient Environment

« 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

= Success factors are confusing and different
among trials

. Companies are pushing second-generation TKIs
as better option for future TFR — not really
proven in real life yet



CML Patient Environment

m Canadian and UK studies showed that a large
percentage of CML patients do not want to stop
treatment even If eligible

= When | consulted world CML experts | received
contradicting advice, from “You must be crazy
to consider stopping” to “You are a perfect
candidate to stop — go for it”

m Bottom line: TFR not well understood, much
confusion as well as hope, excitement
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ITER Patient Survey: April 2015

Facebook group for TFR patients — 175 members
Primary support resource for these patients
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Consideration and decision

TFR is not and should not be the main goal of CML
Treatment. Good response and QOL are and should be

the main targets. Patients who don’t reach very deep
MR should not feel they have failed.

Lack of reliable information on TFR and conflicting
standards are a big challenge.

Many experts still recommend TFR only in a clinical
trial- but trials are not available.

Lack of standardize and reliable monitoring.

Psychological concerns- Canadian and UK study- 40 %
of eligible patients do not want to stop.

And still- for many patients TFR is a great hope and
closest possible step to CURE.



ourvey: Key Reasons Seeking TFR

(4% — Relief from side effects

(4% — Concern about long-term effects

13% — Costs of treatment
“Had no quality of life due to severe side effects.”
“Taken off for side effects, chose not to return.”

“Stopped 2 months before telling doc. Great
difficulty getting consultants to believe how very
bad things were. It's my body and mind, | have the
final say.”



Stopping - Probation Phase

first 6-9 months is the biggest.

hdrawal Symptoms— a challenge for about
% of patients on TFR.

he emotional concern from molecular
reoccurrence.



Physical Impact of TFR

Mixed responses — positive and negative

Cessation side effects worse than being on
drug

Joint pain/cardiac issues worsened, required
additional medical support

Side effects and fatigue lessened with time
No side effects. Feel really good

Turned down trial offer — patients report bone
pain lasting weeks to years, need to manage
with another drug, this is not “treatment free”



1out treatment. Each PCR time was
0ly stressful.



TFR failure Phase

The emotional effect can be very difficult.

Response loss:” If | lose remission, | may not
be able to regain response at same level as
before TFR “.

“The news that I'd lost MMR was utterly
devastating. | think | was more upset about it
than | was when | was diagnosed simply
because | understood this time what treatment
would entail”

Would a 2 ed TFR be possible in the future?
When?



Long Term TFR

long term strict monitoring-
nitoring iIssues

en at EuroSki.

ertain future: Not clear what’s next. Can
last forever?

rmation about PCR fluctuations to ease
lonal concerns.
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ML Advocates Global TFR
survey

izing our questionnaire of a TFR
all 4 stages of TFR

e aim to collect patients responses in regards
asons: why and why not?

cieved risks

hdrawal Symptoms and side effects.

e: when and & how long

onse level after stopping.

Restart- At what point

Monitoring challenges

Psychological aspects of
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Final Thoughts

Patients have the most to gain — and lose — from new
treatments and stopping treatment.

- [here Is a need of evaluating not only clinical
response, but also the impact on our quality of life

-[here Is a need to develop a patients friendly TFR
glossary- no terms like Failure or relapse, rather
molecular reoccurrence .

-Doctors should share up to date knowledge on TFR
with their patients, so that decisions can be shared
decisions where patients voices and concerns are also
listened and heard
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