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Personalized Medicine and Health i health
The doctor is drowning -

infrastructure
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Personalized Medicine & Health = Data Driven Medicine & Health health

research

Rapid Learning Health Care

Clinical trials, comparative
effectiveness research, molecular

and biologi ] '
gic data Information-rich,

patient-focused

data
Evaluation of

outcomes

[..] the problem is not
really technical [...].
Rather, the problems
are ethical, political,

and administrative.
Lancet Oncol 2011;12:933
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A different approach 5 R e

If sharing is the problem: Don’t share the data pgn .
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If you can’t bring the data to the research %%RE - ﬂ@@@%“bﬂ@
You have to bring the research to the data DScLosuRe ﬂmg@ﬁ‘@mﬁabﬂ@
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Challenges Wm?w

* The research application has to be distributed (trains & track)
* The data has to be understandable by an application (i.e. not a human) -> FAIR data stations

Opportunities
* People can control their own data (personal locker)
* People can start their own research (citizen train operators)
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Scientific benefit clear,
but what about

personal benefit & control?
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Personal benefit
A lung cancer example

I 100%




There is an app for that - Predict Cancer

PredictCancer.org
CANCER PREDICTION MODELS

I Predict Cancer app Publish models I

Welcome to the PredictCancer.c

Last update: 2016-10-06 :: New category and model for Brain Meta

more]

The purpose of PredictCancer.org is to give information to physician
cancer treatment, in terms of side-effects, rasponse and follow-up ol

Intended use of the PredictCancer.org

The prediction models are to be used to supplement, not substitute
physicians who are familiar with the complexity of treatment decisior
patients. If you are a patient and would like to obtain an individualize

you ask your health care to obtain this prediction and g

If you are interested in publishing your model on our website, you ce
in the section "Publish models™

If you have any remarks, suggestions or questions please dont hesi

Predict Cancer app
Dovinioad now the PredictCancer app for iOS and Android

Copynaht & PredictCancer.or

Manual entry nhow -> with PHT automated entry

N

Models
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Local control Overall survival
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The outcomes for the patient population in the
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Months after start of radiotherapy

Interpretation: If there would be a group of 100
patients with the same characteristics as this
individual patient, <5 patients would have no
local recurrence and <5 patients would be alive

Calculate
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Endometrium cancer
Head & neck cancer
Brain metastases
Lung cancer
Prostate cancer

Rectum cancer



Personal benefit? it Rt

1 in 4 patients have a “poor prognosis” (6 months)
App prediction

* No survival benefit between low and high dose
* High dose gives only side effects

20% alive at two year with low dose

App prediction

* 1in 6 patients have a “good prognosis”

* 60% alive at two years if high dose was given
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Personal control? (PRANA) ot Rl

Focus groups (patients and non-
patients)

More sharing when...

* valueis recognised

* there is trustin the receiver of the data

* the sharing process is easy to understand
* there is a societal or personal goal

* it is transparent what will be done and by
whom




Outlook

research

Health Care & Research
Personal Lockers

Privacy, Control & Consent
 MedMij, RESPECT4U
* Cooperatives

FAIR

PHT Limburg

PHT workshop(s) & community
www.personalhealthtrain.nl
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Thank you for your attention
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