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BIG DATA FOR PATIENTS
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Disclaimer

* My views are my own, though the consensus data here Is
developed by the MPNE Community.
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2 clinical trials including cross-over
3 treatments and 3 surgeries
>80 Imaging sessions >7000ml blood >12 biopsies
more than 100 hours filling in QOL questionnaires
2 countries >80,000 Km Travel

1PhD’s worth of literature search and reading to mitigate uncertainty

In decicion making
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Diagnosed stage lic : 2008 , Stage IIfb : 2009 Stage IV : 2011

Patients as a Primary Data Source

Diagnosed stage 2c : 2008, Stage 3b : 2009 Stage 4 : 2012 -2
clinical trials — 3 treatments — 3 surgeries - >75 Imaging

sessions >3000ml blood >15 biopsies
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Need:

Patients want Survival with the best Quality of Life possible.

When you are out of options you want upfront access to the cutting edge/best
brains.

Better-informed decision making needs quality, standardized data.

Not having interoperability and not sharing data, kills people.

Relevant Research and Business Models of value to patients and society.

Action:

Patients need total EASY access to their own data — for effective decision-making,
agency and sharing.

Appropriate Infrastructures and Data collection Tools will force data standards and
interoperability for FAIR data sharing.

Good Secondary data use/Research - Data available for query, if not controlled by
vested interest.

The real return on engagement for patients is the opportunity to initiate research
and collaborate when the value to them is proven.
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MPNE

core consensus statements

1- Data use is an ethical imperative as people are dying and we as society have
data that could save them.

2- Data should be used but not abused. Individuals and societies need to be
effectively protected against abuse; this will require new ethical frameworks for
the use of data and Al, diverse risk mitigation strategies, effective enforcement
and proactivity and agility in the approach.

3- The approach to data use should be risk-appropriate, similar to the benefit/ risk
trade-offs seen with drugs. Data is not a one-size-fits all category: differentiation
of different data sets and the risks associated with them is critically needed.

4- Health data is common goods - it is not acceptable to extract value for a few
and settle patients and society with the risks; this will require new models for
business and research beyond platformization.

5- Altruism gaslighting is unacceptable: people have valid concerns and
reservations, e.g. with regards to their privacy, protection against misuse and one-
sided value extraction.

6- Citizens need ‘zero-trust’ data environments beyond the reach of single
parties, institutions or governments, in particular, for sentitive data such as
genomic data, to protect the rights of citizens.

7- Governance needs to ensure that those most affected by the risks have a

voice.

8- It is evident that tech is not able to self-regulate, control therefore has
to occur at the level of laws and regulations. Citizens and patients need
hard guardrails of what is permissible when it comes to data-use; real-
time monitoring and effective enforcement, e.g. existential fines to ensure
compliance with laws, regulations and ethical standards..

9- Society and patients need future-proof approaches, taking into account ‘the
unknown unknowns’ of future technologies. Society, regulators and decision-
makers need to consider the risks for today’s but also for future generations.

10- We as a patient community need independent spaces for learning,
exchange and debate to develop understanding and positions on complex

topics that affect patients, such as data and Al.



New models for data-dependent
businesses and research

Consensus statements

. Current business and research models based on platforms holding
patient data, in particular genomic data, are problematic as they pose a
security risk by design and undermine research as they incentivise proprietary
behaviour, effectively locking away information that is valuable to patients and
society and creating dispersed, non-interoperable data sets.

We need new business and research models that do not rely on the
selling of data or lock=-in into non-compatible data platforms or systems; other
industries and initiatives could provide interesting models for that.

. Publicly-funded research should not only stipulate rules with regards to
data (e.g. FAIR principles) but also provide the necessary support and incentives
for researchers, clinicians and institutions; contribution of high-quality datasets
should be valued and recognised, e.g. in the form of ear-marked research

funding and dedicated support.
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.:.-.".‘.. Mitigation, proactivity and agility

Consensus statements

. Data use is an ethical imperative as people are dying and we as society

have data that could save them.

. Data should be used but not abused. Individuals and societies need to be
effectively protected against abuse; this will require new ethical frameworks for
the use of data and Al, diverse risk mitigation strategies and proactivity and agility

in the approach.
We need proactive and inventive, not just defensive approaches to Al.

. Regulatory and ethical frameworks are not keeping pace with current
technological development, we need more agile processes involving society at

large.

. Protected experimental environments and regulatory sandboxes, e.g. TEF
Health1, are one important tool to monitor for unintended consequences of Al

technologies.

. The combination of genomic/ molecular data and Al is impactful and a
topic of major importance in the near future; it brings the specific issues and
tensions with regards to data ownership, risk, privacy and right of the individual

and value extraction and business models to the point.
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Takeaways

« Inaccessible Big Data helps no-one
« Those who carry the most risk must have a meaningful contribution to the solution

« Everyone wants health data, but few want to share it, so we need the right
Incentives and safe infrastructures

« A one-size-fits-all approach to data sharing is unlikely, so concrete pilots in safely
monitored sandboxes, where there is direct benefit for all, with shared standards
and protocols to swiftly test/break/mitigate many data-usage projects in parallel,
will get us fastest to real patient and societal benefit

« Patient and Patient Organization generated data is robust and has impact

"Progress isn't the problem. Progress without consent is simply theft with better marketing" Winona LaDuke



Thanks for Listening

The MPNE White Paper Patient Consensus on Data, Al and Data-dependant models for
Business and Research : https://issuu.com/mpne/docs/mpne_consensus_2.0_long

Contact:

gilliosa.spurrier-bernard@mpneurope.org,

gilliosa@melanomefrance.com

https://www.mpneurope.org

https://wecanadvocate.eu

. WECAN
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