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James
Heywood

Founder of
Patientslikeme

Brother has ALS

@jamie_heywood

Intro

Different time in ALS

Startups
ALSTDI

Patientslikeme

Topic

Commercialization of research and
patient involvement: how to shift
paradigms

Old to new disrupter

In 15 years
What can we learn from the old

Understand what to do

What did he learn
about/from ALS

Maybe there is a better way
of handling the issue

Looking at existing research -
almost no collaboration

ALS world

Consisted of 'silos'

Fields are disconnected

Genetics

Pathology

Chemistry

Cell biology

Molecular bio

Silo's ending not getting to idea
phase to implementation

Biotech

Pharma

Does it

Horsepower

Spend lots of money

Bridge the gap

Issues

Clinical research

Consequence

Drug industry

Patientslikeme

Why

How to fix it

Integrate broken systems

Kennedy quote in 1962

Personalized discovery

Q&A
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ALS world

Bridge the gap

Opportunity

Trust but verify

How to do the studies well

No reliable model for disease
Only time: to have this
scale of replication

Challenges
To have a good foundation

Meaningful results

Issues What it choose to invest in

Create Transparency

Clinical research

Experiment 2008

Raw effect Effect on human

Information is currency to make
markets work

Lies, damned lies and medical science

Consequence

Pharma sales went down in 2013

Bad underlying foundation

Approve 18 drugs a year, now: 30
drugs per year

Consequences of a bad foundation

Drug industry

Patientslikeme

Why

How to fix it

Integrate broken systems
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Clinical research

Consequence

Drug industry

Diamond
Rocks > shape > ring

Real value generation
Disocvery of rock

Moulding into a diamond

Approve a drug: usd 18
billion per year

30 drugs a year

Roughly usd 550 billion per year

2 forces

Cost of making discoveries is going
down exponentionally

Opportunity

Integration of human
action networks

Measurement is expensive

Eliminate middle man

Opps

Integration standardisation of validation

Development of research ready populations

Use of predictive models

Democatization of discovery

Availabilty

Consumer opperated

'diagnostic is an app'

Translation portfolio
management

Look and validate

Early discoveries

Produce high levels of return

Patientslikeme

What

Learn

Connect

Track health

Gather data

Reaction

Demographics

See symptoms

Why
Costly

1. ability to measure/ signal
Democratize
experiment

2. stratification

Lower the component

Predict data and diseases

Due to the dataCall results prior to the clinical studies can

How to fix it

Integrate broken systems

Kennedy quote in 1962

Personalized discovery

Q&A
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Why

How to fix it

Measure everythingEvery biological function

Let doctors do what they want
with patients

Build 1 henry ford machineReally learn

Integrate broken systems

Disc

Clinical research

Health care

Healthspan

Integrate in 1 system

Learn

Open info market

Mine info

Kennedy quote in 1962

"Our goal is land a man on the moon
before the end of the decade"

We choose these goals not because they
are easy but because they are hard

Personalized discovery

Q&A
Patients willing to cope?

Research telling people their future

Unfounded fear

Weigh good and bad
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