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SALUS COOP

Citizen data cooperative for health research

#salusCoop
@saluscoop

www.saluscoop.org



http://www.saluscoop.org




The actual number AN

Socloeconomic status LA™
" of purchases made —
with a Visa credit Economic stability
45 years of historical card in the last 24 v
data on name changes months One of nearly 200 “ethnic codes”

and residential history

Age Catholic

Jewish

Gender Religion

Education Muslim

Employment

ntis
5/ Political views

Health Cardiac health
Relationship status interests Diabetic
Disabled
Number of children AcmOH
PROF“-E Alcohol & tobacco interests
Purchases ~ $
Casino gaming & lottery interests
Activities .
Media usage | « Is a heavy Facebook user
: likelihood
h <« is a social influencer
Loans that < 3 socially influenced
S someone: Is socially influence
Networth | «has no formal banking
Vehicies owned relationships
Properties owned <4 has no major
medical insurance
Details about banking kkelihood someone ina .
» . . 2tails & : > 3'S >
and insurance policies person’s household is: Details about someone’s home.
including the number of bedrooms

Range of new

multi-famil
credit granted planningto planningto  filingtaxes  Type of home Y
have ababy adoptachild inApril moblie home
v - v prison

< Acxiom provides of up 3,000 attributes and scores ’
on 700 million people in the US, Europe, and other regions.

T ——




'*C I‘ e dlt
‘Svstem

Al LR



Lines point to an example

A new framework for data governance

(small bubbles)

Sharing is
compulsory or
unavoidable

How much control
do | have over
having to share my
data?

Complete
control—you
can choose to
avoid sharing

Industry Data
Stewardship
Trusts

Personal Data
Stores

Public

Private Data

Trusts

Commercial
Data
Public Research
Steward

Data Coops
and
Commons

Very little—the
value is primarily
personal

Public
Data
Research
Trust

- Colour indicates institutional overlap .. Bubble size indicates size of sector

Public Data
Trusts

Public
Benefit
Data Trusts

How much value can the
public get out of my
shared data?

5|
There is a lot of
public value to be
tapped



SOCIAL / TECHNOLOGICAL / ECONOMIC
Current context

My data is mine
Our data cures

Revolution

in genetics ° . Data is not easily

accessible

Changes in the Data-driven innovations Economic pressure on
capacity of citizens in technological public health systems

and social demands developments & research




SALUS COOP

Obijective

To explore a citizen-driven model of collaborative
governance & management of health data.

This model should enable citizens to share their health
data to accelerate research and innovation in healthcare,
thus maximizing social and collective benefits.



SALUS COOP

Envisioned scenario
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R M
EMITTER CITIZENS AS DATA DONORS
& ADMINISTRATORS

RECEIVER

* Public health centres

* Private health centres

* Apps/ wearables/ devices
* Personal

* Service companies

* Health companies

* Startups

* Medical associations
* Administrations

* Etc.

* Research centres
* Universities
* Research units in companies
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SALUS COOP

First feasibility study

%

Barcelona, July to December, Focus: Breast
Spain 2016 cancer



SALUS COOP

First feasibility study
E}
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OBIJECTIVE

To explore, define and
validate the hypothesis of
creating a cooperative of
citizens willing to govern the
use of their health data, by
analyzing the social,
technological and legal
viability.

+35 INTERVIEWS

Actors interviewed:

Patient associations

Researchers

Physicians

Bioethics experts

Entrepreneurs in the health sector
Open data promoters

Blockchain experts

Legal experts

Topics covered during the
interviews:

Perceived benefits and values
Perceived risks

Possible barriers

Relationship between groups of
agents

0.9
2 VALIDATION SESSIONS

34 participants
Representatives of the three main actors
groups:

° Citizens

° Data keepers

° Data users

Main topics covered in the

sessions:
Benefits and risks of four models of data
governance:

° Individual

° Public

° Private

° Collective



FIRST FEASIBILITY STUDY
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Perceived
universal benefits

Terms Barriers

Systemic change

Data: scarcity — abundance
Management: individual — collective
Channels: intermediaries — direct
Knowledge: asymmetry — symmetry of information
Publications: selective — integral
Actors: a certain number — multiplicity
Innovation: on products — on processes



FIRST FEASIBILITY STUDY

Initial findings

PERCEIVED UNIVERSAL
BENEFITS

Provision:
° Prevention & personalization
° Management of healthcare
services

Innovation:
° Research
° New business models in
healthcare
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TERMS

Control & transparency:
° Clear and understandable

information

° Who has access to data?
What for?

° What are the results of data
use?

Anonymity & Security:
° Prevent re-identification as
much as possible
° Not central repository of data

Collective benefits:
° No individual return
° Citizen-driven research
agenda

ToR]p
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BARRIERS

Entry barriers to citizens:

° Motivate citizens to participate

° > Help citizens understand the
health data ecosystem and the
value of sharing data

° Consider possible
technological / educational
barriers that might prevent
access to certain groups

Barriers among agents:

° Possible changes in the
relationship between patient
and physician

° Possible changes in the
practices of physicians

° Distrust towards
business-driven research



SALUS COOP

Data governance principles

CONDITIONAL
DONATION

Citizens should have the
right to decide under
which conditions they
want to donate their
health data.

COLLECTIVE
BENEFITS

The use of data by any
agents should generate
a clear and unequivocal
benefit to society.

MOTIVATIONAL
INCENTIVES

In order to reach a
significant data sample
for conducting research,
it is key to motivate the
greatest number of
citizens to donate their
data. Incentives to
individuals shouldn’t be
put ahead of the
common good.
Incentives could be

given in form of services.

RIGHTS
MANAGEMENT

Mechanisms of
collective governance
that allow to guarantee
the collective benefits
from data use, and
manage citizens’
conditions on data
donation



"Data is the raw material of the
21st century, and the question
‘Who owns that data?’ will
decide in the end whether
democracy, a participatory
social model, and economic
prosperity can be combined."

ANGELA MERKEL




TRIEM

Conditions for data donation
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TRIEM

Conditions for data donation

e Who requests data
e Which data is requested
e What is research conducted for

e How will results be shared



TRIEM

Conditions for data donation

TRIEM Web
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by SalusCoop & IdeasForChange

Triem un futur millor a partir de les nostres dades

TRIEM és un estudi que fa servir mecanismes d'intel-ligéncia col-lectiva per a co-
dissenyar llicéncies d'accés i us de les dades.
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SALUS.COC
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BARCELONA

Veure video!



https://www.saluscoop.org/triem/
https://docs.google.com/file/d/1UWQPwYKdcC1ErWCKuZ2FrDeKMzBj1OFL/preview

https://ideasforchange.com/triem C
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By SalusCoop & IdeasForChange

iDecidamos el futuro de nuestros

datos!

Nuestros datos de

salud son uno de los recursos
mas \HIJOSOS para gene

Innovacién, Co

far conocimiento e

Mo gestionarlos es una decision que
€ de cada uno de Nosotros. A tr.
Plicacion, podras contribuir a cr
licencias de datos par

depend

aves de esta
a

ear las primeras
a el beneficio de todos,
Sumas?
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www.ideasforchange.com/triem
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by SalusCoop & Ideas For Change

iDecidamos el futuro
de nuestros datos!

Nuestros datos de salud son uno de los recursos
mas valiosos que tenemos para generar nuevos
conocimientos y acelerar la innovacién. Cdmo
gestionarlos y compartirlos es una decision que
depende de cada uno de nosotros.

Através de esta aplicacion, podras contribuir a
crear las primeras licencias de acceso y uso de
datos para el beneficio de todos. ;Te sumas?
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Imagina que

te pide

datos de actividad online

para investigar

enfermedades raras.

Los resultados serian publicados

¢Donarias tus datos?

Si has decidido no donar tus datos, ahora
imagina que te ofrecen incentivos a
cambio de ellos.
¢Donarias tus datos
ante estos incentivos?

Analisis personalizados

A cambio de donar tus datos te ofrecen
informacion personalizada sobre tu salud
basada en los datos que compartiste.




TRIEM

600 identified respondents to more than 8.000 scenarios

Age Education

Gender

. Secondary . High school . University

Wi M th Dk/N: 15/24 25/39 40/64 65
@ vomn @ Man @ other @ ° . / . / . / . * . Master’s / PhD . Dk/Na

. Dk/Na
Religion Voluntary Health State

Yes No Dk/Na Yes No Dk/Na Excellent Very good Good Normal
@ ® @ @ ® o
. Poor . Dk/Na



TRIEM

Results after 8.000 scenarios valuated by citizens

% Conversion Publica-Acepta por escenarioy grupo = Perc_Conv Enc_Compl (373) Perc_Conv Total_Enc (762)

90%
80% S
70% —

60% ———
50% Nl i

40%

30% ~

% Conv. (Publica / Acepta Compartir)

Fuente: UOC



TRIEM

% Donation = “yes”..
8.000 scenarios. TRIEM 2018. SalusCoop

Salus

+Private

+Aesthetics

+Closed

Rest of others

Open

Open

Open

Closed

otras
combinaciones

Publica &
University

Private

Publica &
university

Public & university

otras
combinaciones

Chronic & rare

Chronic & rare

Aesthetic

Chronic & rare

otras
combinaciones

38%



TRIEM
Main conclusions

% Donation drivers:

1st. Shared Results e No risks allowed
2nd. Non-profit entities

3rd. Only critical diseases
e No incentive changes

donation (money included)
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SALUS CG LICENSE

Salus Common Good Data License for Health Research

100« 100« 100« 100« 100«

Change preferences
any time

Chronic & Non Commercial Shared free results Privacy protection
Rare diseases entities

When you apply Salus Data License for Health Research to any data you are
contributing to public interest, relevant issues, open knowledge discoveries to
improve our collective health.

Supporting entities: SALUS CG license has been developed by SalusCoop a citizen cooperative of data for health research created in Barcelona, 2017. Learn more & join at:
www.saluscoop.org




If you already
give away your
data in every
tweet, like or
post, why not do

it for a purpose?.

Portrait young woman

#YourDataAreVital
TO CHANGE THE GAME




The non-profit cooperative from
Citizens to Citizenship.

THE GAME CHANGER TO ACHIEVE
ACTUAL HEALTH & SOCIAL IMPACT
IN THE NEXT 5 YEARS.




REAL WORLD BIG DATA.
CITIZEN TRUST FOR COLLECTIVE BENEFIT.
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REAL WORLD BIG DATA.
CITIZEN TRUST FOR COLLECTIVE BENEFIT.

Donor's
APP download ID data
~ Registration gathering
ID dta stored
+ on provisional
Salus Server
Identity until verified
registration
recorded
Blockchain
Research
Projects access
donors to

BLOCKCHAIN
“ACCOUNT
BOOK"

generate data
thni);:lgh Push-uz encryptation
noti |canon.s ani and sento to
according to A IPFS

agreement
Project donation @
acceptance @

recorded in
Blockchain.

Personal data

Donor's ID
verification

s

Salus.Coop final
ID verification.
Can take up to

24h

Data is pseudonymised,
synced and saved to IPFS
and Saulus AWS backend

Research
Projects access
data according

to agreement
with donor.

Donors consent
to project
researchers
accessing their
data

End or
registration
process

———

Donors explore
projects

Donors
chose where
to donate




Data altruism as defined in the DGA

Data altruism is voluntary sharing of data for
objectives of general interest on the basis of consent
or permission without seeking or receiving a reward.

Objectives of general interests (set by national

law) may include

« healthcare,

« combating climate change,

« improving mobility,

« facilitating the development,

« production and dissemination of official statistics,

« improving the provision of public services, public
policy making

« or scientific research purposes in the general
interest



Figure 1

Impact of Different Factors on Risk of Premature Death

Health Care

Genetics
30%

Health
and
Well Being

SOURCE: Schroeder, SA. (2007). We Can Do Better — Improving the Health of the American People. NEM. 357:1221-8.




Evidence-based prevention of Alzheimer's disease

Distribution of modifiable factors with Class | recommendation throughout the course of life,

204 9 Lewin

T
Rishy

15

104 —-mmm e

Summary RR

rarely brves bgeted
0s

Cotypdfe voctistie rnb - E

More achochng yeaer 695 years

3 35 40 45 S0 S5 60 65 0 75 80 & 0
Nean age (years)

Jin-Tai Yu et al. J Neurol Neurosurg Psychiatry
2020,91:1201.1209 m

S2020 by B Pudishing Group Lid

Infare and children period —+ 15 20 2§



BANC DE SANG
| TEIXITS

2
3
(1§
E
[}
, s



Governance

Hospital Record Data

Intermediary
Lab Test/
Vaccination m
A oo tvg Research /
ssessmen = o
Authorities

Wearables @

Personal Data Vault I ’I l Analytics
(Source & Normalized data)
e

Individual Data
Profile

IPFS | SOLID| PDS

POPULATION




Usuario/a
realiza

Available on the
D App Store

Envio datos
personales y

registro en
Salus App

KYC

documentacion
identificativa

encriptada
aIPFS

Registro de

identidad
Blockchain

Registro de

Salus.Coop realiza
validacién de
identidad en

backend

Notifig
usuario

— ] (y ™)

Usuario accedea | GoogleFit
Salus.App
Salus.App solicita
acceso a Apps de salud
alojadas en moévil de
acién usuario (API)
activo

Los datos se
sincronizan y se
guardan en IPFS y
en AWS|pseudo
anonimjzacion

Usuario/a da
acceso a sus

Usuario/a se une

Usuario/a
Consulta a C::;p::a y
Campanas P

Consentimiento

aceptacion campafia

Blockchain

datos a la
campania




Reingeniria de la

confianca

Research I:’I-\‘/,a:d'Hebron ISGIObal
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THANK YOU!

@saluscoop

www.saluscoop.org



http://www.saluscoop.org

