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IHAN - Building Fair Data Economy in Europe
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Finnish Innovation Fund - SITRA
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EurOPE’S I'Ole ill data economY? 60 platform companies worth

7 trillion USD
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Lots of new data sources
- health data being one example

Who creates the data in the future?

Data collected by professionals /
regulated data

Data collected by individuals /
unregulated data

1980 1990 2000 2015
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Combining regulated data with data collected by
individuals leads to next phase for value creation

Regulated data

Unregulated data . —
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Great
timing!

#GDPR

General Data Protection Regulation
and especially Article 20

#PSD2

Payment Services Directive

#elDAS

EU regulation on electronic
identification and trust services for
electronic transactions

SITIRA



The European Fair Data Economy Model Based
on Transparent Data-Sharing with Individuals’
Consent to Lead the New, Sustainable Way.

Trust - Europe’s
biggest opportunity?




FAIR DATA
ECONOMY

THAN® project at Sitra 2018—-(2021)

SITRA



HIGHLIGHTS ‘ GDPR rights are quite well-known and the change of actions
has already started.
Europeans’ ’ Thg lack of trust is an obstacle. It prevents people from using digital
- SErvices.
attitudes
towards the ‘ Data leaks have had a big effect on people’s behaviour. Approx.
f 1/3 have stopped using some services or changed their privacy settings
use o because of misuse.
personal data
‘ Two out of three respondents want fair digital services to be
survey identifiable.
‘ Having the power to make decisions is important to people.

Respondents aged 18-65 in Finland, the Netherlands, Germany and France.
8,004 responses. Finland 2,000, Netherlands 2,000, Germany 2,004, France 2,000.
Survey data was collected in November and December 2018.




Data economy
must be FAIR for
End User
Service Provider

Data Provider

End User
Service
Provider
Data
Provider



I HAN ® project

* Building the foundation for a fair and functioning data economy
and creating a common concept for data sharing.

* Setting up European level rules and guidelines for fair use of
data.

- Piloting new concepts based on personal data in collaboration
with pioneering businesses.

 Developing an easy way for individuals to identify reliable
services that use their data in a fair way.

* Project runs until 6/2021

SITRA



How IHAN®works
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Main findings

Most businesses see possibilities in the data economy now or in the future
59 % (Finland 42 %)

SMEs have difficulty building competitive edge in data economy.

GDPR high achievers understand the value of their data repositories and
are ready to create new data-based products and services.

One needs to be an ecosystem player to succeed in data economy — Dutch
companies have the lead
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How does the world look like with

IHAN® SeI'ViCES? / Requests for data ——> [ Data providers
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Personal Identity Wallet

IHAN

Inbound Data Adapter Outbound Data Adapter
Personal Consent Directory Service Provider Consent Directory Data Access Control
Personal Service Directory Service Provider Service Directory
Personal Log Service Provider Log Data Provider Log

Outside IHAN boundaries, to be agreed by providers: SITRS
Levels of authentication, semantics, data transportation, service delivery, security procedures, industry standards, best practices



Technical pilots

A B C D

ol

Open Source Repository

IHAN
Blueprint

Concept Building

Data Ecosystem Business Partner
Workshops Trials engagement

IHAN
compliant
MyData repositories

Fair Data
Economy
Policy Brief

IHAN Leap

Business Pilots &
emerging ecosystems

IHAN
compliant
MyData Components &
Legal repositories
Ethical
Semantic
IHAN Technical
Rulebook
IHAN
Fair Label

IHAN Governance Model
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https://www.instagram.com/sitrafund/
https://www.linkedin.com/company/sitra
https://www.youtube.com/user/sitrafund
http://www.slideshare.net/SitraFund
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IHAN® - MEASURING A CHILD’S BLOOD SUGAR

EHTEL, BARCELONA
DEC. 4™, 2019

Birgit Paajanen
Development Manager

HUS Development Group



WHERE IS YOUR PERSONAL DATA?

tors as well as governmental organizations collect increa- Ref.
sing amounts of data about us. Antti Poikola, Kai Kuikkaniemi, Harri Honko

NMyyITOata

Figure 1.1: Personal data is everywhere, Businesses in all sec-
|
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MEASURING CHILDREN’S BLOOD SUGAR WITH
THE CONSENT BASED DATA USE



WHY IS THE CHANGE NEEDED?

" Current data flow
= Cost parameters

= Customer/patient support

= Data transparency -

= Consent based data usage ﬁ
= Service — just in time i

> @
= Quality decision making

HUSMAP’
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HUS/IHAN®

Distributed ledger technoloqy,
a consensus of replicated,
shared, and synchronized

digital data §pre§d Measuring NGNGB
across multiple sites a child’s "'

blood
ﬂ\ suog(;r/ /h "‘ |

\\\V’,

Gofore



https://en.wikipedia.org/wiki/Distributed_ledger_technology

KEY COMPONENTS OF THE SOLUTION ARCHITECTURE

Identification
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A child’s 1
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Data flow
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KEY COMPONENTS OF THE SOLUTION ARCHITECTURE

Parents set up a patient Using the service, a secure Child's data is streamed fo The doctorhas near r
engagement service, and connection with HUS is HUS IT systems, and the time access to Child's
connect it with the blood formed and consent is family’s diabetes doctor is blood sugar levels, and
sugar monitoring service. given to retrieve the blood able to request a consent also a direct engagement
sugar data. to directly access the channel with the parents.

data.

O ® ®

On boarding Consenting Data Access
Testing the Open Source code

HUS IT environment

o
l ‘ H e-ldentification N\ Patient

engagement
[ e ] Consents —
Parents p—

Blood sugar
o))) levels Blood sugar Rl Doctor
Patient levels eg —T|me
Child engagement e
(patient) service

Child’s Diabetes Consenting & Data Access




Olet tunnistautumassa palveluun

Sefting up the )
patient By
engagement -
service

John authenticates to the system,
sets up the patient engagement
service and links it to blood sugar
monitoring system.

- Handelsbanken

rrrrrrrrr

Now John is ready to connect
with HUS and other data (| S —
providers. R ——

m— (1) | ’ »
On boarding HUS




On boarding

After connecting, John gets

a consent request from HUS.

He gives consent to retrieve
Jessica’s blood sugar levels
from her monitoring system.

s (1)

On boarding

Consent parties

Data type

Biometric
authentication

Consent request

Requester:

HUS Tietohallinto

Data subject:

Jessica Elk (1213XX-042A)

Method of collection:

Web API

Data retrieved:

Blood sugar levels

Purpose:

Storage and clinical processing of blood
sugar levels for treatment of Diabetes




Requesting consent

Doctor gets a notification that
Jessica’s blood sugar data is
available, but requires separate
consent to access the data at HUS
IT systems.

Doctor sends a consent request to
John for getting access to
Jessica’s data.

On boarding Consenting




Giving consent

John receives the consent
request and approves it.

Now the doctor has access to
Jessica’'s data.

On boarding Consenting



Jessica’s home

The connection is <
working / \

Messages You have 1 new

message

Jessica’s blood sugar data is
now available to the doctor

and she can support John

better with Jessica's Health
dashboard

freatment.
Consents

On boarding Consenting Data access




Patient engagement

The doctor monitors Jessica’s
blood sugar levels and notices
that her blood sugar keeps
crossing the threshold levels.

She wants to check if John needs
any additional support.

On boarding Consenting Data access




Dream
catchers




Measuring
child’s blood
sugar

HUSMAP’

WHAT IS NEEDED

in order to change the status quo?



= EA and service architecture

= Service paths i
= Data lake o/
= Consent based data usage

= Platforms

= Scalability
" Partners
= pre competitive collaboration

= Partnering concept

HUSMAP’

Palveluarkkitehtuuri




SERVICE MAP PROVISION AND INFORMATION FLO
PROCESSES

Service ® Service \/.)
~ selection HUSMAP selection b
Professional’s profile
connected with
path connected with services to support

Patient’s personal
unique services patient’s personal
path

Service architecture connects service HUSMAP’
operation and information flow PalveluarkkiteitiCy




™ . HUSMAP- SERVICE PLATFORM

PROACTIVE SERVICES MEDICAL CARE SERVICES FOR UNIQUE TREATMENT

Plannlng rentme for unlque Pharmaceu“cal care serVice
treatment
Pa"iative care serVice
Unique care consultation service
Radiotherapy service Fertilitation care service
Supporting care service Obstetric care service
Symptomatic care treatment

*MY CARE* DEFINITION

Scree

Monitoring service for the
effectiviness of traetment

My wellnes support
My health risk follow up services

Care planning services

Referral to care service

Assessment of care needs

Psychiatric therapy care

My care personalized

Diagnostics services

Surgery care service

REHABILITATION, THERAPY AND AID SERVICES

Physiotherapy service Physiatry service
Occupational therapy service Psychosocial support service

Nutritional therapy service Speech therapy service

Peer support service So service
Work integration service Interpretation service

PATIENT SUPPORT SERVICES

APPOINTMENT SERVICES

PATIENT CARE SERVICES

g€

SERVICES FOR EXPERT

W . e , Accomodation services for relatives
®
A S HUSMAP
relatives
\D First aid on-duty physician service

SUPPORT SERVICES FOR PATIENT’S FAMILY

V Peer support for relatives Palveluarkkitehtuuri



AN

HUSMAP’

\ ¥

PRE COMPETITIVE COLLABORATION AND
HUSMAP PLATFORM PILOT



Business
modelling

Environment

Data

R

DEVELOPMENT PLATFORM FOR PRE COMPETI

COLLABORATION

owned by HUS.

Before calling for bids an option to develop the solution at the
HUSMAP-platform is offered. The platform architecture is

After the testing and the bidding
phases HUS can by the solution
created according of the HUS
architectural principles

Sandbox / environment Production environment
(Patient information systems)
_ Synthetic data/or a limited, Consent based real
Synthetic data consent based real patient patient data
data
; . .
/\;aihe o/ —\\ /;aihe 1/ -\ /" Vaihe 2/ Y vaihe 3/ / vaihe a/ AN
= Tiedon-hankinta * Ratkaisun = Prototyypin = Ensimmaisten + Tuotteiden ja
ja kohdetta konseptointi ja kehittaminen testituotteiden ja palveluiden
koskevan alueen suunnittelu palveluiden kaupallistaminen
tutkimus kehittaminen ja * Kehitettyjen
kayttokokeilu ratkaisujen laaja-
alainen
" hyédyntaminen
D e E
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[ omec  pige——cowerc b L Ll
i
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HUSMAP

Palveluarkkitehtuuri



Access to collaborate first restricted due to Safety
focus and time to deliverables pressure ->
goal to open this in later phases

e ——
Deliverables after finishing open to all
* Open source code
= APl’s and their descriptions

= |HAN specific architecture and code
= |PR policy created by HUS

HUS PILOT AND PRE COMPETITIVE COLLABORAT
HUS collaboration model rules apply
Funding parties conditions apply e.g. Sitra
Public sourcing and mandatory regulation o
apply Quality & |

HUSMAP’

Palveluarkkitehtuuri




HUS ECOSYSTEM RESOURCES TO IHAN ©

ICT- Hardware
platforms
Partnering and
Clinical ‘ innovation ‘
capability projects

Measuring
child’s
blood sugar

HUSMAP

Palveluarkkitehtuuri




SCALABLE SERVICE PATH

Measuring
child’s
blood sugar

HUSMAP

Palveluarkkitehtuuri




HUSMAP® AND IHAN® SOLUTION AIM

= The whole development concept is aiming to build a
sustainable development platform to carry the
critical and authorized information like blood sugar
level between different parties e.g. the patients’
families, health professionals and schools and sport
clubs to support daily life’s safety of diabetic
children.

HUSMAP’

Palveluarkkitehtuuri
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THANK YOU



Imagine 2029: Our data, our health,

our care — 20th anniversary of EHTEL
EHTEL 2019 Symposium

Henrique Martins
President of the Portuguese Shared Services for the Ministry for Health

SNS

SERVIGO NACIONAL
DE SAUDE IEmEmmN

REPUBLICA ‘
PORTUGUESA .+

SAUDE

EHTEL



SHAED SERVICES &
FOR MINISTRY OF HEALTH

NS




<]

o0

o000 o

/<

)

)
=

Go0o000

<=0

<]

(| SPMS.

Electronic Health Record (EHR)

[ + Electronic Death Certificate

- Assignment of the Special Tax Regime for Medication
and Other Benefits
- National Network of Integrated Continued Care

+ Medical Tax (Status, Payments and Notification
to the Revenue Authority)
+ Scheduling Medical Appointments
: Telehealth
- Paperless Exams
- Paperless Prescriptiom
+ Online Waiting List and Check In
+ Online Sick Leave
+ Complaints/Suggestions
- Permanent Disability Benefit
- Emergency Mental Health \Warrant
+ Telecare and Chronic Disease Management Programmes
+ Portuguese NHS Contact Center
- Feedback on Treatment Quality
- Temporary Disability Benefit
- Surgical Waiting List Appointment/Heath Data Collection
+ Chronic Medication Renewal
- Epidemiological Monitoring/Infectious Disease Statement
+ Rare Diseas Card

l DECEASES
RETIRES
&
ACTIVE AGEING

Immunization Record

- Travel Health Appointment

- European Health Insurance Card

+ Health Data Exchange within Europe/ Internacional

BECOMES
SICK

My

CITIZEN'S
LIFE -

TRAVELS
/ EMIGRATES

IS BORN

A CYCLE

BUYS AHOUSE
ORACAR

«

COMPANY

+ Multipurpose Medical Statement
- Driver's License Medical Statement

- Citizen's ID Card
+ New Household/Family Physician

- Medical Tax Exemption
- Occupational Health/Medicine in the Workplace

) g

LIFE

MOVES OUT CYCLE

&
‘GETS MARRIED

4
EMPLOYMENT

&
UNEMPLOYMENT

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. |

HEALTH
PROMOTION

»

SCHOOL
&

ACTIVITIES

A

UNIVERSITY

&
L SCHOLARSHIPS

www.spms.min-saude.pt

m
m
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CITIZEN’S LIFE CYCLE
IT Health Events

Accomplished
Under Development
(@ ToBe

Birth Record, Citizen's ID Card
and National Patient Registry

+ Citizen's ID Card Codes for Parental Access

- Child and Youth Health eBooklet available online
- Immunization Record available online

+ Medical Record, Household Information,

Family Physician, Family Nurse and Children
and Youth Health Programme Registry

- Immunization Record available online
- Community Health
- National Platform for Screenings

Health Programmes

- Personal Care Plan

+ Monitoring. Screenings and Health Surveys
+ Living Will

- Oral Health Booklet

- Excercise Card

+ Immunization Record
+ Medical Statements of Ability /Other Statements
+ Signalling Children/Youth at risk

- Medical Reports
 Immunization Record
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0 00G0a0
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|
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B| SPMS.

Electronic Health Record (EHR)
RSE

Electronic Health
Record

« W

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt



SPMS.. ERTLCL

RSE

Area do Cidadao

Electronic Health Record (EHR) a

CITIZEN’S AREA PROFESSIONAL'S INSTITUTIONAL ADMINISTRATIVE
AN AREA AV AN
’ \ Sar %

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt 5



EXLE

Area do Cidad3o do Portal SNS

Iniciar sessao Sabia que toda a familia ja pode ter a
Chave Maével Digital?
Faca a sua autenticagdo com Chave Mdvel Digital ou Inclui menores de 16 anos desde 1 de janeiro de 2019

Cartéo de Cidad&o através de Autenticagdo.Gov:

o” Chave Movel Digital (&3 Cartao de Cidadao

Ainda ndo tem acesso a sua area?

Registe-se agora

nticar com Chave Movel Digit

[

Como autenticar com Cartdo do Cidadao?

Como ativar Chave M

L
s 1

—"'
I =

RSE

H “r
Ared do L I,_!,_'I:_‘I-_'I:_'I

06/12/2019

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | www.spms.min-saude.pt
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Electronic Health Record (EHR) - Citizen’s Area

Personal

Data

Identificacao

Contactos de
Emergéncia

Autorizacoes

Historico de
Acessos

Contactos de Saude
Os meus registos

Resumo de
Saude I

Doencgas Raras
Testamento Vital

Certificado de
Incapacidade
Temporaria Il

Meus documentos

Care Plan

Calendario

Plano Individual de
Cuidados

Questionario de
Saude

Calculadora de Risco
da Diabetes

Medicoes de Saude

Boletim Infantil e
Juvenil

Boletim de Vacinas

Boletim de Saude
Oral

Consultas
Marcacoes EEEEl

Estado Pedido
Referenciagao

Receitas

Guias de
Tratamento

Medicacgao Cronica
Exames
Resultados EEEEl

Guias de

Prestacao EEEE
Cirurgias

Estado da

Inscricao

Cuidados
Respiratorios
Domiciliarios
Guias de
Tratamento

Comprovativo de Beneficios SNS

Presenca
Pesquisa Prestadores

Mobilidade de
Doentes

Sistema de
Informacao Taxas
Moderadoras

Isencao Taxas
Moderadoras

Consultar Taxas
Moderadoras

Contacto com a
Unidade de Saude

06/12/2019

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. |

www.spms.min-saude.pt



Electronic Health Record (EHR) - Citizen’s Area ;

Citizen Portal - @RISK (Diabetes risk calculator)

; RISEI § Bem-vindo(a) Arlete Monteiro £ ‘) Sairy

O ..

agm ~
‘o -

RSE

B

Area do

Cidadan

=

Dados Pessoais

Avaliagado de Risco da Diabetes Tipo 2

Identificagso Contack: ern em conta o resultado que obteve na Calculadora de Risco de Disbetes Tipo I, sclicitames autorizagdo para partilhar estes dados com

Comactos de 0s meus
Emergencia Resumo Saude para gue possamos agendar uma consulta. 32 concordar,
Aunorizagbes

sera contactadeo pelo Centro de Saude para informar & data

ma opgdo

Doengas forio

Historico de Acessos - ~
Testame ma cp¢io

Icﬂ‘iﬁc? Ivida ou pedido de esclarecimento adicional, contacte o Centro de Contacto do SME, através do niomero 308 24 24 24
incapaci
Tempori

ma opgdo

fric

ma opgdo

Meus do foiric

- me opgdo
iao Concords -

ma cpgio

fo i
ma opgdo
fo-ic

X Seleccione uma opgdo
Guias de

Tratamento EEEL

Seleccione uma opgdo

06/12/2019

esses riscos. Faga o

Calcular

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt
SPMS - Servicos Partilhados do Ministério da Saude, E.P.E. www.spms.min-saude.pt
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Electronic Health Record (EHR) - Citizen’s Area
« Citizen Portal - @RISK (Diabetes risk calculator)

SPMS..

From 01/01/2019 to 31/10/2019:

6.160 Citizens used the @RISK Tool through the SNS Citizen Portal to
evaluate their Diabetes type Il Risk;

3.122 Citizens got a Severe, High or Very High test result;

Those 3.122 Citizens were invited to be contacted by their Primary Care
Unit to book an appointment for a diabetes screening: only 900 Citizens
accepted.

Until now, 713 of those 900 Citizens already went to the appointment for
diabetes screening at their Primary Care Unit;

26 Citizens were diagnosed with diabetes;

At this point, 10 of those 26 Citizens are medicated with an oral
antidiabetic, with an average cost of 12,00€ per person, per month =
(10x12x12euros= 1240 Euros)

(the cost of a 3 days hospital stay for inaugural diabetes varies
between 1.320,00€ and 4.630,00€ (with or without coma).

06/12/2019

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | www.spms.min-saude.pt
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RSE

Area do Cidadan

Electronic Health Record (EHR) - Citizen’s Area a
Citizen’s Area — Individual Care Plan

@ Diabetes

Onde estou? €@ Como me sinto? €

DOOOE

Para onde vou?
Como vou fazer?
Freguéncia semanal
Duragdo

22/11/2019 22/12/2019

O Autorizo ser notificadeo, para realizagio da minha avaliagdo semanal

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt 10



Electronic Health Record (EHR) - Citizen’s Area

SPMS..

Citizen Portal — Literacy Resources

=

Dados Pessoais

Saiba mais sobre saude

3 RSE

Resumo Saude

Biblioteca de Literacia em Saude

R

Planos de Cuidados

Bem-vin

Novo

Consultas, Receitas Contacto com Unidades de
e Exames Sautde

MySNS

T
@& App Store
"

Arlete Monteiro &

ry

sair®

SNS, 4 RSE

ot

4

Dados Pessoais

Resumo Saide

da B
Os livros séo constituidos por

Boas leituras!

FichaTécnica

tulo: Comer, Beber e Viver

de Literacia em Sadde

¢
Cr
Planos de Cuidados
e Exames

£ fundamental promover a literacia em saide
Assim, desafiamos os leitores a explorar os livros

separadores

Consultas, Receitas

Contacto com Unidades de
Salde

M DURO

Beneficios SNS

2

i §sgm
ol -

RSE

fi

Area do Cidadan

06/12/2019

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. |

www.spms.min-saude.pt
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Electronic Health Record (EHR) - Citizen’s Area

Citizen’s Consent

Autorizacoes

Autorizo que os profissionais de salde credenciados consultem os registos per mim inseridos na Area do Cidadao.

Autorizo que os profissionais de sadde credenciados consultemn a minha informagdo clinica, registada nos diversos
zistemas de informacac do Servigo Nacional de Saude, atraves da Plataforma de Dados de Salde.

Concordo que parte do meu Resumo Clinico Unico do Utente! (em particular, meus diagndsticos; minhas alergias; meus
procedimentos; minha medicagdo crénica) possa ser transferida/apresentada a um profissional de saide, um meédico
registado num dos paises da Unido Europeia, no contexto em que me sejam prestados cuidados de saldde.

Quero ser notificado quando um prefissional de salde credenciade consultar 2 minha informagao clinica registada, nos
diversos sistemas de informacgdo do Servigo Macional de Salde, através da Plataforma de Dados de Saude.

Autorizagdo para recegdo dos emails institucionais da Area do Cidaddo e do Ministério da Saude

v COMPLIENT WITH CNPD (AUTORIZACAO N.2 940/2013)
v" CITIZEN AUTHORIZATION ON DATA SHARING

Autorizo

Autorizo

Autorizo

Méo Autorizo

Méo Autorizo

N&o Autorizo

-

Tl

RSE

Area do Cidadan

06/12/2019

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt
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Electronic Health Record (EHR) - Citizen’s Area J RS
Health Summary ~

v' HEALTH
EPISODES

v" MEDICATION

v RARE DISEASES

v VITAL WILL

J

Consulta Q
Episadios de Saude
Todos os contactos, locais
e intervengoes aplicados
nos cuidados de salde ao

Utente

Consulta

Receita
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Electronic Health Record (EHR) - Citizen’s Area
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Electronic Health Record (EHR) - Citizen’s Area a RSE

Area do Cidadan

\
B
The patient summary allows A
citizens of the member states can f‘?
|

use and benefit from cross-border

health services, thus ensuring 'ﬁ'
greater safety in health care. 7
o I

/
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Rt My Health @ EU
* * eHealth Digital Service Infrastructure
AP A service provided by the European Union

RSE | Citizen Area of the NHS Portal

The Patient Summary can be activated by the citizen
anytime and anywhere, through the RSE | Citizen Area.

The citizen can authorize or withdraw the authorization for the
viewing of their Patient Summary by health professionals in
the Citizen Area of the NHS Portal. They can simply access
their Citizen Area of the NHS Portal via Digital Mobile Key or
Citizen Card, select “Patient Summary” and click on the “Click
here to generate your Patient Summary” pop-up. The citizen
will be notified that their Patient Summary has been
successfully generated.

i §sgm
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RSE

Flectronic Health

E
J

Record
Q . @ RSE asog@ie & s
< Cr 2]

e Exames Saide

Resumo de Satde

Fowm e SInomAtcn ek SmfEsnAl e Gk

Medicagio

Nio tem medicagbes para apresentar.

Alergias
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PORTUGUESE V p
SERVICE 1 CITIZEN
LUXEMBOURG CROATIA MALTA CZECH REPUBLIC
AWARENESS SEARCH INFORMATION MEDICAL ASSISTANCE
% Acknowledge the need Seeks support Addresses Health Unit
P
Feels sick and

RS E |E| % searches for support -F—L

| | a RSE ooof

Aread = y

firea do Cidadac |— Area do Profissiona + Medical Assistance at the Hotel or local Pharmacy ||:| M 0

Creates Patie.nt Summary . Approves Patient Doctor * Search on SNS we}'ssne, SNS24, Social Security, Health Unit
Consents Patient Summary sharing Summa CrossBorder website, other
v * Contact Portuguese Embassy B R B
« Contact Support Centre: atendimento@SNS Identifies Patient and its q A
Patient Summany Obtain Medical Care
24.gov.pt
.l WHERE TO FIND INFORMATION
CENTRO DE CONTACTO CENTRO DE CONTACTO CENTRO DE CONTACTO
SERVIGONACIONAL DE SALOE SERVICOMACIONAL DE SALOE SERVICO NACIONAL DE SALOE
Websites: Websites: Websites:
SNS 0 SNS 24 (B | SPMS. 0 SNS 24 (7% SPMS.
Zopren rwrin n Sarin
. l Hospitals
Embassies  Airlines, Alrporl Cruises, Hotels MNEA 3020 SHOURANCA SO0A Airlines, Airport, Cruises, Hotels
eStudo Cross Borders Embassies
4, {;  Conselhos aos Viajantes do Portal Conselhos aos Viajantes do Portal Conselhos aos Viajantes do Portal
2 das Comunidades Portuguesas - das Comunidades Portuguesas - das Comunidades Portuguesas -
MNE MNE MNE
o Hospitals
17
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Patient Journey - Patient Summary Country B

SERVICE 2
e o
w8t BT
PATIENT SUMMARY
IS AVAILABLE HERE =
TRAVELS TO PORTUGAL o 3 E
Health Unit

FEELS SICK AND FIND A COMPATIBLE HEALTH IDENTIFIES PATIENT AND TS
SEARCHES FOR SUPPORT UNIT PATIENT SUMMARY
CZECHCITIZEN ~ MALTESE * Medical Assistance at the Hotel or local Pharmacy
CITIZEN + Call SNS24: 808 24 24 24 Obtain Medical Care

* Search the CrossBorder website
* Contact Czech Embassy

WHERE TO FIND INFORMATION

Websites: m l
SNS 24 QO .. B|SPMS. an# S W

CENTRO UE CUNTACTU SEGURSNGS 50CIA| af Pharmacies Hospitals Embassies. Airlines, Airport, Cruises, Hotels W\c)
Assacisco

SERVIGO NACIONAL DE SAUDE

e Fesradcios. o Portugel
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Patient Journey - ePrescription / eDispensation Country A

ESTONIA

SERVICE 3

AWARENESS

% Acknowledge the need

RSE (2] 3

Area do Cidadac L

.

Consents
ePrescription/eDispensation sharing

.l WHERE TO FIND INFORMATION

SNS 24

CENTRO DE CONTACTO
SERVICONACIONAL DE SAUOE

Websites:

NS Q) SNs24, (B[sPMs

ZERUIGD HAG ChAL ok
S sule :
I —
SCURANCA SO0 Cross Borders, Travel

Embassies Agencies, Airlines, Airport,
Cruises, Hotels

Conselhos aos Viajantes do Portal
das Comunidades Portuguesas -
MNE

RSE

Area do Profissional

Prescribes
medications

Medical
Prescription

Doctor

SNS 24

CENTRO DE CONTACTO
SERVICONACIONAL DE SAUOE

Websites:

SN Q) SNs24, (B[sPMs

SERIED IS ChL i
2 sle z

eStudo Cross Borders

Conselhos aos Viajantes do Portal
das Comunidades Portuguesas -
MNE

CROATIA

SEARCH INFORMATION

Seeks support

Y
Feels sick and
% searches for support

* Medical Assistance at the Hotel or local
Pharmacy

+ Search on SNS website, SNS24, Social Security
CrossBorder website, other

+ Contact Portuguese Embassy

+ Contact Support Centre: atendimento@SNS
24.gov.pt

SNS 24

CENTRO DE CONTACTO
SERVICONACIONAL DE SAUOE

Websites:

SNS 24

el

SERIGD PACThAL
3
Cross Borders, Travel

Loy Agencies, Airlines, Airport,

Embassies Cruises, Hotels

Conselhos aos Viajantes do Portal
das Comunidades Portuguesas -
© MNE

Hospitals

s
s 1

MEDICAL ASSISTANCE
Addresses Health Unit

S
qp

Pharmacy

Identifies Patient
Receives ePrescription

ePrescriptionID

Obtain Medical
Dispensation

elDToken eDispensationID

Pharmacy
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Patient Journey - ePrescription / eDispensation Country B

SERVICE 4

TRAVELS TO PORTUGAL

FINNISH CITIZEN

M
FIND A COMPATIBLE o yal

PHARMACY

Pharmacy

Glintt Identifies Patient
Receives ePrescription

Obtain Medical

ke

SoftReis
Dispensation
4Digital Care E E
= =
elDToken ePrescriptionID eDispensationID
Loghitools
Winphar

WHERE TO FIND INFORMATION

SNS 24 03 5. (3 spws. < 0¥

)
<]
ENTR NTA| Q)
c COEU\%% EA? 0ES MCITJE BESAIOE SEGURSNGA SCCIAL af Pharmacies Hospitals Embassies
Associagh

o
do Farmacias de Parugal

—ZHL ”
mi . —
o [ W
—_——— - Cross Borders, Travel Agencies,

Airlines, Airport, Cruises, Hotels W\C_')
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Data Donation

In which circumstances can patient’s health data be processed?
O If the patient gives explicit and unambiguous consent to the use of their data
If the patient makes the data public himself or herself
If it is in the patient’s vital interest
For healthcare purposes

For public interest in the area of public health

© 00 060

To carry out the right of the person that controls patients’ data in the field of employment, social

security and social protection law

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt 21
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Data Donation

For Research

) vgen

99

A 4
-

e e
g g

) 9

@ What we have

@ What we don’t have (yet!)
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SPMS..

Data Donation

For Research

Full Anonymised data Consent Information Raw Data for research purpose

Clinical Repository Eletronic consent information Feedback to patient
(RUUG2Y (Portal’s Citizens Area)

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | www.spms.min-saude.pt 23
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Data Donation

Data Sharing Agreement

Period of agreement

Intended use of the data
Constraints on use of the data
Data confidentiality

Data security

© ©0 6 06 06

Methods of data-sharing

Sempre gue me dirigir a uma instituico do Servico Nacional de Satde, autorizo que s Profissicnais de Salde (Médicos e
Enfermeiros) possam consultar a minha informagao clinica registada nos diversos sistemas de informagao do Servico
Nacional de Satde.

Sempre que me dirigir a uma instituigao do Servigo Nacional de Satide, autorizo que os Profissicnais de Satde (Médicos e
Enfermeiros) possam consultar a minha informaco clinica registada nos diversos sistemas de infermacdo dos Setores
Privado e Social

Sempre que me dirigir a uma instituicdo do Sector Privado e Social, autorizo que os Profissionais de Saude (Médicos e
Enfermeiros) possam consultar a minha informagao clinica registada nos diversos sistemas de informagao do Servico
Nacional de Saude.

Concardo que parte do meu Resumo de Salde (em particular, meus diagndsticos; minhas alergias; meus procedimentos;
minha medicagdo erénica) possa ser transferida/apresentada a um profissional de satde, um médico registado num dos
paises da Unido Europeia, no contexto em que me sejam prestados cuidados de satide

Quero ser netificado quando um profissional de sadde credenciado consultar a minha informagao clinica registada, nos
diversos sistemas de informagao do Servigo Nacional de Satde, através do Registo de Satide Eletronico.

Autarizo que me enviem emails institucionais da Area do Cidadc e do Ministério da Satide

Autorizo ser notificado quando os resultados dos meus exames estiverem disponiveis para consulta na Area do Cidadéio

Autorizo que os profissionais de salde credenciados, a partir de des do setor privado e social, consultem a minha
informagdo clinica, registada nos diversos sistemas de informagdo do Servigo Nacional de Sadde e setores privado e
social que a disponibilizem, através do Registo de Satide Eletrdnice.

Concordo que a minha Presericao eletronica possa ser transferida/apresentada a um profissional de saude registado num
dos paises da Unido Europeia, para efeilas de dispensa de medicamentos.

Sempre que me dirigir a uma Farmcia, autorizo que os Farmacéuticos, portadores de carteira profissional ativa, possam
consultar 0s meus medicamentos prescritos, as minhas medicges, as minhas vacinas e as minhas alergias, que se
encontrem registadas nos diversos sisternas de informagao do Servigo Nacional de Salde, através do Registo de Satde
Eletrnico.

Sempre que me dirigir a uma Farmcia, autorizo que os Farmacéuticos, portadores de carteira profissional ativa, possam
disponibilizar acs outros profissionais de sadde credenciados (Médicos e Enfermeiras) os meus medicamentos stjeitos a
receita médica dispensados, as minhas medigdes, as minhas vacinas e as minhas alergias, que se encontrem registadas
no sistema de informagao da Farmécia, através do Registo de Saude Eletronica

Neo vorzn

Autorizo Néo Autorizo

Autorizo Nao Autorizo

Hao Autorzo

o
puorzo

Nio Aotz
Neo vorzn

Hao Autorzo
Hao Autorzo

Hao Autorzo

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt



SPMS..

Data Donation

For Research

With patient consent, we feedback him about the purpose of using his data
@ Inform the patient by e-mail
@ Inform the patient that his data (medication, diagnosis, exams, ...) was used
@ Inform the patient that his data was used for THIS research purpose

@ Inform the patient research’s results

@) Al about giving FEEDBACK to the patient

m

r
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Mobile Applications

AN APP
FOR THAT !
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Mobile Prescription - Overview g

@ Available since 20th February;

@ Strong Authentication and digital signature thru Digital Mobile Key;

217 532

Total of medicine
@ Secure and fast prescription; packages

@ Mobility for physicians and patients;

@ Interactive PRESCRIPTION AND DISPENSATION

Prescri¢bes e Embalagens por Regido

@ Total Prescrigies @ Total de Embalagens

83.703 B86.184 :
96 953
Total of emited paper|eSS 2315 9173 1723 3475 1359 3292 495 1122
H H e e — ——
prescrl pt|0n LPEUPS MORTE LPEURS VT LPEUPS CENTRO  LPEUPS ALGARVE LPEUPS ALENTEIO LPEUPS RAM LPEUPS RAA
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ePrescription -
iPrescription

{

IPrescription

&

PEM ..

Prescricao Eletranica Médica

PATIENT

Paperless
Prescription

Eletronic Dispensation
of the medicines

“1 pill once a day during 3 months”

1,9 3
L 5l 6 7 8 9 10
112l 18 14] 15 16, 17)

NOtIfIC&tIOn Pa“ent 18 191 20 21 22 93 94|

25261 27) 28| 29 30

“Your medicine package is over in 5 days.
Do you want to ask for a new prescription?”
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Prescription for Physical Exercise

1= PEM e “rormacho (.10

Dr(a). Médico 02, 90002 Notificagtes
Prescricio Eletronica Médica CIRURGIAGERAL [ LPEUPS NORTE Pesquisar utente

Publications:
Dados Pessoais: 175141021 - CELINA LUIS FERREIRA DA COSTA LEITE | Nasc: 06-11-1984

Ent. Financeira: SNS

Mendes, Romeu & Silva, Marlene
& Silva, Catarina & Marques,

PESQUISAR MEDICAMENTOS MEDICAMENTOS RECEITA - )
m m Nome medicamento Adilson & Tomas, Rita &
| l% PEM @ o Alexandre, Anténio & Carvalho,
PORTUGUESA . . . .
Prescrcio Eletromca Midca swon Cristina & Nascimento, Nilton &
AUTENTICAGAO FORTE Leite, Celina & Martins, Henrique
Uiizador & Teixeira, Pedro. (2018).
Primary health care digita
: tools for physical activity
O , Detﬂtg{";ﬂﬁg{dﬂSw“i";?{;”ﬂmf{g{ﬂ}dﬂ [T surveillance and brief advice in
tpo de Prescritor —  » Ofs) medicamento(s) prescritofs). .
Médico s O sexo e idade do utente. the Portuguese Nat|0na| Health
=] Service. Journal of Physical
N o Activity and Health. 15. S246.
[ R I Pretende aconselhar o utente para a pratica de atividade fisica?
1 Echgi\yaz;dor que usa no acesso ao Portal de Requisicéio de Vinhetas e 1. Do seu Cartéo de Cidadéo ou Cartéio da Ordem dos Médicos '
2 Ezcs;laa;enha de acesso ao Portal de Requisicéo de Vinhetas e 2 Ez ::i :I‘:;Zeaj:z‘e;!:do ao computador I S||'|'| m
4. Colocar o cartéo no leitor e selecionar o opcéo "Ler Cartao" ' ——

servicedesk@spms.min-saude.pt ‘@

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt 30
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MySNS Carteira

— — o~

— 7 _—

APP that allows to consult general APP that alows the consult of
APP that gathers information about

information and news about the average waiting times in the NHS _ _
the patient data in the NHS.

NHS. hospital institutions.

MYNHS MYNHS TIMES MYNHS WALLET

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt

31



'SPMS.

Mobile Applications -

MyNHS Wallet

wil altice MEO & all altice MEO = < 95% )

Cartdo de Acesso a Satde Cartao de Acesso a Saude

N.° SNS:

366779809

NOME COMPLETO: )
INES BEATRIZ ARMADA BRAS
DATA DE NASCIMENTO
1992-09-26

GENERO:
FEMININO

MORADA:
AVD Almirante Reis, 89F, Lishoa, Lisboa,
1150-13, Lishoa

Boletim de Vacinas

Cartao ADSE

Boletim de Vacinas

06/12/2019
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r
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MyNHS Family

v Health Access Data
v Treatment Guide

v ADSE

N.° RECEITA:
2011000043265769307

201 43265769307

10000
LOCAL DE PRESCRIGAO:

LOCAL PRESCRICAO ENTIDADE UTILIZADORA
PESSOA SINGULAR DO CENTRO

DATA: ) 56¢ 4.7

21/02/2019 : - ‘/ | I .
PRESCRITOR: : ” : A e rg I eS

DUARTE SEQUEIRA

ESTADO:
Receita co di da nas farmacias

v Living Will

v Vaccines

v" Rare Diseases

Medicamentos Prescritos

MEDICAMENTO:
Ciprofloxacina, 500 mg,
Comprimido revestido, Blister -
16 unidade(s)

POSOLOGIA: QTD:
1 comprimido, de12em 121
horas, durante 3 dias. se

Febre com diarreia com

pus ou sangue

v Physical Activity

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | www.spms.min-saude.pt



MyNHS Wallet
Cards Downloads — TOP 5*

PRESCRIPTION AND TREATMENT GUIDE 341 M
Card with prescriptions '
and tfreatment guides.

HEALTH ACCESS CARD

Card wih data that identifies the
patient in the NHS.

VACCINATION CARD 741,77 K

Card with the patient’s
vaccination record.

612,75 K

ADSE CARD

Card with information
about subsystem data.

17380 K 158,16 K

ALLERGIES CARD
Card with information about the Prescription & Health Vaccination  ADSE Allergies
patient’s registered allergies. Treatment Access
Guides

SEPTEMBER 2019

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | wWww.spms.min-saude.pt 33



NEW EDITION!!
Awaiting store validation

Guia(s) de Tratamento

A Minha Carteira

Cédigo A Minha Carteira O]
de Cartiio ADSE v
Cartido ADSE v
‘W Testamento Vital b (01) 1 0012345 67890 2 (10) 123ABC Testamento Vital ”
Nio hd cattdbes =
) 03/10/2018
MySNS Carteira ® S Estado Alergials) v
A Carteira eletrénica da Saide. T A PV Mo
UPRpicaas o m‘;uumm - ;N
WrEETacho revestido por policula, Blister - 60
Sevendade M‘)

Severa g

Or. Lorem Ipsum
Local de Prescngdo

Design | Usability and Experience | Performance |
New Features
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Acessibility

Inclusion of
Accessibility options

applicable to the

entire APP interface.

06/12/2019

SPMS -

Servigos Partilhados do Ministério da Salde, E.P.E.

G Acessibilidade
TIPOGRAFIA

Lorem lpsum

A —

' padrao
‘ Daltonismo
' Preto & Branco

m

r

www.spms.min-saude.pt
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SPMS..

Health Measurements

Menu dedicated to
promoting a healthy
lifestyle, where
citizens can record
and track their health

measurements.

06/12/2019 SPMS - Servicos Partilhados do Ministério da Saude, E.P.E.
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Services

Menu where useful
services are available
to the citizen, such as

Contact with Health

Units or Make

Appointments

Servios ao Cidadso

i
Timeline

Consultar Exame(s)

Contactar Unidade de
Satde

Marcar Consulta
4 no Centro de Saude

Perto de Si

Hospitais, Centro de Saude e
Carmdnina

Registar Alergia

no sua Carteria de Alergia

06/12/2019

SPMS - Servigos Partilhados do Ministério da Saude, E.P.E.
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MyNHS Wallet
A new way to manage your health

7> & e A > &)
% MySNS Carteira T\ < Adicionar Medigdes % MySNS Carteira Y

< Glicemia < Glicemia

i

As Minhas Medigées As Minhas Medigdes ®

& Ppassos

0 Seu Historico A sua Medigao

Valor (mg/dl)

170
155
Maxima 143 Data e Horério
170 (mg/dl) Inserir data e horario ¥
Minima UL
70 (mg/dl) Origem
Medigao registada na MySNS Carteira
Média o &
3/01 19/01 20/01 21/01 22/01 23/01 Hoje
@ Adicionar medigao

Uttimas medigdes

Inserir medigao

@ Cigarros

N&o ha medicdes 0

registadas Agua

® ® | ® &

&> Glicémia

=1

Valor (mg/dl) Data e Horario
— 100 19/01/2019 | 15:35 —_—
% @ 8: = Origem % @ 8 =
Carteira Medigtes Servigos Mais Carteira Medigtes Servigos Mais
— Calculo realizado na Area do Cidadao
=] @ & =
Carteira Medigdes Servigos Mais
Valor (mg/dl) Data e Horario
100 19/01/2019 | 15:35
Origem

Calculo realizado na Area do Cidadao

(1) Ar N
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SPMS..
Mobile App

lications

MyNHS Wallet - Software Development Kit (SDK)

Software that will allow
any Health entity to
develop cards for the
MyNHS Wallet

@ SNs

Dashboard

Designer

I Services
|

Configuration

Configurations Import Properties Preview

Endpoint :

Configuration

Processed APIs
UUID : CenasTest:ENDPOINTNAME
Name : ENDPOINT NAME
Endpoint : http://localhost:3000/fes

APIConfig :

06/12/2019
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Mobile Applications
MyNHS Wallet - Software Development Kit (SDK)

P Card Design  Card Content

Dashboard

All-in-one app: B oesioner [ smacara -

Components

Services

Design the cards (drag & G
Clear Page

drop), map the services and  resstDosin [e -

configure the metadata.

Sub-Header

06/12/2019 SPMS - Servigos Partilhados do Ministério da Saude, E.P.E. | www.spms.min-saude.pt 41
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IMPROVING THE HEALTH OF THE PORTUGUESE, CARD BY CARD

Mobile Applications
From the SDK to MyNHS Wallet ' Adicionar Cartie

9:41 AM

@ MySNS Carteira

A Minha Carteira
Cartao ADSE

Lorem Ipsum Dolor

de

de

Boletim de Vacina(s) @

Lorem Ipsum Dolor N°® Beneficiario

657344872
N° Beneficiario
657344872 Y Testamento Vital @

Lorem Ipsum Dolor

Nome

Lorem Ipsum Dolor Sitamet

Actualizado hd 2 minutos

Nome
Lorem Ipsum Dolor Sitamet

Guia(s) de Tratamento @

Lorem Ipsum Dolor

. Alergia(s)
O Visuallzal' Lorem Ipsum Dolor

Actualizado ha 2 minutos =)

( —~—
Carteira MedicGes Servigos Carteira Medigoes Servigos
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SNS 24

CENTRQ DE CONTACTO
SERVICO NACIONAL DE SAUDE

SNS 24 - WEBSITE 0
ANALYTICS

o
3 1288279 wees —

1 834 771 sceses

s

63,9% 33,6% 2,6%
Mobile Desktop Tablet
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SYMPTOM CHECKER SR NCAALIESHINE
SERVICO NACIONAL DE SAUDE
= Flu
. SNS 24
= Nausea and vomiting e Jh ()
u CO u g h 0 que & "Avaliar Sintomas"?
. . E uma funcionalidade que permite ao cidaddo
= Skin allergies e
- - néo emergente
|
R eS p I rato ry aI I e rg I eS E importante saber que "Avaliar Sintomas™
= N&o é uma ferramenta de diagnostico clinico.
« Néo é uma consulta médica.
= Nao substitui os cuidados de salde de um
profissional
0 “Avaliar Sintomas” & uma nova funcionalidade. Neste
momento ja é possivel avaliar sintomas da Sindrome
Gripal.
1 237 646
users
O Tomei Conhecimento
28 969 concluded algorithms
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EHTEL Conference Personal health data
Barcelona, December 4t 2019 in the palm of your hand




The urgency for The
Netherlands

* 75 people in hospital
per day due to
medication errors

* Ageing population:
pressure on informal *
care

* Digital society



Timeline

2011

No EHR
National
EHR

rejected in
Parliament

Vision PHE
published

Personal Health
Environment

y_Z ,

Information
Council
Healthcare
Make it happen!

Madurodam

Now continue
with PHE

Start MedMij

More control over
your health

medm(lj'

Grip op je eigen
gezondheidsgegevens



Good climate

Living at home longer,
self sustainable

Everybody CEO of

their own health Self-measurements

z5,
) New treatments
€% 2F with big dataand Al
e O Tele-health

Standards Indicators

Basic

infrastructure Safe

Registers communication

Fertileground ...

Payment
Sustainable . models

. . Patient
healthinformation complex Monitoring access ST

Authentication



MedMij allows you to collect, share and
manage your health data

in your own personal health
environment



Patient

Monitoring
services

Q
2

Personal
network

Knowledge
centre

Physician

+
oooo

EIEI

Healthcare

_organisation g

Healthcare
insurer

Medmy



Suppliers of Providers of health

Personal Health care or social support
Environments
< <&
>—»~"" - "

Many-to-many connections limit
innovation, give higher costs ;



Suppliers of Providers of health
Personal Health care or social
Environments support

<




Core tasks of MedMij W

Facilitate digital Creating
exchange of confidence
health data that this is
between @_)® done in a safe,
residents of the - sustainable,
Netherlands affordable and
and their user-friendly
healthcare way

providers

9



What does the framework do?

Dgrgonh

deelnemers
afsprakenstelsel —J
v It states which parties fulfill the Q v It has clear governance
roles of data exchange

@ v' Agreements between these parties
about rights, obligations, incentives,
sanctions, testing and objections 10

C@ v"It’s maintained and secured



MedMij Information Standards W

Hospital care

@ General
Practitioner

Medication Mental
Healthcare

Online

appointments

PDF @ Case assessment



MedMij programme products

Standards
Framework

Zorg (BgZ)

» Huisarts-

0 gegevens

00 ;
S { . Zelfmeet-
KC \@ GeEeSHY
e " eAfspraak

PDF Indicatiebesluit
(iStandaarden)

(&) Medicatie

Basisgegevens
GGZ

*1) Labuitslagen

12



Financing system

Care Provider
PP GGZ) (mental healthcare) -

GGZ (VI

Stimulus financing Stimulus financing

Individual PHE suppliers PHE use

| |
2017 2018
(and further)

| |
201 2020 2021 2022 2023




Governance of MedMij Foundation

Strategic

Foundation MedMij

Owner’s Council

Board with staff &
support

executive
organization

Operational



Future plans
The PHE as a dashboard for healthcare

QNIHE
Physio & sport







Thank you

Questions?
Email to r.trul@medmij.nl



The Need for a Common Rulebook for Data
Sharing

Saara Malkamaki
Specialist, IHAN project

Sitra — the Finnish Innovation Fund
g saara.malkamaki@sitra.fi

¥ @saara_malkamaki

SITRA



Everyone needs to get value in a fair data ecosystem

+ Leader & external stakeholders

/

End User
Data
Provider

Infrastructure Provider SITRS



Examples of value creation from a data

ecosystem

New collaboration and co-creation
opportunities

Trustworthy and reliable partners
Increase in knowhow

More data

Faster and better use of data
Opportunity to share data

Permit to use data

Comparative data

Better analysis and further
processing of data

Euros €
New business opportunities
Increase in competitiveness

Better targeting of the investment
path

Possibilities in preventive work
More effective treatment process
Products and services in wider use

Launch for new products and
services

Feedback to service development
Enhanced services development

Comprehensive understanding of
end user

Happy end user
Increase in trust
Personalised services

Right doer in the right place at the
right time

Valuable support
Better knowledge management

vn kseli

Vaaka-akseli

Wider well-being perspective

Better impacts and impact
measurement

Reference and brand value
Increase in industry expertise
Access to a network

Better API services

Value each entity receives from other entities in the

data ecosystem

Arvo, i

Organisation D

Organisation E

e
+ Arvenjatisdon.

+ Hyvinventiiao
hankiltacists

¢ vertalludsts -
5 + Triksmriskgectiifa | -
""""""" e |3

€
+ Vhesisgrt

- Paamm
- piskiprofilit/verslde: r

a
- Thudssia

Organisation F




Self-regulation based on a

Pathway to a fair data ecosystem common rulebook for data

/ sharing ecosystems

4. Technical
Solutions

2. Business
Models

3. Rulebook

Data ecosystem
business model in
a contract format
» Entities’
responsibilities,
duties and roles
in a contract

« Combined role
Common vision based business
and objective models
Main roles Data and cash
Value matrix flows
Data needed Shared
capabilities

Interfaces

Data contents &
formats
Technical section
of the rulebook




RULEBOOK DESCRIBES ORGANISATIONS’
LEGAL, BUSINESS, TECHNICAL, ETHICAL AND
GOVERNANCE FRAMEWORK IN A DATA
ECOSYSTEM. IT IS A FOUNDING DOCUMENT
THAT MEMBERS SIGN TO ADHERE TO.

SITRA



Data Ecosystem - Rulebook Legal

General Part Agreement

- ”’sales brochure” Business

pes. Business

| General Terms |

Ethics

Code of Conduct | Specific Terms |
| Glossary | o
Check List Accession Agreement Annex Technolo gy

- Control Questions

/" Terms
[ /

Externals: Individuals,

legal entities, others

SITRA



Current state

- Rulebooks are hand written by expensive experts — lawyers, business developers and IT
architects - who start from scratch each time a new rulebook needs to be written

- Very little or no reuse

- Extra iterations are costly because these expensive experts are involved in both
preparation and finalization phases

Preparation Finalization

din @A
)]

SITIRA



Near future state

Preparation phase is separated from Finalization phase by creating an initial list of
control questions

By answering to these questions, respective sections in the rulebook template are filled
This creates the initial rulebook which experts then finalize
Iterations in the Finalization phase are reduced

Preparation Finalization

@ Al
w did

=0 @

SITIRA



End state

- A tool which automates the creation of the initial rulebook as much as possible and
guides the business leaders to go through the control questions

- Iterations in the Finalization phase are minimized
- Control questions and rulebook structure are stored in an updateable data repository

Preparation Finalization

i
Ala

o
o

SITIRA



Rulebook interoperability validation process

Preparation Finalization
- Ensures that the resulting Q@ —
rulebooks conform to set W E g j p o2
quality and content fied : “ o
standards — = .
- Also ensures -
Preparation Finalization

interoperability between
data ecosystems Q@ —
' = <§--- '\a
(b d o
@

Preparation Finalization

QL =
' E <§... «‘

SITIRA




Benefits

- Easier and cost-efficient creation of the
ecosystem rulebook

- Possibility for organisations to join various data
ecosystems more easily

- Increasing know-how, trust and common
market practises

- Ensuring fair, sustainable and ethically business
within the data ecosystems

SITIRA



Rulebook next steps

- The is available on 3 December 2019
A public seminar on the Rulebook will be held on Tuesday 21 January 2020

Rulebook version 2.0 will be available by the end of 2020 including significant
improvements from practical experience

Tool creation will commence after baseline has been stabilized

SITIRA


https://www.sitra.fi/en/news/a-new-rule-book-sets-out-the-guidelines-for-a-fair-data-economy/

PLEASE SIGN TO OUR IHAN NEWSLETTER TO
GET INFORMATION ON OUR FAIR DATA
ECONOMY PROJECT:

+ tick a box "THAN® — Human-driven data economy

SITIRA


https://www.sitra.fi/en/topics/fair-data-economy/#newsletter

sitra.fi

@sitrafund wOB@in® SITRA



https://www.instagram.com/sitrafund/
https://www.linkedin.com/company/sitra
https://www.youtube.com/user/sitrafund
http://www.slideshare.net/SitraFund

