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Mindmap for discussion
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Contextual settings



Information levels theory

Information levels theory -

Signs
Data labels
Data values
Data { |abel : [binding] value }
~ Information
Knowledge
Wisdom
Beauty
Ethics



Primary use & secondary use levels
,.‘

Electronic Health Records

Electronic prescriptions
primary ]

Healthcare information systems - Hospital care: HIS
Departmental: LIS, RIS, PhIS, etc.

Healthcare data products - HCDSNS: Digital Clinical Records

eReceta: ePrescription & eDispensation
CMBD-RAE: MBDS Hospital discharge registry
BDCAP: Primary care activities registry

Primary care

Hospital care

Primary care: PCIS

Secondary §

EU PS: EU Patient summary
~ EU eP/eD: EU ePrescription / eDispensation

ReeR: Rare Diseases registry
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Non-healthcare Is huge data

- Non-healthcare data products

Search engines
Personal profiles
- Social networks
Etnicity
Sexual options

Political options

- Citizen characteristics

Religious options
Legal history & corrections
Minority groups membership
- Cell phone use
Consumer history - Credit card use
Geolocalization

Income history

- Financial status

- Insurance status

Family & partnership links
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Who gets benefit from Secondary Use?

' Clinical data *

... obtained in a context of confidentiality

4. Do I get personal benefit?
£ "\ .. legitimate or not
Secondary uses of clinical data

(further processing of health care data) _ R&DA&i
&

Secondary use

Health system
... Is a benefit expected for ... Y

Citizens

e D Does society benefit from use?
... according to publicly expressed interests
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Solution provided, problem undefined

~4 1 Solution provided,

C

=¥ .. problem undefined

‘:’.'ff:' Big data defined

v Desirable effects

57 Altemative tooling?

Conceptual definition
Enumeration 5V mnemonics
Are all features required?
Open data
Microdata
Multiple source platform
Related concepts « Linked data
Cloud storage
Knowledge discovery

Personal data pods
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Risk analysis

‘ Just use free text, you don't need that old-school standardization!
‘ Borders between sources of information are being blurred!
/I, Link to non-healthcare sources for powerful analysis!

.~ Risk analysis -

.J Do not try to regulate, we know better! A

We will be generous if you disclose your data!

a“n

“ |If you don't use our services, you're obsolete!
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A rational approach

=~ Zero risk is beyond possible
' "1 Basic protection measures first

7.7 Governance authority model*

A rationa| approach V 3 Approval process of secondary use proposals

 / Informed consent procedures (when required)

( ‘_} Processing operations

! Additional requirements
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Adopting a code of conduct

. Approach draft by JAseHN for EU
“* Joint Action in support of eHealth Network

+_ Approach by AEPD Guidelines for data anonymization
' Spain's Data Protection Agency Guidelines for exploitation

Iceland

}J\{_ - Finland

»Z{d Adopting a code of conduct Australia

Reference countries < — Switzerland

Canada
Netherlands

United Kingdom Scotland

Other approaches ...
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Towards a Work Programme
for Health Systems

Analysis of AEPD Guidelines

Code of Conduct (final version) analysis
0

J UNESCO Report & R dati
, LJ Towards a Work Programme Spaairscommendanons f
ﬁ 4

~= Promoting Consensus Guidelines for the SNS
for Health Systems = (National Health System)

L Participation in SNS special projects

L Leading EHR Implementation Forums ﬁ
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Datos para uso interno (no orientados a informar al paciente)

. 7

Datos reservados (con finalidad de proteccion)
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