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GLOSSARY

GDPR General Data Protection Regulation
EHR.: Electronic Health Record
loT . Internet of Things

OECD : the Organisation for Econoptic'Ce-0peration and Development

RCT : Randomized controlled trials

RWD : Real World Data

DTx : Digital therapeutics

GDP : Gross Domestic Product

PROM : Patient repdrted eytdome measures

PREM : Patient reported experience measures

SNDS : Systeme natignalde données de santé

NHS : National health’system

HIRA ;Health insutance review & assessment setvicé

HSEIC {Health.and social care information cehter

NCHS *National center for health statisties

CHJ.: €anadian Institute for Health Information

ERB; Ethics review board

DMP : Dossier medical partagé

CNAM : Caisse nationale d’assurance maladie ID : Identification
IHCC : International hundredk4 eohorts consortium

PEACE : Patient-centered evaluative assessment of cardiac evénts
CPS : Cancer prevention Study,
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AMORIS ZApolipoprotein mortality risk study

EPIC . Européan prospective investigation-into Cancer, chronic diseases,
nuttition and lifestyle

CHOP :Children’s hospital of Philadélphia.GS': Generation study
SNHNRAM : Systeme national d’informationinter-régimes de I'Assurance
mdladie

PMSI : Programme de médicalisationdes systemes d’information

CMS : Center for Medijecare & Medicaid services

CPRD : Clinical practiceresearch datalink

THIN : The health\improveément network

HES : Hospital episode statistics

PCORnet :(The national patient-centered clinical research netywork
HIRD ;Healthcere/integrated research database

DP /Data partners

SOC Sentinel operations center

INDS :Institut national des données de santé

CEREES : Comité d’expertise pour les recherches,) l€s études et les
évdluations dans le domaine de la santé

CNIL : Commission nationale de I'informatique et des libertés

OPCRD : Optimum patient care researchddatabase
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GLOSSARY

ACP-; Accelerated cure project

HIPAA Health insurance portability and accountakility act
PHN; Protected health information

IHY: Identifiable health information

OMOP : Observational medical elitcomeéspartnership

HL7 : Health lever 7

FHIR : Fast healthcare interoperability resources

DICOM : Digital imaging and.communications in medicine

ICPC : Internationalclassification of primary care

ICD-10 : Internationdl statistical classification of disease$ and
related health-problems/tenth revision

SNOMED-CT. :SSystématized nomenclature of hurman “and
veteripary\medicine clinical terms

LOINC % Logicalobservation identifiers names & codes

SOAP *Sukjective, objective, assessmenty/plan’standard

CDA : €linical document architecture

RHM 'z Reference information model

CEN : Comité européen de normalization

ISO : International standards’organization

IHE : Integrating the healthcaré enterprise
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DIN : Drug.identification number

OPCS/ Qligodendrocyte progenitor cells

DSM-IV.: Diagnostic and statistical mantal*of mental disorders
UCUM.The unified code for units pedsure

NABM : Nomenclature des actes’de biologie médicale

HEPCS : Healthcare common procedurecoding system

IMI : Innovative medicinesinitiative

EFPIA : The Europeanfederation of pharmaceutical industries
and associations

BDV : Big data value association

EHDEN : European-health’data & evidence network

EMIF : European-medical information framework

EHR4CR «Electronic health records for clinical trials

PEPP-PT\. Pan-European privacy-preserving proximity tracing
INRIA :Nnstitut National de recherche en informhatique et€n
automatique

ICGC ¥International cancer genome consortitim
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I. Perimeter and trends in health data Il. Global health data sources map

1.1 Definition and health data types

lll. International data protection and security

IV. Health data use cases
frameworks

I.Il Trends in health data

Definition of health data
In Europe, the GDPR gives the first comprehensive definition of health data

The GDPR defines health data

Health data.is data concerning health’ means persofigl data’related to the physical or

mental héalth of a natural person, including the provision @t health care services,
whichfeveal information about his or her health status:

Health data can be about an individual’s Qast, current or future health status. It not
only covers specific details of medical conditigns, tests or treatment, but includes
any related data which reveals ahything about the state of someone’s health.

This includes:

* Data collected dufing the'xegistration for, or the provision of, health date;

* A number or symbe| assignéd to an individual to uniquely ideftify him-for health
purposes;

* Data from the testing’or examination of a body part or bodily.substance;

* Gengtic data andhbiological samples;

* |nformatioh Yon a disease, disability, disease—risk, medical history, clinical
tréatment;

+~ Data.onsthe physiological or biomedical state‘of.the)data subject independent of
its sodrce, for example from a physiciapex other heatth professional, a hospital, a
medical device or an in vitro diagnosticitest:

Official Journal of the European Union, Regalation(EU) 2016/679
Data Resources in the Health Sciences, Health Sciencés Library, University of Washington

STRATEGIC REPORT EXQRAGY | | M TERATIONAL BENCHMARK OF KEY HEALTH DATA SOUREES,

Genetic data is defined separately

The GDPR (d€efines-genetic data as “personal data relating to the inhefited\ar acquired genetic
charaeteristics of @/ natural person which result from the analysis’of a“biolpgical sample from
the”hatural person in question, in particular chromosomat;. deoxyribentcleic acid (DNA) or
fibonucleic acid (RNA) analysis, or from the analysis of/another element enabling equivalent
information to be obtained.”

Genetic data is a special category of health data as itJs highly sensitive as it could create
significant risks for an individual’s privacy rights ahdfuttdamental freedom.
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I. Perimeter and trends in health data Il. Global health data sources map

I.I Definition and health data types

lll. International data protection and security
frameworks

IV. Health data use cases

I.Il Trends in health data

Trend #7: The Internet of Medical Things will become mainstream, especially for physical activity and cardiac monitoring

The global loT spending in healthcare is expected to multiply by 3 in 5 years, fueled by

20,

15
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Percentage of respandents
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20%

0%

skyrocketing adoption rates from the general public

Health loT spendings by consumers’inShn

Source: Rock Health

Reasons for wearable use

2016 2017 2018 2016 2017 2018 2016 2017 2018 2016 2017 2018

Be physically Fitne€ssytracking Lose weight Sleep better
active
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Marfage.diagnosis

cordingto :Rock Health 1
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Connected medical devices and wearables allow patients to monitor their chronic
conditions from home.

Conditions tracked by health provigérsthreugh remote patient
monitoring

76%

Cardiac

61%

52%

Respiratory Cancer,

According to : Rock\Health

48%

Mental
health
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lll. International r ion an ri
I. Perimeter and trends in health data 1. Global health data sources map ternationa :'aaﬁ:w(::rﬁg ST €SI IV. Health data use cases

IL.III International cohorts 1I.IV Global Real-World Data databases

1.1 National databases 1.1l National Electronic Health Records

N’

X
S UK
A www.data.gov.uk
X web portal
\ \pr}des access to
| non-confidential
health data.

Public datasets are w.who.int/data

available on ministries’ ‘ “‘" The Global Health
websites. Observatory data

ganization

L

7"

4

: & " & o < : . repository provides
A‘ N N ‘ = . | access to over 1000
www.healthdata.gov 2 w : J | indicators in 194 states.
The initiative includes / 4 > : At R i / |
aggregated health data < : :
and is managed by the : ¢ ; O
Department of Healt N/ France Q Italy {u \\ Q» 1T 4 i
www.data.drees.gouv.fr www.dati.gov.it ' -/ www.da uropa e / \R . :
Data regarding health ' single website EU Open Data P N
and social protection provides access . des access to (& E' r w
v to data from all U institutions fo
www.ameli.fr public authorities free. It includes 2679
: including health. health datasets.

Definition
q'-Open data initiatives are public ! ‘
| databases accessible by all individuals I
I usually through a dedicated web
platform. All data available in these |
databases can be freely accessed,
| used and shared, independently of

C &

U - -
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http://www.healthdata.gov/
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IIl. International data protection and security IV. Health data use cases

frameworks -

Il. Global health data sources map
Il.IV Global Real-World Data databases

I. Perimeter and trends in health data
II.Il National Electronic Health Records IL.IIl International cohorts

Il.1 National databases

Assessment of national databases in the USA, the UK, Canada, Finland and Korea (10/10)

Summary (2/2)
NS RENNIA ASNN\S
Where does France stand?

7 %

ain national database system js’thé Systeme National de Données
ta, claims and mortality registers.

¢ .>- Santé) which includes hospital discharge'd

N

@% g: Global country score for natio

* Alarge sample size: the J :
detailed\information, without any exclusion

* Large, comprehensive @
ase does not include the following data: g@

public, commercial

Data quality

Regarding the quality of the data, there are irregularities in the coding and data is

not consistently collected.

According to : AMELI, La Cour des Comptes
abases QQ/%\/
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11l. International data protection and security

IV. Health data use cases
frameworks

I. Perimeter and trends in health data 1. Global health data sources map

I1l. | Patient perspective on data sharing LI International policies 1.1l International health data standards

GDPR is considered as the most constraining regulation

\/ P
(/% Level of data protection a@rld in compari

H ‘Adequate country

M EU or EEA country

I The French data protection a
! (CNIL) mapped data prote

%tit aperfectly
a\protection system when
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lll. International data protection and security

IV. Health data use cases
frameworks

I. Perimeter and trends in health data 1. Global health data sources map

Il. | Patient perspective on data sharing LI International policies 1.1l International health data standards

Measuring the degree of individual control over health data

s of health data over which patie s

ak%u=k3§gﬁ%£
Allows individuals to demand their
own health-related data be corrected
when held in an EHR if it is kOwn to
be inaccurate
Allows individuals to demand the
deletion of health-related data from
their EHR
Allows individuals to specify which
health-related data from their EHR
can be shared with health
professionals of their choice
4 - . =

”Qf W%

0 0 1 2
28 A

. Control . No contro \Bn nown W World Health Organization
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lll. International data protection and security

IV. Health data use cases
frameworks

I. Perimeter and trends in health data IIl. Global health data sources map

V.1l Public health and health system IV 1l Personalized medicine IV.IV Cancer research IV.V Optimizing pharmaceutical

IV.l The European Digital Single Market .
performance monitoring development

Case study: using health data to monitor public health and performance during the COVID-19 pandemic

Many orgeiizations built dashboard from open source data to visualize key indicators of A large numberi of health stakeholders offered public access to their datasets for
the epidemic research purposes.in an unprecedented wave of national international collaborations.

2E) at Johns Hopkins Uns, = Hospitals in the Paris area{AR-HR) créated a COVID-19 task force to
analyze and track the epitémic through the data collected in the
hospitals’ data waretiouses. This led to the creation of the EDS-Covid-
Ty Newtonk s ' l 19 database, spedifically designed for the epidemic.

Total Deaths

212,345 55

Confirmed Cases b = .
y 23,822 deaths 553,409 tested

Country/Region/Sovereignty California US

Spain
23,293 deaths

Frandy ida U7 The national'data glatioi'm, Health Data Hub, and the national payef,

: i o ' CNAM/Wereyallaweato massively collect data related to COVID-191h
France 17.515 deaths s ordertaxfaciiitateresearch.
Germany AUSTRALIA q Deaths g
United
Kingdom ®

Turkey The Eurogean Commission established the ERAvsCORONX action glan
that\coordinates efforts and supports research against'CQViD-19. One
of the measures of the plan is the development.of a data'storage and
Sharing platform for COVID-19-related data/

Russia
. Cumulative Confirmed Cases
Admin0

JDis Article: . Mobile Version:
. Automation Support:

Dependingon/he.dgrganization and on the available data sources,Nrformation on

daShloards inclided: 28 US firms formed a collaboratiop@p/an EHR-fuéled database
* /Tracklef confirmed new cases, hospitalizatiof, deaths by)country of healthcare accessible to doctors. They willie ableto verify drug effectiveness,
prowidér identify pre-existing conditigiisthat ean lead to ventilator support and

« “\Number of tests and rate of positive er_hegative fests evaluate the impact of lockdéwn mieasures.

* News reports
* Scientific publications Cleveland Clinic and SAS have~€o-created predictive models to help
* Tweets hospitals pan ard allecate resources in the context of the epidemic

 Clinical trials 18 » TECHTOMED

* Patient transfers in-ceuntry.orhetween countries
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Ill. International data protection and security

IV. Health data use cases
frameworks

I. Perimeter and trends in health data 1. Global health data sources map

IV.Il Public health and health system IV.III Personalized medicine VIV Cancer research IV.V Optimizing pharmaceutical

IV.I The European Digital Single Market T e

Personalized medicine uses data to increases the chances of positive outcomes

/7 N\ \ / NN\~ /7 2\ \) |~ /N N\ \
With personalized medicine, access to patient data allows

healthcare providers to design individualized treatments that >

) improve outcomes.
A | . .
ereentage of population for which a particul

drug in a class is ineffective

With personalized medicine, access to patient data allows healthcare providers to design individualized
treatments that improve outcomes.

\

Cancerdrugs

Alzheimer's drugs

Arthritis drugs 50%

Some patients
have adverse
effects

19
November, 2020
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Some patients
see no effect

0% 60% 80%

Accordjng\to : sonalized Medicine Coalition
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