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Health Data
Experiences from creating a regional
data access hub

Clara Hellner, director of Research & Innovation
Region Stockholm
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Health care has always used data — what is new?
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Primary

use of data

(providing
care)
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National (or other externally collected) aggregated data resources

Secondary use of
data (research &
innovation)
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National data resources

Now

Multiple sources, high
resolution data
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Health data on the Swedish
national level

5-national
es strategy

« Key aspect of the national life science
strategy

« National authorities engaged
« Task force: Detailed action plan in 2022

« National commission overseeing Swedish
legislature

« Several health data networks in progress
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_ Life science-strategi Forsknings-, utbildnings- Innovationsstrategi
fér Stockholmsregionen och utvecklingsstrategi for Region Stockholm

Stockholm 2025: En av viridens fom ledanda life sclence-regloner FOR REGION STOCK HOLM 3021-2024 NN O ATION SR ORBIAGE TILL WYTTA FOR ETT HALLEAET SARMISALLE

iillar fir mervdliqa: nil mnel ar ch bolen | Ragion Stk holm

choI:
Health data and digitalization top priority in all

regional strategies

Ju: Reglon Stockholm jIL Reglon Stackholm
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How can it be done?
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Challenge #1: The legal framework
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Data ownership

=  egal entity = caregiver
= Confidentiality review process at caregiver level

= >3000 caregivers in Stockholm
= From big hospitals to small outpatient clinics
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Then

The individual
researcher had to
contact each care
provider for data

Karolinska
Hospital
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hospital

Danderyd
Hospital
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Data owners

Sodertilje
Hospital

SLSO

(Primary
care,
psychiatry
)

Tio
Hundra
(Hospital
and
primary
(o-172)]
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Established 2019: Centre for Health Data
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Now:
Centre for health data (CHD) = single point of contact

Karolins :
ka Information/data owners

Hospital

. Tio Data Managers
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QArdartili el

Centre for (Hospital — o
Health Data and R‘Y‘
primary
Care)

<
hospital

Dandery
d

Hospital

sOs
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Challenge #2: Understanding the data landscape
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Common questions

« What data does the researcher wish?

 Does it exist?

 Where is it stored and who is the data owner?
 How is the quality?

 Can we get it out of the system and how?

« How can it be linked to other data sources?

« How can the recipient store data safely?
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CHDs data access process

Centre for Health Data

Advice and pre- Coordination of relevant Coordination of
qualification information owners/care providers relevant data managers

W .

Decision Data Collection

Data collection are made by
the relevant data
managers / operating

Information owners /
care providers make

Researchers apply for P
decisions about data

access to data for their
research

partners and often also
combined with data from
authorities outside of
Region Stockholm

disclosure

—
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Challenge #3: Technical infrastructure
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Data retrieval

= Multiple data sources
= Different data types (lab / x-rays / text)

= Requires highly competent staff who have devoted time
to engage in data retrieval for secondary use

= Competence needed on the recieving side
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Centre for Health Data (CHD)

A one stop shop for data access

Karolins

ka
@ - e
.' .

Tio Data Managers

. Hund
. sédertilj Hncre

Researchers

\ / e e it (Hospital
‘ ‘ hospital Health Data 9nd
primary
Care)
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Dandery
d
Hospital
sOs
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The Centre for Health Data so far
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Incoming requests

80
20 67 Data is being used:
60 « Increasing no. of applications
o0  Waiting times still unsatisfactory
50 « Secondary use: shortage of staff and
40 competence in the entire system
33
30
20
10 6
]

2020 2021 2022 2023



European Health Data Space




.
2023-03-09 R
JJ& Region Stockholm 22 1

Avdelning Forskning och Innovation - |

European Health Data Space

« Positive to enable access to data across member states
« Unrealistic time frames
« Requires big investments in infrastructure and staff
 Understanding data quality (or lack there of) is key
« Involve regional level

« Research ecosystem needs safeguarding

« Protect the possibility to publish scientific results prior to
sharing data

« Avoid forcing researchers to use technical solutions that do
not meet highest standards

« "Data market” needs to be fair
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To summarize

« Data extraction from data holder level (i.e. regional
health care) possible but complicated
« Requires resources and competence
e Cost responsibility?

« EHDS may simplify some parts but not all

« Quality requires knowledge of data (regional/data holder
level)
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Clara Hellner
Director Research & Innovation
clara.hellner@regionstockholm.se
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