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Data from each patient stored in electronic medical records

Data users:

Patients

Health care

Research
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Stockholm: Several big hospitals/outpatient units, each 
their own information owner
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Centre for Health Data

 Created in 2019

 Aim: 

– Single point of contact for researchers and companies
in need of health data

– Coordinated application and assessment process in 
the entire region
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Centre for Health Data

 Tasks:

– Assist researchers who need data from > one
caregiver

– Assist the health care system (internal follow-up of
health care quality) 

– Method development
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Overarching goal

 Facilitate the development of precision medicine
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Data sources

 Stockholm Regional Data Ware House (VAL-

databasen)

– Limited information but high coverage

– Well described, easy to retrieve data

 Electronic Medical Records

– Unlimited information

– Not well organised/described

 Incomplete coverage, free text etc
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Data sources

– Numerous ”subunits” for different types of data (lab, 
EKG, x-rays etc)
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PROCESS

APPLICATION

CHD assists:

coordination, legal support etc

Decision by care-giver

Requires ethical permit Assessment (”men-prövning”) rests with the care-giver
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Challenges: several
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Incomplete 
applications

Lack of 
knowledge/understanding 
among applicants

Lack of agreement 
between care-givers

Assessments of legal 
issues, it-security etc

Lack of capacity to retrieve data 



Challenges

 In reality access is limited

 Large resources required to retrieve them

 On a positive note: Room for improvement! 
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What do we do?

 Scrutinize each step of the process

 Increase data extraction capacity

– Electronic Medical Record system Take Care
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What do we do?

 Method development

– Synthetic data?

– Changing the format free text in EMDs?

– Data lakes?
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What do we do?

 Close collaboration with partners

– Royal College of Technology: IT, security

– Stockholm university: Legal development
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What do we do?

 Create consensus among care givers

 Involve stakeholders (patients, life science sector, 

researchers)
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Thank you!
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CHD: current case-flow
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Etikprövad forskning utan individuppgifter

Etikgodkänd forskning med individuppgifter

Journalgranskning


