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Why use other data sources than the

registers? 

• Limited amount and type of variables

• Limited time frame 

• Not all type of study questions can be 

answered with registers

• By combining register data with other data 

sources new exciting possibilities emerge 



1. Health surveys – Sweden: 

https://www.maelstrom-

research.org/mica/network/cohorts.se



Norway: CONOR

• CONOR:10 different health surveys 

during 1994–2003 

All surveys comprised: 

• a common set of questions

• standardized anthropometric 

measures

• blood pressure measurements 

• non-fasting blood samples

https://www.fhi.no/studier/cohort-of-norway/



Finland
• Tradition of health surveys from 1966 
• The National FINRISK Study was carried out every fifth year between 

1972 and 2012.
• Three national surveys between 1978 and 2011 (the Mini-Finland 

Survey, the Health 2000 and the Health 2011 Surveys). 
• FinHealth Study since 2017 

https://archpublichealth.biomedcentral.com/articles/10.1186/s13690-019-0374-9



Denmark

https://www.danishhealthdata.com/find

-health-data/Danskernes-sundhed



Health survey data- Challenges

• Exposure status may change over time

• Limited amount of confounders available  

• Surveys at different time points

• Consider immortal time bias



2.Other cohorts

Examples

• Military recruits 

• Special occupational cohorts

• Mandatory tuberculosis screening

• Cross Nordic cohorts



Cohort profile: a nationwide cohort of Finnish military 

recruits born in 1958 to study the impact of lifestyle factors 

in early adulthood on disease outcomes

https://bmjopen.bmj.com/content/bmjopen/7/10/e016905.full.pdf

Purpose The cohort was set up to study 

the impact of lifestyle factors in early 

adulthood on disease outcomes, with a 

focus on assessing the influence of body 

composition and physical performance in 

early adulthood on subsequent cancer risk. 







Tuberculosis screening programme

• From 1948 to 1975, Norway had a 

mandatory tuberculosis screening 

programme

• Miniature chest X-ray

• Tuberculin test

• BCG-vaccination status

• Measurement of height and weight





3. Biobanks

Types of biobanks

-Diagnostic biobanks 

-Treatment biobanks 

-Research biobanks

https://www.nordforsk.org/en/news/unik-nordisk-studie-av-tarmkreft-ved-hjelp-av-felles-biobankregister



Informed consent

• Biobanks are based on informed consent 

from participants

• GDPR: Classical informed consent

• No international consensus on the consent 

issue -differences between legal system of 

countries

• Dynamic consent?



Consent issues after GDPR

• Can stored biological material be used for 

research on topics that the participants were 

not informed about? 

• Should new, written, informed consent be 

obtained? 

• What to do when participants in the 

meantime have died or are unable to give  

consent?



Biobank registers 

• Norway: https://biobankregisteret.no/#/home

• Denmark:https://www.danishnationalbiobank.

com/danish-biobank-register

• Finland: https://www.biopankki.fi/en/finnish-

biobanks/

• Sweden: 

https://biobanksverige.se/english/research/#

• Iceland: https://www.decode.com/research/

https://biobankregisteret.no/#/home
https://www.danishnationalbiobank.com/danish-biobank-register
https://www.biopankki.fi/en/finnish-biobanks/
https://biobanksverige.se/english/research/
https://www.decode.com/research/


Biobanks

• Both samples and results from laboratory 

measurements are defined as biobank data 

• Information about

freezing thawing

cycles

• Transportation

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6532145/



Challenges – bio bank samples 

• Different stability for molecules

OBS; number freezing, thawing cycles..

• Storage temperature, tube type 

• Volume required? 

• Samples can become empty or volume can 

be too small



4. Clinical data 

• Specific project

• Clinical databases



Medical journal information from 

primary health care

• The physicians get a little box linked to their 

computer

• Selected data will be transferred to the box

• By connecting the Snow Box server to the 

electronic medical record (EMR) all personal 

data remain within the practice

• The program Medrave is installed in the box, 

and enables searches, including validity 

studies  

https://tidsskriftet.no/2019/01/kronikk/ny-infrastruktur-allmennmedisinsk-forskning





5.Historic population data 

• Extend before the start of population 

registers







5.Historic population data 

• Norwegian Historical Population Register

• Extend backwards in time before 1964

• The parts older than 1920 open to the public

• The goal data since 1800

• Parts already built

• Concentrated on building the register for the first 

two decades of the 19th century (17/5 1814)

• 9.7 million people lived in Norway, and for them 

37.5 million events (such as birth, death, or 

migration) have been recorded
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