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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
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1. Health surveys — Sweden:

. ®
m&lstrom ABOUT US ~ ABOUT HARMONIZATION ~ WHAT WE OFFER ~ PARTNERSHIPS ~ CONTACT US
°

IndiViduaI StUdies & Summary Report
1-250f34
Acronym Name Study Design Participants Country Variables
AAA Uppsala Abdominal Aortic Aneurysm -
BEDA The Gothenburg BEDA study -
COSM Cohort of Swedish Men Cohort 48,850 Sweden 1,575
EpiHealth Epidemiology for Health Cohort 300,000 Sweden 607
GAS-SNAC-S Swedish National study on Aging and Care - Good Aging in Skane Cohort 6,023 Sweden -
LifeGene LifeGene Project Cohort 100,000 Sweden 4,266
MA Mammary Screening Cohort -
MDC Malma Diet and Cancer study -
MISS MISS-cohort, Melanoma in Southern Sweden =
MONICA-Gbg MONICA survey in Gothenburg -
MONICA-Northern Sweden Northern Sweden MONItoring of trends and determinants in CArdiovascular disease Cohort 12,000 Sweden =
(MONICA)

https://www.maelstrom-
research.org/mica/network/cohorts.se
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Norway: CONOR

« CONOR:10 different health surveys
during 1994-2003

All surveys comprised:
« acommon set of questions
» standardized anthropometric
measures
* Dblood pressure measurements
* non-fasting blood samples

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

e 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

Finnish institute for CONTACT / FORMEDIA Search... Q
health and welfare

PPPPPPPPPP

restarcianoexeert | National FinHealth Study

WORK

Population studies FINHEALTH IN OTHER LANGUAGES

FinTerveys-tutkimus
National FinHealth

Study

Undersokningen FinHalsa

. ; e 4
FinHealth '+ < -
. - Y
Backround information

on the FinHealth Study

ON OTHER WEBSITES
Notice to study subject » The National FINRISK Study

Chronic diseases topic pages
The FinHealth Study

schedule and localities

Duration: Unit at THL: On other websites:

Contact details >
2017- Health Monitoring

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

DATA PRESENTATION

The Danish National Health Survey

DATABASE

Primary
variables

Introduction

In 2010, 2013 and 2017, the five regions, the Danish Health Authority and
the National Institute of Public Health at the University of Southern Denmark
investigated the health and illnesses of the adult population - Danes' Health - The

National Health Profile.

The survey covers the presence and distribution of health and health-related
quality of life, health behaviour, illness, contact with GP and social relations,
meaning data that is not available in the part of the national Danish information

systems that covers illness, mortality and social events in treating institutions.

The aim of the survey is to provide an overview of adult Danes' health, illness and

wellbeing and to elucidate trends in this field in recent years.

Data collection is based on questionnaires circulated to a whole range of Danes
throughout the country. The response rate has been between 54-59%. The plan is

for Danes' health to be surveyed again in 2021.

https://www.danishhealthdata.com/find
-health-data/Danskernes-sundhed
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Health survey data- Challenges

« EXposure status may change over time
Limited amount of confounders available
Surveys at different time points
Consider immortal time bias
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2.0ther cohorts

Examples

« Military recruits

« Special occupational cohorts

« Mandatory tuberculosis screening
* Cross Nordic cohorts
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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

Box List of the variables collected at study entry for each
member of the cohort

» Personal identity code of the individual
Professional group

Classification diagnoses at different stages of the military service )
Self-perceived health status at the beginning and at the endof e~ €arly adulthood on subsequent cancer risk.
service
Height and weight at different stages of the service
Blood pressure at different stages of the service
Physical condition test results at different stages of the service
— Twelve-minute running test results
— Muscle strength test results
» Smoking status and amount smoked at different stages of the
service
» Use of alcohol and the amount drunken at different stages of the
service

*

O e Purpose The _cohort was set up to study
» Beginning of military service (date) the impact of lifestyle factors in early

» End of military service (date) ; :

» Reason for preliminary discontinuation of military service (diagnosis) adulthood on dls_ease Ol_Jtcomes, with a
» Duration of military service focus on assessing the influence of body
=

*

Yyy

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

Data Resource Profile

Data Resource Profile: Danish Conscription
Registry Data (DCRD)

Gunhild Tidemann Christensen,’?>* Sissel Skogstad,*”
Lars Ravnborg Nissen* and Merete Osler’*
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Open Access Cohort profile

BM) Open Copenhagen Airport Cohort: air
pollution, manual baggage handling
and health

Karina Lauenborg Maller," Charlotte Brauer,? Sigurd Mikkelsen,? Steffen Loft,>
Erik B Simonsen,* Henrik Koblauch,* Stine Hvid Bern,? Tine Alkjeer,* Ole Hertel,”
Thomas Becker,® Karin Helweg Larsen,’ Jens Peter Bonde,?

Lau Caspar Thygesen'
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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
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Epidemiology

Cohort profile
PDF

Cohort profile: cerebral palsy in the Norwegian and Danish birth
cohorts (MOBAND-CP) 8

Mette C Tolldnes™ 2, Katrine Strandberg-Larsen?, Ingeborg Forthun % 4, Tanja Gram Petersen?, Dag Moster' = *

, Anne-Marie Nybo

Andersen?, Camilla Stoltenberg’- 3, Jarn Olsen® 7, Allen ] Wilcox®

Author affilations 4+

Abstract
Purpose The purpose of MCOthers and BAbies in Norway and Denmark cerebral palsy (MOBAND-CP) was to study CP aetiology in a

prospective design.

Participants MOBAND-CP is a cohort of more than 210 000 children, created as a collaboration between the world's two largest
pregnancy cohorts—the Norwegian Mother and Child Cohort study (MoBa) and the Danish National Birth Cohort. MOBAND-CP
includes maternal interview/questionnaire data collected during pregnancy and follow-up, plus linked information from national

health registries.

Findings to date Initial harmonisation of data from the 2 cohorts has created 140 variables for children and their mothers. In the
MOBAND-CP cohort, 438 children with CP have been identified through record linkage with validated national registries, providing
by far the largest such sample with prospectively collected detailed pregnancy data. Several studies investigating various

hypotheses regarding CP aetiology are currently on-going.

Future plans Additional data can be harmonised as necessary toc meet requirements of new projects. Biological specimens
collected during pregnancy and at delivery are potentially available for assay, as are results from assays conducted on these
specimens for other projects. The study size allows consideration of CP subtypes, which is rare in aeticlogical studies of CP.In
addition, MOBAND-CP provides a platform within the context of a merged birth cohort of exceptional size that could, after
appropriate permissions have been sought, be used for cohort and case-cohort studies of other relatively rare health conditions of

infants and children.
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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
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Informed consent

 Biobanks are based on informed consent
from participants

« GDPR: Classical informed consent

 NoO international consensus on the consent
Issue -differences between legal system of
countries

« Dynamic consent?
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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?
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Biobank registers

* Norway: https://biobankregisteret.no/#/home
 Denmark:https://www.danishnationalbiobank.

com/danish-biobank-reqister

* Finland: https://www.biopankki.fi/en/finnish-
biobanks/

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

 |celand: 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/
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Biobanks

* Both samples and results from laboratory
measurements are defined as biobank data

Sample collection

Process Automation

Aliquoting d

a
b — l Liquid
echanica nitrogen
osabaluy BIOBANK STORAGE kil
I=dr=
]
| -80°C -140°C |
e Management Software BIOBANK SAMPLES SHARING USERS:
- BIOLOGICAL SAMPLES
RETR{EVA‘L MTA * Internal researchers
'%-' | « External researchers
Fig. 2

Hypothetical workflow model for collection, storage and distribution of samples in biobanking. a displays an

example of automation of biological sample aliquoting. b shows a storage unit where biosamples can be stored

in mechanical freezers or liquid nitrogen storage device. ¢ displays the phases needed for samples sharing. A

management software is needed for samples retrieval and an approved material transfer agreement (MTA) in

case of both internal and external users before samples transferring

Information about
freezing thawing
cycles
Transportation

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

« Specific project
« Clinical databases
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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
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NYHED / 21. NOV 2014

SSIQafgarelse: DAMD hgster ulovligt
oplysninger om patienter hos leeger
NYHEDER 3 Dot NA

Den omstridte database DAMD har ikke faet tilladelse af Statens Serum Institut til at indsamle
generelle patientoplysninger, viser et udkast til udredning. Minister i samrad om sagen om en uge.

Dato Forfattere 9
21.Nov 2014  Anders Heissel, ah@dadl.dk

Region Syddanmark og DAK-E har aldrig faet tilladelse til den omfattende indsamling af
helbredsoplysninger om alle patienter, som har fundet sted.

Ifelge et udkast til den redegerelse, som Statens Serum Institut (SSI) er blevet bedt om lave og

em = -0 o . - -
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5.Historic population data

« Extend before the start of population
registers
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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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*r Det Koordinerende Organ
St for Registerforskning

Hvidbog for et dansk
multigenerationsregister
—en infrastruktur for
fremtidens forskning
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RIGSARKIVET

Brug arkivet Hjzelp og vejledning Undervisning Offentlig forvaltning

Hele folketzellingen 1940 er nu online

Syv maneder efter de tyske tropper havde besat Danmark, blev der
holdt folketzelling i hele landet. Nu er Rigsarkivets arbejde med at
digitalisere de ca. 2,5 millioner spergeskemaer afsluttet, og hele
folketeellingen 1940 er dermed online og offentlig tilgaengelig. Her
far du film og fakta om 1940 folketzellingen og den omfattende
digitaliseringsproces.

Hidtil har det udelukkende vaeret muligt at se Folketzellingen 1940 med seerlig
tilladelse og kun pa Rigsarkivets laesesal i Kebenhavn. Men nu er den fyldt 75 ar
og er "almindeligt tilgaengelig” efter arkivloven. Derfor har Rigsarkivet
digitaliseret de 2,5 millioner spergeskemaer fra folketzellingen, sa alle nu kan se
dem gratis pa



UiO ¢ Universitetet i Oslo

Outline

1. Health surveys

2. Other cohorts

3. Biobanks

4. Clinical data

5. Historic population data



