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| dag

Organiseringen af sundhedsregistre i Danmark

Hvad kraeves for adgang

Eksempler pa brug af registre (forskning,
kvalitetssikring, overvagning)



Registre: Lang historie

Meget lang endda...

Farste folketzelling 1769
CPR-nummeret 2. april 1968
Stadig flere registre

...som i de andre nordiske lande



Organisation: Basisregistre
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When an Entire Country
Is a Cohort

Denmark has gethered mors data on its
soentists s pushing to make this vast arry of statistics even more useful

For oo, any woesan who got an abarwon
B o e moee than the loss of hee feves:
Foe soene unknown reason, she also faced an
devaned risk for breast cancer. At et Gut
was what several small qasecorrol stadies
had segpested before Mads MeRwe, an eps-
dowectogist at the Silents Senum lostituve
Copeabagen, undertook the largess effort
ever 1o explone the Nk He and bas col-
lecygues chtssred records mm A00,{K0 women
in Desenark’s mtional Aborton Register,
then checkad bow musty of e same women
were lised in @ Danish Cancer Regsiter.
Ther foeay aeta e too catshaRs (st 10 2
surpeising result: As they reponed i The
Jovw Ewmgland Socrnal of Medicine in 1997,
hers appears by be no coanection betwesn
shociion ad breast cancer.

Their seoess wnderscones (he vatie of 2
wrove of daea the Draresy govemynent bas ac-
commulated on its citizenry, which 1odsy otals
abowr 3 million pecple. Other Scandsinian
countries Bave created powerful dmabase
syshems, but Denmark has caoned a preemi-
neat repruttion for possessing the ot coor
plere and infervanon callection of statistics
rouching on ahmost every aspect of bfe. The
Drmvh ginemment has coonpiled seardy 200
chatabdses, some begn in the 19305, on o
ervilung freen medical records ra somo-
ecnpomic dats on jots and salares. Whal
reakes the diisbeses n plum rescoch (al 1S
the fat thit they cam 3l be liriked by & L0-
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The Epidemiologist’s Dream: Denmark

I¥ the planners of a LS. study of children’s heatth could work in an
ideal world, it might be Denmark. Epidemiologists there finished
enrolling a cohort of 100,000 pregnant women into & mother-and-
chitd research project last Septomber and expect to finish collect-
Ing dats from the children over the nest year. The
entire survey—which is large for this country of
70.000 anmwal births—is to be completed in 2005
for about 515 million. a tiny fraction of what the
€051 would be in tho Unitad States,

The Danos didn't design their Bettar Health for
Mother and Child cobort study 10 answer specitic
questions ar conduct long-term follow-up, as the
Americans plan to do (soe main text). Instead, they
aim to oate & datsbank that genorations of re-
Searchars Can miné v ude a< 3 starting point for
studies of how medications, Infections. nutrition,
and even psychaicgical factors alfect pregnancy
and child hosith

Physiclans have recruited volunteers among
women making their first pregnancy visit. Partici-
panits give two blood sampkes during peegnancy and
cord bicod when the babry & born. The samgdes e

Ready subjects. Denmark’s 18-month-long birth

eohoet sirvey will collect dats from mothers and
dboms for 2 new datab

it Coperhagen. Lach citlaen has & personal identifization number that
can be wved to track data n centraliaed health care rocords, dasase
registries. and a popudation registry. Fven contralznd seheod records
sy be used “It’s an epdemiclogst’s cream,” says Mark Klisbanoff of
the US, Nationad Instituts of Chitd Heatth and Human Development,
wha says tracking subjects is one of the costliest aspects of loog-term
US studies.

Norway, which has a
system (ke Denmark's, i<
launching & mothar-chitd
study that will pool data
with the Danish group's.
Both benefit from stream-
Uoed management. it's diffi.
ault to get things done with
oo many decision-makers
says Malbye: “Running such &
Large atudy has taught us
many things, but the chiel
lesson is that it is essential to
put a very small group of
people In charge.”

Results are already bo-

saved for later use, inclucing possibly for genetic
studies. Tho mothers slso answer 2 detaled questionnare conceming
Putsition; in an 18-month foliow-up. they ghve Information on their
heolth and ervironmental exposures. The public heaith fystem is
funding the study, with 2290t from private and public faundations.
Jmﬂ&gmmkmme&n

, Deornack = ace for such studies.” says epdamiciogist
Mads Melbye, 3 stearing group member from Statens Serum irntitute

grning to trickle out of the
Danish study. For example,
ane group published an articie in The Lancet tast November that
Ssproved the existing consensus view that a fever sarly In preg-
nancy Increases the risk for miscamiage. That's just the beginning:
Denmark’s scientific ethics committee has 5o far given the green
light to mare than 70 research protocols based on the mother-
child study, ~Lome Frane
Lone Frank is 3 science writer is Copanhagen
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Adgang til data

Balance mellem databrug og fortrolighed
Hensyn bade til almenvaldet eller individet

‘Need to know’-princippet (ikke ‘nice-to-know’)



Organisation af registre

To vaesentligste institutioner:

- Danmarks Statistik
- Sundhedsdatastyrelsen

Stor datamangde
Online aggregerede data
Mikrodata: To modeller



Danmarks Statistik

Online adgang til mikrodata
Specifikke autoriserede miljper

Alle mikrodata bliver hos Danmarks Statistik
‘One way street’

Anonymiseret af projekt-specifik ngglevariabel

Ingen print af records eller download
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Sundhedsdatastyrelsen

1

Klassisk: Ansggning = udtreek = modtage
data (med CPR)

2.

Forskningsserver: Ligesom Danmarks Statistik
Nyeste opdatering af registre

(Ikke fuldstaendig) “one way street”
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Ansggning

Godkendelse datatilsynet
Projektbeskrivelse
Udtraeksbeskrivelse

(protokol, fglgebrev)



Proces

Opfplgende sp@grgsmal

Dataspecifikation

Fremsende CPR-numre

Modtager datasaet eller lagt pa server



Eksempler - forskning

Registerforskningen: Stgrstedelen
af danske publikationer i de bedste
medicinske tidsskrifter

Udviklingen gar kun en vej



Udviklingen

Nye og aktive projecter
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Aktive projekter e===Nye projekter

Fra Danmarks Staitistk (Ilvan Thaulow)
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Eksempler - forskning

Aktive projekter Danmarks Statistik (www.dst.dk):

2010: 548
2011: 710
2012: 823
2013: 967
2014: 1129
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Dansk forsknings guldaeg

MMR vaccination and autism (NEJM 2002)
Induced abortion and breast cancer (NEJM 1997)

Statins and cancer-related mortality (NEJM 2012)
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Eksempler - Kvalitetssikring



Kliniske kvalitetsdatabaser
Male kvalitet af klinisk behandling

Behandlende hospitalsafdeling
indrapporterer

Oplysninger om behandlingsforlgbet



Eksempel: DCCG

Behandlingskvalitet - indikatorer:

* Indikator 3. Anastomoselaekage ved
rektumcancer kirurgi (< 10 %)

* |Indikator 4. Postoperativ dgd efter
elektiv kirurgi (< 3 %)

* Indikator 7. Specialistoperation ved
elektiv koloncancer kirurgi (= 90 %)

Kliniske retningslinier
Forskning
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Kliniske kvalitetetsdatabaser

Bade nationale og regionale
databaser

Udfordring:
Decentral organisering

69 godkendt (8. marts 2016)



Eksempler - Sundhedsberedskab

Smitteberedskab - Statens Serum Institut

Overvagning af smitsomme sygdomme,
mikroorganismer og vaccinationstilslutningen

Danske overvagningsregistre har hgj kvalitet
og bruges ogsa i forskningsprojekter



Rapporter

Mange sygdomme

Cancer

Incidens og overvelse
NORDCAN



Naeste skridt?
Tveer-nationale studier

Eksempler pa tveer-nordiske studier
Farmakoepidemiologi
Cancerepidemiologi

Sjeeldne eksponeringer og udfald

Udfordringer:

Data et sted — en lgsning?
Harmonisering
Forskellig tid til spgning af data
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Scandinavian Journal of Public Health

“Danish population-based registers for
public health and health-related
welfare research

A description of Danish registers and f;::‘:;’l‘:‘f"'"
results from their application in Public Health
research”

July 2011; 39 (7 suppl)
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