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“What linked health data in Scotland is
available?”




Common SMR datasets & crib sheets

Thin svmdbate pilaran cosoloon o P dervics: i Reip e Mgy oo eaevics i o T e ol reore st e oo e r [y 0 Lo reolem

W 15D Scatland Hosms fscenn B ki Hevigadar
SMR Crib Sheets /sp* NHS
: ol s’
informafion Servoes. Davision Sookand e eam
LR Fredi=]
Yo aew jagma | [ Dechoraary | SAAE, Crip Srepey [ Ex
s Ot DRty Mancasl Dutas s
Dichosary &-T Mans MR Crib ghests
Dot Dncoaary siorss SR Crifr shess IDEN (29|
Dty & F
r—— SR Crobi Shess! RN [Boid|
£ ST Long-siny Gonsing Ok show] | S5 [
aj SRR Crbs shiss! RN [E8kE| c-
. 4-F DefinSon Search [

ShiFiT T shogd BN |45k
A B C D E F
o A 1 J K 1
W N O F O R
i T U v W K
¥ 2
& 180 Soniland BN | Comded) Uy | Skt | Comoiget;
iekmra gl S [ Copwigfll Teerm i Coociions | Privecy & (oobing | il bl | Fresdom of wiorreglion | [afs Fypbecion
BIES. Wil Sl
Somled 1500 b eliwhiden of NHS WES
iy Sk Vimhrg o Bog very et of g beedlE i ROSE dpiseet pmvmrk e gl b oo pabed Cien ded 0 buppee] o B
! St iyl il e ] el e o e o T ] W o DT bl b e p wlzer e
I chrksagh [HA SN

Tat 0131 276 TO88 [ f LsUSpl] 3 in] o]




Timeline of some datasets, in particular
maternity

CHI seeding of mair SMR

SMR Historic period 108 1981 datasets begins in 198]
harch 19596
iz ICD 9 codes in Historic
SMR COPPISH period begns 1996
n April 996

ICD 10 codes In COPPISH

SMRT ends and Scottish
Birth Record (SBR) begins in
2002 - questionable gualityl

[he last SPIMMR (still births,
infant dealhs and congenital CH seeding of Prescriling
(P5) data from April 20089

anomalies) repart was
published in 2012

M-BRRALCE LK begins in
2012 1o capture still births,
infant deaths and congenital

ANamates

":_.E-I"Igl_"'l'L L3 anamalies in
Scoatlard (CARDRISS) now
captured oy a regster - the
first report is published in
Mow 20M3 and backedated ta
2012




“How is a cohort identified?”




Ways to Identify a cohort

Pre-existing cohort — eg recruited clinical trial
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Ways to Identify a cohort

ldentified within an admin dataset eg births within a
specified time period (with specified characteristics)
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“Where is my data?”




Preparing for the data - SMR02
example extract

SUMMARY OF CODES - SMR02 (Last Update 22/02/19)

Induction of Labour

Mone : :

Adificial rupture of membranes (ARM| Will grouped categories be?
Oxytocics

ARM + Oxytocics 0 None

Prostaglandins (includes cervical priming) 1-8 Induced

Prostaglandins + ARM

Prostaglandins and Oxytocics 9, blank or error — Not known
Prostaglandins and ARM and Oxytocics

Other

Mot known
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https://www.ndc.scot.nhs.uk/Data-Dictionary/SMR-Crib-Sheets/SMR02 CRIB 220219.pdf



https://www.ndc.scot.nhs.uk/Data-Dictionary/SMR-Crib-Sheets/SMR02_CRIB_220219.pdf

"How is linked data validated?”




Dataset validation guidance

e GUILD (2017) — paper and checklist
 RECORD (2015) — paper and checklist

 STROBE (2007) — paper and checklist




“this linked dataset has a record of
all the cases of disease X in the
population of interest during the
specified time period”




Total number of live births in Scotland

https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/data-tables2017.asp?id=2553#2553

Figure 1: Comparison of National Records of Scotland and SMRO2 live births,
Year ending 31 March
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Source: MRS birth registrations and SMROZ.




Total number of stillbirths in Scotland

https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/data-tables2017.asp ?id=2553#2553

Figure 2: Comparison of National Records of Scotland and SMRO02 stillbirths,
Year ending 31 March
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Source: NRS birth registrations and SMRO02.




Stillbirths captured in SMR02, by health board

https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/data-tables2017.asp ?id=2553#2553

Stillbirths on SMR02" as a percentage of the number on NRS, by NHS Board of residence
Year ending 31 March 20192 Index
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Some of the Challenges

* Lack of technical guidance / references

* Data set validation

* Messy data! Or just lots of it

* Known missing values + records (at random?)
* Unknown missing values + records

* Time taken to receive data




Some of the Advantages

e Lookback + look forward

* Relatively low cost

* Good population coverage

* Big data and big populations

* Opportunity to study rare diseases
* ‘Real life’ data




Opportunities....

* More sharing of good practice and technical
guidance

* Research ready databases — has relevant data
already been pulled together?

* COVID research
* Primary care?

e Standard Data Sharing agreements between
organisations




The late, Great Professor Doug Altman

“To maximise the benefit to
society, you need to not just
do research but do it well

= Professor Doug Altman
HElEs] resEaRiR Reda Gid SaEAL s Garmid-ciidrngi

https://tse4.mm.bing.net/th?id=0IP._ENvTX5bc0eD11ZwGpUABWAAAA&pid=Api




Thank you for your attention!

Any questions?




