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CLOSER

A5 year collaborative project

A Maximise the use, value and impact of
cohort and longitudinal studies

A Based at UCL Institute of Education
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CLOSER Studies

A Studies:
I Avon Longitudinal Study of Parents and Children (ALSPAC)
I British Cohort Study (BCS70)
I Hertfordshire Cohort Study (HCS)
I Life Study
I Millennium Cohort Study (MCS)
I National Child Development Study (NCDS 1958)
I National Study of Health and Development (NSHD 1946)
I Sout hampton Womends Survey (SWS
I Understanding Society
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CLOSER Partners

A Other partners:
I UK Data Archive
I British Library
A Funders:

I Economic and Social Research Council
I Medical Research Councll

A Also working with Colectica and Metadata
Technologies
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A

A
A

Work Streams

Data Harmonisation demonstration
orojects

Data Linkage demonstration projects

Research Impact

A Training and Capacity Building
A Uniform Search Platform
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Current situation

A | want to know about smoking
In pregnancy and effects on
Income in later life

A Want to look at ALSPAC,
NCDS, NSHD, BCS and
predictively at MCS

A NCDS, BCS, MCSi UKDA

A ALSPAC and NSHD i contact
studies
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The (near) future

A Search for smoking on CLOSER

AFil ter by Opregnancy
required studies

A Get questions and variables

A Suggested items 1 similar, nearby, in and
Cross study
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Why 1 snot this a

A Started with a dream: the search platform
A Many have tried
A Limited success
A Technology supports it
A Not about technology i all about content
A Metadata not in a standard format
A Lack of managed processes for consistency
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Cont ent needs t

A Consistent

A Comparable

A Support discovery
A Re-usable
A Support processing

A Sound familiar? Metadata standards
A DDI Lifecycle
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Why DDI-Lifecycle?

A Maintained and developed
A Mature

A
A
A

nternational reach

JUsed by major archives (DDI-Codebook)

—1ts longitudinal studies well
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DDI Is not easy

A Large and complex
A Difficult to explain to non-experts

A Even harder to demonstrate to non-
experts

A Not commonly used in medical circles
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Historical DDI I1s even harder

A Data goes back to 1930s
A Projects go back to 1946

A AThe S c{dblstes gueggion is so complicated, only three men
In Europe have ever understood it. One was Prince Albert, who is
dead. The second was a German professor who became mad. | am
the third and | have forgotten al
Lord Palmerston
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http://www.goodreads.com/author/show/1581470.Lord_Palmerston

Getting started

A Assess the scale
of the problem

A Try stuff
ADonodt pani

A Assess the risks

and challenges o P
BilbioArchives/Library Archives @Flickr
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Metadata Project Cake Recipe

A 5009 Expert knowledge
A 2509 Project management

A 250g Patience (you may need to add more
as required)

A 100g Software
A 5009 Funding
A1 kg of Commitment
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Challenges: Scale

INSTRUMENTS
0
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ALSPAC BCS HCS MCS NCDS NSHD SWS

A Instruments: 381
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Challenges: Scale

QUESTIONS AND VARIABLES A Huge:
m Questions ® Variables A >200k questlons and
variables
A >300 questionnaires

A Ambitious i no one has
attempted this scale
before

51,600

46,565

I 13,399
I 20,095
I I 15,071

U I 23,536
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o o To To Ix

Solution: Reduce, Reuse,
Recycle

_Imited DDI profile

Define allowable entries
Determine content to enter
mport from older DDI

mport from databases, spreadsheets, etc.
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Solution: Manageable chunks

A Unit of measurement: the questionnaire or the
dataset

A Estimation:
I Effort per questionnaire
| Effort per question
I Bonus for complexity
I Controlled runs
I Flexible

I

I

I

I

I
A Workflow °ea
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Pilot

A Had developed a tool for questionnaire
entry (Caddies)

A Piloted this

A Outcomes:
I Consistency
I Study capacity (not about money)
I Timelines
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1. Ingest

A Manual entry
A Metadata Team
A Manual and standard operating procedures

A Covers all types:
I Questionnaire
I Clinical tool
I Data extract
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Principles

. Maintain and do not alter the semantic
meaning of the questionnaire

. Do not correct the questionnaire

. Only record what is contained within the
guestionnaire

. Do not allow the data recorded (i.e. the
variables) to inform the metadata

archiving | ° o
clioser.s

Enhancement Resources



b)

Not hi

If no, or no partner:
Does this older child have (please tick):

you as the natural mother (but his/her
natural father is not present)

your partner as the natural father
(but his’her natural mother not present)

neither of his/her natural parents present

n g

S ever

answer (c) below
and then go to (&)

answer (d) on page 37
and then go to ()

answer (¢), (d)
and (&)
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u I S S I

Pear no, or no partner:
* if-true branch:
“qc_D15_b
Does this clder child have (please tick):

1 you as the natural mother (but his/her natural father is not present)
2 your partner as the natural father (but his/her natural mother not present)

3 neither of his/her natural parents present

ps If you as the natural mother (but his/her natural father is not present) to question
~ D15b or neither of his/her natural parents present to question D15b
“ if-true branch:
Y gc_D15_c
How often do you or your partner talk to the child's natural father about this older child?

1 once a month or more
2 less than once a month
3 once a year or less

4 never

9 don't know

7 natural father is dead

s If your partner as the natural father (but his/her natural mother not present) to
- question D15b or neither of his/her natural parents present to question D15b
“ if-true branch:
Y qc D15 d
How often do you or your partner talk to this older child's natural mother about the child?

1 once a month or more

2 less than once a month
3 once a year or less

4 never

9 don't know

7 natural mother is dead

Y qc_Di15_e
Are your relations with this older child’s other parent(s) :

1 generally warm and friendly

2 sometimes friendly
3 polite .
4 distant

5 usually unfriendly
6 no relationship I .
7 child's other parent is dead )

Cohort & Longitudinal Studies
Enhancement Resources



2. Verification

A Still within the Metadata Team
A Checks for accuracy
A Also checks for consistency
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3. Mappings

A Map all questionnaires against variables
A E.g. gl is mapped to variable N123

A Process also accommodates derived
variables

A Topic mappings
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4. Repository

A Returned to CLOSER

Ingest

A Put through systematic checks before

entry
A Queries from checks adc

ressed

A Entered into Colectica re

Dository

A Made available in USP at this point
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CLOSER central

Questionnaire
metadata entered

@estionnaire and\

v

Questionnaire
metadata quality
checked

v

Initial question-
variable mapping
completed

\ variables made

\ available B

Metadata

Metadata put into
Colectica

A

= delivered to
studies

returned to

CLOSER
central

/Final processed
[ metadata returned |

_ to studies for
\ongoing use

\ 4

Harmonisation pilot
work

Process

Study

/ Metadata \
/

\ 4

Questionnaire
metadata and
mapping checked

¥

Controlled
vocabularies
applied

v

/l\/ietadata publishé
A on USP

<

Further metadata
enhancements
applied

A Process bound i each
step relies on those
prior

A Efficiency/consistency
of CLOSER central
and subject expertise
of studies
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Challenges: varied material

A Age of questionnaires
A Condition of questionnaires and data

A Variation in methodology i PAPI, CAPI,
CATI, etc.

A Medical data, images, videos, biosamples,
etc.
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Challenges: Intent

A What was the intent of a question?
A Layout

A Machine logic

A Limitations of technology

A Assumptions & implied logic
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BCS 1970 s
al Droes the mother smoka noow f

Yag 1
i 7 (i)
Mot knoswn . S

b} IF MO ga 114, chid she ever smoke ?

s |
Mo 7 (67}
Mal knawn o

c) HYES 1o 11h how long agodudshe stop !

woars manins (EE-705

di How much does/did she smoke ?
Cigaraiies per day

1 -4 1
—1 4 2
15--24 3 (TR
5 or mora E|
el ks [
2] Has she smoked duernng this |'.'I|'EIE||'||'I|'|D'|I'}
Yas 1
b e [Ty
Mol knowen [
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Challenges: Computers

A No machine logic
A No machine readable copies
A Limited variable creation

AThen, when computers
A MILLIONS of questions
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MCS Birth



