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(I'm a medical librarian
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Something that inspires and scares me

“Don’t assume that people care about libraries.
People care about streamlining the processes that
support research and learning.”

http://www.ala.org/acrl/issues/value/changingroles
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http://www.ala.org/acrl/issues/value/changingroles

Data services: where to start?
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Naked and afraid in the data wilderness
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Library’s data strengths (2011)

Resources -
0 2 4 6 8 10
N
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Naked and Afraid
Dropped in the jungle

Honing our survival skills
Paddling down the river
_essons learned




Environmental scan

 Complex environment

e Lots of small isolated
services

e Lots of gaps/
opportunities
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A starting point: Education (Sept 2011)

e First step to building a
resume

e Learn about what
neople need

e Demonstrate our
understanding

e Test the water!

oy
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Creating an opportunity

e Contacted postdoctoral program director

* 90 minute class:
 Plant seeds of thought
 Raise awareness
* Give practical pointers for S

immediate improvements g g
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Class outline

 Introduction
* Incentives (carrots & sticks)

« Standards for description &
documentation

e Storage, archiving and
sharing

e Data management planning
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Class features: Scare tactics

Government mandates timeline

2003: NIH adopted a data sharing
policy.

2008: NIH implements the Public
Access Policy

(still no teeth, but young yet)

Government mandates timeline

2011: NSF made data
NYU i management plans a

SCENCES

HEREN. requirement

2013: NIH Public Access
Policy... now with teeth

SCENCES

NYU LANGONE MEDICAL CENTER
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Class features: Horror stories

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3320558/
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Class features: Real world examples

1 rat
heart

1005
DfS“CES

5-7 e:xpenments
atmeek

=0

3 post docs

100s of

slides

10005 of
image files

1005 of huge
images

HEALTH
NYU::s
LIBRAHRY
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Class features: Postdoc survey

o ~2500 responses from 43 institutions analyzed
e 3 questions on data management

48% 48%
38% 39%

Not aware of Aware but no
policies involvement

To what extent have you dealt with NIH data sharing
regulations or NSF data management plans?

B Nationally

B NYULMC

"
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NYU e Introduction to Data Management

LIBRARY

Pre-class Survey

http:/hsl med nyvu.edu

1. Data managementand sharing policies from federal funding agencies, such as NIH and NSF, have
beenimplemented in orderto ensure that research datais accessible to other investigators. To what

extenthave you dealt with NIH data sharing regulations or NSF data management plans?
Check all that apply.

O 1 have had to write a data sharing/management plan fora grant proposal
O 1 have had to implement data sharing/management planin my lab

O 1 am aware of federalfunding agency policies around data sharing/management, but have not
had any involvement with them

O 1am not aware of federalfunding agency policies around data sharing/management




Class features: Chilling tales from our
own lives

Free
Software
$100

Value
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Class features: Humor

.
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Class evaluation

Will you use the topics covered in your work?

Definitely will -

Probably will |

Probably won't |ili§

Definitely won't

Would you be interested in future classes that went into more detail?

Yes

No
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June 2012
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 Naked and Afraid
 Dropped in the jungle
« Honing our survival skills




Researcher experience of data support at
our institution?
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Division of Knowledge Informatics (DKI)
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Funding announcement

NLM Administrative Supplements for
Informationist Services in NIH-funded Research
Projects

NATIONAL
LIBRARY OF
MEDICINE

oy
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The grant

“Clinical Management of Cochlear Implant Patients
with Contralateral Hearing Aids”

Mario Svirsky & Arlene Neuman

hearing aid

/. cochlear implant

/‘\
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The informationist supplement

e Data model / database
e Data entry tool

* Refine reporting queries
Query tool

Informationists:
 Theodora: data modeling
e Me: database programming, application design

oy
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Domain knowledge

Transmitter

Speech
processor

Receiver/stimulator

Electrode
array

Ear with cochlear implant

MIH Medical Arts
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Subjects Research The Data Principal
. Team ' Investigators

AT
Sy

MS
> Access

Database
u




Subjects Research The Data Principal
. Team ' Investigators

e @

;% i MS

| L > A

, ollg : ccess
:> ' Database




Principal
Investigators
i
i

The Data
MS
Excel

=

Subjects




Subjects ' Research
. Team

International i

The Data

AT
N

New
Database

~N @~

o
’ . Researchers !

Excel

Principal

' Investigators



October 2012: Hurricane Sandy
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Before
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After
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"aking one on the chin

Knowledge

Stamina

Resources _
0 2 4

10
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Naked and afraid
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A glimmer of hope

.

/ ‘-;ﬁ Jn m cc] Analytics Video Manager

1l Data Sharing and Management Snafu in 3 Short A...

HE'\T_TI NYU Health Sciences Library - 14 videos 20|0-1 0@
e £ Channel settings ih 175 g2
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Early 2013
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Naked and Afraid
Dropped In the jungle
loning our survival skills

Paddling down the river



A fork in the river

asic clinica
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Basic to clinical: Apples to oranges

Basic scientists:

 Much wider variety of data

e Data practices... the wild west
e Postdocs

Clinical investigators:

Data more consistent

Systems available (e.g. REDCap, Velos)
Greater recognition of value in sharing
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Basic scientists - strategy

1) Continue integration into postdoc programs
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Basic scientists - strategy

2) Keep improving existing material

o Designe neric/flexible
XML

on, Karen L.</dc

Contributor, Coverage, Creator, [
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Basic scientists - strategy

3) Seek out new opportunities through liaisons
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Clinical investigators — strategy

1) Partner with existing expert

"
NYU School of Medlcme

NGONE MEDICAL CE



Clinical investigators — strategy

2) Create short modules for busy clinicians

Module #0 - How to avoid a data management nightmare (teaser)

Module #1 - Introduction to Data Management
Module #2 - Planning Data Collection

Module #3 - Data Structure and Naming Conventions
Module #4 - Form Design

Module #5 - Electronic Data Capture

Module #6 - Data integrity monitoring

Module #7 - Analysis

Module #8 - Privacy issues

Module #9 — FDA / FISMA

Module #10 — How to document your data (and why!)
Module #11 — Storage, Preservation

Module #12 — Sharing

"
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Clinical investigators — strategy

3) Participate in new workgroup to develop
education program for clinical investigators

How to avoid a data
management nightmare

NYU Health Sciences Library - @z‘
Karen Hanson | Kevin Read | Alisa Surkis

2V _ 0 478 AT AVAVE VAAe
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Meanwhile, the informationist project
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Subjects Research The Data Principal
. Team | ' Investigators

— -

New
Database

~N @~

International i

o
’ . Researchers !

:> MS

Excel




Tool evaluation
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Will we ever get this thing started?
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Original data entry tool

Subject ID: I_ Last Name: I

FirstName: I jl Save - Exit |

Save - Continue |

Subject Data | Parent / Guardian | Left Implant Right Implant | Hearing Aids | Test Scores | Other Info |

Tmplant D I = ﬂ Processor Detail

Ear IR Irplamnt 1L I 7 Processor Espit -
. Frozessan| D I E  Processor Date I 114201
Implant Device ITempo 40 = I

Show - Hide Strateqy | W Active Iﬂﬁl
Implant Date I 1/1/2011 Strategy Detail
No. of Electrode | 22 Frocessor |1 I B Stratege D I 3

Stimmiation Date |  1/1/2011 AIrEiGEy b =1 9y
Acti Il Strateqy Date I—‘l_.f‘ljm

¥ Active

Record: 14 4 |] 1 v | v [r#] of 1

Show - Hide Processor |

Record: 14| 4 || 1 v | rr]r#] of 1

Record: I1|4|| 1 >|H|HE| of 1

Subject Browse | I ll LI _pI ll EI Single Subject Search

T
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Tool evaluation




OK, we’re in it for the long haul

= TNERRLE | bR
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A unified model

Subject Encounter

Implant

1 l | Hearing

. |Aid
Subject Subject Test
Medical Admin.
History Info.
L Hearing
= |AId -
Strategy
Implant -
4 |Strategy
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Cleaner data entry

Visit details - Auditory Research

oy

<3 ¢ x G [hltp:Haudstudiesmed.nyu.edu

] @ D)

Auditory research tool

hansok01 is logged in | log out

Manage subjects

Editing visit:
Marc Botton
12/01/2013

Visit details
Assign tests
Score tests

Create reports

Manage visit

Visit details

- General details

Configure lists

Configure users

l Cancel I | Save changes I

Subject l_3

l Iioﬂ: Botton

Visit date

12/01/2013 E

Communication mode I Oral/Cued

Site I Select site

\N!U School of Medicine

NYU LANGONE MEDICAL CENTER

= Cochlear implant details

B Left ear has CI

Implant device [Nuc.l-eus 22

[ Right ear has Cl

[+]

| vaelect implant device

Implant date

12/01 /2013 E

# electrodes

L]
L

Stimulation type | Select stimulation type

|*]

| Select stimulation type IJ'U!

Stimulation date  [12/01 /2013 E
Insertion angle

Insert technigue ISelect insertion technigue

vl

[ ]
]

- e & bl |
[::r—? ect enlargement technique |q




Validation, autocomplete, audit

Score tests
Filter list: | Audiometric w| | Keyword Apply
Test Code| Description ® [Score
23 AudioMetric 500 Aided Left Ear 1000 | %
26 AudioMetric 500 Aided Right Ear
27 AudioMetric 4000 UnAided SF/WT 98
% The highlighted score folls outside the accepted range (0-100)
Please verify before saving.

- Cause of hearing loss

[ Aetiology Otitis media

M

LD

Meningioma

Aetiology notes Meningitis

Multiple sclerosis

|- Validation stotus

Visit record status| Incomplete v

Requires validation
Complete '

| Cancel I | Save changes I
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Built-in and custom reporting

Enter report name or ID | Search I Create new report
Built in reports
Report ID Report Name # |Last Run &
5 Inteligibility report 09/30/2013 run | duplicate
4 Expressive report 12/01/2013 run | duplicate
3 Bimodal report 12 /012013 run | duplicote
2 — Bimodal audiometric report (built in)
1 Gl resort [Score v [ Is] [0 ] ]
|Select column Ivl | Type ]vl lE'lter term for filter l | Apply filters ] E oot view (o Excel
Custom repgrts Subject] #[BirthDat # [LeftlnitimpDat# [RightinitimpDat® |TestDate # [LeftTestDe# [RightTestDe® [Scor # [Test s
— 158 2012-01-0 |2008-04-03 2009-03-0 |No Aid No Aid 75 AudioMetric 2000 UnAided Right
ReportID  |Report Name 158 2012-01-0 [2008-04-03 2008-02-2 |No Aid No Aid 85 AudioMetric 4000 UnAided Left
- i 158 2012-01-0 [2008-04-03 2008-02-2 [No Aid No Aid 45  |AudioMetric 250 UnAided Right
a9 Cl subgroup 158 2012-01-0 |2008-04-03 2008-02-2 |No Aid No Aid 65  |AudioMetric 1000 UnAided Left
12 Bimodal recent 158 2012-01-0 [2008-04-03 2008-02-2 |No Aid No Aid 55 |AudioMetric 500 UnAided Right
£ Potentiol subjects 158 2012-01-0 [2008-04-03 2009-03-0 [No Aid No Aid 100  |AudioMetric 4000 UnAided Right
158 2012-01-0 | 2008-04-03 2009-03-0 |Ne Aid No Aid 65 AudioMetric 1000 UnAided Right
21 Test report 1 158 2012-01-0 [2008-04-03 2008-02-2 |No Aid No Aid 50 AudioMetric 250 UnAided Left Ear
158 2012-01-0 [2008-04-03 2008-02-2 [No Aid No Aid 90  |AudioMetric 2000 UnAided Left
158 2012-01-0[2008-04-03 2008-02-2 |No Aid No Aid 60  |AudioMetric 1000 UnAided Right
158 2012-01-0 |2008-04-03 2009-03-0 |No Aid No Aid |50 AudioMetric 250 UnAided Right
158 2012-01-0 [2008-04-03 2009-03-0 |No Aid No Aid 55 AudioMetric 500 UnAided Right
G 158 2012-01-0 | 2008-04-03 2008-02-2 |No Aid No Aid 90 AudioMetric 4000 UnAided Right
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Informationist supplement — take aways

e Avallable tools
e Researcher workflows
e Contacts in Research IT

e Valuable, but select
projects carefully
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Naked and Afraid
Dropped in the jungle
Working on our skills
Paddling down the river
Lessons |learned




Post-evaluation of skills

Knowledge

Resources

Stamina
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Challenges: Outside of our comfort zone
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Challenges Tlme effort perS|stence
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We had no idea where to start

education

Informationist
grant

G
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Used library strengths

e Scholarly communication issues
* Repositories, data sharing
 Education

e Subject specialists / liaisons
 Metadata

* Finding answers
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Used individual strengths

i y j _."____ i
- |
ok 1
{h
'.
¥
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Forged partnerships

e Data needs are enormous!
o Partnerships make us stronger
« We can bring something to the table

"
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Experienced pockets of success
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To be continued...
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