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Let’s think about cognitive bias

The human brain's habit of finding what it wants to find is a key problem for research, Establishing

robust methods to avoid such bias will make results more reproducible.
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Nature 537, 703-704

An open mind on open data

The move to make scientific findings transparent can be a major boon to research, but it can

be tricky to embrace the change.

Power failure: why small sample
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Reproducibility: Seek out stronger science

Fewer numbers,
better science

Scientific quality is hard to define, and numbers
are easy to look at. But bibliometrics are warping
science — encouraging quantity over quality.

nstitut - fence tormonre diClRlln s ol UGG OL 22 O
Leaders at two research institutions describe

how they do things differently. I — riomedical ras
-8 e / ~_§ = fromdiverses

nature International weekly journal of seience

Acknowledging and Overcoming Nonrep:
in Basic and Preclinical Research

Home |

oG > 10> o S

na I'C ["'IA I' I TY TIME Missing mice: gaps in data plague animal res:z

[T MAY NOT BE SEXY, BUT QUALITY ASSURANCE
ISBECOMING A CRUCIAL PART OF LAB LIFE.
[

ment | Research | Careers & Jobs | Current Issue | Archive | Audio &

Reports of hundreds of biomedical experiments lack essential information.
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Hide results to seek the truth

More fields should, like particle physics, adopt blind analysis
to thwart bias, urge Robert MacCoun and Saul Perlmutter.

Metrics for ethics

—— Focus on perceived working conditions could help graduate
schools to train responsible researchers.
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of experiments are a welcome move.

National Institutes of Health (NIH) will be asked to take
more care. As part of an increasing drive to boast the rel
of research, the NIH will require applicants to explain the scl
premise behind their proposals and defend the quality of their
mental designs. They must also account for biological variaby
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. Glenn Begley and Lee M. Ellis propose how methaods, publications and
incentives must change if patients are to benefit.
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Results of rigorous animal tests by the Amyotrophic Lateral Sclerosis Therapy Development Institute (ALS Tl
are less promising than those published. All these compounds have disappointed in human testing.
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DATA SHARING: KLINISCHE STUDIEN QUEST

1. Ethische Verpflichtung
2. Nutzen des Daten Sharing ist grofSer als der Aufwand

3. Vertrauen schaffen durch Teilen



DATA SHARING: KLINISCHE STUDIEN QUEST

ABSICHT UND REALITAT

e Studie der Gruppe um J.loannidis (BMJ 2018;360:k400)

e 37 klinische Studien in Journalen mit klaren Data Sharing Policies
(BMJ und PLoS)

e Nach Aufforderung: 17/37 — Daten verfligbar
e 14/17 Replikation der jeweiligen primaren Endpunkte
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TRANSPARENZ

e AllTrials - Data Sharing Nachverfolgung registierter und abgeschlossener

Studien
e Sichtbarkeit durch Trialtracker — Wer teilt seine klinischen Daten wirklich?

Who's not sharing their trial results?

Trials registered on ClinicalTrial: gov should share results on the site shortly after completing, or publish in @ journal But
many organisations fail fo repart the results of clinical trials. We think this should change. Explore our deta (last updated

s of ¢
April 2017} to see the universities, government bodies and pharmaceutical companies that aren’t sharing their clinical trial

results.
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DATA SHARING: KLINISCHE STUDIEN

Trials by year

Since Jan 2006, Charite University, Berlin, Germany completed 111 eligible frials

and hasn't published results for 69 trials. That means 62.2% of its trials are missing

results. See all its completed frials on ClinicalTrials.gov ¢.
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Since Jan 2004, Bristol-Myers Squibb completed 122 eligible frials and hasn't
published results for 7 trials. That means 5.7% of is trials are missing results. See all

ts completed frials on ClinicalTrials.gov &
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Trials by year

Since Jan 2006, Ludwig-Maximilians - University of Munich completed 36
eligible irials and hasn't published results for 27 trials. That means 75.0% of iis irials
are missing results. See all its completed irials on ClinicalTrials.gov &
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Trials by year

Since Jan 2006, Pfizer completed 508 eligible trials and hasn't published results for
64 trials. That means 12.6% of its frials are missing results. See all its completed trials on
ClinicalTricls.gov &
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DATA SHARING: KLINISCHE STUDIEN — QUEST PROJEKT  QUEST
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* Institutions’ contributions to increasing value and reducing waste in
biomedical research (IntoValue) — D.Strech, N.Riedel, QUEST

e genaue Anteil der an allen 36 deutschen Universitatskliniken
durchgefiihrten Studien ist, zu denen keine Ergebnisse publiziert
wurden (2009-2013)

e durchsucht deutsche und europaische Register; z.T. handische Suche
in Monographien

e vorlaufig: deutsche Studienergebnisse werden nicht zeitnah geteilt
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part for reproducibility

Tie funding to verified good institutional practice, and robust science will shoot up
the agenda, say C. Glenn Begley, Alastair M. Buchan and Ulrich Dirnagl.

Nature 525 (2015): 25-27
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JAMA. 2017;318(1):16-17



DATA SHARING: PRAKLINISCHE STUDIEN QUEST

DISZIPLINEN MIT STANDARDISIERTE DATENREPOSITORIEN

* nucleic acid and protein sequencing
 molecular structures

°* omics

e cytometry, immunology databases
e organism-focused informatics



DATA SHARING: PRAKLINISCHE STUDIEN CENTED

FUR ALLES ANDERE: DATEN ABLAGEN DEPONIEN

i éfigshare ;@ Mmoo

E‘Jable AcoeSS|ble nteroperable 28usable ?
9%
O @j 80 % 0

1. Undokumentiert (keine Metadaten)

2. Konsistenz & Checks der Datenqualitat und —formate

3. Keine bidirektionale Verlinkung zu Veroffentlichungen

4. Bestenfalls ,findable” via DOI, aber wiederverwendbar in seltensten Falle




DATA SHARING: PRAKLINISCHE STUDIEN -
STANDARDFORMATE CENTER

COMMON DATA ELEMENTS ALS VORBILD

e Adaption aus der Klinik

e Standardisierte Variablen, Attribute, MalRe oder Konzepte
e Konnen ubergreifend und disziplinspezifisch sein

* Dienen als Variablen in Datenbanken

* Erleichtert den Austausch und des Teilen von Daten

| NINDS Common Data Elements

. Harmonizing Information. Streamlining Research.
5

NIH COE N S LT

Repository
NEW Myalgic Encephalomyelitis/Chronic Fatigue Syndrome and
Biomechanical Devices in TBI Recommendations
|
| Qsewa | ] Are you using the NINDS CDEs?
=l Citing CDE Usage

Let us know through our Feedback Form
Learn to Use the CDFs:
Study Start-Up Tutorial
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COMMUNITY BASED STANDARDS

Traumatische Hirnverletzung: Preclinical Common Data Elements

ST,

& A

P | ‘ | B” ,] HOME ABOUT DATA HOWTO  POLICY  NEWS a [
Federal Interagency Traumatic Brain Injury Research

INFORMATICS SYSTEM

PRECLINICAL COMMON DATA ELEMENTS Home » Data » Preclinical CDEs

Preclinical Traumatic Brain Injury Common Data Elements

Public Review Period Round 2: 12/01/17-02/28/18 (December 2017-February 2018)

| Preclinical TBI CDE Round 2 PUBLIC REVIEW ZIP FILE 3 |

Subklassifizierung ahnelt den klinischen CDEs
Support: NINDS CDE Team



DATA SHARING: PRAKLINISCHE STUDIEN — OUEST
STANDARDFORMATE

DISZIPLIN-SPEZIFISCHE DATENBANKEN

 Wenn Standards einmal existieren, miissen sich Communities
finden und Spezialrepositorien schaffen, die auf den pCDE

WELCOME TO SCICRUNCH

SciCrunch is a researcher content management
system designed for dynamic data

Communities allow
Leam More
researchers to share and

customize data from

FIND WHAT YOU NEED FASTER
| B

%8¢ Explore A Browse Resources S Searchthrough

COmmUmitieS Join the largest scientific resource Data
registry and add, share, and search for

Create or browse communities to ; Search across more than 200 data
Create or browse co unities to new resources with your community Search across more than 200 data




DATA SHARING: PRAKLINISCHE STUDIEN — OUEST
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HAUSAUFGABEN FUR INSTITUTIONEN

e Praklinisches Datenmanagement an jeder Universitat — Ablage

fir Rohdaten (unveranderlich)

e Aufbau institutioneller Datenrepositorien (Freigabemoglichkeit)

e Datenqualitatskontrolle (Data Stewardship)
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ZUSAMMENFASSUNG

e Umfassende Ursachenanalyse
e Bessere Incentives, bessere Nachverfolgung
* Projekte mit Sichtbarkeit — positiven Nutzen des Data Sharing

e Forderung des inst. Forschungsdatenmanagments incl. Data Sharing
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