
1887069

ZonMw

ME/CFS & post-COVID
research consortia: general introduction

Collaborating on FAIR data

for synergy in research

ZonMw, FAIR data workshop, Zwolle, April 9, 2024

51.20 Implementation lead FAIR data management

51.2 FAIR data & Open Access



1887069

A iA ellie Nels]

great, if ........!

2

Today on the agenda JO

1. Available information > reusable for men and

machines (FAIR)

The bumpy road to FAIR data

It is all about the choices you make as a research

community

4. A closer look at data FAIRification

6. From DMPs to a FAIR Implementation Profile

7. Next steps
Session 1:

Explore DMPs to see the standards,

Collaborating on FAIR data_consortia ME/CFS& Po tools (etc) that may (o]=) useful

Session 2: Compare / review the input
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Levels ofFAIRness:

Examples ofwhatyou can do with it?
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What steps must we take to improve

reusability, interoperability?

What scientific challenges do you want to solve?
+ ME/CFS, post-covid and its causes

* Disease characteristics, mechanisms
» Diagnosis
* Treatment

* Etc, etc, etc

What choices are relevant for ME/CFS and Post-covid?
+ Reusable data? > red/blue principles
« Semantic interoperability? > to align topics, terms

Collaborating on FAIR data_consortia ME/CFS & Post-covid_April 9, 2024 vd ZonMw
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Ad 2 - Consortia meet on

the bumpy road to FAIR data

Zwolle: the ingredients
of today: EEREICHFEN

Consortia fornra 7.
|

Controlled

community to Persister| vocab

FAIRify | identifers
FIP —t

Profile



FAIRIfy all research outputs!
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Ad 4 - A closer look at data FAIR

What are your goals for reusable/ FAIR data?

Consortia form a
+ What do you want to FAIRify? Datasets, sample collections, cohorts,

community to variables...

FAIRify Who do you need therefore?

. Communitybuilding, collaborating consortia >

- FAIR Implementation Community (FIC)
. Expertise from researchers, data stewards and FAIR data experts

How will you approach it? Community choices > today:
+ FAIR Implementation Profile

+ Metadata

Collaborating on FAIR data_consortia ME/CFS & Post-covid_April 9, 2024 vd ZonMw
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Consortia form a

The FAIR Implementation Community:
community to

FAIRify part of a larger community — including smaller ones
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Who else will you meet on the road to FAIR data?
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Who will you meet on the road to FAIR data?
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GO FAIR Foundation (international)
- workshops, training, advies

- FAIR Connect (including nanopublication search engine)

Health-RI (Netherlands)
- Health-RI nodes: FAIR Data

> FAIR coordinatoren en regionale knooppunten
> zie ook resentarc REE ve contactpersonen
- Services & tools

- Data Steward (DSIG) Network - TDCC.nl

- COVID-19 dataportal (will be extended to include all health-research topics)

Background information - guidance:
FAIR Cookbook and the notion of metadata (elixir-europe.org)

RDMEkit (elixir-europe.org)
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AE
Ad 4 - A closer look at data FAIRIfication

- What are your goals for reusable / FAIR data?

- What do you want to FAIRIify? Datasets, sample collections, cohorts,
variables...

Who do you need therefore?

+ FIC & community, expertise

How will you approach it? Community choices > today:

Persistent —™

| identifer controlled
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Collaborating on FAIR data_consortia ME/CFS & Post-covid_April 9, 2024 ") ZonMw
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v) ZonMw
|, M4M.8 M4M.9 M4M.10 M4M.11 M4M.12

COVID-19 Program | 13 projects 10 projects 6 projects 7 projects 9 projects 14 projects
62 Projects | 21 participants 17 participants 12 participants 13 participants 16 participants 21 participants

1. Data 1. Data 1. Data 1. Data 1. Data 1. Data

Brainstorm 2. Images 2. Images 2. Images 2. Images 2. Images 2. Images
controlled | 3. Biomaterials 3. Biomaterials 3. Biomaterials 3. Biomaterials 3. Biomaterials 3. Biomaterials

lists 4. Services 4. Services 4. Services 4. Services 4. Services 4. Services

5. Standards 5. Standards 5. Standards 5. Standards 5. Standards 5. Standards

COVID-19 Program

. Biomaterials

. Services

CCN 5. Standards
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Metadata Forms for ZonMw ID & AMR

Infectious Diseases and Antimicrobial Resistance
Last uploaded: September 30, 2021

Summary Classes Properties Notes Mappings Widgets

Fo
Visualization | Notes (0)

|

Class Mappings(17)
|

&

sree
es

LEsEee
EES

access condition Preferred Name blood specimen

animal disease

centrifugation information Synonyms

collection status

consent restriction D http:/ /purl.org/zonmw/id-amr/10089

data
data

Juin
broader specimen

deprecate
detailedtype ofspecimen exactMatch http: / / purl bicontology.org/ ontology /SNOMEDCT/11929700¢

domain

environment
inScheme http: / purl org zonmw/ id-amr

focus area

funding type prefLabel blood specimen

isolation source

macromolecule

organisation level

organism
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Guidelines for completing CEDAR forms
# animal

Link to the guidelines document # microorganism
# plant

CEDAR forms [forms to fill out, CEDAR account required] A
Project Admin form

= quality control of biomaterials

amplifiablility of nucleic acids

Project Content form
concentration of molecular or cellular derivatives

Collection Admin form

Persistent identifier

(3415) Riel@dals]

Persistentt || controlled term

integrity of nucleic acids

purity of nucleic acids

#- quality control of microbiological material

identifer (purl)
|> thecomputer can

g=ETo Nid ala)!
Collection Content forr al # quality management of pre-analytical data

= specimen

i . i
biopsy sample

CEDAR forms in OpenView [forms to view/share, no CEDAR account
:

i " " body fluid sample
Project Admin form in OpenView Sstlisntie fsge same _
Project Content form in OpenView iid

feos The thing you measure

Collection Admin form in OpenView bik from geinital system () r
Collection Content form in OpenView

Spesiman of uninoammaterisl
z

moval
fe 5

Controlled | The sample you collectedsynovial fluid specimen
urine specimen

BioPortal vocabularies * storage information \V{oer:1e)
5 %

A
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Collaborating on FAIR data_consortia ME

Show advanced options >>

Matches in 29 ontologies

CFS-1686 - Medical Subject Headings (MESH)
httpy//purt.bicontology.org/ontology/MESH/CO00599713

details - visualize - 26 more from this ontology

PGP-Me - Robert Hoehndorf Version of MeSH (RH-MESH)
/mesh.owi#C407124

details - visualize - 16 more from this ontology

Chronisches Erschépfungssyndrom (CFS) - Disease core ontology applied to Rare Diseases (HRDO)
http://www.limics.org/hrdo/rdfns#pat_id_790

details - visualize

chronic fatigue syndrome (CFS) - Ontology of Consumer Health Vocabulary (OCHV)

http://sbmiuth.tmc.edu/ontology/ochv#C0015674

details - visualize - 1 more from this ontology

Myalgic encephalomyelitis/chronic fatigue syndrome - International Classification of Diseases, Version 10 - Clinical Modifica

1887069



Collaborating on FAIR data_consortia ME/CF¢

post-covid

Enter a class, e.g. Melanoma

Matches in 21 ontologies

Post-COVID Conditions (Long COVID) - MedlinePlus Health Topics (MEDLINEPLUS)
httpy//purlbicontology.org/ontology/MEDLINEPLUS/CS706081

What are post-COVID conditions (long COVID)? COVID-19 (coronavirus disease 2019) is an illness caused by a virus. Many people

infected with the virus. But ...

details - visualize - 2 more from this ontology

Post-COVID syndrome - Medical Dictionary for Regulatory Activities Terminology (MedDRA) (MEDDRA)
http://puri.bicontology.org/ontology/MEDDRA/10085505

details - visualize - 24 more from this ontology

Post COVID-19 condition - International Classification of Diseases, Version 10 - Clinical Modification (ICD10CM)
http://puri.bicontology.org/ontology/ICD10CM/U0S

details - visualize - 2 more from this ontology

Post-acute COVID-19 - SNOMED CT (SNOMEDCT)
http://purlbicontology.org/ontology/SNOMEDCT/1119303003

Symptoms attributed to SARS-CoV-2 infection that persist for more than three weeks following onset.. Symptoms attributed to S#

weeks following onset and with a ...

details - visualize - 5 more from this ontology

Post-COVID-19 Symptom - National Cancer Institute Thesaurus (NCIT)
http://ncicb.nci.nih.gov/xmi/owl/EVS/Thesaurus.owi#C189195

A symptom reported following recovery from COVID-19.
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Metadata for variables

tector
npj | digital medicine ‘www.nature.com/npjdigitalmed

ARTICLE OPEN |{) Check tor updates |
Harmonization and standardization of data for a

SEE
cohort on SARS- CoV-2

i
The European project ORCHESTRA intends to create a new pan-European cohort to rapidly advance the knowledge of the effects
and treatmentof COVID-19. Establishing processesthat facilitate the ging of

h

clusters of pective data was
an

|

challenge. In
additi

data fom ew ORCHESTRA prospective stules have to be compatible with eater collectedinformationto be efficiently combined ized

of standardized elements avait also identified 743 variables that were commonly
d can therefore be directly combined for analysis purposes.

bility by submitting new concept req to the
logy Standard:

Development Organizations.

npj Digital Medicine (2022)5:75; https://doi.org/10.1038/541746-022-00620-x

Collaborating on FAIR data_consortia ME/CFS & Post-covid_April 9, 2024 ") ZonMw
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What we showed until now:

FAIR data

Zwolle: the ingredients
of today:

Consortia TO

community to

FAIRify

Metadata-
point

templates A 4

Controlled

vocab

Persistent

identifers

Time for

the next speaker!


