
JTC 2019 and 
2020 projects 
ending delayed 
due to Covid

P1 WP6

Consistent 
view to outside 
world of what 
the VP 
is/endorsement 
by all of all 
components

Getting our 
FAIR training 
stuff in TeSS 
(ELIXIR)

P2+3/ WP12+14 
+ELIXIR

The 3 funded projects are 
scheduled to end on 21 

June 2024, 27 July 2024 and 
28 October 2024 for 

Challenge #4, Challenge #1 
and Challenge #2 

respectively.

Projects are co- funded by the EC 
& industry sponsors, the third 

instalment at T18 (2023) could be 
paid by the EC only and the the 

fourth and last instalment at T30 
by industry sponsors  only.

If feasible, the EC would have to 
pay 135 000 + 38 000 € per  

project at T18 instead of 135 000 
€.

<40% of 
deliverables 
submitted 

on time

have a work plan 
on teams that 

send reminders 
or alerts 5-6 
months in 
advance ?

So maybe put a reminder 
to upcoming deliverables in 

every email... Also if it is 
about meetings, yearly 

plans, KPIs and whatever. 
The deliverables should 

come first.

Send a reminder 1 
month in advance 

to the the due 
date of the 
deliverable

having during 
regular meetings 
reminder of the 

coming deliverables 
with responsible 

persons

Is this relating to 
the original time 
set in the GA or 

the adapted time 
according to the 

AWPs?

for some 
deliverables, it 

means anticipating 
the deadlines for the 
activities (eg surveys 

+ analysis)

Establishing 
earlier 

internal 
deadlines

A certain 
overfit on 
ERNs has 
occurred.

On Registries - we have to 
wait for ERNs to build and 
populate their registries, 

plus there poor clarity over 
whether they should work 

with EJP or ERDRI to 
become discoverable

On other Resources, it seems we were 
too ambitious in hoping to get a  FULLY 

federated FDP ecosystem in place, and so 
(as agreed at AR) have now designed 
(and already almost implemented) a 
central indexing option as well - to 

provide an easier ption for Resource 
onboarding that can grow to the 

more/fully federated architecture in 
future months/years

Need for 
a FAIRification 

manual (?)
[Evaluate the 

FAIRplus 
cookbook]

The FAIRification steward 
team and the FAIRification 

work focus / Task 12.3.3 
have put other resources 
than ERN registries on the 

agenda,  without neglecting 
ongoing care for ERN 

registries.

Better 
coordinated 

work with 
resource- level 

metadata teams

projects 
started 

much later recruitment 
and admin 

issues

ability to extend 
the EC cofunded 

projects after 
the end of EJP 

RD

extension of 
EJPRD to 

better uitilze 
funding 
budget

(potential 
delay)

Architecture that demonstrably 
supports (i) federated analytics 

on FAIR data for other than VP UI 
users, (ii) automatic adaptation 

to changes  and new additions of 
FAIR, VP compliant resources, (iii) 

demonstrations  of (i) and (ii)

not true delay, 
sources  had 
to be ready 

first

A new work focus 
was accepted at the 

Pillar 2 annual 
retreat that focusses 

on federated 
analytics on FAIR 

data.

The 
demonstrations 

tests how well the 
architecture 

supports FAIR 'for 
machines'.

Demonstrations range 
from simple cases (e.g. 

visualising the number of 
data types covered by the 

VP after addition of a 
resource with unknown 
data types) to federated 

multi- omics analysis 
workflows.

4 months
All documents and data 

are prepared in 
advance to be able to 

submit quickly after the 
periodic report opens 

on the portal.

long 
amendment 

validation 
process which 
delay the PR

to be 
discussed with 
EC for avoiding 

this in RDP

(Potential delay)
Attention point 
for potentially 
not meeting 

expectations.

The stakeholder group 
of data scientists, 

outside of WP13, have 
been relatively 

underrepresented in 
the development of the 

VP

training 
planned for 

VP end users 
in 2023

dissemination 
and 

engagement 
plan foreseen 

in AWP5

Workshops planned for 
data scientists to invite 

them to engage with the 
new federated analytics on 
FAIR data work focus. The 
plan is to identify potential 

data science 
demonstrators of current 

Pillar 2 results.

In year 3 (2021), Task 15.3 
was due to take place in 
November in Istanbul, 

Turkey.
Due to the COVID-19, the 

task partners and host 
(ACU/ACURARE) decided to 

cancel this edition of the 
school.

This specific training includes a 
practical aim of increasing 

patients’ skills of leadership, 
teamwork, negotiation and self- 

presentation which can only truly 
be taught face- to- face with 

hands- on exercise and direct 
interactions amongst 

participants and the trainers on- 
site.

The training aims at engaging both 
experienced patient advocates as well as 
newer patient advocates (notably from 
EU-13 countries and the Balkan region), 

the conversion to online would also have 
significantly hindered the opportunities 

of these newer patient advocates to build 
strong connections with other patient 
advocates, which would be crucial to 

support them to grow the patient 
movement in their countries and rare 

diseases.

The training for year 4 scheduled in 
Rome, Italy (at ISS), with 30 participants 

was maintained but moved online.
To maintain the target of 90 patients 

trained from Year 2-5, the task partners 
and hosts have agreed that the training 
will be held in Year 5, in Gdansk, Poland 
(at MUG) and will receive 60 participants 

instead of 30.

To ensure that the training is still 
attended by patient advocates from 
EU-13 and the Balkan countries in all 

editions, despite the location, the 
reconversion of some unused 2021 and 

2022 budget to cover additional 
fellowships for the training in year 5 was 

requested, with a particular focus of 
supporting newer patient advocates from 

those countries.

The participants will be 
organized in two groups of 
30, undertaking the same 
training in parallel, so that 

the high quality of the 
training can be maintained.

(Potential delay) 
Attention point 
for potentially 
not meeting 

expectations.

Patient organisation 
stakeholders have 

been relatively 
underrepresented in 
the development of 

the VP,

Patients are 
not really 

aware of the 
potential the 
platform has

FAIRification stewards have been 
engaging in online workshops 
with patient representatives, 

often in collaboration with ERICA, 
for instance on the topic of 

PROMs. This could perhaps be 
more a visible and continuous 

priority in Pillar 2.

P1- P2 
interactions 

to be 
strengthen

Pillar 2 could provide more 
support to Pillar 1 and a 

FAIR- oriented patient 
network to obtain support 

for adopting their 
resources to VP 
specifications.

Delay in order to 
gather more 

projects and data 
for better quality 

report. Report to be 
delivered by mid- 

July 2022

Delay in order to 
gather more 

projects and data 
for better quality 

report. Report to be 
delivered by mid- 

July 2022

First draft 
is 

underway.

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Description

Mitigation

Mentoring task 
- first 
mentoring 
report

WP19

Training for 
patient 
representatives 
and advocates on 
leadership & 
communication 
skills

T15.3

(RDR 
Challenges) - 
The 3 funded 
projects 
started later - 
ending after 
EJP RD

WP8

Description 
& Mitigation 

10 min

FAIRification of 
resource types 
other than ERN 
registries. 
(Potential 
delay)

T12.3

Unclear what 
the final goal for 
PPRL (EUPiD or 
SPIDER) is for 

the VP

PPRL 
demonstrator 

helpful for cross- 
resources 
analytical 
purposes

difficulty conciliating 
approaches that 

seemed 
contradictory/contro
versial the last year 
or so; lack of clarity 

for end- users

more 
blocked 

than 
delayed

Subtask  11.3.3 
leaders to define 

use case and 
make a 

demonstrator by 
June 2023

Organising 
help from 

P3 
colleagues

Plan a 'BYOTM' 
(Bring your 

own training 
material)

ANDREA cloud was 
used for first JTC 
funded projects 

because Sandbox 
was not GDPR 

compliant. Sandbox 
should be OK now.

present it at 
the mid- term 

meeting of 
JTC2019

Dissemination to the 
JTC funded projects 

(including 
compliance with 
GDPR). Identify 

some projects as 
use cases.

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Description Description DescriptionDescription

Mitigation Mitigation Mitigation Mitigation

Architecture that 
demonstrably 
supports federated 
analytics, automatic 
adaptation and their 
demonstrations

T12.2

Covering 
needs for data 
science 
stakeholders.

WP12

Covering 
needs of 
patients.

WP12

Delay in the 
submission of 
the 
Deliverables on 
the EC protal

WP1

Periodic report 
submission to 
the EC

Px/ WPx/ Tx

Will be 
followed by 

the discussion 
on each delay

EUPID 
Demonstrator / 
Application

P2/ WP11 T11.3

Usage of the 
EJP- RD 
Sandbox by P1 
funded 
projects

P2/ WP11/ T11.4

methodology 
doc to be 

issued end Y4

trainings 
planned 
in year 5

Writing a joint 
paper on what 

each level brings 
(complementarity)

disseminati
on/engage
ment plan 
in AWP5

A view would 
already be nice. 

I don't think 
many people 

are aware

The pre- GA 
workshop  
focused on 

'complementa
rity'

Internal 
Newsletterreward 

system

Process 
(draft- 
review)

Move forward 
with the EC to 

submit this 
mitigation

coordinated 
work with 

Metadata WF 
and resources 

WF

P2 General call: 
bring the analysis of 
the additional need 

of resources 
expressed (with 

inventory of what is 
happening)

Due also to EJP RD 
Timeline, How to 

prevent this 
situation for the 

RDP?
Flexibility is tied to 

amendment ?

Shorter 
periodic 

reports or 
summary

still discuss with the 
commission what kind of 

justification to provide 
(when projects are not fully 

closed) + provide interim 
report (how well the fnding 

went for these projects)

analysis in the broader 
sens (queries until 

analysis of federated 
learning, also 

adaptation of the VP to 
what the resource 

provide).

Provide 
concrete 

instructions to 
resources how 

to onboard.

On Registries - we have to 
wait for ERNs to build and 
populate their registries, 

plus their poor clarity over 
whether they should work 

with EJP or ERDRI to 
become discoverable

onboarding 
methodology to 
be delive- vered 

end of Y4 to 
clarify and ease 

the process

per 
resources/groups 

of resources 
workshops 

ongoing

resources' 
oriented 
training 

planned in 
2023

Organise Bring 
your own 
resource 

workshop to 
provide minimal 

metadata.

Expectation management 
for ourselves: define 

'onboarding' and consider 
different levels of 

onboarding (also thinking 
of P3+P4 results accessible 

via the VP UI).

Explore 
development of a 
Cedar template to 
harvest metadata 

in the EJP RD 
metadata model

Fully  on 
boarding all 
planned 
resources in 
the VP 
(potential 
delay) (not 
stinky at all)

P2/WP11.2

Define  
minimal 

metadata for 
light- weight 
onboarding

On other Resources, it seems we were 
too ambitious in hoping to get a  FULLY 

federated FDP ecosystem in place, and so 
(as agreed at AR) have now designed 
(and already almost implemented) a 
central indexing option as well - to 

provide an easier ption for Resource 
onboarding that can grow to the 

more/fully federated architecture in 
future months/years

Implementation 
of LifeScience 
AAI (if 
necessary)

P2/ WP11/ T11.3

Underway - could not 
happen under the 
Lifesci- AAI service 

became available (this 
spring). Expect 

completion this year at 
latest

This would also be a nice 
test of that aai itself, some 
of our problems are their 
problems too. Solving it 
together (even if late) is 
useful for all life science 

resources
The "use the 

standard not the 
thing" approach is 
worth discussing

Spider developed because of 
perceived issues of EUPID

Spider developed : systems 
competing/complementary?

PPRL expected too early in the 
project

Concern: Who will use what ?
Conciliation?

Analogue as EUPID. Not clear yet 
for which connection we would 
need AAI (up to know work on 

resoure- ces discovery)
For some discovery need to 

loged in: use case will come into 
being the next 2 months
1st version use of LssAAINot only related 

to EJP RD work. 
New development 
can now be done

AR 2022: designed 
a strategy to 
address this. 

Update to provide 
by the end of the 
year on the delay

strategy to adress 
this delay 

established 
during the AR P2

What are the 
definitions of 
onboarding ?

Levels of 
onboarding

(MATRIX)

Get as many 
resources 

onboarded with a 
handful of them 
onboarded at a 

higher integration 
level.

Brand: 
RD VP 
ready




