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ERN ReCONNET 

23 Member

States

64 HCPs

10 rCTDs

15 MS Full Members
8 MS APs

55 Full Members
9 APs
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rCTDs 

Austria, Belgium, Croatia, Czech Republic, Denmark, 
Estonia, Finland, France, Germany, Greece, Hungary, Italy, 
Latvia, Lithuania, Luxembourg, Malta, Netherlands, Poland, 
Portugal, Romania, Slovenia, Spain, Sweden
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23 MS

64 
HCPs

10 
rCTDs 

Austria, Belgium, Croatia, Czech Republic, Denmark, 
Estonia, Finland, France, Germany, Greece, Hungary, 
Italy, Latvia, Lithuania, Luxembourg, Malta, 
Netherlands, Poland, Portugal, Romania, Slovenia, 
Spain, Sweden

Austria 1 Affiliated Partner
Belgium 3 Full Members
Croatia 1 Affiliated Partner
Czech Republic 1 Full 
Member
Denmark 1 Full Member
Estonia 1 Affiliated Partner
Finland 1 Full Member
France 7 Full Members
Germany 5 Full Members
Greece 1 Full Member
Hungary 1 Affiliated Partner
Italy 20 Full Members
Latvia 2 Affiliated Partners
Lithuania 1 Affiliated Partner
Luxembourg 1 Affiliated 
Partner
Malta 1 Affiliated Partner
Netherlands 6 Full Members
Poland 1 Full Member
Portugal 3 Full Members
Romania 1 Full Member
Slovenia 1 Full Member
Spain 3 Full Members
Sweden 1 Full Member

55 Full Members and 
9 Affiliated Partners

30 new Full Members 
joined in January 2022

23 Member States represented in 
ERN ReCONNET



23 
MS

64 
HCPs

10 
rCTDs Ehlers-Danlos Syndromes

Systemic Sclerosis

Undifferentiated connective tissue diseases

Sjögren’s Syndrome

Systemic Lupus Erythematosus

Relapsing Polychondritis

Mixed connective tissue diseases

Inflammatory idiopathic myopathies

IgG4 related diseases

Anti-phospholipid syndrome



Our patient representatives - ePAGs

Silvia Aguilera
Asociación síndrome antifosfolípido SAF España

Andersen Jeanette 
Lupus Europe

Coralie Bouillot
Sjögren Europe

Alain Cornet 
Lupus Europe

Eva Collado
Asociación Nacional de Síndromes de Ehlers-Danlos, Hiperlaxitud y Colagenopatías 

Charissa Frank 
bindweefsel.be

Ilaria Galetti 
FESCA and GILS

Vera Guimaraes 
Liga Portuguesa Contra as Doenças Reumáticas (MCTD)

Monica Holmner
FESCA

Lisa Matthews 
Relapsing Polychondritis Awareness and Support 

Ana Vieira 
Liga Portuguesa Contra as Doenças Reumáticas  (Sjögren)

The driving force of ERN 
ReCONNET



Research

Transversal activities

Registries and 
eHealth

Clinical Practice 
Guidelines and Clinical 
Decision-Making Tools

Education and Training

ERN ReCONNET main activities



Clinical Practice Guidelines and 
Clinical Decision-Making Tools

ERN ReCONNET main activities

Survey on CPGs adherence and awareness

ERN ReCONNET Supplement on the State 
of the Art of CPGs in rCTDs

Adaptation of existing CPGs

Lay versions

Expert Panel CPGs and CDMTs



ERN ReCONNET Survey on CPGs



https://rmdopen.bmj.com/content/4/Suppl_1

ERN ReCONNET state of the art on Clinical Practice Guidelines for 
rare and complex connective tissue and musculoskeletal diseases

Table of contents:
1. Clinical practice guidelines (CPGs): the first year of activity of the ERN 

ReCONNET
2. Antiphospholipid syndrome: state of the art on CPGs
3. Ehlers-Danlos syndromes: state of the art on CPGs
4. Idiopathic inflammatory Myopathies: state of the art on CPGs
5. IgG4-related disease: state of the art on CPGs
6. Mixed connective tissue disease: state of the art on CPGs
7. Relapsing polychondritis: state of the art on CPGs
8. Sjögren’s syndrome: state of the art on clinical practice guidelines
9. Systemic Lupus Erythematosus: state of the art on CPGs
10. Systemic sclerosis: state of the art on CPGs
11. Undifferentiated Connective Tissue Disease: state of the art on CPGs
12. Rare diseases under different levels of economic analysis: current activities, 

challenges and perspectives

https://rmdopen.bmj.com/content/4/Suppl_1


CPGs results in ERN ReCONNET
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CPGs for some diseases

No CPGs for others diseases

Adoptation

Adaptation 

Existing evidence

No evidence

Dissemination

ADAPTE 

New CPGs

Research agenda
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ePAG Task Leader (I. Galetti) 

1st pilot on the ERN ReCONNET paper «Systemic 
sclerosis: state of the art on clinical practice 
guidelines” 

ePAGs and clinicians working together to co-design 
the lay version

SSc Lay version published on the ERN ReCONNET 
website

Currently working on the development of a Lay 
Version on SLE on the 2019 recommendations

ERN ReCONNET Lay Versions



Repository of existing guidelines and useful references for all diseases
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CPGs educational 
resources for patients

Dedicated page «What you need to know» on 
ERN ReCONNET website

Recording of the ERN ReCONNET webinar on 
CPGs

Infographic on main topics

Useful links and references



ERN ReCONNET Expert Panel on Clinical Practice Guidelines and Clinical 
Decision-Support Tools
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Collaboration with EC Contractor

Red Flags

SLE recommendation on rare manifestations



Education and Training

ERN ReCONNET main activities

Webinars (patients, HCPs, HTA)

ERN Exchange Programme

Assessment of rCTDs educational 
needs
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ERN ReCONNET webinars

For 
Healthcare 

professionals

On health
economics

For patients



Registries and eHealth 

ERN ReCONNET main activities

TogethERN ReCONNET

Cross-border virtual consultations

ERN ReCONNET Operational Helpdesk

ERN ReCONNET National Hubs

Disease Adaptation CPMS



Research

RarERN Path

VACCINATE

Covid-19 webinars, workshops and 
publications

ERN ReCONNET Supplement Rare 
inside Rare

ERN ReCONNET main activities
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Methodology specificially designed for the development of common and shared

organisational reference model for patients’ pathways

in rare and complex diseases.



Integration



VACCINATE

COVID Vaccination in rare and complex 
connective tissue diseases: 

ERN ReCONNET multicentre prospective 
cohort study (VACCINATE)

ClinicalTrials.gov Identifier: NCT04702295



ERN ReCONNET Workshops on 
vaccination and management

March 2021 June 2021 

1st 
ReCONNET Workshop

aimed at 
discussing 
treatment 

strategies for 
patients with rCTDs
during pandemic 

2nd 
ReCONNET Workshop

to provide a 
common and 
shared expert 

opinion on 
vaccination 

strategies against 
COVID-19 

ERN ReCONNET COVID-19 
Webinars



The impact of 
COVID-19 on rCTDs






