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At its birth in Amsterdam in April 2007, the Inflammatory Neuropathy Consortium (INC) laid down its mission 

to discover the best treatments for inflammatory neuropathies.1 It arose out of frustration at the slow progress of 

clinical trials needed to lighten the burden of Guillain-Barré Syndrome (GBS), Chronic Inflammatory 

Demyelinating Polyradiculoneuropathy (CIDP) and related diseases. During a long gestation from the 1970s and 

through the 1980s and 1990s, single centre case series gave way to multicentre national and eventually 

international studies. These had shown the value of plasma exchange and then intravenous immunoglobulin 

(IVIg), but not steroids in GBS, and of steroids, plasma exchange and IVIg in CIDP.  

From 1996 - 1999, the European Union BIOMED Inflammatory Neuropathy Cause and Treatment (INCAT) 

programme led further research into pathogenesis, outcome measures, and treatment of inflammatory 

neuropathies. These were organised by leaders from European countries and the USA brought together by the 

Peripheral Nerve Society (PNS):  Giancarlo Comi and Eduardo Nobile-Orazio (Italy), David Cornblath and 

Marinos Dalakas (USA), Richard Hughes (chair) and Hugh Willison (UK), Isabella Illa (Spain), Jean-Marc 

Léger (France), Klaus Toyka (Germany), Peter Van den Bergh (Belgium), and Pieter van Doorn (the 

Netherlands). After the BIOMED funding finished, progress was slowed by the stop-start cycle of grant 

application, centre enrolment, trial completion and result publication. We needed a permanent organisation with 

annual meetings to accelerate the cycle and encourage smooth progress from one trial to the next. The INC 

formed as a special interest of the Peripheral Nerve Society (PNS). Initially we organized relatively small annual 

meetings in the year between the then biennial PNS meetings.  Since then, the INC has facilitated 

communication between multiple international groups addressing the complexities of the inflammatory 

neuropathies.  

Valuable advances have been made. The international GBS Outcome Study (IGOS) 

https://gbsstudies.erasmusmc.nl/ led by Bart Jacobs (the Netherlands) has provided a uniquely large study of the 

natural history of the disease. This has already demonstrated geographical differences in clinical and 

neurophysiological phenotype and precipitating infections in different continents and improved previous 

prognostic algorithms. It has provided observational data suggesting lack of efficacy of IVIg in mild GBS and of 

a second IVIg course in severe GBS, the latter conclusion supported by the result of a randomised controlled 

trial conducted in the Netherlands. With further analysis and interrogation of the associated biobank, IGOS will 

be a treasure trove for researching the cause, natural history, prognosis and treatment of the disease. With 

support from the pharmaceutical industry, trials proceed of novel agents including complement inhibitors and 

imlifidase, an enzyme which lyses IgG.  

 

The Peripheral Neuropathy Outcome Measures Standardisation (PeriNomS) Study2 led by Ingemar Merkies (the 

Netherlands) has been particularly productive. It has demonstrated the strengths and weaknesses of existing 

outcome measures and developed the Rasch built overall disability scale (R-ODS), a linear measure of 

disability. We now understand the limitations of old scales and have a better battery of tests of strength and 

disability which will make future trials more powerful and their results more valid. The same principles are now 

being applied in other forms of peripheral neuropathy. 

 

There have been significant advances in CIDP. There are eight national CIDP registries and attempts are being 

made to harmonise them into INCBase.3 Their combined results would rival those of IGOS and clarify the 

natural history and prognosis of the different forms of the disease. The identification of antibodies to paranodal 

antigens in a small percentage of patients has emphasized the importance of heterogeneity in the disease. 

Responses to treatment differ in those with such antibodies compared to the general patient population.4  

 

The pharmaceutical industry has led a succession of trials to establish the benefit of different brands of IVIg and 

then of subcutaneous immunoglobulin (SCIg) in CIDP. Sadly, attempts to identify other agents which might 

https://gbsstudies.erasmusmc.nl/


reduce the need for large supplies of immunoglobulin have not so far been successful in either disease although 

INC has paved the way for future trials. Largely led by the pharmaceutical industry randomised trials of 

complement inhibitors, FcRn blockers and rituximab in CIDP are in progress in the hope of finding agents 

which are more effective, convenient and cheaper than existing first line treatments. 

 

The goal of INC is to improve the treatment of inflammatory neuropathies. A formal state of the art guideline 

for the management of GBS is in progress but in the meantime INC members have produced a useful consensus 

statement.5 Clinical guidelines on diagnosis and treatment of CIDP, multifocal motor neuropathy and 

paraproteinemic demyelinating neuropathies were published in 2006 and revised in 2010. A second revision of 

the PNS guideline for CIDP has been published.6 A guideline on non-systemic vasculitic neuropathy was 

published in 2010.7 These provide guidance to clinicians throughout the world about the best management of 

inflammatory neuropathies. The hope is that ongoing collaborative research will introduce new treatments and 

so require further revision of the guidelines.  
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Inflammatory Neuropathy Consortium Meetings 

 

2007 Inaugural meeting (ENMC workshop) Schiphol Airport, Amsterdam, The Netherlands  

2008 Hôpital de la Salpêtrière, Paris, France  

2010 Sydney, Australia (PNS satellite meeting)  

2012 Rotterdam, Netherlands (PNS satellite meeting) 

2014 Dusseldorf, Germany (PNS satellite meeting) 

2016 Glasgow, UK incorporating the GBS Centenary Symposium (PNS satellite meeting) 

2017 Sitges, Spain*  

2018 Baltimore, USA*  

2019 Genoa, Italy* 

2020 Virtual* 

2021 Virtual* 

 

*Integrated with the main Peripheral Nerve Society meeting 

 

Inflammatory Neuropathy Consortium Chairs 

 

Richard Hughes   2007 - 2009 

Pieter van Doorn   2009 - 2016  

Richard Lewis   2016 - 2019  

Peter van den Bergh 2019 - 2021 

Chiara Briani   2021 - 2023 

Luis Querol   2023 - 
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