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NOTICE TO MEMBERS

Subject: Petition 0341/2011 by Elsa Aimone (Italian), on behalf of the ‘associazione 
malati sindrome di Tarlov’ (Tarlov Cyst Disease Association), on European 
recognition of Tarlov cyst disease

1. Summary of petition

The petition is calling for Tarlov cyst disease (in which sufferers develop a type of meningeal 
cyst), a severely disabling disease that is difficult to treat, to be recognised both at European 
level, as a rare disease, and by the health authorities in Member States.
It is also calling for European funding to be provided for research into treatment and 
prevention of the disease. 

2. Admissibility

Declared admissible on 28 June 2011. Information requested from Commission under Rule 
202(6).

3. Commission reply, received on 6 September 2011

Petition 341/2011 addresses essentially the same requests as an earlier petition, no. 439/2009, 
on Tarlov cyst patients. The European Commission provided, at that time, all the necessary 
elements for the analysis of the petition. The Commission was asked to promote the inclusion 
of Tarlov Cysts in the database Orphanet, to participate in a Congress about this disease in 
July 2010 and to support initiatives from stakeholders.

The Commission was invited to attend the meeting of the Committee on Petitions of the 
European Parliament on 27 April 2010, where the general framework for action on rare 
diseases in the EU was explained. The petitioners were informed that:

- After discussions with the Orphanet representatives a specific page on Tarlov Cysts was 
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made available on the Orphanet web site as of February 2010;

- The Commission was willing to consider participation in the Congress once it receives an 
official invitation (which was never the case);

- The Commission invited the relevant stakeholders to use the facilities provided by the 
Health Programme and to prepare and submit a proposal on Tarlov Cysts in a future Call for 
Proposals.

Following this, the President of the Committee of Petitions proposed to close petition 
439/2009 considering that the Commission had followed the requirements of the Committee.

The Commission's observations 

As already explained in the Commission's response to petition 439/2009, Tarlov cysts are sacs 
filled with cerebrospinal fluid that most often affect nerve roots in the sacrum. However, it is 
estimated that 70% of the cysts observed by MRI cause no symptoms. Tarlov cysts may 
become symptomatic following shock, trauma, or exertion that causes the build-up of 
cerebrospinal fluid. For these reasons there has been some controversy in classifying Tarlov 
Cysts as a rare disease. The EU criteria (a disease with a prevalence of not more than 5 per 10 
000 of population in the EU as set out in COM(2008)679) is not fulfilled by the asymptomatic 
cases, but may be met by the symptomatic cases. However the absence of studies on the 
prevalence and incidence of this disease prevents any formal conclusions on this point. 

Following this, the database Orphanet was initially reluctant to introduce Tarlov Cysts as a 
rare disease but, after technical discussions with the Orphanet representatives and at the 
request of the European Commission, in February 2010 all the relevant information related to 
Tarlov Cysts1 as well as for Arachnoiditis2 (availability of professional services in the EU, 
centres of reference, orphan drugs, expert clinics, etc.) was introduced into Orphanet. 

However it should be clarified that the Orphanet database is not the 'European register of rare 
diseases' as mentioned in the petition, but a repertory of diseases, specialised outpatient 
clinics, diagnostic laboratories, support groups in Europe, etc. supported by the European 
Commission in the terms provided by the Commission Communication COM (2008)679 
"Rare diseases: Europe's challenges” and the Council Recommendation on an action in the 
field of rare diseases of 8 June 2009. 

The European Commission notes that no proposal on Tarlov Cysts or on Arachnoiditis has 
been submitted to the Health Programme 2007-2013 for funding.
                                               
1 http://www.orpha.net/consor/cgi-
bin/Disease_Search.php?lng=EN&data_id=10862&Disease_Disease_Search_diseaseGroup=Tarlov-
cyst&Disease_Disease_Search_diseaseType=Pat&Disease(s)/group%20of%20diseases=Perineural-cyst--Tarlov-
cyst-&title=Perineural-cyst--Tarlov-cyst-&search=Disease_Search_Simple
2 http://www.orpha.net/consor/cgi-
bin/Disease_Search.php?lng=EN&data_id=16721&Disease_Disease_Search_diseaseGroup=
Arachnoiditis&Disease_Disease_Search_diseaseType=Pat&Disease(s)/group%20of%20disea
ses=Arachnoiditis&title=Arachnoiditis&search=Disease_Search_Simple
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The Framework Programme for Research (FP6) is supporting the project BNE (BrainNet 
Europe II: European brain tissue bank - Network for clinical neuroscience and basic research) 
including Tarlov Cysts within the objectives in brain banking to promote future expertise in 
central nervous system research. No other proposals have been submitted.

Conclusions

It is clear that Tarlov Cysts, regardless of whether or not they are classified as rare disease, 
and Arachnoiditis are diseases with a lack of specialised centres, health professionals and 
treatment options as well as unmet research needs. 

Under the conditions defined by the work plans of the Health Programme 2008-2013, 
proposals to create a European Network for actions in favour of the Tarlov Cysts and 
Arachnoiditis patients, which can include stakeholders' dialogue for the improvement of 
treatment, research, mobility of knowledge, etc. or grants to support the actions of the 
patients' organisations or the organisation of conferences, may be submitted under the 
provisions and facilities of the Work Plan for the Implementation of the Health Programme in 
2011 or in 2012 and could, if the necessary requirements are fulfilled, be selected for funding.

Under the conditions defined in the Calls for Proposals under the Seventh Framework 
Programme (FP7, 2007-2013) for instance on Europe-wide studies of natural history, 
pathophysiology and on the development of preventive, diagnostic and therapeutic 
interventions, proposals on research on Tarlov Cysts and Arachnoiditis could, if the necessary 
requirements are fulfilled, be selected for funding.

Finally, it should be kept in mind that Member States and their relevant national health 
authorities are the only ones responsible for the organisation and delivery of health services 
and medical care at national level. The recognition and availability of treatments and services 
is therefore a matter for Member States to consider.


