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NOTICE TO MEMBERS

Subject: Petition 1120/2008 by Gordon McPherson (British), on thrombophilia of 
genetic origin

1. Summary of petition

The petitioner, whose daughter died of undiagnosed thrombophilia, points out that 
thrombophilia can be hereditary. He therefore calls on the European Parliament to advocate 
genetic examinations with a view to early identification of risk groups.

2. Admissibility

Declared admissible on 21 January 2009. Information requested from Commission under Rule 
202(6).

3. Commission reply, received on 26 October 2009.

The petitioner, whose daughter died from deep vein thrombosis on the basis of a prior 
undiagnosed hereditary form of thrombophilia, advocates genetic testing for hereditary forms 
of thrombophilia. As a consequence, he has sought public support from the media with the 
aim "to change the way Health Boards in Scotland use existing policies and procedures for the 
assessment and treatment of Deep Vein Thrombosis (DVT)."1 In addition he has filed a 
petition to the Scottish Parliament.2

                                               
1

http://www.theherald.co.uk/news/news/display.var.2479133.0.Hospital_tests_failed_to_show_up_fatal_clot.php
2 Public Petition PE 1056: http://www.scottish.parliament.uk/business/petitions/docs/PE1056.htm; 
http://www.scottish.parliament.uk/business/research/petitionBriefings/pb-07/PB07-1056.pdf



PE430.494 2/2 CM\794549EN.doc

EN

The Commission’s comments on the petition

The Commission would like to point out that no scientific committee of the Commission has a
mandate to give an opinion on best practices for prevention of deep vein thrombosis or 
thrombophilia, or genetic testing for inherited forms of thrombophilia. 

Risk factors for Deep Vein Thrombosis (DVT) and Pulmonary Embolus (PE) include surgery, 
prolonged immobility and major trauma. There is also a risk in women using oestrogen-
progestogen combined oral contraceptive pills or hormone replacement therapy, but the risk is 
very small, typically less than 1 in 3000. Pregnancy is also a risk factor.1 In addition to these 
risks, individuals may have an underlying genetic predisposition to DVT and PE. This is 
known as Thrombophilia.2 The primary test for thrombophilia is a blood test for the factor V 
(pronounced ‘five’) Leiden gene.

Under Article 152 of the Treaty, the basic issue of improving prevention and treatment of 
acquired deep vein thrombosis in hospitals is a matter of healthcare provision, for which each 
Member State is responsible. In addition, prophylaxis of deep vein thrombosis in other 
settings, for example, in aeroplanes on long distance flights, is a common task of the air-
transportation industries and the national health systems.
Testing of the entire population at risk for rare inherited risk factors for thrombosis, such as
thrombophilia, would require medical evidence that population-wide prevention is more 
effective in preventing thrombosis and pulmonary embolus than general preventive measures 
recommended for hospital environments and other public settings. No such evidence is 
available at present.
Nevertheless, it should be noted that in the framework of European Community policies for 
rare diseases, particularly the Commission Communication on Rare Diseases3 adopted in 
November 2008, and the Council Recommendation on an Action in the field of rare diseases, 
adopted on 9th June 2009,4 measures and criteria for best practices in newborn screening for 
inherited disorders are currently being explored. As a first step under the health programme 
2008-2013, a call for tender on best practices in newborn screening has been launched in 
20095. If a suitable offer can be selected for a contract, the first results are expected by the end 
of 2011 at the earliest. In this context, screening for thrombophilia will also be reviewed.

Conclusions

Under Article 152 of the Treaty, the subject of the petition is a Member State responsibility.

Within the framework of Community rare disease policy, exploratory action to exchange and 
to develop best practices in newborn screening for inherited rare diseases, including 
thrombophilia, is currently being taken forward by the Commission6. 

                                               
1 British Committee for Standards in Haematology; Thrombophilia information for patients and their relatives, 
September 2003
2 A state either inherited or acquired, resulting in the abnormal formation of venous or arterial thrombosis 
3 COM (2008) 679 of 11 November 2008
4 http://ec.europa.eu/health/ph_threats/non_com/docs/rare_rec2_en.pdf
5 http://ec.europa.eu/eahc/health/tenders_H09C2.html
6 http://ec.europa.eu/health/ph_threats/non_com/rare_10_en.htm


