EFA FOOD ALLERGY WORKING GROUP
Background

EFA is the European Network of allergy, asthma and COPD patient associations that represents its members on European Level, provides a platform for members to exchange best practices, capacity building and collaboration. Representing 3 diseases, it has become evident that clear mechanisms for disease specific collaboration is needed. The EFA AGM in May 2008 agreed to start setting up working groups. The working groups do not exclude other interaction between EFA and members, but complements it.
The first working group is food allergy, and asthma (severe) and COPD are to follow. Others may be set up according to need and resources, such as atopic eczema. 
The work and outcomes of the working groups are complementary and the EFA board and staff members involved in each will have specific responsibility for ensuring optimum exchange of information and synergy.

EFA Mission and Objectives

EFA mission is a European community of patient organizations that share the responsibilities of 

· reducing the frequency and severity of allergies, asthma and COPD, 

· minimizing their societal implications

· improving health related quality of life 

· ensuring full citizenship of people with these diseases and 

· pursuing equal health opportunities in the field of allergy and airways in Europe.

EFA Objectives are

· To influence European Union policy making

· To support the realization of a European network of strong and professional national organizations of people with allergies, asthma and COPD and a strong and professional EFA. 

· To empower member organizations to reach a comparable level of serving the interests of patients by exchanging experiences

Members

Working group is composed of people working or volunteering at EFA member organisations, with specific interest in the topic of the group and willingness to collaborate with colleagues around Europe and one representative from the staff/board. There is no limit for the number of participants.
Objectives of the Working Group

Overall objective: through setting up a working group of members working on food allergy to plan, lead and engage in European patient collaboration and to provide a working mechanism for patient leaders to share best practices and collaborate in support of national efforts

improve the management of food allergy
General objectives:

· Provide a practical flexible transparent and cost-effective way of working with members 

· Improve input of members in EFA activities whether projects or influencing European policy and practice
· Improving EFA access to member expertise
· Engaging more people with diverse skills and expertise at member associations in EFA activities (not only one contact person)

· Improve the ownership of members on EFA products, and thus their use at national level and making sure they correspond to real needs of patients
· Networking and improving colleague peer contact
· Sharing tools, actions, experience and information with colleagues

· Support in developing new interesting EFA projects

· Provide a patient collaboration mechanism and sounding board for European projects EFA is partnering in 
· Ensure and provide patient expertise

· Campaign on EU policy
· Patient consensus building on a specific topic

· Serve as mechanism to ensure, provide and mobilise patient experts support and expertise on a national or European issue 

· Attract new members

Working Methods 
· The participation is voluntary. 
· The group will select a coordinator among themselves to lead the group

· Nominating ‘ad hoq’ leaders on a specific topic/project/campaign is possible

· The main working methodology will be through email – list server, skype or telephone call and other means enabled by the internet 

· Face-to-face meetings are possible in connection of other meetings and where a budget can be allocated for example in connection of a specific project
· The group will set up a work plan proposal for short and long term to be approved by the Board, but the work is flexible and adjustable
· The Working Group reports to the Board quarterly
· To start, the WG will hold a telephone/web conference to get started
Measuring outcome and evaluation

· Expectations of participants mapped in the starting phase of a specific WG

· Questionnaire to WG members at the end of running year mapping 1. Whether expectations were fulfilled 2. Advancing in specific objectives

· Number of participants involved

· Number of countries involved

· Conclusions for continuation/amendment 

· Criteria for closing a working group: no regular reports, less than 3 active participants, no joint actions
Timeline and actions
· nominations and start May 2009,: telephone meeting
· topics suggested so far:
· Influence EU food labelling legislation: food labelling directive advocacy and campaign work with the new European Parliament elected 7 June 2009
· Prevalence, Cost and Basis of Food Allergy in Europe EuroPrevall –project outcomes sharing and dissemination
· Novel  foods, genetically modified foods (GMO)
· Joint letter to IATA (International Air Transport Association) asking to replace nuts with other appetizers on flights
Expectations by the current members:
· Sharing expertise

· Valuable contacts

· Access to funds

· Improve at European level the knowledge of food allergy

· Inform and train people with food allergy to cope with their disease
· Inform public
· Encourage food industry and restaurants on allergen free products/dishes and proper labels
· Joint venture for better regulations concerning labeling of foodstuffs
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