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EDF MEMBERSHIP AND CREDENTIALS COMMITTEE (MCC) MEETING

MINUTES OF THE MCC MEETING 

Date: 


29 February 2020 Brussels, Belgium
Present: 
Rodolfo Cattani chair, Nadia Hadad, Member, Christina Wurzinger, member.

Apologies:
Gunta Anca Chair, Ana Pelaez, member.

In attendance:  
Catherine Naughton, Loredana Dicsi EDF Secretariat.

1. Opening and welcome

Rodolfo Cattani, who was requested to chair this meeting, opened it expressing his disappointment regarding the lack of attendance of the meetings by the members of the Committee. He underlined that for certain agenda points the presence of all member is requested. He explained that during this meeting a membership request will be analysed and the membership review will be discussed. 
2. Adoption of the agenda

The Agenda was unanimously adopted. There were no additional points to be discussed.  

3. Approval of MCC minutes of the meeting held in Helsinki, Finland on 8 November 2020.

The chair mentions that the minutes of the last meeting were not detailed enough. He requested Loredana Dicsi, responsible from the EDF secretariat, to ensure that minutes are more detailed as these are important records for the future. 
4. Membership Application from EURORDIS
The chair explained that an application form was received from EURORDIS Rare Diseases Europe. This organisation applied for full membership within EDF as European NGO. He said that he had some questions regarding this organisation and that he would ask for the input of all the committee members to decide about this application. The Chair sees this applicant primarily as a patient organisationand only secondarily as a DPO. He asked Loredana Dicsi to give some details regarding the reasons this organisation would be to be recommended as a full member.
Loredana Dicsi explained that the organisations Board is composed of persons with rare diseases or parents of persons with rare diseases. She explained that the governing bodies are 100% led by persons with rare diseases. The board members indicate this in their biography on the website. 

Rodolfo Cattani asked where the organisation is established.

Loredana Dicsi answered that the headquarters is in Paris and it was established and registered in Paris. Their statutes indicate that they are an alliance but from a legal point of view EURODIS is a registered NGO. 
The chair wished to know also the objectives of the organisation and Christina Wurzinger read them out loud at his request.

The chair opened the discussion to the other two members present to hear their opinion.

Nadia Hadad explained that from statutory point of view they comply with EDF’s membership criteria as they are led by persons with rare diseases and rare diseases are associated with disability as these medical conditions are long term ones or chronic. She found the approach the organisation very medical. At the same time she underlined that in EDF statutes there is no mention that organisations accepted as members should be promoting a social or human rights approach. Maybe this could be considered in a future review of the EDF statutes.

Christina Wurzinger suggested to accept them and to engage with them and encourage them to adopt the social and human rights perspective. 

Catherine Naughton joined the committee during the discussion and explained also her concerns in the beginning, but she had also checked certain information and reinforced what Loredana Dicsi explained about the organisation. In addition she mentioned steps the organisation has been taking towards EDF, having meetings with us and inviting EDF to speak, on the CRPD at their events.  She reiterated this as evidence of their will to use the CRPD in their work. She proposed that EDF secretariat can contact the organisation to have a discussion on this and offer them  training on the CRPD and the human rights approach if needed. 

Rodolfo Cattani found it important that the members of the committee present take a unanimous decision on this application.  
Nadia Hadad agreed to recommend them for full membership, but she would like to make sure that the medical approach of the organisation is born in mind, and that the committee recommends to the secretariat to follow up with EURORDIS in bringing change in their approach to include the CRPD in their work and take a human rights based approach.
Christina Wurzinger also agreed to recommend them as full member.
Decisions: 
The committee agreed unanimously to recommend Rare Diseases Europe EURORDIS as full member. 
The EDF secretariat should follow-up with EURODIS on the human rights based approach in their work. 
5. Membership Review 
The chair asked the secretariat to give an overview of the situation. He wanted to know in which phase of the review the committee is.
Loredana Dicsi explained that the committee dealt with the reviews on hold, analysed the three complete requests coming from the associate members planned for the second phase and the ones received from the third phase- five National Council and 5 European NGOs. 
The chair wanted to know the reason for so few answers received from the associate members.

Loredana explained that unfortunately there are few answers coming from the associate members, and in many cases, also for the other membership categories, it was necessary to send reminders. 
Rodolfo Cattani suggested that this issue should also be raised in the Board meeting, to stimulate members to participate in the review.
Christina Wurzinger expressed her opinion that the contact of members should happen and on a higher level that the General Secretary should contact a high-level person in the organisation.

Loredana Dicsi explained that some organisations requested some more time to provide their answers and documents. She further explained that some organisations, like CBM were in a restructuration process and the organisation that is member does not exist anymore (the CBM EU liaison office closed down and now CBM is reviewing its European presence).

The chair said that in that case the organisation will have to apply, and the request will be analysed as new and not reviewed.

Loredana Dicsi confirmed that indeed, one of the branches is planning to apply for membership.

Another point mentioned by the secretariat was the non-compliance of some organisations with the criteria.

Rodolfo Cattani thanked Christina Wurzinger for the clarification that came from the Austrian National Council. 

Loredana Dicsi said that CERMI, the Spanish National Council have sent an answer explaining that their board was composed half of parents of persons with disabilities and half of persons with disabilities.

For the Latvian organisation everything was in order, no remarks to be mentioned.

Regarding the German National Council Christina Wurzinger, at Loredana Dicsi’s request, read the e-mail for the committee members from the organisation.  Essentially, the DBR, our German member does not appear to have a legal registration. 

Rodolfo Cattani suggested that he would contact Klaus Lachwitz, Executive and Board member representing the German National Council (DBR) and discuss with him the problem of registration as legal entity. He would request that the organisation would register by the General Assembly of 2021. If this measure will not bring results, then the Committee would bring the point to the board. 
The Belgium Disability Forum is the other organisation which poses an issue.  Loredana explained that BDF indicated that they have 14 out of their 18 members Disabled People Organisations. 
Loredana checked the list of members and noted: 

· there are less than a majority of DPOs. There are 18 members.  3 organisations are clearly DPOs (KVG, Doof Vlanderen and FFSB), three organisations of disability people and professionals (AP3, Kleines Forum, Multiple Sclerosis Ligue) The other 12 are service providers or consultancy providers or Day Centers and Permanent Education Center.
· There are some disability groups not covered: persons with autism persons with Down Syndrome. Blind and partially sighted are represented by two service providers ‘Les Amis des Aveugles’ and Ligue Braille while the Flemish DPO of Blind and Partially Sighted VeBes is not part of BDF.
Rodolfo Cattani would not like to put Nadia Hadad, committee member living in Belgium, in a difficult situation requesting her to provide information, he suggests that Gunta Anca would contact a high-level person from BDF to discuss these points with them.

DECISION:

A meeting should be requested between Gunta Anca and the President of the BDF, Pierre Gyselinck to clarify these issues. 

Action Européen des Personnes Handicapées, listed as an EDF full member, ENGO,  does not comply with the criterion of having members in more then 51% of the EU member states. Loredana explained that they were having some difficulties and requested time to recruit new members. 

Rodolfo Cattani wanted to know if the organization was undertaking some actions to solve this problem.

Loredana said that Pierre Gyselinck, President of AEH, wrote an e-mail where he explains that they are looking for new members and are in discussion with potential new members. He requested some time to solve this problem.

Rodolfo Cattani suggested that the Committee put on hold the review of the these organisations: BDF, DBR, AEH.

He proposed to mention in the report during the board that the committee is facing the difficulty to do its work, that the board members coming from the organisations to be reviewed to follow up with their organization.   He found also important to raise the point that some organisations may not fulfill the membership criteria. Further he suggested that the Associate members should be reviewed in an extraordinary meeting in Croatia and for that meeting he requested loredana to provide two lists:

· A list with all the reviewed members indicating the ones that showed difficulties

· A list of members to be reviewed

The Committee unanimously agreed with the suggestion.
Decision: AEH, BDF and DBR reviews are on hold, the chair will call the board members to follow up the review process of the organisations they are representing to ensure a smooth communication and receipt of information. The members foreseen for the second phase will be reviewed in an extraordinary meeting before or after the General Assembly in Croatia.
6.  Any other business

There was no any other business to be dealt with.
8. Date of next meeting and closing
The next meeting will take place before or after the General Assembly in Croatia in May. The members of the committee will be informed on due time of the exact day and hour. 
The chair thanked the present committee members and the secretariat for their presence He reminded the secretariat in providing more detailed minutes and adjourned the meeting.
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