Minutes of the ENGO Meeting of 17 September 2020
Date: 28 January 2021
Present: 
· EDF Catherine Naughton, Loredana Dicsi  
· ENIL Kamil Goungor and Ines Bulic
· Inclusion Europe Milan Serepa
· EUD Mark Wheetly and Martyna Balcionaite
· Autism Europe Christian Tako
· EFHOH Darja Pajik
· EOA Maria Hass
· BIF Vera Bonvalot
· EASPD Rachel Vaughan 
· COFACE Camille Roux
· ARFIE Federico Camporesi
· ENUSP Jolyjn Santegoeds
· EMSP Elisabeth Kasilingam
· EBU Antoine Faube and Lars Bosselman
· EGDF Jane Richards and David Adams
· MHE Jonas Bulk
· EDBU Sanja Tarczay
· EURO-CIU Sari Hirvonen
· Social Firms Europe Klaus Mayer
· Alzheimer Europe Owen Miller
· Light for the World François Carbone 
Opening and welcome
Catherine welcomed all colleagues from ENGOs who joined. She highlighted that there were some new people, such as Jane Richards who is replacing Judith Johnson who has retired from the European Guide Dog Federation, Kamille Rou who recently joined COFACE, Jonas from MHE Sanja from EDBU and Elisabeth from EMSP.
Loredana mentioned that IF unfortunately is not represented in this meeting, they are in some meetings, but their top priority is the Health Package and health issues related and they will contact EDF on the topic. 
Catherine went through the facilities available for the meeting the Sign Interpretation done by Gerdinand and Lissa as usually, the captioning that was available as subtitle or via the link in the chat on a separate webpage and reminded that Raquel was available to support. 
She suggested as there were some new people, just to quickly say who people they are, from which organization and where they were based. 
Updates from EDF
Catherine informed the participants that the new website of EDF was launched in January with a new mMembers Area where all the info for this group will be available the group members, minutes, agendas, dates for the upcoming meetings. She asked all those with no access yet to the Members Area to e-mail Loredana who will provide credentials to those who have not yet ones. The dates of the upcoming meetings are also in the Members Mailing that goes weekly to all of you, and in the Save the date section you find those dates too.
COVID 19 Catherine explained further that COVID-19 remains a priority for all of us. How COVID impacts the lives of persons with disabilities, the access to vaccination, priority access to vaccination for Persons with Disabilities, but also we launched a short version of our Human Rights report on Covid‑19, it'll be in the members mailing today. This short version of the report is already on the web site, but we are publishing a long version of the Covid‑19 report, which goes through all of the information which we collected last year, and the recommendations we have including your work and reference to it. The longer version should be ready in one months.
Link to the report on COVID-19 from EDF https://www.edf-feph.org/publications/human-rights-report-impact-of-covid-19-on-persons-with-disabilities/ 
Report on COVID-19 and Young People: https://www.edf-feph.org/young-persons-with-disabilities-in-times-of-covid-19-survey-conducted-by-our-youth-committee/ 
There's a number of different pieces of work on health. The EU proposes a new health package so the EU will increase ‑‑ traditional health policy is a national issue, like social welfare. Reason why the EU has always been very constrained in the actions it can take regarding health. Ofcourse the pandemic has been the biggest cross‑border health catastrophe that the EU has ever faced.This forced the EU to try to collaborate and tackle the pandemic together. Also stimulated a lot of initiatives to try to strengthen the EU right now for future pandemics, we'll give input to all that and give to our board and finalize it.
The next Disability voice, our newsletter for the public,  will focus on Covid‑19 and give some information and update both on Covid‑19 here in Europe, but also the challenges that there'll be more globally in terms of access to vaccination. We know the timetables given in Europe for vaccinations, they're saying the majority of people over 60 or adult populations may be vaccinated by summer or fall. We don't know if intensive care nurses in other parts of the world will be vaccinated this year. We'll keep an ion the global vaccination issue as well, together with the International Disability Alliance.
The European Disability Rights Strategy On February 17th the European Commission will publish the next European Disability rights strategy, The name was changed from the European Disability Strategy.  there will be a press conference with commissioner dally and vice‑president Eurova we ask our national members and our board if anyone wants to do proactive dissemination of the strategy to join a working communication group, if you haven't joined it you can write to our communication officer Natalia, so those that want to participate in the dissemination of the Disability rights strategy will have a week before the launch so they have information on what's inside the strategy I would expect based on the speeches from the Commissioner in recent months, the majority of issues we have been campaigning for will be in the strategy. But we never know to what extent. So there will be a lot of positive things to communicate on, but we still have a lot of work to ensure that what was promised will be implemented. 
on the first of March we will organize a conference with our members on the Disability Strategy.The date is not yet final as the Commission may not keep on time, but we keep you informed. 
Jonas from MHE wanted to make sure he understood, correctly if people part of the communication group on the topic will receive information ahead of the official launch. Catherine confirmed, but the information should be treated confidentially. She advised all interested to join the group to contact Natalia. Natalia.suarez@edf-feph.org 
Lars from EBU wanted to know if the Commission is planning to do something around. He mentioned the event of the Portuguese Presidency that wants to highlight this important publication. They  Catherine said that initially the Commission Intended to do a big event, but given the situation that is not possible so they will organize something on small scale. The event of the presidency is foreseen on 18 and 19 April but there is no information available yet about it.It will be a high level meeting and there will be Council Conclusions foreseen in June.  
Impact of COVID 19 on the lives of persons with disabilities: We met with the President of the Parliament a couple of weeks ago.We're asking the Parliament to do an inquiry on the impact of Covid‑19 on Persons with Disabilities, specifically what happened in residential institutions.We don't have any update on this directly yet. But the Leibe Committee of the Parliament, the civil liberties community and the employment Committee had a joint hearing this morning on the topic. Some problems we see and would like the parliament to acknowledge: institutionalization, lack of protection against discrimination against Persons with Disabilities and health and social services and there are things directly related to the mishandling of the pandemic 
Work with the European Parliament: we have a meeting with the Disability Intergroup PRO tomorrow together with the executive committee to talk through the priorities for this year.
The draft Additional protocol to the Oviedo Convention, dealt with by the the Council of Europe so 47 Member States. We understand that the Council of Europe will try to adopt this, this year it's trying to influence the Council of Europe the withdraw this additional protocol completely. We will communicate about this in the near future.
Conference on the year of rain: We will organize an online conference on the year of rail we hope with the presence of the Commissioner for Transport. We hope she will be able to strengthen the inclusivity and accessibility of rail network, focusing on where the EU is funding.
Updates from Members
EBU
· Accessibility to EU funding, following the creative Europe media regulation implementation.
· The Marrakesh treaty, It will be looking at wider Europe.
· resolution on accessable voting, this is in view of the European Parliament elections of 2024.
· The equal treatment directive, unblocking it at the council.
· Promoting an upgrade of the EU Disability card.
There is a new initiative in preparation the Bauhause and he Antoine would be interested how could we be involved in that as network.
The CNC Cenelac web site, EU standardization bodies, that there's going to be a workshop organized be strategic advisory group on Accessibility, on implementation on design for all standards.
Answers from Catherine: 
· On accessible voting, Alejandro would be working on. Top priority we build up this year toward next year. Like you say with a view towards having electoral change by 2024. It was one of the priorities in the meeting with the Parliament, we written with the chair of the Constitutional Committee, Antonio Tyanni, we're asking to meet with him, apparently the law change starts there in the constitutional Committee. We're continuing to cooperate with the economic and social committee on this, please reach out to Alejandro with your idea, you'reel rite the initiative needs to start in the Parliament.
· On the equal treatment directive, I don't think we ale see a shift quickly though Covid‑19 shows how imperative it is, and discrimination in healthcare. Let's see what we find in the European Disability Strategy about it.
· On the Disability card, I'm quite sure there'll be an initiative ‑‑ Disability card. We're planning workshop with our members in Slovenia later this year on the Disability card.
· The Bauhaus, so Marie covers this because it's part of the between agenda.
· It's apparently very important, but we do not have more information at this moment.
ENIL
The CRPD Committee established a working group on deinstitutionalisatation, in the session in September or October. in spite of that working group, they've just launched a set of regional consultations with people with Disabilities, and DPOs, The first consultation, which is on the 25th of February and it's for Central Asia and Eastern Europe.A second consultation is foreseen EU countries, and western Europe.taking place probably in March or April.The Committee receives also an audio message or video message or just a paper.People from institutions are also encouraged to take part. 
BIF
Vera explained that they do not have yet an action plan for this year, as this one is planned for the next week to be discussed but she would like to bring up the following issues brain injured people are confronted:
· The aggression in family
· The postponed surgeries or blockage of treatments because of COVID and so many people die because of this.
Autism-Europe
· Report on COVID-19 and Autistic people: https://www.autismeurope.org/blog/2021/01/22/impact-of-covid-19-on-autistic-people-and-their-families-across-europe/ 
· A report train up by the Council of Europe on the needs of autistic people and their families adopted in November in case you came across it. And while we were not directly consulted, the Rapporteur, one of the interlocutors of the Rapporteur was the Autism Research Center at Cambridge university with whom we're partnered through a resource consortium. 
· A study access to services for autistic people and their families throughout Europe preliminary results of this survey from the UK made it be the report from the parliamentary assembly of the Council of Europe.
· The ten‑point study on what are the most important issues for autistic people. It will be finalized this year, I think in the beginning of this year, then we're very happy to 

EAMDA
1. Marica started to give some updates on the Croatian situation given the two earth quakes they lived, all the difficulties persons with disabilities are facing.
2. Another point brought up was the institutionalization of many persons with muscular dystrophy to be able to receiving services during the lockdowns. This was the only option for many of them. 
Report on Housing: https://www.europarl.europa.eu/doceo/document/TA-9-2021-0020_EN.html 
EOA
· The Ostemy Awareness Days organised the first week-end of October. This year the 3rd of October. The motto is, original zoning mates rights are Human Rights, always and everywhere ‑‑ Ostemates rights are Human Rights always and everyone.
· We had a special view on the Covid‑19 situation, because we know that some of these rights are not fulfilled in the moment, in these times. Ostemates do not receive information about peers, proper care and the necessary rehabilitation due to COVID.
Catherine suggests to Maria to write a blog on our Blog to inform us more about their situation. On the awareness day we could share the statement. Loredna will include the event in the Members Mailing. 
MHE
· The work on the draft additional protocol of the Ovieda at the Council of Europe, I think that's something we ale look into in the next months and see how we can step up a little bit more the advocacy work . Think it's going to be a very crucial year when it comes to this protocol. We've been advocating against it for many years.
· the EU for health programs, or the idea, or the understanding that the European Union wants to step up its work on health-related issues. We know the EU for health program is going to be launched soon. One of the few positive take aways is the increase knowledge of health and well being.
· And the Parliament advocating for new Mental Health strategy. It's interesting to see because the discussion of Mental Health has an effect on Member States level. The environment around Mental Health, we had a meeting yesterday with members of the European Parliament, we talked about what is understood as nature based solutions.
COFACE 
Camille explained that next week will take place the meeting of the Disability Platform of COFACE and they will decide the plans. But one thing is sure to  take forward our guide for meaningful Inclusion of Persons with Disabilities and families called the Shift which stand for support, Human Rights, independence, family transition. It's basically 45 actions on how we can advance this agenda.
So we don't know yet what is going to be the direction or the thematic, but it's something that we want to work with our members and potentially something that could be of interest of people in this call.
EASPD 
· Two Reports on access to services, link to Disability services, , one in April, one in October. 2nd snapshot report on impact of COVID-19 on disability services https://www.easpd.eu/sites/default/files/sites/default/files/COVID19/second_report_impact_of_covid-19_on_disability_services_in_europe.pdf 
· With regards to health services, we've been doing sort of weekly Webinars during Covid. Atthe start woe did win or two Webinars to access health services, but since then it hasn't really been focus about.
· Yesterday we had a Webinar about support services, how they can support Persons with Disabilities to have a vaccination and have increased with Inclusion Europe easy to read information on the Covid‑19 vaccinations in 14 different languages, we have English, remainian, Dutch, Italian, French, Macedonia, Slovenian, Russian, German and Polish. I'll share in the chat and translate yourself and provide us with a translation so we have can a nays open resource of information on that. EASPD and Inclusion Europe's easy to read materials on COVID-19 vaccine https://www.easpd.eu/en/content/what-coronavirus-vaccine-easy-read-information 
· The Green Paper and aging that wastrelsed two days a. We have reached out to The Commission about this.
· 25th anniversary, we'll be having celebrations throughout the year, and anniversary conference in October. In Brussels lincked  to technology, technology support services in the future, empowering Persons with Disabilities, 
· New project, called Genixu on personal budgets ‑‑ user‑centered funding models can ‑‑ to implement more user‑centered public models.
EMSP
· last year we collected some data across 25 countries reports, which we call Barometer, which gives a picture of the overall health and social care systems at national level, so how they are dealing with the different aspect of managing the people with MS and broadly with the Persons with Disabilities in the their countries.
· We're going to develop this in sifts and launch our campaign, the one million mind campaign that is most ‑‑ which is aiming at really improving the quality of life and the care that the people are receiving in their countries and also to identify the gaps where we can work at European level.
EUD
Two questions from Martyna :
· Did anyone worked on captioning, subtitling with the European Parliament? EUD was contacted the EP wants to make their plenaries more inclusive.
· Is anyone working on the Sustainable Development Goals? 
Catherine answered that Alejandro is working on this with the EP via the disability intergroup. She also said that the SDGs are not high on the Political agenda because of the COVID. 
· For updates they are working on the mask issues, as of course this is still a problem. 
The EDF Members Area
Loredana explained and demonstrated the new Members area and she reminded everyone if they do not have credentials to e-mail her.
Closing
Catherine thanked all participants, she asked if every one agreed to put on their camera for a picture. 
