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Written submission in the framework of the adoption of List of Issues prior to reporting for the European Union
Human Rights of people with Down Syndrome in the European Union

Introduction

EU for Trisomy 21 is a network of parents and of people with Down Syndrome present all around the European Union that has created a platform for the collaboration of associations, citizens and politicians working together in favor of the rights of people with Down Syndrome, to make visible the intellectual disability in general and persons with trisomy 21 in particular.
EU for Trisomy 21 promotes the collaboration and the sharing of information in order to raise awareness in the European Parliament and in Europe about the dignity and rights of people with Down Syndrome.
In the following document we have gathered some important questions regarding the respect of the United Nations Convention on the rights of people with disabilities (UNCRPD). We took a perspective focus on the needs and rights of people with Down Syndrome but as the rights and the European policies are the same, most of our comments concern intellectual disabilities and also disabilities in general.
We will rise some points concerning the implementation by the European Union of some of the articles of the UN Convention. European Law, is complicated and very large so we cannot go into details but we will examine the final outcomes of the implementation and how this affect European citizens with Down Syndrome.
As an introduction as well as a first concern, we can say that the European Union protection of the rights of people of disabilities is very difficult to understand. A lot of things are done and a lot of things are possible but they are very inaccessible for citizens, only experts on European affairs are able to understand and take advantage of these complicated systems. This is very concerning for people with Down syndrome that will have to face enormous difficulties in anything concerning the European Union. 
As general comment, we believe that the European Union should make a big effort of simplification and information in an easy and understandable way. The rights of people with disabilities are impossible to protect when people with Down Syndrome don’t even know what are their rights and who is the responsible institution that can help. 

Article 4 General Obligations

“To take into account the protection and promotion of the human rights of persons with disabilities in all policies and programmes;”(CRPD, 2006, article 4.c)
· It’s very important that the rights of persons with intellectual disabilities are considered when creating any new European policy or program. People with disabilities are not well represented in the European institutions and it is worst for people with intellectual disabilities that are inexistent on the European political level. That’s the reason why an alternative system of representation of their rights is crucial for people with intellectual disabilities, to protect their rights and promote their points of view. 
This alternative system is an important condition to be sure that the voices of people with intellectual disabilities are heard even when they are not present on the institutions. Only in this way those institutions can claim to be truly democratic as representing all the citizens.
The European institutions are quite far from achieving such a system of alternative representation. In the knowledge of EU for Trisomy 21 nothing is implemented, or is done in total lack of transparency, to monitor the respect of the rights of people with disabilities in the new policies and programmes.

· The European Commission includes an impact assessment on any piece of legislation that they propose to the European Parliament. On those reports there is no place for the protection of the rights of people with disabilities.
We believe that the European Union is going against its commitment on the article 4 of the UNCRPD as they are not considering the rights of persons with disabilities when proposing new legislation. This negligence should be corrected rapidly as it should not demand an important effort from this institution as it could be done by including a section about the rights of people with disabilities in the impact assessment reports that are already done by the European Commission administrative services. 
If this change is implemented in all the European legislation, the European Commission should need to reinforce the number of civil servants trained on the respect of the UNCRPD as well as the application of the European Charter of Human Rights. 
The European Commission strategy published last year, wanted to include this kind of assessment and trainings “to ensure the mainstreaming of disability throughout all policy areas" (European Commission. Directorate General for Employment, Social Affairs and Inclusion., 2021, p. 25) but nothing seems to be different yet in the commission proposals.

· The European Parliament should have different focal points committed to work on the rights of people with disabilities as the protection and promotion of the rights of people with disabilities should be a task shared by all the democratic institutions.
The figure of focal point already exists for gender equality within each thematic committee of the European Parliament. In favor of the rights of people with disabilities the European Parliament could use the same system of focal points and choose a responsible person within every thematic committee.

· On the Council of ministers of the European Union it is maybe a bit more complicated to have a permanent representative of the rights of people with disabilities because of the mixed nature of this institution. A solution could be to provide with training on the rights of people with disabilities to some of the high-level civil servants that assist permanently the ministers. If this solution is not possible, the CRPD should encourage the Member States to train the diplomatic personnel of their permanent representations toward the European Union that prepare the decisions of the Council of ministers.

Article 8: Awareness-raising

“To raise awareness throughout society, including at the family level, regarding persons with disabilities, and to foster respect for the rights and dignity of persons with disabilities; » (CRPD, 2006, article 8.1.a)
· We can congratulate the work of the European Disability Forum (EDF) which is the most active member of the European Framework for the implementation of the UN Convention on the Rights of Persons with Disabilities. They are very committed to the implementation of the UN Convention at European level and raise awareness about the rights of people with disabilities in the European Union through events, trainings, and campaigns. 
· The Fundamental Rights Agency of the European Union (FRA) is the second member of the European Framework for the implementation of the UN Convention on the Rights of Persons with Disabilities. FRA describe themselves as “the independent center of reference and excellence for promoting and protecting human rights in the EU” (Fundamental Rights Agency, n.d.). This agency official purpose is “to provide the relevant institutions, bodies, offices and agencies of the Community and its Member States when implementing Community law with assistance and expertise relating to fundamental rights in order to support them” (COUNCIL REGULATION (EC) No 168/2007 of 15 February 2007 Establishing a European Union Agency for Fundamental Rights, 2007, Article 2). The first task of FRA is to “collect, record, analyse and disseminate relevant, objective, reliable and comparable information and data, including results from research and monitoring communicated to it by Member States, Union institutions as well as bodies, offices and agencies of the Community and the Union, research centres, national bodies, non-governmental organisations, third countries and international organisations and in particular by the competent bodies of the Council of Europe;” (COUNCIL REGULATION (EC) No 168/2007 of 15 February 2007 Establishing a European Union Agency for Fundamental Rights, 2007, Article  4.1). 
All this work has to happen on the field of fundamental rights but also specifically on the field of rights of people with disabilities as those rights are quoted on the article 2 of the multiannual framework of FRA (COUNCIL  DECISION  (EU)  2017/  2269  -  of  7  December  2017  -  Establishing  a Multiannual  Framework  for  the  European  Union  Agency  for  Fundamental  Rights  for  2018–2022, 2017, Article 2.1). We can also deduce their responsibility on the field of the rights of people with disabilities as they are members of the European framework for the implementation of the CRPD but also from the simple fact that the FRA has the responsibility to work within the field of the Charter of fundamental rights of the European Union that includes the rights of people with disabilities (European Parliament and the Council of the European Union, 2000, Article 21 & 26). 
We can conclude that the FRA is the European agency that has a particular responsibility in the implementation of article 8 of the UN CRPD within the European competence and the European institutions. Despite, this responsibility FRA has invested almost no resources on researching, disseminating, or raising awareness on the field of the rights of people with disabilities. Other than paragraphs and short sections on generalist reports the FRA has not publish any relevant report on the rights of people with disabilities since February 2019 (Fundamental Rights Agency, 2019) as a point of comparison FRA has published more than 20 thematic reports only on 2021.
We believe that the FRA is failing in its responsibility of implementing the article 8 of the Convention; maybe also article 31 as they are not collecting any meaningful statistics on the rights of persons with disabilities. As the FRA is an independent agency, the European Commission can only push for a more balance on FRA activities emphasizing the rights of people with disabilities on the multiannual framework. 
· The European Parliament is also a member of the European Framework for the UN Convention on the Rights of Persons with Disabilities that oversee the implementation of the UN Convention. Within the European Parliament, the disability intergroup is the main actor promoting and raising awareness about the rights of people with disabilities. The EDF acts as the secretariat of this intergroup which means that the activities promoted by the intergroup are in reality EDF activities. This arrangement is very practical for EDF influence of the policy makers but is certainly a drain on resources dedicated to raising awareness as EDF is obliged to spend resources on political coordination of members of the European Parliament. According to the European Parliament, regulations EDF cannot receive any monetary support for this work of political coordination. As a member of the European framework we believe that the European Parliament should invest in its own resources for the implementation of the UN convention.
· Conclusion: The European Disability Forum is doing a great job on the implementation of article 8 in the European Union but it’s an NGO with limited funds so we can’t expect from them what should be done by a public institution. The European Parliament and FRA that are public institutions has many other political priorities and has difficulties focusing their efforts on the rights of people with disabilities. As a result, there’s no public actor at European level working on the implementation of article 8 or at least there’s not a sufficient public commitment on this domain comparatively to the importance of the European population and the European Union resources invested in similar tasks for other domains.

Article 25 Health:

Article 25 of the Convention on the Rights of Persons with Disabilities states that: « States Parties shall: (b) Provide those health services needed by persons with disabilities specifically because of their disabilities, including early identification and intervention as appropriate, and services designed to minimize and prevent further disabilities, including among children and older persons; »
· As the World Health Organization has already pointed out, early identification is only of relevance if a treatment is available that cures or facilitates daily life (WHO, “Principles and practice of screening for disease”, Wilson J.M.G., Jungner G., Public Health Papers, no. 34, 1968, pages 26-27). With regard to Down syndrome, EU for Trisomy 21 notes that the EU has already financed research aimed at perfecting prenatal screening for Down syndrome (Proof of Concept study for ERC NIPD discovered biomarkers, 2016-2018), even though it is known that this screening does not ameliorate the condition but leads to a drastic reduction in the number of births in Europe. The early identification foreseen by the Convention on the Rights of Persons with Disabilities is not a screening with the aim of reducing the Down syndrome community but is a screening with the aim of proposing interventions and services to facilitate daily life. For Down syndrome, there are currently no treatments or actions to be implemented during pregnancy. EU funds should therefore be better used to finance research to facilitate the life and health of people with Down syndrome.

« States Parties recognize that persons with disabilities have the right to the enjoyment of the highest attainable standard of health » (article 25).
· How can persons with Down syndrome enjoy the best possible health when there is so little research funded to find health answers to improve the daily life of people with Down syndrome? Indeed, if we compare the research budgets for Down syndrome in the USA and the EU, we see that during the period 2014-2018, the EU has invested in Down syndrome 12 million € and the USA has invested $118 million (study Down syndrome Research: EU/USA Comparison, 2018).
The health care services that will be given in 2030 will not be a high-level standard of health care unless the European Union invest enough money on researching for a better health care. The difference in funding between Down syndrome and other types of health issues is a discrimination towards people with Down Syndrome that as full citizens have the same right to invest in their future health care.

Article 27 Work and employment:

“Promote employment opportunities and career advancement for persons with disabilities in the labor market, as well as assistance in finding, obtaining, maintaining and returning to employment;” (CRPD, 2006, article 27.e)
· According to the combination of article 8-10 with the articles 145-150 of the Treaty on the functioning of the European Union, the Union could lead different actions in favor of the employment of people with disabilities. Those actions could be range from the most coercive tools like regulations and directives to communication, guidelines, and benchmarking of the member states. Nevertheless, on the past years nothing has been done at European level to promote the employment of people with disabilities.
Because of this lack of action from the European Union, the differences between countries on employment of people with disabilities are very important but the worst from the European Union perspective is the Freedom of movement of the workers is clearly at risk for people with disabilities. 
The freedom of movement of the workers is one of the 4 basic freedoms that constitute the European Union internal market. This freedom is not guarantee for people with disabilities as no harmonization or mutual recognition of people with disabilities between European countries, exist. For example: A person with a specific disability in one country will not be recognized as disabled in another country. One business could have a tax cut from the State because hiring people with disabilities but if this person is changed to another European location the business will lose the tax cut. Those are very specific examples, but those situations are discouraging European career and mobility of people with disabilities.
The European Union should act to harmonize the European labor market for people with disabilities to avoid the discrimination that they are suffering today and permitting people with disabilities to enjoy the freedom of movement that is protected by the European treaties (Treaty on the Functioning of the European Union, 2007, article 26.2).
In another level the European Union has the power to promote policies that push for a higher level of employment of people with disabilities. The new European strategy has promised a legislative “package to improve labour market outcomes” (European Commission. Directorate General for Employment, Social Affairs and Inclusion., 2021, p. 14) we hope that they will be ambitious and that they don’t forget people with down syndrome on this package. Nevertheless, the 2010-2020 strategy (European Disability Strategy 2010 2020, 2010) already put employment as a priority and nothing was achieve in this whole period of time.

 “Employ persons with disabilities in the public sector; “ (CRPD, 2006, article 27.g)
· According to the article 27.g of the UN Convention, the European Union should employ people with disabilities in the public sector. The European institutions employ thousands of people directly and much more indirectly no public data is available as to the percentage of people with disabilities employed in the European Union institutions.
In the Strategy for the Rights of Persons with Disabilities 2021-2030 published last year, the European Commission state that they will create a new Human resources strategy to include people with disabilities, but nothing is plan on how to include people with intellectual disabilities in the European institutions (European Commission. Directorate General for Employment, Social Affairs and Inclusion., 2021, p. 29).
The European Union want to lead by the example as declared in the strategy 2021-2030. The way to lead by the example is to open the Commission to people with intellectual disabilities keeping a certain number of jobs reserved for them. 
People with intellectual disabilities are not present at all in the European institutions mostly because of the elitist and ableist mentality that is present in these institutions. Many jobs could be done by people with intellectual disabilities in the European institutions.
Several possibilities exist on how to include people with intellectual disabilities in European jobs and keeping the “elitist” selection. For instance, the selection process for physical jobs could be adapted to more practical selection or on the job selections to open possibilities for people with intellectual disabilities instead of exams and CV based selections.
The European Institutions have many contracts that happen through open calls of tenders for many services happening in the European institutions like IT services, inhouse restaurants or coffee places, … Those contracts could be signed under the conditions of employing people with intellectual disabilities or at least the contractors’ proposing personnel with intellectual disabilities should have priority over other business. 
· The European Union has a wide range of possibilities to promote public employment in the Member States as well as employment in the open labor market. The lack of action and proposals show that there is no political interest. Hopefully the inclusion of the disability employment gap on the European semester will help to raise awareness among the European leaders of the importance of promoting employment for people with disabilities but they should also include something about the employment of people with intellectual disabilities that have a bigger employment gap. A communication campaign about the employment gap could be very helpful all around the European Union to raise awareness about the lack of jobs for people with disabilities.

Article 29 Participation in political and public life

“In the development and implementation of legislation and policies to implement the present Convention, and in other decision-making processes concerning issues relating to persons with disabilities, States Parties shall closely consult with and actively involve persons with disabilities, including children with disabilities, through their representative organizations.” (CRPD, 2006, article 4.3)

“To enable persons with disabilities to live independently and participate fully in all aspects of life,” (CRPD, 2006, article 9.1)

“(a) Providing information intended for the general public to persons with disabilities in accessible formats and technologies appropriate to different kinds of disabilities in a timely manner and without additional cost;
(b) Accepting and facilitating the use of sign languages, Braille, augmentative and alternative communication, and all other accessible means,” (CRPD, 2006, article 21.a)

· People with intellectual disabilities are totally excluded from the democratic participation at European level. In general, people with disabilities are under-represented in the European Parliament with only a few members of the European parliament presenting physical disabilities. But for people with intellectual disabilities, it is worse as there’s not a single member of the European Parliament having an intellectual disability. 
If the European Parliament is the house of all the European citizens there’s no valid reason why this lack of representation exists. The real reason for this lack of democratic representation of people with intellectual disabilities is the total absence of adaptation and support mechanisms due to the ableist mentality that is shadowing all European institutions.

· A proof of this ableist mentality in the European institutions is the absence of people with intellectual disabilities among the civil servants of the European Union and the supporting personnel. This situation led to a total invisibility of the people with intellectual disabilities in the working environment of the European institutions. Not only there’s no member of the European Parliament (MEP) with intellectual disabilities but also is practically impossible that an MEP can see anyone with intellectual disabilities on the European Parliament building.
To promote a better political representation of people with intellectual disabilities in the European institutions there is a lot to do on the implementation of easy-language and the universal design of all the information necessary. Probably the best way to start is by making people with intellectual disabilities more visible within these institutions by hiring people with intellectual disabilities to work with inside the European institutions. Another way to start is by establishing an alternative method of representation to make people with intellectual disabilities to be heard in the European institutions.
· The European Commission has missed an important opportunity to ensure that the voices of people with intellectual disabilities are heard by the European institutions on the planification and execution of the Conference for the Future of Europe (https://futureu.europa.eu/).
This conference was the opportunity to hear the voices of all citizens from all around Europe but the European commission has not taken any steps to make this forum accessible to people with intellectual disabilities. This is against article 29 but also article 21 of the UN CRPD.
EU for Trisomy 21 has requested those accessibility measures in favor of the participation of people with Down syndrome in the the Conference for the Future of Europe (CoFEU). We requested those measures in a conference as well as in a meeting with the common secretariat of the CoFEU. EDF also requested those measures even before the CoFEU started but the adaptations were not made on time.

Article 31 Statistics and data collection

“States Parties undertake to collect appropriate information, including statistical and research data, to enable them to formulate and implement policies to give effect to the present Convention.”
· According to the declaration of the European Union on the accession to the UN Convention on the Rights of Persons with Disabilities, the European Union shares with the Member States the responsibility of the collection of statistics (United Nations, 2006).
The European Union has a large capacity of action on collecting harmonized statistics from all around Europe. Those data are of great help to produce European legislation or even national legislation.
As we already saw, the European Union Fundamental Rights Agency is not producing almost any statistics on the domain of the rights of people with disabilities. We call upon the CRPD to request a higher implication of the Fundamental Rights Agency to produce more and better statistics on the rights of people with disabilities.
· Eurostat, “is the statistical office of the European Union.” (Eurostat, n.d.) and in the last year they started to collect statistics about the disability employment gap all around Europe. This data is very valuable but it’s a pity that this is the only data concerning people with disability that is collected by Eurostat. This same data should also be collected disaggregated on the types of disabilities or at least showing the difference between physical and intellectual disabilities as people with intellectual disabilities has much more problems to access the employment market than other people with disabilities.
Eurostat is a service of the European Commission which means that the Commission has total authority to decide which statistics they will collect. We believe that statistics should be collected concerning each one of the rights protected in the UN CRPD and the European Charter of fundamental rights. If possible and when meaningful, those data should be disaggregated between physical and intellectual disabilities.
The collection of statistics is rarely in contradiction with the respect of the principle of subsidiarity, which means that the European Union could collect data in a very large domain of topics. In any case the European Commission should collect more data on employment, education and vocational training, health, equality and living conditions.

Conclusion: 

The European Union is probably one of the best places in the world for people with disabilities to live. But the differences are very big between countries and the ableist perspective is present in all the level of power. 
Too often, public actors have a deep paternalistic vision of the policies about persons with disabilities while we are talking about the inalienable dignity of people with disabilities and their rights. The participation of people with Down Syndrome at all political levels is something good but firstly it’s something normal and it’s a right for people with Down Syndrome.
The lack of representation of people with Down Syndrome at European level is probably the cause of their exclusion from the most important European debates like employment or health.
Finally, we can’t denounce the discriminations without serious collection of comparable and meaningful data about people with disabilities at European level. Good statistics is the first step toward adapted policymaking.
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