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The German Down Syndrome InfoCenter is a counselling and competence centre that has been committed to helping people with Down syndrome since the 1990s. We have a total of more than 6,800 supporting members and members and are the contact for the whole of Germany and beyond. As a member of DSi (Down Syndrome International) and EDSA (European Down Syndrome Association), we are networked throughout Europe and also worldwide.
 
We counsel parents, relatives and professionals on all issues affecting the everyday lives of people with Down syndrome, including health, development and early intervention, education and lifelong learning, participation and inclusion. In addition to counselling, we also offer regular training on these topics. We are particularly concerned about the social participation of people with Down syndrome. In our Down syndrome academy, young people and adults receive further training. The focus is on strengthening their self-confidence and self-efficacy.

We regularly receive enquiries from parents, relatives and professionals who make it clear that the rights of persons with disabilities to equal participation in many areas of life, as enshrined in the UN Convention on the Rights of Persons with Disabilities, are still only poorly implemented in Germany. Especially for people with an intellectual disability, the measures often do not take effect or they are simply not sufficiently considered when thinking about the implementation of the UN Convention on the Rights of Persons with Disabilities. The reasons for this are primarily structural.
We learned about the possibility of preparing and submitting a shadow or parallel report at very short notice from our "umbrella organisation", the European Down Syndrome Association.
It would have been desirable if national self-advocacy organisations, interest groups, self-help groups and parents' associations had been invited by the official side to comment in good time. As a rule, they know exactly where there is a need for improvement.

For the area of equality and non-discrimination as well as education, our report is based on experiences from the nationwide counselling service.  Our position on Article 27 Work and Employment is supported by our highly topical survey "People with Down syndrome in the labour market in Germany" (July 2023).


Article 5 - Equality and non-discrimination

Especially in the field of prenatal diagnostics, unfavourable developments have occurred in recent years for people with disabilities and especially for those with a trisomy. Since July 2022, the non-invasive prenatal test (NIPT) for chromosomal abnormalities has been a service provided by the statutory health insurance funds. With the funding of the health insurance, society is given the image: a child with a disability does not have to be, it is avoidable, you can reject it.

The test is paid for as soon as other examinations have revealed a suspicion of a trisomy or if the pregnant woman, together with her doctor, comes to the conclusion that the test is necessary in her personal situation.[footnoteRef:1] It is not intended to be a standard procedure and yet the fear of having a child with a disability is sufficient to receive the test free of charge. [1: Guidelines of the Federal Joint Committee on medical care during pregnancy and after childbirth ("Maternity Guidelines") ﷟https://www.g-ba.de/downloads/62-492-3191/Mu-RL_2023-04-20_iK-2023-06-30.pdf [retrieved on July 23, 2023]] 


In our everyday counselling, families tell us that they have been taught that the test is the standard. The rejection of testing procedures and the claiming of the right not to know is often met with incomprehension by doctors. In most cases, a positive test result leads to the parents being advised to terminate the pregnancy. 

The current billing figures for the NIPT test show a surprisingly high use: In the 3rd quarter of 2022, about 52,000 of these tests were carried out and in the 4th quarter even 64,000 - with about 160,000 births per quarter in each case. This means that there is one NIPT for every three births.
The inter-factional group on prenatal diagnostics of the German Bundestag says: "The figures indicate that the tests are not only used in justified individual cases, but far beyond and have a discriminatory, selective character. [...] Legislators must ensure that people with trisomies have the same right to a place in society and that the UN Convention on the Rights of Persons with Disabilities is taken seriously."[footnoteRef:2] [2:  https://www.corinna-rueffer.de/pm-rasches-handeln-bei-nicht-invasiven-pranataltests/ [retrieved on July 23, 2023]] 


Carina Kühne, who herself lives with Down syndrome, says: "Why don't you get to know us people with a trisomy before you decide against having your child? What is so terrible about us that selection should now be covered by the health insurance system? I like to live and say no to this test!" [footnoteRef:3]

Families who already live with a child with Down syndrome increasingly report that others do not understand why this child is alive. Statements such as "It doesn't have to be this way nowadays" or the question from doctors in the clinic whether the family even wants to take the child home are frequent. In a research report by the Federal Ministry of Labor and Social Affairs, 17% of families of children with various disabilities reported that the child was not welcome in the immediate environment.[footnoteRef:4] [3:  https://nonipt.de/news/100-stimmen-fuer-nonipt/carina-kuhne-1-von-100-stimmen-fur-nonipt/?fbclid=IwAR3PmxGzxXFtYhY38pFEyZfhSbfkx9QVIBqT41HamxQod4HZ4jX8tOBbKFU [retrieved on July 23, 2023]]  [4: Bundesministerium für Arbeit und Soziales: „Eltern von Kindern mit Beeinträchtigungen  Unterstützungsbedarfe und Hinweise auf Inklusionshürden“ Berlin 2022] 



We kindly ask the CRPD Committee to consider the following recommendations:
· Introduction of comprehensive monitoring of the use of NIPT and the consequences of its approval by the health insurance funds;
· Assessment of the social, ethical and legal implications of NIPT approval by the health insurance funds by an interdisciplinary expert panel including organisations of people with disabilities

Article 24 - Education

Article 24, Section 1 of the CRPD calls on all states parties to create an inclusive education system at all levels. So far, this has been insufficiently implemented by Germany. One of the biggest problems in developing an inclusive school system in Germany is federalism. The 16 federal states (Länder) are each instructed to redesign their school systems, yet little has happened since the ratification of the CRPD. In many places, one has to speak of a step backwards: special schools are not being dismantled, but maintained and in some cases even expanded under the pretext of parental choice; parents still have to fight in many places for their child to be taught in a mainstream school. 
The support required by the CRPD in section Article 24, Section 2d is missing in many cases. Very often, parents are advised to go to a special school. Advantages here would be more individual support, the provision of therapies, the avoidance of excessive demands, provision of transport services and afternoon care. Since, in contrast, for a mainstream school in most cases no transport to school and no assistance during afternoon care in a regular after-school club is financed, in no case can one speak of a real freedom of choice.

 Teachers' attitudes towards inclusion continue to be less than encouraging. According to a forsa survey from 2020, only 56% of teachers consider joint schooling of pupils with and without disabilities to be sensible. Only 38% of all respondents teach in inclusive learning groups themselves. Only 6% of the teachers who taught in inclusive learning groups rated the in-service training on this as good or very good. 63% stated that pupils with special educational needs were forgotten during the corona-related school closures due to the requirements of the respective Ministry of Education.[footnoteRef:5] [5:  https://www.vbe.de/fileadmin/user_upload/VBE/Service/Meinungsumfragen/2020-11-04_forsa-Inklusion_Text_Bund.pdf [retrieved on July 23, 2023]] 


We see particular problems in the implementation of Article 24 in the following areas:
· In most cases, inclusive education only takes place if the parents are committed, if teachers and school administrators show willingness and if an open-ended consultation has taken place beforehand. It is also dependent on the place of residence.
· Although it is easier to obtain approval for school assistants than it was 10 years ago, this is still associated with intensive application procedures. Parents often have to show a high level of commitment, as supporting documents have to be collected, expert opinions have to be obtained, applications sometimes have to be submitted anew every year and the processing times in the respective authorities are very long.
· Some Länder prevent pupils with and without disabilities from learning together due to their divided school system Contrary to Article 24, Section 2a and b, the admission requirements for certain schools (Realschule, Gymnasium) do not allow participation in joint education.  Bavaria, for example, still prohibits the model of the “Gemeinschaftsschule” community school.
· Most federal provinces specify compulsory schooling of 12 years (mostly 9 years of full-time and 3 years of compulsory vocational schooling). Where young people are only granted access to middle or lower secondary schools, there is usually only a special school left to complete the period of compulsory vocational schooling. At this point, alternatives are usually not available.
· Although Germany has a large number of different special schools, they stick to their special focus. For example, we very often see that children with Down syndrome are given access to a school with the special focus on "mental development" alone, but are prevented from accessing special schools with other special focuses, even though they would also have their support needs and in some cases they would be the better place to learn because there is no open mainstream school for the child locally.
· Pupils with an assistant often have to stay at home despite compulsory school attendance if the assistant can not be present. If the school says that the child cannot come without assistance, the parents often have no other option than to look after their child at home.
· Often, for models such as "partner classes", only children who appear to be particularly suitable are selected. A selection takes place.
· Regular school teachers are often left to their own devices. In Bavaria, for example, a child with the support need "mental development" receives a Mobile Special Education Service (MSD) for only one hour per week. The MSD is then responsible for the child as well as for supporting the teacher. If the MSD is needed at the special school, the support is cancelled. 
· Due to staff shortages in schools, teachers were and are heavily overburdened by other challenges such as the influx of refugees (Iraq and Ukraine) and the Corona pandemic. As a result, inclusive developments have been neglected, and in many places there has been regression.
· There are still schools that refuse to admit children with special needs or find numerous reasons to make parents feel insecure.

We kindly ask the CRPD Committee to consider the following recommendations:
· Implementing of a legal right to inclusion in all Länder.
· Overcoming school segregation through joint strategies of the Federation and the Länder. Provision of financial, human and material resources.
· Approval and expansion of „Gemeinschaftsschulen“ and „Gesamtschulen“ in all Länder, so that joint teaching is also possible after the primary school years.
· Teacher trainees must be prepared for a school of diversity. This requires a common approach in all federal states and an inclusion of the contents in all phases of teacher training.
· Compulsory further training for teachers.
· Relieving the workload of teachers by including e.g. nursery school teachers, special needs teachers and forming multi-professional teams.
· Pointing out positive examples and using them as a guide.

Article 27 - Work and Employment 
 
The following reports from families and employees with Down syndrome are taken from our online survey "People with Down syndrome in the labour market in Germany". (Duration: 26.5.23 to 31.7.23) 
412 families have participated (As of 7.7.23,). 17 questions were addressed to the parents, 3 questions to the employees and workers with Down syndrome themselves. 
The survey has been linked on our website: https://www.ds-infocenter.de/aktuelles/online-umfrage-arbeitsmarkt-deutschland/
The final results will be published in the journal "Leben mit Down-Syndrom" No 104 (Sept/2023): https://www.ds-infocenter.de/ueber-uns/was-wir-tun/#zeitschrift
According to the survey results, several sections of Article 27 (1) of the UN CRPD are not or not sufficiently fulfilled. This is outlined below:

Status quo on the situation of people with Down syndrome in the general labour market  
We asked: Does your son/daughter work on the general labour market and is employed with social insurance coverage?
The result so far is: 82.2 % do not work in the general labour market.

On the situation of state support on the way to or in the labour market
According to the families, people with Down syndrome in Germany do not receive sufficient or competent support on the way to or in the general labour market. Programmes, state counselling and support services (e.g. personal budget, counselling by the Employment Agency or Integration Offices), do not function sufficiently: 
Bureaucratic hurdles, lack of provision of information, lack of human resources (e.g. work assistants) and non-existing legal bases, as well as adherence to the traditional path (going to the "workshop for people with disabilities" as the only option) prevent the free choice of the workplace when aiming for the path to the general workplace. 

Question: What were the biggest hurdles on the way to the labour market?

Most frequently mentioned (multiple answers possible):
58,3 %: Finding a place where she/he feels comfortable
49,7 %: Assessing what work suits her/his skills
41,1 %: To find an employer who gives him/her a chance
38,8 %: Lack of information about support opportunities
34, 9 %: Lack of knowledge about alternatives to the workshop
28,2 %: Bureaucratic hurdles
28,2 %: Finding a suitable place close to home
20,5 %: Employers' prejudices about people with Down syndrome.
 
Other findings
People with Down syndrome who show special vocational interests that the workshop cannot cover are not taken seriously in their needs and their rights.
According to Article 27, Section 1e), vocational advancement should be promoted. The families see this as not being fulfilled, both within the workshops for people with disabilities (often due to a lack of staff resources) or especially in the desired transition to the general labour market. The families report bureaucratic hurdles and a lack of openness on the part of their supervisors. Prospective employees are usually only given the opportunity or even offered the opportunity to attend a special school and then an employment at the nearest workshop for people with disabilities, often irrespective of the interests and abilities of the person with Down syndrome.
Due to the situation described, a free choice of job (according to section 1 UNCRPD) is not possible, hardly possible or only possible under unacceptable conditions. 
Paragraph 1f) is also not sufficiently fulfilled, as gaining work experience on the labour market cannot be made possible for the reasons already mentioned, or if so, only in the form of short-term internships. 
Re 1b): According to the interim report of the "Study on a transparent, sustainable and future-oriented remuneration system for people with disabilities in workshops for people with disabilities and their prospects on the general labour market" of the Federal Ministry of Labour and Social Affairs (9/2022), the so-called "remuneration" in the workshop is on average about 190 Euros per month (p.48). The minimum wage does not apply in these so-called "rehabilitation measures", although the workers make an important economic contribution. 
Support or further training also takes place only inadequately. People with Down syndrome and their families want to be considered workers instead of employees in the workshops as well, with all their assigned rights.

On the demands of families on decision-makers in politics and business

Question: What demands do you have of politicians?

Most frequently mentioned (multiple answers possible):
74,5 %: Better provision of information for families (about alternatives to the workshop, transition management, funding opportunities, etc.).
72,6 %. Better provision of information for employers (about people with Down syndrome, support options, aids, etc.).
64,5 %: Create more offers for vocational orientation
56 %: Create more counselling services for families / people with disabilities
47,2 %: Have employers in the general labour market meet more requirements (keyword: "compensation for severely disabled persons").
44,7 %: Offer better support in the form of specialist integration services
43,7 %: Enable better working conditions in workshops
 

Relationship between school education and pathway to the labour market: 

Question: What schooling did your daughter / son receive?

Most frequently mentioned (multiple answers possible):
47,5 %: Special school for mental development (entire school period)
32,5 %: Regular primary school (inclusive schooling)
13,5 %: Middle school (inclusive schooling)
 
According to the survey, there is a correlation between schooling and commuting to work. Children who take the special school route are more likely to work in a workshop later on. Children who attend secondary mainstream or inclusive schools are more likely to get a job in the general labour market later on. 
A possible conclusion from this is that if the inclusion of people with Down syndrome is promoted already during their school years, their later inclusion in the general labour market will be strengthened.

We kindly ask the CRPD Committee to consider the following recommendations:
· The transition from school to work must be given greater attention.
· Bureaucratic hurdles (e.g. to use the personal budget for work assistance) must be removed.
· The vocational education system must be transformed into an inclusive system
· Counselling services (e.g. employment agency) must not only focus on the workshop for people with disabilities. The competences and wishes of the individual person must flow into the counselling and be given the best possible consideration.
· Incentives to create jobs in the primary labour market.
· Implementable programs for support and further education (in workshops and on the general labor market) must be created.
· Segregating forms of employment, such as in sheltered workshops, must be seriously questioned. 
· Adjustment of pension rights, regardless of whether a person with disabilities works in the workshop or on the open labour market. 
· Transitions from the workshop to the general labor market must be promoted.
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