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1 Presentations of contributing disabled people’s organisations (DPOs)

1. “Nëmme Mat Eis!” a.s.b.l.

“Nëmme Mat Eis!” is a non-profit organisation monitoring the implementation of the United Nations Convention on the Rights of Persons with Disabilities in Luxembourg, and pushing for full implementation. “Nëmme Mat Eis!” is a self-representation organization open to persons with all types of disabilities. It was founded by and for persons with disabilities and insists on the right to meaningful participation in all measures affecting persons with disabilities. (“Nëmme Mat Eis!” Is Luxembourgish and means “Only with us!”) 

Main objectives are:

· raising awareness and providing information on the CRPD

· monitoring implementation of the CRPD at state and municipality level

· being an advisory partner in the implementation process

· offering a platform for the exchange of experiences, whether for individuals or for other DPOs

2. Info-Handicap Luxembourg

Info-Handicap Luxembourg has been raising awareness and providing information and guidance on disability matters since 1993. Within the framework of the CRPD, Info-Handicap is the national platform for disability, which implicates following tasks:

· providing assistance to persons with disabilities in accessing services and benefits 

· providing information and support to persons with disabilities and their families in case of suspicion of discrimination, or other legal issues

· guiding persons with disabilities towards specialized bodies such as the CET (Centre pour l’Egalité de Traitement), the CCDH (Commission Consultative des Droits de l'Homme) or the Ombudsman

· promoting constructive exchange between all actors and stakeholders

3. AAPE a.s.b.l.

The AAPE is a self-help organization that aims to support persons with epilepsy and to defend their interests and rights. The association’s members are persons with epilepsy, their family members or friends, as well as various experts. The self-imposed mandate of AAPE is to raise awareness and inform the general public, in order to dismantle preconceptions and prejudices about epilepsy and promote inclusion of persons with epilepsy. Affected persons can turn to AAPE for exchange and information.

4. ALA (Association Luxemburg Alzheimer)

ALA is a specialized support and care network, dedicated to the care of dementia patients since 1987. ALA represents the interests and concerns of persons suffering from dementia and their families, nationally and internationally. Through its various care structures and services, ALA strives to offer affected persons nationwide all services covered by long-term care insurance. The association also offers many support and care services that go beyond the services covered by long-term care insurance.

5. ALAN a.s.b.l. (Maladies Rares Luxembourg)

ALAN is a non-profit organisation for persons affected by rare diseases. The organisation has been supporting persons affected by neuromuscular diseases, since 1998, and persons affected by any kind of rare disease, since 2005. ALAN aims to improve quality of life of affected persons and their families. Over the years, a network of volunteers and a permanent team of professionals developed to aid and advise affected persons and their families in daily life. 

6. ALPEED a.s.b.l.

The Luxembourgish parents’ organisation of children attending the special school system (Education Différenciée) was founded in July 2015, with the intention of given said children a national voice. Parents founded ALPEED (Association Luxembourgeoise des Parents d’Elèves de l’Education Différenciée) in order to be heard by authorities, institutions and the general public. The organisation defends the educational, social, moral and material interests of special school pupils and their families. ALPEED wishes to support parents and to answer their questions about their children’s rights, as well as to be in constant dialogue with authorities and the educational sector regarding their children’s wellbeing, present and future.

7. Association des Parents de Personnes Atteintes d'Autisme de Luxembourg a.s.b.l. (APPAAL)

APPAAL aims to help and support persons with autism and their families, as well as to defend the interests of persons with autism. Given a current lack of adequate diagnosis and counselling possibilities, families rarely benefit from appropriate support. Through its contacts in Luxembourg and abroad, APPAL tries to make necessary therapies and treatment methods available.

8. Association nationale des Victimes de la Route a.s.b.l. (AVR)

The association was founded in 1992. It is committed to represent the interests of road victims and their families, with the aim of improving their quality of life. It also makes a strong call for more safety on the roads.

A team of professionals is at the service of the victims and their families. Psychological, administrative and social support, as well as counselling on education and employment matters, coaching, and a discussion group are available to affected persons and their families, all free of charge.

9. Blëtz a.s.b.l.

Blëtz a.s.b.l. is an association which focuses on strokes. The association offers help and support to those affected, their families and friends. Important are the rehabilitation and reintegration into society of those affected, in order improve quality of life and autonomy in life.

Efforts are made raise awareness, and inform the general public, about strokes and brain injuries.

The association promotes medical and scientific research on this subject. Strict ideological, political and religious neutrality is very important to the association.

10. Chiens Guides d’Aveugles au Luxembourg a.s.b.l.

“Chiens Guides d'Aveugles au Luxembourg” is an exchange and meeting platform for blind and visually impaired persons which have chosen a guide dog as a mobility aid. Members help each other and deal with the daily problems and challenges linked to living with a guide dog. The organisation also raises awareness and informs the general public on visual impairments and guide dogs, through the use of various media outlets. Chiens Guides also assists applicants for guide dogs on their journey. Respecting and protecting the interests and dignity of blind and visually impaired persons is essential to the organisation. 

11. DAAFLUX a.s.b.l

DAAFLUX is a non-profit organization representing the interests of deaf, hearing-impaired and sign language-interested persons.

The objectives of DAAFLUX are: to promote the interests of hearing impaired persons in order to improve the situation of hearing impaired persons in both professional and non-professional spheres, as well as to promote exchange and understanding, between hearing impaired themselves and between the hearing impaired and the non-disabled. DAAFLUX asks for more accessibility in communications and media, for more use of sign language (especially in areas such as counselling and psychological therapy), and for better integration of hearing-impaired pupils in regular schools and education.

12. Fondation Lëtzebuerger Blannevereengung

Since 1955, Fondation Lëtzebuerger Blannevereenegung advises and assists blind and visually impaired persons in everyday life, particularly in procuring material aids, learning practical everyday skills, offering leisure activities and representing their interests with authorities and public bodies. The foundation also offers access to its digital audio library with more than 6200 books. Advice and assistance is adjusted to the individuals needs and can be provided where needed. For the visually impaired elderly, a specialized nursing home (Blannenheem) plays an essential role, while a sheltered workshop "Bieschbecher Attelier" and a structure for assisted living complete the offer for young and adults with visual impairments.

13. Département des Travailleurs Handicapés (OGBL)

The Disabled Workers’ department of the trade union OGBL unites all OGBL members, which have the legal "disabled employee" statute. The department is a statutory body of the trade union OGBL. On the basis of the statutes, principles and action programs of the OGBL, the department represents the political and social demands of disabled workers.

14. Handicap International Luxembourg

Handicap International is an international aid organisation working in situations of poverty and exclusion, conflict and disaster. Focused on long term and sustainable development, Handicap International works tirelessly alongside disabled and vulnerable people to help meet their basic needs, improve their living conditions and promote respect for their dignity and fundamental rights. Outraged by the injustice faced by people with disabilities and vulnerable populations, Handicap International aspires to a world of solidarity and inclusion, enriched by our differences, where everyone can live in dignity.

15. LACI a.s.b.l. (Luxemburgische Vereinigung der Cochlear Implantierten)

LACI represents the interests of deaf children and adults who can hear by means of an implanted hearing prosthesis called Cochlear Implant (CI). LACI provides information, counselling and support to affected persons or parents of affected children, encourages the exchange of affected persons or the parents of affected children, facilitates the rehabilitation of the hearing and language skills with the help of professionals, provides leisure activities, and generally tries to raise awareness and understanding.

16. Luxrollers

Luxrollers is a 25-year-old wheelchair basketball club. As there are unfortunately no other clubs for wheelchair basketball in Luxembourg and therefore no national championship, the 2 teams of the club play in Germany. One team plays in the German national league, the second in a German regional league. Training sessions are held three times a week. The association is always looking for new members and both people with and without disabilities are welcome.

17. Luxembourg Paralympic Committee

The Luxembourg Paralympic Committee was initially founded in 1973 under the designation of Luxembourg Sports Federation of the Physically Disabled. Its mission consists in promoting sports activities for persons with disabilities and to enable athletes with disabilities. Currently the Committee counts 10 member clubs and 220 individuals. Most popular are wheelchair basketball, wheelchair dancing, sitting volleyball, swimming, athletics, cycling, football and table tennis. Activities and athletes cover the whole spectrum from leisure to high competition level.
18. Multiple Sclérose Luxembourg (MSL)

MSL is a non-profit organisation of persons who are affected by Multiple Sclerosis or similar diseases, their family members and friends. MSL combines a league and a foundation and has around 1500 members, of which about 480 are affected (nationally 500 to 600 persons suffer from multiple sclerosis). On the association's board, 5 out of 11 members are themselves affected. The aim of MSL is to contribute to the improvement of the living conditions of MS sufferers and of their social integration, to facilitate and promote contact between MS sufferers, to educate the general public about MS, to support scientific research and to offer care and support services. MSL operates a day centre, a accessible residence and an accessible holiday home with individual apartments. In addition, self-help groups, excursions, holidays, social events and conferences are regularly organized.

19. Parkinson Luxembourg a.s.b.l.

Parkinson Luxembourg a.s.b.l. is primarily a self-help organization for persons with Parkinson's disease and their families. The association informs, supports and advises and organizes exchange meetings. Its main objective is to contribute to the fight against the disease and its effects, scientifically, medically and socially. In March 2013, a meeting centre for persons with Parkinson's disease and their families opened its doors. The Parkinson Centre, run by Parkinson Luxembourg a.s.b.l., aims to constitute a relaxed and informal setting in which all concerned persons can maintain and / or further develop physical and mental abilities. Services are provided for persons suffering from with Parkinson’s disease, their caretakers and their families. The aim is to promote personal autonomy, independent living, well-being, inclusion and active participation in society.

20. Schrëtt fir Schrëtt a.s.b.l.

“Schrëtt fir Schrëtt” (step by step) has been running conductive education groups (for children and teenagers) in Luxembourg for 20 years. Conductive Education is an intensive, multi-disciplinary approach to education, training and development for individuals with cerebral palsy, spina bifida and other motor challenges. It is based on building new patterns, replacing an existing in-correct pathway and teaching the body how to consciously perceive and respond to its environment. The goal is to enable a life as ‘normal’ and autonomous as possible, with as little technical aids and human assistance as possible. “Schrëtt fir Schrëtt” fights for social inclusion, maximized self-determination and independence, quality of life and a real chance at education for everyone. 

21. Solidarität mit Hörgeschädigten a.s.b.l.

Solidarität mit Hörgeschädigten a.s.b.l. (Solidarity with the hearing impaired) nationally represents the interests of the hearing-impaired and raises awareness for hearing impairments, as well as running a social counselling centre for hearing-impaired persons. Here, sign language interpretation services, information, counselling and guidance are offered in employment and social matters.

22. Special Olympics Luxembourg

Special Olympics Luxembourg is the Luxembourgish organisation of the worldwide biggest sport movement for persons with mental and multiple disabilities, which is recognized by the International Olympic Committee. Special Olympics was brought to life in 1968 by Eunice Kennedy-Shriver, a sister of US president John F. Kennedy and today represents almost 5 million athletes in 170 countries. Special Olympics Luxembourg is officially recognised by the Ministry of Sports and the Luxembourgish Olympic Committee and encourages its members to take part in various local, national and international sports events.

23. Trisomie21 a.s.b.l.

The organisation Trisomie21 Lëtzebuerg was founded in 2000 and strives to help persons with Down's Syndrome to live autonomously and fully. The focus of the organisation is on issues of autonomy, professional future, residential structures, family support, public awareness and inclusion. Trisomie21 is financed exclusively through donations and relies the work of committed volunteers. The volunteers organize and help with various activities throughout the year: autonomous cooking-workshops, monthly outings, arts and crafts workshops, holiday activities, holiday camps.

24. Wäertvollt Liewen a.s.b.l.

The association “Wäertvollt Liewen” (precious life) was founded in Luxembourg in February 2012. Its aim is to support persons who are affected by ALS or similar pathologies, particularly in connection with their right to personal assistance and domestic intensive care. 

25. ZAK! a.s.b.l.

The non-profit organisation “Zesummen aktiv”, ZAK! (Active together) was founded in 2008 by disabled and non-disabled athletes, coaches, parents and educators who were looking for a new path, beyond “handicap sport”. The aim of ZAK! is to promote the inclusion of persons with learning difficulties or other disabilities through sports, cultural and social activities with non-disabled persons. All carers and helpers are volunteers and work free of charge.

26. ZEFI

The association “Zesummen fir Inklusioun”, Zefi (Together for inclusion) has been committed to the inclusion of children and young persons with disabilities for 26 years. Zefi promotes the coexistence of all persons, with or without ‘special needs’. This applies to all areas of society: childcare, school, higher education, employment, leisure. The organisation is particularly committed to an inclusive education system. This concept is based on the principle that all children can be taught jointly in a classroom, each according to their individual abilities. Since 2003, Zefi has been awarding a yearly Inclusion prize. This award supports examples of inclusive practice. The organisation also supports parents who want their children to be educated in regular schools instead of special schools.

2 Introduction
This alternative report on the implementation of the CRPD in Luxembourg brought together various DPOs and individuals with and without disabilities, in order to form a coalition able to present a representative report to the Committee. 
A handful of DPOs (under the leadership of “Nëmme matt Eis!” a.s.b.l.) began drafting an alternative report in July of 2013. The project was put on ice due to lack of financial and personal resources. In July of 2016 the national disability platform (Info-Handicap) entrusted two law graduates with the task of collecting further information and testimonies and finishing drafting the initial alternative report.

Three overlapping phases of elaboration ensued. 


1. The first phase entailed getting the community of persons with disabilities on board and gathering information. This involved contacting as many DPOs and advocates as possible. 2 meetings were organized at Info-Handicap, where anyone interested was welcome to join and contribute. One meeting was held in the presence of a CRPD expert from the European Disability Forum. The meetings were held to inform DPOs of the alternative report being written, to invite them to actively contribute and to figure out the priorities of the community.

Beside the meetings, almost all DPO members of Info-Handicap were contacted (around 40), as well as DPOs not (yet) members of the national disability platform. After being briefed on the CRPD, DPOs were asked if they had complaints or recommendations they wished to feature in the alternative report. DPOs willing to contribute were offered a personal meeting or the possibility of contributions per email. The introduction is followed by a list of short presentations of the DPOs which contributed to the alternative report.

Individual testimonies of persons with disabilities or family members of persons with disabilities were gathered as well. Interviewees were promised complete anonymity.

(Parts taken from testimonies can be found in italic throughout the report.)

Additionally, interviews or email exchanges with various experts, institutions, services and authorities provided the drafters with a wider perspective on various matters and better understanding of various technical matters.
2. The second phase focused on drafting the report. Article by article the State report and the action plan of 2011 were compared to the provisions of the Convention. DPOs’ contributions and individual testimonies were matched to corresponding articles. The initial draft was made in German, so as to allow better cooperation with the disability community. The drafters explained to contributors that the German version was meant for national use, while an English version was being submitted to the Committee.
3. In a third phase, the German draft was sent to DPOs and contributing individuals for approval. A certain period of time (2 weeks) was given to come forward with complaints or recommendations for amendments.
3 The alternative report

3 Articles 1 to 3 - Purpose, Definitions and General Principles

The respect for and protection of human dignity are not mentioned in the Constitution. The current Constitution states that “all Luxembourgers” are equal before the law (Article 10bis). Moreover, the state is to guarantee the “natural rights of the person and the family” (Article 11). A revision of the Constitution was announced in 2013 and was due to come into force in 2016. It now seems that the revision is not likely to come into force before 2020. The disability community calls for the protection of human dignity to be incorporated into the Constitution.

There is currently no general definition of disability in Luxembourg, let alone one reflecting the social model of disability which is at the core of the CRPD. Definitions vary from state service to state service. According to the State report, services or benefits depend on the specific impairments and situations. This demonstrates how a lack of a uniform definition of “disability” allows the medical definition of disability to prevail.
This alternative report shows that many of the general principles of the Convention have not yet been sufficiently implemented in the law and policy in Luxembourg. The principles urgently require more governmental attention and measures. The report contains certain recommendations for such measures. In general, the disability community calls for more coherence and coordination in implementation of the CRPD, improved communication and increased consultation in decision-making with the persons with disabilities and their representative organisations.
The call for a disability representative (and a corresponding structure in terms of focal points and coordination mechanism) Luxembourg has been repeated multiple times over the past few years and is mentioned several times in this report, as it is particularly important to the disability community. The implementation of the CRPD needs to become a political responsibility, assumed by a state unity (see article 33 - 3.31).

We recommend:

27. The incorporation of the protection of human dignity into the Constitution.

A legal, uniform definition of “disability”, reflecting the social model of disability, as promoted by the CRPD.

A disability representative, for more coherence, coordination and political responsibility.
3 Article 4 - General Provisions

3 Measures necessary for full compliance

A) New measures 

Adopted measures often lack effective application. Legally binding quotas for the employment of persons with disabilities and anti-discrimination legislation in general are but one example of this (see article 5 - 3.3). 

Other measures, such as the Action Plan for the Implementation of the CRPD (of 2011), are not secured by legal instruments and thus not legally binding. Without legal basis, the action plan in question remains a loose program, a promise, dependent upon the good will of decision makers, instead of a binding plan with clear timeframes, indicators and budgets.

B) Adapting existing legislation

To this day there has been no general overhaul of national legislation and policy. 

The Anti-Discrimination Act of 2006 forbids all kinds of discrimination, disability being one of the protected grounds. Nonetheless, countless discriminating laws and state practices remain unchanged. An example is the legislation creating and governing the special schools system (EDIFF), which created a segregated system for the education of children with disabilities. The legal act in question remains unchanged since 14th of March 1973.

C) Mainstreaming

Even though more and more politicians and state officials take into account people with disabilities when taking decisions which might affect them, one cannot speak of a generalized and structure dialogue with persons with disabilities and their representative organisations. The rights of persons with disabilities have not yet become a global subject of societal reflexion and discussion. Beyond certain subjects closely associated with disability, such as health care, accessibility and sheltered workshops, persons with disabilities and DPO are rarely consulted. 

D) Acts and Practices of Public Authorities and Institutions 

There is no mandatory training on the rights and needs of persons with disabilities (or other measures to raise awareness) amongst persons working for state administrations and official institutions. 

E) Fighting Discrimination

In theory the Anti-Discrimination Act of 2006 forbids any public or private person from discriminating on the grounds of disability. In reality the Act lacks effective application as concerns the ground of disability (see article 5 - 3.3).

F) Universal design/ Design for all

The concept of “Design for all”, needs to become more generally acknowledged and advertised. It also needs to become an inherent part in the education of future and present professionals working in relevant fields. A course “Design for all” is taught at one of the country’s technical high schools (Lycée Josy Barthel Mamer). Other schools should be encouraged to follow the lead.

G) Research and Development of New Technologies

Over the past few decades Luxembourg has increasingly become an attractive place for state-funded research. Unfortunately, research on disability and technologies for persons with disabilities have largely been left out so far. 

H) Information on accessibility

The majority of persons with disabilities which have contributed to this alternative report complained about a lack of information on accessibility of goods and services. Many linked this complaint to the lack of accessibility of the very Internet sites supposed to inform them.

I) Training of personnel

There is a lot of room for improvement. State employees, health personnel, teaching staff, judicial personnel and police officers are not aware of and trained on the rights of persons with disabilities. The law does not require any knowledge or training in these matters. 

3 Action plan on the rights of persons with disabilities

In 2011, a five-year action plan was put together in collaboration with civil society. The 33 Articles of the Convention shrank to 11 ‘sections’, chosen by the State. While some articles of the Convention were melted together to form a section, other articles were completely left out. For the articles in question, implementation and realization remains uncertain in time. The ‘sections’ were set beforehand and posterior changes or additions were not permitted. Several persons with disabilities and DPO find that some important subjects were missing altogether, such as family and sexuality. In addition, by the end of 2016 countless of the measures contained in the five-year action plan are yet to be implemented. The long promised reform of the guardianship-legislation or the official recognition of sign language are but a few examples. There is an absence of clear and binding deadlines and allocated budgets.

3 Consultation and Participation of Persons with Disabilities and DPOs

Consultation and meaningful participation of persons with disabilities and DPO’s remain among the weakest points in national implementation.

The five-year action plan of 2011, mentioned above, seemed to bring about a change in State practices; everyone was invited to participate and contribute. Persons present at elaboration meetings in 2011 complained about having to choose and stick to one section (one working group per section), even though several sections were of interest to them. Others complained that the final version of the action plan sometimes contained very little or none of the content elaborated in the working groups. In general, persons having participated at the time noted that only a very limited amount of State officials showed up for the working group meetings.

The 2011 action plan was followed by a few years of uncertainty as to the continuation of the implementation and the participation of persons with disabilities and DPOs. 

In May 2016, several ministries organized a meeting to “de-brief” civil society on the progress made. Especially persons who had participated in the elaboration of the action plan were greatly disappointed; several persons reported facing a “political wall” (3 ministers were present), with no room for questions or dialogue. Progress made was highlighted while remaining problem areas were avoided. No further information was given as to future consultation and participation of DPOs on the implementation of the convention. Said consultation and participation thus remains dependent upon the good will of the different ministries and state officials and it is not properly institutionalised with due procedures, funding, timeframes and mechanisms.

We recommend:

28. That the state establishes permanent consultation mechanisms with representative organizations of persons with disabilities to consult and to allow meaningful participation concerning in public decision making at all levels and on the implementation of the Convention.
3 Article 5 – Discrimination

The Anti-Discrimination Act of 2006 prohibits any discrimination on the grounds of disability, whether by public or by private actors, in any area, employment, healthcare and education included.

However, the Act is unfortunately not applied strictly enough in practice. In employment matters for example, discrimination is common and legal quotas are widely disregarded (see Article 27 - 3.25). Persons with disabilities reported witnessing and / or experiencing discrimination in many areas of daily life, but very few people knew how to defend themselves. Some were too afraid to claim their rights. Especially persons who were highly dependent on others for their survival and daily needs were afraid to complain, as they feared their situation might worsen. Some were overwhelmed by the administrative procedure, others feared high costs (for lawyers, court proceedings and so on). 

This partially explains why there is almost no jurisprudence on disability and discrimination. In cases of alleged discrimination those affected can turn to the CET (“Centre pour l’Egalité de Traitement”). The CET is a monitoring body for discrimination in the private sector, while the Ombudsman monitors the public sector. Unfortunately, the CET, in contrast to the Ombudsman, has limited powers in case of alleged discrimination. The CET can give advice to alleged victims of discrimination and initiate conciliation between parties, but has to rely on cooperation on both sides and does not have the mandate to take the case to court on behalf of the victim. It is necessary to either give the CET more power or to allow the Ombudsman to intervene in the private sector. 
In addition, state funding of the CET has been dramatically reduced from one year to the next without any reasonable justification (see Article 33 - 3.31). 

We recommend:

Measures to improve the application of the Anti-Discrimination Act, which should include:

29. Increasing the human and financial resources for CET and DPOs fighting discrimination. 

Ensure effective legal remedies to persons with disabilities by extending the mandate and the powers of the CET and / or Ombudsman. 

Ensure the enhanced participation of persons with disabilities in the labour market by closer monitoring the employment quotas and enforcing through effective sanctions for non-compliance.
3 Article 6 - Women with disabilities

There is very little data on the specific situation of women and girls with disabilities in Luxembourg. Even for DPOs it remains very difficult to get an oversight on issues such as multiple discrimination of women and girls with disabilities. Without appropriate data and statistics, it is difficult for the State to identify specific issues and needs of women with disabilities. Gender equality policy does not specifically include women and girls with disabilities and disability policy does not include the perspective of women and girls with disabilities.

One example of multiple-discrimination of women with disabilities:

Several persons with disabilities, DPO members and caregivers reported standard administration of hormonal contraceptives to women with disabilities of a reproductive age, in several state-funded institutions. Especially women with learning difficulties were affected by this, as contraceptives were administered without their knowledge and / or consent. This is a very clear human rights violation, by which women are disproportionately affected.
We recommend:

30. To include in the national gender equality and disability policies an explicit focus on prevention and eradication of discrimination against women and girls with disabilities, including multiple and intersectional discrimination, as well as measures for their development, advancement and empowerment, in particular to foster their participation in public life.
31. To ensure that women with disabilities are consulted, through their representative organisations, on the design of programs and measures related to all issues affecting them directly.
32. Measures to collect data and compile statistics on women and girls and disabilities. 

33. The establishment of independent control bodies for all facilities and services aimed at women with disabilities

3 Article 7 – Children with Disabilities 

As in many other areas there is a great lack of data and statistics regarding children with disabilities. Additionally, there is a general lack of consultation of children with disabilities in decisions that concern them.

3 Equality: family, education and treatment within the community

For some children with disabilities, there are no suitable options for education or adequate health care in Luxembourg. These children are forced to go to school, receive treatment and sometimes live in the neighbouring countries Belgium, France or Germany. Children with high level of support needs are for example typically affected by this lack of adequate solutions on a national level.

The equal right of children with disabilities to education, adequate health care, early prevention and living with their family in the community calls for national solutions which permit to avoid a separation of child and family and improve inclusion into national society.

3 Right to education

The current school system consists of regular schools (public and private) and special schools. As long as parallel education structures exist and are being promoted, the goal of a fully inclusive school system as set by the CRPD will not be reached (see article 24 - 3.22). Contributing DPOs and affected individuals expressed mixed views on special schools: very few called for an immediate and absolute switch to a “mainstream schools only” policy, but most contributors agreed that the current school system needs to speed up its transition to a more inclusive model.

Another issue concerning children’s equal right to education is a discrepancy concerning technical and human support for children with disabilities, which is regulated for public schools only. Official regulations on the matter of school support do not apply to private schools. Private schools state they have no allocated budget for support. The Ministry of Education (“Ministère de l'éducation”) states that State support to private schools include a budget for school support (source: ORK). As a result, necessary support for children with disabilities are not guaranteed in private schools. Technical and human support should be attributed to the child and should not depend on which type of school the child is attending.

3 Services

Private establishments offer day-care services for children with and without disabilities. Parents who work depend on these services. However, these services are available only until the age of 12 (exceptionally children with disabilities up to the age of 14 are accepted). Thus, there is a great lack of day-care structures for teenagers and young persons with (severe) disabilities.

We recommend:

34. Collecting data and establishing statistics on children and disabilities, in order to assess the support needs of children with disabilities in Luxembourg.
3 Article 8 - Awareness-raising

A national campaign to raise awareness about the CRPD among the general public was organized in 2009. In 2016, however, the Convention and its content remain little known. Even some DPOs and individuals with disabilities interviewed in the context of this alternative report were unfamiliar with the CRPD. 

The majority of awareness-raising actions listed in the State Report were organized by DPOs or other private organisations. In many cases State support limited itself to funding for costs of flyers or TV Spots. Regular, governmental, awareness raising campaigns must become a priority. Some types of disability are yet to be covered, especially ‘invisible disabilities’ such as intellectual and psychosocial disability.

Children without disabilities are unfortunately rarely in contact with children with disabilities in daily life as the education system is segregated. It is important to raise awareness very early in life, to fight discrimination and to further inclusion, but there are currently very few initiatives to this effect. 

A person with a physical disability who regularly reads stories in preschools and kindergartens on a voluntary basis reported very positive experiences. Children were initially shy or even scared, but quickly opened up to their story reader and even asked questions about his impairments.

The role and responsibility of the media also needs to be reconsidered. The community of DPOs and affected persons want to raise awareness about stereotypes and negative portrayals of disability used by the media. Phrases such as “confined to a wheelchair” remain of standard use when portraying persons in a wheelchair, for example. Journalists often use the word “blind” instead of “without consideration” (“a contract was signed blindly”), which inadvertently feeds prejudices about blind persons. As a result, disability still resonates with “inefficiency”, “suffering”, “compassion” and so on in the heads of many. Journalists, editors and persons in charge of mass media need to be targeted by State’s awareness raising measures and guidelines as to appropriate portrayal of persons with disabilities. 

Not only mass media needs targeted awareness raising and training. As mentioned before there is a great need for awareness-training in all areas of work dealing with or in touch with persons with disabilities. Particularly health personnel, education personnel, judiciary personnel and police officers need to be made aware of, and trained on, the rights and needs of persons with disabilities.

We recommend:

35. More awareness raising-campaigns addressed to the general public, covering all different groups of persons with disabilities.
36. Support to initiatives aiming to raise awareness amongst children and the youth.

37. Making mass media aware of their impact on the image of disability.

38. Making training on the rights of persons with disabilities and their needs an obligatory part of education for relevant professions.

3 Article 9 – Accessibility

3 Accessibility

The DPO community knows that accessibility is a dynamic process that can only be carried out step by step in some areas. However, the current situation is not acceptable;

DPOs and persons with disabilities reported on a manifold of barriers in everyday life. There is a lack of coherence and coordination in public measures for accessibility. For example, an accessible theatre building in itself is little use to persons with disabilities without accessible bus stops or parking spaces and without accessible theatre programs and contents. 

Accessibility of too many areas is not covered by law, due to a clear legal gap.

At the moment, the law requires the accessibility of public buildings and institutions belonging to the state or the municipalities (Accessibility Act of 2001). This applies to new buildings and important renovations only. Private facilities and services are currently not subject to minimum standards for accessibility. This has dramatic consequences for the accessibility of the physical environment of persons with disabilities. A reform of the Accessibility Act of 2001 has been promised since 2011. Unacceptable delays and a lack of transparency need to be pointed out.

For areas that are covered by law, there is a lack of control of the application of legal standards of accessibility. It was noted by several DPOs and experts (ADAPTH) that there is insufficient monitoring and sanctioning of application and the need for a simple and effective complaint mechanism.

The process of accessibility needs to be sped up and the lack of coordination and political responsibility for accessibility matters needs to be addressed. The absence of a proper Disability Representative (in accordance with article 33,1 CRPD) might be one of the reasons for current misgivings.

DPOs and persons with disabilities reported following problems:

· Facilities and Services: Most private, and some state-owned, buildings are not accessible. Steps, doors, toilets, signs are often not adapted for persons with reduced mobility or with a visual or hearing impairment. The general lack application of the two-sense principle is a point that was mentioned by many DPOs and persons with physical disabilities. Persons with intellectual disabilities miss directions and signs in Plain Language as well as adapted assistance.

· Roads: Especially in the capital, much is happening; sidewalks are lowered, acoustic warning signals and guidelines installed. Due to a lack of coherence and accessible information on accessibility, there is not yet a proper network of accessibility. As an example, acoustic warning signals are applied to red lights on request, which means that persons with visual impairments cannot move freely safely. In the case of building sites, persons with disabilities are still too rarely thought of, which can lead to dangerous situations. Outside the capital, the situation varies but is most often unsatisfactory.

· Transportation: Long-distance busses and trains are particularly problematic for persons with reduced mobility or visual impairment. Transportation by train is missing acoustic signals and announcements. In general, information on public transportation is inaccessible (see Article 20 - 3.18).

· Schools: For public schools, the state assumes the cost of adaptions for more accessibility. Problems have been reported for private schools, as it is not clear who will has to cover costs of accessibility adjustments.

· Residential Homes: As there are no legal norms and/or quotas for private new buildings or conversions, there is a great lack of accessible housing options (see Article 19 - 3.17.1).

· Medical facilities: Material accessibility of private doctor's practices needs to be improved. In public hospitals, the barriers tend to reside more in dealing with staff (see Article 25 - 3.23).

· Workplaces: Workplaces are just as problematic as other buildings, due to the absence of legally binding standards. When a person receives the statute “salarié handicapé”, costs for adjustments of the workplace are theoretically reimbursed by the state. However, the procedure for reimbursement is far too long, which can deter employers from employing persons with disabilities (see Article 27 - 3.25)

3 Appropriate measures

A) Minimum standards and guidelines for the accessibility of facilities and services open to the public
The minimum standards must be extended to all facilities and services open to the public. Control of application of such standards needs to be improved.
B) Private legal entities
At the moment, private legal entities have no obligations to make facilities and services barrier-free. 

C) Training
The National Centre of Competence for Building Accessibility (ADAPTH), which also advises government decision-makers, indicates that there is a national lack of awareness and expertise on accessibility, due to a lack of promotion and training. 

D) Signs in braille and in an easily legible and comprehensible form
Persons with visual impairments and blind persons reported that there is still a lot of catching up to do in this area.

E) Human and animal assistance
Legislation on assistance dogs is in line with the CRPD. There is, however, a great need for more human assistance. There is still very limited or no paid personal assistance, and a shortage of professional sign language interpreters.

F) Access to information
Accessibility of information and communication needs to be improved, as even information on accessibility itself is often inaccessible. Language can constitute a first barrier. It is essential to respect the national multilingualism as well as the needs of persons with intellectual disabilities (see Article 21 - 3.19).

G) Access to new information and communication technologies and systems
Modern information and communication tools need to be made more accessible, starting with all public websites (multilingualism and adherence to accessibility standards, including Plain Language versions, see article 21 - 3.19)

H) Promotion of design, development, production and distribution of accessible information and communication technologies
The State has published a directive on barrier-free websites (renow.lu). Unfortunately, these guidelines are not binding, not even for public websites and there is no authority to monitor compliance. The website renow.lu itself contains non-barrier-free documents, which demonstrates the great potential for improvement in this area. There is generally a lack of promotion of digital accessibility.
We recommend:

39. A comprehensive accessibility plan with the allocation of sufficient resources, enforceable and effective sanctions for non-compliance

3 Article 10 - Right to Life

3 Prenatal diagnosis and abortion

For this article, a pamphlet that gathered the experiences of parents of children with disabilities was used. It was published in 2001 but was presented to an organisation that offers help and guidance to future or young parents (“Initiative Liewensufank”). The organisation in question confirmed that the 2001 pamphlet is still up to date, as very little has changed concerning the raised issues. 

During pregnancy, tests to see if a child has or will have disabilities (prenatal diagnosis) have become routine. These tests are presented as mere “security measures”, to see if “everything is fine”. Parents who initially refuse to undergo these tests are often put under direct or indirect pressure (by nurses and doctors) and most parents eventually agree to undergo them. Parents who consciously chose not to undergo these tests have reported being made to feel irresponsible.

The parents reported being insufficiently informed and prepared to face eventual disabilities of the child. Most parents thus feel completely overwhelmed when disabilities are detected. Crucial psychological counselling or care is unfortunately not automatically offered before or after test results. 

Doctors often prematurely recommended an abortion, presented as the most reasonable option. There are no official rules or guidelines on setting up calm and open-ended consultations to discuss the various options. In some cases parents where offered an abortion appointment on the day following the test results, to “get rid of it”. Parents reported feeling under time pressure and rushed to make a decision.

The importance of diversity and the right to life are not discussed, neither in society nor in consultation rooms. This feeds into the pressure to have a healthy, able-bodied, able-minded baby, tested by all means of modern medicine.

Expecting parents should be informed that prenatal diagnosis might reveal disabilities. When the tests reveal disabilities, the parents must be allowed enough time to take an informed decision. Information about eventual disabilities and proper counselling are key, in order to help the parents make the right choice for them and for their child.

3 Euthanasia and the right to live in dignity

The right to live inherently contains the right to decide over how one wants to end one’s life, the right to die in dignity. National law acknowledges this right in medically hopeless cases accompanied by severe physical or mental suffering. The Euthanasia Act of 16th March 2009 does not directly discriminate against persons with disabilities.

Nonetheless, one could argue that the Act in question indirectly discriminates persons with disabilities; one of the first conditions set by the Act is full legal capacity of the person demanding their life to be ended. Given that about half of all persons under legal guardianships are persons with disabilities (and thus lose their full legal capacity), indirect discrimination takes place. Furthermore, the legislation governing legal guardianship does not mention Euthanasia or Assisted Suicide, which results in a legal grey area, as it remains unclear if and under what conditions a person under guardianship can request euthanasia. 

It must be added that persons with disabilities do not only have the same right to die in dignity; Persons with disabilities also have the right to live in dignity and to decide themselves whether their life is worth living. Unfortunately the current care and assistance systems still accounts for intolerable situations. Without the necessary care and assistance (which in many cases goes beyond the statutory maximum of 56.5 hours a week) and a chance for quality of life and autonomy, many lives of persons with disabilities are rendered unliveable. Luxembourg is in dire need of a system permitting 24-hour (domestic) care and assistance for severely disabled and / or chronically critically ill persons by personalized nursing staff.

We recommend:

40. Increasing awareness of the benefits of diversity and right to life, including the right of parents to decide on prenatal tests, through public campaigns

Increasing awareness of doctors and nursing staff on these issues through training

Free psychosocial counselling / care both before and after birth (or abortion)

Furthermore we recommend:

Revision of both Euthanasia Act and Legal Guardianship legislation, in compliance with the CRPD. 

Campaigns to raise awareness about the right to live in dignity of persons with severe disabilities and / or chronically critical illnesses.

A corresponding adjustment of the current care and assistance system.

3 Article 11 - Situations of risk and humanitarian emergencies

Current legislation does not contain specific provisions for persons with disabilities concerning emergency situations or humanitarian emergencies. Alarm systems and protocols are still in need of adjustments. In a 2005 accessibility guide issued by the ministry for family and integration, the subject was first addressed. The guide contained advice and guidelines in alarm systems. Unfortunately the mentioned guide was and is not legally binding, neither for public infrastructures, nor for private buildings that are open to the public. The 2001 Act on accessibility of public infrastructures doesn’t regulate this issue either. This gap in legislation leads to the following problems, amongst others:

· Speaker announcements are hard to understand for persons with hearing impairments and audio alarm systems can not be heard by the deaf persons.

· Alarm signals, warning signals and emergency signals rarely respect the two-senses principle.

· The safe evacuation of people with physical disability is often not guaranteed. Elevators automatically stop freeze in the event of an alarm.

· Information on emergency protocols is often inaccessible, both in terms of language and format.

A good initiative regarding accessible information on atomic emergency protocols has been taken by the ASA (Administration des services de secours) in cooperation with the Office for Plain Language (KLARO. This initiative could be an impetus for supplying important information on risk and emergency situations in accessible language and format. Since KLARO is currently still single-manned and only translates into German Plain Language, other solutions must be considered.

Another welcomed measure is the emergency service via SMS introduced by ASA. 

We recommend:

41. Mandatory accessibility standards for alarm systems and emergency protocols. 

Accessible information on dangerous situations and emergency protocols.

3 Article 12 - Equal recognition before the law

The Guardianship Act of 1982 is undeniably incompatible with human rights. According to non-profit professional guardianship organisations, about half of all guardianships affect persons with disabilities. Even the Action Plan of 2011 and the State Report of 2014 recognize that current legislation on guardianship contravenes the CPRD.
A reform of legislation governing guardianship was held back as an urgent measure of implementation in the 2011 Action Plan, which was drawn up in collaboration with civil society. Both the disability community as well as the two national guardianship organisations (T.A.C.S. and S.A.T.) still support the Action Plan proposals fully. The Action Plan included a timetable for a reform: 2012-2015. However, at the end of 2016, said reform of guardianship still hasn’t occurred. The delays and the lack of transparency concerning the reform are regrettable and perceived as unacceptable by the disability community. It is also unclear whether future reforms plan a transition from substitute decision-making to assisted decision-making.

3 Current Legislation

There are still thousands of persons with (and without) disabilities under full guardianship or partial guardianship. Each year, a few hundred are added. Unfortunately, it proved impossible to get exhaustive data or statistics on guardianship from the judiciary. The district of Luxembourg (one of two districts) nevertheless shared numbers on persons put under guardianship measures in their district in 2014 and 2015. In 2015, 205 persons were put under full guardianship, 54 persons under partial guardianship and 271 under temporary guardianship (Sauvegarde de Justice). These persons are partly or completely legally incapacitated. There is a great lack of structures and services for assisted decision-making.
Of the 3 existing measures, full guardianship (tutelle) is the most extreme;

· Persons under guardianship automatically lose their right to vote.

· They can no longer write a valid will.

· They can only marry with consent of a family council or a judge.

· They can no longer perform legal acts or be party to a contract, acts taken under guardianship are void by law (Article 502 Civil Code).

· They have no access to their finances beyond weekly or monthly allowances.

Partial guardianship (but also full guardianship) was described as “necessary” in some affected families, especially in the presence of severe intellectual disabilities. Guardianship was also described by persons deprived of legal capacity as “patronizing” or even as “a punishment”.

“I am 54 years old and feel treated like a 5-year-old” said a person living with disabilities after an accident. In their case, the idea of guardianship was brought up by the institution where the person in question worked in a “sheltered workshop”, following some financial problems. No information about consequences other than financial was provided. The person gave written consent to the measure after their demand for prior counsel from family members was denied. For years, the person received a weekly allowance of € 50 for all living expenses (excluding apartment and care) and saw their guardian (a lawyer) once a year or every other year.

Current legislation on guardianship leaves out several essential areas of life, leading to legal gaps and grey areas. The focus is on finances and assets management. Areas such as medical treatments or family matters are not covered. This concerns all forms of guardianship.

3 Duration 

Another issue is the duration of guardianship measures. Although all variations of guardianship are presented as temporary protection measures, persons with disabilities sometimes stay under guardianship their complete adult life. (persons under guardianship and experts’ reports could unfortunately not be backed by data since none was made available by the judiciary.) The law contains the possibility to end guardianship. In interviews with persons under guardianship and their families, it appeared that procedures to end guardianship measures were unknown to most. Especially persons with intellectual disabilities experienced guardianship as something definitive. The much-awaited reform should therefore introduce regular review of guardianship measure.
3 The guardian

Only one person can be named guardian. This can be problematic if a parent is named guardian, as the other parent can be prevented from seeing the (adult) child under guardianship in case of disputes or separation. Legislation on guardianship does not cover the question of visitation rights. 

As to the conditions and qualities required for guardians, law and regulations set very few requirements. By law, the judge should give priority to willing and capable family members or persons close to the person “to be protected”. Alternatively, other options are guardianship organisations or lawyers. A monthly sum is fixed by the judge and paid to the guardian by either the person under guardianship or the State, depending on income and private assets. There is no transparency or official guidelines as the amount of the monthly “fee”. 

Paid or unpaid guardians alike, there are no requirements as to special training or qualifications. Training for handling the social aspects of guardianship is thus not a prerequisite. 

Due to a lack of personnel in the judiciary branch in charge of guardianship (only 3 judges in the country), control of guardian activities often remains superficial and limited to finances.

The parent and guardian of a person with disabilities freely admitted to not having sent in the yearly report in 2015. The guardianship judge in question showed no reaction to this disregard of the parent’s guardianship duties.

Relatives or other individuals taking on the role of guardian reported missing a point of contact for information and legal questions. Already existing guardianship organisations could provide assistance here, thanks to their experiences as professional guardians. With additional state funding and thus more staff these organisation could set up an information platform or even training on guardianship and assisted decision-making.

We recommend: 

42. Harmonizing legislation with the Convention with a view to replacing substituted decision-making with supported decision-making regimes which respect the person’s autonomy, will and preferences.
Provide training to all relevant actors, including civil servants, judges, and social workers, on the recognition of the legal capacity of persons with disabilities and on good practices in supported decision-making.

3 Article 13 - Access to justice

There are no formal legal discriminations concerning access to justice. Before the law, persons with disabilities and persons without disabilities are equals when it comes to being a plaintiff, a defendant, a witness or a party to a civil suit. 

Offices such as judge, bailiff, court clerk and public prosecutor are in theory equally open to persons with or without disabilities. Persons with disabilities are nevertheless still very under-represented in the judiciary.

The accessibility of the justice system is overall improvable.

3 Physical Barriers

Physical barriers in buildings of the justice system have mostly been reduced or abolished, especially for wheelchair users. In older buildings, where upper floors are not accessible to persons in wheelchairs, the judiciary has demonstrated flexibility in the choice of courtrooms in the past. For blind or visually impaired persons accessibility remains an issue. There are no guiding lines on the floor and no audio announcements of floors or rooms.

3 Content of Procedures and appropriate accommodations

As regards the content of judicial procedures, accessibility remains problematic for various groups of persons with disabilities.

· For hard of hearing or deaf persons, there is the possibility of getting a sign language interpreter to step in. One must stress the fact that such an interpreter does not intervene automatically. It is usually the lawyer of the person with a disability who organizes sign language interpretation. It is unclear who must pay the additional costs. Furthermore, one must consider the fact that there are very few sign language interpreters available in the country (currently 1 or 2 interpreters). In addition, court documents (except for court rulings) are usually in French, which is a language most deaf persons in Luxembourg do not learn in school.

· For blind or persons with visual impairments there are is no protocol in terms of procedural accommodations and accessibility. Important documents are not automatically made accessible (in Braille or digitally accessible). The task of making documents accessible is left to the discretion of the lawyer of the affected person.

· The situation is even worse when it comes to persons with intellectual or psychosocial disabilities. Documents (beyond court rulings) are in French, which is a language many persons with such disabilities do not master (see articles 9 - 3.7 and 21 - 3.19). Versions of documents or court rulings in Plain Language or in simplified language are not available. Judges and prosecutors often do not make sure that affected persons have sufficiently understood the proceedings and what has been said, reported an experienced lawyer. Especially in criminal procedures and most of all when affected persons are defendants, this practice can constitute a violation of the right to a fair trial.

3 Legal Representation

Given all of the above, it appears that, in the current justice system, legal representation (through a lawyer) is almost indispensable to many persons with disabilities. Even so, legal representation is not mandatory or even standard for many procedures. This is even the case for criminal proceedings. At present, it can happen that individuals with disabilities are convicted without any legal representation, which in many cases means without having received sufficient accessible information.

3 Training and Awareness 

The State report mentions training and courses on human rights and persons with disabilities’ rights for judiciary personnel. These courses are taken on a voluntary basis and there is no data as to whom and what percentage of personnel has followed such courses or training. Although some persons with disabilities reported of positive experiences with the judiciary and the police, others found that certain elements of the judiciary personnel and certain elements of the police force lacked proper training regarding handling and dealing with persons with disabilities.

We recommend:

43. Reducing further physical barriers for all persons with disabilities.

Introducing protocols for procedural, age and gender appropriate accommodations for content of proceedings, information and communication for all persons with disabilities.

Rethinking the importance of legal representation in the current judiciary system and introducing standard legal representation for criminal proceedings.

Making human rights and the CRPD part of standard training for judiciary personnel, police officers and prison staff.

3 Article 14 - Liberty and Security of Person

3 Institutions and facilities for persons with disabilities

A certain form of deprivation of liberty still occurs in some state-funded living - and working institution. The lives of persons who live, work, eat, sleep, in the same institution are controlled by these facilities. In some cases, contact with the outside world is limited, and happens under the direction and supervision of staff. Affected persons are often not sufficiently informed about their rights and freedoms and feel imprisoned. Especially persons with intellectual disabilities reported feeling patronized in almost all areas of life. 

3 Deprivation of liberty of persons with psychosocial disabilities

Hospitalization without consent is governed by legislation (Act of 10 December 2009). The law establishes such “hospitalization”, resulting in a form of deprivation of liberty, as the last option.

As the State report mentions, a psychiatric care network (CNS) was set up to allow patients to be treated in a familiar environment, when possible. Further efforts have to be made to increase the number of persons treated at home, with their full and informed consent, and reduce the number of persons hospitalized without consent. More data needs to be collected in order to properly evaluate how current legislation is applied and how many hospitalizations without consent still occur despite the psychiatric care network of the CNS. 

This type of care, which takes place without restraints on the liberty of the person, needs to be further promoted. Allowing persons with psychosocial disabilities to continue being a part of their community and society, instead of “hospitalizing” them, would contribute to fighting the stigma linked to psychosocial disabilities. 

The reform of the national psychiatric care system mentioned in the State-Report is another welcome step in the fight against stigmatization. The decentralizing reform of psychiatric care and treatment promotes a change of mentality, and could as well reduce hospitalizations and treatments without consent in the long term, as less stigmatized facilities might attract more voluntary patients.
3 Prisoners with disabilities

The law recognizes the defence of “of being unsound mind”, which does can be pleaded in cases of intellectual disabilities or “momentaneous insanity” In practice, the judiciary sometimes fails to apply this strictly enough. A lawyer who wished to remain anonymous reported of situations in which convicted inmates “clearly did not belong in prison but needed psychological or psychiatric care above all.”.

As mentioned before, legal representation is not mandatory for criminal proceedings (see article 13 - 3.11), which can contravene the right to a fair trial in cases in which the accused has intellectual disabilities and does not request or is not offered legal representation automatically.

We recommend:

44. Measure to collect anonymous data and to establish statistics on disability and deprivation of liberty.
45. The introduction of independent control bodies for “closed” living facilities.

46. Promoting freedom and autonomy of persons with disabilities living in such facilities. 

47. Making legal representation mandatory (or at least standard) in criminal proceedings.
3 Article 15 - Freedom from torture or cruel, inhuman or degrading treatment or punishment

Torture and cruel, inhuman or degrading treatment are prohibited by law (Act of 24 April 2000). Since 2010, there is a “mediator” for individual actions of persons deprived of their liberty. This only covers state institutions such as prisons. Private institutions (which are State funded or co-funded) such as living or psychiatric care facilities do therefore not fall into the “mediator’s” remit. Monitoring within these institutions is, at the most, delegated to internal bodies. Thus, independence and objectivity of the monitoring bodies are not guaranteed. Victims or witnesses of prohibited conduct might fear repercussions of “biting the hand that feeds them”. The alternative of filing a complaint with the police, followed up by possible court proceedings, might be intimidating and deterring to persons with disabilities or their relatives.

We recommend:

48. The establishment of independent monitoring structures for private institutions housing, treating or employing persons with disabilities.

49. Taking measures, including the repeal of relevant legal provisions, to abolish the practice of involuntary commitment or hospitalization, to prohibit forced medical treatment, in particular, psychiatric treatments, on the basis of impairment and provide sufficient community-based alternatives.

3 Article 16 - Freedom from exploitation, violence and abuse

3 Protection from exploitations, violence and abuse

In national criminal law, disability is mentioned only as an “aggravating circumstance”. Sentences may be higher if the victim is a person with disability. However, this does not apply to all violent crimes: murder and manslaughter are amongst the crimes exempted.

Persons with disabilities are thus only protected insofar as some forms of violence committed against them can be punished more severely. Targeted education, awareness raising and prevention campaigns are needed. 

The Domestic Violence Act (2003) establishes fines and prison sentences for perpetrators of domestic violence. Especially women and children are to be protected by this Act. Unfortunately there is no reference to persons with disabilities, beyond the sentencing part. Accordingly, there is also a lack of preventive measures. 

The Domestic Violence Act stipulates that the Ministry of Justice, the police, the prosecutor and victim support services provide statistics each year. However, only sex, age and the relationship between perpetrator and victim are held back. Indicators on disability are not used.

3 Appropriate assistance and support, information and education on how to avoid, recognize and report instances of exploitation, violence and abuse.

Governmental awareness-raising campaigns against domestic violence do not specifically mention or address women and men with disabilities. It would be important to involve persons with disabilities and their representative organisations in such campaigns preventing and combatting violence and abuse, especially against women and children with disabilities.

Structures and services designed to assist and support victims of violence or abuse do not have special protocols concerning persons with disabilities and general or women and girls with disabilities specifically. In the context of this alternative report no official data and very little reports of personal experiences in this area could be gathered. It was noted by several contributors that the accessibility of women’s shelters and other such services needs to improve.

3 Independent authorities monitoring facilities and programes designed to serve persons with disabilities 

Persons with disabilities are particularly at risk of exploitation, violence or abuse, especially if they do not live autonomously or are highly dependent on assistance. Therefore, the CRPD requires monitoring of all facilities, services and programs that are aimed at persons with disabilities. Monitoring must be carried out by an independent body and include persons with disabilities in the monitoring process.

During the preparation of the alternative report cases of abuse in certain housing and working facilities were uncovered. Persons reported of themselves or others being locked into a cupboard, of beatings, of “bullying”, of the exaggerated use of sedatives (Valium and Risperdal) and even of a rape case.
The major problem concerning monitoring of facilities and services aimed at persons with disabilities, is a structural one:

Facilities and services aimed at persons with disabilities, need State approval and a licence (Act of 8 September 1998), State funding or co-funding needs certain additional requirements to be met. Once licence and funding are approved there is no further monitoring through independent bodies.

The State (the various ministries) checks on finances, administration and hygiene matters. The type of monitoring performed is ill-suited and not thorough enough in cases of suspected human rights violations. In addition, most facilities and services have their own, internal organ charged with monitoring professional conduct and human rights violations. The independence of these internal monitoring bodies is, at best, doubtful. 

In the event of violence or abuse there is the alternative of filing a complaint with the police and possible court proceedings. However for persons with disabilities living in isolation, not provided with alternative means of communications or living with high support needs, this is rarely a real alternative. Furthermore individual complaints with the police do little to prevent violence and abuse. 

Since 2012, the Ministry for Family and Integration has been making efforts to improve the situation, in cooperation with DPOs. Some of the most urgent problems, such as lack of staff and the absence of participative advisory boards have begun to be addressed. Although these efforts are welcomed, further legal, structural solutions need to be found.

We recommend:

50. Ensuring inclusive and accessible prevention strategies and victim support services.

Independent monitoring bodies covering all facilities and all services aimed at persons with disabilities.
3 Article 17 - Protecting the integrity of the person

National legislation and health care practices show much room for improvement. 

A first problem is the current legislation on guardianship. There are no specific provisions concerning consent to medical interventions or treatment, resulting in a legal gap. While the wishes of persons under full legal guardianship regarding medical interventions and treatment might be taken into account, as they are deprived of their full legal capacity, the right to decide legally lies with the guardian.

The State report mentions the Act on patients' rights of 31 July 2014. Persons under guardianship are not given back their right to decide on interventions or treatments. The new Act merely introduces the possibility of a “person of trust” that decides for the person, instead of the guardian. (Articles 12 and 14 of the Act on patients’ rights). 

The current lack of supported decision-making mechanisms (see article 12 - 3.10) leads to the persistence of substitute decision-making mechanisms, even in medical decisions.

Other problems were reported, in situations without legal guardianship or person of trust. Health practitioners sometimes fail to make sure the patient with disabilities has given their full and informed consent.

One example is the experience of a woman with “severe” physical disabilities; a catheter was inserted into her chest, without her having been fully informed about the procedure and its consequences. Her free and informed consent could thus not have been given.

Many problems were reported concerning living and working facilities:

The use of sedatives or anti-psychotics, in sometimes very high doses, is not uncommon. In some cases the drugs had been prescribed by a doctor, in other cases there was no prescription at all.

The parent of a person with disabilities reported that her suspicions their son was being “drugged” at his “protected” workshop were confirmed when she found Valium pill in his wheelchair. They confronted the place where their son worked but its management and personnel took no responsibility.

Another problem is the aforementioned standard administration of hormonal contraceptives in some institutions (see Article 6 - 3.4). In some living facilities, women of a reproductive age are administered contraceptives without their knowledge and / or consent. No data could be gathered and there is no official recognition of this issue.

We recommend:

51. Targeted awareness-raising measures and training for health-care workers on recognition of the legal capacity of persons with disabilities and the mechanisms of supported decision-making. 

52. An independent body in charge of monitoring facilities and care services.

3 Article 18 – Liberty of movement and nationality

For this alternative report, multiple attempts were made (over the course of several months) to get in touch with the state authority OLAI (Luxembourg Reception and Integration Authority), in order to talk to experts and to gather testimonies of refugees and asylum seekers with disabilities. Unfortunately, these attempts remained fruitless.

However, some problems were mentioned by persons who contributed to the alternative report:

· Before asylum is granted, only a minimum of technical aids is guaranteed, time between the request for asylum and the decision on the request is on average 6 months.

· The sanitary situation of some housing structures for refugees and asylum seekers is unacceptable. Especially for persons with disabilities, this can be dangerous and in contradiction with the respect of human dignity.

· There is currently no overview on the accessibility of the structures that receive and house refugees and asylum seekers. An inventory of accessibility is necessary, so that necessary adjustments may be identified.

We recommend:

53. Collecting data and compiling statistics on refugees, asylum seekers and disability.

Evaluating accessibility and sanitary conditions of all services and structures for refugees and asylum seekers.

3 Article 19 - Living independently and being included in the community

To some extent, there is still a “parallel world” for persons with disabilities: Special schools, special training, “sheltered workshops”, specialised living facilities, mostly State funded or co-funded. The State report indicates that only one third of persons with disabilities live in institutions. However, persons with intellectual or psychological disabilities are generally not included in this percentage. Social security and care insurance calculations are still based on the ICD10 (International Classification of Diseases), thus promoting a medical definition of disability.

3 Autonomous Housing

Choice of housing is very limited. The State finances and co-finances living facilities where persons with disabilities sometimes live relatively “cut off” from the community and with little autonomy. There is a lack of procedures, structures and often a lack of political will for transitions to autonomous housing.

Open housing and care structures, allowing for more autonomy, are still too rare and often too expensive, especially for persons with disabilities working in a ‘sheltered workshop’ and thus earning minimum wage.

An adult person with disabilities working in a ‘sheltered workshop’ reportedly had to move back into their parents’ house because they couldn’t afford the monthly “rent and care package” with their salary.

In fact, many persons with disabilities still live with their parents, because there are no better options for them. (There was no data available, but about a third of adults with disabilities interviewed for this report lived with their parents or parent.) Even though the persons in question were grateful for the parental support, life-autonomy often remained limited.

There is a lack of accessible social housing. Rural areas need to be sufficiently covered too.

Numerous problems exist concerning private housing:

· Health insurance covers adjustments and accommodations of private homes (up to a certain amount). However, owners and landlords cannot be forced to allow adjustments. Adjustment clauses in lease contracts are not mandatory and remain rare.

· In private residences with several apartments each owner can veto adjustments of common infrastructures such as entrances,

· To this day there are no mandatory accessibility standards for the construction of new private buildings. A reform and extension of the 2001 Act on Accessibility of Public Buildings has been eagerly awaited for years (see article 9 - 3.7). 

Even with materially accessible housing problems can arise:

In one case, two persons with disabilities wanted to live autonomously, as a couple, in a rental apartment. The employer of both persons, a State co-funded institution running “sheltered workshops”, contacted the owner of the apartment, to advise them against signing the lease contract.

3 Living independently

A) Guardianship

For persons with disabilities under guardianship (especially full guardianship), all major decisions are taken by or with a guardian. The long-awaited reform of guardianship legislation urgently needs to eliminate substitute decision-making and promote assisted decision-making. 

B) Residential facilities 

As mentioned above, few efforts have been made to deinstitutionalize the areas of housing and living of persons with disabilities. In the absence of a generalized personal assistance system and an appropriate care at home system for persons with severe physical disabilities, it is not surprising that more than a third of persons with disabilities live in specialized facilities or nursing homes (see State report, article 19 - 3.17). Given the lack of appropriate programs and support services for living independently in the community, many interviewees viewed living in a specialized facility as their only option. These persons report having little autonomy as to how to live their life, or even, organize their day: Sleeping schedules, “feeding” schedules, choice of food, leisure activities, much is planned ahead with very little room for flexibility and personal preferences. Persons with disabilities, their relatives and persons working within such institutions suggested that this might also be linked to a lack of staff in many facilities.

An adult person (living in a specialized nursing home reported of their experiences: The person in question needs assistance for all acts of daily life and thus relies nursing home staff for these acts, which include getting from or into their wheelchair, dressing, eating, washing. The person reported staff being continuously pressed for time. 5 days a week, the person is ‘put to bed’ at 19 o’clock. 2 nights a week bedtime is set at 21 o'clock. Accompaniment to social or cultural outings, such as going to a concert, has to be requested weeks or even months in advance. Accompaniment by staff is not guaranteed as staff can deny requests. When it comes to food, time and options are limited. There are supposed to be 3 different dishes to choose from, but this is not always put into practice. Ordering food from outside is possible but complicated, since the person in question needs assistance with eating, and assistance is only available during a brief period of time per meal. The person added that there are no community rooms open to residents for socializing which can result in isolation of residents.

C) Personalized care and personal assistance

Unfortunately too many persons with disabilities (who are not under guardianship and / or do not live in nursing homes or other institutions) enjoy very little life-autonomy, especially persons with high support needs.

At present, care and assistance acts need to be selected from a catalogue (from recognized care and assistance service providers) based on an assessment made by long-term care insurance (Assurance Dépendance). The allocated “budget” is established in minutes and hours due in services (maximum 56.5 hours per week). The legal maximum is insufficient in many cases. Persons with severe disabilities may need 24-hour support, assistance and care (168 hours per week). In some cases, it is not as much a question of living independently as of survival. 

In 2016, a project for a reform of the Long-term Care Insurance system was presented. Many persons who will be affected by changes in the system fear a deterioration of the present situation. Legislation does not mention disability, nor the CRPD, and the reform does at present not plan to correct this. The reform will also replace the personalized assessments with 15 categories, which could lead to further depersonalization of services. The maximum amount of 56,5 hours per week is to remain the same.

Persons with disabilities wanting to live independently and included in the community, often need assistance that goes beyond care. For years DPOs and individuals have suggested, or even insisted how beneficial an extension of “personal assistance” would be for the autonomy and quality of life of persons with disabilities. A personalized budget, that allows persons with disabilities which qualify for such assistance to choose and train their helper(s) or assistant(s) for various tasks of everyday life, could greatly promote living independently and inclusion in the community.

A typical example shows the need for a personal assistance: 

If a person in a wheelchair wants to go out at night, careful planning and time are of the essence: The special transport service (ADAPTO) only operates until 10pm (until midnight on Fridays and Saturdays). State-approved nursing and care networks only operate until 10pm. If the person needs assistance to get into bed, everything needs to be thoroughly planned and work according to planned. As result of this lack of flexibility, nights are sometimes spent in the wheelchair, waiting for the employees of the care network to start their morning rounds.
We recommend:

54. Developing and implementing an effective de-institutionalization and community-based living strategy with clear time frames and benchmarks, in consultation with organizations of persons with disabilities.

55. Establishing a framework providing for legal entitlement to personal assistance services to enable persons with disabilities to live independently in the community.

3 Article 20 - Personal mobility

3 Transportation

A) Public transportation 

Material accessibility and accessible information are not guaranteed for all means of public transportations. The city of Luxembourg has put a lot of effort into reducing material barriers and increasing awareness through campaigns. These efforts should be continued and picked up nationally, as many improvements can still be made.

Buses driving within the capital and its surroundings are almost all accessible now. Outside the capital, however, buses remain inaccessible to persons in wheelchairs or with reduced mobility.

When acquiring new transportation material, accessibility must become a priority. In the context of a new tram project an expert group for accessibility, consisting mainly of persons with various disabilities (MEGA), was consulted. Unfortunately, certain security concerns were not sufficiently considered, leaving some members of the group disillusioned and disappointed.

There is a lot of room for improvement concerning transportation by train. Consistent application of the two-sense principle for information regarding trains and physical accessibility of trains and train stations are paramount. The company handling the national railway network has an accessibility plan ending in 2022, according to which some national train stations will only be made accessible to persons with reduced mobility in 6 years. Given that the State owns 94% of the shares of the company in question, one could hope that the process might be accelerated a little, or that at least temporary solutions could be found. 

B) Special transportation

For some, special transportation means are the only option. Various private transportation companies offer a subsidized bus on request service (ADAPTO). Several problems have been reported by persons with disabilities and their relatives: long waiting period for a membership, the limited number of rides per month (15), the price (8€), limited operating times, a lack of assistance on the bus and between the bus and the user’s home. It was suggested by DPOs that efficiency and user experience could be improved through centralizing organisation of the service. 

3 Access to mobility aids 

A branch of social security covers the costs of buying or renting mobility aids. The organisation SMA (Service Moyens Accessoires) has the monopoly on distributing state-funded equipment and devices. Many persons with disabilities and DPO representatives reported problems experienced by users of the service, most importantly delays. Especially repairs and replacements often come with long waiting periods. Some persons reported waiting several weeks for a new wheelchair wheel. Even small repairs, like patching up a wheel, often take too long. Adequate transition alternatives resources are not always available.

Problems in how employees of the service dealt with users were also reported. Management of SMA wishes it could offer employees further training on how to deal with persons with disabilities. 

The service also admits to a lack of qualified and specialized technicians, which it struggles to remedy. 

Another issue is the absence of a night watch or weekend watch for mobility aids or other assistance material. Currently there is only a night watch for interventions on respiratory aids. 

All of the above is linked to a lack in funds and personnel.

3 Mobility Training

The profession of “mobility trainer” or “mobility coach” needs to be officially recognized and promoted.

We recommend:

56. Further measures for improved accessibility of all public transportation.

57. Improvement of the special transportation services (especially Adapto).

58. An assessment of the current technical and mobility aids distribution system, in order to identify problems and possibilities for improvement.

59. Recognition and promotion of the profession “mobility coach / mobility trainer”.
3 Article 21 – Freedom of expression and opinion, and access to information

The complexity of the language situation in Luxembourg (official languages: French, German, Luxembourgish) leads to many barriers, regarding communication and access to information, especially for persons with disabilities.

German is the first language taught in regular schools in Luxembourg, while French is the second. Laws are in French. Administrations and the judiciary officially use French and German. (In practice, however, French is widely predominant here.) Persons with intellectual disabilities, deaf or hearing impaired persons, and persons with disabilities attending special schools predominantly use Luxembourgish or German as first and only language, which leaves them at a great disadvantage in daily life. 

3 Information

Deaf or hearing impaired persons are trained in German sign language when receiving their education in Luxembourg. Persons with intellectual disabilities are generally not taught French in school. Most official websites are exclusively in French (see list in Appendix 4.3).

Pamphlets and brochures addressed to the general public, are still too often not in French and German.
“Easy to Read” or Plain Language reduces further barriers, especially for persons with intellectual disabilities. In 2008, an Office for Plain Language (KLARO) was created with financial help from the State. KLARO promotes Plain Language through various activities and also translates important documents into German Plain Language. However, KLARO remains a single-manned office in 2016, and can as such impossibly cover the high demand. 

There are no rules as to who needs to receive Plain Language training offered by KLARO.

Furthermore there is no national office for French Plain Language. Persons with disabilities of French, Portuguese or Italian origin are thus especially disadvantaged. 

Online accessibility is not guaranteed for official Websites. Guidelines and norms are contained with a reference work called RENOW. Compliance is not mandatory and there is no independent body monitoring compliance, which results in many official websites not complying with said norms. Compliance with the WAI-ARIA Standard, for both html coding and PDF’s needs to be assured. As an example, blind persons or visually impaired persons were not able to access the content of political programs prior to elections. Plain Language or ‘Easy to Read’ is rarely used online, on public and private Websites alike.

3 Interactions with authorities

In dealing with authorities, many barriers are faced;

· There is no use of Braille.

· The State report mentions the sign language interpreter employed by the Ministry for Family and Integration (Focal point of implementation of the CRPD), which can be made available to authorities as well as DPOs or the general public. However, to this day there is only one interpreter employed by the State, and barely a handful of interpreters throughout the country. Interpreters from neighbour State Germany can, under certain conditions, be hired for important occasions. In general the needs of the deaf community for official interactions without barriers are not met. 

· There is a wide lack of awareness regarding language barriers and Plain Language. Persons with intellectual disabilities are often faced with completely inaccessible French when interacting with authorities. The law allows for a choice between French and German. In reality, this principle of choice is rarely applied. Persons with disabilities reported authorities routinely using French in correspondences, even when explicitly informed about the persons’ disabilities and resulting difficulties with understanding French.

This also applies to interactions (in writing) with the judiciary. 

A judge allegedly said that there was no discrimination of any kind since even persons without disabilities seldom understood the difficult French used.

3 Encouraging Private entities

The drafters of this report are not aware of any measures to urge private entities to offer accessible information and services, including accessible websites. 

3 Mass Media

To this day mass media is not encouraged to make their services accessible.

Missing audio description for movies shown in movie theatres are but one example. Legislation concerning State support to the movie industry does not include an accessibility criteria for funding. A new law (22 September 2014) missed the opportunity to follow the German example in this matter.

3 Sign language

Sign language is still not officially recognized, although the 2011 action planned set a deadline for 2013. Training for sign language interpreters needs to be promoted in order to remedy the great shortage of interpreters. As mentioned before, at the drafting of this report the State employed one German sign language interpreter.

For the drafting of this report, several meetings were organized for DPOs and persons with disabilities. Deaf or hard of hearing persons could not attend said meetings because no sign language interpreter was available.

Furthermore, there are no services for French sign language interpretation.

Persons of Italian, French, Belgian or Portuguese origin add to around 30% of total population. (Source: STATEC) Some deaf or hearing impaired persons thus use French sign language or learn it abroad in specialized schools. Given that even DPOs use German sign Language, these persons have a particular disadvantage.

The State report mentions a project for more sign language in television programs. The deaf community hopes to see said project unfold soon.
We recommend:

60. Measures to assure that multilingualism is respected in all public information, both in digital and printed forms. 

61. Increased promotion of “Easy to Read” or Plain Language, also respecting multilingualism. 

62. Improved accessibility of public websites. 

63. Eliminating existing barriers in dealing with authorities. 

64. Measures to increase regard for accessibility of information by mass media and private legal entities. 

65. The recognition and promotion of sign language and deaf culture.

3 Article 22 - Respect for privacy

3 Respect for privacy

Persons with high support needs or persons living in specialized institutions encounter countless interferences with their privacy, some unavoidable. However, interferences have to be kept to a minimum and arbitrary and unlawful interferences must be avoided completely. In many facilities, doors can not be locked by the residents. Staff can come in unannounced at any time. In addition, single rooms are not the rule. As the State report indicates, facilities establish their own rules regarding the respect of privacy, which means that rules vary from facility to facility and are not legally binding.

Affected individuals complained about a resulting lack of privacy. An example, cited by some, was the almost automatic accompaniment by staff of residential facilities to health practitioner consultation rooms. This practice can make persons with disabilities uncomfortable, especially if it is done against their wishes.
3 Protection of personal data

Current legislation protects personal data (Law of 2 August 2002), without specific provisions for persons with disabilities.

Persons with disabilities under guardianship, or other protective measures, enjoy very little protection of their personal date. Judges, guardians and in some cases living or working facilities can access personal, health or rehabilitation data.

The law prohibits doctors from sharing health data with third parties without patient consent. (Code Penal, Article 458). Nevertheless, confidentiality of health data is not guaranteed in practice. Reports of violations of the prohibition included the report of a person with disabilities working in a “sheltered workshop”. The person explicitly asked their doctor not to share their medical file with the employer. Said doctor disregarded the law and the person’s legitimate demand on several occasions by sharing information about the person’s health with the employer. As in other cases, this unlawful disrespect of privacy had no consequences for doctor or employer.

Another problem is a lack of transparency regarding the communication of health data to the Ministry of Transport. By law, doctors are obliged to report the diagnosis of neurological diseases such as Parkinson. In some cases, police officers show up at the affected person’s private residence to collect the person’s driving license. Persons affected by such diseases need to be informed of consequences of a diagnosis, regarding their health data and their rights.

We recommend:

66. Statutory rules for the protection of the privacy of persons with disabilities who live in facilities and / or have a high need for care and / or assistance.

67. Measures to improve the protection of personal data, in particular increased sanctions for disregard of the confidentiality of medical data.

3 Article 23 – Respect for home and the family 

The topics partnership, intimacy, and parenthood were unfortunately left out by the 2011 Action Plan, to the regret of many stakeholders. Consequently, there are is little to no data available on these subjects.

3 Marriage, family, parenthood and relationships

A) Marriage

Persons under full guardianship (tutelle) need permission from a family council (conseil de famille) or from both parents if they want to get married. Persons under partial guardianship (curatelle) need permission from their guardian or from the guardianship judge assigned to their file.

B) Parenthood

As mentioned before, some facilities are still administering hormonal contraceptives to women with intellectual disbilities, often without their knowledge and / or consent. (see Article 6 - 3.4). This is a violation of their right to decide about their body and possible parenthood. 

Accessible information and training on the topics of sexuality and parenthood are currently very limited. Persons with disabilities who attended special schools and / or live in residential facilities (especially institutions with a religious background) are usually little or not at all informed on these topics. 

3 Guardianship, trusteeship, adoption of children or similar legal institutions

Unfortunately, no information or reports of personal experiences could be gathered regarding these matters.

3 Children’s equal rights with respect to family life

Abandoning a child (with or without disabilities) is of course punishable by law. Sending children off to specialized institutions or private facilities is however not prohibited and still happens frequently. Often the parents have no choice but to send their child to a specialized school or care facility abroad. For certain disabilities or illnesses the necessary structures are missing in Luxembourg which can result in a separation of child from its family.
There is also a lack of assisted living options and support to live in the community for families where parents and/or children have disabilities. A person with severe physical disabilities living in a residential facility spoke about their difficulties to fulfil their role as a parent, as the children are not allowed to live at the facility and as there are no other options that would permit the necessary help and support being provided. At present, it is thus impossible for this person to live with their children.
3 Judicial separation of child and parent

Judges who separate a child from their parents do not need to motivate their decision individually. Thus, it is difficult to verify whether the separation was really necessary. Several cases have been reported in which a child was prematurely separated from the parents. 

A specialized lawyer also reported that children and adolescents were sent to a youth psychiatry by court order without prior psychological assessment. A specialized prosecutor for children and youth might improve the situation. Especially children or parents who have difficulties to express themselves because of a disability need support here. 

Furthermore, more accessible support structures to ensure that children with disabilities can live in the community are needed. 

Another problem is the absence of visitation rights for parents of persons with disabilities under guardianship. Since by law only one person can be appointed guardian, at least one parent legally loses their right to see their adult child, which can result in difficulties in case of separations or divorces.

3 Family-like environment for children separated from their parents

Unfortunately, very little information was gathered on this topic. However, one lawyer reported a case in which authorities separated a child from its single parent and placed it with a foster family, without inquiring if the second parent could take care of the child or even informing them beforehand. The second parent then had to fight in court for several years in order to gain custody of the child.

We recommend:

68. Measures to initiate public and social reflection on the topics partnerships, marriage, parenthood and disability.

69. Collecting data and establishing statistics on topics mentioned above.

70. More accessible information and training on these topics. 

71. Finding assisted living and support solutions that enable persons with disabilities to exercise their right to a family life.

3 Article 24 – Education

3 Inclusion

The current school system consists of regular schools (public and private) and special schools. The law provides for all children to attend regular schools (or private schools) for “as long as possible”, a standard which is, in itself, not inclusive enough but is furthermore insufficiently applied. As long as parallel education structures for children with disabilities exist and are being promoted, the goal of a fully inclusive school system as set by the CRPD will not be reached. Contributing DPOs and affected individuals expressed mixed views on the existence of special schools: while very few called for an immediate and absolute switch to a “mainstream schools only” policy, most contributors agreed that the current school system needs to speed up its transition to a more inclusive model of quality education. Several contributors reported positive experiences of special schools and shared their view that attending mainstream schools must become a right but not an obligation.
During the school year 2015-2016, 1718 children and young persons with disabilities attended school. Of these, 764 were attending regular schools, 954 attended special schools (total of school-goers: approximately 87.000).

The “inclusion percentage” drops from education level to education level. During the school year 2013-2014, only 4.74% of all pupils with disabilities went to regular secondary schools. (Source: Education Différienciée) During the academic year 2015-2016, only 0,85% of students the University of Luxembourg were students with disabilities requesting assistance or accommodations. (Source: University of Luxembourg Advisor for Students with Specific Needs)
It is difficult to get exact numbers, as there is an undefined number of children attending special schools abroad. There is even a convention (not mentioned by the State report) between the Ministry of Education and neighbouring country Belgium on covering the costs of schooling numerous Luxembourgish children attending specialized schools in Belgium. 
Various Commissions assess whether a child can continue to attend regular school. 

What kind of school the child attends is by law ultimately the parents’ decision, and this decision needs to be respected. As returns from special schools to regular school are very rare, parents should be adequately informed about all possibilities and options before making any decision on their child’s further education. 

Parents reported being “persuaded” to send their child to a special school, with arguments such as “your child will do better among other children like him / her”, “your child needs more support than can be provided in a regular school setting”, “after attending a special school your child will be able to work in a sheltered workshop”. Other parents reported more hostile behaviour; in one specific case, the parents were told by a regular school teacher that the parents of classmates were against the further inclusion of the child in question, although this was later revealed to be untrue.
Furthermore, physical accessibility of school buildings is not guaranteed, especially in private schools (see Article 9 - 3.7). In addition, reasonable accommodations of learning and examining conditions are regulated only in secondary schools (“CAR", Commission des aménagements raisonables). These issues demand further measures, in order to facilitate inclusion.

3 Necessary support

Children with disabilities attending regular schools are assisted by multi-professional teams (“EMP”, équipe multi-professionnelle). These EMPs are distributed throughout the country: one team in each of the 17 districts (arrondissements). 

Although the quality of the support given is mostly satisfactory, the quantity is rarely sufficient. Due to organisational problems and a lack of staff, there is an insufficient number of hours of assistance in many districts. As stated by the State report (paragraph 284), the average of hours per child 7,06 hours in 2012-2013 (3874 hours for 549 children with disabilities attending regular schools). Some children receive special assistance or support for only 2 hours per week. In one case, a child with autism could only attend school half-time because the EMP in question didn’t have more hours at its disposal.

Parents and experts pointed out another problem; The EMPs operate largely under the leadership of the “EDIFF”, the special school system. The CRPD goal of full inclusion calls for an integration of the supporting personnel into the teaching staff of the regular school. 
Some persons with disabilities, such as those with autism, require much more assistance and support than is currently offered. Teaching staff is not always prepared for individual children with disabilities and the EMPs struggle with an insufficient amount of hours. The Association of Parents of Autistic Persons (APPAAL) therefore proposes an alternative; A state-paid assistance for school life (Assistance de Vie Scolaire, “AVS”). There have been cases where children with disabilities were successfully assisted in attending regular school by an individual who was not a teacher or a member of an EMP. In these cases the parents themselves had to cover the costs, but were very satisfied with the result. Flexibility would have to be introduced as to the qualifications required, as each child is different when it comes to assistance needs. AVS and EMP need not be mutually exclusive but should complement each other in the interest of the child.
In general, cooperation between teaching staff, EMPs and parents needs to be improved. Parents of children with disabilities reported not being sufficiently involved in the education of their child.

3 Teaching staff

There are almost no persons with disabilities amidst teaching staff, which is not surprising given the very small percentage of students with disabilities reaching tertiary education. Training on disability awareness and teaching techniques necessary for inclusion is not a mandatory part of initial training for teachers. The State report mentions courses offered after initial training and how many persons voluntarily attended them, but fails to indicate what these numbers represent compared to the total number of teaching personnel and EMP members.

3 Tertiary education in Luxembourg

Legislation concerning the University of Luxembourg (uni.lu) does not mention disability (Act of 2003). Uni.lu has an advisor for students with disabilities, who confirmed that only 0.85% of students at Uni.lu were persons with disabilities in 2015-2016. 

The 3 locations of the University need improvement in terms of accessibility. Ironically, the new location “Esch-Belval” is the least accessible one: heavy doors that do not open automatically, elevators without audio signals and Braille, missing guidelines from the train station to the university building. It was revealed that the National competence centre for accessibility of buildings (ADAPTH) was only consulted after the construction started.
Reasonable accommodations for students with disabilities are not officially regulated and thus need to be individually requested by the student and approved by the professor. Although accommodations are mostly approved, this is not guaranteed since the approval completely depends on the professor in question.
We recommend:

The adoption of all legal and other measures necessary to ensure the right to inclusive quality education to persons with disabilities, especially children with disabilities, in mainstream schools within their communities, and the allocation of adequate resources necessary for implementation of such measures, which should include:

72. Measures to ensure that parents of children with disabilities receive sufficient information on all education options, and that their choices as well as the preferences of their children are respected.

73. Mandatory pre-and in-service training of teachers and other education personnel on inclusive education.

74. Integration of assisting staff (EMPs) into regular school teaching personnel.

75. Recognition and promotion of an Assistance in school life (AVS).

76. A legally regulated procedure for reasonable accommodations in primary and tertiary education.

77. Measures for guaranteed accessibility of all education infrastructures.

3 Article 25 – Health

3 Person of trust 

Persons with full legal capacity can choose a person of trust for medical decisions (Patient Rights Act of 2014, Article 12). The person of trust makes medical decisions when the choosing person is placed under guardianship (which is in itself not compliant with the CRPD) or is no longer able to make medical decisions themselves (because they’re in a coma for example). In the context of guardianship this could be a preferable solution to the guardian taking medical decisions, especially since guardian and ”protected person” are not necessarily personally close. The person of trust knows the patient personally and has been chosen by them. Unfortunately, the concept of a person of trust remains little known by the general public and health practitioners (Source: Médiateur Santé). Furthermore, given that the “person of trust” model is currently a substitute decision-making one, efforts have to be made to transform the current system based on a supported decision-making model. 
3 Patient Rights

Except for legislation on guardianship, national legislation is compliant with the CRPD. Interventions or treatments can only take place with the patient’s enlightened consent. However, several persons with disabilities reported violations of patient right occurring in practice.

A person with physical disabilities reported that a serious medical intervention (the insertion of a catheter into the chest) was performed without them having been properly informed. Their informed consent could thus not have been given.

Other patients reported cases where doctors refused:

· To issue patient files

· To seek a second medical opinion

· To allow the patient to transfer to another doctor.
3 Patient handling

There is a lack of adequate training and awareness among health practitioners dealing with persons with disabilities, both in hospitals and in many private practices. Lack of personnel and overcrowded emergency rooms and hospitals can lead to dramatic situations, especially for persons with disabilities. Relatives of persons with mental or psychological disabilities reported a lack of specialized care-givers in hospitals, which sometimes made it impossible for them to leave their relative with disabilities’ side.

A person with psychosocial disabilities was allegedly left on a bed in the emergency room for 24 hours before they were treated for a broken bone. A distraught family member of the concerned person reported.

3 Accessibility and adequate care

Adequate treatment requires good communication. The “mediation office for the health sector” (médiateur santé) confirmed that there is no oversight as to which languages are ​​spoken in hospitals and medical practices. 

Persons with disabilities reported situations in which they could not properly communicate with health personnel, because the latter only spoke French, a language the patients didn’t master.
For certain persons with disabilities it can be very difficult to find a general health practitioner, gynecologist, dentist, or optometrist, who has adapted material and works in an accessible location. There is no oversight on accessibility and adapted material and information at hand is often not reliable. Standard dentist chairs are for example problematic for persons with severe physical disabilities.

A paralyzed person reported of their experience with a dentist who insisted on treating the patient on the dentist chair. As a result, the concerned person ended up lying partly in their wheelchair, partly on the dentist chair and partly on the ground. The doctor had been recommended as ‘accessible’ by a non-disabled employee of a ‘sheltered workshop’.
DPOs reported that there is a general lack of adapted and accessible structures and specialists. This might be linked to the size of the country. Nevertheless, it should be possible for persons with disabilities to receive standard medical treatment within their country. 

Adequate first response for stroke patients is for example not always guaranteed, a lack that sometimes results in more severe long-term disabilities, reported the national stroke victims’ organisation. A permanent stroke unit, in one or more hospitals, could improve this. 

Parents of children with epilepsy reported waiting for several months for an initial appointment and each additional visit with a child neurologist.

Persons with disabilities with high support needs need an adapted structure with specialized personnel for health care related to their disability and / or illness. Such a structure could also include a specialized dentist, a specialized optometrist, a specialized gynecologist, and so on, regularly being available. DPOs advocating the rights of persons with severe physical disabilities and chronic illnesses call for a comprehensive care center.
We recommend:

78. Transforming substitute decision-making such as guardianship or “person of trust” into supported decision making for medical decisions.

79. Mandatory training health personnel on the human rights model of disability, including on the right to free and informed consent.

80. Adopting adequate measures to ensure compliance with patient rights, especially the rights of patients with disabilities.

81. Ensuring the accessibility of health-care facilities and equipment, to ensure that all such facilities and equipment are accessible to persons with disabilities, regardless of their impairments.

82. Creating a user-friendly, accessible health sector directory which reflects the current situation of accessibility and languages used.

83. Considering the possibility of a comprehensive care centre for persons with severe physical disabilities and persons in a chronically critical state.

3 Article 26 - Habilitation and Rehabilitation

Habilitation and Rehabilitation should aim for the highest levels of quality of life and personal autonomy.

3 Habilitation of children

Habilitation of persons with disabilities needs to start as soon as possible. Physical habilitation of children with multiple disabilities needs to be an important part of their education. In this context, the potential of conductive education needs to be recognized.

3 Rehabilitation

At the national centre for rehabilition (“Rehazenter”) physical rehabilitation of patients was reported to work well. However, the psycho-social aspects of rehabilitation and the social setting of the center in general need to be improved. Especially young patients complained of loneliness and lack of a social life. Several individuals and DPOs mentioned one specific example: a very young person (14/15 years) was left almost completely paralyzed after a road accident and remained at the Rehazenter for over 6 years, due to a lack other options. Despite the young person being of an age where education is compulsory, no measures were taken by the State to ensure education. Contact with persons of a similar age was very rare, as the majority of other patients were elderly persons, admitted for short stays.
In addition, former patients reported language barriers being an issue. Most doctors and rehabilitation experts working at the Rehazenter only speak French (The Rehazenter was contacted multiple times in order obtain exact numbers). Many patients speak very little or no French. Doctors need to be encouraged to take language courses and language courses should be offered (Luxembourgish, German, Portuguese, English), to facilitate communication with the patient.
Another problem is the maximum duration of stationary treatment at the Rehazenter. As an example, persons who have suffered a stroke get to stay at the center for a maximum of 1.5 years. For many patients, this time limit is not sufficient for their rehabilitation. 

After the initial period of stationary treatment, patients are usually sent home. If staying at home is no longer possible, retirement or nursing homes are sometimes the only option (Source: Blëtz a.s.b.l.). It could be considered to open a centre where brain stroke patients or brain traumas could receive stationary treatment for an additional period of time. Exact data on the number of brain strokes in Luxembourg was not available. A DPO for stroke patients (Blëtz a.s.b.l.) and a specialized doctor reported that there about 4 strokes day. The demand for a national centre for full rehabilitation of such patients is thus great.
We recommend:

84. The promotion of all options for the habilitation of persons born with disabilities. 

85. Measures for improved psycho-social habilitation and rehabilitation. 

86. Measures to introduce care and housing options for persons needing an extended rehabilitation period.

3 Article 27 - Work and employment

3 Status “salarié handicapé”

Persons with disabilities with a work capacity reduction of at least 30% can apply for a special legal status (“salarié handicapé”), The special status allows for State (participation in salaries and material adaptations of workplaces. It also grants access to sheltered workshops. 

The status is managed by the SSH (Service des salariés handicapés) of the ADEM (Agence pour le développement de l'emploi). Several problems were reported concerning the procedure for obtaining the status: complications, long waiting periods and sometimes a lack of understanding from the authority in question. (“We want fewer requests / applications”, or “the people who apply often take us for fools” are allegedly statements from employees of said service.) 

Other problems were reported concerning the status itself.

1) State participation in salaries is by no means guaranteed. State participation only occurs once reduction in work capacity (for the specific occupation in question) reaches a threshold of 40%. This threshold is considered too high by trade union representatives and DPOs.

If, for example, reduction in work capacity is estimated at 35%, the employer has to pay 100% of the salary. The percentage is calculated once the person with the status “salarié handicapé” is hired, which represents an uncertainty causing many employers to hesitate hiring persons having the special status. The Department for employees with disabilities and reduced working capacity of the Trade Union OGBL recommends automatically paying at least 40% of the salary for a certain period of time (2 or 3 years). This would give persons with the special status time to settle in and prove themselves to the employer, while it would also give employers more incentive to hire such employees.
2) Costs for adaptations of the workplace or environment are technically covered by the State. Complexity and duration of procedures (often over 2 years) however deter employers from advancing funds for the costs.

3 Integration into regular labour market

In 2016 nearly 4000 “employees with disabilities” (special status) had a remunerated occupation. But around 1245 (32%) persons with disabilities worked in “sheltered workshops” and can thus not be considered as integrated into the regular labour market. Further efforts have to be made to reach the goal of an inclusive and unique labour market, without any segregation.

Another 31% worked in the public sector. (Source: ADEM / L'essentiel) It is commendable that the government and municipalities make efforts to employ persons with disabilities. However, the statutory quota of 5% still needs to be reached. In addition, meaningful occupation, true integration and, when necessary, chaperonage, must be assured. Furthermore, an essential step for more employment of persons with disabilities would be making all public buildings and buildings open to the public accessible. 

The figures above show that too little “employees with disabilities” are employed within the private sector. The statutory quotas of 4% to 2% for private employer are rarely applied. Legal penalties for not complying with quotas are scarcely applied, as there is no designated body in charge of monitoring and sanctioning non-compliance.

In cases of suspected discrimination, victims can turn to the CET (Centre pour l’Egalité de Traitement). Since non-compliance with the quota is so widespread, affected persons reported feeling powerless. The fight against discrimination needs improved instruments (see Article 5 - 3.3). Additionally, workplace bullying and unfair treatment need more prevention and monitoring.

3 Apprenticeship and internship placements

There is a lack of training and internship opportunities for persons with disabilities in the regular labour market. Apprentices with disabilities cannot apply for a special status. A status similar to the status “employee with disabilities” could help young persons with disabilities in finding an apprenticeship.

Concerning “sheltered workshops” problems were reported concerning “evaluation or probationary periods” (stages d'évaluation), which were in some cases drawn out for years. The persons in question received no salary during this period. There is an urgent need for a statutory maximum duration of (unpaid) probationary periods.

3 Awareness of employers

Many prejudices about disabilities are still widespread amongst employers and the general public. (see Article 8 - 3.6). Awareness needs to be increased through campaigns on disabilities and employment and targeted measures aimed at employers. 

3 Job Coaching

The best way to do away with prejudices is to give persons with disabilities an opportunity to enter the regular labour market, with the support necessary for their success. The services provided by the SSH are at present not sufficient concerning this necessary support. The offer for job coaching urgently needs to be expanded, as there is a great shortage. Currently, the profession ‘job coach’ is not officially recognized, let alone promoted. It seems that there are currently barely a handful of active job coaches in the country. Job coaching is perceived by many affected persons, parents of affected persons and experts as the best solution. An example is the job coaching services of ATP (an organisation for persons with mental and psychological disabilities). The State report mentions this private initiative, but leaves out the fact that said service’s multiple requests for State funding remained fruitless. Although first results showed the success of the service in several cases, the service ceased to exist at the beginning of 2016, as funding by the European Solidarity Fund ended.

3 Sheltered workshops

The State report assures that integration into the regular labour market is the rule. Only when this is not possible, “sheltered workshops” are supposed to be a temporary option. According to the law “sheltered workshops” have to prepare their employees for transitioning to the regular labour market. Employees’ individual skills and talents have to be identified and nurtured. In cases where transition is not possible, employees have a right to meaningful employment and professional fulfilment. 

Interviews with DPOs and individuals employed by such workshops expressed mixed views on the existence of “sheltered workshops”. Some interviewees reported very positive personal experiences (of empowerment and of more autonomy) and were against the closing down of such facilities as proscribed by article 27. However, other persons working in such “sheltered workshops” reported personal experiences of structures and practices clearly contradicting CRPD principles. Most workshops are currently overcrowded. In some cases neither skills nor preferences of the employee were taken into consideration before the assignment to a specific workshop or task. All “sheltered workshops” employees with disabilities earn minimum wages. There are no careers within the workshops for workers with disabilities, nor are there any opportunities for further education for them. This means there are no prospects of more responsibilities or salary increases within the workshops. Transitions to the regular labour market remained a myth to most persons interviewed. As a result, disabled employees of such workshops have no chance of improving their standard of living through employment (see Article 28 - 3.26). Internships outside of the workshops are rare, which is also due to reluctance from employers. While many employees with disabilities are content with working within a “sheltered workshop”, it remains for too many a “frustrating final solution”.

A person with disabilities, with limited mobility and allergies, was assigned to the gardening section of a “sheltered workshop” institution. Previous training and personal preferences were not taken into account. Transfer to other sections was and remains impossible, according to her employer.

The parent of a person with disabilities reported a further violation of the law and of the CRPD by an institution running “sheltered workshops”: After the person in question completed training in a “sheltered workshop”, a labour contract was drawn up by the workshop, and was allegedly signed by employer and employee. The authors of this alternative report were shown a copy of said contract and the alleged signature of the employee with disabilities. Since the person in question can neither read nor write, it appears that the “sheltered workshop” management forged the signature of its “employee”.

We recommend: 


87. Additional and more effective measures for transitioning from a partially segregated to an inclusive labour market.

88. Reducing the 40% reduction of work capacity threshold for State participation in salaries of “employees with disabilities” and considering standard temporary participation, not linked to specific percentages.

89. Equipping CET and DPOs with better legal instruments for the fight against discrimination in the area of employment.

90. More measures for transitions to and inclusion in the regular labour market. 

91. More awareness-raising campaigns and measures targeting employers.

92. Officially recognizing and promoting the profession “job coach”.

93. Measures to generate more professional training and retraining opportunities for persons with disabilities.

94. An independent monitoring structure for “sheltered workshops”, to prevent illegal practices and assure that integration into the regular labour market truly becomes a priority.

3 Article 28 - Adequate standard of living and social protection

Persons with disabilities receive financial support. Health expenses and housing adaptations are mostly financed by the State/social security organs. Persons with disabilities not able to work may receive benefits.

Further efforts have to be made to promote individual autonomy through financial support or other services. Many persons with disabilities and their families would prefer a budget for personal assistance and personalized care to established (and often impersonal) care networks.
Notwithstanding State support, many persons with disabilities live just above, or on, or under the poverty line. (This statement was deduced from the number of persons with disabilities earning minimum wage and reports of persons with disabilities and DPOs. Unfortunately, no specific data was available.) Limited education and training paths, a parallel world of “sheltered workshops” (earning minimum wages) and high housing costs result for many in a life lived in deprivation. 

Poverty among seniors with disabilities also needs to be addressed. Reclassification of workers with disabilities needs to be preceded by clear information that, although the salary remains the same thanks to State participation, pensions will be reduced proportionally. Persons, who, as an example, have a chronic disability such as Parkinson, would not have immediately agreed to be reclassified, had they known the impact on their pension.
The testimony of a person with disabilities (under full guardianship) working in a “sheltered workshop” and living in an assisted living facility proved to be a typical case in further interviews. 

The person in question earned minimum wage at the “sheltered workshop” and a monthly “rent an care package” was deduced from the salary by the assisted living facility. In compliance with the law, the person’s finances were fully governed by their guardian, a lawyer. For years, the person received a weekly “allowance” of 50€, to cover food and living expenses. As comparison: a ride with the special transport service costs 8 €. The person in question explained that they would often not eat for a day to be able have a social outing.
We recommend:

95. Collecting data and establishing statistics on poverty and disability in Luxembourg

96. Further supporting education, apprenticeships, internships and regular labour market employment for persons with disabilities.

3 Article 29 - Participation in political and public life

3 Right to Vote for All

At the beginning of 2014, the State Report promised speedy introduction of the “Right to Vote for All”. At drafting of this alternative report, the disability community was still waiting for measures introducing such a right.

Persons under guardianship still automatically lose their right to vote and to be elected. Persons with disabilities who agreed with being placed under guardianship were seldom informed of these consequences. A reform of legislation governing guardianship has been promised several times since 2011.

3 Election Programs

Election programs are not accessible to many persons with disabilities. Visually impaired citizens need information in an accessible PDF format (see article 9 - 3.7). 

Linguistically, election programs are difficult to access, versions in Plain Language or at least simplified language are not available. Persons with intellectual disabilities are thus not able to cast an informed vote without assistance. 

3 Ballots

Ballots themselves are not accessible to everyone. Blind persons legally have the right to be accompanied by a person of their choice when casting their vote (Article 79 of the electoral law of 18 February 2003). This however violates their right to voting secrecy (Article 82 of the electoral law of 18 February 2003), a right which all other citizens enjoy. Moreover, it is not guaranteed that the accompanying person respects the blind voter’s choice. Appropriate voting devices need to be made available.

Furthermore, persons with intellectual disabilities having difficulties with reading, or illiterates in general, would benefit from a simplification of the current ballot format.

3 Public Petitions

In Luxembourg, active participation in politics by citizens is actively promoted, as demonstrates the introduction of online petitions, in 2014. Upon reaching a certain amount of signatures (4500) petitions lead to a public debate in Parliament. Unfortunately, the online petition system is not accessible to all citizens: The website in question is available in French only, thus disadvantaging persons using German sign language or persons with intellectual disabilities speaking little or no French. Blind persons are denied online participation by the security system Captcha. The more complicated alternative of signing petitions on paper is not satisfactory given the absence of accessible information on how to do so.
We recommend:

97. Making the “Right to Vote for All” promise a reality, starting with reforming guardianship legislation.

98. Incorporating an accessibility criterion into the legal criteria determining public funding of political parties. 

99. Making voting accessible for blind persons through tactile voting devices.

100. Making ballots more accessible (for persons with intellectual disabilities or illiterate persons), for example through the use of pictures or symbols.

101. Providing (at least) a German version of the official online petition website.

102. To stop using Captcha on the online petition site.
3 Article 30 - Participation in cultural life, recreation, leisure and sport

3 Sports

A) Persons with disabilities reported having problems joining “normal” sports clubs, given physical and / or attitudinal barriers. More disability awareness and more governmental support are needed here: “Normal” sports clubs need to be made aware of rights of persons with disabilities and the benefits of diversity in sports, and should be supported financially when including persons with disabilities. 
B) Paralympics Luxembourg and Special Olympics Luxembourg both struggle to find sufficient funds to recruit and properly support athletes with disabilities (physical or intellectual disabilities) and wished for more visibility through more official support. 

Regarding Special Olympics Luxembourg, problems were also reported concerning a lack of cooperation from facilities in which some athletes live. As there is often a lack of staff in these facilities, athletes are kept from going to competitions or sporting events because no one can accompany them.
Several sports clubs in different kinds of sports focus on disability sports. As an example, ‘Luxrollers’ is a wheelchair basketball club where everyone is welcome. Such clubs often face an uncertain future due to a lack of sponsors and / or State aids, a lack of visibility in the media and difficulty in recruiting new members. 

3 Access to sports, recreational and tourism facilities

As already mentioned (see Article 9 - 3.7) there is a general lack of coherence and coordination in implementing accessibility. This also affects sports, recreation and tourism facilities. Many sports facilities are inaccessible to athletes and / or spectators with disabilities. 
Theatres, museums, cinemas, libraries and tourism services, are not accessible enough. Private facilities and services are currently not subject to statutory accessibility standards. Notwithstanding legal obligations, public facilities and services are often still not accessible:

1. The statutory number of disabled parking spaces is frequently not respected, for example regarding museums.

2. The content of cultural services such as theatres, museums or tourist sites is rarely accessible to all persons with disabilities, especially for people with hearing or visual disabilities or learning difficulties.

3. Persons in a wheelchair are denied access in many places, due to missing elevators or ramps.

4. Blind or visually impaired persons reported missing audio description in most movie theatres, theatres and other cultural sites.
3 Children with disabilities 

There are not enough opportunities for children with disabilities to participate in leisure or sports activities with other children. Especially summer activities or camps have only limited or no spots for children with disabilities, mostly due to a lack of qualified educators or supervisors. Children with disabilities attending regular schools are often denied participation in school trips or special activities, due to a lack of available assistance.
We recommend:

103. Increased financial support for all initiatives or associations providing sports or leisure activities;
- for persons with and without disabilities.
- especially for people with disabilities.

104. Measures for improved accessibility of sports, recreational and cultural facilities and services.

3 Article 31 - Statistics and data collection

Notwithstanding the size of the country, there is a general lack of statistics and data on persons with disabilities in Luxembourg. Many of the DPOs that contributed to this alternative report, reported of great problems when searching for reliable data or any data at all in their specific areas of activity. State officials and employees often use the right to privacy as an excuse for this lack of data. This problem could however easily be solved by making all data anonymous. 

It remains thus, for example, unknown how many wheelchair users, how many blind persons or how many persons with a Cochlear Implant live in Luxembourg.
To be able to implement the rights of persons with disabilities, one has to assess their present situation and their needs, which requires data being collected and statistics being established.
We recommend:

105. Appropriate measures for the collection of data and the establishment of statistics on disability in Luxembourg, including factors such as gender, age, origin and type of disability.

3 Article 32 - International cooperation

The Ministry of Foreign Affairs financially supports several non-governmental organizations internationally active in advocating for the rights of persons with disabilities. With financial help from the State, these various NGOs have been able to run development, humanitarian and research programs throughout the world.
We recommend:

106. Creating “Guidelines” for all NGOs (not just the ones specialized in disability) and state officials to make sure that persons with disabilities are always taken into account in the context of international cooperation.

3 Article 33 - National implementation and monitoring

3 Coordination mechanism for the implementation of the CRPD

The Ministry of Family and Integration was chosen as the National coordination unit and focal point for CRPD implementation. However considerable efforts made by the designated office are, there are currently too many structural obstacles in the way of coherent and wide-scale implementation. The Ministry is under-staffed for the many tasks it is assigned to, which indirectly leads to CRPD implementation not being a permanent priority. In addition, the Ministry of Family and Integration is an equal among other ministries and is thus dependent on the co-operation of each ministry. Each Ministry takes (or fails to take) implementation of the CRPD into account in the areas allotted to them. A typical answer of State officials when asked about specific provisions of the CRPD is: “first, each Ministry has to sort this out for themselves”. To resume: the division of responsibilities leads to a lack of coherence, coordination, transparency and political responsibility.
An external body with a certain authority over all ministries would provide for more coherence in measures taken and more transparency as to who is in charge (and thus politically responsible). In each ministry and state authority there should be a unit subordinated to this external body, in order to create a permanent coordination structure for implementation. The disability community has been calling for a proper disability representative for years.

3 Monitoring of implementation

The Commission consultative des Droits de l’Homme (CCDH) and the Centre pour l’Egalité de Traitement (CET) are the national independent mechanisms in charge of promoting and monitoring the implementation of the CRPD (“mécanismes nationaux indépendants de promotion et de suivi d’application”). However, no additional funds were made available for these missions. The budget of the CET was even reduced by more than half shortly after Luxembourg signed the CRPD, and has since then not significantly increased, even after ratification of the CRPD (Budget for 2009: 220,000€, budget for 2010: 92,000€, budget for 2011: 80,000€, Budget for 2012: 81,000 €, ..., budget for 2015: 87,000 €).
By law, the CET promotes and supervises implementation of the CRPD and addresses both the private and the public sector. The Ombudsman, as a mediation office for issues or conflicts implicating public authorities, is entrusted with the protection of rights recognized by the CRPD within the public sector. It is not problematic that both task domains overlap, as long as public and private sector are sufficiently covered. But currently only the Ombudsman is legally equipped with powers necessary for the effective protection of the rights of individuals with disabilities (see article 5 - 3.3) which results in a certain legal gap. For the private sector, there is thus currently no effective (extra-judicial) protection mechanism that safeguards the rights of persons with disabilities. This is further emphasized by the lack of independent monitoring bodies for services and facilities for persons with disabilities (see all articles recommending such independent bodies for supervision of: 6 - 3.4 / 7 - 3.5 / 14 - 3.12 / 15- 3.13 / 16 - 3.14 / 17 - 3.15  / 27 - 3.25).

3 Consultation and meaningful participation of civil society

As mentioned above, there has been a declining trend in the consultation and meaningful participation of persons with disabilities and their representative organisations since the 2011 Action Plan. Persons with disabilities and DPOs are not yet systematically involved in CRPD implementation measures and all other measures that might affect them. The 2011 Action Plan had a 5-year span. It is unknown what further plans Government has for implementation, consultation and participation. This lack of transparency leads to a feeling of uncertainty in the disability community.

We recommend:

107. The introduction of a disability representative and a corresponding coordination structure.

108. Additional resources for the national independent monitoring bodies. 

109. Measures to increase and improve the consultation and meaningful participation of persons with disabilities and their representative organisations in the implementation of the CRPD.

4 Annex

4 National Legislation

1. Loi du 28 juillet 2011 portant approbation de la Convention relative aux droits des personnes handicapées

2. Loi du 28 novembre 2006 relative à l’égalité de traitement

3. Loi du 14 mars 1973 portant création d ́instituts et de services d’éducation différenciée

4. Loi du 16 mars 2009 sur l’euthanasie et l’assistance au suicide

5. Loi du 29 mars 2001 portant sur l’accessibilité des lieux ouverts au public

6. Loi du 11 août 1982 portant réforme du droit des incapables majeurs 

7. Loi du 10 décembre 2009 relative à l’hospitalisation sans leur consentement de personnes atteintes de troubles mentaux

8. Loi du 24 avril 2000 portant adaptation du droit interne aux dispositions de la Convention des Nations Unies contre la torture et autres peines ou traitements cruels, inhumains ou dégradants

9. Loi du 7 juillet 2003 portant modification de certains articles du Code pénal 

10. Loi du 8 septembre 1998 réglant les relations entre l’Etat et les organismes oeuvrant dans les domaines social, familial et thérapeutique 

11. Loi du 24 juillet 2014 relative aux droits et obligations du patient, portant création d’un service national d’information et de médiation dans le domaine de la santé

12. Loi du 24 février 1984 sur le régime des langues

13. Loi du 19 juin 1998 portant introduction d’une assurance dépendance

14. Loi du 22 septembre 2014 relative au Fonds national de soutien à la production audiovisuelle

15. Loi du 2 août 2002 relative à la protection des personnes à l’égard du traitement des données à caractère personnel.

16. Loi du 12 septembre 2003 relative aux personnes handicapée (création du statut «salarié handicapé») 

17. Loi du 21 décembre 2007 portant réglementation du financement des partis politiques

18. Loi du 6 février 2009 portant organisation de l’enseignement fondamental

4 Consulted experts, service providers and institutions (public and private)

110. ADAPTH a.s.b.l.

ADAPTH is a consulting and expertise centre for Universal Design and was named “National Competence Centre for Building Accessibility” (“Centre de compétence national pour l’accessibilité des bâtiments”) Its services are available for private and public projects alike. ADAPTH is also active as a technical expertise office for long-term care insurance, assisting in adaptions of private homes. Each year more than 270 projects such adaptions are made under the guidance of ADAPTH. 
111. Klaro

Klaro is a service of the APEMH (Association de Parents d’Enfants Mentalement Handicapés) and receives financial support as the official light language office for Luxembourg. Klaro also works on behalf of the Ministry of Family and Integration and is both a contact partner for all interested parties as well as a coordinator for the projects of institutions and communities. People working in supervised APEMH workshops work as experts in light language. They are paid to help translate into light language and to check the documents’ intelligibility. In addition, they also learn about light language in training courses. Klaro also offers courses in easy language in order to train “multipliers”. Important information is partly translated by Klaro itself, which remains a single-manned office in 2016. 
112. Centre pour l’Egalité de traitement (CET)

The Centre for Equal Treatment (CET) was established under the Anti-Discrimination Act of 28 November 2006. The CET operates independently and has the task of promoting, analysing and monitoring the equality of all, as well as preventing discrimination based on racial or ethnic origin, sex, sexual orientation, religion or belief, disability or age. In this context, the Centre can:

· publish reports, make recommendations and advice, and conduct studies on all issues related to discrimination

· edit and distribute informative material

· help discrimination victims or persons who feel they have suffered discrimination, through providing advice and guidance on applicable legislation, litigation possibilities and means of implementing their legal rights

Article 2 of the CRPD ratification Act of 28 July 2011 appoints the CCDH (Commission Consultative des Droits de l'Homme) and the CET as national independent mechanisms for the promotion and monitoring of the CRPD.
113. Commission Consultative des Droits de l’Homme (CCDH)
The Human Rights Commission is an advisory body of the government, whose task is to assist the government in all human rights issues. It draws up opinions, studies and recommendations at the request of the government or on its own initiative. Promotion and monitoring tasks within the framework of the CRPD are:

· raising awareness and publically promoting the Convention and the rights of persons with disabilities in general,

· monitoring national implementation of the Convention 

· cooperation and exchange with the organisations active in disability policy and other representatives of civil society.

The CCDH can not accept complaints from individuals as such but can look into issues brought up by members of civil society.
114. Fondation Ligue HMC

The League was founded in 1963 to help persons with mental or cerebral disabilities. At the beginning, the main goal was the creation of school classes for children with such disabilities. Over time, goals and scope of activities were broadened. Today more than 300 persons with disabilities make use of the services and facilities of the League (which include housing, care services and sheltered workshops).
115. Initiative Liewensufank a.s.b.l.

The “Initiative Liewensufank” is a counselling centre for parents founded in 1986. It offers advice and courses during pregnancy, shortly after birth and in the first years of the child’s life. The parents can seek assistance through a baby hotline, as well as through personal counselling sessions with a multidisciplinary team consisting of psychologists, midwives, sociologists, nursing or lactation counsellors, educators and pediatric nurses. The Initiative is committed to improving conditions around birth, for both parents and children.
116. Mediateur Santé

The national mediation service for the healthcare sector provides information on rights and legislation, is a mediation centre for any conflict between a patient and a healthcare service provider, as well as a national contact point for cross-border healthcare. It is available to patients and healthcare service providers alike, free of charge.
117. Ombuds Committee on the Rights of the Child

The ORK- Ombuds-Comittee for Children's Rights was created by act of the 25th July 2002. Its main mission consists in giving its opinion and recommendations on drafts for laws and regulations. The ORK also monitors and informs about children’s situation in Luxembourg and monitors the implementation of the Convention on the Rights of the Child, presenting an annual report to the Government and to the Chamber of deputies on the situation of children’s rights in Luxembourg as well as on its own activities. The ORK also examines situations in which children’s rights are not respected and makes recommendations for possible remediation. It can also receive individual complaints regarding offences against children’s rights, where it can try to mediate and advise, in order to ensure the best possible protection for children. The committee members have free access to private and public institutions engaged in ambulant or stationary child care services and can also consult their records.
118. SAT a.s.b.l.

SAT (Service d’accompagnement tutéllaire) is a non-profit professional guardianship organisation founded in 2007. Guardianship judges can call upon SAT, entrusting the organisation with guardianship mandates for persons placed under a form of legal protection. As legal guardian, SAT is required to handle administrative and property matters for its wards. The organisation nevertheless tries to incorporate social aspects into its mandates and assists wards beyond its legal duties. Although SAT is a professional service with qualified staff, the organisation tries to lessen the stigma attached to legal guardianships. Through its work SAT has encountered many situations where a form of guardianship seemed necessary, as adequate support for the persons concerned.
119. Service intégration et besoins spécifiques de la ville de Luxembourg

The service provides a point of contact for those affected, as well as for all associations active in the field of disability. The service coordinates initiatives to make the capital more accessible in terms of infrastructures, transportation and information and actively promotes implementation of the CRPD. Cooperation with the affected persons and associations makes it possible for the city of Luxembourg to continuously improve the services for its citizens with special needs.
120. SMA

The service “Service Moyens Accessoires” aims to improve the quality of life of persons with disabilities by increasing their personal mobility and facilitating home care. The service provides advice and information, as well as rental of rehabilitation, mobility and technical aids. The service was established in cooperation with the Ministry of Health. SMA was recognized of public utility in 1999 and cooperates closely with public healthcare bodies.
121. T.A.C.S. a.s.b.l.

T.A.C.S. a.s.b.l. (Tutelle an Curatelle Service) is a non-profit professional guardianship organisation which offers the administration of legal protective measures spoken by a court. Services are aimed at all persons under a form of legal guardianship, many of which are persons with disabilities. Wards live autonomously, in their family or in a facility. The organisation seeks to be the contact person for the ward, to listen, understand, advise, orient, and support in life. Complete and personalized follow-up of each file is assured, at financial, administrative and social level. T.A.C.S. bases its work on networks containing all contact persons (wards, family, institution, social services, judiciary, other services). T.A.C.S. is independent and all employees are trained in the social field.
122. Tricentenaire a.s.b.l.

The Tricentenaire is an organisation which aims to improve the quality of life of persons with disabilities, in cooperation with affected persons themselves and their entourage, in partnership with other organizations active in disability matters, as well as with the relevant ministries. Its educational and social project is based on a global approach: improving quality of life, teaching everyday life skills, providing assistance and care services, psycho-social and therapeutic support, education and employment and promoting social integration.

4 Non-exhaustive list of official websites which are only available in French

· Government 
http://www.etat.public.lu
· Renow (digital accessibility guidelines)
http://www.renow.public.lu/fr/renow-en-bref/index.html

· Parliament
http://www.chd.lu

· Court of audit 
http://www.cour-des-comptes.lu

· Judiciary
http://www.justice.public.lu
· Environment
http://www.environnement.public.lu

· Emergencies
http://www.112.public.lu

· Ministry of Health
http://www.sante.public.lu/fr/politique-sante/index.html

· Ministry of Agriculture and Customer Protection 
http://www.ma.public.lu
· Ministry of Education and Youth 
http://www.men.public.lu
· Ministry of Equality
http://www.mega.public.lu
· Ministry of Higher Education and Research
http://www.mesr.public.lu
· Ministry of Family and integration
http://www.mfi.public.lu
· Ministry of Finances
http://www.mf.public.lu
· Ministry of Internal Affairs
http://www.mi.public.lu
· Ministry of Justice
http://www.mj.public.lu
· Ministry of Housing
http://www.ml.public.lu

· Ministry of Social security
http://www.mss.public.lu
· Ministry of Sustainable Development and Infrastructures
http://www.developpement-durable-infrastructures.public.lu
· Ministry of Labour and Social Economy
http://www.mte.public.lu
· Employment agency (ADEM)
http://www.adem.public.lu
· Education 
http://www.education.lu

· Public service
http://www.fonction-publique.public.lu
· Legislation
http://www.legilux.public.lu
· Food safety
http://www.securite-alimentaire.public.lu
· Sports 
http://www.sport.public.lu
· Public procurement
http://www.marches.public.lu
· STATEC (Official statistics)
http://www.statistiques.public.lu
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