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International Disability Alliance (IDA)

Member Organisations:

Disabled Peoples' International, Down Syndrome International, Inclusion International, International Federation of Hard of Hearing People,

World Blind Union, World Federation of the Deaf,

World Federation of the DeafBlind,

World Network of Users and Survivors of Psychiatry,

Arab Organization of Disabled People, European Disability Forum, 

Red Latinoamericana de Organizaciones no Gubernamentales de Personas con Discapacidad y sus familias (RIADIS), Pacific Disability Forum

Submission by the Italian Disability Forum, European Disability Forum and International Disability Alliance to the 58th session of the UN Committee on the Rights of the Child

The Italian Disability Forum, European Disability Forum and International Disability Alliance are organisations run and governed by persons with disabilities at the national, European and international levels respectively. The protection and promotion of the human rights of persons with disabilities, including children with disabilities, is the main objective and the driving force of this joint submission.

ABOUT THE ORGANISATIONS

The Italian Disability Forum (IDF) is an Italian not-for-profit organization and full member of the European Disability Forum, representing the interests of Italians with disabilities. It is composed exclusively of the national organizations of persons with disabilities and their families. The predecessors of the Italian Disability Forum, CND and CI.DUE, have existed since 1996 and united in 2008 to create the Italian Disability Forum. Its aims are to fight for the recognition, promotion and protection of the human rights of persons with disabilities, as well as non-discrimination and equal opportunities.  Since the establishment of EDF, the Italian Disability Forum has participated in all EDF-sponsored initiatives and policies. 

The European Disability Forum (EDF) is the independent European umbrella organisation representing 80 million disabled Europeans, to which the Italian Disability Forum is a full member. EDF is the only European pan-disability platform run by persons with disabilities and their families. Created in 1996 by its member organisations, EDF ensures that decisions concerning persons with disabilities are taken with and by persons with disabilities.

The International Disability Alliance (IDA) is a unique international network of global and regional organisations of persons with disabilities, of which EDF is a regional member. Established in 1999, each IDA member represents a large number of national disabled persons’ organisations (DPOs) from around the globe, covering the whole range of disability constituencies. IDA thus represents the collective global voice of persons with disabilities counting among the more than 1 billion persons with disabilities worldwide, the world’s largest – and most frequently overlooked – minority group. IDA’s mission is to advance the human rights of persons with disabilities as a united voice of organisations of persons with disabilities utilising the Convention on the Rights of Persons with Disabilities and other human rights instruments. 

ITALY

This submission is a response of the Italian and international disability movement to the third periodic report (hereinafter State Report) submitted by Italy to the Secretariat of the CRC Committee on 30 January 2009. 

Italy ratified the UN Convention on the Rights of Persons with Disabilities (CRPD) and its Optional Protocol on 15 May 2009.

It is clear that the human rights standards of the CRPD and the CRC intersect and reinforce each other when it comes to the rights of children with disabilities.  Throughout this submission, in addition to provisions of the CRC, references to CRPD provisions will also appear.

This submission will cover two specific issues raised by the Committee in the List of Issues that are particularly relevant to children with disabilities, namely data collection and the right to education. The submission also proposes recommendations for the CRC Committee’s Concluding Observations on Italy.

General Measures of Implementation - Data collection (Articles 4, 42, 44.6) 
1. IDF, EDF and IDA are very concerned that there is no reliable statistical data on the number of children with disabilities aged 0-5 in Italy. The absence of such statistics has been officially confirmed in writing by the Ministry of Health in 2008,
 and is also made clear from the State Report.
 This perpetuates the invisibility of the youngest children with disabilities and renders them even more vulnerable to exclusion and abuse. 

2. The official statistics on the number of children with disabilities aged 6 and above and living in a family dates back to 2004 and stands at 91 000 children. However, this data does not include children with intellectual and cognitive disabilities, since the survey produced by ISTAT (Italian National Institute of Statistics) only included questions on the physical capacities of children. 

3. According to the Italian National Childhood and Adolescence Documentation and Analysis Centre, the number of children in foster care has increased by 30 percent between 1999 and 2005, arriving at 12 551 children (excluding Sicily). This data is not disaggregated by nationality, age, sex, ethnic origin, geographic location or the socio-economic status of both disabled and non-disabled children.

4. As for children in “residential services” (cf State Report para 312-316), there are no up-to-date figures on the number of children concerned. According to the National Childhood and Adolescence Centre, on 31 December 2005, there were 2 226 residential services, in which 11 543 children were living (this figure excludes the 216 structures in Sicily, as the data was not received). By March 2009, the process of de-institutionalisation required by Law no 149/2001 “on foster care and adoption” had, at least formally, been completed. At that point there were just 15 children living in three different institutions, with the overwhelming majority of children living in reception communities.

5. Despite this very positive quantitative trend, concerns remain with respect to the quality of the “residential services” as they are not regulated by national uniform standards and may cover very different types of services (for example, family type foster homes, educational communities and institutions that have been internally reorganised into so-called “communities”). The lack of national criteria on quality, working methodologies, qualifications of staff and relations with public structures, makes it difficult to monitor the effectiveness of the process of deinstitutionalisation. NGOs report that children using residential services continue to be deprived of their right to grow up in a family environment, and their right to play and learn with their non-disabled peers, in violation of the fundamental rights of the child.

6. It therefore remains unclear whether all children beneficiaries of the “residential services” do in fact enjoy the rights which Law no 149/2001 aims to provide. Firstly, the insufficiently disaggregated data (disaggregation only available by type of disability and age, and not by the status of parents, the reasons for institutionalisation, relationship with parents, permanence or number of foreign children with disabilities in care) renders it difficult to assess the exact situation of the minor residents of former institutions and to propose appropriate solutions to all children beneficiaries of the deinstitutionalisation process. 

7. Law no 184/1983 (amended by Law no 149/2001) provided for a maximum of ten children to be housed in a reception community (either a family-type or a community-type structure), which prompted internal reorganisation of former institutions. However, the disability community is concerned that despite this formal obligation inscribed in the law, the essence of these reception communities remains the same as prior to the deinstitutionalisation process. 

8. The Europe Regional Office of the UN High Commissioner on Human Rights defines “institutional care” as “the provision of care in “traditional” long-stay institutions, i.e., premises in which residents have little, if any, control over their lives and day-to-day decisions. While such premises often house large numbers of people, the size of the building is only one of a number of factors that create a culture of institutionalization. Others include rigidity of routine, such as fixed timetables for waking, eating and activity, irrespective of individuals’ personal preferences or needs”
.  Under Article 19 of the CRPD, governments are obliged to progressively abolish institutional care and move towards community living for all persons with disabilities, commonly understood as “being able to live in [persons’ own] local communities as equal citizens, with the support that they need to participate in every-day life. This includes living in their own homes or with their families, going to work, going to school and taking part in community activities”
.  

9. IDF, EDF and IDA would like to reiterate our concerns about the shortcomings of the Italian data collection system, especially as regards particularly vulnerable groups of children, such as children with disabilities. The lack of up-to-date, homogenous and disaggregated statistics about the situation of children with disabilities makes it difficult to adequately assess the situation and propose specialised policies. Sometimes the data collected by the National Institute of Statistics (ISTAT) focuses on families, and not on children as individuals, which further obscures the reality of children with disabilities in Italy. 

10. On the regional level, the different methodologies of collecting general data on children with disabilities used by the Autonomous Provinces and Regions make it impossible to carry out accurate data comparison. Nevertheless, the available data has demonstrated the emergence of enormous disparities between the regions in data collection and in monitoring methodologies. 

11. Despite the obligation under Article 40 of Law no 149/2001 to create, within 180 days of the entry into force of the Law, a databank for children who have been declared adoptable or for couples seeking national or international adoptions, no such databank has yet been created.

12. Moreover, there is still no national system to record child victims of ill-treatment. The pilot project mentioned in paragraph 95 of the State Report was only conducted on a small scale in five Italian Regions and has not, unfortunately, been transposed to other Regions. 

13. Despite the establishment of the Observatory Against Paedophilia and Child Pornography following the entry into force of Law no 38/2006, its databank is still not operational. 

Education, cultural and leisure activities (Articles 28, 29 and 31)
14. The number of children with disabilities in compulsory education is growing constantly. There has been an overall increase of 20% of students with disabilities in schools in the last five years. However, this increase has not been matched by a corresponding reinforcement of school staff to support students with disabilities. Law no 244/2007 (2008 Budget Law) provides for the ratio of one support teacher per two students with disabilities, or one teacher per one student with disabilities with higher support needs. The 2008 reform of the education system (so called ‘Gelmini’ reform after Minister of Education Mariastella Gelmini who presented it) has seriously compromised this obligation by adopting a dramatic decrease of budgetary and staff resources. This resulted in a serious cutback in the number and quality of services, including the number of support hours offered to individual pupils with disabilities and the overall number of support teachers. The reform has been heavily criticised by the disability organisations.

15. A number of complaints have been launched in this regard before the courts. The decision of the Administrative Court in Spezia of 27 March 2011 ordered the immediate restoration of support hours to a student with disabilities, who saw his support cut from 18 to 9 hours. The cut was judged as constituting “inacceptable discrimination” and in violation of Article 3 (“Equality”) of the Italian Constitution that declares that the State has the duty to remove social and economic obstacles hindering the development of the full potential of the human being, and effective participation in political, economical and social life. 

16. Further, a class action lodged against the Ministry of Education, educational authorities and schools filed by seventeen families and adjudicated in the Court of Milan reached a similar finding of discrimination on 10 January 2011. Despite the Ministry’s appeal, the order for the restoration of the support hours was confirmed by the Court in March 2011. This class action was supported by LEDHA, the Lombardy regional DPO (organisation of persons with disabilities) of working for the protection of the rights and dignity of persons with disabilities. 

17. The right to adequate education of acceptable quality is guaranteed by the Italian Constitution to all children without discrimination. Measures necessary to provide the child with appropriate education are based on personalised assessment performed jointly by the local health authorities, teaching staff, social services and the family. IDF, EDF and IDA are concerned that despite the legal obligation to involve the family and teaching staff in the drawing up of an individual education plan for students with disabilities, families are merely asked to sign the plan once it has been drafted and finalised by the school without any meaningful input by or consultation with families . Additionally, the role of support teachers has been reduced due to the above-mentioned budget cuts and the lack of planning which interferes with the continuity of the teachers’ involvement. 

18. The involvement of other specially trained staff, such as communication, personal hygiene or motor education assistants is very important for the full inclusion and participation of students with disabilities in school life. IDF, EDF and IDA regret that they do not receive adequate training and are very few in number.  

19. Adequate assignment of support to students with disabilities is made more difficult because assessment of the student is still often based exclusively on a medical approach to disability that is not in conformity with the human rights-based model of disability promoted by the UN Convention on the Rights of Persons with Disabilities ratified by Italy. The student’s support needs are measured according to their medical diagnosis, without taking into account their social skills and development nor their personal wishes and preferences. The CRPD shifts the focus of disability from an individual’s particular impairment to the barriers created within society which are disabling for individuals with impairments.  Recognition of this shift (from “fixing” the individual to fixing the society) is essential to ensuring that the human rights-based model of disability is upheld in evaluating the student’s needs for support. 

20. Although the complete absence of pupils with disabilities from the educational system is unusual in Italy today, cases of irregular attendance, gradual disengagement and, eventual drop-out are very common, especially in secondary and high school. It is often due to the lack of support systems (see paragraph 14 above, restriction to provision of support) and to the architectural barriers impeding the inclusion of students with disabilities in many Italian schools. As of 2005 (latest available data), 16% of persons with disabilities aged 15-44 had no formal qualifications (compared to the national average of 1.8%), and 58.8% of them dropped out of either primary or secondary school (against 43.6% of their non-disabled peers). Despite this critical situation, the phenomenon is not formally acknowledged or properly quantified by the Ministry of Education.

21. Equally worrying is the lack of stimulation offered to pupils with (in particular intellectual) disabilities.  While their non-disabled peers must pass yearly exams, pupils with disabilities are either issued with a certificate allowing them to continue their studies, or encouraged to repeat a year to allow them to stay as long as possible in the educational system.  

IDF, EDF and IDA PROPOSED RECOMMENDATIONS:

· Adopt a common definition of disability which is in accordance with the CRPD (Article 1 of which stipulates: “Persons with disabilities include those who have long-term physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their full and effective participation in society on an equal basis with others”). Promote the use of disability terminology which is compliant with the CRPD by prohibiting the use of derogatory terms, and by refraining from referring to children with disabilities as “differently-abled” in the law and public policy and discourse (cf State Report para 576).

· Collect disaggregated data and statistics on children with disabilities, especially with respect to children with intellectual disabilities and children aged 0-5 years, which permit accurate analysis of the extent and nature of disabilities, and the conditions in which children with disabilities are raised, for more targeted and effective policymaking.

· Introduce measures to ensure that all children, including children with disabilities, can live and be raised in family environments in the community, and to eliminate the institutionalisation of children by building up community based services and support (including through increased social assistance and welfare benefits) to children with disabilities and to their families, including foster families. Take steps to adopt uniform minimum quality standards for residential care for children to be applied nationally.
· Ensure the development of support services for families adopting children with disabilities, including making available financial aid, in accordance with Article 6(8) of Law no 184/1983 (and its modifications); and introduce a mechanism to ensure evaluation and monitoring of support services and their effectiveness in encouraging adoptions of children with disabilities. 

· Address the heightened risk for children with disabilities, in particular girls, of becoming victims of violence and abuse, and adopt urgent measures to ensure that both services and information for victims are made accessible to children with disabilities living in institutions and the community.  Take prompt steps to ensure the operation of the databank of the Observatory against Paedophilia and Child Pornography as one measure to step up fight against child abuse and ill-treatment.  Ensure that the information and procedures of the national reporting mechanisms (National and regional Ombudspersons for Childhood and Adolescence, a national human rights institution) are accessible to all children with disabilities.

· Ensure that the measures adopted in the law promoting inclusive education are allocated adequate budget for implementation in practice.  Take immediate steps to ensure respect for the legal obligation to develop individual education plans for all students with disabilities together with meaningful consultation and input of families, including in identifying the appropriate support methods in the best interest of the child. Ensure the availability of assistive devices and adequate support in classrooms, educational materials and curricula, ensure the accessibility of physical school environments; develop nation-wide programs to ensure the smooth transition from school to the job market, and allocate budget for all of the above.

· Incorporate inclusive education as an integral part of core teacher training in universities, and that it is a compulsory subject in the continuous in service training for all teachers and school staff.  Ensure the availability of qualified support teachers for pupils with disabilities.

· Take measures to ensure that students with disabilities receive school-leaving qualifications on an equal basis with their non-disabled peers; take steps to prevent early drop-out, such as through the provision of an adequate support system for disabled students and their families, by tackling negative attitudes and bullying from other students, and by making the school environment more accessible.  
· Take active measures to ensure that children with disabilities enjoy, without discrimination and on an equal basis with others, all of the activities foreseen in the educational plan, including study visits outside of the school premises, as well as extracurricular, cultural and leisure activities organised by schools, with the provision of reasonable accommodation to enable children with disabilities to participate in school activities.
· Adopt measures to ensure that all information, education, healthcare and services relating to sexual and reproductive health are made accessible to boys and girls with disabilities, in age-appropriate formats and that they are respectful of the dignity and integrity of persons with disabilities based on the free and informed consent of the individual concerned.
· Introduce measures in compliance with Article 12 CRC to ensure that children and young people in mental health settings have the right and opportunity to freely express their views on matters of treatment, services and support, and for their views to be given due weight in accordance with the age and maturity of the child, without any discrimination based on disability, and that they have access to age- and disability-appropriate support to exercise these rights. 
CONTACT DETAILS
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European Disability Forum

Janina Arsenjeva
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www.edf-feph.org 

International Disability Alliance 
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Tel +41 22 788 4273 

www.internationaldisabilityalliance.org  

� The letter from the Ministry is on file with the Italian Disability Forum.


� Cf footnote nr 103 on Government Report at page 99, para 436.





� � HYPERLINK "http://www.crin.org/docs/1301_Forgotten_Europeans_Final_webversion_original.pdf" �http://www.crin.org/docs/1301_Forgotten_Europeans_Final_webversion_original.pdf�, page 5.


� � HYPERLINK "http://www.community-living.info/documents/ECCL-Focus-Report-2009-final-WEB.pdf" �http://www.community-living.info/documents/ECCL-Focus-Report-2009-final-WEB.pdf�, page 6.


� � HYPERLINK "http://www.personecondisabilita.it/page.asp?menu1=3&notizia=3024" �http://www.personecondisabilita.it/page.asp?menu1=3&notizia=3024�.
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