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Lumos contribution to the General Comment on Article 19 of the CRPD by the Committee on the Rights of Persons with Disabilities
Lumos is an international NGO, founded by author J.K. Rowling, working to end the institutionalisation of children around the world by 2050.
 We support governments and communities to transform education, health and social care systems for children and their families and help children move from institutions to family-based care.
This submission was produced in the light of the forthcoming day of General Discussion on Article 19 of the Convention on the Rights of Persons with Disabilities. 
Summary

People with disabilities including children are over-represented in long-term institutional care. More than 80 years of research from across the world has demonstrated how institutionalisation harms children. This harm and the increased risk of abuse is significant and is magnified for children with disabilities. It should therefore be recognised that failing to support a shift from institutional to family and community-based care for all persons, including children, with disabilities is in violation with Article 19. To fully comply with the Article, States Parties’ funding programmes, be they at the national level or related to international aid, should be used to (only) promote family and community-based models of care, and where it still exists supporting the shift from institutional to community-based care.  Furthermore, Article 19, by focusing on independent living provides a prism through which the entire Convention should be interpreted. In this light, it should be recognised that children with disabilities have the right to live with their family or in family-based care in the community and that failing to do so constitutes a deprivation of liberty.  In emergencies, it is important to prevent family separation, provide quality interim alternative measures when separation takes place, and invest significant efforts into achieving family reunification. Institutionalisation of children with disabilities is furthermore a barrier to a States’ ability to comply with articles 15, 16, 23, 24  and 25.  
1. Article 19 Living independently and being included in the community
Lumos General Comments

An estimated eight million children worldwide live in residential institutions and so called orphanages that deny them their rights and that cannot meet their needs.
 More than 80% of these children are not orphans and have at least one living parent.
 Around the world, children are placed in institutionalised care: because their parents face extreme poverty; because the children have physical and intellectual disabilities or; because they are from socially excluded groups.
 Many institutions are established with the best of intentions butmore than 80 years of research from across the world has demonstrated the significant harm caused to children in institutions, who are deprived of loving parental care and who suffer life-long physical and psychological harm as a consequence.
  
‘Institutional care’ should be understood to be any residential care where an institutional culture prevails. The size of the institution matters, but is not the only defining feature. These children do not have sufficient control over their lives and over decisions which affect them. The requirements of the organisation itself tend to take precedence over the children’s individual needs. This usually includes large residential units (more than 10 children) but also smaller units with strict regimes, units for children who have committed minor offences, residential health facilities, and residential special schools.

People with disabilities including children are over-represented in long-term institutional care; in some countries as many as 40% of children in institutions are reported to have a disability.
  Growing up in institutions, these children lack access to community based services, including education, consistent with their right to: family life; community living; freedom of association; protection from violence; health;  access to justice and protection from inhumane and degrading treatment, protection from violence, abuse, and neglect.  The harm caused to children by institutionalisation and the increased risk of abuse is significant and this is magnified for children with disabilities. 
. Many children with disabilities require close, sustained, additional adult engagement to help them thrive, for example assistance in feeding or in learning to feed themselves – which busy staff in institutions are often not able to provide.  Impairments and health problems may be exacerbated or even caused by the institutional setting.
   
Financing Inclusion:  National funding mechanisms for social care 

To fully comply with Article 19, States Parties’ funds should be used to (only) promote family and community-based models of care, and where it still exists supporting the shift from institutional to community-based care. States parties should ensure that international aid and co-operation that they give or receive (Article 32) is in compliance with Article 19. Lumos  further recommends that the Committee monitors compliance with Article 19 by assessing States Parties’ national financing mechanisms.  This could include an assessment of government funding for major infrastructure initiatives, regional development, government grants, loans, subsidies or funds intended to promote social inclusion or cohesion.  This should also apply to States’ international aid programmes. Indicators should be put in place to allow effective monitoring of both national and international funding mechamisms.
Lumos Comments on specific sub-paragraphs
Article 19 (a): [Place of residence/living arrangements]. In accordance with CRPD Art 7.3 and CRC Art 12, children with disabilities have the right to express their views freely on all matters affecting them, their views being given due weight in accordance with their age, maturity and understanding, on an equal basis with other children, and to be provided with disability and age-appropriate assistance to realize that right. The level of a child’s participation in any decision must be appropriate to the child’s level of maturity.  These principles should be applied in full to any child’s transition from an institution to family or community based care.  It should be noted that, prior to being asked their opinion, children who have been institutionalised require therapeutic support and preparation to help them understand the choices for their future.
Article 19 (b) [Support services]: Children with disabilities should live with their parents, family or caregivers in their community with appropriate support services. In a few, very exceptional circumstances, the nature of the disability of an individual (adult or child) may require a person to receive specialist care and support in a residential facility. Any such residential services need to be provided in the community and should reflect a home/family-like environment, avoiding at all cost an institutional culture.  It should be noted in this regard that when interpreting rights for children with disabilities, the Convention on the Rights of the Child (CRC) must be taken into consideration in addition to the rights outlined in the CRPD.  The CRC in particular emphasises that it is the primary responsibility of parents to raise their children  (CRC Article 7, 9) and that it is the responsibility of the State to provide support to ensure parents can fulfil their parental responsibilities (CRC Article 18). This also applies to children with disabilities and therefore State support services must be developed and tailored to the needs of children with disabilities and their families.
2. Article 19 in relation to other Articles in the Convention
Lumos recommends that Article 19 should be a prism through which other CRPD Articles are assessed. 
Article 7 Children with disabilities
Article 19 must be interpreted in full regard of Article 7, recognising the right for children with disabilities to live with their family or in alternative family-based care in the community. In line with the CRC, the best interest of the child shall always be a primary consideration in any decision taking related to children. 
Article 11 Situation of risk and humanitarian emergencies
Children with disabilities are at particular risk of becoming separated from their primary caregivers during or in the aftermath of an emergency. In emergencies, it is important to prevent family separation, provide quality interim alternative measures when separation takes place, and invest significant efforts into achieving family reunification. All children have the right to remain with or be reunited with their families.  When separated, children with disabilities are at increased risk of violence, abuse, exploitation and neglect in an emergency. Children who become separated from their parents or caregivers are at increased risk of becoming abandoned or being placed in institutions. No single means of alternative care will be able to respond to the special requirements of all children with disabilities in emergency situations. It is therefore of utmost importance that each child’s individual needs, concerns and preferences are taken into consideration in deciding on any interim care solution, while seeking to ensure family reunification can take place as early as possible. Alternative family-based arrangements need to be made for children who cannot be reunified with their parents. Measures taken must comply with the Minimum Standards for Child Protection in Humanitarian Action.
 
Article 14 Liberty and security of person
Art 14.1 (b) [Deprivation of liberty]: Institutionalisation of children with and without disabilities should be recognised as a form of deprivation of liberty. In many institutions for example, children are not allowed outside the grounds without permission and many of the buildings and rooms are routinely locked.   No child should be institutionalised because of their disability. This should be prevented by providing all necessary and appropriate services within a child’s community, supporting the child to live with their family if this is in the best interest of the child, and otherwise providing family or community-based care alternatives.  The upcoming Global Study on Children Deprived of Liberty provides an opportunity to recognise the global scale of this issue and promote measures to address institutionalisation in all its forms. 
Article 15 Freedom from torture or cruel, inhuman or degrading treatment or punishment

Art 15.1 and 15.2: It should be recognised that children with disabilities who live in residential care institutions are at greater risk of experiencing inhuman or degrading treatment. The Special Rapporteur on Torture and other Cruel, Inhuman or Degrading Treatment or Punishment, Juan E. Mendez, has previously recognised that “instances of ill-treatment of children deprived of their liberty outside of the criminal justice system, such as children [ }in institutional settings, involve acts of omission rather than commission, such as emotional disengagement or unsanitary or unsafe conditions, and result from poor policies rather than from an intention to inflict suffering. Purely negligent conduct lacks the intent required under the prohibition of torture, but may constitute ill-treatment if it leads to pain and suffering of some severity (A/63/175, para. 49).”
 Similarly the neglect faced by children with disabilities in institutional environments has been recognised.   In one study of institutionalisation of children under the age of three years across Europe found that infants with disabilities were 100 time more likely than their peers without disabilities to die in the institution.

Article 16 Freedom from exploitation, violence and abuse

Art 16.5 [Systems to monitor and prosecute abuse]: Children with disabilities in institutions are more vulnerable and at higher risk of harm, both deliberate and through neglect, than their peers raised in families.
 Child-focused legislation, national child protection systems and policies should therefore take a fully inclusive approach to child protection which makes specific reference to the specific vulnerabilities of this group of children. Legislation and policies to prevent exploitation, violence and abuse against children with disabilities needs to recognise that only the transition from institutional to family and community-based care will enable eradication of these violations against children.  The participation of children in developing these processes is key. 
With the adoption of the Sustainable Development Goals, States have made a commitment to end abuse, exploitation, trafficking and all forms of violence against and torture of children. Within the context of the UN CRPD, this target can only be achieved if in full compliance with Art 19, Art 15 and Art 16 of the UN CRPD.  The UN and States Parties should therefore monitor all forms of violence inside institutions, not just in family settings.
Article 23 Respect for home and the family

Art 23.5 [Alternative care within the family and community]: With due regard to Art. 16.5, States Parties should recognise that the family, in all its shapes and forms, is the best environment for a child to develop, grow and thrive. States Parties’ efforts to provide alternative care within the wider family, and failing that, within the community in a family based setting, should be in accordance with the Convention on the Rights of the Child and the UN Guidelines on Alternative Care. 
Article 24 Education

Art 24.2 (a) & (b): Lack of access to education is a key driver of institutionalisation of children. Goal 4 of the Sustainable Development Goals (SDGs) is to, “ensure inclusive and equitable quality education … for all”. It is important to recognise that inclusive education cannot be achieved for children who live in institutional settings and that deinstitutionalisation and supporting children to live with their family or in a family-type environment in their community with access to services is essential to achieve this. Conversely inclusive education is also a key ingredient to achieving Article 19. Inclusive education demands recognition of the equal right of persons with disabilities to family life, or failing that, in alternative family-based care within a community setting, in accordance with Article 23.    There is a need to combat the continued use in some countries of the term ‘uneducable’, which is used systematically to exclude some children with intellectual disabilities from the education system.  There is also a need to challenge the establishment of ‘day centres’ for children with disabilities, which can also serve to exclude children from the formal education system.
Article 25 Health

Art 25 (a) [Access to healthcare]: Institutions cannot deliver the highest attainable quality of care for any individual. Anecdotal evidence suggests show the poor nutrition, hygiene and healthcare are all common place in care institutions.
 In institutions large groups of children are often cared for by insufficient number of staff. In 2012, Lumos reported about 250 malnutrition related deaths of children with disabilities in institutions in one particular EU country. Malnutrition was not a result of there being too little food available, but of the fact that staff did not have sufficient time to support the children to eat.
 Even in well-equipped and well-staffed institutions, the level of care provided is never of the same standard as it would be in a loving family or good quality family-based community care. 
Art 25 (c) [Healthcare in Community]: Lack of access to health services in the community is a key driver of institutionalisation of children with disabilities. Where health services are not provided in the communities, parents are often forced to place their child into residential care far away from home. In order to prevent this, States Parties should set up integrated community-health services, which are easily accessible to all.  In particular, community nurses are required who visit children and families at home soon after birth.  These nurses should receive additional training on identifying disabilities or impairments and providing support to families of children with disabilities.
Article 28 Adequate standard of living and social protection

Art 28.2 [Right to access social protection]

Support services accessible to all are key ingredients for an inclusive society. All social protection measures or programmes must be fully inclusive and support family or community based living rather than institutional models of care. 

Article 29 Participation in political and public life

Involving children and young people in the process of deinstitutionalisation is an essential part of the process of shifting from institutional to family-based care and designing new community services. Any participation should be meaningful, safe and appropriate to a child’s age, maturity and understanding. At community level, children should be included in shaping services that affect them. Extra support should be provided to children with disabilities that affect their communication abilities.  Good practice examples of such participation should be shared.
 

Article 31 Statistics and data collection

Art 31.2 [disaggregation of data]: Children with disabilities who live outside of households and/or without parental care are most often excluded from data collection methods and progress monitoring. When assessing States’ progress in improving the lives of children, including in assessing compliance with the Sustainable Development Goals, living arrangements and caregiver environment are key markers for vulnerability, risk and disadvantage. States therefore need to make sure that data collection frameworks count all children, including those that live in institutions or in other forms of alternative care, also disaggregated on disability, gender, age and ethnicity. 
Article 32 International cooperation

It is States Parties’ obligation to “undertake appropriate and effective measures” to support other States’ efforts in the realisation of the CRPD through development cooperation. The promotion of Article 19 should always be a key consideration in development cooperation. In this light, bilateral and multilateral aid must be in line with Article 19, namely to support a transition to family and community-based care, with a particular focus on the transition from institutional to community-based care. Conversely, States Parties need to ensure that no development cooperation funding is used for the construction, refurbishment or development of institutions.  Special steps should be taken to ensure that monitoring of the Sustainable Development Goals is conducted in line with the CRPD.
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Lumos is ready to provide any further oral or written evidence to the Committee in its consideration of the interpretation and implementation of Article 19: Lumos, Gredley House, 1-11 Broadway, Stratford, London, E15 4BQ, United Kingdom Email: Merel.Krediet@wearelumos.org  www.wearelumos.org
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