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Committee on the Rights of Persons with Disabilities - Draft Guidelines on Deinstitutionalization, including in emergencies

Submission by Hope and Homes for Children and Deaf Kidz International Executive Summary
Hope and Homes for Children (HHC) is an organisation dedicated to end the institutionalisation of children and promote family care, with nearly 30 years of experience. DeafKidz International (DKI) is a global leading organisation responding to the protection, health, wellbeing and access to education needs of deaf children, young people and adults worldwide. HHC and DKI wholeheartedly welcome the initiative of the UN Committee on the Rights of Persons with Disabilities to develop the Guidelines on Deinstitutionalization, including in Emergencies.

We welcome the Guidelines’ conclusion that institutionalisation of children and adults with disabilities is ‘an arbitrary detention and deprivation of liberty on the basis of impairment, contrary to article 14 of the Convention’ (para. 6).

Successful deinstitutionalisation, when related to children, must be embedded in a strengthening and reform of the child protection ecosystem. Our contribution, based on our first-hand knowledge, will focus on the very specific rights and needs of children and stress the additional considerations linked to child protection and safeguarding obligations which would render these Guidelines more appropriate for children and provide more practical and actionable guidance to States Parties.

We hope that this process of consultation will lead to a concerted review of the Guidelines through a child-protection system strengthening lens and a more in-depth overview of the different types of non-institutionalised care and services that children and their families may need, both to prevent institutionalisation in the first place and to ensure successful reintegration with families. Deinstitutionalisation for children with disabilities cannot be addressed in isolation from wider initiatives such as child protection system strengthening and care reform.
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Particular attention should also be given to reviewing the text through a global lens, to ensure that lower-income countries with less elaborate social protection systems are guided in shaping their national development plans to support deinstitutionalisation efforts.

This guidance should acknowledge the reality that the majority of institutions worldwide are not currently funded by the State and provide practical guidance to States Parties in how they should prioritise the redirection of their own services, policies and limited resources, and also advocate for the redirection of private funds, to enable children to grow up in their families and communities.

There are many triggers that might lead to deaf children and children with disabilities being institutionalised, as well as experiencing direct, indirect and intergenerational discrimination. Some triggers may be economic, such as poverty affecting families, others may be linked to safeguarding concerns such as violence in the home. More attention needs to be given in these Guidelines to addressing the intersectional, root causes of institutionalisation and put in place measures such as gatekeeping that prevent families and children becoming vulnerable to institutionalisation in the first place and build family and community resilience. The Guidelines should also detail steps that can be taken in the event of a child being at risk of violence in the home.

The draft text does not adequately cover the need for desintitutionalisation to ensure essential measures are in place to ensure the safe and sustainable reintegration of children into their families and communities. As widely observed during the covid-19 pandemic, unplanned deinstitutionalisation can be seriously harmful for the health and well-being of a child and increases their risk of being re-institutionalised. We share the sense of urgency of the Committee, but any acceleration of deinstitutionalisation must be matched by an accelerated establishment of services to support children and their families and social workforce capacity in the community – and be resourced accordingly.

Finally, the process of developing alternative care for children encompasses a wide range of measures, from prevention services and gatekeeping to kinship care, foster care, guardianship, and support services to enable the transition to independent living in the community. The Guidelines should acknowledge the full spectrum of services needed, and that there will sometimes be a need – or an expressed preference from the child themselves
– for different types of alternative care, including, in a very targeted and time-limited way, small-scale, quality residential care.



We acknowledge and regret the conflcting legal views from UN Treaty Bodies on this point and call on them to collaborate to provide conclusive and coherent guidance to States Parties on what constitutes quality care for children, clarifying international law on the use of residential care and harmonising the two Committees’ (CRC & CRPD) jurisprudence on children’s right to family life. Such a call is echoed in the outcome document of the 2021 DGD on Children’s Rights and Alternative Care.1 In that context, we were disappointed as were many actors in the child protection and disability community by the failure of the CRC-CRPD joint statement to provide that clarity and leadership, and we call on the two committees to work with a wide coalition of stakeholders to develop a comprehensive set of practical guidelines on care reform for all children.

Our Comments

i. Duty to end institutionalisation (comments to para 12)

In 2019 a global coalition of 256 organisations, networks, and agencies working at national, regional and international levels on children's care worked together to propose to Member States a set of Key Recommendations to be included in the 2019 United Nations General Assembly (UNGA) Resolution on the Rights of the Child2. The Key Recommendations underline the need to provide access to quality alternative care that allows children to live in a family setting within a community, covering issues including kinship care, foster care, kafalah, cross-border reunification, and adoption.

They also suggest when targeted and time-limited use of non-institutionalised residential care might be appropriate, acknowledging that in very specific cases it may be necessary to provide quality, temporary, specialized care in a small group setting, organized around the rights and needs of the child, in a setting as close as possible to a family, and for the shortest possible period of time.

There will always be a need for emergency temporary accommodation to secure a child’s safety in times of family crisis. It is not always possible to have a cadre of foster families available with specialist skills to support children in need of emergency care.




1 https://www.ohchr.org/sites/default/files/2022-06/13Jun2022-DGD-Outcome-report-and-Recommendations.pdf
2     https://bettercarenetwork.org/library/social-welfare-systems/child-care-and-protection-policies/2019-un-resolution-on- the-rights-of-the-child




Similarly, in humanitarian situations and emergencies, small scale residential care may offer a time-limited safe place for children, while foster care and services to support and facilitate kinship care are urgently scaled up to meet need.

ii. A child rights framework for deinstitutionalisation (comments to para 20)

There are several examples in the text where the lack of input from a child rights or child protection perspective is evident. It will be important to review the text through a child rights- focused lens. For instance, para 20 highlights elements of living independently in being included in the community that are relevant to adults with disabilities, but does not acknowledge that for children, living independently usually means being cared for in a safe and supportive family environment.
iii. Involving non-state actors (comments to para 33)

It is key to recognise the role played by civil society organisations and faith-based actors in both driving child institutionalisation but also, increasingly, in pioneering the process of care reform. In many countries, child-focused agencies and faith actors are uniquely positioned to advance collaboration across different sectors and can play a critical role in influencing public attitudes and behaviours. They often work with Governments as well as communities that have been marginalized and can be at the forefront of developing, delivering and advocating for key support services.

Service providers, charities, professional and religious groups, trades unions, and those with financial or other interests in keeping institutions open, should be supported to alter their programmes and motivations, to ensure that they can deliver effective family and community based services in line with these Guidelines, CRPD General Comment No. 5 and the Convention.

Furthermore the role of child protection agencies should be explicitly acknowledged in the draft Guidelines, and their practical, hands-on expertise and recommendations in promoting and implementing deinstitutionalisation and care reforms should be integrated into future drafts.





a) Deinstitutionalisation	grounded	on	a	person-centred	and	differentiated approach (comments to paras 42 and 49)

The draft Guidelines rightly put an emphasis on the urgency and human rights imperative of implementing deinstitutionalisation. Care reform is the comprehensive process of transforming a country’s care system. It starts with understanding why children are separated, or at risk of separation, from their families. This insight is used to build a system of support that recognises and builds the capabilities of families and communities so that children have the protection and care they deserve, fulfil their potential and realise their rights.

Care reform is not simply taking a child out of an institution. If the conditions that led to a child being separated from their family are not tackled, they will continue to be at risk. Using the care reform process as way of understanding the root causes of this problem will identify and unlock what changes are needed to build stronger, more inclusive, family-based systems of support – essential for delivering the Sustainable Development Goals and realising human rights.

This includes exploring and tackling the different factors that directly and indirectly contribute to placing children and families at risk:

1. Structural social, economic and environmental forces: These are systems that shape the conditions of daily life; how we grow, work and live3. This includes: ending poverty and building social protection; ensuring access to quality, inclusive education and health services; preparedness and response to humanitarian crises and emergencies; mitigating the impact of climate change; and building inclusive and supportive social and community norms.

2. Stigma & discrimination: Discrimination creates unequal societies and compounds and reinforces structural inequalities based on social, economic and environmental forces4.





3 World Health Organisation (WHO), ‘Social Determinants of Health’, 2022. Available at: https://www.who.int/health- topics/social-determinants-of-health#tab=tab_1 and https://www.who.int/publications/m/item/rio-political-declaration- on-social-determinants-of-health
4 Nowak, 2019, Chapter 12, 3. https://omnibook.com/global-study-2019/liberty/cdf5e7.xcml




3. Exposure to child protection risks: Children and families exposed to child protection risks such as violence in their communities or households face significant risks and challenges. Phenomena such as violence can be a product of social, economic and environmental forces, as well as discrimination, and as such, responses to violence prevention have to be seen in the broader societal context.

This process requires a profound transformation in the provision and culture of services in a given country. It entails building an enabling environment for all families to care for their children, ensuring access to mainstream and specialized services in the community and community-based care with a view of ensuring the sustainability of the system.

In our view, all these elements call for a more accurate assessment of the profound transformations needed to implement care reform processes, as well as what constitutes a realistic timeline to achieve these objectives. To a large extent, this should be framed as a process of progressive realisation of social and economic rights.

In particular, the Guidelines should explicitly aknowledge that deinstitutionalisation for children must begin with each individual child, including those that are deaf or children with disabilities, assessing their individual circumstances and making any placement decisions based on their individual needs and wishes. Family and community based services must be available and developed further to fulfil the right to family life. Family tracing and reintegration is critical to this process, ensuring that as many children can return to their family of origin, establishing the relevant support systems around that family to ensure the child is not returned to alternative care unnecessarily.5 This includes ensuring that adolescents and young people leaving alternative care receive appropriate support in preparing for the transition to independent living, including support in gaining access to employment, education, training, housing and psychological support, participating in rehabilitation with their families where that is in their best interest.6









5 A/RES/74/135 para 35 (c) and relevant language on tracing and reintegration from A/HRC/RES/49/20 Para 18
6 A/RES/74/135 para 35 (L)





Preventing children from entering all forms of alternative care is also critical to the success of any deinstitutionalisation strategy. States must put in place rigorous and systematic judicial and administrative “gatekeeping” procedures that are designed to ensure that quality alternative care for children is used only after consideration of the best interests of the child as a primary consideration and that children receive the most appropriate care for their needs, in line with the UNCRC and the UNCRPD.7
States should take measures to prevent and protect children from all forms of violence and to promote the resilience of children, their families and their communities.
Throghout the process, it is essential that a human rights and social model approach to disability is followed.
b) Child agency, participation and choice (comments to para 34, 41, 47 & 48)

A system must be accountable to the communities it serves: the care reform process must ensure it meets the needs of children, young people and their families. It must be designed so that it is responsible to these communities and what matters most to them.

Children and young people must have agency in the care reform process. We are therefore concerned with the Guidelines’ statement that ‘Children cannot “choose” to live in an institution’ (para 48) - when using the definition to include any type of residential setting. Our direct experience of working in this field shows that some children - especially older children - may have experienced numerous adverse family placements and no longer wish to live with a family. While family care is the ideal solution for the large majority of children, for some children placement in small-scale residential care or other forms of alternative care may be their preferred solution. Their voices deserve to be listened to and taken into serious consideration, in line with the child’s fundamental right to participation. We ask that the Committee gives more consideration to achieving balance on this important point.









7 A/RES/74/133 32 (L)



c) Accelerated deinstitutionalisation (comments to paras 58, 105, and 107)

Throughout the Guidelines the term ‘accelerate(d)’ deinstitutionalisation is used. The Committee on the Rights of Person with Disabilities have noted, in their concluding observations of South Africa, the results of accelerated deinstitutionalisation strategies (Life Esidimeni Tragedy), with the death of more than 140 persons8.

When accelerated deinstitutionalisation happens for children, without adequate systems for preparation, monitoring and support, children can become victims of human trafficking, violence, abuse and neglect or harmful practices such as child marriage. In paragraphs 58, 105, and 107, we ask the Committee to consider revising their language to include principles of sustainability and comprehensive deinstitutionalisation and care reform, based on the precondition of sufficiently robust community-based services, adequately trained social services workforce, including specialised foster and kinship families and appropriate after care and independent living arrangements for those old enough to transition to adult independent living. We ask the Committee to consider reviewing their language taking into account the specific needs of the child protection system reform process and the potential for harm and the right to life.






















8 Paragraph 28 (a), Concluding observations on the initial report of South Africa, at: https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2fC%2fZAF%2fCO%2f1&La ng=en and List of issues in relation to the initial report of South Africa Paragraph 16 (c) and 20 (c)





Points for clarification:

· We call on the Committee to provide practical guidance on the type and range of services in the community to support children and families (paras 21 – 26).9

Recommendations:

1. We invite the Committee to give clear guidance to States Parties and all other stakeholders on how to follow a human rights-based approach to deinstitutionalisation to enable safe and lasting transition towards a family-based model of alternative care, including when a child is ready to leave an institution but family reintegration/kinship care are not deemed suitable and family-based alternative care options are not yet available.

2. Based on the UNCRC DGD Outcome Report and Recommendations (Child Rights and Alternative Care 2021), we call on the Committee on the Rights of Persons with Disabilities and the Committee on the Rights of the Child to work together with care experienced children and adults, civil society actors, National Human Rights Institutes, faith based organisations and the wider UN system to develop a comprehensive set of practical guidelines on deinstitutionalisation and care reform for all children, including deaf children and children with disabilities, outlining the concrete steps to be taken by States Parties and other critical stakeholders to implement international human rights frameworks and commitments.10
3. We also ask the CRC and CRPD Committees to renew their efforts to agree on and issue conclusive guidance on what constitutes quality care for children, clarifying international law on the use of residential care and harmonising the two Committees’ jurisprudence on children’s right to family life, either through a joint document or through continued joint work harmonising the treaty bodies’ concluding observations.


9 For instance, the European Expert Group on the Transition from Institutional and Community Based Care and Hope and Homes for Children prepared a checklist for the use of EU funds which offers practical guidance for developing a range of services in the community: https://deinstitutionalisationdotcom.files.wordpress.com/2021/07/updated-checklist-new-eeg- logo.pdf
10 https://www.ohchr.org/sites/default/files/2022-06/13Jun2022-DGD-Outcome-report-and-Recommendations.docx. See also Freeman M. C., (2018), Global lessons for deinstitutionalisation from the ill-fated transfer of mental health-care users in Gauteng, South Africa, The Lancet Psychiatry, 5(9), 765–768, at: https://doi.org/10.1016/S2215-0366(18)30211-6, and Cycles of Exploitation: The Links Between Children’s Institutions and Human Trafficking, Coltof et al, 2021, Lumos Foundation, at: https://lumos.contentfiles.net/media/documents/document/2021/12/LUMOS_Cycles_of_exploitation.pdf.
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